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ABSTRACT 

Purpose: The overall purpose of this qualitative research study was to gain a clear understanding 

of the experience of hope for parents who care for their child who was receiving treatment for 

childhood cancer. Specifically, the objectives were: (a) to gain an interpretive understanding of 

the hope experience and processes of hope for parents who have children who are undergoing 

treatment for cancer; (b) to describe and define parental hope and significant related concepts for 

parental caregivers of children undergoing treatment for cancer within their context; and, (c) to 

construct a tentative substantive theory that is grounded in the experiences of parents who care 

for their child with cancer. 

Research Design: Qualitative: Constructivist Grounded Theory. 

Sample and Setting: The study sample included 16 parents who were caring for their children in 

treatment for cancer at a Western Canadian Cancer Centre. 

Methods/Procedure: Using purposive theoretical sampling, 16 parents were invited to 

participate in this grounded theory study. Thirty three open-ended, in depth, face-to-face 

interviews were conducted using a flexible interview guide, and fourteen journals with daily 

entries over a two week period were collected. The interviews were audio-taped, and both the 

interviews and the journals were transcribed verbatim, organized and stored using ATLAS.ti 

software. Analysis of the data was conducted using Charmaz’s (2006) constructivist grounded 

theory approach. 

Findings: A developing, substantive grounded theory was constructed in which hope was 

identified as vital to parents of children who were in treatment for cancer. Parental hope was 

defined as an essential, powerful, deliberate, life sustaining, dynamic, cyclical process that was 

anchored in time, and was both calming and strengthening, and provided inner guidance through 

the challenging experience of preparing for the worst and hoping for the best. Parental hope 
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helped parents to maintain a positive attitude and to seek growth during their experience of 

caring for their child who was in treatment for cancer. The parents’ main concern was ‘fearing 

the loss of hope’, and this was ameliorated by the basic social process of ‘keeping hope possible’ 

through accepting reality, establishing control, restructuring hope, and purposive positive 

thinking. 

Conclusions: Parents journey through numerous transitions related to the treatment phase of 

cancer that causes feelings of uncertainty, anxiety, stress, and loss of control. To minimize these 

adverse experiences, nurses can support parents’ ability to  keep hope possible, and thus, to 

optimize their well-being by understanding, assessing, and supporting parental hope.
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INTRODUCTION  

 

A GROUNDED THEORY STUDY OF PARENTAL CAREGIVERS WHO HAVE 

CHILDREN IN TREATMENT FOR CANCER: KEEPING HOPE POSSIBLE 
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1.0 Introduction 

To develop a clear understanding of what hope is like for parents who have children in 

treatment for childhood cancer, a constructivist grounded theory design was used to explore 

parents’ hope experiences. Specifically, the objectives were: (a) to gain an interpretive 

understanding of the hope experience and processes of hope for parents who have children who 

are undergoing treatment for cancer; (b) to describe and define parental hope and significant 

related concepts for parental caregivers of children undergoing treatment for cancer within their 

social context; and (c) to construct a tentative substantive theory that is grounded in the 

experiences of parents who care for their child with cancer. 

The study proceeded following ethical approval from the Saskatchewan Behavioural 

Research Ethics Board on July 20, 2011 (Appendix A), and operational approval from the 

Saskatoon Cancer Centre on August 9, 2011. One revision relating to ethics was submitted on 

November 3, 2011 requesting that second interviews take place in person, as well as by 

telephone to provide parents with an option. Parents requested this change as they found it more 

convenient to interview in person at the cancer centre when their child was receiving treatment. 

This amendment was approved on November 11, 2011. 

Data collection and analysis took place from August 9, 2011, through early September 

2012, a period of 13 months. Sixteen participants took part in 33 interviews, and 14 hope 

journals were written over a two week period. Two participants were interviewed only once (and 

did not submit hope journals) because they did not return follow up contacts. Fourteen 

participants were interviewed a second time to follow up with the first interview, and three 

participants were interviewed a third time to validate the findings of the study. All three 

participants stated that the conceptualization of the theoretical model resonated with them, and it 
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described their hope experience well. One parent specifically stated that it was “exactly right”, 

and that it confirmed her experience.  

While conducting this study, I engaged in a reflexive process of exploration personally, 

and with the data and the families with whom I had the privilege of working. It was a time of 

mixed emotions, triumphs and tribulations, but undoubtedly, it was a time of tremendous growth 

and development, both personally and academically. As a researcher, I had the privilege of 

hearing about many parents’ joy when they discussed family celebrations including Halloween, 

Christmas, Easter, and their children’s’ birthdays. I also shared in their sorrows when hospital 

stays were unplanned, lasted longer than anticipated, or when they received negative results 

about their child’s health. Through these many experiences, I learned about the strength and 

courage that hope provided for parents, and exactly what it meant when one said, ‘hope guides 

me’, or that ‘hope is the calm in the storm’. I learned that one can live through and survive a 

traumatic, life altering event, and that there is always hope. Specifically, I saw first-hand, the 

strength, the courage, and the hope of the human spirit. 

I cannot even begin to compare my personal and academic challenges during the course 

of this research to those of the parents who participated in this study, but I can say, that like the 

parents, I experienced many transitions and related periods of uncertainty and stress. I was 

fortunate to have the support of my co-supervisors, family, and friends during these trying times. 

More than that, as I reflect on the research process and on the parents’ experiences, I learned 

how to experience, albeit vicariously, a new appreciation for life, my children, and family. This 

was an unexpected gift - a true blessing, and in many ways, it has changed the way in which I 

live my life. I feel honoured and so very privileged to have met so many wonderful parents who 

allowed me to share their experiences. Their strength, courage, and spirit continue to amaze and 
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inspire me. It is my hope that I have truly and adequately expressed their hope experiences and 

stories so that others may learn from them, and so that we all can better assist other parents and 

families in their health care experiences. 

1.1 Organization of the Dissertation 

This dissertation is organized and presented in a Manuscript-style format in which three 

manuscripts are presented and integrated. The first section includes an introduction to the overall 

dissertation research and a literature review. Since the proposal was initially approved by my 

dissertation committee, I have updated and revised the literature review. The literature review 

presents a methodological critique and synthesis of the findings from 14 research studies related 

to the hope of parents who have children with a variety of childhood illnesses to highlight what 

is, and what is not known about parental hope. Suggestions for future research are included in 

this manuscript, and a table of the research studies (Table 1.1), and two tables (Tables 1.2 and 

1.3) presenting the format by which the qualitative and quantitative studies were evaluated are 

also presented. 

The second section contains elements from the initial proposal for the study that were 

written in the future tense and originally followed the format of a Saskatchewan Health Research 

Foundation (SHRF) New Investigator Establishment Grant Application (2011). The proposal has 

been reformatted to meet the requirements of this dissertation. In this section, an overview of the 

research plan is presented and it includes the purpose and objectives of the study, the research 

approach (design, setting, sample, data collection, and analysis), ethical considerations, as well 

as a timeline. A supporting letter (Appendix B), a letter to the recruitment collaborators 

(Appendix C), a letter of introduction for parents (Appendix D), the consent form (Appendix E), 

demographic form (Appendix F), interview guide (Appendix G), guide for parents for keeping a 



 

 5 

hope journal (Appendix H), and the research brochure (Appendix I) are included in the 

appendices at the end of the dissertation.  

Section three contains the first manuscript titled: Viewing the Art and Science of 

Pediatric Nursing Through the Lens of Paradigms: The Impact on Hope for the Future. This 

manuscript presents a critical examination of the literature related to parental hope through the 

lens of paradigms, and suggests that a multiparadigmatic approach to understanding the 

complexities of parental hope is necessary. This manuscript was published in the Journal for 

Specialists in Pediatric Nursing. A letter of permission from the Journal for Specialists in 

Pediatric Nursing to include the published manuscript titled: Viewing the Art and Science of 

Pediatric Nursing Through the Lens of Paradigms: The Impact on Hope for the Future in my 

dissertation is included in Appendix J at the end of the dissertation.  

Section four contains the second manuscript titled, A Grounded Theory Study of Parental 

Caregivers who have children in treatment for Cancer: Keeping Hope Possible.  For submission, 

this manuscript will be reformatted using the author guidelines of the Journal of Pediatric 

Oncology Nursing, and will follow APA style (Sixth edition, 2009). This section is a 

presentation of the major findings of the constructivist grounded theory analysis. Tables 

depicting the participant characteristics (Table 4.1), the coding process (Table 4.2), and a figure 

illustrating the basic social process of ‘Keeping Hope Possible’ (Figure 4.1), are presented in this 

manuscript. 

Section five contains the third manuscript titled Parental Narratives of Their Care Giving 

Experiences with Their Children Who are in Treatment for Cancer: Restitution, Chaos, and 

Quest. This manuscript will be reformatted using the author guidelines for submission to the 

Journal of Pediatric Nursing, and will follow APA style (Sixth edition, 2009). This manuscript 
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was a planned in-depth analysis of the data taken from a qualitative study, and it describes the 

unique nature of the parents’ caregiving experiences as they cared for their child who was in 

treatment for cancer. The parents’ stories were organized and categorized into Arthur Frank’s 

(1996) three narrative types including restitution, chaos, and quest. Although parents presented 

their narratives in a similar chronological order, they reported varied experiences while caring 

for their child during cancer treatment. The narrative analysis provides an insider’s perspective, 

and therefore, a clearer understanding of these parents’ unique and complex experiences. In this 

manuscript, implications for nursing practice and research are discussed, followed by a brief 

conclusion. A table introducing and adapted from Frank’s (1996) three narrative types (Table 

5.1), and a table defining the participant characteristics (Table 5.2) are contained in this 

manuscript. 

The final section, section six, consists of the implications of the findings, an overall 

conclusion, and the reference list.  

1.2 Review of the Literature 

1.2.1 Introduction 

Parents of children who have been diagnosed with, and are in treatment for childhood 

cancer face a reality that is not only incomprehensible, but also devastating (Brody & Simmons, 

2007; Nicholas et al, 2009). In addition, the months, the potential years of treatment, and the 

resulting uncertainty, life changes, family disruptions, and challenges to role functioning are 

formidable eventualities (De Graves & Aranda, 2008; McGrath, 2000). The result may include 

feelings of despair, hopelessness, stress, exhaustion, and poor health (Grootenhuis & Last, 1997; 

James et al., 2002). Consequently, nurses who care for parents who are caregivers of their 

children in treatment for cancer, must develop the ability to provide comprehensive, holistic, 
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family centered nursing care (Kylma & Juvakka, 2007). This care is dependent upon holistic 

assessments that consider the physical, psychosocial, and spiritual domains of parental health.  

Parental hope is an integral component of such assessments (Forte, 1997; Horton & Wallander, 

2001; Kylma & Juvakka, 2007). However, given the limited knowledge about parental hope, 

nurses may find it to be difficult to understand, or assess. 

A review of the current state of the scientific literature related to parental caregivers of 

children in treatment for cancer is necessary for informing and advancing current health care 

practice, and for offering direction and guidance for future research in pediatric oncology. 

Hence, the purpose of this manuscript is to report the results of a review of the current literature 

related to the hope of parental caregivers of pediatric clients in treatment for childhood cancer. 

1.2.2 Background 

Hope has been researched, discussed, and utilized within and across a number of 

disciplines such as theology, psychology, sociology, medicine, and nursing. The literature from 

these disciplines recorded a common theme in which hope was described as a unique, complex, 

and multidimensional construct that is important to human beings and a valuable psychosocial 

resource within patient populations (Snyder, 2000). Nursing scholars, Farran, Herth, and 

Popovich (1995), for example, identified hope as a key and unique experience of human beings.  

“It functions as a way of feeling, a way of thinking, a way of behaving, and a way of relating to 

oneself in one’s world” (p. 6). Psychologists describe the process of hope as creative, 

imaginative, and transformative, and it is complex and difficult to measure (Jevne, 1991). Jevne 

(1991), a psychologist, also stated that hope has a temporal aspect, is experienced in the 

cognitive realm, is relational, shared, and is present in all dimensions of one’s life.  Nursing 

scholars, Dufault and Martocchio (1985) defined hope as a “multidimensional, process-oriented, 
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dynamic, life force characterized by a confident yet uncertain expectation of achieving a future 

good, which, to the hoping person is realistically possible and personally significant” (p. 380). In 

their metasynthesis of 14 qualitative research studies dealing with the hope of family members 

caring for a person with chronic illness such as cancer, Duggleby et al (2010) found that hope 

was important, independent of age, relationship, or setting. These nurse researchers defined hope 

as “transitional dynamic possibilities within uncertainty” (p. 148).  This definition is useful 

because it is broad, independent of age and relationship, and highlights the dynamic nature of 

hope as well as the notion of uncertainty that is also prevalent in the literature related to parents 

and their hope. Together, the above mentioned findings support hope as being complex, 

multidimensional, and important to human beings. 

