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ABSTRACT

Interventions which ameliorate the late effects of cancer treatment, and promote

adjustment for children coping with cancer are needed (Kazak, 2005). The Beads of Courage

(BOC) Program (Baruch, 2002), is an arts-in-health program developed to strengthen resilience

and alleviate suffering in children receiving treatment for cancer. Through the BOC Program,

children receive different colored beads that serve as visible symbols of the many procedures

they experience during cancer treatment. Despite the wide use of the BOC Program by more than

70 children’s hospitals, the BOC Program has never been formally evaluated.

The purpose of this study was to evaluate the BOC Program using qualitative descriptive

methods. The specific aims of the program evaluation were to: 1) Describe the BOC Program

process; 2) Describe how the BOC Program is implemented; and 3) Describe the potential

outcomes of the BOC Program.

Data collection methods with four BOC Program stakeholders included: Semi-structured

interviews with children (N=6); focus groups with clinicians (N=10) and parents (N=5); and

open-ended surveys with clinicians (N=9), parents (N=8) and bead artists (N=6). Findings

indicate that the BOC Program is operating according to design (process and implementation),

and the overall satisfaction and perceived worth of the BOC Program is high. Emerging

categories from the content analysis describe the BOC Program as a form of narrative medicine

that provides a reflective tool, a symbol of accomplishment, and joy and encouragement for

children receiving treatment for cancer. Preliminary data support the BOC Program theory, with

resilience-based protective factors (positive coping, derived meaning, social support) supported,

and risk factors (uncertainty in illness, defensive coping) decreased in children who received the
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BOC Program. Future studies should include quantitative measures of factors of resilience to

determine change over time in children receiving the BOC Program during cancer treatment.

Findings from this study support theory development to further strengthen the body of

knowledge on psychosocial adjustment issues for children coping with cancer. The findings also

provide evidence to support the role that arts-in-health programs have in alleviating the

experience of suffering in children coping with cancer.
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CHAPTER I: INTRODUCTION

“The arts and medicine: These are two human callings that belong together and our

challenge is to rediscover the ways in which they can most effectively be brought together again.

If you go back in ancient times, the arts in healthcare, arts and medicine, are intricately related. I

think one of the great opportunities we have right now in America is to connect art – its

strengths, its potentials, its possibilities – with the inevitable journey of human life.” – Dana

Gioira, Chairman, National Endowment for the Arts (2003).

As a practice discipline, nursing is well positioned to integrate arts-in-health interventions

to support patients. A broad goal of the Beads of Courage (BOC) Program is to introduce a

visual art into pediatric oncology nursing practice. The BOC Program (Baruch, 2002) involves

the use of beads, a visible art form that nurses give to children who are coping with cancer

related treatments. The colorful BOC Program beads are visible by the clinicians in the program

bead boxes that house the beads kept in the clinical setting, and when seen hanging in a patient’s

room during long hospitalized stays. Through the BOC Program, children coping with cancer

receive from their nurses colorful beads, each which become visible symbols of the many

treatments and procedures they must endure. Each bead corresponds to a specific treatment or

procedure as dictated by the BOC Program bead guide (Appendix B). As is shown in the BOC

Program bead guide, for every blood transfusion, a child receives a red bead; and for every

chemotherapy a white bead.

The BOC Program is a program of Beads of Courage, Inc. (a 501(c)3 tax-exempt

organization). The mission of Beads of Courage, Inc. is to provide innovative, arts-in-medicine

programs for children coping with cancer and other serious illness, their families and the health
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care providers who care for them (www.beadsfcourage.org). Beads of Courage, Inc. provide

children’s hospitals with the necessary BOC Program materials to integrate the BOC Program

into their existing supportive care services for their pediatric oncology patients.

The increased demand for and implementation of the BOC Program in multiple

children’s hospitals throughout the United States, New Zealand and Japan suggest that there is

some value in providing the BOC Program for children during their treatment for cancer. A

review of articles published in the media (www.beadsofcourage.org) chronicles stories of

children that have received the BOC Program providing anecdotal evidence of the benefits.

Despite the benefits and the wide use of the BOC Program, the BOC Program has never been

evaluated, and the resulting outcomes of the Program are not known. More importantly,

knowledge of the implementation and underlying program process of the BOC Program is

imperative before any outcomes evaluation can be conducted.

This study represents the first step towards the long range goal of the researcher to

develop and implement evidence-based, arts-in-health interventions that strengthen resilience

and well being in children coping with chronic, life threatening conditions. The hope is to

ultimately transform the bedside subjective and aesthetic experience of children receiving

treatment for cancer, their families and the health care providers who care for them.

Purpose

The purpose of this study is to evaluate the BOC Program using qualitative descriptive

methods. The specific aims of this research are to describe the BOC Program from four

stakeholder’s perspectives (children, parents, clinicians, bead artists) to better understand the

following: 1) what the BOC Program is; 2) how the Program is implemented; 3) who participates
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in the Program and why; and 4) what benefits or potential outcomes are achieved through the

BOC Program. The use of qualitative descriptive methods for the BOC Program evaluation will

provide in-depth, descriptive data about the program process, implementation, and the potential

outcomes of the BOC Program. The findings will be used to direct future outcomes research,

program improvements, and provide evidence to determine if the BOC Program should continue

to be provided as an arts-in-health program for pediatric oncology. The specific aims and the

related research questions for this study are presented in Chapter 3.

Background and Significance

Children and Cancer

The incidence and prevalence of cancer in children continues to be high. Cancer remains

the number one cause of disease-related death in children ages 1-19 years (Ries et al., 2005).

Each year in the United States, approximately 10,700 children aged 0 to 14 years are diagnosed

with cancer, and each year an estimated 1,340 children aged 0 to 14 years die of cancer

(www.cancer.org).

Despite these staggering statistics, treatment for childhood cancer has improved

significantly resulting in an overall survival rate of 80% (Rises et al., 2005). It is estimated that 1

in 640 adults between the ages of 20 and 39 years are survivors of childhood cancer (Hewitt,

Weiner & Simone, 2003). As survival from childhood cancer has increased, the research focus

on psychosocial adjustment, and long-term impact of medical and interventions to ameliorate the

late effects of cancer treatment has increased (Patenaude & Kupst, 2005).

The scope of vulnerability for children with cancer is significant. Related late-effects that

arise from the disease and treatment-related symptoms have a significant negative influence on
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the child’s overall quality of life and disease-free years of life (Patenaude & Kupst, 2005). Late-

effects of cancer treatment include both physical and psychological side effects. Physical late

effects of treatment can include neurocognitive deficits, organ damage, decreased growth, and

infertility. These physical late-effects can in turn impact the child’s social functioning and

relationships over time, employment opportunities, personal and family functioning (Butler &

Mulhern, 2005; Boman & Bodegard, 1999; Greenbert, Kazak, & Meaduows, 1989). The

psychological late-effects of treatment can include adjustment difficulties, increased anxiety,

avoidance behavior, intrusive thoughts, and the risk for developing post-traumatic stress

disorder. An estimated 25% to 30% of children with cancer experience psychosocial problems

including depression, severe anxiety, and posttraumatic stress disorder (Kazak, 1994; Kupst,

1994; Birenbaum, et al., 2000; Rourke, M.T., et al., 1999). In addition to the physical and

psychological late-effects of cancer treatment, cognitive impairments and academic difficulties

related to treatment, problems related to school absenteeism, and disruption of normal

developmental tasks of the child also create social and behavioral adjustment problems for the

child with cancer (Challinor, et al., 2003).

Diagnosis, active treatment, and completion of treatment are three pivotal points in the

cancer trajectory. Studies have shown that distress is highest at diagnosis and declines over time

with adjustment (Kazak, 2005). Ongoing psychosocial research is targeted to better

understanding how to promote early adaptive responses that help strengthen adjustment over

time, and prevent poor outcomes in children coping with cancer and related treatments (Kupst, et

al., 1995; Kazak, 2005). The goal of the BOC Program is to promote adjustment in the early
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stages of cancer treatment, and help children cope with the length of cancer treatment over time

(Baruch, 2002).

Psychosocial Support Programs

A review of the literature indicates a wide variety of arts-in-health, recreational, and

psychosocial programs are provided in the hospital or community setting by a number of

organizations for children coping with cancer or other serious illness (Kazak, 2005; Patenaude &

Kupst, 2005; Bauman et al., 1997). The goals and outcomes of related programs are not typically

made explicit and most lack any theoretical orientation. In fact, as vast as the availability of

psychosocial support programs, are the number of related outcomes, or anticipated benefits of

these programs cited in the literature (Armstrong & Reaman, 2005; Kazak, 2005). The number of

adjustment variables and targeted outcomes of psychosocial programs cited in the literature

include, but are not limited to, coping, hope, self-esteem, uncertainty, social support, quality of

life, and sense of well-being (Compas, et al., 2001; Hinds, et al., 2004; Haase, et al., 1999;

Patenaude & Kupst, 2005). It appears that we may have moved forward too quickly with

providing programs, and as a result, we do not sufficiently understand the many concepts of

interest in psychosocial research and how these programs support adjustment (Patenaude &

Kupst, 2005).

The use of qualitative research methods is being encouraged to evaluate from the child’s

perspective the perceived benefits of related psychosocial programs, and to elucidate outcomes

achieved (Woodgate, 2001; Patenaude & Kupst, 2005; Boyd & Hunsberger, 1998). This study

will use qualitative descriptive methods to evaluate the BOC Program from the perspective of

key stakeholders.
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Kazak (2005) identifies three broad directions for the future of intervention research in

pediatric oncology. These three focus areas are: balancing competence and psychopathology,

integrating research-based interventions into practice, and future directions. Intervention and

treatment models should shift from using deficit-oriented models to those that are competency-

based and focus on strengths present in the childhood cancer survivor and their family. Ongoing

evaluation and research into a theory-guided program is necessary to determine its ability as an

intervention to impact three of the four identified areas of intervention areas as identified by

Kazak (2005). Specifically, how a theory- guided program might help children identify and

integrate related long-term consequences of cancer treatment, promote psychological adjustment

at diagnosis and over time, and strengthen social relationships during cancer diagnosis and

treatment.

Bead Programs for Psychosocial Support

The BOC Program is based upon an original concept pioneered at the British Columbia

Children’s Hospital (Stutzer & Gove, 1999). Gove (1999) an oncology social worker developed

the program “Bravery Beads” for the pediatric oncology population after learning of the use of

beads given to healthy boys for specific accomplishments at a wilderness adventure camp. There

are now three versions of the original “Bravery Beads” Program being utilized by health care

providers for children coping with cancer and include: Bravery Hearts, The Beaded Journey, and

the BOC Program.

More recently, Penkman, Scott-Lane and Pelletier (2006) published findings gathered

from a mail-out survey to parents who had a child that actively received “The Beaded Journey”

program provided at Alberta Children’s Hospital. The surveys were completed by 39 parents
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who were asked to rate the value of the Beaded Journey program for themselves and for their

child. The program was perceived as valuable to both parents and children, however, the parents

endorsed higher value items more frequently for themselves than their children (Penkman, Scott-

Lane, & Pelletier, 2001). In addition to the 17-item Likert-scale items on the survey, parents

were asked to respond to four open-ended questions. Although the data generating questions are

not presented in the methods, the summarized findings from the parents’ responses indicate that

parents found that the Beaded Journey Program provided a visual tool that helped parents track

and remember their child’s treatment journey; helped to validate what they had been through;

and it was a useful communication tool that provided a tangible explanation to friends and

families (Penkman, Scott-Lane, & Pelletier, 2001). There are several limitations to the study of

the Beaded Journey Program, but the exclusive use of a survey providing a limited scope of data,

and lack of direct feedback from participating children is the most limiting (Penkman, Scott-

Lane, & Pelletier, 2001).

Prior to this study, the researcher completed a pilot study of the BOC Program at Phoenix

Children’s Hospital to determine the overall feasibility of the Program as a resilience-guided,

bedside program for children coping with cancer (Baruch, 2002). Clinicians were asked to

participate in a focus group and complete a survey with seven open-ended questions. Children

(N=30) receiving the BOC Program were asked to anonymously respond to the following

question presented on a poster posted in the outpatient clinic setting: “tell me what your beads

mean to you.” Using content analysis, significant statements from the data were identified, and

core concepts emerged from data collected from clinicians only. Core concepts derived from the

clinician data included: 1) Increased communication with patients; 2) Having fun with patients;
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and 3) Increased sensitivity and empathy for patients. Data collected from children were

inconclusive, although a few significant statements derived from the child data include: 1) “the

beads show what I have been through;”and 2) “the beads are my journey to wellness.”

The current study will expand findings presented by Penkman, Scott-Lane and Pelletier

(2001) and Baruch (2004) on the significance of bead programs for psychosocial support for

children coping with cancer. Knowledge gained from the qualitative descriptive study will help

describe the process underlying the BOC Program including identification of those arts-in-health

and resilience-based variables that might mediate and contribute to BOC Program outcomes.

Significance to Nursing and Healthcare

Over the past 35 years a movement to introduce art into healthcare has been steadily

increasing (Brandman, 2008). A primary goal for art in healthcare is to lessen human suffering

and to promote health (Sonke, et al., 2009). The BOC Program is an arts-in-health intervention

created by the researcher to introduce a visual art to pediatric oncology nursing practice with one

of the broad stated goals to add brightness, play and fun to the care of children coping with

cancer related treatments (Baruch, 2002). It is estimated that over 8,500 children with cancer

have received the BOC Program or are currently participating in the BOC Program in one of

seventy children’s hospitals nationwide that provide it. Despite its wide use, and anecdotal

evidence that indicate patient’s positive responses to the program, the Program has never been

formally evaluated. The impact or outcomes of the BOC Program on the psychosocial

adjustment for children coping with cancer is not known.

This study will better describe the BOC Program, a necessary step if the BOC Program

can be rigorously evaluated in outcomes research. Furthermore, findings from this qualitative
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descriptive study may support ongoing theory development and policy changes required to

strengthen the body of knowledge on psychosocial adjustment issues and arts-in-health programs

that support children coping with cancer and other life-threatening illness.

Theoretical Perspectives

In any study it is necessary to state those theoretical perspectives that influence the

research activities. It is helpful to understand the theoretical perspectives and the personal

worldview of the nursing scientist as it underlies their perspective on nursing science and chosen

research methods. The conduct of this study resides in a praxis-oriented framework that is

heavily influenced by theories of resilience and the transpersonal caring-healing practice model

(Watson, 2002).

Praxis

There are several components to praxis as described by Seng (1998). The work domains

of praxis include the application of theories throughout the research process and/or the creation

or testing of theory as an outcome of the research (Seng, 1998). The BOC Program as a theory-

guided program is largely influenced by theories on resilience and suffering. One goal of this

study, from a praxis perspective, will be to determine if the findings support resilience theoretical

underpinnings. The underlying theories for the BOC Program are described in-depth in Chapter

2. Another component in praxis-oriented research is the co-participation of the client. The

research should always include the client, who can benefit from the process of self-reflection and

ultimately acquire a deeper understanding of their situation. The client’s ability to illuminate

patterns from their experience provides for enhanced understanding and action (Yamashita &

Tall, 1998). In this study, the perspectives of stakeholders involved with the BOC Program will
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serve as the main sources of data. Their perspectives and authentic involvement are critical to

fully understand how the BOC Program works and the outcomes that are achieved.

Kazak (2005), in her review of evidence-based interventions for survivors of childhood

cancer, indicates that a priority for ongoing research is the need to integrate research-based

interventions into practice. As Kazak (2005) suggests, now is an opportune time to develop and

implement psychosocial interventions that are derived from the descriptive literature and

available strong clinical care for children with cancer and their families. Effective interventions

will “balance theoretically and clinically grounded approaches with empirical evidence” (Kazak,

p. 36, 2005).

An approach for integrating interventions into practice is implementing an intervention

systematically within a clinical setting for the purpose of evaluating it as part of a qualitative

outcome analysis. Included in the analysis would be responses to the intervention from

participating children and families, staff, and overall system measures (time demands within the

clinical setting, patient satisfaction, and staff satisfaction). This approach is particularly useful

when the specific outcomes of the intervention are not known, broad effects are anticipated, and

to facilitate acceptance of the intervention (Morse, Penrod, & Hupcey, 2000; Kazak, 2005).

Resilience Paradigm

This study, and the development of the BOC Program, is embedded in the resilience

paradigm. The resilience paradigm sets forth values for practice and research that are based on

health and wellness rather than illness. Research grounded in a resilience paradigm is very

different from research focused on efforts to prevent, treat or alleviate negative health outcomes.

Resilience evolved from salutogenesis, the study of positive health factors, and the role that the
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promotion of positive behavioral, environmental and psychosocial factors have in promoting

optimal health and a sense of well being (Antonovsky, 1987; Singer & Ryff, 2001). It is a

dynamic, variable process that is influenced by the perceived threat, adverse situation, or the

experience of vulnerability; available individual, social and family protective factors; and risk

factors. It is a contextually-embedded and developmental process that varies over time and can

be studied at both the individual and community-level of analyses.

More recently, the relationship of resilience to children’s health is being explored in

health-related research. In a book published by the National Research Council (2001), it is

proposed that resilience occurs when protective resources are supported including optimism,

meaning and purpose, social and emotional support, and neurobiological mechanisms that

promote adjustment and increase survival (Singer & Ryff, 2001).

Resilience is thought to be a normative adaptive response to stress and current research is

focused on understanding how the biological and behavioral adaptive systems work within an

integrative science of human development and human adaptation (Masten, 2001). These adaptive

systems can include biological responses, relationships with others, and internal states of

individuals that vary as dependent upon the adverse situation. The critical attributes of resilience

include: the presence of protective factors, vulnerability or risk factors, and a life stress event

(Woodgate, 1999; Dyer & McGuinness, 1996). Protective factors modify or ameliorate a

person’s response to risk. Risk factors negatively influence the process of resilience through the

negative effect they have on protective factors. Descriptions of resilience-based protective

factors and risk factors, and the context that resilience resides vary in the literature (Woodgate,

1999; Haase, et al., 1999; Hunter & Chandler, 1999; Jocelon, 1997; Rutter, 1987). The resilience
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based protective and risk factors will be further discussed in Chapter 2 as background for

development of the BOC Program.

As first described by Rutter (1987), the predictors of resilience include four mechanisms

that protect in response to risk. These mechanisms or predictors of resilience include: 1) a

reduction in the risk impact through an alteration of the meaning and preparation for the risk; 2)

a reduction in the negative chain of events; 3) establishment and maintenance of self-esteem and

self-efficacy; and 4) opening of opportunities. Using these four mechanisms allows a change in

the life trajectory from risk to adaptation, and outcomes of resilience to ensue (Rutter, 1987).

Risk reduction is critical and can occur through preparation for the risk, successful coping, and

assisting the individual to derive meaning from the situation. Nursing derived interventions that

target predictors of resilience outlined by Rutter (1987) are needed for children coping with

serious illness.

Finally, as stated by Noll (1999), with more children surviving cancer, research that seeks

to understand the protective processes that promote a positive adjustment are needed. As Phipps

(2005) indicates in his commentary, research has shown that children with cancer are functioning

well, and in some cases, better than their healthy counterparts. Rather than continuing to focus on

potential problems to be faced by the child diagnosed with cancer, perhaps we need further our

inquiry into the “nature and mechanisms by which these positive adjustment outcomes are

achieved despite such significant stressors” (Phipps, 2005, p. 44). In an era of “positive

psychology” the goals of intervention research that is resilience based is part of this adaptive

research paradigm (Phipps, 2005). The purpose of this study is to further describe the nature and
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mechanisms that positive adjustment outcomes might be achieved in children who participate in

the BOC Program.

Watson’s (2002) Intentional Transpersonal Caring-Healing Practice Model

Watson’s (2002) model specifies key ingredients for the provider to potentiate healing for

the patient. The provider must be aware of one’s integral nature and connectedness with others,

and acknowledge the patterns that can emerge from practice that are dynamic, energetic and

potentiate the caring-healing field in a given moment. The caring-healing field is created when

the provider manifests one’s caring intentions, while creating a safe place and sacred space

where reverence for the patient is experienced. It is in the caring-healing field that goodness

through a purposeful encounter can help to facilitate transcendence in the face of illness, disease,

suffering, and vulnerability. Finally, to potentiate healing, the provider must realize the co-

vulnerability in an ethically aware practice. Ultimately, it is essential for the provider to help the

sufferer identify deeper sources of meaning and deeper sources of inner healing. For this to

occur, the practitioner must pause and consider his or her own thoughts and actions in daily life,

reawaken profound compassion and caring, and understanding of his or her own suffering.

The professional provider becomes an instrument of caring and healing when they are

mindful of their practice. Mindful practice is a reflective practice and occurs when the provider

stops to reflect upon and engage with the source of suffering, and when the provider pays close

attention to our own and others’ humanity. One assumption of the BOC Program is that it fosters

a mindful and reflective practice in those providers that actively implement the Program. It is

thought that during the embodied act of handing out of beads for every treatment and procedure

in the BOC Program, the provider is reminded of the child’s vulnerability, illness, pain, and
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underlying potential to experience suffering (Baruch, 2002). This study will describe, from the

clinician’s perspective, the ways the BOC Program may (or may not) foster a reflective practice

in their care of children coping with cancer.

Personal Perspective

It is necessary for any primary investigator to identify and set aside their assumptions and

biases when studying phenomenon of interest. Recognizing and stating upfront where

assumptions and related biases might lie will help to prevent potential misguided analyses of data

and related research findings. An investigator’s personal and professional experiences and

worldview can influence their underlying assumptions and biases.

Personal and Professional Experiences

I first became interested in the psychosocial adjustment process of childhood cancer

survivors while working as a bedside nurse in pediatric oncology in 1998. During those initial

experiences of caring for children with cancer, I became aware of the need for interventions to

support the emotional adjustment of childhood cancer survivors and their family. It was a source

of frustration when continually the very obvious psychosocial issues were ignored by medical

staff whose focus was on the physical treatment of the cancer, and the related physical symptoms

from treatment including nausea, vomiting, fatigue and pain. Obviously, cure and treatment of

the cancer is necessary, however, the child’s and their family’s anxieties, worries, and in some

cases severe depression should also be treated.

During the summer months for three consecutive years (’00,’01,’02) I also volunteered as

a pediatric oncology nurse at an international therapeutic recreation camp for children with

chronic illness and cancer from all over Europe. While taking care of children at this camp,
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observations were made of the influence that beads had on many of the children who attended.

The children would create various items with their beads, from necklaces, bracelets to musical

instruments. For many of them, beading was their favorite rotation in camp, and they were

always seen wearing or carrying items they made. I began to wonder how to bring beads from

the camp setting to the bedside to help children coping with cancer related treatments on a

routine basis. The spring of 2000, I learned of the Bravery Beads program started at British

Columbia Children’s Hospital by Stutzer and Gove (2000). In this program children with cancer

would receive beads that served as symbols for the various treatments and procedures they

experienced during treatment. The combined observations made at the Barretstown Gang Camp,

and knowledge of the use of beads in this way for children coping with cancer served as the

impetus to develop the Beads of Courage® Program.

Worldview

Although often taken for granted and not always stated up front, a researcher’s worldview

can largely influence the research they conduct and their analysis of findings. The BOC program

evaluation is largely influenced by the nursing research and theories of Newman (1986), Reed

(2000), and McGaffic (1995).