Many researchers have suggested that hope is an important psychosocial resource in the 

face of adversity (Eliott, 2005; Farran, Herth, & Popovich, 1995; Snyder, 2000).  For example, 

Taylor (2000) stated, “a hopeful approach to health may provide much needed strength and 

solace” (p. 368).  Thus, hope has been described, generally, as a personal psychosocial response, 

but it has also been identified and examined as an important clinical construct in caregivers of 

adult and pediatric family members with cancer (Benzein & Berg, 2005; Borneman, Stahl, 

Ferrell & Smith, 2002; Connelly, 2005; De Graves & Aranda, 2008; and, Kirpilani, et al., 2000).  

Levels of hope have also been described as having significant, positive relationships with coping 

(Eapen, Mabrouk & Bin-Othman, 2008; Farran, Herth & Popovich, 1995; Herth, 1993; Jevne, 

1991).   

Current theories of hope emphasize the importance of understanding the actions, 

processes, and conditions of hope, especially for those dealing with difficult life circumstances 

(Farran, Herth, & Popovich, 1995; Jevne, 2005; Snyder, 2000). Parents who become caregivers 



 

 9 

for their children in treatment for cancer, may experience disbelief, feelings of being 

overwhelmed, and exhaustion (Barrera et al., 2004; Sawyer, Streiner, Antoniou, Rice, & 

Baghurst, 2000; Sloper, 2000).  Some studies have suggested that while some parents who care 

for their children with cancer, have reportedly coped well, many other parents suffered from 

anxiety, despair, stress, emotional instability, and disruption of family life and roles (Grootenhuis 

& Last, 1997; James, et al., 2002).   

The importance of hope for parents of children who are in treatment for cancer is 

emphasized in three studies (Kylma & Juvakka, 2007; Liu & Yeh, 2010; Salmon et al., 2012). 

Moreover, hope emerged as an important finding in several studies describing the experience of 

parents of children with cancer and other chronic illnesses (Angstrom-Brannstrom, Norberg, 

Strandberg, Soderberg, & Dahlqvist, 2010; Bjork, Wiebe, & Hallstrom, 2005; Fletcher, 

Schneider, & Harry, 2010; Huang, Mu, & Chiou, 2008; Kars et al., 2010; Larson, 1998; Patistea, 

Makrodimitri, & Panteli, 2000; Wong & Chan, 2006). For example, Larson (1998) revealed that 

Mexican mothers caring for their children with disabilities described hope as essential to their 

optimistic caregiving, even in difficult or trying times. 

Unfortunately, there are only a few research studies that focus specifically on the hope of 

parents who have children in treatment for childhood cancer. There are only three studies that 

focused on parents of children who were receiving treatment for cancer (Kylma & Juvakka, 

2007; Liu & Yeh, 2010; Salmon et al., 2012). All three studies included participants who were 

parents of children in active treatment, whose treatment was completed, and who are survivors.  

The purposes of this updated literature review were to gain an understanding of the current 

state of knowledge related to the hope of parents who have children in treatment for cancer. The 

literature search was repeated between May 2011 and August 2012, and new studies were 
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isolated and were included along with the original studies that were found between December 

2010 and January 2011. The review includes a methodological critique and synthesis of the 

overall findings of the studies reviewed, identification of gaps in knowledge, and 

recommendations for future research. 

1.2.3 Methods 

1.2.3.1 Data sources and study selection. A literature review was conducted to find the 

scientific literature related to parental caregivers of children who were receiving treatment for 

cancer and their related hope experiences. The following inclusion criteria were used in selecting 

the studies in this review: (a) the studies had to be located in peer-reviewed journals between 

1989 and 2012 and had to be written in English; (b) the studies had to deal with parents as 

caregivers for their children who were 18 years of age, or younger; (c) the child or adolescent 

with cancer had to be diagnosed with any type of cancer; and (d) the studies had to examine the 

hope of parental caregivers as part of its objective. Opinion, or discussion papers were 

eliminated, but both qualitative and quantitative studies were retained. 

Electronic searches were conducted between May 2011 and August 2012, following a 

similar search done in December 2010 to January 2012. Five databases were searched including 

Medline, CINAHL, PsychINFO, Web of Science, and The Cochrane Library. In addition, a 

Google Scholar search and review of Pro Quest Dissertations and Theses was completed. The 

keywords, subject headings, and search terms included “advanced childhood cancer”, 

“neoplasms”, “family caregivers”, “parental caregiver”, “parents”, “mothers”, “fathers”, 

“pediatric oncology”, and “hope”.  This search netted three research studies. Because of the 

paucity of research, the use of terms were ultimately broadened to include, “chronic illness”, 

“life limiting illness”, and “life threatening illness”, as well as individual words for pediatric 
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chronic illnesses such as “leukemia”, “soft tissue sarcomas”, “lymphomas”, “spina bifida”, and 

“cerebral palsy”. Following this expanded search, 11 research studies were identified. A 

secondary search was initiated by hand searching the reference lists of the included studies, 

resulting in no additional studies. 

1.2.4 Results 

A total of 318 studies were found, and each one was carefully read to determine its fit with 

the inclusion criteria. Only three of the studies examined the hope of parents who had children 

who were receiving treatment for cancer, although only some of the children in each of the study 

samples were in active treatment. The remaining 315 studies had to be excluded because the 

study samples were not composed of parents, did not involve children or adolescents in treatment 

for cancer (ages 0-18), or, the hope of parental caregivers was not a related variable intended for 

study.  

Therefore, the inclusion criteria were expanded to include studies of parents with children 

who had any chronic life limiting (LLI) and life threatening illness (LTI). The decision to 

broaden the literature search was based on the potential similarities that may be present, as well 

as the insight that may be gained from the examination of the experiences of parents of children 

with LLIs and LTIs. According to the World Health Organization (WHO, 1998), illnesses such 

as HIV, cancer, advanced cancer, muscular dystrophy, and cystic fibrosis share many prevalent 

symptoms.  In addition, the Association for Children’s Palliative Care (ACT, 2009), the 

International Children’s Palliative Care Network (ICPCN, 2008), and WHO (1998), for example, 

contended that children and adolescents with these conditions and their families had similar 

needs and required similar management including spiritual, psychosocial, physiological, and 

social support and care.  
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Because of the expanded inclusion criteria, 11 additional studies from the original 318 

studies were selected for this review. Thus, a total of 14 studies on the hope of parental 

caregivers for pediatric clients with LLIs or LTIs were retained in this literature review. Two of 

these studies were new since the last search was conducted (Liu & Yeh, 2010; Salmon et al., 

2012). These studies were summarized according to specific criteria including the study 

reference and country of origin, study purpose, population, design, instrument(s), and results (see 

Table 1.1).  

 

Table 1.1   Studies Investigating Hope and Parents of Children with Chronic Illness (n=23) 
 

Study 

Reference 

and 

Country of 

Origin 

Study 

Purpose 
Population 

Study 

Design 
Instrument Results 

Amendolia, 

B. (2010)  

 

 U.S.A 

 Nursing 

To 

examine 

the 

concept of 

hope in 

parents 

who have 

critically 

ill 

newborns 

19 articles Concept 

analysis 

Literature 

review using 

CINAHL, 

MEDLINE 

PsycLIT 

Literature is sparse 

from perspective of 

hope and parents in 

NICU. Suggestions 

for future hope 

research provided.  

Neonatal nurses are 

provided with 

suggestions to foster 

hope. 

*Angstrom-

Brannstrom, 

Norberg, 

Strandberg, 

Soderberg, 

and 

Dahlqvist 

(2010 ) 

 

 Sweden  

 Nursing 

To 

describe 

parent’s 

narratives 

about what 

comforts 

their child 

who 

suffers 

from 

cancer. 

9 parents 

(eight 

mothers and 

one father) 

of children 

aged three 

to 9 years 

undergoing 

their first 

treatment 

Qualitative 

content 

analysis 

Interviews Five themes and 

several subthemes 

identified. Nurses 

provided hope 

through honest 

information, and 

commitment to 

achieve cure. 

Talking to other 

parents offered hope 

for their child’s 

recovery and 

survival.  Treatment 

and recovery had 
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parents vacillating 

between despair and 

hope. 

*Bjork, 

Wiebe, and 

Hallstrom 

(2005)  

 

 Sweden 

 Nursing 

To 

discover 

the 

families 

lived 

experience 

when a 

child is 

diagnosed 

with 

cancer. 

17 mothers, 

12 fathers, 

five patients 

with cancer, 

and five 

siblings (17 

families) 

Hermen-

eutic 

phenomen-

ology 

Interviews Parents describe a 

two-fold theme of ‘a 

broken life world’ 

and ‘strive to 

survive’.  Family 

members strove to 

feel hope to reduce 

feelings of fear and 

powerlessness. Hope 

helped family 

members to acquire 

new knowledge, 

gain control, and 

maintain normalcy 

in their family life. 

De Graves 

& Aranda 

(2008)  

 

 Australia 

 Nursing 

To explore  

families of 

children 

with a 

relapse in 

cancer; to 

question 

what 

influences 

care; and 

to 

challenge 

current 

practices. 

17 parents: 

12 Mothers; 

and 5 

Fathers of 

children 

aged 2-16 

years with 

recurring 

childhood 

cancer 

Prospective 

Critical 

Ethnog-

raphy 

 

 

 

In-depth 

interviews 

Parents fluctuate 

between hoping for 

a cure and 

contemplating death 

as they face the 

uncertainty of their 

child’s prognosis. 

Uncertainty impacts 

decision-making and 

prognostic 

communications 

*Eapen, 

Mabrouk, 

and Bin-

Othman 

(2008)  

 

 Medicine 

 United 

Arab 

To 

identify 

parental 

attitudes, 

children’s 

self-

perception  

and 

families’ 

38 families 

with 

leukemia, 

30 families 

with 

juvenile 

diabetes 

and 30 

control 

Cross-

sectional 

Arabic 

version of 

Harter’s Self 

Perception 

Profile for 

Children 

(SPPC), and 

the parent 

version. 

Parental hope was 

one of the most 

important factors 

that contributed to 

improved coping in 

children with 

leukemia. 
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Emirates coping in 

families 

who have 

children 

diagnosed 

with 

cancer. 

subjects. 

*Eapen and 

Revesz 

(2003) 

 

 Medicine  

 United 

Arab 

Emirates 

To 

identify 

psycho-

social 

factors and 

illness 

variables 

that are 

associated 

with 

childrens’ 

and 

parents’ 

ways of 

coping 

with 

cancer. 

38 cancer 

families. 

Cross- 

sectional 

Semi-

structured 

interviews 

and Harter’s 

Self-

perception 

profile 

(Arabic 

version) 

Parental hope is one 

factor that is integral 

to patients and 

families in coping 

with the cancer 

experience. 

*Fletcher, 

Schneider, 

and Harry 

(2010) 

 

 Canada  

 Unknown 

To 

examine 

the lived 

experience 

of mothers 

of children 

with 

cancer at 

diagnosis, 

during 

treatment 

and the 

period 

following. 

9 mothers 

of children 

aged 9 

months to 7 

years of 

children 

with 

cancer, and 

three health 

care 

workers. 

Phenomeno

logy 

In-depth 

interviews 

Five subthemes of 

coping were 

identified, including 

hope. In part, hope 

offered mother’s 

something to hold 

onto and strength in 

difficult times.  It 

helped them to 

continue their 

journey.  

Mother’s hoped their 

child would recover. 
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Forte 

(1997) 

 

 

To study 

the 

meaning 

of hope in 

family 

caregivers 

of 

children 

with 

sickle cell 

anemia. 

7 Female 

family 

caregivers 

of children 

with sickle 

cell anemia. 