In her historical reflections on the profession of nursing, Reed (2000) sets forth a

challenge for reforming nursing. Five theses for dialogue are outlined as a basis for a nursing

reformation and taken together they provide for an integrative philosophy of nursing. The five

thesis include: 1) Nursing is a basis human healing process; 2) Holism does not define nursing’s

unique perspective and contributions; 3) Embodiment is a core concept in understanding health

experiences; 4) Scientific knowledge is transformed into nursing knowledge through contexts of
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nursing practice; and 5) Nursing is a spiritual discipline. All five theses influence my perspective

on nursing, and nursing research. Specifically related to the BOC Program evaluation is the

philosophical stance that nursing is a spiritual discipline. As a spiritual undertaking, the BOC

Program was developed with intention to enhance connectedness to others, a desire to promote

life, and for the benefit and transformation of others.

McGaffic (1995) in her dissertation research studied the patterns of spirituality and health

among aging adults and dying adults living in the community. The goals of her work, as with in

the current BOC Program, were to discover ways that nurses can foster a sense of purpose in life,

and enhance spirituality and health throughout the life process. Influenced by Rogers (1970),

McGaffic (1995) increased awareness of the need to support those facing death. In this study,

children coping with cancer and their families are in the midst of coping with a life threatening

illness. The underlying practice-prescriptive theory for the BOC Program is influenced by the

McGaffic’s work (1995) in describing the needs of humans facing death or at end of life, and

nursing’s responsibility to respond.

Summary

With more children surviving cancer, there is a need to increase the availability of theory-

guided, evidence-based psychosocial supportive care interventions to prevent associated

psychological late-effects of treatment, and to promote a positive adjustment to life-threatening

illness. With any program of research, the underlying theoretical perspectives and the personal

worldview of the researcher can influence the nature of the research activities. In Chapter II, the

relevant literature will be reviewed.
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CHAPTER II: REVIEW OF THE LITERATURE

The purpose of this chapter is to provide an overview of the arts in healthcare movement,

the use of beads as an art form, and the underlying theories of resilience and suffering that

contributed to the development the BOC Program. This chapter will provide background

literature in relation to the practice and research supporting the development of the BOC

Program, and conclude with a full BOC Program description.

Arts-in-Healthcare

The prevalence of arts in healthcare, has steadily increased since the first expressive arts

therapies were used in the United States after World War I (Sonke, et al., 2009). A survey of the

level of arts and humanities in United States hospitals was completed by the Society for the Arts

in Healthcare and the Joint Commission on Accreditation of Healthcare Organizations in 2004.

The survey was sent to 2,500 hospitals nationwide, and 77% of those hospitals surveyed

responded. According to the survey respondents, music, crafts, and permanent displays of visual

arts are the most common forms of the arts used in the hospital setting.

In general, arts programming implemented by hospitals have broad goals to create a

healing environment, to support patient mental and emotional recovery, communicate health

information, and to foster positive working conditions (www.thesah.org). Related benefits of arts

in healthcare have been evaluated in pulmonary, anesthesiology, cardiology, HIV/AIDS,

oncology, mental health, neonatal, and rehabilitation settings. Other outcomes of arts in

healthcare include: increased competence and self-efficacy; reduced boredom, anxiety, and

depression; and improved immune function (Evans, 2008). In general, as stated in the Society for

Arts in Healthcare concept paper (2003), “the arts serve patients and caregivers as powerful aids
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in times of emotional vulnerability and bring beauty into the stress-filled healthcare world”

(SAH, 2003, p. 1).

Facility-based arts in healthcare programs tend to have two primary areas of focus: arts

and aesthetics in the environment and artist-based programming (Sonke, et al., 2009). Examples

of arts in the environment include rotating art exhibits, interior design, and healing gardens in the

healthcare setting. Artist-based programs include resident artists, volunteer artists who provide

bedside services or performing arts within the healthcare setting.

Research and evaluation of arts in healthcare programs has increased significantly with a

coordinated effort by leaders in the field. The recent release of the first international journal on

Arts and Health for the publication of research, policy and practice in the field of arts in

healthcare is significant for the development of the field. Given the current economic climate, the

benefits received by recipients of arts in health programs, and the relative cost to benefit ratio of

art based programs must be clearly documented. One aim of this study is to describe what

benefits, if any, are received by children who participate in the BOC Program provided as an

arts-in-health program for children coping with cancer.

Beads as Art

Preceding cave paintings and carved figures, beads are the earliest art form of modern

man (Francis, 1999). The earliest beads discovered were made from shells and created over

70,000 years ago (Francis, 1999). Beads are a small material representation of ancient and

contemporary cultures. They are symbols of identity and status; they are used in barter and

exchange; as amulets and talismans; they are ornaments; and they are used in rituals and

ceremonies. Beads are associated with linking people together in communities, and with making
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immediate statements about values, ideas and beliefs. Of interest is the meaning of bead in

different languages construing related beliefs about the significance of beads. For example, the

word bead is derived from the Anglo-Saxon bidden (“to pray”) and bede (“prayer”) (Dubin,

1995). The Egyptian word sha means “luck” and sha-sha means “bead,” suggesting that beads

were thought to have amuletic or protective properties.

Beads throughout time have had tremendous significance in societies around the world.

Since their creation, beads have served to signify status. In some societies, officials, army

officers, their wives and children often are required to wear strings of beads, and many types of

beads are the privilege of kings and royalty (Francis, 1999). Beads have also been associated

with strength, courage and longevity. They have long been used to protect warriors from natural

and supernatural enemies, and to give the wearer strength (Dubin, 1995).

Beads have been embraced by men, women and children throughout human history as a

means of expressive non verbal communication, as well as used for protection. The

purposefulness of beads becomes even more evident in the BOC Program. The beads become a

material expression of protection, self honoring, courage and spirituality for the youth currently

going through cancer treatment. In parts of the world, a warrior (both male and female) will

adorn themselves with beads they have “earned,” to represent their bravery, strength, courage

and self control. Each individual bead that is received acts as a connection between the acts of

having courage to go through a procedure and passing through to the next stage of wellness. The

youth can touch and feel the beads, reflect on the experience and know that they have made it

through a challenging procedure. Each individual with their strand of beads becomes a warrior

for their own wellness (Puetz, 2002).
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Narrative Medicine

Illness creates disruption in self and continuity of life. Narration provides an important

way to make sense of an illness, restore sense of self, and connectedness (Sakalys, 2003;

Younger, 2004). Without an opportunity afforded to the sufferer to tell the story of illness,

treatment can be negatively affected and the experience of suffering increased (Charon, 2005).

Furthermore, training providers in narrative medicine, to learn aspects of narrative competence,

can benefit the professional health care provider themselves (Charon, 2005). In essence, if the

provider actively encourages children to talk about their illness experience, and actively listens

and absorbs the child’s story, then the child can more fully derive meaning from the experience,

and the provider can benefit from a deepened relationship strengthened by privileged knowledge

and gratitude extended for being listened to (Charon, 2005). The BOC Program is in essence a

modality that provides for a visual illness narrative for each participating child. The beads in the

BOC Program each symbolize a specific treatment or procedure in the child’s treatment

(Appendix B). Overtime, the accumulation of many beads by the child becomes a visible

narrative of their treatment experiences and accomplishments. This study will further examine

whether or not the BOC Program is a helpful arts-in-health program, and determine if elements

of the Program are consistent with narrative medicine.

Suffering

The research on the nature of suffering and related theories helped to inform the

development of the BOC Program as a theory-guided program for children coping with cancer.

A necessity in the BOC Program is that the beads are to be given to participating children by the

health care provider. This element of the practice-prescriptive theory underlying the main BOC
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Program is based upon the conceptualization of suffering. Human suffering occurs when there is

a “threat to the person’s relationship with the physical and psychological self, with others, and

with a transcendent source of meaning” (Kane, et al., 2004, p. 180). The very nature of suffering

is a very human experience that can further alienate the sufferer and disrupt connectedness with

others. It is imperative that providers begin to assess the process of suffering in patients seeking

medical care. Because suffering it not so much a result of treatment, but it is based in the quality

of relationships, it is necessary to better understand which processes that link human

relationships can relieve suffering.

Human beings are relational beings. At the core of humanity is our basic need for

intimate relationships, and a sense of belonging and order. Research indicates, as with findings

that indicate post-traumatic growth in the face of having a life-threatening illness, that serious

illness can be endured and found fulfilling in presence of meaningful relationships (Kane, et al.,

2004). In children with cancer, who are facing a life-threatening illness, there is a particular need

to invest in health care resources that support the relationships formed between the patients, their

families, and health care providers.

In the substantive suffering literature three critical components are identified and each

must be met to alleviate suffering in the sufferer. First, illness is a shared experience between the

provider and the sufferer. As a shared experience, it is necessary for the provider to extend

supportive care beyond the concrete interventions or tasks performed every day in routine

clinical care of patients. As a shared experience, caring for someone facing illness requires close

attention to the human encounter itself while delivering patient care in the clinical setting (Bakke

& King, 2000). Attention during the human caring encounter requires the provider to access both
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their esthetic and personal knowing, as first described by Carper (1978). Aesthetic knowing

involves creativity in thinking and actions, a capacity for empathy. Aesthetic knowing enhances

and gives texture to the many acts of caring. Personal knowing is that knowledge of self

necessary to engage in authentic relationships with patients and families, blending artistic and

scientific components in practice, and approaching patients and families with openness, and an

overall heightened awareness. Each participant, such as the child and the provider, who shares

the illness experience, become co-creators influencing how the caring process unfolds. The BOC

Program may work to facilitate the co-creation of the caring-healing environment as the beads

exchanged provide for a shared experience and acknowledgment of the child’s illness.

Second, another critical component to alleviate suffering is to facilitate communication

for the sufferer. Alienation of the sufferer is perpetuated if the sufferer does not have a voice, the

language, or form to express through a story or narrative their experience necessary to interpret

the very nature of their suffering (Younger, 2004). Communication requires the language and

symbols from which to communicate to others so that they can be mutually understood. Without

an ability to communicate with others about their experience this leads to further alienation of

the sufferer and feelings of meaninglessness, powerlessness and helplessness associated with the

situation (Clark, 1959). Essentially, the alienated sufferer is unable to authentically participate

with others, and the sufferer feels inferior or disadvantaged. One goal of the BOC Program is to

facilitate communication for participating children (Baruch, 2002). Voice is given to the sufferer

as the program beads provide a visible language that helps the child interpret and communicate

about their experience to others, both qualitatively and quantitatively.
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According to Younger (2004) it is prescriptive nursing interventions that serve to prevent

a loss of connectedness from self and others that alienation of the sufferer can be prevented.

Connectedness exists on a relatedness continuum with alienation. To prevent alienation of the

sufferer, connectedness, or a sense of membership and belonging to a community, must be

promoted. Part of the practice-prescriptive theory underlying the BOC Program is that the

Program fosters connectedness and serves to prevent alienation of the child suffering from

cancer and related treatments. Children who participate in the Program are encouraged to wear

their collection of beads of courage which serve as points of communication, and belonging to

the program and community of childhood cancer survivors. Meaning is derived from their

experience as they acquire beads, and when their collection is acknowledged by their family,

friends and providers.

Finally, intentionality is a critical attribute that must be met to alleviate suffering.

Intentionality is the structure which gives meaning to the experience (Watson, 2002). It is not to

be confused with the actual intentions, but intentionality is the dimension which underlies

intentions. It is man’s capacity to have intentions (Schoehofer, 2002). In other words, it is not

enough for a provider to have the cognitive intent to help another, but it requires the embodied

act of carrying out those intentions (Schoehofer, 2002). Intentionality serves as a bridge between

the provider and child. As a bridge, it is intentionality that the co-construction of the meaning of

the experience is created and the meaning of reality as we know it. It is through intentionality

that the full essence of the experience is imported. In the BOC Program, the giving of beads may

serve as a bridge that facilitates the co-construction of meaning in illness. Through the embodied

act, the giving of beads during cancer treatment, the sense of separateness that initially exists
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between the provider, child and family dissolves and the oneness of a caring relation emerges.

The BOC Program may help promote adjustment in children with cancer is by bringing forth the

provider’s cognitive intent of caring and desire to help through action.

Beads of Courage Program Theory

Consistent with a praxis perspective, the BOC Program development and implementation

was largely influenced by existing research and theories on arts-in-health, suffering, and

resilience. The BOC Program evaluation is an exemplar of effectiveness research, with the

evaluation of the Program during implementation in a clinical setting (Sidani, Epstein, & Moritz,

2003).

Resilience

The implicit program theory for the BOC Program is embedded in the resilience

paradigm. A program’s theory is considered implicit rather than articulated “when the underlying

assumptions about how program services and practices are presumed to accomplish their

purposes have not been fully articulated and recorded” (Rossi, Lipsey, & Freeman, 2004, p. 146).

The goals of the BOC Program as described in the BOC Training Manual (Baruch, 2002) are

related to resilience processes and outcomes. One goal of the BOC Program evaluation is to

describe to what extent, if any, the process and outcomes of resilience are achieved by

participants in the Program. As shown in Table 1, the relevant resilience factors and potential

outcomes for the BOC Program are listed. It is important to emphasize that the goal of this study

is not to determine if these outcomes are achieved, only if data support these theoretical factors.
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TABLE 1: BOC Implicit Program Theory

Resilience
Factor

Concepts or Proximal
Outcomes

Influence of
BOC Program
(+) or (-)

Potential Influence of BOC Program

Individual
Protective

Positive Coping
(confrontive, optimistic,
supportant)

(+) Increase  Encourages children to move from reliance on
disengagement strategies

 They are encouraged to ask questions about their
treatment

 The program serves as a new coping strategy to
increase the repertoire of strategies available to
the child to cope

Individual
Protective

Derived Meaning
(hope and spiritual
perspective)

(+) Increase  The program encourages children to reflect on
each procedure and milestone through the
collection of beads over time, assisting them to
derive meaning

Social
Protective

Social Integration
(perceived support from
peers)
Health Care Resources
(perceived support from
HCP; available support
programs)

(+) Increase  BOC program encourages the children to share
their collection of BOC with others, and talk
about program

 Increased connectedness with HCP who
implements the program

 BOC as a new supportive care program

Illness-
Related Risk

Uncertainty in illness
(illness ambiguity and
complexity);

(-) Decrease  Through the BOC program the meaning of
procedures are altered, making them more
positive, and less threatening

 Children receive anticipatory guidance through
the program color guide and enhanced
communication with caregivers decreasing
uncertainty in illness

Individual
Risk

Defensive Coping
(avoidant, fatalistic,
emotive)

(-) Decrease  Through the BOC Program children become
active participants in their treatment and are
encouraged to use more engagement coping
strategies

Outcomes of
Resilience

Confidence/mastery
(feeling in control of one’s
life)
Self-Transcendence
(having purpose and
meaning, connectedness
with others, sense of being
healed)
Self-Esteem
(positive attitude towards
self)

(+) Increase  The BOC Program helps restore a sense of
control or mastery in children as they receive
beads for procedures they cope with

 Self-transcendence is enhanced as children can
anticipate the future with completion of
treatment as a goal in the program, and increased
connectedness with others through their beads

 Self-esteem is enhanced as the Program
promotes a more positive attitude towards self,
and having a greater purpose in life

Footnote: The BOC Program Theory is derived from the following research:
1. Haase, J. (2005) The adolescent resilience model as a guide to interventions. Journal of Pediatric Oncology

Nursing 21(5), 289-299.
2. Trask, P.C., Patterson, A., Trask, C. Bares, C., Birt, J. & Mann, C. (2003) Parent and adolescent adjustment to

pediatric cancer: Associations with coping, social support, and family function. Journal of Pediatric Oncology
Nursing, 20(1), 36-47.
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Protective Factors

In general, there are three main domains of protective factors discussed in the literature.

These include individual, social and family protective factors (Dyer & McGuinness, 1996;

Haase, et al., 1999; Rutter, 1987). Within each broad domain, there are concepts and related

components that impact the strength of the overall protective factor. This review will be limited

to a discussion of those individual and social protective factors cited most frequently in the

literature.

Individual Protective: Positive Coping

As part of the coping process, children with cancer use a number of strategies to deal

with the stress of diagnosis and related treatments. Our understanding of coping is well beyond

the original two-strategy structure of coping as either problem-focused or emotion-focused

proposed by Lazarus and Folkman (Lazarus, 1993). We now know that there are several different

types of strategies that children use to cope with cancer, that coping is amendable to change, and

that certain strategies are associated with better outcomes (Compas, et al., 2001; Birenbaum, et

al., 2000). Research indicates that differences in coping strategies used by an individual exist as

determined by the child’s development, their past personal experiences, and perceived efficacy

of those strategies.

In general, coping strategies can be separated into positive or engagement strategies

which are those strategies the child uses to actively deal with the situation, and defensive or

disengagement coping which are those strategies the child uses to avoid having to deal with the

situation (Trask, et al., 2003). Examples of positive coping strategies include supportant,

confrontive, and optimistic coping strategies (Haase, et al, 1999). All three coping strategies can
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facilitate risk reduction, and decrease anxiety and stress to allow self-esteem and confidence to

ensue (Birenbaum, et al., 2000; Haase, et al., 1999). Defensive coping strategies include evasive,

emotive and fatalistic strategies (Haase, et al., 1999), and when these strategies are relied upon

exclusively, the child experiences increased anxiety and stress (Boyd & Hunsberger, 1998;

Trask, et al., 2003; Challinor et al., 2003).

A cascade of events can occur if increased anxiety and stress resulting from ineffective

coping strategies is not prevented. Increases in both anxiety and stress in children with cancer

may negatively impact overall treatment effectiveness due to further immunosuppression

(Turner-Cobb, et al., 2000; O’Leary, 1990). Increases in anxiety and stress can result in

activation of the hypothalamic-pituitary-adrenal (HPA) axis and result in the release of a number

of stress hormones, including cortisol, norepinephrine, prolactin, cortisol, and growth hormone

(Axelrod & Reisine, 1984). Increases in circulating stress hormones can depress the immune

system resulting in systematic immune dysfunction, and a decrease in the circulation of

immunocompetent cells (Reichlin, 1993; Pert, et al., 1998). Reliance on defensive coping

strategies can contribute to disease progression including shorter time in remission, longer

treatment time to reach remission, and mortality (Boman & Bodegard, 1995; Boman &

Bodegard, 1999; O’Leary, 1990; Turner-Cobb, et al., 2000).

Current research efforts in coping and adaptation are focused on determining matching of

the coping strategy with the situation. No studies have indicated support for one strategy over

another, or is there research to indicate that one strategy is optimal for cancer-related stressors.

Differences in coping strategies used and preferred are dependent upon the characteristics of the

individual, available resources, and the given situation (attention to demands and time of the
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situation) (Sprito, Stark & Knapp, 1992; Sloper, 2000). Additionally, as is present during the

different stages of cancer treatment, the changing demands of the situation and emotional

stability of the individual can change coping strategies needed or used.

There is general agreement that the more coping strategies that individuals can mobilize

increases their ability to cope the highly variable cancer-related stressors. However, as

emphasized in the state-of-the-science address for pediatric oncology, more interventions which

help patients cope with the overall cancer experience are needed (Reaman, 2004). Increasing the

repertoire of coping strategies available to children experiencing cancer is just one theorized

outcome of the BOC Program. Acknowledgement of the many standard treatments and

procedures with the BOC Program might foster positive coping strategies.

The relationship between the coping and stress responses in adolescents with cancer

remains unresolved, and there are no published studies on the effect of behavioral supportive

care interventions like the BOC Program on outcomes of resilience, or on the modulation of

stress and coping responses in children with cancer. However, interventions which improve the

biological (decrease stress) and strengthen behavioral (strengthen coping) responses in children

with cancer may ultimately improve clinical outcomes including: improved responses to

treatment; a strengthened immune response; and prevent or minimize long-term biobehavioral

comorbidities such as depression and post-traumatic stress disorder.

Individual Protective: Derived Meaning

The ability to derive meaning from the illness experience is directly related to the child’s

overall quality of life (Hinds, et al., 2004). According to Hinds (2004), pediatric cancer-related

quality of life is defined as “an overall sense of well-being based on being able to participate in
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usual activities; to interact with other and feel cared about; to cope with uncomfortable physical,

emotional and cognitive reactions; and to find meaning in the illness experience” (Hinds, et al.,

2004, p. 767). The latent variables used to measure derived meaning in the Adolescent

Resilience Model evaluation studies include hope and spiritual perspective (Haase, et al., 1999).

Meaning in illness is largely influenced by those self-initiated internal processes to generate hope

or to maintain a spiritual perspective in the midst of a life-threatening illness like cancer. Both

hopefulness and a spiritual perspective provide the cognitive schema to help derive meaning

from a life threatening experience such as a cancer diagnosis (Neville, 2003). Both hope and a

spiritual perspective are ways to derive meaning from an experience and to manage uncertainty –

the known, unknown and unknowable (Hinds, 2004; Neville, 2003; Haase et al., 1992). The

protective factor derived meaning is conceptually linked to uncertainty in illness because the

process of deriving meaning is initiated when one tries to manage uncertainty in illness.

Hinds (2004) describes the importance of meaning in illness in her description of the

Shifting Perspectives Model of Chronic Illness in Adolescents with Cancer. In this model,

adapted from the Shifting Perspectives Model of Chronic Illness, the person living with a chronic

illness is continually shifting between wellness and illness as they derive meaning from and

make sense of the illness experience. The model includes two foregrounds that the individual

shifts between. While the individual is in the illness-in-the-foreground there is a focus on the

illness, the negative effect the illness has on self and family, and related suffering that comes

with being chronically ill. When the individual shifts to the wellness-in-the-foreground, there is a

distancing from the illness, and an increased focus on the emotional, spiritual and social aspects

of the individual’s life. While in the wellness-in-the-foreground the individual has a renewed
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appreciation for life and relationships with others. It is thought that the shift from illness-in-the-

foreground to wellness-in-the-foreground can be facilitated when the individual has increased

confidence in handling their illness, has hope, and is able to find meaning in life, and from

positive interactions with others (Hinds, 2004). The ability to derive meaning from their

experience can assist children with cancer to shift between foregrounds.

Social Protective: Social Integration and Health Care Resources

Both social integration and health care resources are identified as social protective factors

that influence outcomes of resilience to ensue. Social integration, also a form of social support,

refers to the degree that the child coping with cancer perceives support from friends (Power et

al., 2003; Haase, et al., 1999). Health care resources include the availability of support programs

for the child actively receiving treatment for cancer as well as their perceived support from the

health care provider (Haase, et al., 1999).

The importance of social support for the child receiving treatment for cancer cannot be

underestimated (Haluska, et al., 2002). Perceived social support, from families, friends and

health care providers is one of the most critical and effective factors in helping children with

cancer cope with the very distressing time of cancer diagnosis and treatment (Hartup, 1993).

Risk Factors

Both defensive coping and uncertainty in illness are two resilience based risk factors that

might be diminished in children who participate in the BOC Program. The BOC Program might

work to decrease the child’s reliance on or use of defensive coping strategies, and decrease

overall uncertainty in illness.
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Individual Risk: Defensive Coping

Defensive coping strategies that negatively affect the process of resilience and related

outcomes are evasive, fatalistic and emotive (Haase, et al., 1992; Jalowiec, 1988, 1989). There is

a body of literature that indicates that certain types of coping strategies are associated with

positive outcomes, while other coping strategies if relied upon exclusively are associated with

less positive outcomes including depression, increased anxiety, and poorer survival (Compas, et

al., 2001; Phipps & Steele, 2002). Defensive coping strategies are those that are initially used in

life-threatening situations, and are used until new coping strategies, and resources are available

to the individual (Hinds, 2000; Haase, 2005). Defensive coping strategies that have a negative

influence on resilience outcomes include evasive, fatalistic and emotive.