Phenomenol

ogy 

Photo-

interviewing 

Four themes 

revealed include: 

connectedness, 

manifestations of 

normalcy, promotion 

of a therapeutic 

health care regimen, 

and anticipation of 

the future. Hope is 

multi-dimensional, 

dynamic, enduring 

and ever-changing 

process that enables 

family caregivers of 

children with sickle 

cell anemia to adapt 

to caregiving 

situations. 

Horton & 

Wallander 

(2001) 

 

 U.S.A. 

 Unknown 

To 

investigate 

social 

support 

and hope 

and how 

they relate 

to distress. 

111 mothers 

of children 

aged 5-18 

years with 

chronic 

physical 

conditions. 

Cross-

sectional 

study 

Hope Scale  

Social 

Support 

Question-

naire-6  

Brief 

Symptom 

Inventory 

Hope and social 

support were 

negatively 

associated with 

distress in mothers.  

Perceptions of hope 

moderated the 

relationship between 

disability-related 

stress and 

maladjustment.  

Hope did not seem 

to mediate the 

relationship between 

social support and 

distress. 

*Huang, 

Mu, and 

Chiou 

(2008)  

 

 Taiwan  

 Nursing 

To explore 

how 

family 

resources 

assist a 

single 

parent 

family in 

caring for 

a child 

with 

cancer. 

Five single 

mothers and 

four single 

fathers of 

children 

aged six-15 

years who 

have 

cancer. 

Phenomeno

logy 

(Colaizzi) 

Open-

question 

interviews. 

Five major themes 

were identified, 

including hope 

kindled by credible 

professionals. 

 

Parents never 

abandoned hope and 

always felt that there 

was hope for 

recovery 
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*Kars, 

Grypdonck, 

Beishuizen, 

Meijer-van 

den Bergh, 

and van 

Delden 

(2010) 

 

 The 

Netherlands 

 Nursing/

Medicine/ 

Psych/ 

Ethics 

To 

identify 

the main 

factors 

that 

influence 

the 

transition 

from 

preserving 

life to 

letting go, 

from a 

parents 

point of 

view. 

44 parents 

of children 

aged six 

months to 

16 years 

with 

incurable 

cancer. 

Grounded 

Theory 

(Charmaz) 

Open 

interviews 

Parents struggle 

between letting go 

and preserving life 

is influenced by 

many factors.  

Letting go is 

supported by a 

number of factors, 

including hope: 

hope relieved 

distress related to 

loss; in part hope 

helped parents to 

move towards 

preservation.  

Parents hoped for a 

future involving a 

more positive 

outcome than the 

one expected, and 

hoped for a cure. 

Hope changed over 

the course of illness 

from hope for a 

cure, to hope for 

stabilization to hope 

for no suffering and 

a peaceful death. 

 Hope delayed 

confrontation with 

loss. 

Kauser, 

Jevne, & 

Sobsey 

(2003) 

 

 U.S.A.  

 Unknown 

To study 

the hope 

in families 

with kids 

who have 

significant 

disabilities 

and to 

identify 

what 

facilitates 

hope. 

19 parents 

of children 

aged 3-18 

years with a 

variety of 

disabilities. 

Case Study Face-to-face 

and internet 

interviews 

Hope was identified 

as a dynamic 

process that assisted 

parents to reframe 

their lives in view of 

their experience.  

Hope was shaped by 

both their inner and 

external resources. 
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Kirpilani et 

al. (2000) 

 

 Canada 

 Medicine 

To 

investigate 

parental 

hope and 

NPEs as 

predictors 

of quality 

of life in 

children 

and youth 

with spina 

bifida 

121 parents 

of children 

aged 5-12 

years, and 

60 parents 

of 

adolescents 

aged 13-20 

years with 

spina bifida 

Cross-

sectional 

Study 

HRQL 

instrument 

 Miller Hope 

Scale  

Neonatal 

physical 

examination 

For both age groups 

parental hope was 

more strongly 

associated with 

health related 

quality of life than 

with current or 

neonatal health 

status.   

Kylma & 

Juvakka 

(2007) 

 

 Finland 

 Nursing 

To 

describe 

hope in 

parents of 

youth with 

cancer. 

9 parents of 

adolescents 

aged 12-17 

years with 

cancer. 

Descriptive 

exploratory 

Focused  in-

depth 

interviews 

Hope is a life 

promoting factor 

and implies an 

orientation towards 

the future.  Hope is 

associated with the 

cancer patient, care, 

caregivers, finances, 

faith, others, and 

pets. 

*Larson 

(1998) 

 

  U.S.A 

  Unknown 

To 

examine 

the 

subjective 

well-being 

of mothers 

who have 

children 

with 

disabilities 

Six 

Mexican-

origin 

mothers 

with 

children 

aged five to 

11 years 

who have 

disabilities. 

Case Study In depth 

interviews 

and 

observation. 

Sustaining hope was 

tenuous and 

essential for mothers 

in their maternal 

work. 

There was tension 

between mother’s 

hope and their 

child’s current 

circumstance which 

acted as a driving 

force to continue 

caring for their 

child. 

By understanding 

the tension and the 

link to hope, health 

care professionals 

can address 

emotional issues for 

these families. 
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Liu & Yeh 

(2010) 

To 

identify 

the 

characteris

tics of 

uncertain-

ty and 

distress 

and if 

mothers 

differed 

on quality 

of life and 

hope. 

200 

mothers of 

children 

with cancer 

Correlation

al Study 

Parental 

Perception 

of 

Uncertainty 

Scale, the 

Symptom 

Checklist-

35-Revised, 

the Short-

Form 36 

Health 

Survey, the 

Herth Hope 

Index, 

demograp-

hic form 

Maternal hope alone 

did not predict four 

subgroups of 

mothers based on 

uncertainty and 

distress. Mothers 

with the lowest 

level of uncertainty 

and distress 

reported the best 

quality of life and 

had higher hope 

scores than the 

other three 

subgroups. 

Mednick, 

Cogen, 

Henderson, 

Rohrbeck, 

Kitessa & 

Streisand 

(2007) 

 

 USA 

 Medicine 

To explore 

the 

relation 

between 

hope and 

anxiety in 

mothers of 

children 

with Type 

1 

Diabetes. 

75 mothers 

of children 

aged 2-5 

years with 

Type 1 

Diabetes 

Mellitus. 

Cross-

sectional 

General and 

medical 

question-

naire 

 

The State-

Trait 

Anxiety 

Inventory  

The Hope 

Scale 

Hope has a strong 

inverse relationship 

with distress.  Hope 

may help to protect 

against anxiety in 

mothers of very 

young children with 

Type 1 Diabetes. 

*Patistea 

(2000) 

 

 Greece 

 Nursing 

To 

examine 

parental 

reactions, 

and 

resources 

following 

a child’s 

diagnosis 

of 

childhood 

leukemia. 

41 mothers 

and 30 

fathers of 

children 

with 

leukemia 

receiving 

therapy as 

outpatients 

(ALL and 

AML)(age 

of children 

unknown) 

Qualitative 

content 

analysis. 

Semi-

structured 

interview 

and 

question-

naire 

Among other 

processes, hope 

allowed the parents 

to accept the 

diagnosis, accept its 

implications and to 

keep caring for their 

child and family. 

Hope was the most 

helpful factor in 

facing the diagnosis 

of leukemia 

Hope is an 

important area for 

professional 

intervention and 

nurses should 

temper hope with 

reality. 
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Reder & 

Serwint 

(2009) 

To 

examine 

hope for 

families 

and 

pediatric 

health 

care 

givers 

during a 

child’s 

serious 

illness 

12 bereaved 

parents 

(9 mothers; 

3 fathers), 

10 

attending 

physicians, 

8 pediatric 

residents, 

9 pediatric 

nurses 

Content 

Analysis 

Focus 

Groups 

Parents’ identified 

their role as ‘bearers 

of hope’. Hope 

aided in decision 

making. Health care 

workers 

acknowledged the 

importance of hope. 

Hope changes. 

Salmon et 

al (2012) 

To clarify 

how 

formal 

pediatric 

care 

givers 

manage 

parents’ 

hope in 

practice 

and 

address 

parents’ 

needs. 

53 parents, 

and 12 

oncologists 

Qualitative 

study 

Face-to-face 

interviews 

at 1-2, 6 and 

12 months 

after 

diagnosis 

Hope had a short 

term focus and 

interpersonal, being 

built on faith in the 

oncologist. Hope 

was also 

interpersonal. 

Samson et 

al (2009) 

 

 Canada 

 Unknown 

profession 

To 

describe 

the hope 

for 

parents of 

a child 

with 

DMD. 

12 parents 

(7mothers, 

and 5 

fathers) of 

children 

aged 7.5-17 

years of 

age with 

DMD. 

Phenomeno

logy 

Semi-

structured 

Interviews 

The experience of 

hope hails from the 

cognitive appraisal 

of DMD.  Hope 

may help parents 

realize the initial 

crisis, sustain their 

adaptation, and 

prepare for their 

child’s death. 

Thampanic

hawat 

(2007)  

 

 Thailand 

 Nursing 

To explore 

how 

primary 

caregivers 

dealt with 

problems 

in caring 

for 

children 

27 Primary 

Caregivers 

(8 mothers; 

6 fathers; 

10 

Grandmas; 

1 Grandpa; 

and 1 aunt 

and uncle. 

Grounded 

Theory 

Open-ended 

interviews 

Maintaining love 

and hope was 

necessary for the 

continuing process 

of caregiving. 
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with HIV 

infection. 

Venning, 

Eliott, 

Whitford, 

& Honnor 

(2007) 

 

  Australia  

 Psyc-

hology 

To explore 

the impact 

of a 

child’s 

congenital 

or 

acquired 

chronic 

illness on 

hope 

scores 

reported 

by 

children 

and 

parents. 

79 parents 

(76% 

female) and 

53 children 

between the 

ages of 8-

17 years 

with the 

diagnosis 

of chronic 

illness. 

Cross-

sectional 

Design 

The Child 

Hope Scale  

The Adult 

Hope Scale 

The 

Depression 

Anxiety 

Stress Scale 

The 

Generalized 

Self-

Efficacy 

Scale 

The Systems 

of Belief 

Inventory 

Children with 

chronic illnesses and 

parents reported 

lower scores than 

did those without 

chronic illness.  

Children’s hope 

scores were higher 

when the illness was 

congenital and the 

inverse was true for 

parents.  Parent’s 

hope scores were 

predicted by self-

efficacy and 

depression. 

Note: An * indicates studies that did not define hope as a construct of intended study, but 

identified hope as a significant finding. 

 

1.2.4.1 Characteristics of the studies. Of the 14 studies included in this review, 9 were 

qualitative and 5 were quantitative. These studies were conducted in a number of countries 

including two from Canada, Australia, and one from the U.K., Finland, Thailand, Taiwan, and 

six from the United States of America. The authors of the studies represented many disciplines 

including nursing, psychology, medicine, and two studies were conducted by interdisciplinary 

teams. Three studies investigated parental hope within the context of treatment for cancer, and 11 

studies investigated parental hope within the context of a variety of other childhood LLI and 

LTIs.   

1.2.4.2 Critique of the studies.  A critique of the methodologies and the clarity with which 

the studies were presented was undertaken using Polit and Beck’s (2008) guidelines for 

quantitative (see Table 1.2) and qualitative research reports (see Table 1.3). All the studies 

provided clear, logical explanations regarding the purposes and aims of their research, and the 
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selection of the methodology fitted well with the purposes and aims of each study. Each study 

presented relevant background information to establish the context within which the study took 

place. However, despite the presentation of relevant background literature, one quantitative study 

did not adequately define hope as a key concept/variable (Kirpalani et al., 2000). In addition, two 

qualitative studies did not clearly explain the conceptual underpinnings that informed the 

research (Reeder & Serwint, 2009; Thampanichawat, 2008). 

 

Table 1.2 Guide to the Critique of a Quantitative Research Report 

Element of Research Study Basic Questions for Critique of Each Quantitative 

Study 

Introduction  

- Statement of the problem  Clear and identifiable? 

 Significant 

 Congruent with paradigm and methods? 

- Hypotheses or Research Questions  Explicitly stated with identification of key 

variables and sample? 

- Literature Review  Consistent with literature review and conceptual 

framework? 

- Conceptual/theoretical framework  Up to date and provides evidence for research? 

 Synthesis of evidence related to research 

problem 

 Are key concepts defined conceptually? 