Illness-Related Risk: Uncertainty in Illness

Since Mishel’s (1981a; 1981b) seminal work in the definition and measurement of

uncertainty in illness, the role that uncertainty in the illness experience can play has been a

continual focus of nursing research. Uncertainty in illness is defined as the inability to determine

the meaning of illness-related events, assign definite values to objects and events, and/or

accurately predict outcomes. Uncertainty in illness is often a significant stressor for individuals

experiencing illness and it is considered a priority for professional caregivers to address related

fears and concerns patients may have during illness to help manage it. Furthermore, as

demonstrated in a large body of research, high levels of uncertainty has a significant negative

influence on the psychosocial outcomes of individuals coping with serious illness including

increased emotional and psychological distress, anxiety and depression (Neville, 1998). If not

managed effectively through structure providers (credible authority, social support, education)
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and event familiarity and symptom pattern then uncertainty arousal can ensue (Mishel & Braden,

1988). Mishel (2002) describes uncertainty management interventions as those that help

individuals gain knowledge, solve problems, view health situations as more manageable,

improve patient-healthcare provider communication, and improve management of side effects.

Outcomes of Resilience

Outcomes of resilience identified in the literature include increased quality of life,

growth, confidence, self-esteem, hope, mastery, coping ability and self-actualization (Haase, et

al., 1999; Woodgate, 1999). Further research is needed to evaluate how resilience is

operationalized, through a variety of dimensions and perspectives, and how the process of

resilience may change over time during the disease trajectory for children receiving treatment for

cancer. Increased understanding of resilience processes and outcomes will be very useful for

predicting adjustment in childhood cancer survivors, and for development of specific

interventions to improve overall adjustment and quality of life (Nelson, et al., 2004). Resilience

as an outcome as described by Haase (1999) is composed of confidence, self-transcendence and

self-esteem.

Outcome: Confidence

Confidence is a sense of control that one feel he or she has over events in the

environment (Haase, 1999). It is very similar to the concept of mastery which refers to the extent

that life changes are viewed under one’s control rather than fatalistically determined.

Outcome: Self-Transcendence

Self-transcendence is the act of extending one’s self inwardly in introspective activities,

outwardly through concerns about the welfare of others, and temporally so that perceptions of
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one’s past and anticipated future enhance the present (Reed, 1991). According to a concept

analysis completed by Haase, et al. (1992), self-transcendence is “attainable through the process

of spiritual perspective, acceptance and hope (p. 146). It is thought that a pivotal life event, such

as a cancer diagnosis, initiates the process of self-transcendence.

Outcome: Self-Esteem

Self-esteem refers to the extent that one has a positive or negative attitude towards

himself or herself. Because development of self-esteem is largely determined by the perception

of value that their role one plays in the environment, both family and society influence an

individual’s personal evaluation of and formation of a positive self-esteem (Haase, et al., 1999).

There is both competency based self-esteem and self-esteem based on virtue and moral worth

(Woodgate, 1999). Competency-based self-esteem is associated with one’s performance and

social comparison. Self-esteem based on virtue and moral worth is rooted in the norms and

values related to personal and interpersonal conduct (Woodgate, 1999; Jocelon, 1997).

Beads of Courage Program Development

Significant program development work was completed over the course of two years prior

to the initial study of the BOC Program at Phoenix Children’s Hospital (PCH) to determine

intervention feasibility and specificity. Development of the BOC Program was a lengthy and

involved process. Key program development activities that were achieved included: 1) review of

the literature to identify gaps in services provided, and to develop the BOC Program Theory; 2)

BOC Ambassador Training Manual was written for the health care provider to educate on the

BOC Program process; 3) BOC Ambassador Training Program developed to support and educate

clinicians on program implementation; 4) program bead kits and related materials for the
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intervention were secured; 5) collaborative relationships with members of the International

Society of Glass Beadmakers and The Bead Museum established to receive donations of

handmade beads for significant treatment milestones; 6) funds from private donors were solicited

to pay for BOC Program materials; and 7) approval from the PCH Board of Pediatric Oncology

Physicians and Director of Psychosocial Services to pilot BOC at PCH received. A website

(www.beadsofcourage.org) was created, a short DVD documentary was produced, and finally, in

March 2005, Beads of Courage, Inc. was incorporated as a non-profit corporation to provide a

permanent home for BOC Program development and implementation of the Program in

children’s hospitals throughout the United States.

Training of the interdisciplinary staff is required for a hospital to provide the BOC

Program. The BOC Program Ambassador Training is critical for staff (called Ambassadors) to

implement the program to become familiar with the underlying BOC Program theory, process

and implementation strategies required to achieve the targeted resilience-based outcomes. Part of

the program implementation and process requires that the clinician enroll the eligible child

within one month of diagnosis. Staff members are asked to give the child beads throughout their

treatment journey for every treatment and procedure identified on the BOC Program guide

(Appendix B).

The Use of Qualitative Methods for Program Evaluation

Qualitative methods are well suited for describing and assessing program theory, and for

program evaluation. They are especially useful when the objective is to obtain a holistic,

comprehensive analysis of a program within the context of its implementation (Brown, 2002).

Patton (1987; 2002) promotes the use of qualitative methods for program evaluation when the
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purpose is for naturalistic inquiry, inductive analysis, obtaining a holistic perspective, and when

the program is a dynamic, developmental program that varies over time or when program

variations cannot be predicated or anticipated. The naturalistic inquiry can capture whatever

outcomes are present because the overall design is not set around predetermined variables and

outcomes. The BOC Program evaluation is a naturalistic inquiry approach with the goal to gather

qualitative descriptive data about how the BOC Program works, who participates and why, and

related benefits or program impact.

The goal of most program evaluations using qualitative methods is to obtain a holistic

perspective. A holistic perspective assumes that the whole is greater than its sums, and that

obtaining a description and understanding of a program’s context is important for understanding

the whole of the program (Patton, 1987). This study will evaluate the BOC Program within a

children’s hospital that is actively providing the BOC Program for their pediatric oncology

patients. The relative nuances, complexities and service delivery options present at Cardon

Children’s Medical Center may influence how the BOC Program works, whether or not

stakeholders participate, and potential outcomes. Finally, qualitative descriptive methods are of

particular relevance and important when the focus of the research revolves around professional

theory and practice (Bergen & White, 2000). This study will use qualitative descriptive methods

to evaluate the BOC Program to further articulate the BOC Program theory.

Summary

This chapter provided a literature review of the key processes and outcomes identified in

major resilience theories, and a synthesis of the literature on the nature of suffering. Both

resilience and suffering influenced the development of the BOC Program as a theory-driven
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program for pediatric oncology nursing practice. Those resilience-based processes and related

outcomes that are thought to be part of the structure, process and outcomes of the BOC Program

were detailed in this chapter. The arts-in-healthcare movement, and the potential usefulness of

beads as an art as a form of narrative medicine were presented.
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CHAPTER III: METHODOLOGY

In Chapter 3, the research design, sample, setting, protection of human subjects, data

collection procedure, and analyses are presented. Additionally, the methods used for data

collection are described.

Research Design

A non-experimental, qualitative descriptive design was used to evaluate the BOC

Program. The primary goal of this study was to further articulate the BOC Program theory by

describing the program process, implementation, and potential outcomes of the BOC Program to

support future outcomes research. Data collected from completed surveys, individual interviews,

and focus groups with key stakeholders were triangulated to describe the BOC Program, and to

better understand how the BOC Program works. The aims of the research were to: 1) describe

the BOC Program process; 2) how the BOC Program is implemented; and 3) the potential

outcomes of the BOC Program from the perspective of key stakeholders.

Specific Aims and Research Questions

As is discussed in Chapter 2, the BOC Program has never been evaluated, and the

underlying program theory for the program is implicit. The goal of this study is to evaluate the

BOC Program which will include describing the BOC Program process, implementation, and

relevant or expected outcomes from the perspective of key stakeholders. The specific aims and

research questions of the study are listed below.

Aim 1: Describe the BOC Program process. Description of the BOC Program process

is necessary to understand all the factors that make the BOC Program what it is. Process

descriptions include the characteristics of the program (its purpose and key components); details
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of the day-to-day operation of the program; and related strengths and weaknesses (Patton, 2002).

Without an in-depth understanding of the program process, it is difficult to determine how

outcomes of the program are achieved. The goal of Aim 1 of the BOC Program evaluation is to

determine, from the perspective of the stakeholders (both direct and indirect participants in the

program), if they know what the Program is, how it functions, and what they see as the related

strengths and weaknesses. Describing the program process as part of the greater program BOC

Program evaluation is helpful when determining the process-outcome relationship.

Research Question 1.1: What is the BOC Program?

Research Question 1.2: How does the BOC Program work?

Research Question 1.3: What are the strengths of the BOC Program?

Research Question 1.4: What are the weaknesses of the BOC Program?

Aim 2: Describe how the BOC Program is implemented. Evaluation of the program’s

implementation determines how and to what extent the program was provided. If the program

implementation varies too much, then it is reasonable to expect that benefits or outcomes

specified in the program theory will not be achieved (Patton, 1987). Program implementation is

best understood by gathering detailed descriptive information about what the program is doing.

Implementation data includes, but is not limited to, describing how stakeholders experience the

program; what services are provided as part of the program; and what kind of staff are required

to implement the program.

Research Question 2.1: What is it like to participate in the BOC Program?

Research Question 2.2: What do the beads mean?
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Aim 3: Describe the potential outcomes of the BOC Program. The potential outcomes

of the BOC Program are determined by collecting data on the perceived benefits of the Program

and as described by stakeholders. Data may also help delineate if any outcomes specified in the

BOC Program theory are relevant, as well as any unintended outcomes. Any linkages between

the BOC Program process and implementation will be determined as they relate to the program

impact or the potential benefits and outcomes achieved.

Research Question 3.1: What changes, if any, occur in stakeholders as a result of the

BOC Program?

Research Question 3.2: What effect does the BOC Program have on outcomes identified

in the Program Theory?

Research Question 3.3: What relationship does the BOC Program have on outcomes

identified in the implicit Program Theory?

Description of Sample and Setting

Four separate samples of BOC Program stakeholders were recruited to participate in this

study. The BOC Program stakeholders groups include: participating children as direct recipients

of the BOC Program; parents or guardians as indirect observers of the BOC Program; clinicians

as providers of the BOC Program; and bead artists who support the BOC Program with bead

donations.

Sample

Convenience samples of childhood cancer survivors who were currently receiving

treatment and the BOC Program, or who completed treatment and the BOC Program within one

year, were recruited to participate in an individual interview. Children met the following
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inclusion criteria: 1) English-speaking; 2) between the ages of 8-18 years of age; 3) currently

receiving treatment for cancer and actively participating in the BOC Program; or 4) completed

the BOC Program and treatment within the past year; 5) not newly diagnosed (within 1 month)

due to limited experience with the BOC intervention; and 6) parent or guardian permission to

participate.

A convenience sample of parents and/or guardians were recruited to participate in a focus

group, and/or to complete a program survey. Parents and/or guardians met the following

inclusion criteria: 1) ability to speak, read and write English; 2) had a child actively enrolled in

the BOC Program or their child completed treatment for cancer and the BOC Program within the

past year; and 3) at least 21 years of age.

A convenience sample of clinicians (nurses, social workers, child life specialists,

physicians) were recruited to participate in a focus group, and to complete a program survey.

Clinicians were eligible to participate if they met the following eligibility criteria: 1) ability to

speak, read, and write English; 2) at least 21 years of age; and 3) had direct experience with

implementing the BOC Program.

A convenience sample of bead artists were recruited from the International Society of

Glass Beadmakers and asked to complete a survey with open-ended questions. Bead artists were

eligible to participate if the met the following eligibility criteria: 1) ability to speak, read and

write English; 2) a member artist of the International Society of Glass Beadmakers; 3) at least 18

years of age; and 4) familiar with the BOC Program.
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Setting

Study participants (children, parents and clinicians) were recruited from Cardon

Children’s Medical Center. Located in Mesa, Arizona, Cardon Children’s Medical Center serves

the Southwest as a major pediatric cancer center and treats a culturally diverse pediatric

oncology population. Cardon Children’s Medical Center became a member hospital in the Beads

of Courage Cooperative Group in April 2005, and the BOC program has been provided for their

pediatric oncology patients for over four years. Over the past four years of implementation, a

high level of staff and organizational commitment to the BOC Program is evidenced by

increased numbers of kids enrolled in the program, and frequent communications with the

researcher. The length of time of the BOC Program implementation at Cardon Children’s

Medical Center made it an ideal site for recruitment of study participants due to the numbers of

children and families that have received the BOC Program over a four year time period.

Additionally, core staff that were trained as Beads of Courage Ambassadors for intervention

implementation in April 2005 are still employed by Cardon Children’s Medical Center allowing

for an adequate sample size of clinicians who are familiar with the BOC Program

In April 2005, staff from Cardon Children’s Medical Center were trained over three hours

during an on-site Beads of Courage Ambassador Training Retreat. A total of (N=15) staff from

both the outpatient clinic and inpatient pediatric oncology units attended the Ambassador

Training. Each Ambassador received a Beads of Courage Training Manual (Baruch, 2002), and

received didactic content presented in a PowerPoint presentation that covers in detail the

overview of the BOC intervention, underlying theoretical framework, and supporting research.

The BOC Ambassador Training also includes an hour of content that specifies how the BOC
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Program is to be implemented. Finally, each Ambassador was provided the Beads of Courage

Protocol for the intervention. Extra copies were also given to the Director of Psychosocial

services to provide to staff who could not attend the Ambassador Training session.

BOC Program materials are located in both the inpatient and outpatient treatment areas so

that all staff can access the materials necessary for enrolling children in the program and/or to

provide the program to children actively enrolled. Two key staff members serve as site

coordinators to communicate with the researcher when any problems with the program or when

more program materials are needed.

Protection of Human Subjects

The study was approved by the Human Subjects Committee at the University of Arizona,

the Office of Nursing Research at the University of Arizona College of Nursing, and the College

of Nursing Ethical Review Subcommittee. Additionally, approval was received from the Banner

Health Human Subjects Committee. The rights of human subjects and research with vulnerable

populations was has been discussed with the dissertation Chair. The researcher completed the

necessary training in the requisite NIH mandated human subjects’ protection training program,

and a conflict of interest form was filed to acknowledge the researcher’s involvement with the

Beads of Courage organization as the Executive Director and Founder. Both research assistants

involved in the study had training in human subject’s protection, including the transcriptionist

responsible for transcribing all tape-recorded focus groups and individual children interviews.

Consent forms for adults, and assent forms used with participating children clearly state

the voluntary nature of the participation and the right to withdraw from the study without

penalty. The voluntary nature of their participation in the research was conveyed in writing and
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orally to each parent/guardian and clinician, and to each consenting parent/guardian for each

participating child prior to data collection.

In addition to receiving written consent and assent from each study participant, the five

essential elements of informed consent (Waltz, Strickland & Lenz, 1991) were met for each

study participant. The five elements of informed consent include: 1) the participant is competent

to give consent; 2) information about the study is fully disclosed to the participant; 3) the

participant fully understands the information; 4) the consent is voluntary; and 5) the consent is

authorized.

Related risks for study participants were low. It was explained to each participant that

their participation might evoke minimal emotional distress as they reflect upon their cancer

treatment experience. The research assistant did take time after completion of each interview to

debrief, and allow study participants to relay any concerns or worries they may have. All

participants were reminded that they could withdraw from the study at any time. Referrals to

community mental health providers were available for participants if they requested information.

Confidentiality of participants was maintained by refraining from referring to participants

during the focus groups and interviews by their real name, and requesting that each participant

create a pseudonym for use during data collection. Consent forms with the participant’s name

and identifying study code number are locked up in a filing cabinet to ensure security. Interview

transcriptions will remain anonymous and can only be identified by the study code number

assigned to each participant.

All interviews and focus groups were conducted by a research assistant who has prior

experience in conducting research-related interviews with children and focus groups with adults.
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The potential but minimal risks do not outweigh the benefits gained from the study to help

understand how programs like BOC may promote positive psychosocial adjustment in childhood

cancer survivors.

Data Collection Protocol

The data collection procedures and methods used for each of the stakeholder groups are

described below. The data collection protocol presented in Table 2 outlines each program

evaluation indicator (process, implementation, impact) that is matched with a specific aim, and

research question. The table indicates the corresponding data collection method used to solicit

the respective stakeholder’s perspective for the program evaluation.

Research assistants assisted the researcher in receiving assent from the child; and consent

from parents or guardians and clinicians to participate in the study. The researcher received

consent from bead artists. Data generating questions included both dichotomous and

presupposition questions to increase rapport, richness and depth of responses (Patton, 2002).

Other interview techniques included prefatory statements when introducing some questions, and

transitions.

To determine overall perceived value and worth of the BOC Program, clinicians and

parents and/or guardians completed a 4-item scale. The items on the scale had a range of 1

(disagree strongly) to 5 (agree strongly) as options for responses to the items. The specific items

on the scale were: 1) I am satisfied with the BOC program; 2) The BOC Program is a worthwhile

program for children receiving treatment for cancer; 3) Funding for the BOC Program should be

maintained; and 4) My patients (my child for parent scale) would be disappointed if the BOC

Program was discontinued.
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TABLE 2: Beads of Courage Program Evaluation Data Collection Protocol

Program Evaluation
Indicators:

Process
Implementation
Outcome

Specific Aim
and

Research Questions

Data Collection Method
and

Stakeholder Group

Program Process Aim 1
1.1: What is the BOC Program?

Clinician Focus Group:
What is the BOC Program?
Parent Focus Group:
What is the BOC Program?
Child Interview:
What is the BOC Program?

Program Process Aim 1
1.2: How does the BOC Program
Work?

Clinician Focus Group
How does the BOC Program work?
What kind of staff are necessary to run the
BOC program?
Parent Focus Group:
What is it like to watch your child
participate in the BOC Program?
Child Interview:
What is it like to receive beads during your
treatment?
Artist Survey: Describe how the BOC
Program works.

Program Process Aim 1
1.3: What are the strengths of the
BOC Program?

Clinician Focus Group:
Would anybody like to tell me what the
basic strengths of the program are?
Clinician Survey:
What I liked most about the BOC Program.
Parent Focus Group:
What do you like most about the BOC
Program?
Parent Survey:
Please describe in what ways the BOC
Program has been helpful or not helpful for
your child.
Child Interview:
Can you give me an opinion maybe about
what’s good about the Beads of Courage
Program?
Artist Survey:
What do you think are the benefits of the
Beads of Courage Program as an arts-in-
medicine healthcare program?

Program Process Aim 1
1.4: What are the weaknesses of the
BOC Program?

Clinician Focus Group:
Any weaknesses in the program that you’ve
perceived or can think of?
How would you think the program could be
improved?
Does anybody have any suggestions for
improvement?
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Program Process Aim 1 - Continued
1.4: What are the weaknesses of the
BOC Program?

Clinician Survey:
What I like least about the BOC Program
Parent Focus Group:
What do you like the least about BOC?
How would you make the BOC Program
better? Should other parents encourage their
children to join BOC?
Parent Survey:
What I like least about the BOC Program.
Child Interview:
Can you tell me about a time maybe when
the beads didn’t help? What you like least?
If you were in charge, what do you think
would make BOC better?

Program
Implementation

Aim 2
2.1: What is it like to participate in the
BOC Program
2.3: What services are provided as
part of the BOC Program?

Clinician Focus Group:
Can anybody tell me their experience
enrolling a patient in the Beads of Courage
Program?
Can anybody tell me what a typical day
would be like when you are doing the Beads
of Courage Program?
Parent Focus Group:
How many strands or total number of beads
does your child have in their collection?
Child Interview:
How many strands or total number of beads
does your child have in their collection? Do
you have an act of courage bead?

Program
Implementation

Aim 2
2.1: What is it like to participate in the
BOC Program?
2.2: What do the beads mean?

Clinician Focus Group:
How does implementing the BOC
intervention help the children you care for?
Would anybody like to share an experience
you have had with a child participating in
Beads of Courage?
Clinician Survey:
Please share a story about an experience you
have had with a child participating in the
BOC Program.
Parent Survey:
What I like most about my child
participating in the BOC Program.
What do the beads mean to you?
Child Interview:
Can you tell me about a time maybe when
the beads were really helpful to you?
Do you talk about your cancer and your
beads with other people?
What do the beads mean to you?
Artist Survey:
What do you think are the related benefits of
the BOC Program for participating
children?
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Program
Outcome

Aim 3
3.1: What changes, if any, occur in
stakeholders as a result of the BOC
Program?

Clinician Focus Group:
What difference has this program made to
Banner Children’s hospital community?
Parent Focus Group:
Are there ways the beads have changed the
way you think about the cancer treatment
that your child’s getting? Changes you see
in yourself as a result of participating in the
BOC Program.
Child Interview:
How, if at all, are you different because of
getting the Beads of Courage Program?
If you had a friend with cancer would you
tell your friend that they should do this
program?
Artist Survey:
Why do you choose to participate in the
Beads of Courage Program by donating
beads?

Program
Outcome

Aim 3
3.1: What changes, if any, occur in the
stakeholders as a result of the BOC
Program?

Clinician Focus Group:
What if anything do you do now that you
didn’t do before the program began?
Parent Survey:
While my child has participated in the BOC
Program I have learned
Parent Focus Group:
What, if anything, have you learned from
the BOC Program?
Child Interview:
Have you learned anything from being in
the program?

Stakeholders: Children

Individual interviews with children were guided by an interview guide. Individual

interviews with children are the preferred data collection method due to the potential for data to

be biased in focus groups (Broome et al., 2001). Children’s opinions can be influenced by the

presence of peers. Additionally, variation in age, and gender in a focus group with children can

greatly impact the ability for the investigator to collect meaningful data due to developmental

considerations necessary for age, and the cross-gender communications that can occur when both

genders are present in one group.
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Each interview was conducted at a time convenient for each participant either in the

participant’s home or in a quiet private room in the hospital before or after an outpatient clinic

visit. Children were offered the option to have a family member present during the interview, but

none of the children interviewed requested family member participation. Each interview began

by asking the child to answer a few questions to help develop rapport including: 1) How old are

you; 2) What grade are you in; 3) How many brothers and sisters do you have; and 4) How long

have you been coming to Cardon Children’s Medical Center. To further promote rapport

between the child and interviewer, a short ice-breaker followed. The research assistant brought a

selection of beads for the child to choose from as a thank you and to help orient the child to the

purpose of the interview. Prior to tape-recording the interview, each child was asked to create a

pseudonym. The child was referred to in the interview by their pseudonym for patient

confidentiality. Each interview was tape-recorded and the questions that were asked in the

interview were guided by a focused study interview guide. Additional interview probes and

clarifiers used by the research assistant were used to enrich the data collection process when

necessary. Each interview was no longer than an hour to prevent fatigue in the childhood cancer

survivor.

Interview Guide: Children

The following questions were used as the primary data generating questions to receive

related descriptions of the BOC Program process, implementation, and outcomes from the

perspective of child receiving the intervention.

1) I am trying to learn more about the BOC Program. What is the BOC Program? What is it

like to be a member of BOC?
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2) What, if anything, have you learned from the BOC Program?

3) Can you tell me about your Beads of Courage? How many strands/total numbers of beads

do you have in your collection? What do your beads mean to you? Are there ways that

the beads have changed the way you think about your cancer treatment? In what ways are

your beads helpful (or not) during your treatment? Can you give me an example?

4) Now, let me ask you to think about any changes you see in yourself as a result of

participating in the BOC Program. How, if at all, have you been changed by your

experiences in the Program?