 Conceptual/theoretical framework present, or 

absence is justified 

Method  

- Protection of Participants’ Rights  Rights of participants safeguarded? 

 Externally reviewed 

- Research Design  Given purpose, was the most rigorous design 

used? 

 Were number of data points appropriate? 

 Did the design minimize threats to internal and 

external validity? 

- Population and Sample  Was population identified and described in 
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detail? 

 Was the best possible sample design used to 

minimize biases and achieve representativeness? 

 Was the sample size adequate? Was a power 

analysis completed? 

 

- Data Collection and Measurement  Were the operational and conceptual definitions 

congruent? 

 Were key variables operationalized 

appropriately? 

 Were instruments appropriate, and described 

adequately? 

- Procedures  Did data collection yield data that were reliable 

and valid? 

 Was bias minimized during data collection? 

 Were data collectors adequately trained? 

Results  

- Data Analysis  Did data analysis address each research question 

or test each hypotheses? 

 Were appropriate statistical measures used? 

 Was the most powerful analytical method used? 

 Were type 1 and type 2 errors minimized or 

avoided? 

- Findings  Are findings adequately summarized? 

Discussion  

- Interpretation of the findings  Are all major finding interpreted and discussed 

within the context of the study’s conceptual 

framework and existing literature? 

 Are the interpretations consistent with the results 

and study limitations? 

 Is there a discussion related to generalizability of 

the findings? 

- Implications/Recommendations  Is there a reasonable and complete discussion 

regarding implications for practice and future 

research? 

Global Issues  
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- Presentation  Well organized, written, and detailed? 

 Are findings accessible to practitioners 

- Researcher Credibility  Do researchers qualifications and experience 

enhance confidence in the findings? 

- Summary Assessment  Despite limitations of the study do the findings 

appear to be valid?  

 Does the study contribute meaningful evidence 

to the existing literature, and to practice? 

Note: Table adapted from Polit and Beck (2008) 

 

Table 1.3 Guide to the Critique of a Qualitative Research Report 

Element of Research Study Basic Questions for Critique of Each Qualitative 

Study 

Introduction 

 

 

Statement of the problem 

 
 Stated clearly and unambiguous? 

 Does the problem statement indicate need for the 

study? 

 Is problem significant? 

 Is there a good match between the problem, 

paradigm, tradition, and methods? 

Research Questions 

 
 Are the research questions clearly stated, 

consistent with the study’s philosophy, 

conceptual framework, or ideological 

orientation? 

Literature Review 

 
 Is the related literature adequately summarized 

and does it provide a solid base for the new 

study? 

Conceptual Underpinnings  Are key concepts adequately defined 

conceptually? 

 Is the philosophical, underlying tradition, or 

conceptual framework explicitly stated and 

appropriate? 

Method 

 

 

Protection of Participants’ Rights 

 
 Rights of participants safe guarded? 

 Externally reviewed? 
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Research Design and Research 

Tradition 

 

 Is the research tradition congruent with the 

methods used for data collection? 

 Was an adequate amount of time spent in the 

field? Were there enough contacts with 

participants? 

 Was there evidence of reflexivity in the design? 

Sample and Setting 

 
 Was the sample and setting described in enough 

detail? 

 Was the approach used to gain access to the 

sample and setting appropriate? 

 Was the sample size adequate; was saturation 

achieved? 

Data Collection   Were the methods of gathering data appropriate? 

Was triangulation achieved? 

 Was a sufficient amount of data gathered and in 

sufficient depth and richness? 

Procedures 

 
 Were data collection and recording procedures 

adequately described? Were they appropriate?  

 Were data collected in a way that reduced bias or 

behavioural distortions?  

 Were the staff who collected data adequately 

trained? 

Enhancement of Rigor  Were methods used to enhance trustworthiness, 

credibility, and audibility of the data and were 

those adequately described? 

Results  

Data Analysis 

 
 Were the data management and analysis methods 

sufficiently described? 

 Were data analysis methods compatible with the 

research tradition and the type of data collected? 

Findings 

 
 Did analysis lead to an appropriate ‘product’? 

 Were findings appropriately summarized and 

substantiated by excerpts and supporting 

arguments? 

Theoretical Integration  Do the themes adequately capture the meaning of 

the data? Were the themes adequately 

conceptualized? 

 Did the analysis yield an insightful and 

meaningful picture of the phenomena under 

investigation? 

Discussion  
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Interpretation of the findings  Are the findings interpreted within an 

appropriate frame of reference? 

 Are the findings interpreted within the context of 

prior studies and are they consistent with the 

study’s limitations. 

Implications /Recommendations  Are the implications of the study discussed? 

Global Issues  

Presentation 

 
 Was the report well organized and sufficiently 

detailed? 

 Was the report sufficiently rich and vivid? 

Researcher Credibility 

 
 Do the researchers’ clinical, substantive, or 

methodological qualifications and experience 

enhance confidence in the findings? 

 Do the findings appear to be trustworthy? 

Summary Assessment  Does the study contribute meaningful evidence 

that can be used in practice? 

Note: Table adapted from Polit and Beck (2008) 

1.2.4.3 Qualitative design of the studies. Nine of the qualitative studies reported the 

research design that was used, and each design was congruent with its aims and research 

questions. Two studies demonstrated a lack of clarity in relation to their design. One study stated 

that it was part of a ‘longitudinal qualitative study’ (Salmon et al., 2012), and another study 

appeared to be a content analysis, but this was not clearly stipulated (Reder, & Serwint, 2009). 

The lack of clarity made it difficult to determine the adequacy of the research design, and 

potentially, to interpret the findings accurately. Of the 9 qualitative studies in this review, two 

were grounded theories, and the remainder of the studies included a phenomenological study, 

case study, exploratory descriptive study, longitudinal qualitative study, concept analysis, 

content analysis, and a critical ethnography.  

1.2.4.4 Qualitative methods of data collection. Six of the nine studies revealed that 

ethical approval was obtained prior to the start of research. Seven studies used interviews to 

obtain data, one used a literature review, and another used focus groups. All, but two of the 

studies that used interviews to collect data, used face-to-face interviews. One study used a 
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combination of face-to-face, and internet interviews (Kauser, Jevne, & Sobsey, 2003), and the 

other study used both face-to-face and telephone interviews (Kylma & Juvakka, 2007). The 

telephone and internet style of interview posed the advantage of obtaining a more diverse 

sample, as well as convenience for parents, but it may have resulted in a reduced ability for 

observation and adequate field notes, thus potentially reducing the richness of the data collected. 

A variety of interview techniques were utilized, including open-ended, semi-structured, and in-

depth interviews. Each study revealed that the researcher(s) were experienced in research 

interviewing, and the study that used focused groups stated that the facilitator was skilled. 

Overall, each study provided ample information to demonstrate adequately how data collection 

took place. The methods were appropriate for qualitative studies, and for research aimed at 

exploring parental hope.  

1.2.4.5 Qualitative sampling. All nine qualitative studies reported obtaining written, 

informed consent. The sample size of the studies ranged from 9 to 53 participants and all 

included primary caregivers, except for one study that included bereaved parents, physicians, 

residents, and nurses (Reder & Serwint, 2009), and another that included parents and oncologists 

(Salmon et al., 2012). The determination for sample size was not made clear in any of the 

studies, although two studies briefly discussed saturation of their themes (Kylma & Juvakka, 

2007; Thampanichawat, 2007). In the remaining studies, it was not clear whether, or not 

saturation was required, or sought. The selection of research participants was appropriate given 

the research questions, and recruitment procedures were explained in all studies. All samples 

were selected through purposive sampling. Only two studies revealed that some parents chose 

not to participate (De Graves & Aranda, 2008; Samson et al., 2009), although in both cases, 

parents’ reasons for declining participation were not provided. In one case, parents were 
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recruited from various centres, or associations (Kauser, Jevne, &, Sobsey, 2003). Overall, sample 

sizes appeared to be adequate according to frequently used references pertaining to qualitative 

research (Charmaz, 2006; Creswell, 2007; Morse, 1994). Unfortunately, this was not clearly 

stated by the authors of the studies. In addition, in all studies, the participants were sampled 

purposively, and therefore, they may have been more interested in their willingness to 

participate, or had more positive or negative experiences than the general population of parents. 

Therefore, they may not be representative of all parents in the same contexts. In addition, all 

samples relied more heavily on mothers than fathers. Those studies that included parents of 

children in treatment for cancer were comprised of samples of children in active treatment and 

survivors post treatment (Kylma & Juvakka, 2001), pediatric oncologists and parents (Salmon et 

al., 2012), and parents of children newly diagnosed with cancer, in active treatment, and those 

who had completed treatment (Liu & Yeh, 2010). Thus, the findings may not adequately 

represent the experiences of only those parents whose children were in active treatment. 

1.2.4.6 Qualitative data analysis. Four studies analyzed data that were transcribed 

verbatim, and four studies described simply transcribing the data. All the studies provided 

verbatim quotes from the participants to support the authors’ interpretations. In all but two 

studies (Reder & Serwint, 2009; De Graves & Aranda, 2008), the procedures for data analysis 

were clearly highlighted and were supported by references to well-known research authorities 

(Creswell, 2007; Lincoln & Guba, 1985). Lastly, only four of the nine studies included 

discussions about the methods in which they strove to ensure credibility and trustworthiness of 

the data (Forte, 1997; Kauser, Jevne, & Sobsey, 2003; Kylma & Juvakka, 2007; 

Thampanichawat, 2008). The other studies did not discuss how enhancement of rigor was 
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undertaken. As a result, it may be difficult to determine whether, or not systematic bias of 

interpretations was reduced or prevented, thus potentially rendering the findings untrustworthy.  

1.2.4.7 Quantitative designs of the studies. All the quantitative studies reported using a 

cross-sectional, correlational research design, and this was appropriate for the research questions 

and hypotheses presented in each study. However, due to the nature of cross sectional designs, 

the findings may have been limited because of the dynamic, process-oriented nature of hope. All 

authors provided sufficient detail regarding the designs of the studies to enhance understanding 

of the conceptualization of each study. 

1.2.4.8 Quantitative methods of data collection. A number of different hope scales and a 

variety of other instruments were used in the selected quantitative studies (see Table 1) including 

The Adult Hope Scale, The Miller Hope Scale, and the Trait Hope Scale, and there was 

congruence between the conceptual and operational definitions of hope in each study. However, 

the use of different hope scales made the synthesis of findings difficult because of the lack of 

consistency in defining hope as either a state, or a trait. Other variables such as psychological 

distress (Horton & Wallander, 2001), and anxiety (Mednick, et al., 2007) were not adequately 

defined, and therefore, it was not possible to determine if the conceptual and operational 

definitions were aligned. All measures were self-report, were mailed to the respondents in most 

cases, and were completed at home without observation which reveals issues of validity since the 

truthfulness of the answers of the respondents may not have been verified. Two studies did not 

provide sufficient detail to determine how data collection took place (Liu & Yeh, 2010; Venning, 

Whitford, Eliott, & Honnor, 2007). 

1.2.4.9 Quantitative sampling. The sample sizes ranged from 75 to 200 participants who 

were sampled by convenience in all studies. Kirpialni et al (2000) purported to have used random 
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sampling, but the procedures related to randomization were not described. Convenience 

sampling may have limited the findings in all those studies because it would have been difficult 

to determine whether, or not, the parents in these studies were representative of all parents in that 

population. In almost every case, the samples consisted mainly of mothers, but examination of 

the father’s experiences and perspectives were limited. Power analysis for sample size was 

discussed in only one study (Kirpilani et al., 2000), and therefore, it is unclear if the other studies 

had sufficient power to test their hypotheses. The findings, then, must be interpreted cautiously. 

1.2.4.10 Quantitative data analysis. Each quantitative study addressed its research 

questions, or hypotheses adequately through data analysis and included descriptive statistics to 

describe their data sets. Analyses included regression analyses (Horton & Wallander, 2001; 

Kirpilani et al., 2009; Mednick et al., 2007), multiple regression and ANOVA (Venning, Eliott, 

Whitford, & Honnor, 2007), cluster analyses, chi square tests, independent t tests, and ANOVA 

(Liu & Yeh, 2010). Each of the studies utilized a computer software program to support data 

analysis. Overall, the discussion sections in the studies were relevant, and the authors were 

successful in tying together the hypotheses and literature review with their own significant 

findings. However, one study did not include a discussion of its limitations; the number of 

statistical tests undertaken and the potential for type 1 error, potential threats to validity 

regarding the characteristics of the sample, pertinent information related to the measure used, 

and recommended adjustments for future research (Lui & Yeh, 2010). A discussion of the 

limitations may have helped to guide future research as well as replication of the study with 

enhanced methods (Polit & Beck, 2008). 