5) We have been talking about your personal experiences with the BOC Program. Now I’d

like to ask your opinions about the Program’s strengths and weaknesses. Let’s begin with

the strengths. What do you like most about the BOC intervention? What do you like least

about the BOC intervention?

6) What do you think would make the BOC program better?

7) Should other kids join the BOC Program?

Stakeholders: Parents or Guardians

For the purposes of this study, parents or guardians that had a child currently

participating or who received in the BOC Program in the past year were recruited to participate

in a focus group. Similar to the health care provider, the parent or guardian is able to observe the

child’s response to the program and make observations of the program process, implementation,

and provide insight into potential outcomes. Additionally, it is possible that the parent or

guardian’s attitude towards the BOC Program could influence the child’s response to the

intervention and ultimately the related outcomes.
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Focus groups provide for a quick and cost-effective way to gather qualitative data from a

collective group. It is the synergistic effect that occurs in a focus group that can allow for

collection of rich data that would not be produced by individual interviews. Prior to the start of

each focus group, each consenting parent/guardian was provided with a short written survey that

included both demographic and program evaluation questions. The purpose of the survey was to

provide an opportunity for the parent/guardian to provide any written feedback that they would

prefer not discussing in the focus group. The survey was also made available to consenting

parents/guardians who were not able to attend the focus group. The research assistant conducted

the focus group to prevent introduction of any bias should any of the parents or guardians know

that the researcher is the founder of the BOC Program.

Interview Guide: Parents or Guardians

The following open-ended questions provided the primary data generating questions to

receive specific descriptions on the BOC Program from the perspective of the parent/guardian

who observes, and in some cases (for children under 5 years old) directly participates in the BOC

Program.

1) I am trying to learn more about the BOC Program. What is the BOC Program? What is it

like to watch your child participate in the BOC Program?

2) What, if anything, have you learned from the BOC Program?

3) Can you tell me about your child’s Beads of Courage? How many strands/total numbers

of beads does your child have in their collection? What do the beads mean to you? Are

there ways that the beads have changed the way you think about your child’s cancer

treatment?



63

4) Now, let me ask you to think about any changes you see in yourself as a result of

participating in the BOC Program. How, if at all, have you been changed by your

experiences with the Program?

5) We have been talking about your personal experiences with the BOC Program. Now I’d

like to ask your opinions about the Program’s strengths and weaknesses. Let’s begin with

the strengths. What do you like most about the BOC intervention? What do you like least

about the BOC intervention?

6) What do you think would make the BOC program better?

7) Should other parents encourage their child to join the BOC Program?

Survey Questions: Parents or Guardians

The parent/guardian survey included a Likert-scale (strongly agree to strongly disagree)

with two open-ended questions. The survey also includes demographic and descriptive questions

with regards to the parent/guardian and their child including: parent/guardian age and gender,

child’s age, gender, child’s diagnosis, number of years child has been receiving cancer treatment.

Four-Item Scale Questions

1) I am satisfied with the BOC Program.

2) The BOC Program is a worthwhile program for children receiving treatment for cancer.

3) Funding for the BOC Program should be maintained.

4) My child would be disappointed if the BOC Program was discontinued.

Survey Open-ended Questions

1) Please describe in what ways the BOC Program is helpful or not helpful for your child

while receiving treatment for cancer.
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2) What has the BOC Program done for you?

3) Are there ways the BOC Program could be improved? Please describe.

Stakeholders: Clinicians

The clinician (nurse, physician, social worker, child life therapist) who implements or

observes the BOC Program in the clinical setting is an essential internal stakeholder. Clinicians

provide valuable data about the feasibility of the BOC program, and overall integrity of the

program necessary for assessing underlying processes and related outcomes. They can also

provide direct feedback on the responses received from children who receive the BOC program

alluding to potential mediating variables and outcomes of the program. Finally, including the

intervener as a study variable can help provide data on variability in outcomes due to intervener

effects. Intervener effects can have both a direct and indirect effect on outcomes of the program.

For example, the intervener can have a direct effect on the participant’s response to the program

if they demonstrate a negative attitude towards the program causing the participant to respond

unfavorably (Sidani & Braden, 1998). In general, the intervener-participant interactive effects are

significant for process evaluation of programs due to the influence the intervener can have on the

participant’s response to and knowledge of the program. Additional intervener characteristics

that can influence the process and outcomes of a program are the intervener’s communication

patterns with study participants, and their level of experience (novice versus experienced

practitioner). How knowledgeable the intervener is of the program can also significantly impact

the integrity of the program and overall strength of the program as delivered (Sidani & Braden,

1998).
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Each clinician was asked to complete a written survey prior to the start of each focus

group that includes both demographic and program evaluation questions. The survey was also

made available to clinicians who were unable to attend the focus group. Both the survey and

focus group data were triangulated to describe the BOC Program from the clinician’s

perspective. Both data collection methods were chosen to allow for more clinician participation,

and knowing that those clinicians who participate in both the focus group and complete surveys

may feel more comfortable providing some data in the written form rather than in front of their

peers.

Interview Guide: Clinicians

1) I am trying to learn more about the BOC Program. What can you tell me about the

Program?

a. How does it work?

b. Do you give beads to your patients?

c. Have you enrolled a patient in the BOC Program? What was that like for you?

d. Tell me about a typical day for you in relation to the BOC Program.

e. What kind of staff is needed to run the BOC Program?

2) This next question is purposefully vague so that you can respond in any way that makes

sense to you. What difference has this program made to the Banner Children’s hospital

community?

3) I’d like to ask your opinions about the program more generally, specifically, about the

program’s strengths and weaknesses. What would you say are the basic strengths of this

program? What do you think are the weaknesses?
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4) Please share an experience you have had with a child participating in BOC. Do you think

the Program is helpful to your patients? Please describe.

5) How has implementing the BOC intervention helped the children you care for (please

provide examples and observations you have made while implementing the intervention)?

6) What, if anything, do you do now that you didn’t do before the program began?

7) I would like you to think about any changes you see in yourself as a result of

participating in the BOC Program. How, if at all, have you been changed by your

experiences in this Program (personally and professionally)?

8) How do you think the Program could be improved?

Survey Questions: Clinicians

The survey included a Likert-scale (strongly agree to strongly disagree) with open-ended

questions. The survey for clinicians also gathered basic demographic data including: age, gender,

number of years in practice, and professional degrees.

Four-Item Scale Questions

1) I am satisfied with the BOC Program.

2) The BOC Program is a worthwhile program for children receiving treatment for cancer.

3) Funding for the BOC Program should be maintained.

4) My patients would be disappointed if the BOC Program was discontinued.

Survey Open-ended Questions

1) Please describe in what ways the BOC Program is helpful or not helpful for your patients.

2) What has the BOC Program done for you?

3) Are there ways the BOC Program could be improved? Please describe.
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Stakeholders: Bead Artists

As an arts-in-health Program, the BOC Program depends upon the involvement of bead

artists nationwide how donate beads to Beads of Courage, Inc. so that one of a kind handmade

beads can be provided for children who experience significant treatment milestones. The bead

artists are indirect participants in the BOC Program. They do not receive the program directly,

but they do participate in the Program through their donations of handmade beads. As

stakeholders, they are able to provide critical data about the value of the BOC Program, and

further describe how the BOC Program works, why they participate and what the potential

outcomes are. Member artists from the International Society of Glass Beadmakers participated in

the study.

Survey Questions: Bead Artists

1) Please describe how the BOC Program works.

2) What do you think the related benefits of the BOC Program are for participating

children?

3) What has the BOC Program done for you?

4) Why do you choose to participate in the BOC Program by donating beads?

5) As an artist, what do you think are benefits of the BOC Program as an arts-in-healthcare

program?

Data Management

The individual interviews with children, and focus groups with parents/guardians and

clinicians were audiotape recorded. All audiotapes were duplicated, and a copy was given to a

professional transcriptionist. The original files are stored on a password protected computer, with
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original tapes stored at the Beads of Courage Office (5301 S. Houghton Road, Tucson, AZ

85747).

Every audiotape recorded interview and focus group session was listened to by the PI to

verify accuracy of the transcribed data. Additionally, 10% of all audiotaped recorded interviews

and focus group sessions were listened to by Dr. Terry Badger who served as an external auditor

to check for accuracy of transcribed data.

Survey data completed by parents/guardians, clinicians, and bead artists were coded by

number and/or letter. The cross-reference list of names with coded numbers and letters is stored

in a locked cabinet.

Data Analysis

Data was analyzed using content analysis (open-ended survey questions, individual

interviews, and focus groups). Descriptive statistics from the surveys was completed to describe

each sample (children, parents/guardians, clinicians, bead artists). Exploratory analysis of the

survey data included: 1) examination of each item for outliers; 2) nonparametric statistics on

descriptive variables; and 3) examined data distribution for each survey question. The

exploratory analysis determined from the parent/guardian and clinician perspective their overall

satisfaction with the BOC Program; if the BOC Program is considered worthwhile; if funding

should be continued; and if children would be disappointed if the Program was discontinued.

All content transcribed from the interviews with children, focus groups with

parents/guardians and clinicians and responses to the open-ended survey questions was analyzed

using content analysis. Data from all four sources were reviewed using inductive analysis and

open coding (Patton, 2002). Significant statements are highlighted, and core concepts determined
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from patterns, or recurring regularities in the data, as they evolve from the significant statements.

With data saturation, emerging themes evolve from the recurrent core concepts. Deductive

analysis or confirmation of emerging themes requires presenting evolving core concepts to

clinicians and other experts in the field as discussed under data quality.

Addressing Data Quality

Strategies to maintain rigor in qualitative research recommended by Lincoln & Guba

(1985) will be followed. These include: fittingness, credibility, dependability, and confirmability.

A diverse sample, multiple sources of data, and a thorough review of the relevant literature will

insure that fittingness of findings. Discussion of data with experts in the field, and use of

multiple sources of data will assist with credibility or the accurate interpretation of the data. At

least four experts who are familiar with the intervention, psychosocial interventions, clinical care

of children with cancer, and/or resilience-based processes and outcomes were recruited to assist

with interpretation of the data. Experts provided consultation for credibility of data interpretation

and include: Dr. Terry Badger; Colin Smith, CPON; Nancy Campbell, CPON, Children’s

Healthcare of Atlanta.

An external audit of all data related to the study, including transcribed interviews, and the

data matrix were performed by the researcher’s mentor, Dr. Terry Badger, to assure

dependability of the researcher’s data and perspectives. During the data collection and analysis

the researcher had weekly phone calls and email communications with Dr. Terry Badger. Dr.

Badger was consulted prior to each interview (children) and before each focus group (clinicians,

parents). During analysis, the researcher met with Dr. Badger to discuss transcripts.

Confirmability is assured by external peer review by experts in the field, and attention to
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elements of rigor to insure integrity of the research findings. The same experts used for

credibility of data were used for confirmability.

Summary

The specific aims of this study are to describe the BOC Program process (Aim 1);

Describe how the BOC Program is implemented (Aim 2); and Describe the potential outcomes of

the BOC Program (Aim 3) using qualitative descriptive methods. The goal of the study was to

evaluate the BOC Program as a theory-driven, arts-in-health program that is hypothesized to

strength resilience in children coping with cancer.
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CHAPTER IV: DATA ANALYSIS AND RESULTS

Results of the data analysis are presented and discussed in this chapter. A description of

the sample and descriptive statistics from the 4-item Likert-scale completed by clinicians and

parents and/or guardians are presented first followed by the results of the content analysis. The

purpose of this study is to evaluate the BOC Program using qualitative descriptive methods. The

study aims are to describe: 1) the underlying BOC program process (Aim 1); 2) BOC program

implementation (Aim 2); and 3) benefits or potential outcomes of the BOC Program (Aim 3).

Data collection methods included surveys, and content collected from focus groups and/or

individual interviews.

Description of the Sample

Four key stakeholder groups (clinicians, parents or guardians of participating children,

children, and bead artists) participated in the study. A total of 30 stakeholders participated in the

study. Of the total study participants (N=30), ten (10) were clinicians; eight (8) were parents; six

(6) were children and six (6) were bead artists. Each sample group is described below.

Description of the Clinicians

Description of the clinician sample group was gathered from surveys completed by the

clinicians (N=9). All clinicians who completed the survey also attended the clinician focus group

(N=10), with the exception of missing data from one clinician who did not return their completed

survey. The surveys were completed by the following breakdown of clinicians: Four nurses, and

five other clinicians. Of the total clinicians (N=9) who completed the survey, two clinicians (one

nurse and one child life specialist) reported as receiving training in the BOC Program.
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The number of years in practice for nurses ranged from 3.5 to 25 years with a mean of

11.9 years in practice. The total number of years in practice at Cardon Children’s Medical Center

for the 4 nurses ranged from 1 to 5 with an average of 3.5 years. The nurse with the most years in

practice received training in the BOC Program.

In addition to nurses, the other clinicians (N=5) were two child life specialists, one

physical therapist, one music therapist, and one social worker. Their years in practice ranged

from 3.5 to 7 years with a mean of 5.6 years of practice experience. The number of years of

practice for the therapists at Cardon Children’s Medical Center ranged from 1 to 4 with an

average of three years. The child life specialist with the most years in practice also received

training in the BOC Program. Finally, the number of years in practice for the social worker was

seven years with two of those five years at Cardon Children’s Medical Center. The social worker

did not receive training in the BOC program.

Description of the Parents

All parents (N=8) described their ethnicity as white. Six of the parents were mothers of

participating children and two were fathers. The parents ranged in age from 31 to 45 years with

an average age of 36 years. The age of their children ranged from 5 months to 17 years. Two of

the children were infants, two were 2-years-old, two children were 6-years old, and two children

were teenagers. One of the children (6 years old) had completed treatment, and all other children

(N=7) were currently receiving treatment (chemotherapy), and actively participating in the BOC

Program.

The parents indicated that their child had been participating in the BOC program from 2.5

months to 3 years. Six of the children had been participating less than one year (newly
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diagnosed), and two of the children had been participating in the BOC Program for more than

two years.

Only the two parents with infant children who were in the program for the shortest period

of time did not know how many beads their child had acquired. The other parents gave estimates

ranging from 60 to 550 beads.

According to the parents surveyed, the overall health of their children was good. On a

scale of 1 to 6 (poor to excellent), two of the parents rated their child’s overall health as ‘6’

(excellent); two parents rated their child’s health as a ‘5;’ and the other four parents rated their

child’s health as a ‘4.’

Other data collected from the parent/guardian sample group was collected in a focus

group. Results from the content analysis reflect the participation of five parents collected in (2)-

2-parent focus groups, and one individual parent interview. More parents completed the survey

than participated in the focus group, and all parents that completed the survey were also focus

group participants.

Description of the Children

Of the six children interviewed, four of the children described their ethnicity as white and

two described their ethnicity as Hispanic. The children developmentally were preadolescent to

adolescent and they ranged in age from 10 years to 17 years with an average age of 12.7 years.

All of the children indicated that they had siblings. The duration of their treatment for cancer

ranged from 4 to 16 months (average length of treatment 8.8 months). Consistent with the

average length of treatment, most of the participating children (N=5) have received the BOC

Program from more than seven months (since October 2009). The 15 year-old teenager had the
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least amount of experience with the BOC Program with a more recent diagnosis and BOC

Program enrollment in January of 2010. For comparison, the 11 year-old preadolescent girl had

been in treatment for the longest (since December of 2008), and subsequently had the most

experience with the BOC Program. All children were aware of their medications, and all stated

that they were actively receiving chemotherapy. Two of the six children indicated that they were

also receiving radiation treatment.

When asked to rate how they were feeling (1 = not so good to 5 = really good), four of

the children rated themselves as feeling really good (score of 5) and two rated themselves a

slightly less really good (score of 4). Of the two children who rated themselves as feeling less

than really good, one was a child who was in treatment the longest, and the other was in

treatment for the shortest duration as compared to the other children.

Description of the Bead Artists

There are no descriptive data on the participating bead artists (N=6) to report. However,

to participate, all artists had to be over the age of 21 years of age and a member of the

International Society of Glass Beadmakers. Related BOC Program evaluation data from the bead

artists are reported as part of the content analysis.

Findings: Surveys

To determine overall perceived value and worth of the BOC Program, clinicians and

parents and/or guardians completed a 4-item survey.

Clinicians

In general, all clinicians (N=9) were satisfied with the BOC program. Seven of the nine

clinicians were strongly satisfied (score of 5), while two of the nurses were less strongly satisfied
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(score of 4). The mean value for the “program satisfaction” item was 4.8, and the median score

was 5.

All clinicians agreed that the BOC program was worthwhile. Eight out of the nine

clinicians agreed strongly (5=strongly agree). One nurse, who also had the least number of years

at the current hospital believed less strongly about the program’s worth. The mean score for the

“program worth” item was 4.9, and the median was 5.

All clinicians believed that funding for the program should be maintained. Eight agreed

strongly; and the nurse practicing the least number of years at the current hospital believed less

strongly. The mean score for the “program continuation” item was 4.9, and the median was 5.

Seven clinicians strongly believed that their patients would be disappointed if the

program were discontinued (item 4). The physical therapist believed less strongly; the nurse

practicing the least number of years at the current hospital was unsure. The mean score for the

“program continuation” item was 4.7 and the median was 5.

In summary, the mean and median scores for the 4-item scale completed by clinicians

indicate that the overall satisfaction and perceived worth of the BOC Program was high.

Parents

All parents (N=8) agreed strongly (score of 5 on the scale) that they were satisfied with

the BOC Program, and they found the BOC Program as worthwhile. With regards to the

“continued funding” item on the scale, only one parent declined to answer the question as to

whether funding for the program should be maintained noting that she ‘didn’t know much about

this.’ All others parents (N=8) agreed strongly (score of 5) that funding should be maintained.
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Of the parents surveyed, half (N=4) responded that their child would be strongly

disappointed if the program were discontinued. Two of the parents, both with 2-year-old

children, who participate on behalf of their child, indicated that they were unsure how their child

would feel if the BOC Program was discontinued (score of 3). The mother of a 6-year-old gave

an answer between “unsure” and “would be disappointed” (score of 4). Only the mother of the

child who had completed treatment believed her child would not be disappointed (score of 2).

The average for the “program continuation” item on the scale was 4.

In summary, most parents (N=8) believed strongly that they were satisfied with the BOC

Program and they found the Program worthwhile.

Findings: Content Analysis

The first step of the researcher to organize and analyze the data for the BOC Program

Evaluation is summarized in the data management matrix (Appendix C). The data came from

four stakeholder groups (clinicians, parents/guardians, children and bead artists) and the data

generating questions and subsequent data were organized according to the specific aims and

research questions. The data were analyzed using qualitative content analysis, and the

substantive codes were derived from the data using open coding. Step two of the data analysis,

condensing the Level I codes to determine the emerging categories is presented in Table 3.

Describe the BOC Program Process (Aim 1)

Four research questions were used to assess the BOC Program process. Describing

program process involves describing the factors that make the program what it is, and assessing

the program’s strengths, and weaknesses from the perspective of key stakeholders (Patton,

1987). Examples of responses to each of the data generating questions to assess the BOC
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Program process are included below under each research question, and presented in the data

management matrix (Appendix C) (Sandelowski, 1998). A summary of findings from the content

analysis for each specific aim is included.

Research Question 1.1. What is the BOC Program?

One clinician described the BOC Program as a way for kids to “tell their story of their

journey that helps them to process what they’ve been through.” Other clinicians (N=2) described

the BOC Program as a “creative expression” and a “visual reminder.”

Parents describe the program as “a really neat program” and similar to “a reward

system,” that helps the child “keep track of what’s happened in their treatment.” The Program is

described as a “source of encouragement,” that makes children “happy.” One parent mentioned

that the program would be helpful to him when his daughter (who is an infant) was older to

“describe everything that happened.”

The children also indicate that the BOC Program helps “keep track of what you’ve been

through,” and “tells the story of your treatment,” with beads that have “meaning” or “represent

something you did.” The beads represent “accomplishment” and help children “remember what

happened.” One child had an understanding that the BOC Program was part of a “charity group”

and two of the six children mentioned an event hosted by BOC that they attended and enjoyed.

Research Question 1.2: How does the BOC Program work?

The BOC Program includes “different colored beads” and “a length of string” that

children receive in treatment based on a “color-coded” bead guide for “every procedure.”
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Clinicians describe the BOC Program as interdisciplinary requiring the “entire team” to

implement. The program involves communication between staff and family, a “time to sit down

with a child and family,” as “in introduction” to their treatment.

Family describe the BOC Program as requiring “supporting staff” who give beads to kids

which represent “what you’ve been through,” with the beads serving as a “reminder,” a “long-

lasting” visual representation that helps the child “realize what they’ve been through.” Three

parents discussed how the beads as they are strung visually change during the journey. For

example, one parent shared in the focus group that her son is now transitioning into maintenance

chemotherapy and she is now noticing that his bead strand is changing. In her words, “he goes

from a colorful, brightly colored, many yellow beads…to mostly white (chemo beads)….as it

gets longer and less colorful.” Another parent, a father, shared that if they strung the beads in the

order that his daughter experienced her treatments it would “not look as pretty.”

Feelings are associated with how the program works. Children describe the Program as

making them “feel good,” and “happy.” One parent indicated a long term benefit of the Program

with the beads as “something she will always have,” and a child stated that “I’ll always

remember it (the treatment).”

Bead artists indicate that the program works as “each time a child has a treatment they get

to pick a bead to add to their collection.” The beads are given to children “during the course of

treatment,” and collected by the child. The Program includes string and beads, and provides “a

means for seeing progress, a record of their (the child’s) journey.”
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Research Question 1.3: What are the strengths of the BOC Program?

The BOC Program strengths are that it provides a tangible, visual way for children to “tell

their story and all that they have achieved.” It is described as a “positive twist” or a “positive

spin” on the treatment journey, a way for children to see that “I got through this.” The program is

described as a source of “pride” and “accomplishment.”

Parents state that some of the strengths of the Program are that it allows “other people to

get to see how much stuff the child goes through,” that the child is “recognized for their

courage,” and the beads provide “something to look forward to.” One parent and two children

shared that the strength of the program is that you can “compare” to others who are familiar with

the BOC Program what you have been through.

Children indicate that the beads “show what you’ve been through,” and makes them

“happy.” One parent and two children state that one of the program strengths are the color of

beads.

Artists indicate the benefits of the Program and the beads as a source of art, and gift

giving that can bring joy, peace, and “make people feel good.” The strength of the Program as

described by one artist is that it “provides a visual story they will carry with them for life.”

Research Question 1.4: What are the weaknesses of the BOC Program?

Related program weaknesses include references to the actual program materials. Many

clinicians stated that the “program string breaks a lot,” and some indicate that the black beads for

pokes are “a bit gloomy.” One clinician indicated that they “did not know anything about it when

they first started.” And another clinician thought that the “younger children do not understand”

as they want the colorful beads, but do not understand that it is connected to their treatment.
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Most clinicians did not indicate any program weaknesses on their survey, however, one clinician

did say that “a lot (of kids) do not seem attached to the beads, and after awhile forget to pick

them out.”

Parents indicated more beads for boys would be ideal, and some did not know how to

attach the program string. Among the children, the stated program weaknesses included the

weight of the beads as being “so heavy,” and the black beads as being a “sad color.”

The BOC Program weaknesses were further assessed by asking stakeholders how the

program could be improved (clinicians); what they like least about the BOC Program (parent

survey and child interview), and what would make the BOC Program better (parent focus group

and child interview). Clinicians indicate that more beads for staff and kids would make the

program better. One clinician requested beads for “music therapy.” Another clinician said she

“loved the new beads...people are getting more and more into it.” This same clinician indicated

that she was “thankful there is a program for siblings.” One clinician indicated that they “didn’t

understand what the program meant” when they first started working at the hospital.

One parent indicated that the “beads are not always available,” and another parent stated

that they felt “guilty asking for so many bumpy beads.” For the most part, parents did not have

many complaints about the program and they did not have many comments on the BOC program

weaknesses.

One child indicated that they would like to have opportunities for “kids to come in and

make their beads together,” and two children thought the program could be improved with “more

special beads.” Most children thought the program was “fine how it is” and would not change

anything.



81

Summary of Findings: Aim 1 (BOC Program Process)

The BOC Program process is intact as indicated by the data collected from key

stakeholders. All of the children, as direct recipients of the Program, were able to describe the

BOC Program and how it works. Clinicians, who provide the program, were able to describe the

program, and provide in-depth descriptions about the program’s strengths. Parents, as indirect

observers and program participants, were also able to describe the program and how it works. If

the program process was not intact, the stakeholder’s would have provided limited responses to

the data generating questions.

There were relatively few program weaknesses identified by the stakeholders, with

several strengths described which indicate overall client satisfaction with the Program. Some

program process issues that did arise in the data are in relation to availability and quality of

program materials. One parent indicated that the “beads are not always available.” One clinician

and one child thought that the black beads used for pokes were “gloomy” and “sad.” All

clinicians thought the program string could be improved.

Describe How the BOC Program is Implemented (Aim 2)

Two research questions were used to assess the BOC Program implementation.

Describing the program implementation is critical if any potential outcomes from the program

can be ascertained. To determine if the BOC Program was implemented as designed, the

stakeholders were asked to describe what it is like to participate in the program, and to describe

in their own words what the beads mean.
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Research Question 2.1: What is it like to participate in the BOC Program?

As a participant in the BOC Program, one clinician described the program as helpful for

her in building rapport with her patients. According to another clinician, the BOC Program

seems to have “varying degrees of excitement,” while another clinician commented that it is

“very individual to the children and families” and she “lets them lead.”Similarly, the physical

therapist commented that she likes to know if her patients are in the BOC Program and if they

are she will “ask them if they want a bead.” Some children “rush to the BOC box to get their

latest beads,” and “take their beads everywhere they go.” The program is described as

“empowering,” and as a way for patients to reflect on their accomplishments. The beads “give

them a tangible way to express all they’ve been through...and show how brave they are.” Some

children are “excited to show their beads,” and the program provides patients with a “way to

verbalize.” One clinician described a patient who “lit up” when the beads “helped them realize

everything she had gone through,” and another described a teenage boy as having a “powerful

way for him to take ownership” with the program.

As an indicator of the BOC Program implementation, it was essential to determine if the

children were receiving their beads as intended. Parents and children were asked to comment on

how many strands or total number of beads their child had. None of the parents could say exactly

how many beads their child had, however, they did respond by saying that they had a lot, more

than one strand, or stated the length. None of the children interviewed stated the exact number of

beads that they have, however, they did say they had “a lot” or a “few hundred.” To further

describe the extent of program implementation, another data collection probe was used and

children were asked if they had an act of courage bead. Only 2 out of the 6 children knew what
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an act of courage bead was and had received one in the BOC Program. The act of courage bead

is a core bead in the BOC Program as listed on the BOC Program bead guide (Appendix B).

Research Question 2.2: What do the beads mean?

Clinicians indicate that the beads “help them (the children) keep their story,” and “helps

them cope by providing opportunities to talk about their illness.” They provide a way to open up

lines of communication. Kids “love to tell the story of how they got them…teens start

conversation because of their beads.” The beads are symbols of accomplishment, providing

children with a “sense of pride,” or “as a badge of honor.” The beads give “hope” and for some

children “motivate them,” as they “are more willing to have procedures done if they know they

will get a bead.”

When Parents were asked “what do the beads mean to you,” their responses reflected the

significance of the beads as a reflective tool, as a reminder. More specifically, one parent

commented that the beads serve as a “calendar of the last 9 months,” while other parents

indicated that the beads provide a “time stamp of everything that has happened that we’ve gone

through,” and “how much we’ve gone through as a family.” The beads “signify the strength (of

their child),” and “bravery.”

The children who were interviewed indicate that the beads are an accomplishment and a

“reminder” of all that they have been through. One child did indicate that they “stood in front of

my school and told them what’s going on and what my beads mean…talked about my cancer.”

Another child showed their beads to their cousins. Four of the six children interviewed

mentioned that the program beads made them “feel good” or “happy.”
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Bead artists indicate that the program beads are “a symbol of accomplishment” and a

“connection to someone out there who cares.” The beads can also help the child communicate

with others about their journey.

Summary of Findings: Aim 2 (BOC Program Implementation)

Content analysis of the data indicates that the BOC Program is implemented, or it is

operating according to design, at Cardon Children’s Medical Center. Both children and parents

state that they have “a lot” of beads, and indicate that the program is a source of accomplishment

or pride and happiness. Clinicians (N=10) are able to give examples of experiences they have

had implementing the program, and describe ways that the BOC program has helped children

they care for. If the BOC Program had not been implemented correctly, the stakeholders (i.e.,

clinicians, parents, and children) would not have been able to respond to the various open-ended

questions.

Some data suggest that the program implementation might not operating according to

design. One significant finding was from the child interviews. Only two of the six children

interviewed knew what an act of courage bead was. These are handmade beads donated by artists

that are critical to the BOC Program as an arts-in-health program, and identified on the BOC

Program Bead Guide as an “act of courage” (Appendix B). Other findings that are suggestive of

inadequate program implementation are derived from feedback from two clinicians. One

clinician indicated that there are “varying degrees of excitement” for the program and it is

“patient driven based on enthusiasm of the patient and busyness of the office.” The program is

meant to be driven by the health care provider as described in the BOC Program Training

Manual (Baruch, 2002). This was further reinforced by another clinician who stated that
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“patients would rush to the BOC box to get their latest beads.” Again, as stated in the BOC

Program Training Manual, the program beads are meant to be given to patients by the clinicians

and not provided in a self-serve format.

Describe the Potential Outcomes of the BOC Program (Aim 3)

Data that emerged from the content analysis with respect to Aim 3 research questions are

presented below.

Research Question 3.1: What changes, if any, occur in stakeholders as a result of the BOC

Program?

Two clinicians describe the BOC Program as an “ice breaker, a way to build rapport and

trust” with their patients. Parents indicate that the BOC Program is something “positive” and

provides “something to look forward to.” Two parents describe how the program helps them to

be “more aware of what she’s actually going through, or “to see how strong she’s been,” it helps

to see “all the little itty bitty things.” The program is associated with “pride” and it was referred

to as a “special club” with a “code” that “you can only compare it with someone who went

through the same thing.”

Most of the children (5 out of 6) feel happier because of the BOC Program, or more

special. The beads are a “reminder” that you can “look back at the beads and see what you

accomplished,” they are “like an award.” The beads provide “a story” and for one child they are

important as “I feel like I don’t have to remember this day.” Bead artists experience a sense of

“pride” and find their involvement “rewarding” that they can “make a difference.”
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Research Question 3.2: What, if anything, have stakeholders learned from the BOC

Program?

Clinicians have found the program as a way to help patients “learn about their diagnosis

and journey, and “how they are feeling.” The program helps clinicians become more “aware of

how brave the kids are,” and “seeing the patient’s bead collection makes you realize what they

have been through,” the program “makes you realize how strong and amazing these kids really

are.” One clinician described, “Just seeing the program in action, seeing how much the kids and

families respond, they want to document this whole thing, they want to be able to tell their

story.” Two clinicians describe the program as a way to “create a neat bond,” as it provides

“another connection with the patients and families.”

Parents realize the importance to honor, “recognize” and “praise” their child, and to

reflect upon all that is happening to their child, including “all the different things we didn’t

see...things that went on behind the scenes.” The parents have learned from the program “how

strong my child is,” and just “how many procedures she went through.” Three parents shared

how the program visually puts things into perspective, and appreciated the “creativity” of the

program. As one described, as “it gets longer and less colorful,” we “celebrate” the days when

the “chemo bead is the only bead we add.”

One child indicated that the program can “help you if you meet another cancer patient

that is doing it, you can see what they have that is different from you.” Another child commented

that they have learned that “there are a lot of nice people in the world that care about us that

would like to help us go through this.” Three of the six children did not have anything to add or a

response when asked if they learned anything from the program.
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Research Question 3.3: What relationship does the BOC Program have on outcomes

identified in the implicit Program Theory?

The potential outcomes of the BOC Program and their relationship to the implicit theory

are better presented as emerging categories presented below and in Table 3.

Level II Codes or Emerging Categories

Further data reduction was completed as shown in Table 3 to describe the potential

outcomes of the BOC Program. The second step of the qualitative content analysis involved

comparing all the substantive and implicit emerging codes generated from the data in step one of

the analysis to determine the Level I codes. The use of counts, as shown in Table 3, was used for

further pattern identification to determine the emerging categories (Sandelowski, 2000). Through

the use of counts, the descriptive process is strengthened, and the beginning of an interpretive

process is possible (Morgan, 1993). The emerging categories represent a pattern or regularities

that occurred in the data. With the use of counts for each category, differences or similarities

between the stakeholder groups was determined. Each emerging category was compared with the

other categories to ensure that they were mutually exclusive.

Each of the four emerging categories to describe the BOC Program are presented below

with supporting data from each of the four stakeholder groups. These identified patterns are also

discussed in the findings for each emerging category. For ease of discussion, only the counts

indicated in the parent focus group data will be used for comparisons. It should be noted that all

parent survey and focus group data were matched to prevent over-counting and

misrepresentation of the findings or the total frequencies of responses counted. In Chapter 5,

linkages to the extant literature and the underlying implicit BOC Program theory will be



88

discussed as an attempt to explain the patterns found in the program evaluation using qualitative

descriptive methods.

TABLE 3: Qualitative Content Analysis Findings

Level I Code Example statements or words used to
codify the data

Total
Counts

Level II:
Emerging
Categories

Remember

Reminder

CLINICIANS
(018) “memory of the journey”
(B) “visual reminder of how far they have come”
(H) “way to look back”

CHILDREN
(001) “shows me what I have been through”
(001) “it feels different, knowing that I have something

to remember”
(002) ”cause it shows what I’ve been through”
(003) “I feel like I don’t have to remember this day”
(004) “looking back and already seeing how much I’ve

gone through”
(005) “makes me remember”
(006) “helps me remember what happened” “show me

that it’s all over now” “I’ll always remember it” “I
can take out my beads and remember what they are
for”

PARENTS
(C) “something that will be with her forever”
(A) “made him aware of what he has been through, how

far he has come”
(E) “something to look back on in life”
(SS) “when she is old enough it’s a reminder for

her..something that she’ll always have a reminder of
something”

(JD) “when she gets old enough and go over everything
and describe to her everything that happened” “how
much is really happening to our daughter”

(CI) ”a time stamp of everything that’s happened that
we’ve gone through”

(SW) “calendar of the last 9 months” “reminding him of
all the different things they didn’t see”

ARTISTS
(3) “it is a tangible record of a much intangible pain and

suffering”

1 of 9
Clinicians
on Survey

2 of 10
Clinicians
in Focus
Group

6 of 6
Children

1 of 8*
Parents on
Survey

4 of 5
Parents in
Focus
Group

BOC Program is a
Reflective Tool

Children & Parents
> Clinicians
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Level I Code Example statements or words used to
codify the data

Total
Counts

Level II:
Emerging
Categories

Storytelling

Communication Tool

CLINICIANS
(011) “providing opportunities to talk about their

illness”
(015) “provide good talking points for the kids..teens

start conversation because of their beads”
(016) “helps them verbalize”
(017) “tangible way for them to express all they’ve been

through”
(M) “tell their story of their journey” “opening up

communication with families…get even the quiet kids
to start to talk”

(R) “helps them keep their story”
(P) “an ice breaker..strike up a conversation”
(MO) “they’re not just beads, they really do mean

something” “to tell him the story when he was old
enough” “they want to be able to tell their story”

(MA) “tends to open then up”

CHILDREN
(001) “it helps you if you meet another cancer patient

that is doing it you can see what they have…like
different from you”

(002) “keep track of what you’ve been through..you can
talk”

(003) “tells the story of your treatment” “I have a story
in the beads”

(004) “beads show the journey”
(005) “each bead has a meaning of something you did”
(006) “yes” (uses beads to talk to other people) “people

ask me what I’ve gone through…I can take out my
beads and remember what they are for and then tell
them”

PARENTS
(A)“shows others in a visible way..tells his story”
(C) “different ways of talking to her..to have

conversations with her I wouldn’t have thought to
have”

(E) “she gets to share her story” “other people really get
to see”

(H) “storytelling..tangible way to look at and tell their
story”

(SS) “keep track of what’s happened in their treatment”
(JD) “when we go through and talk about it”

ARTISTS
(2) “a good start to a conversation and bonding”
(4) “a visual means of sharing their story with friends

and family”
(5) “see other children’s beads and relate to the

treatment they have been through”

4 of 10
Clinicians
in Survey

5 of 10
Clinicians
in Focus
Group

6 of 6
Children

3 of 8*
Parents on
Survey

2 of 5
Parents in
Focus
Group

3 of 6
Artists

The BOC Program
is Narrative
Medicine

Children &
Clinicians > Parents
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Level I Code Example statements or words used to
codify the data

Total
Counts

Level II:
Emerging
Categories

Honor

Accomplishment

Recognition

CLINICIANS
(012) “use the beads as a badge of honor”
(013) “visible representation of their accomplishments”
(015) “help the child to see all they have accomplished”
(017) “how brave they are”
(M) “give honor and meaning”

CHILDREN
(002) “look at what I did” “represents what you’ve been

through”
(004) “an accomplishment” “to show their families and

friends what the’ve gone through ..they have this and
others don’t”

PARENTS
(B) “shows courage and praise her”
(C) “recognized for her courage” “helping her

understand her courage, how special she is”
(F) “how strong she is”
(J) “his bravery…signifies the strength he’s had”
(CI) “a reward system”
(SW) “to receive a bead to be recognized”

“accomplishment…medal of honor…wears them with
pride”

(JD) “all of a sudden you see this strand and you’re like
wow”

(SS) “something that she will always have that other
people won’t have” “something she will be able to
wear proudly”

ARTISTS
(1)“symbol of accomplishment”
(2) “a reward”
(3) “acknowledged by the ritual of the child receiving a

bead”

4 of 9
Clinicians
on Survey

1 of 10
Clinicians
in Focus
Group

2 of 6
Children

1 of 8
Parents on
Survey

5 of 5
Parents in
Focus
Group

3 of 6
Artists

The BOC Program
is a Symbol of
Accomplishment

Parents & Clinicians
> Children
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Level I Code Example statements or words used to
codify the data

Total
Counts

Level II:
Emerging
Categories

Happy

Encouragement

Positive

CLINICIANS
(011) “gives them something to look forward to”
(013) “something to look forward to”
(016) “positive spin on patient’s journey”
(017) “kids motivated by the beads”
(C) “an encouragement” “put the little smile on her face”
(M) “really fun”
(P) “something positive to focus on”
(G) “something to look forward to”
(BE ) “it always helps that she will receive beads”

CHILDREN
(001) “feels good” “the first time I started them it made

me feel good” “it can show happiness”
(002) “when I’m feeling sad they make me happy”

“makes me feel more special”
(004) “make children happy” “makes me happy” “brings

a smile” “they’re just happy” “feel a little bit happier”
(005) “makes me feel happy”
(006) “makes me feel good”

PARENTS
(G) “it makes him smile”
(B) “to continually point out when she shows courage

and praise her”
(J) “he really enjoys it and has fun picking them out”
(CI) “the smile it brings to her face”
(SW) “more positive” “something to look forward to”

“source of encouragement” “a celebration”

ARTISTS
(3) “joy”
(4) “art impacts me on an emotional level” “feeling of

joy”
(5) “art makes people feel good”
(6) “makes a lot of sick kids happier” “makes me happy”

4 of 9
Clinicians
on Survey

5 of 10
Clinicians
in Focus
Group

5 of 6
Children

0 of 8*
Parents on
Survey

3 of 5
Parents in
Focus
Group

4 of 6
Artists

The BOC Program
provides joy and
encouragement

All stakeholders

NOTE: Data that did not have a strong foundation were not included in the generation of Level II codes. Data that
emerged as specific for program process or implementation are discussed under each study aim (Chapter 4) as it
would relate to program process, implementation or potential outcomes.
*Parent survey data was matched with same parent data in focus group to prevent over counting and duplication.

The BOC Program is Narrative Medicine

As is shown in Table 4, data from the children were reduced to core data segments that

are exemplar of this emerging category. All the children (N=6) interviewed in the study used

words to describe that the BOC Program was providing a method to “tell their story.” Examples

taken from the data collected from children that indicate the use of the BOC Program as a form
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of narrative medicine include: child (002) “keep track of what you’ve been through…you can

talk;” child (003) “I have a story in the beads; and child (005) “each bead has a meaning of

something you did.” Five out of 10 clinicians (50%) also used words to describe the use of the

BOC Program as a form of narrative medicine as shown in Table 3. Furthermore, some clinicians

indicate how the BOC Program, as narrative medicine, is useful in practice to “provide good

talking points for the kids…teens start conversation because of their beads” and it is used to

“open up communication with families...to get even quiet kids to start to talk.”

Two of the five parents interviewed in the focus group used words to describe how the

BOC Program is a form of narrative medicine. These data segments included: parent (SS) “keep

track of what’s happened in their treatment,” and parent (JD) “when we go through and talk

about it. Three of eight parents also described the BOC Program as narrative medicine. Parent

(H) wrote, “Storytelling…tangible way to look at and tell their story,” while parent (E) wrote,

“she gets to share her story, other people really get to see.”

The bead artists who were study participants also used words to support this emerging

category. One artist (2) indicted that the BOC Program is “a good start to a conversation and

bonding,” while another artist wrote that the BOC Program is “a visual means of sharing their

story with friends and family.” One of the related benefits of having a form of narrative medicine

was further described by an artist (5) as the children can “see other children’s beads and relate to

the treatment they have been through.”

The BOC Program is a Reflective Tool

All stakeholders described how the BOC Program is used as a “reminder” to help

remember the cancer treatment experience. All children interviewed indicated that the BOC
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Program is a reflective tool as indicated in the data segments included in Table 3. Examples of

responses from children that relate to the description of a BOC Program as a reflective tool

include: child (001) “it feels different , knowing that I have something to remember;” child (004)

“looking back and already seeing how much I’ve gone through;” child (005) the BOC Program

“makes me remember;” and child (006) “helps me remember what happened.”

Four out of five parents spoke of the use of the BOC Program as a reflective tool in the

focus group. One parent (SW) indicated that the BOC Program is a “calendar of the last 9

months;” and parent (SS) who said “when she is old enough it’s a reminder for her...something

that she’ll always have.”

Only one of nine clinicians indicated that the BOC Program was a “reminder,” and only

two of 10 clinicians in the focus group described the BOC Program as a “visual reminder of how

far they have come” and a “way to look back.” Similarly, only one of the six participating bead

artists described the use of the beads in the Program as a reminder, “it is a tangible record of a

much intangible pain and suffering.”

The BOC Program is a Symbol of Accomplishment

The BOC Program is viewed by the parents and clinicians, more than the children, as a

way to visibly show what the child has achieved during treatment. Words used frequently by

stakeholders, such as “reward”, “honor,” and “bravery” were condensed to form this emerging

category. Clinicians, (4 out of 9 clinicians on the survey; 1 out of 10 in the focus group) describe

how the beads serve as a “badge of honor,” and “give honor and meaning” to participating

children. All of the parents who participated in the focus group (N=5) also used words to

describe how the BOC Program is a symbol of accomplishment. Parent (J) stated that the beads
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in the Program show “his bravery…signify the strength he’s had,” and parent (SW) said that the

Program for her son is an “accomplishment...medal of honor…wears them with pride.”

Interestingly, findings from the data collected from children do not support this emerging

category as strongly as the other three categories. Only two of the six children interviewed used

words to describe the BOC Program as a symbol of accomplishment. Child (004) did say that the

BOC Program was “an accomplishment” and he uses his beads to show to family and friends to

show what he has gone through and that he has this and they don’t.

Three of the six bead artists who returned surveys also used words to reinforce this

emerging category. For example, bead artist (1) referred to the BOC Program as a “symbol of

accomplishment,” and another artist used the word “reward” to describe the BOC Program.

The BOC Program Provides Joy and Encouragement

All stakeholders found the BOC Program to be a positive program that was a source of

joy and encouragement. Five out of 10 clinicians spoke in the focus group about how the BOC

Program provides “something positive to focus on,” and “something to look forward to” for their

patients. Of the same clinicians surveyed, words to describe the BOC Program included in their

survey responses included: “positive spin on patient’s journey;” and “an encouragement,” and

“fun.” The BOC Program is shown to “put the little smile” on a child’s face.

Three of the five parents also used words to describe the BOC Program as a “source of

encouragement” and how the Program makes their child “smile.”One parent indicated that her

son “really enjoys it and has fun picking them (the beads) out.”

All but one (N=5) of the children interviewed used words to describe the BOC Program

as a source of joy and encouragement. Words or statements used by children in support of this
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emerging category included: child (001) “it feels good...it can show happiness;” and child (002)

“when I’m feeling sad they make me happy;” and child (004) “makes me happy, brings a smile.”

Bead artists, who are indirect observers and participants in the BOC Program, also

reinforce this category with their shared perspectives. Four out of the six bead artists that

participated in the study used the following words to describe the BOC Program: “joy,” “art

makes people feel good,” and “makes a lot of sick kids happier.”

Summary

Findings from the content analysis include four emerging categories that collectively

describe the BOC Program as a form of narrative medicine that provides a reflective tool, a

symbol of accomplishment, and joy and encouragement for children receiving treatment for

cancer. A triangulation of data collected from the qualitative descriptive methods, and the 4-item

scale indicate that key stakeholders (clinicians and parents/guardians) are satisfied with the

program and believe it to be a worthwhile program for children coping with cancer related

treatments. Findings suggest that the BOC Program is not implemented according to design, and

there are issues with the overall program process that need to be addressed.
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CHAPTER V: DISCUSSION

The purpose of this study was to evaluate the BOC Program using qualitative descriptive

methods. The specific aims and research questions that guided the program evaluation were

specifically targeted at gaining a better understanding of the BOC program process,

implementation, and potential outcomes or benefits received by participating stakeholders. In

Chapter 5, linkages to the extant literature and the underlying implicit BOC Program theory will

be discussed to explain the program evaluation findings.

Discussion of the Results

There were four emerging categories that emerged from the data using qualitative content

analysis. When presented together, these four emerging categories describe the BOC Program

and offer preliminary evidence which support how the BOC Program might strengthen resilience

and well being in children and adolescents coping with cancer.

Presentation of emerging categories is commonly used as a way to present research

findings when using a qualitative descriptive method (Sandelowski, 1998). Furthermore, to offer

insight into theory and to advance nursing knowledge, it is the deliberate choice of the researcher

to relate the emerging categories to the conceptualizations and underlying implicit program

theory for the BOC Program (Sidani & Braden, 1998). The factors and conceptual framework

that guided the design of the BOC Program are described in detail in Chapter 2 as part of the

implicit BOC Program theory.