1.2.5 Summary of the Methodologies 
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The literature search related to the hope of parents with children who are in treatment for 

cancer provided a very limited number of studies. This alone revealed a gap in the extant 

literature base. When the inclusion criteria were expanded, studies were included that dealt with 

the hope of parents of children who had a variety of LLIs and LTIs and 11 more studies were 

selected. Together, these studies provided an important overview of parental hope. However, 

there were a number of methodological limitations that highlighted the need for future research. 

The qualitative studies provided an insider’s perspective of the parents’ hope experiences and the 

use of different methodologies provided a variety of insights. Some studies did not elaborate on 

the strategies that were undertaken to ensure credibility and trustworthiness, and therefore, the 

related findings had to be interpreted with caution. In addition, the samples of those qualitative 

studies that dealt with parents whose children were in treatment for cancer, were mixed and may 

not have adequately reflected their hope experiences during the active treatment phase. All the 

quantitative studies were cross sectional, and therefore, may have limited utility in identifying 

and examining the dynamic processes of hope that occur over time. Longitudinal studies are 

required to remedy this. There appeared to be only one study in which randomization was used 

as a sampling procedure, potentially limiting the representativeness of the samples, and only one 

study presented a power analysis to estimate sample size needs. Therefore, it is not known if the 

statistical conclusion validity in these studies was affected (Polit & Beck, 2008). A number of 

the quantitative studies did not adequately provide conceptual definitions of variables of interest 

such as anxiety, psychological distress, and stress. There were no mixed method studies 

conducted that may have been, in fact, well suited to the study of parental hope given their 

ability to combine the process oriented, explanatory potential of qualitative approaches with the 

statistical benefits of quantitative methods. 
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Finally, each study described parents who were caregivers for very specific and unique 

childhood illnesses. Nevertheless, the analysis of the studies revealed a number of interesting 

findings indicating that hope is indeed an important and useful construct for parents, and 

certainly underlines the necessity for additional research. 

1.2.6 A Synthesis of the Findings of the Reviewed Studies 

The findings from the reviewed studies were synthesized using four main categories. The 

categories were chosen based on those themes that appeared most commonly within the studies 

and included: the meaning of hope for parents; factors that influence hope; the outcomes of 

parental hope; and, descriptions and definitions of parental hope (see Figure 1.1). Nine additional 

studies were also included in the synthesis of the findings because of the large number of 

conclusions that related to hope as an important resource for parents as caregivers for their 

children with cancer (Table 1.1).  
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Figure 1.1 - A Synthesis of the Characteristics, Factors that Influence, and the Outcomes of Parental Hope 
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1.2.6.1 The meaning of hope for parents. Some parents saw hope as a survival tool 

(Kylma & Juvakka, 2007; Reder, & Serwint, 2009). Their hope acted as a buffer when stress was 

high (Horton & Wallander, 2001; Mednick, et al., 2007), and was life sustaining, positive, and 

useful for coping (De Graves & Aranda, 2008; Kylma & Juvakka, 2007; Reder, & Serwint, 

2009). For these parental caregivers, hope was rooted in the caregiving experience (Kirpilani, et 

al., 2000; Samson et al., 2009; Thampanichawat, 2008). Many parents hoped for a cure and 

hoped that their child could return to a previous, ‘normal’, way of life (De Graves & Aranda, 

2008; Samson, et al., 2009).  Similarly, parents’ hope included the survival of their child (Reder 

& Serwint, 2009; Thampanachawat, 2008).  

1.2.6.2 Factors that influence parental hope. The findings from some studies indicated a 

variety of factors that influenced hope. These factors included the perception of negative life 

circumstances, positive parental attributes, and perceptions of their child’s illness. Other factors 

that influenced hope included stress (Samson et al., 2009), uncertainty (Aranda & DeGraves, 

2008), the health of the child (Thampanichawat, 2007; Venning Eliott, Whitford and Honnor, 

2007), and positive family relationships (Samson et al., 2009).  

Stress and uncertainty resulting from a child’s diagnosis, or from critically ill newborns 

(Amendolia, 2010) created feelings of despair, but these conditions influenced parents’ hope 

(Kylma and Juvakka, 2007). Amendolia (2010) provided some insight into the relationship 

between hope and uncertainty and stress in her concept analysis relating to the hope of parents of 

critically ill newborns. She contended that hope becomes essential during this major stressful life 

event and “encompasses uncertainty, suffering, potential for loss, and a temptation to despair” (p. 

143). Similarly, De Graves and Aranda (2008) succinctly stated, “uncertainty creates the 

possibility for hope; the lack of certainty of death keeps hope alive” (p. 299). As the perception 
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and understanding of the child’s illness changed, the temptation to despair also changed, and 

hope for recovery was identified. As Samson et al (2009) concluded, “perception is the source of 

hope and gives it its colour and flavour” (p. 112).  

Caregiving by parents also influenced hope (Kauser, Jevne, and Sobsey, 2003; Samson et 

al., 2009). As caregiving became focused, hope developed as an essential aspect of that 

experience. The presence of these factors gave rise to more positive parenting and caring 

experiences, which in turn, influenced hope (Kauser, Jevne, & Sobsey, 2003). 

Diagnoses, prognoses, and the complexity of the child’s illness were also listed as factors 

that influenced parental hope (Thampanichawat, 2007; Venning Eliott, Whitford and Honnor, 

2007). Some of the findings, however, indicated that the physician’s ability to communicate 

information about the child’s medical condition in a non-threatening, supportive manner helped 

to alleviate feelings of despair, and maximized parent’s hope for their child’s welfare. Another 

interesting finding revealed that parents’ religion, and, or spirituality had a positive effect on 

their response to life threatening circumstances, and that this also influenced parents’ hope 

(Samson et al., 2009). These authors suggested that when the revelations of the complexity and 

extent of a child’s illness became overwhelming and unbearable, parents turned to their religious 

beliefs for help. Their belief in a greater power then influenced their hope for a cure for their 

child. 

The above-mentioned studies included factors that influenced hope. These factors had a 

profound effect on enabling parents to provide care for their children, and they appeared to be 

essential for the parents’ well-being. The factors included the perception of negative life 

circumstances, positive parental attributes, perceptions of their child’s illness, stress, uncertainty, 
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the health of their child, and positive family relationships. This review also revealed that while 

these factors were presented in some of the studies, they did not appear in all of them. In 

addition, the identified factors that gave rise to hope were broad, diverse, complex, unique, and 

appeared to depend on the specific population identified. While the factors were numerous and 

included stress, uncertainty and despair, for example, not all the authors provided operational or 

conceptual definitions. Thus, these factors were not well defined and their connection to hope 

was not clearly delineated. Consequently, it remains a challenge to articulate clearly those factors 

that influence hope across populations. 

1.2.6.3 The outcomes of parental hope. Parents involved in the reviewed studies 

described many outcomes of hope. Several common themes including sustained parental 

caregiving, parental adjustment and coping, and psychological distress were found in the 

descriptions of the outcomes of parental hope. Many studies identified hope as an important 

resource for parents who were supported and sustained in their caregiving. Specifically, the 

grounded theory study conducted by Thampanichawat (2008) demonstrated that hope motivated 

Thai family members to continue providing care for their children with HIV. Parents of children 

with spina bifida found hope to be critical to their care-giving abilities (Kirpilani et al., 2000). 

Similarly, findings established through a phenomenological study involving 9 mothers of 

children with cancer and three health care workers demonstrated that hope, along with faith and 

positive thinking, provided strength during trying times, and helped them to continue on in their 

journey (Fletcher, Schneider, & Harry, 2010). In addition, Larson (1998) used a case study 

methodology to investigate the meaning of childhood disability for six Mexican-origin mothers 

of children with various, severe disabilities.  She concluded that “sustaining hope in the face of 

negative proclamations was tenuous but essential for these mothers in their maternal work” (p. 



 

 36 

869). Patistea, Makrodimitri, and Panteli (2000) corroborated these findings in their interviews 

of 71 mothers and fathers of children diagnosed with leukemia, and concluded that hope was one 

of the most important factors associated with accepting the diagnosis of childhood cancer, with 

tolerating the multiplicity of related implications, and with continuing caregiving for their child 

and family. 

Parental adjustment and coping with a new life and a challenging diagnosis were also 

positively influenced by hope. Parents of children with various disabilities found that hope 

assisted them in finding solutions, providing a comfortable life for their child, and in accepting 

reality. Hope also helped these parents to reframe their lives, such that, it ultimately became a 

positive and strengthening process (Kauser, Jevne, & Sobsey, 2003). Parents who cared for 

children with chronic physical conditions and disruptive behaviours and who had high levels of 

hope, also demonstrated more effective adjustment and coping processes (Horton & Wallander, 

2001). More specifically, hope helped parents of adolescents with cancer to cope with their 

situation, and helped them to endure challenging situations including death, as well as survival 

(Kylma & Juvakka, 2007). A sense of coping and survival was also established as two outcomes 

of hope. For example, in their phenomenological study, Bjork, Wiebe, and Hallstrom (2005) 

contended that 17 families of children who were diagnosed with cancer strove to feel hope in 

their experience of a broken life world and who were striving to survive. To overcome their fear 

and feelings of powerlessness, these parents sought to rely on hope to develop a positive focus. 

These authors concluded that in part, by relying on hope, the parents acquired knowledge, 

achieved control, and some semblance of a normal life. Similarly, Angstrom-Brannstrom, 

Norberg, Strandberg, Soderberg, and Dahlqvist (2010) conducted an exploratory qualitative 

research study involving nine parents of children undergoing treatment for cancer, and found that 
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the parents experienced moments of hope for their child’s recovery and survival, and fluctuated 

between hope and despair.  

In two of the studies, parents found that hope acted as a protection against psychological 

distress. For parents with children who had Type 1 diabetes, hope served as a protective factor 

against psychological distress, helped parents adapt to the initial crisis, and sustained their 

adaptation (Mednick, et al. 2007). The selected studies clearly suggested that the outcomes of 

parental hope had considerable positive influence on the wellness and caregiving abilities of 

parents who had children with chronic illnesses, in the adjustment of the life changing situations 

of their child, in the improvement of their caregiving abilities, and as protection against 

psychological distress. However, it is important to note that there is a lack of the definition of 

terms used including coping, psychological distress, and parental adjustment. In addition, hope, 

as a consequence, is measured as a ‘state’ suggesting that it is dynamic. In some studies, it is 

measured as a ‘trait’ which suggests it is static and never changing. Therefore, it is difficult to 

understand clearly the concepts that are being measured, as well as the relationships amongst 

these concepts. It is also difficult to compare findings based on differing conceptualizations of 

hope.  

1.2.6.4 Descriptions and definitions of parental hope. Unfortunately, there is not enough 

evidence from the literature to support the conceptualization of a definition of hope. Amendolia 

(2010) referred to the characteristics of hope, generally, and in her description of a model case 

related to the critical attributes of parental hope, she included “goal-setting, future orientation, 

realism, energy, uncertainty, and optimism” (p. 142). However, these attributes were not defined 

and their connection to hope was not clearly articulated. Corroborating and extending these 

findings, Kylma and Juvakka (2007) described parental hope as “an orientation towards life and 
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the future, trust, connection with others, and wishes” (p. 266). Moreover, Kylma and Juvakka 

(2007) suggested that parental hope is broad and multidimensional. Unique findings were also 

related by Samson et al. (2009) who stated that hope was highly individualized, a dynamic 

quality, was context specific, and did not necessarily stand alone. They contended that hope was 

concrete and specific, but it was also spiritual and intangible towards the end of a child’s life. 