For purposes of discussion, and to illuminate specific theoretical proposition, the emerging

categories, are discussed individually. However, it should be noted that the four categories are to

be considered as a whole when describing the BOC Program. The BOC Program is a form of
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narrative medicine that provides a reflective tool, a symbol of accomplishment, and joy and

encouragement for children coping with cancer related treatments.

The emerging categories provide preliminary evidence to support the theoretical

underpinnings of resilience. Consistent with the literature, the BOC Program seems to strengthen

individual and social protective factors (positive coping, derived meaning, social integration,

health care resources) and decrease risk factors (uncertainty in illness, and defensive coping) to

strengthen resilience (confidence/mastery, self-transcendence, and self-esteem) in children and

adolescents coping with cancer.

The BOC Program is Narrative Medicine

The goals of narrative medicine are to afford the sufferer an opportunity to tell their story

of illness (Charon, 2005). It is through narration that the individual can make sense of an illness

and derive meaning from their experiences (Sakalys, 2003). The design and conceptualization of

the BOC program includes a description of the Program as a form of narrative medicine (Baruch,

2002). It was hypothesized that children and clinicians would mutually benefit from the program

as a prescriptive-nursing intervention to deliver a form narrative medicine. The findings from the

qualitative content analysis indicate that the BOC Program is narrative medicine. The use of the

words “story,” “storytelling,” and “communication” by stakeholders were condensed in the

qualitative content analysis to determine this emerging category.

The BOC Program as a form of narrative medicine is supported more strongly with data

collected from all children (N=6), and clinicians (5 out of 10 clinicians in the focus group),

however, parents (3 of 8 on survey) also provided supporting data for this category.
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As a form of narrative medicine, the BOC Program supports resilience theory. The data

collected give examples of how the BOC Program supports individual protective (positive

coping and derived meaning). As a positive coping strategy and to derive meaning from their

experience, the children use their beads to communicate with others, and it is seen as helpful for

the child to tell their story of their treatment. The children are actively engaging with their

treatment experience and using the BOC Program to visually tell others. All stories are meant to

be told, and the BOC Program is afforded the participating children with a visual storytelling

method. Parents and clinicians describe how the children communicate more and use the beads

to “tell their story.” One child also stated that the BOC Program is helpful “if you meet another

cancer patient that is doing it you can see what they have…like different from you.” Clinicians

share that the children “want to be able to tell their story,” and through the BOC Program they

observe how “even the quiet kids start to talk,” suggesting that the BOC Program might be work

to decrease defensive coping, an individual risk factor in resilience theory.

The BOC Program supports social protective outcomes (social integration and health care

resources) for the child, as part of the resilience theory. The parents and children indicate that the

BOC Program is provided by “supporting nurses,” an indicator that the BOC Program is

increasing connectedness with the health care provider (increasing perceived social support). The

mere provision of the BOC Program increases social protective factors by increasing the

available resources available to the child during treatment (increasing health care resources).

The BOC Program is a Reflective Tool

Suffering is the practice-prescriptive theory for the BOC Program. More specifically, it is

one underlying conceptualization used to describe how the BOC Program might work and what
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nurses must do to strengthen resilience-based outcomes in children coping with cancer. Granted,

it is the assumption of the researcher that suffering, although varied, is an experience inherent in

all children who are receiving treatment for cancer. The extent to which the children in this study

were suffering was not measured, however, the findings do indicate that the BOC Program is

functioning as a reflective tool that is possibly alleviating their experience of suffering. The

participating children and parents describe the BOC Program as providing them with a way to

communicate with others and to help them “remember” their treatment experience.

Younger (2004) indicates that the experience of suffering can be alleviated if the sufferer

is provided with the language or symbols to communicate with others. Although it is not known

to what extent all the children are using the BOC Program as a tool to communicate with others,

some children did provide data to suggest that they are using their beads in this manner

indicating that the BOC Program is functioning as a communication tool. All six children spoke

of how the BOC Program is helping them to remember and to “show what I’ve been through.”

The effectiveness of the BOC Program in alleviating suffering could be further

strengthened if the BOC Program was operating as it was designed. More specifically, children

should be encouraged to bring their beads with them to serve as points of communication, and

the clinician should be actively giving beads as an embodied act.

Data collected from the clinicians, parents, and children suggest that the Program is not

implemented as it was intended. One parent mentioned that the beads are not always available. A

few clinicians made statements suggestive that they rely on the children to tell them when they

need beads, or that the bead box is available for them to get their beads. Only one of the children
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interviewed had their beads with them, and none of the children could state how many beads

they had in their collection.

Critical to the BOC Program implementation, as presented in the BOC training manual, is

that clinicians give the children their beads for procedures in a predictable manner. The children

should be encouraged to wear or bring their beads with them, and clinicians should actively

engage the children in a dialogue about their beads to strengthen the caring-healing environment

and encourage the use of the beads as a reflective tool.

It seems reasonable to propose that BOC Program, as a reflective tool that is alleviating

the experience of suffering, would also strengthen resilience for these participating children by

helping the child derive meaning from their experience (resilience individual protective factor).

The very nature of wanting to remember and reflect upon what they have been through is an

example of how the child is using the beads to derive meaning from their experience and what

they have endured. Simultaneously, as the BOC Program is helping the child derive meaning

from their experience, the Program might also be decreasing uncertainty in illness. Although the

data do not suggest that the children are using the BOC Program as a way to predict outcomes,

they do use the BOC Program to help with treatment familiarity. As one child indicated, they use

their beads as a way to “look back and already see how much I’ve gone through.”

One final pattern that was observed in the data for this category is that the BOC Program

is utilized as reflective tool more by children and parents than clinicians. The reasons for this

difference are not clear, but it seems reasonable to suspect that the BOC Program as a reflective

tool is more prevalent for the children, who are direct participants of the Program, and the

parents, who are indirect participants of the Program to identify with its ability to work in this
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manner. Clinicians provide the Program, but they are not actively using the Program as a

reflective tool of their own personal experience.

The BOC Program is a Symbol of Accomplishment

Beads as a visual art have been used throughout human history as symbols of

accomplishment (Francis, 1999). The findings from this study support the contemporary use of

beads as a symbol of accomplishment for children coping with cancer. Responses from the

stakeholders such as “honor,” “recognition,” and “accomplishment” were condensed to

determine the emerging category. The description of the BOC Program as a symbol of

accomplishment is more strongly supported by the clinician and parent stakeholder groups than

by the children.

Of the children who were interviewed, only the 15 year old teenage girl (002) who had

the least amount of experience with the BOC Program, and the 13 year old teenage boy (004)

with more than eight months of experience with the BOC Program used words to describe the

BOC as an accomplishment. The other four children, three of which were preadolescent (ages

10-11 years), did not use words to indicate that they viewed the BOC Program as an

accomplishment. This might be directly related to the cognitive development of the children.

The fact that there is a difference between the stakeholders who describe the BOC

Program as an accomplishment is an interesting finding. There often is an interpersonal

assignment of courage by others before it is fully realized or experienced by the one facing a

difficult situation requiring courage (Haase, 1987). In other words, the clinicians and parents in

this study view the children as having courage and deserving of honor, recognition and

accomplishment. The BOC Program becomes the way to provide the child with a “visible
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representation of their accomplishments,” or to help the child “understand her courage, how

special she is.”

This understanding of courage, and the process of helping the child become aware of

their courage and mastery of a difficult situation is especially relevant when considering the

more distal outcomes of resilience (Haase, 1987; Pearlin & Schooler, 1987). The fact that fewer

children describe the BOC Program as a symbol of accomplishment might be directly related to

where they are in their treatment journey, and the opportunities provided for them to either

interact with others for social comparison to help them develop confidence or mastery in the

midst of dealing with the very difficult experience of receiving treatment for cancer. Providing

more opportunities for children participating in the BOC Program to engage with other children

in the program and to be further recognized might support these more distal resilience-based

outcomes.

As confidence, self-transcendence, and self-esteem are more distal outcomes of

resilience, it would also be interesting to see if more children who receive the BOC Program

describe it as a symbol of accomplishment following completion of treatment. All children in

this study were still in active treatment for cancer, and as a result, might not be experiencing

these more distal outcomes of resilience.

One outcome that might also be influencing a decrease in responses by children who

describe the BOC Program as a symbol of accomplishment is the lack of effect on social

protective factors in the resilience theory. Descriptions of the BOC program process and

implementation suggest that the BOC Program is not operating according to design, with specific

program implementation strategies targeted towards strengthening the social protective factor for
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children to support outcomes of resilience. For example, only two of the six participating

children knew what an act of courage bead was and had received one. These beads are very

special, one-of-a-kind handmade beads used in the BOC Program to recognize significant

treatment milestones overcome by participating children. Perhaps if more clinicians would

facilitate the child’s sense of courage with the act of courage beads more children would

experience a sense of accomplishment with the BOC Program.

The BOC Program Provides Joy and Encouragement

Data emerged that described how the children experience joy and encouragement

included “happy,” “fun,” “positive” and “encouragement.” At least half of the participating

clinicians (N=5) and parents (N=3) found the BOC Program as a source of joy and

encouragement for the participating children. The majority of the children (N=5) also described

the BOC Program as something that made them “feel good,” and “happy.”

Joy, happiness and encouragement are emotional responses. Given that all children

describe the BOC Program as “happy”, it is an indicator that the BOC Program is providing an

alternative, more positive emotional response to the unpleasant situation of receiving treatment

for cancer. Emotions play a central role in human behavior, motivations, and changes in

behavior. Emotion also helps individuals organize and sustain human behaviors.

The ability to experience joy or happiness from the BOC Program may also have an

effect on the variables which influence outcomes of resilience to ensue including increased

derived meaning and decreasing uncertainty in illness. The BOC Program affords children an

opportunity to visually express and elaborate their emotions. As the children are encouraged by

staff to share their story, and express their feelings in a supportive environment they may also
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further derive meaning from their experience as the use their beads as a reference of a happy

time. There is also evidence that suggests uncertainty in illness is decreased when children and

adolescents are able to express their feelings (Haase, 1987; Neville, 1998, Parry, 2003). Finally,

the feelings of joy and happiness and experiencing encouragement from the BOC Program might

help the child gain awareness and resolution in the midst of a challenging life event to strengthen

outcomes of resilience including confidence/mastery and self-esteem.

Implications for Nursing Research and Practice

This study is an example of an alternative research paradigm that is exemplified by the

use of theory and research methods to advance clinical nursing practice (Sidani & Braden, 1998).

The development of the BOC Program has its basis in nursing practice with an appreciation for

aesthetic knowing as a source of inquiry, and the science of caring in nursing practice (Watson,

1979). Nurses rely heavily upon their procedural and received knowledge in the very demanding

clinical environment that is pediatric oncology nursing. However, as the findings from this study

suggest, the BOC Program, as an arts-in-nursing program, is a unique application that can further

strengthen pediatric oncology nursing practice by increasing aesthetic knowing as a driving force

to improve the care of children coping with cancer.

Findings from this study support the value that the BOC Program has as a nursing-

derived program to support adjustment in children coping with cancer related treatments. None

of the stakeholders indicated that harm or related discomforts were experienced as a result of

participating in the program.
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Strengths of the Study

A significant strength of this study is that the BOC Program was evaluated using data

triangulation (surveys, focus groups, and individual interviews) and described from the

perspective of multiple stakeholders (clinicians, parent/guardians, children and bead artists). The

data collected was triangulated to evaluate the BOC Program, and the study design was driven by

theory, with the emerging categories in support of the theoretical underpinnings to further

advance nursing knowledge of nursing interventions which support resilience.

Limitations of the Study

Some of the limitations of the study include the lack of a pilot test of the data collection

instruments to determine their reliability and validity. Recruiting a larger sample size could have

helped achieve data saturation. Finally, although the use of a research assistant for data collection

did limit bias, the data might have been strengthened if an assistant with more experience in

interviewing children and conducting focus groups was used.

Recommendations for Further Study

This study provides preliminary evidence to support how an arts-in-nursing program can

alleviate the experience of suffering and strengthen resilience in children coping with cancer to

promote a positive adjustment.

Future studies should include replicating the study at a different children’s hospital

providing the BOC Program to determine if the emerging categories are supported to further

understand what the BOC Program is and how it works. These additional studies should include

younger children and children in varying stages of cancer treatment to determine if the BOC

Program description changes based on age, and stage of treatment. The interview guide should
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be strengthened to include additional probes that would allow further explorations to make

comparisons and further assess the availability of program that are similar to or different from

the BOC Program. For example, if children should indicate in another study that the BOC

Program makes them feel happy, it would be of interest to see what other programs or things

make the child happy while receiving treatment.

The BOC Program does support resilience, and the resilience model should be tested

using both quantitative and qualitative measures to determine to what extent the BOC Program

supports or strengthens factors of resilience. For example, as a form of narrative medicine and a

reflective tool, it would be interesting to see if the BOC Program decreases uncertainty in illness,

and increases the child’s ability to derive meaning in illness using quantitative measures. As a

symbol of accomplishment, the BOC Program might support outcomes of resilience, including

confidence/mastery, self-esteem and self-transcendence as children become more aware of their

situation as an opportunity for growth and connectedness to others.

One interesting finding related to the emotional response of children to the BOC

Program. Children stated that they felt happiness from the BOC Program, while the clinicians

and parents found the program to be a positive source of encouragement. Further studies should

include measurements of emotion as mediating factors of resilience. It would be interesting to

determine to what extent, if any, the feelings of joy and the experience of being encouraged

support adjustment for children receiving treatment for cancer.

In addition to future studies to contribute to nursing practice and theories, the BOC

Program process and implementation needs to be strengthened. The current study findings will

be shared with the parent organization, Beads of Courage, Inc. which provides the BOC Program
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for participating children’s hospitals. Beads of Courage, Inc. may want to consider

improvements in program materials. For example, there were several comments on the black

bead used for pokes as undesirable, and the durability of the program string. One parent

indicated that they were not sure what to do with the string, and many comments indicated that

the program is viewed as a “necklace” although that is not the original intent. Beads of Courage,

Inc. may want to consider providing options for children as to what to do with their bead

collection so that the significance of the beads is not limited to their use as a necklace or

something to be worn. Additionally, Beads of Courage, Inc. should consider providing more

beads as symbols of accomplishments. This would help reinforce the significance of the Program

as a symbol of accomplishment, and provide an outlet for more individual tailoring of the

Program.

Additionally, there is definitely a need to provide ongoing training in the goals and

purpose of the BOC Program to prevent intervention drift. This is especially necessary with

frequent staff turnover, and to increase the staff compliance in providing the BOC Program as a

bedside nursing program. There were several data bits that indicated that the BOC Program

might not be operating as intended based on lack of staff participation or understanding of how

the beads are to be given. Ways to increase the clinician’s direct involvement with the giving of

beads might further strengthen social protective factors of resilience and outcomes of resilience

(self-transcendence) as the children feel more connected to their clinician.

Finally, Beads of Courage, Inc. should work cooperatively with those hospitals providing

the BOC Program to provide opportunities for children to meet other children who are in the

Program. Two children in the study indicated that they had recently attended a Beads of Courage
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event, and that this was very much enjoyed. Other children indicated that they do use their beads

to “compare” to others as they are able. Providing more opportunities for social comparison with

other children in active treatment might increase self-esteem, an outcome of resilience.

Summary

In conclusion, the findings from this study indicate that the BOC Program is a form of

narrative medicine that has value as an arts-in-health program, and is perceived worthwhile by

participating children, clinicians and parents. As a form of narrative medicine, the BOC Program

provides a reflective tool, a symbol of accomplishment, and joy and encouragement for children

coping with cancer. The findings from this study indicate that the BOC Program, as an arts-in-

health program, strengthens resilience and alleviates suffering in children and adolescents

receiving treatment for cancer.
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APPENDIX A:

HUMAN SUBJECTS APPROVAL
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APPENDIX B:

BEADS OF COURAGE® PROGRAM BEAD GUIDE
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APPENDIX C:

DATA COLLECTION MATRIX FOR QUALITATIVE CONTENT ANALYSIS
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Data Management Matrix for Qualitative Content Analysis

Research Specific
Aim and Data

Collection Method

Program Process, Implementation and Outcome Data Emerging Level I Codes
(Substantive and Implicit)

Aim 1: PROGRAM
PROCESS

Clinician Focus
Group:
What is the BOC
Program?

Parent Focus Group:
What is the BOC
Program?

Child Interview:
What is the BOC
Program?

CLINICIAN FOCUS GROUP
M: kids and parents tell their story of their journey, helps them process
what they’ve been through, nice way for them to tell their story. Give
honor and meaning to the journey…

PARENT FOCUS GROUP
SW – is a program that is set up where children going through life
threatening illnesses receive a bead for every time they have a procedure
done…kind of a reward system for the child to receive a bead each time
they go in...they collect the beads..do what they like with that..great
source of encouragement..when they go through something..to receive a
bead to be recognized
CI – an encouragement..there’s a reward for the things that they have
to go through..the courage they show..teaching the child about courage
through the process..how they’re portraying the courage..that little light
that helps them get there..knowing that they’ll get something..get to bead
beads and make the jewelry..it it’s a necklace..whatever it is..helped get
her there..not be so sad..put the little smile on her face
SS – way for the kids, for the parents of cancer patients..that was what I
was told..to keep track of exactly what’s happened in their treatment,
so if they were transferred to the pediatric ICU they get a bead for that and
they get a bead for a poke, the get a bead for a bumpy day, they get a bead
for having a really good day..keep track of what’s happening in their
treatment the whole entire time during their process…since she is an
infant I can tell her about it when she is older what she’s been through..I
like it

Clinicians

Storytelling/Communication
BOC tells story
A way to tell their story of their
journey
Help kids process what the go
through

Accomplishment/Recognition
“Give honor and meaning”

Parents

Storytelling/Communication
“keep track of treatment”

Accomplishment/Recognition
“A reward system”
“receive beads for procedures”
“They collect beads”
“to receive a bead to be
recognized”

Happy/Encouragement
“Source of encouragement”
“put a smile on her face”
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JD – I remember someone coming into our room saying they had beads. I
didn’t know what the beads were or what they meant, how or anything
else. ..first time I just had more care about my daughter than
beads…but once we started learning about them and going over what
they’ve meant I actually thought it was a very good idea…it would be
nice to be able to talk to our daughter when she gets old enough and go
over everything and describe to her everything that happened…
J – yep. It’s a program where through different procedures the kids get to
pick out their different color beads.For my son he has done a lot of
chemo and lots of radiation and lots of pokes, lots of scans, his port put
in..things like that so then he gets to pick out the appropriate color
beads..has it on a necklace a string

CHILD INTERVIEW
001 – every time you come into the hospital or you get poked you get a
bead for it
002 – it is a way to keep track of what you’ve been through..you can
talk..look what I did
003 – I take it as a necklace that can tell the story of your treatment
004 – is a group/foundation..people who come through the hospital
helping out children through cancer…the enjoyment of having
cancer..make children happy..’cause these beads show them the
journey..BOC is a charity group…
005 – each bead has a meaning of something you did
006 – helps me remember what happened, everything I went through

Reminder/Reflective Tool
“when she gets old enough and go
everything and describe to her
everything that happened”

Process
A necklace
Different colored beads

Children

Storytelling/Communication
“Keep track of what you’ve been
through”
“Tells story of your treatment”
“Beads show a journey”
“each bead has a meaning of
something you did”

Accomplishment/Recognition
“look at what I did”

Happy/Encouragement
“make children happy”

Reminder/Reflective Tool
“helps me remember everything”

Process
Organizational identity
“BOC is a charity group”
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Aim 1: PROGRAM
PROCESS

Clinician Focus
Group:
How does the BOC
Program work?

Parent Focus Group:
What is it like to watch
your child participate
in the BOC Program?

Child Interview: What
is it like to receive
beads during your
treatment?

Artist Survey:
Describe how the BOC
Program works.

CLINICIAN FOCUS GROUP
R – staff can just talk to the family…help the kids start getting some
of their beads for every procedure or every aspect of that treatment that
they have gone through…at least they know they are going to get a
bead…it’s not such a scary thing anymore…it is a matter of introduction..

M – yes, I have actually enrolled a lot of patients and its really nice to
just be able to sit down with a child and the family and kinda talk
about the program and then, you know, we wait like a month or so to
enroll them, so catching them up on their beads is always really fun and
they always want the fun colored

PARENT FOCUS GROUP
SW – emotionally, when we put the beads together..after he had been
diagnosed we had a lot of catching up to do..talking through all the times
when he had bumpy days and days when he showed extreme courage..as a
family that was tough..fortunately the nurses were there to support us..it
was very eye opening to count how many and say..we need 32 poke
beads…eye opening..healing process for us too
CI – that’s what I would say (same as SW)..you go through it and you
know what you are doing..but you’re just being strong for your child and
then you see all the beads and that you kind of realize what all they’ve
been through..helps you be there for them..explain thing and the
encouragement at the same time..then there’s beads that the child sees
that they want..if it’s a pretty bead..if it’s a cute color..but you’re happy
and relieved that they didn’t have to go through that procedure…you
explain..this is something you didn’t have to do..explaining the things
that they’re lucky that they don’t have to go through..how fortunate
they have been

Clinicians

Storytelling/Communication
An introduction
Involves talking to family, sitting
down with child and family

Happy/Encouragement
Really fun

Process
Staff help kids get beads

Parents

Storytelling/Communication
“involves talking through all the
times”
“helps you realize what they’ve
been through

Reminder/Reflective Tool
“when she is old enough it’s a
reminder for her”
“something she’ll always have”

Happy/Encouragement
Fun
“has fun picking them out”
“a celebration”

Art
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SW – our child is going into maintenance..he goes from a very colorful,
brightly colored, many yellow, many green, many purple, you know,
the hospital stays, neutropenia, antibiotics, emergency room and the
red for transfusions and now its “oh you get another white bead”..in a
way that’s a celebration..it’s just days and days of chemo now instead of
the brightly colored ones that are the days that you really have to
overcome something..more tough…you hope you don’t see the black
ones as often…and the bumpy ones..
SS – because she is so young it is kind of hard..I can show her and she can
look at the colors…when she is old enough…it’s a reminder for
her..something that she’ll always have that I don’t think she would have
had otherwise
JD – I agree (with SS)..our daughter is 5 months old, so she isn’t going to
think anything..but being able to go to different camps and functions,
especially if there are other facilities doing this or because we’ve met other
people in this facility when she gets older, being able to compare and
going up to different friends and acquaintances they can think of…you
know…you only got poked 10 times, I got poke 30…as a kid..you sit there
braggin about whether it is good or bad..you’re still braggin about
something..it’ll be interesting to see if that’s how it is treated..you take
something bad, you make it into a game…I had this many things and I
have more beads…technically it is not a good thing that you have more
beads but it’s still a bragging point..so I think it is a very good thing
J – he enjoys it..it’s fun to watch him..it’s a little overwhelming..we just
went over all of our beads and added them all up..so it’s kind of
overwhelming when you see how much they’ve gone through..it’s good
and he really enjoys it and has fun picking them out and understands
the meaning behind it

CHILD INTERVIEW
001 – it feels good
002 – it’s cool, it represents what you’ve been through, it’s cool
003 – depends where they are..go into clinics sometimes to see the

“he goes from a very colorful,
brightly colored…”

Process
Supporting nurses
Emotional
“Healing”
“Overwhelming”
“being able to compare”

Children

Happy/Encouragement
“Feels good”
“Makes me happy”
“Make me feel good”

Accomplishment/Recognition
“it represents what you’ve been
through”

Reminder/Reflective Tool
“I’ll always remember it”

Process
It’s cool

Artist

Storytelling/Communication
A bead each time to add to their
collection, a necklace
Color coded bead for every
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doctors..but the poke ones I could just care less for
004 – helps me out..makes me happy..getting something for doing
something..BOC is a real enjoyment
005 – (shrugs)
006 – uhh…makes me feel good because I know I’ll always remember
it

ARTIST SURVEY
1 – hoping, waiting,and saving..each item has hope; looking forward to
the future and another new item found waiting; avoiding or delaying an
activity to await a new find and saving: seeing, enjoying and
comparing..for a child with cancer hope, wait, saving for a future

2 – artist make glass beads and those and others (purchased) are given to
children who are cancer patients..each time a child has a treatment they get
to pick a bead to add to their collection (necklace)..for the kids it is a
good ice breaker as well as a small reward..when new kids come in they
might ask…a good start to a conversation and bonding..