This information suggested that hope is broad, multidimensional, highly individualized, context 

specific, dynamic, and is characterized by goal setting, future orientation, and connection with 

others (De Graves & Aranda, 2008; Kylma & Juvakka, 2007; Salmon et al., 2012). Similarly, 

Kars et al. (2010) suggested that hope was dynamic in nature and was ever changing depending 

on the nature of the child’s health. These authors identified the dynamic nature of hope for 

parents and concluded that “hope ran from hope for a cure, to hope for stabilization, to hope for a 

slow course of deterioration, to hope for maintenance of communication, to hope for a short 

terminal phase, no suffering and a peaceful death” (p. 1006). Reder and Serwint (2009) identified 

common themes that emerged in bereaved parents and health care providers’ definitions of hope. 

These themes included associations with positive outcomes, future orientation, coping strategies, 

and relation to spirituality. Thus, our understanding of parental hope remains poorly developed. 

Although some descriptors are presented, hope is not clearly defined. Therefore, additional 

research is necessary because neither a conceptual, nor operational definition of parental hope is 

possible with such limited current knowledge. Such a definition is essential as it would provide a 

foundation for future research. 

1.2.7 Summary of the Synthesized Findings 

Overall, parents indicated that hope was vital, and they often hoped for survival and for a 

cure for their child. Parents of children with LLIs and LTIs were in a unique position in which 
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they had to address the difficult thought of outliving their child. Many studies reported that 

parental hope was centered on finding a cure (De Graves & Aranda, 2008; Reder & Serwint, 

2009). This is significantly important as it emphasizes the contention that acknowledgement of 

the unique, parental experience is essential in order to understand hope clearly, and to assess and 

intervene effectively with parents by supporting their hope, their wellbeing, and caregiving 

abilities. Despite an attempt at clarification, and analysis, parental hope remains elusive and 

abstract. It seems that hope is unique, and it is dependent upon the life circumstance and the 

philosophical stance of the individual who hopes.  

Although the literature related to the hope of parents is limited in quantity, and therefore, 

reduces the potential for drawing definitive conclusions, the findings are relevant and interesting.  

Most studies in this review suggest that the hope of parents is a multidimensional concept 

because it encompasses a variety of characteristics that appear to be central to their hope. 

However, for parental hope, all attributes are not equally, or completely represented in many of 

the reviewed studies, and parental hope as a multidimensional concept remains inadequately 

developed in this population. 

1.2.8 Implications for Future Research 

The paucity of research related to parental caregivers of children receiving treatment for 

childhood cancer, the various limitations identified in the available research on parental 

caregivers of children with chronic life limiting or life threatening illnesses, and the resulting 

gaps identified, highlight the need for additional research.  This review demonstrates that hope is 

a dynamic, complex, and multidimensional construct, and it serves a multitude of purposes 

related to the health and well-being of parental caregivers and their caregiving capabilities. Thus, 

for these reasons, future studies should be undertaken to clarify the meaning of hope for parental 
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caregivers of children who are receiving treatment for childhood cancer. Specifically, such 

studies should seek to determine when hope is needed, how hope helps parents, and what factors 

facilitate or threaten hope. Future research should also include larger, diverse samples, 

longitudinal studies, and an emphasis on qualitative studies in order to capture the voices and 

experiences of parental caregivers.  In addition, future studies should investigate how their 

findings can be optimally actualized in pediatric oncology nursing practice. Efforts should be 

made to investigate and identify interventions that promote, sustain, and maintain hope for this 

population in order to inform and guide effective, holistic, family centered care. 

1.2.9 Conclusion 

Hope is a complex, fundamental human experience. This review of the literature related to 

parental hope revealed that the hope of these parents is essential, and it is an important aspect of 

their daily lives as they cared for their children with a variety of chronic illnesses. Parental hope 

is influenced by a number of factors including the perception of negative life circumstances, 

positive parental attributes, perceptions of their child’s illness, stress, uncertainty, the health of 

their child, and positive family relationships. The literature suggested that hope provides parents 

with the ability to sustain caregiving, and influences parental adjustment, coping, and 

psychological distress. Some of these relationships and concepts, however, are not clearly 

explained. The review also revealed that our understanding of parental hope is not fully 

developed. However, a synthesis of the findings from the studies demonstrated that parental hope 

is broad, multi-dimensional, dynamic, and context specific.  Jevne (1991) contended that it is a 

conceptual challenge to identify the elusive, and intangible qualities of hope that are embedded 

in the experience of those who hope, and indeed, the literature related to parental hope does not 

definitively clarify their hope. Thus, it is of concern that the basic building block, the clear 
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elucidation of the concept of hope for parental caregivers has not been formulated. Without this 

clarification, theoretical derivation is not possible, and ultimately, it results in a significant gap in 

nursing knowledge, and in the ability to care adequately for this population. To continue the 

clarification of the hope of parents, new research must consider the utilization of clearly outlined 

methodologies using both qualitative and quantitative approaches to explicate and understand the 

narratives and the experiences of unique populations, and to contextualize hope within the social 

experience of parents who hope.  In addition, conceptualizing hope within these parameters 

makes good sense as this would highlight and align the known antecedents, outcomes, attributes, 

and definitions of hope generally, and embed these elements specifically and uniquely within the 

lives of those who experience and depend upon hope.  

Based on evidence found in the relevant literature, parental hope is not adequately defined, 

nor understood, and there are gaps in the information about known characteristics, and outcomes 

of hope. The continued focused study of hope, specific to parents’ experiences, and the social 

context within which these parents find themselves can provide evidence that can be utilized to 

construct middle range theory specific to this population. Isolating and identifying more clearly 

those variables that are related to, support, and threaten parental hope through quantitative 

research is clearly needed. This would help to guide further research, and inform holistic and 

comprehensive family centered nursing care. 
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A GROUNDED THEORY STUDY OF PARENTAL CAREGIVERS WHO HAVE 

CHILDREN IN TREATMENT FOR CANCER: KEEPING HOPE POSSIBLE 

2.0 Relationship of Section 2 to the Dissertation 

 

The second section is a presentation of the key elements related to the methodology that 

was originally proposed for this research study. In keeping with the initial proposal, it is written 

in the future tense, and it has been adapted from the format of a Saskatchewan Health Research 

Foundation (SHRF) New Investigator Establishment Grant Application (2011). In this section, 

an overview of the research plan is presented, and it includes the purpose and objectives of the 

study, the research approach (design, setting, sample, data collection, and analysis), ethical 

considerations, as well as a timeline. A supporting letter (Appendix B), a letter to the recruitment 

collaborators (Appendix C), a letter of introduction for parents (Appendix D), the consent form 

(Appendix E), demographic form (Appendix F), interview guide (Appendix G), guide for parents 

for keeping a hope journal (Appendix H), and the research brochure (Appendix I) are included in 

the appendices at the end of the dissertation.  
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2.1 Introduction 

Many studies indicate that during the initial period following diagnosis of, and treatment 

(chemotherapy, radiation therapy, and surgical techniques) for childhood cancer, parents 

experience emotional distress. This period has been described as a period of considerable 

psychological adjustment (Pai, Greenly, Lewandowski, Drotar, Youngstrom, Peterson, 2007; 

Sawyer, Antoniou, Toogood, Rice, & Baghurst, 2000). A broad base of psychosocial support for 

parents during the treatment period has been recommended (Pai, et al., 2007; Sawyer, Antoniou, 

Toogood, Rice, & Baghurst, 2000). Given the well-defined importance of hope for family 

caregivers, understanding hope from the perspective of parents as informal caregivers for their 

children undergoing treatment is essential. This may facilitate improved parental health, and 

ultimately, may support parental caregiving abilities (Kirpilani et al., 2009; Larson, 1998) and 

thus, the health of their children (Eliott, 2005; Farran, Herth, & Popovich, 1995). 

Researchers describe hope as a complex and dynamic human experience. Jevne (1991) 

contended that it is a conceptual challenge to identify the elusive and intangible qualities of hope 

that are embedded in the experience of those who hope.  In addition, Nekolaichuk, Jevne, and 

Maguire (1999) suggested that “frameworks that mask personal experience seem to widen the 

gap between theory and clinical practice ...” (p. 592). In her concluding statement, Yates (1993) 

called for the reconceptualization of hope given the fact that many questions can still be raised 

about the hope experience of cancer patients and their families. Similarly, in their concluding 

remarks, Duggleby et al. (2010) stated “continuous building of knowledge in this area is essential 

if health care professionals are to provide support to family caregivers to foster their hope” (p. 

156). Thus, a more focused exploration and understanding of the complex, subjective, and 
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dynamic nature of parental hope for those who have children undergoing cancer treatment is 

essential and can be gained only through additional, focused study. 

2.2 Purpose and Objectives 

Hence, the overall purpose of this qualitative constructivist grounded theory research 

study is to gain a clear understanding of the experience of hope for parents who care for their 

child who is receiving treatment for cancer. Specifically, the objectives are: (a) to gain an 

interpretive understanding of the hope experience and processes of hope for parents who have 

children who are undergoing treatment for cancer; (b) to describe and define parental hope and 

significant related concepts for parental caregivers of children undergoing treatment for cancer 

within their social context; and (c) to construct a substantive theory that is grounded in the 

experiences of parents who care for their child with cancer. 

2.3 Research Questions 

The guiding research questions for data collection and analysis are: (a) What does hope 

mean to parents who provide care for their children who have cancer?; (b) How do parents define 

hope?; (c) What are the social processes of hope?; and (d) How does hope influence the care-

giving provided by parents of children who are receiving treatment for cancer? 

2.4 Research Approach 

A constructivist grounded theory approach will be used to address the study purpose and 

aims of this research study. The constructivist approach includes the following assumptions:  

Constructivism acknowledges multiple realties, co-creation of knowledge between the researcher 

and the participants, and it “aims toward interpretive understandings of subjects’ meanings” 

(Charmaz, 2000, p. 510). Thus, constructivist grounded theory provides three key benefits for 

studying hope. First, it focuses on actions and substantive processes embedded within significant 



 

 

 

46 

social contexts. Charmaz (2005) described processes as consisting of “unfolding temporal 

sequences that may have identifiable markers with clear beginnings and endings and benchmarks 

between. The temporal sequences are linked in a process and lead to change” (p. 10). The 

underpinnings of symbolic interactionism can significantly assist in studying and understanding 

the complexities of the personal and dynamic nature of parental hope. Second, the constructivist 

approach will permit an insider’s view and takes into account time, place, culture, and situation 

allowing for a rich construction and understanding of the experience of hope for parents within 

their social context (Charmaz, 2005). Benzein and Saveman (1998) suggested that a true 

understanding of hope as a fundamental human experience is gained only from sharing people’s 

narrated experiences of hope. Lastly, grounded theory is useful for investigating those 

phenomena about which little is known. As determined from the review of the literature, there is 

very little known about the hope of parents who have children undergoing treatment for cancer, 

and therefore, an inductive approach will be most beneficial.  

2.4.1 Setting 

This study will be carried out with the assistance of registered nurses, the social worker, 

and Dr. Mpofu at the Saskatoon Cancer Centre which is situated in the Saskatoon Health Region, 

Saskatoon, SK, Canada. Approximately 25 new cases of pediatric cancers are diagnosed and 

treated annually in Saskatoon (C. Mpofu, Pediatric Oncologist, Saskatoon Health Region, 

personal communication, March 10, 2011). Data collection will take place in the participant’s 

homes, or another convenient environment in which the participants feel comfortable. 

2.4.2 Study Sample  

The study sample will include those parents who are the primary caregivers for their 

children undergoing treatment for cancer. For the purposes of this study, a primary caregiver is 
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defined as that parent who more frequently accompanies the child with cancer to procedures, 

inpatient hospitalizations, and clinic appointments, and who most often manages day-to-day care 

of their child, and therefore, may have higher levels of direct exposure to potentially stressful 

illness events and experiences greater levels of distress and caregiver burden (Best, Streisand, 

Catania, & Kazak, 2001; Pai, Greenly, Lewandowski, Drotar, Youngstrom, Peterson, 2007). 

2.4.3 The Inclusion Criteria 

 The inclusion criteria for the study are: Participants must be English speaking and freely 

able to provide informed consent. Additional inclusion criteria for this sample will be parents of 

any age who are male or female, are the primary care provider for their child aged zero to 12 

years, with a diagnosis of cancer, and who are undergoing active treatment for their cancer 

within approximately 12 months since diagnosis, through the Saskatoon Cancer Centre. The 

Saskatoon Cancer Centre serves Saskatoon and Northern Saskatchewan residents, and therefore, 

participants from both rural and urban settings will be included. Parents will be excluded if they 

are not able to provide free and informed consent, or are non-English speaking as determined by 

the experienced and qualified recruitment collaborator. 

Initially, participants will be purposively sampled based on their familiarity with, interest 

in, and willingness to reflect on and discuss their hope experience (Morse & Richards, 2002). In 

addition, key factors taken from the literature will provide guidance in initial purposive sampling 

and include levels of stress, time since diagnosis, and parental gender. During treatment, for 

example, parents are subjected to a number of disease-related events, uncertainty related to 

success of treatment, and worry about the consequences of treatment, all of which relate to 

higher levels of stress and threatened hope (Amendolia, 2010; Kylma & Juvakka, 2007; Norberg, 

Linblad, & Boman, 2005). The reviewed studies indicated that time since diagnosis, influenced 
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family functioning and parental psychological outcomes, with higher distress being noted from 

the time of diagnosis up to approximately 12 months after diagnosis (Pai et al., 2007). The 

literature also indicated that generally, mothers are the primary caregivers, and therefore, tend to 

experience more traumatic events related to their child’s treatment and daily care giving 

(Norberg, Linblad, & Boman, 2005), distress, and feelings of family conflict (Best, Streisand, 

Catania, & Kazak, 2001; Pai et al., 2007).  

Hence, initial purposive sampling strategies will be employed to obtain a range of 

participants from both genders, various lengths of time since diagnosis, and different levels of 

stress experiences. As the study progresses and the core category emerges, participants will then 

be specifically selected according to questions that arise from the data already obtained. 

According to Charmaz (2006) theoretical sampling helps to elaborate and refine emerging 

categories and is conducted “to develop the properties of your category(ies) until no new 

properties emerge” (p. 97). These sampling strategies will aid in accurately reflecting the 

participants’ experiences and in providing a tool for understanding them (Charmaz, 2005). In 

two similar grounded theory studies found in the related literature, 20 interviews were conducted 

with 27 informal caregivers of children with HIV/AIDS (Thampanachawat, 2008), and another 

grounded theory study by Kars, Grydonck, Beishuizen, Meijer-van den Bergh, and van Delden 

(2010) included 57interviews with 44 parents of children with incurable cancer. In addition, for 

grounded theory studies Creswell (2007) suggested a sample of 20-30. Morse (1994) contended 

that 30-50 interviews were required, and Charmaz (2006) contended that 25 interviews are 

sufficient for small studies. It is also suggested that more importantly, theoretical saturation be 

the guide to determining sampling size (Glaser, 1992; Stern, 2001). Theoretical saturation is 

achieved when data collection uncovers no new properties or theoretical insights about, and the 
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emerging grounded theory is full and complete and adequately describes the experiences of the 

participants (Charmaz, 2006). Overall, because multiple sources of data will be collected, and 

two to three interviews will be conducted, it is estimated that a sample size of approximately 25 

participants will be required. 

2.4.4 Data Collection Procedures  

As suggested in the letter of support (Appendix B), Dr. C. Mpofu will assist with, and 

arrange for the collaborative efforts of the social worker and two registered nurses in identifying 

potential participants who meet the inclusion criteria for this study. Dr. Mpofu and I will meet 

with the collaborators initially, and in an ongoing manner throughout the data collection phase to 

ensure that appropriate instruction and guidance are provided, and that questions and comments 

are addressed in a timely manner. In addition, the collaborators will be provided with a letter of 

introduction that can be referred to as the study progresses (Appendix C). These collaborators 

will meet with, discuss, and provide a letter of introduction (Appendix D) to parents who are 

under the care of the Saskatoon Cancer Centre, Saskatoon Health Region, and who meet the 

inclusion criteria for the study to determine whether or not I can contact them with additional 

information regarding their participation. If they agree, the collaborator will provide me with the 

potential participant’s contact information. I will then contact the parent to provide added 

explanation regarding their participation in the study, to arrange a suitable time for the initial in 

person interview, and to obtain written informed consent (Appendix E). 

Data collection for the study will consist of a demographic form, two to three open ended 

research interviews with each participant, journal writing, and field notes which will be used to 

collect rich and detailed data. 
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2.4.4.1 Demographic form. The demographic form (Appendix F) will be filled out 

following written informed consent and will provide data regarding basic participant information 

that can be used to describe the sample.  

2.4.4.2 Face-to-face initial interviews. Following the completion of the demographic 

form, face-to-face open-ended audio taped interviews will be conducted with the parent who is 

the primary caregiver of their child undergoing treatment for cancer. The interviews will take 

place in the participant’s home, or another environment in which the participant is comfortable 

and which is private and quiet. Grounded theories can be developed through diverse kinds of 

data (Charmaz, 2006), and “interpretive qualitative methods mean entering research participants’ 

worlds” (p. 15), and therefore, in-depth open ended interviews will be utilized to develop and 

understand each participant’s interpretation of his or her experience. The interview guide 

presented in Appendix G provides a framework for the initial face-to-face interview with each 

participant. The questions provide a flexible beginning for the interview but they may not be 

posed in order, or at all, depending on the participant’s responses. In addition, the interview 

guide may be developed further as theoretical development takes place. New areas of concern 

may need to be investigated through a variety of questions and some of the initial questions may 

no longer be suitable as the study progresses. The interview will utilize questions with an 

emphasis on symbolic interactionism, and thus, will focus on going “beneath the surface of 

ordinary conversation and examine earlier events, actions, views, and feelings afresh” (Charmaz, 

2006, p. 26) with the result being a reconstruction of a reality. Charmaz (2006) contended that in 

depth interviewing suits grounded theory methods in that they are both “open ended yet directed, 

shaped yet emergent, and paced yet unrestricted” (p. 28).  
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2.4.4.3 Follow-up telephone interviews. A second, and potential third interview are 

planned with each participant and will take place by telephone. Telephone interviewing has 

proven to be successful and effective in obtaining rich, descriptive data that aid in understanding 

human experience (Sturges, & Hanrahan, 2004).). Additional benefits of telephone interviews 

include obtaining less inhibited disclosure and reduction of the effects of social desirability, more 

relaxed conversation, decreased cost, and the ability to access a wider geographical area 

(McCoyd & Kerson, 2006; Sweet, 2002). These interviews will be used to follow up with the 

participant after the first interview. Once the journal has been completed, any questions that arise 

will be addressed, any leads or hunches discovered in the data will be investigated. By utilizing a 

second interview two to three weeks following the first interview, I will be able to examine in 

more depth, parents’ hope experiences, the related processes and concepts that may evolve and 

change over time. The third interview will be carried out if any clarification is required following 

the first two interviews, and for confirmation of the emerging grounded theory. All face to face 

and telephone interviews will be audio-taped and transcribed verbatim by an experienced 

research transcriptionist. 

2.4.4.4 Journal writing. In constructivist grounded theory, interviewing is 

complemented by other forms of data collection such as journal writing (Charmaz, 2006). Each 

participant will be asked to keep a journal for approximately two weeks between the first and 

second interview. A diary will be supplied for each participant along with flexible guidelines to 

follow for the journaling activity (Appendix H). Once completed, the journal will be mailed back 

to me (a stamped and addressed envelope will be provided at the first interview), photocopied, 

and returned to each participant by mail.  
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2.4.4.5 Field notes. As suggested in grounded theory, field notes will be utilized 

throughout the research process to provide description of the participant’s environment, 

processes occurring in their environment, and anything that the participant finds disconcerting 

(Charmaz, 2006). For example, observations of the participant’ behavior during the interview 

will be used to extend the information that is gathered in the interview process that is not 

necessarily clear. Field notes will be created during, and following each interview to aid in the 

gathering of rich data, and will be transcribed and analyzed throughout the research process. 

2.5 Data Analysis 

All interviews, journal entries and field notes will be transcribed verbatim by an 

experienced transcriptionist.  Transcripts will be checked by the researcher for accuracy and 

analyzed manually, followed by the use of ATLAS.ti software for organization, storage, and 

further data analysis. Interview transcripts, journal entries, memos, and field notes will then be 

analyzed concurrently with data collection through a process called constant comparative 

analysis (Charmaz, 2006). Constant comparative analysis is made up of concurrent data 

collection, coding, and analysis and as Charmaz (2006) highlights, it also involves the 

researcher’s engagement. Coding of data is intended to conceptualize the data through analysis 

and by identifying patterns of events. In constructivist grounded theory, data are interpreted 

through an emergent conceptual analysis. “They seek to find a range of variation in their data 

and analyses and look for relationships between their emerging categories” (Charmaz, 2009, p. 

139). The data collected from all methods must be compared in order to integrate and saturate 

fully, the meaning, and the concepts and categories of the emerging theory.  

Charmaz (2006) describes three stages of coding including initial, focused, and 

theoretical coding.. “During initial coding we study fragments of data – words, lines, segments, 
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and incidents – closely for their analytic import” (Charmaz, 2006, p. 42). During this phase of 

coding, it is important to stay close to the data and to code the data as actions. During coding, 

Charmaz (2006) recommended the use of ‘action codes’ in order to remain close to the 

participant’s experience and to reflect language used by the participants. “Initial codes are 

provisional, comparative, and grounded in the data” (Charmaz, 2006, p. 48).  

Focused coding “means using the most significant and/or frequent earlier codes to sift 

through large amounts of data” (Charmaz, 2006, p. 57).  This type of coding assists in 

determining the adequacy of the initial codes and in the analysis of events, meanings and 

interactions.  Coding is seen as an emergent process and provides deeper insight into subsequent 

incidents. At this stage, codes are developed into concepts, categories, and properties.  Focused 

coding allows for identification of connections between a category and its sub-categories. 

Charmaz (2006) recommends using constant comparison to move across the data and to compare 

data to the codes and categories to develop and refine the focused codes. 

Theoretical coding involves specifying the relationships between categories and concepts.  

Theoretical codes are integrative.  They lend form to the focused codes collected and can add 

clarity, as long as the codes match the data and substantive analysis.  At this stage, relationships 

between the identified categories of the phenomenon should become more abstract as they begin 

to take on characteristics of a theory. “These codes may help you tell an analytic story that has 

coherence” (Charmaz, 2006, p. 63). Thus, the focused codes are analyzed and organized into a 

substantive theory that will describe parental hope, relationships to significant concepts, and the 

context within which hope occurs. Analyzing and integrating memos and literature will aid in 

formulating a rigorous grounded theory. 
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In keeping with constructivist grounded theory through the process of data analysis, it 

will be important to ensure immersion in the data so as to embed the narrative of the participants 

in the final research outcome (Mills, Bonner, Francis, 2006b). To do so, I will seek meaning in 

the data by searching for, and questioning tacit meanings about values, beliefs, and ideologies 

(Charmaz, 2006). The assumption is that the interaction between the researcher and the 

participant “produces the data, and therefore, the meanings that the researcher observes and 

defines” (Charmaz, 1995, p. 35). Theoretical saturation will be achieved when no further 

properties or relationships between codes and categories are identified. At this point, a sense of 

closure will be established. 

A reflective journal will also be kept which will enable ongoing theoretical sensitivity 

and will provide opportunities to conceptualize ideas about what is happening in the data. This 

process, called memoing (Charmaz, 2006; Glaser and Strauss, 1967), aids in recording ideas 

about the data in order to develop tentative connections, and to explore emerging relationships 

among the categories. It is one of the most important steps between data collection and the 

formulation of the grounded theory. Charmaz (2006) contended that memoing “prompts 

researchers to analyze their data and to develop their codes into categories early in the research 

process (p.188). Memoing will be used to sample theoretically as the study progresses. In 

addition, Charmaz (2006) recommends the use of memos to acknowledge the researcher’s voice 

and presence in co-authoring the shared experiences that are of importance to the participants. 

Memoing will be carried out by documenting any and all thoughts and ideas about the data, 

codes, and categories, in order to capture comparisons and connections discovered as data 

collection and analysis progress.  
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2.6 Factors Influencing the Study 

The study will be influenced by, and limited to, the experiences of those participants who 

are willing and able to participate. This may exclude those who decline to participate such as 

parents who are under overwhelming stress, financial, or time constraints and who may, 

therefore, experience hope differently. In addition, the study will recruit participants from a large 

teaching facility in Western Canada, and therefore, demographic details such as culture, religious 

preference, and income level may be somewhat homogeneous. In addition, the study design 

follows constructivist assumptions including the reflexive engagement of the researcher. 