3 – when a child first enters the program they are given a long strand of
cord with their name spelled out in beads…whenever the child goes
through any type of procedure/treatment it is recognized as another
milestone on the journey back to health and acknowledged by the ritual
of the child receiving a bead

4 – enrollment in the program starts the child off with a string and letter
beads to spell their name. During the course of treatment, a child
receives a color-coded bead for every procedure, no matter how “small”
the procedure is. Larger procedures, which are truly acts of courage, are
represented by art beads that are donated to the program by bead artisans
throughout the country. As the child progresses through treatment, he or
she collects beads..it is the child’s story, a means of seeing progress, a
record of their journey. It provides the child a visual means of

procedure
Progress through treatment
Collect colored beads that represent
treatment
Visual way to share story with
friends and family
Good conversation starter and
bonding with others

Accomplishment/Recognition
a small reward

Process
String
Strand of cord
Beads
Hope
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sharing their story with friends and family. At the end of the journey,
the child receives a purple heart..

5 – different color beads represent a treatment the child completes the
are allowed to pick their own bead

6 – children enrolled in the program receive a length of string

Aim 1: PROGRAM
PROCESS

Clinician Focus
Group:
What kind of staff are
necessary to run the
BOC program?

CLINICIAN FOCUS GROUP
MO – child life does it, nursing, social work..our entire team is
necessary..because you know..different people have different beads..PT
has certain beads..chaplain has certain beads..full team is necessary

Process
Entire/Full team is necessary
Interdisciplinary

Different beads given by
disciplines

Aim 1: PROGRAM
PROCESS

Clinician Focus
Group:
I’d like to ask your
opinions about the
program.
Would anybody like to
tell me what the basic
strengths of the
program are?

Clinician Survey:
What I liked most
about the BOC

CLINICIAN FOCUS GROUP
M – gives them a positive way to be able to understand…verbalize
what they’re going through..gone through horrible things and then
they can reverse it and say that they overcame a lot..that they’ve
grown…it puts a positive twist on…big strength

H – strengths..story telling…they don’t realize all that they have been
through..it’s a tangible way to look at and tell the story…to realize
ALL the different things that they have been through and
achieved..way to look back at what they’ve been through

B – visual of their journey…see how far they’ve come…when they
think everything’s horrible..they can go back…and say “I got through
this”..visual reminder

Clinicians

Storytelling/Communication
“storytelling”
Helps child communicate, tell their
story
“Tangible way to look at and tell
their story”
“they’re not just beads, they really
do mean something”

Accomplishment/Recognition
“I got through this”
“to realize all the different things
that they have been through and
achieved”
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Program.

Parent Focus Group:
What do you like most
about the BOC
Program?

Parent Survey:
Please describe in what
ways the BOC Program
has been helpful or not
helpful for your child.

Child Interview: Can
you give me an opinion
maybe about what’s
good about the Beads
of Courage Program?

Artist Survey: What
do you think are the
benefits of the Beads of
Courage Program as an
arts-in-medicine
healthcare program?

MO – so important to families..a couple kids pass away..beads so
important to those families..they come back and they want all the beads
that their child has earned…big strength…family to hold on to…some
families have split up the beads..strong program it is..it really does mean a
lot..they’re not just beads, they really do mean something

CLINICAN SURVEY
011 – gives kids and families something to look forward to…provides
positive memory in midst of high stress..excitement in faces..availability
to all oncology patients
012 – I love enrolling kids into program and watching them count their
beads and be amazed by how much they have gone through
013 – the creative expression…I love the staff beads
014 – gives the patient a visual reminder of how far they have come
015 – I love that patients are able to tell their story…great conversation
starter…beads mean a lot to patients and families
016 – gives a positive spin on patients journey
017 – how many different beads there are…gives kids way to express
something very difficult…source of pride..they can “show off” their
beads..be proud
018 – the memory of the journey for patients and families
020 – getting to pick out a bead (as a provider) for patients to remember
them by

PARENT SURVEY
A –healing process to map the journey
B – she (child) recognized for her courage and rewarded..she loves
making the necklace
C – the necklace is something that will be with her forever
D – can show my daughter when she is older and tell her about each
bead’s meaning
E – the child and other people really get to see how much stuff the child
goes through..how many pokes or days in hospital..it has been an eye

Happy/Encouragement
“positive twist on
(journey/treatment)”
“positive way to understand”
“Something to look forward to”
“a positive spin on patient’s
journey”

Reminder/Reflective Tool
“Visual reminder of how far they
have come”
“memory of the journey”
“way to look back”

Art
Creative expression
“visual of their journey”

Parents

Storytelling/Communication
“she gets to share her story”
“other people really get to see”
“bonding mechanism with others”

Accomplishment/Recognition
“recognized for her courage”
“medal of honor”
“accomplishment”
“wears them with pride”
“be proud”
“source of pride”
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opener, helpful yes because she gets to share her story and something to
look back on in life
F – it’s a wonderful thing for the kids
G – gives child something to look forward to “collecting” after each
poke, surgery, chemo
H – since our initial bead evaluation we haven’t updated our daughter’s
bead collection as she has been going through the process the last couple
of months..we think it a really neat program but she is too young to
appreciate it

PARENT FOCUS GROUP
CI – the smile it brings to her face..sitting there holding her and she’ll be
sad and here comes the beads and the face lights up “I get to get beads
now”
SW – the pride it gives even a boy..it’s an accomplishment, it’s a medal
of honor that he carries..it’s good to see..he doesn’t necessarily look
forward to every single bead but when he wears them he wears them with
pride
SS – Wow…thinking along the lines of somebody who’s able to put it
together…that would occupy their time if they’re in the
hospital..something they can play with..they can get to keep..most of the
time it’s not always a good thing when you’re here..it’s something to play
with I guess..something that is theirs that nobody else has except the
caregivers
JD – being part of a club
SS – that’s special
JD – yes..you really will, when someone else is wearing one..you just
know..you know.. what exactly happened..it’s a way to start a
conversation when someone already knows..get to bond with someone that
way..it would keep you occupied, but I think it’s being able to have that
bonding mechanism with other people..where if you do get to wear it
and you go to camp…kind of sit there and compare…I’ve got this special
bond because of this necklace…something that you can go on and be able

Reminder/Reflective Tool
“something to look back on in life”

Happy/Encouragement
“the smile it brings to her face”
“something to look forward to”

Process
Healing process
A necklace
Something to play with
“how pretty they are”

Children

Happy/Encouragement
Makes you happy, brings a smile,
beads bring joy

Accomplishment/Recognition
Shows what you’ve been through
Have something to show others

Art
“the beads, the color of the beads”
“seeing all the different beads”
“a lot of the beads are really pretty
and different colored”

Process
“make your own necklace”
“families can just be together”
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to brag and talk about and even maybe help each other out
J – the strong points is the creativity the difference of all the beads, the
different colors, what they mean. Girls probably get into a bit more
because they are more crafty and into beads and necklaces and bracelets.
For my son it’s important and he enjoys it but it’s not like he would ever
wear the necklace around…I’ve met quite a few girls that are just excited
to always show you beads and how pretty they are

CHILD INTERVIEW
001 – its good because it can show happiness..if kids are not feeling
good…seeing all the different beads (what like most)
002 – you make your own necklace that shows what you’ve been
through
003 – for their BOC days (referring to BOC event) days when they do
some fun things..a family get away for awhile..I like that. Families can
just be together..bring back what’s life at the same time..the love of the
family..I don’t find anything wrong with BOC..it’s just a good thing to
do..I’ve been wanting to have a jewelry making kit my entire life
004 – gives the kids a chance to create their BOC to show their families
and friends what they’ve gone through..brings a smile to their face to
show everyone that they have this and the others don’t..BOC shows them
that they’re brave and troopers and they’re just happy that the beads
have brought them joy
005 – the beads. The color of the beads
006 – a lot of the beads are really pretty and different colored

ARTIST SURVEY
1 – everyone who touches a glass bead gains a sense of color, art and gift
giving. The known fragile, breakable and nature of glass carries into a
piece of art with connection to tough but fragile bodies of sturdy yet
breakable parts and beauty that goes on and on

2 – keep up the good work

(family focused)
“BOC days” (organization identity)

Artists

Happy/Encouragement
Uplifting, “art makes people feel
good”
Joy, “an object can bring joy”,
feelings of peace
“makes a lot of sick kids happier”

Storytelling/Communication
Visual story that will last

Process
Gift giving
Self-expression
Holistic treatment
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3 – I believe strongly in holistic treatment when struggling with any
ailment..belief that these kids are uplifted every time they receive a
bead..in a period of extreme sadness, pain and suffering this uplifting
becomes crucially important..lifting of spirit, a moment of joy and
pleasure, way of physically healing..positively influences brain
chemistry..we all have the power to heal ourselves and this program is
moving modern medicine in that direction

4 – art impacts me on an emotional level. The beauty of an object can
bring on a feeling of joy, or a feeling of peace..an object can bring up
other feelings by triggering memories of another time..I believe that
involving patients with art can bring them a feeling of accomplishment
while developing their appreciation for art…a way of self-
expression..help patients grapple with the ordeal…their visual story that
they will carry with them for life

5 – art makes people feel good. In tough health times that little bit of art
can go a long way and maybe be bittersweet

6 – its great, needs to continue. We all benefit because we give to a
program that’s personal and makes a lot of sick kids happier..our art
helps their attitude/state of mind/morale, and we can feel that we play a
small part in their recovery

Aim 1: PROGRAM
PROCESS

Clinician Focus
Group:
Any weaknesses in the
program that you’ve
perceived or can think
of?

CLINICIAN FOCUS GROUP
MA – my black string breaks a lot
*lots of agreement from staff
MA- some are heavy..when we try and wear them (the beads)

M – kids have a lot of pokes, which is the black bead..kids gravitate
towards the colorful beads..

M – I love the new beads..people are getting more and more into it..

Clinicians

Process
Program string breaks a lot
Beads are heavy
Poke bead (black)
It is not a craft (but maybe seen as
one)
“forget to pick them out” or they
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Clinician Survey:
What I like least about
the BOC Program

Parent Focus Group:
What do you like the
least about BOC?

Child Interview: Can
you tell me about a
time maybe when the
beads didn’t help?
What you like least?

CLINICIAN SURVEY
011 – not aware of any negative or unhelpful outcomes..but be aware of
the potential for beads to bring up negative emotions about past stressors
012 – I love BOC and it is very helpful to patients
013 – none
014 – can’t think of any
015 – I don’t see any…program is great for the patients and families
016 – no response given
017 – some may not see a benefit or want to participate in an “arts” craft
018 – shows them their journey and gives them a reward when receiving
treatment
020 – a lot do not seem attached to the beads and after awhile forget to
pick them out

PARENT FOCUS GROUP
CI – I can’t say anything negative about it..nothing at all..there’s
something for every little thing..even if they’re not getting poked and they
don’t get anything from the closet, there’s still something for going to see
the doctor and make sure they’re all well
SW – it was hard at first..asking for so many bumpy beads we felt
guilty..they’re such a special bead..he felt guilty asking for the special
beads..not it’s to the point where the nurses will say “oh, that was a tough
day you deserve this..you deserve a courage bead..it’s time for a special
bead” that was the hard thing asking for the bumpy beads (laughs)
JD – nothing
SS – isn’t anything I didn’t like
JD – wait, I should say something..how do you attach it?
SS – tie it
JD – it would be interesting if you had something where you could
actually make a better hook or something
SS - clasp
JD – something…make things a little bit easier..if some kids want it a little
tighter or looser..getting it on and off without having to tie it and untie

are “not attached to the beads”

Parents

Process
Asking for some of the “special
beads” (“you deserve a courage
bead”)
What to do with string, “how do
you attach it?”
More beads, trading system
More beads for boys

Children

Process
Black beads are “sad”
Beads are heavy
Beads don’t help for all procedures
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it…(discusses different kinds of beads to add to program)….for every five
surgeries you got something big…some different kind of charm..or
instead of throwing on so many of the same color beads because..you get
poked A LOT..so you’re gonna have, you could almost have 5 necklaces
of one color..now that’s cool, but it would be kind of interesting if for
every 50 pokes you could get this charm
SS – trade in?
JD – yeah…
SS – Where you’re trading in for something
JD – once again, I wouldn’t know how many different hospitals do this,
but if Cardon’s could have a certain kind of charm that they hand out for
different things..
SS – I’m thinking of the little sheet that I received…an opinion of what a
child thought about it…what a parent thought about it on a piece of paper
that I saw…
J – a little more tailored to the boys (more boy related beads)…I think it
is a great program…weaknesses is the lack of boy beads..they are always
well stocked and a good variety and lots of different beads for the
different pokes, clinic visits which is great

CHILD INTERVIEW
001 – there really wasn’t a time (didn’t help)
001 – there’s not really anything..nothing so far (like least)
002 – I don’t think there’s been times where my beads really haven’t
helped me (they are really helpful overall)
002 – some of the colors..of the beads..don’t like the black..it’s kind of a
sad color
003 – wearing them is a pain in the neck..they are so heavy..what a
necklace
004 – I wouldn’t say that the beads wouldn’t help me..it’s fun to look back
at the beads..it’s like looking at a scrapbook only it’s around your neck
and it’s jewelry
005 – only when they were accessing – they gotta access the port
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(treatment)..(probe: the beads didn’t help then?)..mm (nods no)
006 – (did not ask)

Aim 1: PROGRAM
PROCESS

Clinician Focus
Group:
How would you think
the
program could be
improved? Does
anybody have any
suggestions for
improvement?

Parent Survey:
What I like least about
the BOC Program.

Parent Focus Group:
How would you make
the BOC Program
better? Should other
parents encourage their
children to join BOC?

Child Interview:
What do you like least?
If you were in charge,
what do you think
would make BOC
better?

CLINICIAN FOCUS GROUP
P – bead for music therapy…one to give to parents for the role that
they’ve played..we’re all seeing the positive impact this is having on the
parents

M – sibling BOC…thankful there’s a program for the siblings

MO – staff beads..really important..connects the staff to the kids
more..you have your own beads you can connect with them

MA – thank you for the BOC Program..I really enjoy them for the kids,
myself..

R – excited to be involved (new to hospital)…it seems like a great
program

CLINICIAN SURVEY
011 – I like it all
012 – I like that new beads have come out for more things…I don’t
like the black bead for poke..wish beads were more colorful
013 – don’t like the black beads for pokes..patients get a ton of
pokes..seems a bit gloomy
014 – no response
015 – I love it
016 – no response
017 – did not know anything about it when I first started working
here..I didn’t understand what the program meant..didn’t make an
effort to participate
018 – younger patients would like many, many beads so they don’t
quite understand the meanings of some of the beads..beads are small and
I always worry about patients or siblings choking on the beads

Clinicians

Process
More beads “for music therapy”
and “to give to parents for the role
that they’ve played”
Sibling program
More staff beads, “connects the
staff to the kids more”
I really enjoy the beads, I like it all
Poke bead (black) “a bit gloomy”
Lack of understanding “I didn’t
understand what the program
meant”
Younger patients don’t understand

Parents

Process
Beads are not always available
More boy beads, more beads (more
individualization)

Note: Many “nothing” responses
(no improvements needed)

Note: all parents would
recommend the program
“I hope funding continues”
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020 – no response

PARENT SURVEY
A – sometimes beads are not available…not starting soon after
diagnosis..catching up was hard work
B – N/A
C – nothing
D – there isn’t anything I don’t like
E – there is nothing that I didn’t like
F – all is good, no problems
G – more “boy” beads with star wars, cars
H – nothing I don’t like about the program…it’s just difficult to keep up
with since our daughter has many things going on

PARENT FOCUS GROUP
CI – kind of along with the bumpy bead thing..maybe just a small section
with just a different colors or styles just something where it’s still fun and
exciting..kind of a personality thing to pick out with it..because they are
having a good day..just a little personality type one
CI (recommend) – absolutely
SW – a bead that dedicated to one where against all odds they survived..an
angel bead..something that symbolizes that..something bigger
happened on those days..a bead for maintenance..a week of chemo
SW (recommend) – yes..our son likes to do it everyday..we know some
people who’ve got this huge jar and they put them all in there..be able to
have the freedom to do it how you want and every way is the right
way depending on the personality of the child
..it is a very well thought out program and it’s been very helpful to our
family
SS – definitely
JD – yep, at least for their children
J – it’s a great program..I hope the funding stays because I think the
majority of the kids really like it..

Children

Process
Provide times for kids to “come in
and make their beads together”
“get more special beads”
“get more custom beads for things
they’ve done or accomplished”

Note: Most children did not
indicate ways the program should
be improved
“nothing”
“nothing comes to mind”
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CHILD INTERVIEW
001 – share it to everybody like as one..kids come in and make their
beads together
002 – get more special beads
003 – I can’t find anything wrong with it..I don’t’ think I could find
anything I would change..it’s fine how it is
004 – nothing comes to mind…(probe: feel free to tell me anything..it’s
all confidential and it’s going to improve)..it’s hard to understand ‘cause
you can see I’m a little bit stuttering right now..nothing really comes to
mind..nothing too bad..
004 (in charge) - that’s a tough question..when they have the BOC fair
(BOC event in Mesa)..kids could go have their own beads made..I thought
that was a very good thing..I would like to see more of that kids can come
in and ask for custom beads that they’ve done or accomplished
005 – no (shakes head no)
005 (in charge) – I think it’s okay
006 – no (shakes head no) / (probe..) no
006 (in charge) – no

Aim 2: PROGRAM
IMPLEMENTATION

(Participation)

Clinician Focus
Group:
Can anybody tell me
their experience
enrolling a patient in
the Beads of Courage
Program?

Parent Focus Group:
What do the beads
mean to you?

CLINICIAN FOCUS GROUP
MO – it’s really nice to sit down with a child..kinda talk about the
program..always really fun..always really exciting..especially the little
ones are usually more excited…they really want to tell their story

H-for adolescents it’s a really empowering tool..she’s a fairly quiet
girl..neat way for her to verbalize…she felt way more
empowered..powerful for the adolescents..sometimes they can’t verbalize
or have a hard time verbalizing their feelings about what they have been
through

R – kid had a hard stay in the hospital..a lot of procedures..she just lit
up..”I hadn’t realized we had that done that day and all this blood product”
…helped them realize everything she had gone through..opened up a
whole new way for her…

Clinicians

Storytelling/Communication
Spend time with children “really
nice to sit down with a child”

Communication with Children
Empowering tool

Reminder/Reflective Tool
Help patients reflect on
accomplishments

Parents
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Child Interview:
What do your beads
mean to you?

D – mom in tears…overwhelmed with what he had been through in last 3
months..it overwhelmed her…

M – teenage boy starting over..he asked for a new string whenever he
started…powerful way for him to take ownership..a powerful moment

PARENT FOCUS GROUP
SW – calendar of the last 9 months
CI – we made it through..how far we’ve come from the beginning and
where we are now..a calendar, a time stamp of everything that’s
happened that we’ve gone through
SS – it’s a reminder of something..not necessarily a great thing that she’s
gone through..something she’ll always have that other people don’t
have..every time she gets one she’s gone through something that most
people don’t and she’s gotten through it
JD - seconds that (agrees with SS)
J – it signifies the amount that he’s gone through..his bravery..kind of
overwhelming when you actually look at them..kind of blows you back to
see how much they’ve gone through..it signifies the strength that he’s
had and how much he has going through and how much we’ve all gone
through as a family…to see that he is that strong and he’s doing it, he’s
able to do it..it sums it up for you

CHILD INTERVIEW
001 – they mean..well it kinda shows me that I’ve been through
002 – I like them, I think they’re cool ‘cause it shows what I’ve been
through
003 – (did not ask what beads mean)
004 – an accomplishment that I’ve done throughout my entire treatment
005 – makes me remember
006 – I like having the beads because they show me that it’s all over now
and I don’t have to go through it again

Reminder/Reflective Tool
“a reminder of something”
“calendar of the last 9 months”
“a time stamp of everything that
has happened”

Accomplishment/Recognition
Strength
Bravery
Accomplishment
“something she will always have
that other people don’t have”

Children

Accomplishment/Recognition
An accomplishment

Reminder/Reflective tool
“shows me what I’ve been
through”
“makes me remember”
“show me that it’s all over now”
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Aim 2: PROGRAM
IMPLEMENTATION

Clinician Focus
Group:
Can anybody tell me
what a typical day
would be like when
you are doing the
Beads of Courage
Program?

Parent Focus Group:
How many strands or
total number of beads
does your child have in
their collection?

Child Interview: How
many strands or total
number of beads do
you have? Do you have
an act of courage bead?

CLINICIAN FOCUS GROUP
MO – checking in with the kids..seeing where they are at…very
individual to the children and families..let them lead

H – (clinic setting)..varying degrees of excitement…some patients it’s all
about the beads…they like their beads as soon as they finish…others we
remind..opens up other discussions between patients…patient driven
based on enthusiasm of the patient and busyness of the office
(RO) – (rehab) if I have a heads up on that there is a child who is
participating in BOC then I’ll ask them if they want a bead

PARENT FOCUS GROUP
CI – I honestly do not know the number..she’s 3 years in remission so
she’s got quite a bit..a couple hundred?
SW – he’s got between five and six hundred beads..we thought it was
about 10 feet long, but it’s 20 feet long
SS – one of the beads is yellow and one of the beads is black…yellow is
the hospital stay and black is the pokes…
JD – I can’t tell you how many because we just started putting it together
SS – she has a lot
JD – we’re almost full on one strand…it really puts things into
perspective..we’ve been doing this for almost 3 months now and you don’t
really pay attention…you pretty much know what the routine is going to
be..you just take it for granted what the routine is gonna be..and all of a
sudden you look at this strand and you look at the beads and you’re like
“hoooooley smoke!” Wow, she really has been in the hospital that many
days, wow….opens your eyes up
SS – I was going to put it together as it happened, but I found that that
would take a really long time
JD – I don’t think it looks as pretty
SS – absolutely not (agreeing with JD)
SS – once she gets old enough she’ll be able to arrange them how she

Clinicians

Implementation
“Very individual..let them lead”
“varying degrees of excitement”
“I’ll ask them if they want a bead”
“patient driven, ” and “I’ll ask them
if they want a bead”

Parent

Art
“not look as pretty”
How the story is told through the
beads..in order as treatment is
unfolding, or for visual
appeal…what it looks like

Implementation
Many parents did not know exact
number, but did mention that they
had a lot, or more than one “strand”
“between five and six hundred”
“she has a lot”
“we’re almost full on one strand”
“we have 4 strands that are
completely full”

Children

Implementation
most children commented that they
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wants to, for me it was kind of fun
J – I don’t know how many beads..we have 4 strands that are
completely full…this is his second round of treatment, he relapsed a little
bit under a year…so for his first round he has 14 rounds of chemo’s they
were all inpatient, 25 rounds of radiation, so he accumulated quite a few
beads then..this time, we’re outpatient..so he gets beads for finishing his
day of chemo so we’ve got a bit from this as well…4 strands..a lot

CHILD INTERVIEW
001 – I have my beads with me…there’s quite a lot…maybe 50 or so..it
is long (indicates on body where the strand would end if she was standing
up)
001 – (act of courage bead) does not know what an act of courage bead
is

002 – I have quite a few, I haven’t really put it together yet..waiting to get
done..I have a lot of poke beads
002 (did not ask about act of courage)
003 – I haven’t really been counting..but a lot of beads (has strand with
them)..nurses say that there’s at least a few hundred in there..now I can
prove to my brothers that I’m not the chicken of the family
003 – (act of courage bead)..yes..I’ve got this one they gave me in
October..and another one over here, and another here..these are 2 courage
beads ..another courageous one..really much that they say I have the
longest one so far
004 – We’ve actually sort of lost count..through the treatment now I have
like a mile long of beads ‘cause I’ve had a lot of blood transfusions, a lot
of pokes and pricks on my body..I’ve been through a lot..I have it actually
just a bit easier than others that are going through this..I’ve seen other
kids with their beads..I’ve seen just how long the strands get and I’m
just amazed at seeing a little kit with all those beads showing you that
they’ve gone through a lot and they’ve made it this far and how strong and
how much of a trooper that kid is..it’s amazing to see the beads..to share it

“have a lot” of beads.

4 out of the 6 children did not know
what an act of courage bead was
(implementation error)
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with all of their friends..joy to them..good thing to see a smile on their face
when they have all those beads and then look back on it and say “oh yeah,
I did that”
004 (act of courage bead) – I do know (given for interview)..I don’t
know what it really means
005 – left beads at home..(does not know how many she has)..I’m putting
them on the string..a foot (how long)..
005 (act of courage) – a what? (does not know what an act of courage
bead is or what it is for)
006 – (does not have beads with her)..my necklace is about this big (about
3 feet)…(does not know how many she has)..
006 (act of courage) nods head “yes”

Aim 2: PROGRAM
IMPLEMENTATION

Clinician Focus
Group:
Would anybody like to
share an experience
you have had with a
child participating in
Beads of Courage?

Clinician Survey:
Please share a story
about an experience
you have had with a
child participating in
the BOC Program.

Child Interview: Do
you talk about your
cancer and your beads

CLINICIAN FOCUS GROUP
MA – one little girl did not survive…important for the family to have
these beads afterwards…watching her and how important it was to her

P – when she finished treatment..professional picture of her..one of the
poses was with all her beads..parents’ very favorite picture

MA – event made a huge impact on several families…seeing how the
beads were made…cool for them to be involved

H – the very, very special beads at the end of treatment…very beautiful
special thing..makes them feel special

MO – tried to give him a purple heart..he thought it was girly..he relapsed
and restarted the program…he really wanted his purple heart..

CLINICIAN SURVEY
011 – took their beads everywhere they went
012 – patient at end of treatment..relapsed..started BOC again..he was
very much into collecting all the beads..it was amazing to watch a teenage
boy tell his story through his beads of courage

Clinicians

Implementation
Importance of beads in
bereavement

Pride with program

Photographed with beads, being
seen with the beads “took their
beads everywhere they went”

BOC event (organization identity)

Handmade beads “very, very
special beads”

Children continue in relapse
(program not avoided)
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with other people? 013 – I have many….female teenage patient…an amazing

distraction..really gave her a sense of pride
014 – younger kids get excited to show their beads
015 – teenage boy…relapsed…wanted to restart the BOC Program..he
always stayed on top of his beads..has them hanging in his room even now
016 – the minute the child life specialist talked to her about the beads
program she lit up…he had a great time picking her beads
017 – new to program…not an opportunity to see it in action
018 – while working in the clinic, the patients would rush to the BOC
box to get their latest beads
020 – one patient has a bead chain about 3-4 feet long..obtains beads for
every intervention..we always admire how many beads she has

CHILD INTERVIEW
001 – yeah, stood in front of my school and told them what’s going on
and what my beads mean..talked about my cancer
002 – I’ve showed them to my cousins..he tried playing with them..I
put it away
003 – I would if anyone asked..I just kind of have elder people like the
snowbirds this winter..they would just stare at me because I had lost my
hair by then..that was pretty annoying..one of my mom’s friends we told
her about the BOC over the internet because she lives in England..
004 – (did not ask)
005 – (did not ask)
006 – yes (nods)..(probe: and the beads help you talk to other
people?)..yes (nods)

Program Implement
patient driven
“patients would rush to the BOC
box”
“new to program, not an
opportunity to see it in action”

Children

Implement
Show them to others (peers, family)
Talked about my cancer

Aim 2: PROGRAM
IMPLEMENTATION

Clinician Focus
Group:
How does
implementing the BOC

CLINICIAN FOCUS GROUP
R – with the beads..helps them keep their story..I don’t think otherwise
that they would remember..everything that they have so courageously
come through…it opens..opens the lines between parents..doesn’t matter
..only speak Spanish or Vietnamese or English…they have that bead..they
just have undergone some of the similar things

Clinicians

Reminder/Reflective Tool
Helps them keep their story

Storytelling/Communication
Opens up lines of communication
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intervention help the
children you care for?

Parent Survey:
What I like most about
my child participating
in the BOC Program

Child Interview: Can
you tell me about a
time maybe when the
beads were really
helpful to you?

Artist Survey: What
do you think are the
related benefits of the
BOC Program for
participating children?

MO – we had a little infant that went through the BOC Program…mom
was very meticulous about getting all the beads..to tell him the story
when he was old enough to understand..you went through all this and
came out the other side…it was really important to them

CLINICIAN SURVEY
011 – gives them something to look forward to..helps them cope by
providing opportunities to talk about their illness..serves as a tangible
reminder of what they have been through..can serve as closure
012 – parents of young children so proud to have BOC to show children
when they grow up…patients are excited and proud to get new beads…use
the beads as a badge of honor
013 – something to look forward to..visible representation of their
accomplishments..routine of always getting beads..artistic expression
014 – gives them hope, shows how far they have come, shows others
what has occurred for the patient
015 – help the child and family see all they have accomplished..kids like
to work towards the beads..love to tell the story of how they got
them…provide good talking points for the kids…teens start
conversation because of their beads..beads tell the story of what they
kids have been through
016 – helps them verbalize…helps them track their journey..focus on
bravery
017 – motivate them as a way to collect beads…gives them tangible way
to express all they’ve been through..how brave they are
020 – more willing to have procedures done if they know they will get
a bead

PARENT SURVEY
A – made him aware of what he has been through, how far he has
come..sense of pride in accomplishment..reminder that there are more
good than bumpy days…journal of his cancer experience..show others in
a visible way..tells his story..now pokes are less frequent and spinal

“provide talking points for the
kids”
“providing opportunities to talk
about their illness”
“teens start conversation because of
their beads”
“helps them verbalize”
“to tell him the story when he was
old enough”

Accomplishment/Recognition
“use the beads as a badge of honor”
“shows how far they have come”
“badge of honor”

Happy/Encouragement
“gives them something to look
forward to”
“something to look forward to”
“more willing to have procedures
done if they know they will get a
bead”

Parents

Reminder/Reflective tool
“made him aware of what he has
been through, how far he has
come”

Storytelling/Communication tool
“show others in a visible way”
“tells his story” (visual change



137
taps
B – always helps that she will receive beads..give that light at end of the
tunnel
C – 5 month old..when she gets older it will be fun to go over everything
with her
D – she is an infant
E – gives others a chance to see what all she has gone through and the
necklace of beads is so beautiful
F – how they ..tuff times and look forward to picking out their colored
beads
G – it makes him smile
H – we like the symbolism of the beads and being able to see how far we
have come

CHILD INTERVIEW
001 – the first time I started them it made me feel good
002 – when I’m feeling sad..they make me happy…it shows me that I
am strong
003 – mmm..(no response)
004 – probably when I was really down…talking with her (staff) and
putting those beads on the strand was a lot of fun..trying to figure out how
many I had..looking back and already seeing how much I’ve gone
through was really fun and amazing to do..fun experience
005 – mmm..yeah (probe: it was good to have them there?)
006 – people ask me about what I’ve gone through..I can take out my
beads and remember what they are for and then tell them..that’s how
I know that I went through that…(probe: beads help you talk to other
people)..yes (nods)

ARTIST SURVEY
1 – a gift, a symbol of accomplishment, a connection to someone out
there who cares! A way to may my path on a journey to
recovery..marbles are popular..the feel of glass moving in the palm of the

noticed)
“gives others a chance to see what
all she has gone through”

Happy/Encouragement
“always helps that she will receive
beads”

Accomplishment/Recognition
“sense of pride in accomplishment”

Art
“beads are so beautiful”

Children

Reminder/Reflective Tool
“I can take out my beads and
remember what they are for”
“looking back and already seeing
how much I’ve gone through”

Happy/Encouragement
“make me feel good”
“they make me happy”
“really fun and amazing to do”

Artists

Accomplishment/Recognition
“testimony to the struggle”
“the reward”
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hand..grasp of ownership..that too accompanies beads of glass won in an
accomplishment

2 – the children get a small reward for each treatment…the reward
might take some of the stress and hurt away..good ice breaker between
patients

3 – the benefits of this program reach every aspect of the child’s
being..physically there is the simply joy of holding, sifting through and
choosing a bead..holding it is pleasurable..bringing pleasure is crucial to
healing..mentally/emotionally it’s also beneficial as a tangible record of
much intangible pain and suffering and fear..this often gets
neglected/forgotten in the effort to battle a physical threat..stands as a
testimony to the struggle, expresses what a child may not be able to..spirit
is lifted by receiving this gift..small token of acknowledgement

4 – the first time I saw a “strand of courage” I was stunned..having
this method of telling a story would enable the child to share their
experience, to get outside of themselves…it is a way of incorporating
art into their lives, of focusing on something that can be creative in the
face of their struggle..being “rewarded” for their acts of courage is an
acknowledgement by others.
5 – children can be competitive and see that getting a bead can complete a
strand..they can see other children’s beads and relate to the treatment
they have been through..talking with other patients is a benefit

6 – accomplishment..they are earning something tangible to show what
they’re going through..communication – its enabling them to physically
show people their journey..helping them not to withdraw inward, they
can use the strands to track their progress

Storytelling/Communication
“see other children’s beads and
related to the treatment”

Art
The feeling of the glass, the beads
“enable the child to share their
experience, to get outside of
themselves”

Implementation
Alleviate stress
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Aim 3: Outcomes

Clinician Focus
Group:
What difference has
this program made to
Banner Children’s
hospital community?

Parent Focus Group:
Are there ways the
beads have changed the
way you think about
the cancer treatment
that your child’s
getting? Changes you
see in yourself as a
result of participating
in the BOC Program.

Child Interview: How,
if at all, are you
different because of
getting the Beads of
Courage Program?

Child Interview: If
you had a friend with
cancer would you tell
your friend that they
should do this
program?

CLINICIAN FOCUS GROUP
P – it provides a starting point..an ice breaker..way to build
rapport..build trust..finding a common ground…when I walk into a
patient’s room and see their beads…strike up a conversation..show them
that I am interested..build a relationship from there..makes their
treatment easier…amongst staff we are able to talk about the success
stories..have something positive to focus on

MA - ice breaker..tends to open them up to tell…interaction with the
kids..for them to verbalize..they know, they know why they got that
bead…then you can talk about how that made you feel…I think that really
helps with that

PARENT FOCUS GROUP
SW – I certainly think it’s more positive..we were coming in day after
day for the shots and transfusions..and there was..were other ways that
they rewarded the child for getting through things like that..and the
beads..even though that’s a very small symbol, it means so much to
them..if you go to clinic and he misses getting the beads then next time
we’ve got to make sure that we catch up..something to look forward to
SW (changes in herself) – appreciating each day as a gift..each milestone
is a gift
CI – helped enlighten me as far as the courage..that she does carry and
that she’s had to portray every single day..how strong she’s been it all
points that out and then you see how many beads there are and how many
she’ll get just with one simple visit..there’s so many beads..she’s still
going through so much..it helps to see what they’re still going through..it
could be overlooked..
CI (changes in herself) – same thing..just being able to be there for her..see
how strong she’s been through it all..seeing where she’s come from and
how she’s faced strong through it all
SS – makes us more aware of what she’s actually going through..we

Clinicians

Storytelling/Communication
“An ice breaker”
“tends to open them up”
Build rapport, trust with patents
“show them that I am interested”

Happy/Encouragement
“something positive to focus on”

Parents

Happy/Encouragement
“it’s more positive
“Something to look forward to”

Accomplishment/Honor
“something she’ll be able to wear
proudly”

Reminder/Reflective Tool
“see how strong she’s been”
“makes us more aware of what
she’s actually going through”
“it’s a reminder to me”
“all the little itty bitty things”

Storytelling/Communication
“when we go through and talk
about it”
“It is a code, a special club”
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Artist Survey: Why do
you choose to
participate in the Beads
of Courage Program by
donating beads?

know she’s going through chemo, but you don’t think about all the other
times she has to have her broviac dressing changed…how many other
things go with it..I just think about the big poison that she is getting..so it’s
a reminder to me
JD – yes, you only think of the big things..you don’t think about allllllll
the little itty bitty things
SS – it’s something she’ll be able to wear proudly because she’s
finished with it
JD – and it’s a good idea just because..when you’re thinking like the
whole Pandora..you know..with the little uh..
SS – bracelets
JD – charms…you get charms for different things you do, you get beads
for every different thing..it’s interesting that you can only compare it
with someone who went through the same thing..you can either choose
to tell someone what the beads are…or you can say, sorry, it’s just
something that happened to me…it is a code..like the kids used to have…
SS – secret decoder rings
JD – decoder rings
SS – special club
SS – (changes in self) – it reminds me what she’s gone through, but it I
also a lot of fun..
JD - (changes in self) – if I put it together you’d sit there and think about
it a little more
SS – yeah (agrees with JD)
SS – you know, we had a hard time..it’s gonna be something we’re gonna
be able to look back at and tell her about
SS – it’s a reminder
JD – when you look at it and go “yeah” I remember that, you know
that…definately
J – it still sucks..its’ still hard..so no
J – (changes see in self) – I don’t know if I’d say changed…but it’s a great
thing that they do and it’s great to see the generosity of the different
organizations do..the Beads of Courage involves just the cancer in

“you can only compare it with
someone who went through the
same thing”

Children

Happy/Encouragement
“makes me feel more special”
“makes me feel happy”

Reminder/Reflective Tool
“you look back at the beads and see
what you have accomplished”
“it feels different, knowing that I
have something to remember”
“I have a story in the beads”
“It’s a reminder”

Note: 100% of all children asked
would recommend the program to a
friend

Artists

Personal
“love that I can share my adventure
(making beads) with kids”
“makes me happy”

Help others
“I donate to Beads of Courage”
“rewarding”
“I can give courage”
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general…its amazing how many people in organizations are out there
that try to shed some light and something positive for the kids…that’s
what the Beads of Courage does because it shows him how much he has
accomplished and how much he has gotten through and how brave he
is and he can visually see it when we go through and talk about it

CHILD INTERVIEW
001 – it feels different, knowing that I have something to remember,
like every poke
002 – it kind of makes me feel more special..talk about what I’ve been
through..I can show them what each bead represents
003 – now I feel like I don’t have to remember this day..these few years
because I don’t have to..it was such a bad few years being diagnosed and
having to go through all the treatment so I kind’a have the story in
beads
004 – knowing every time I go through something I get a bead for it..you
look back at the beads to see what you accomplished..it does make you
feel a little bit happier with the beads around your neck..’cause then it
shows what type of brave of a person you are that you’re going through all
of this and the beads are like an award
005 - yeah. Makes me feel happy.

006 – not really. (probe: just feel the same?). yes (nods).

CHILD INTERVIEW – RECOMMEND TO ANOTHER CHILD
001 – yeah
002 – yes..I would
003 – Yeah
004 – yeah, definitely
005 – Yeah
006 – yes

ARTIST SURVEY

“it makes a difference”
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1 – I am learning the art of glass and the healing of beads..I love that I can
share my new adventure with others especially kids

2 – the movie did it there are only so many groups in which one can
participate actively..BOC does not ask a lot from me but it is one of my
favorites..there is a sense of pride in saying I volunteer or I donate to
beads of courage

3 – it is as much for myself as it is for the program..I believe strongly in
the power of art in healing..I believe the way to treat any illness is by
treating it holistically..art always causes an emotional response and can be
employed as such in a positive way..I feel this is a part of treating that
“whole person”..the BOC embraces this philosophy..builds on it, helps to
create a positive outcome..feels good to contribute in this way..makes me
happy

4 – I cannot imagine having to go through what these children and their
families must endure..if I can do something that helps…I’m right there!
Knowing that something I’ve made will end up in the hands of a child and
signify a part of their life story is more rewarding than just about
anything else that I can do with my art..I envision the eyes of a child
with a touch more light, as they receive their next reward in this long
journey

5 – I think it is a great program..if I can give a bit of courage to get them
through the day then I could never give enough
6 – because it makes a difference to a child ..something that is valued,
and a meaning is attached to it, and it is kept forever by the child and
family…it’s a good thing to do..it’s different than sending money to a
faceless charity..I can’t tell you what it feels like when I’m allowed to visit
the ward at Oakland Children’s and meet some of the kids and parents,
and see 76 feet of beads draped on an IV unit, with one of my courage
beads in the middle.
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Aim 3: Outcomes

Clinician Focus
Group:
What if anything do
you do now that you
didn’t do before the
program began?

Parent Survey:
While my child has
participated in the BOC
Program I have learned

Parent Focus Group:
What, if anything, have
you learned from the
BOC Program?

Child Interview: Have
you learned anything
from being in the
program?

CLINICIAN FOCUS GROUP
H – This has to do with the staff beads that we get…I stop to remember a
lot more because I hang my beads at my desk…every time it catches my
eye and is a good reminder for me to stop..say a prayer for that family

M – helps with getting to know the patients..build rapport..opening up
communication with families…get even the quiet kids to start to talk

MA – seeing those beads, seeing what those kids have gone through,
wow, they’re really doing all of that..it’s not just what I do, it’s what
they’re going through

MO – Just seeing the program in action, seeing how much the kids and
families respond..they want to document this whole thing, they want to be
able to tell their story..seeing what it means to the families and the
patients…to us it may just be handing out a bead, but to them it really
means something..makes you see things through different eyes

P – I think it is comforting..it makes me feel better

R – I think it helps…it’s helped me be more aware just how strong the
kids are…shows them that they’re strong..I was really excited when I
came to this hospital that the program was here…see what the kids missed
out on at the other place

R – puts things in perspective..what is going on…everything they have
been through…helps humble me

CLINICIAN SURVEY
011 – not directly, but talking about patients’ beads with them has proven
to be a good ice breaker, way to build rapport
012 – love to introduce BOC to patients..use BOC to learn about their
diagnosis and journey..how they are feeling

Clinicians

Storytelling/Communication
“get even the quiet kids to talk”
“ice breaker”
“they want to be able to tell their
story”

Reminder/Reflective Tool
“Seeing the beads, what the kids go
through”
“Puts things in perspective”
“makes you realize what they have
been through, things we don’t see”
“helped me be more aware of how
strong the kids are”
“something that both the patients
and myself understand the
significance, creates a neat bond”

Happy/Encouragement
“it makes me feel better”
“I think it helps”
“kids motivated by beads”

Implementation
Staff beads that we get
Build rapport
comforting

Note: 3 clinicians indicate that they
did not change, or no change was
noted in their practice because of
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013 – absolutely…it is a great way for patients to see their
progress..something that both the patient and myself understand the
significance…creates a neat bond
014 –not really
015 – seeing the patient’s bead collection makes you realize what they
have been through…things done that we don’t see..makes you realize
how strong and amazing these kids really are
016 – makes me aware of how brave the kids are, how much they go
through
017 – helps give me perspective about everything these kids go
through..kids motivated by beads…use that motivation to increase PT
sessions
018 – yes, another connection with the patients and families
020 – not really

PARENT SURVEY
A – how important it is to recognize many hurdles and victories..put
them into perspective..as it gets longer and less colorful..we celebrate
the days when chemo is the only bead added..looking forward to many
survivor beads
B – to continually point out when she shows courage and praise her
C – we just got started..just learning
D – learned of another program that supports the children while dealing
with a difficult time
E – how strong my child is
F – how many procedures she went through and how strong she is
G – the meaning behind all of the beads
H – no response

PARENT FOCUS GROUP
CI – different ways of talking to her..helping her understand her
courage, just how special she is..it helped me get her through..it
enlightened me in ways to talk to her…the hard times, the good times..to

BOC

Parents

Storytelling/Communication
“to have conversations with her I
wouldn’t have thought to have”
“different ways of talking to her”

Reminder/Reflection
“how strong my child is”
“how many procedures she went
through”
“how much is really happening to
our daughter”
“how strong she is”
“reminding him of the different
things they didn’t see”

Accomplishment/Recognition
“helping her understand her
courage, how special she is”
“important to recognize many
hurdles and victories”
“shows courage and praise her”
“celebration of what you’ve come
through”
“all of a sudden you see this strand
and you’re like wow”

Happy/Encouragement
“something to look forward to”
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have conversations with her I wouldn’t have thought to have
SW – in the beginning when we were putting the beads together it was
very tough..the whole emotional side of it..but now you see the beads and
they’re so long and so colorful..it’s a form of celebration you’ve come
through so much and now you’re celebrating..you’ve got this 5 lb thing
around your neck..you’re adding to it daily..it’s a celebration of what
you’ve come through..as a whole family..it’s something the siblings can
talk..on the way here our son was pointing out which ones were for which
thing and the siblings were saying..”okay, what was the silver for..what
was this for..” reminding him of all the different things they didn’t see
when they were visiting on a day to day basis..things that went on
behind the scenes
JD – learned? How much is really happening to our daughter
SS – yeah (agreeing with JD)
JD – in our mind, especially for the first weekend, I can go over
everything in our head..but when you start putting these to…how many
times did she get poked, how many times did this happen…all of a
sudden you see this strand and your’re like “wooow!”
SS – it’s a reminder…otherwise you would forget..I honestly believe
that..you wouldn’t remember..
JD – we would remember. ..but not as much detail..I won’t be able to tell
you how many times blood was drawn..But beyond that, it’s not just
something you keep track of..you look at our daughter – “hey, she’s
getting healthy,” not how many times did she get poked this week or what
happened with this. So right there I think helps the parents out..for the
children if they’re older…so
J – I don’t know if it’s anything that I’ve learned. It’s unique in it’s
creativity to help give the kids something else to look forward to..I
don’t know if I would say that I’ve learned from it

CHILD INTERVIEW
001 – it’s nice to get stuff..it helps you if you meet another cancer
patient that is doing it you can see what they have..like different from

Art
“it gets longer and less colorful”
“it’s creativity”

Child

Storytelling/Communication
“it helps if you meet another cancer
patient that is doing it you can see
what they have like different from
you”

Implementation
“there are a lot of nice people in the
world that care about us..than
would like to help us go through
this”

Note: 2 of 6 children asked in the
interview did learn something
because of the program
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you…(kind of compare treatments)
002 – not really
003 – not really much..I had only started doing BOC in January so I had
lots of troubles
004 – there are a lot of nice people in the world that care about us…that
would like to help us go through this
005 – all the things that I remember…all the things I have done
006 – (shakes head no)
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