Therefore, the resulting grounded theory will be an interpretive portrayal of the hope experience 

of parents with children who are undergoing cancer treatment and will employ the researcher’s 

interpretations as well as those of the participants. The theory will also be contextually placed in 

time, culture, place and situation and may not be transferable to other experiences and 

populations. There are also methodological issues associated with the use of qualitative research 

strategies such as grounded theory including premature closure, inability to define a core 

category or basic social process, and achieving less than rich and full description of the parent’s 

experience of hope. To capture a well-rounded picture of parental hope, future research may 

need to focus specifically on the hope experience of other populations including those with 

varied cultures, fathers, and siblings. 

2.7 Rigor 

Rigor for this study will be established using Charmaz’s (2006) criteria for grounded 

theory studies that include credibility, originality, resonance, and usefulness. These criteria will 

be implemented throughout the research process from beginning to end. Credibility will be 

established by collecting rich data from a multitude of sources and by maintaining sufficient 
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evidence, or an audit trail for others to evaluate the research process independently. Originality 

will be gained through the discovery of new knowledge and insights into parental hope, which 

has yet to be investigated fully. The substantive theory that is developed may assist in developing 

new procedures related to assessment and intervention to enhance parental health. The criteria of 

resonance will be developed throughout the research process by carefully following the 

procedures related to constructivist grounded theory data analysis, and through verification of 

interpretation with participants. Usefulness will relate to the development of knowledge that may 

aid in filling the current gap in the literature and in the current health care that is provided. In 

addition, this research project will provide direction for future research. 

2.8 Ethical Issues 

Ethical approval for this proposed research project will be sought through the Behavioral 

Research Ethics Board at the University of Saskatchewan, and operational approval through The 

Saskatoon Health Region prior to data collection and any contact with participants. A written 

informed consent will be obtained that will inform each participant of a number of considerations 

including the purpose and procedures related to the study, potential benefits and risks, the storage 

of data, confidentiality, and the right to withdraw. Data that are collected will be stored in a 

locked filing cabinet, only accessible to the committee members and me, and will be kept in a 

locked cabinet at the University of Saskatchewan for at least five years, in keeping with the 

University of Saskatchewan policy. I will conduct all interviews. As an experienced registered 

nurse, and research assistant, I am well versed in therapeutic communication, conducting 

research interviews, and have the ability to assess and monitor participant concerns and well-

being during the interview process. Part of the interview time allotted will be utilized to debrief 

and if needed, I will call a support person indicated by the participant for further assistance.  
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2.9 Relevance and Benefits 

It is important to note that the basic building block - the clear elucidation of the concept 

of hope for parental caregivers - has not yet been formulated, and this is a major concern.  

Without the conceptualization of parental hope, theoretical derivation is not possible, and 

ultimately, there will be a significant gap in knowledge, and in the ability to care adequately for 

this population. To advance nursing knowledge and practice in the area of hope, identifying and 

understanding hope for parents whose children are undergoing cancer treatment is necessary. 

New research must consider the utilization of clearly outlined methodologies, explicate and 

understand the narratives and the experiences of unique populations, and contextualize hope 

within the social experience of parents who hope.  In addition, understanding hope within these 

parameters makes good sense as this would highlight and align the known antecedents, 

outcomes, attributes, and definitions of hope generally, and embed these elements specifically 

and uniquely within the lives of those parents who experience and depend upon hope. Hope is 

known to be a vital and essential life force for parental care givers and a deeper understanding 

can facilitate the development of theory based interventions to support parental hope and thus, 

parental health and care giving abilities. 

2.10 Knowledge Translation 

During the development of this research study and following its completion, information 

and findings will be shared with other health care professionals through presentations at 

provincial, national and international conferences. It is anticipated that three research 

manuscripts will be published in peer reviewed journals contributing to dissemination of the 

research findings. In addition, the results will be posted on the Living With Hope website to reach 

a varied audience and will also be shared with the participants of the study.  
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2.11 Establishment of Career in Saskatchewan 

I have a rich background in pediatric nursing spanning a period of 20 years and varied 

experiences including clinical nursing in Canada and abroad, clinical teaching, and research. I 

have developed a deep interest in pediatric health and illness, particularly as it pertains not only 

to the client, but also to the family as a whole. Through my clinical experience and the 

knowledge that I have developed through course work towards my PhD studies, it has become 

apparent that parents who have children with chronic illnesses, such as cancer, are exposed to a 

number of overwhelming stressors beginning with diagnosis and continuing through their unique 

and personal journey related to their child’s illness. However, there is a lack of research related 

to holistic and comprehensive family centered care that includes the science of hope, and as a 

result, health care providers do not have a base of knowledge to support comprehensive clinical 

practice. Currently, Saskatchewan has an undeveloped and underused pediatric palliative care 

program that strives to provide care that considers all aspects of child and family health. Through 

this proposed research project, I will develop a program of research that will aim to enhance the 

care that parents as informal caregivers for their children with cancer receive. Ultimately, 

findings from this and future related research will assist in developing supportive nursing care 

that will optimize parental health and will support pediatric care and health in Saskatchewan.   

2.12 Research Environment 

The proposed research project highlighted herein will be conducted under the guidance of 

my co-supervisors including Dr. Wendy Duggleby and Dr. Lorraine Holtslander. Dr. Duggleby 

is an advanced oncology registered nurse and an expert in the areas of qualitative research and 

the science of hope. Dr. Duggleby is a member of the faculty of nursing in the University of 

Alberta, and currently holds a Research Chair in Aging and Quality of Life. Dr. Holtslander is 
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also a certified hospice palliative care registered nurse and a faculty member in the College of 

Nursing, University of Saskatchewan.  Dr. Holtslander’s expertise in the areas of qualitative 

research, family nursing and palliative care will be a tremendous asset.  

In addition, my PhD committee includes Dr. Chris Mpofu who is a pediatric oncologist at 

the Saskatoon Cancer Center, Saskatoon and has valuable knowledge related to pediatric 

oncology and the needs of families with whom he works. Dr. Shelley Spurr is a registered nurse 

and a faculty member in the College of Nursing, University of Saskatchewan. Dr. Spurr is a 

specialist in the area of pediatric nursing, and has published her work in a number of peer 

reviewed journals. Dr. Roanne Thomas from the College of Arts and Science, Department of 

Sociology has expert knowledge and a great deal of experience in qualitative research in the area 

of patient health and illness, specifically in relation to cancer. Dr. Karen Wright is a registered 

psychologist and registered nurse who has specialized in palliative care and the study of hope, 

and has numerous publications in these areas of research.  

Together, this committee provides a strong multidisciplinary team of professionals and 

researchers who offer a great deal of scholarly and practical knowledge, experience, and skill 

that will provide ongoing support in conducting qualitative research in the area of the hope of 

parents who are informal caregivers for their children who are undergoing treatment for cancer. 

In addition, many of the committee members will provide access to necessary research resources 

such as audio equipment, research facilities, and qualitative research software programs that will 

facilitate a rich and effective research environment. Dr. Mpofu will assist in arranging for the 

assistance of necessary nursing staff, medical colleagues, and the social worker in the Saskatoon 

Cancer Centre to assist with planned recruitment procedures. 
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2.13 Timeline 

The expected course of research is expected to follow the suggested timeline developed 

in Table 2.1. 
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Table 2.1 Expected Timeline 
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VIEWING THE ART AND SCIENCE OF PEDIATRIC NURSING THROUGH THE 

LENS OF PARADIGMS: THE IMPACT ON HOPE FOR THE FUTURE 

3.0 Relationship of Manuscript 1 to the Dissertation: 

The manuscript presented in the following section is a critical review of the literature 

related to the hope experiences of parents who have children with a variety of life limiting and 

life threatening illnesses using selected paradigms. Parental hope was identified as a vital aspect 

of caregiving, coping, and stress management. Findings from the post-positivist, critical theory, 

and interpretive paradigms provided a developing, broad scope of evidence that contributed to a 

partial understanding of parental hope, but which also revealed that it is dynamic and 

multidimensional. Furthermore, the literature review revealed that additional research is required 

to investigate the hope of parents who have children in treatment for cancer in order to support 

family centred nursing care in pediatric oncology adequately. This manuscript was written in 

APA format (Sixth edition, 2009) to meet the guidelines for the Journal for Specialists in 

Pediatric Nursing in which it was published in July, 2012. A letter of permission from the 

Journal for Specialists in Pediatric Nursing to include this manuscript can be found in Appendix 

J at the end of this dissertation. 
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3.1 Abstract 

Purpose. To Examine The Strengths And Limitations Of Common Research Paradigms Used In 

The Study Of The Hope Of Parents Who Have Children With A Variety Of Illnesses. 

Conclusions. Research Findings On Parental Hope Extracted From Only One Paradigm Present 

Limitations To Related Knowledge Development. To Take Into Account The Contributions 

From Each Paradigm And To Allow For A Multi-Dimensional Understanding Of Parental Hope, 

A Multi-Paradigmatic Approach Is Needed. 

Practice Implications. The Complementary Findings From Multiple Research Paradigms Can 

Lead To A Comprehensive Base Of Knowledge That Can Guide Future Research And Develop 

Effective, Family Centered Pediatric Nursing Care. 
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3.2 Introduction 

Hope can be a simple emotional response to a variety of human experiences. It can also be, 

however, a complicated, abstract, and life sustaining entity that is difficult to comprehend.  

Consequently, its essence remains elusive. Specifically, the hope of parents of children with life 

limiting (LLI) and life threatening illnesses (LTI) has not been adequately examined, thus there 

are gaps in nursing knowledge that affect nursing care for this population. Addressing parental 

hope and the gaps in nursing knowledge seems overwhelming but, they are worthy of additional 

inspection. The resulting goal should be an integration of knowledge development in the science 

of hope and ultimately the advancement of the art of nursing in providing care for parental 

caregivers.  

Nursing is both an art and a science, or as Barrett (2002) stated, “a scientific art” (p. 51).  

With such a unique, broadly encompassing foundation, knowledge of the discipline of nursing is 

complex, multi-faceted, and often abstract, but it consistently aims to improve the health of 

diverse populations. This paper is based upon the conceptualization of nursing as a practical 

science that serves, in part, as a tool to inform the art of nursing.  The practical science of nursing 

suggests that scientific inquiry must yield findings that are relevant and applicable to nursing 

practice. Johnson (1991) stated that nursing “is science that deals with generalizations, and it is 

art that deals with the application of these generalizations in a particular situation” (p. 11).  In the 

21
st
 century, debate about the kind of knowledge that is required to advance the discipline of 

nursing (Forbes, et al., 1999; Omery, Kasper, & Page, 1999; Reed, 2000) continues. During the 

past 50 years, nursing has developed into a polarized discipline with those who prescribe to an 

empiricist world view, those in opposition who support the interpretivist paradigm, and those 

who support the dominance of one mode of inquiry over the other. The debate, and especially the 
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opposition found in the historical and contemporary nursing literature regarding the development 

and constitution of nursing knowledge, may be reducing the potential for formulating 

comprehensive research findings from which to base nursing practice. The discipline of nursing 

sets out to discover and expand upon phenomena such as hope that are complex and require a 

multi-faceted approach taken from both social and biological sciences. 

To address the current state of nursing knowledge in the area of parental hope, four 

paradigms of nursing research were examined.  Specifically, the positivist, postpositivist, critical 

theory, and interpretive paradigms were used as a framework for examining the existing 

literature related to the hope of parental caregivers.  This examination sought to determine the 

strengths and limitations of each paradigm in advancing the science of nursing knowledge and 

the art of nursing practice.  Implications for future nursing research and practice are also 

discussed. 

3.3 Paradigms and Parental Hope 

3.3.1 Research Paradigms  

Paradigms are described in various ways in the interdisciplinary literature. For example, in 

his classical work in the area of paradigms, Kuhn is critiqued in nursing literature for providing 

multiple descriptions of paradigms.  He described them as both a disciplinary matrix, and as 

exemplars (Monti & Tingen, 1999). Weaver and Olson (2006) defined paradigms as “sets of 

philosophical underpinnings from which specific research approaches (e.g. qualitative or 

quantitative methods) flow” (p. 460).  Guba (1990) defined a paradigm as “a basic set of beliefs 

that guide action” (p. 17). Denzin and Lincoln (2011) contended that paradigms are human 

constructions that define the worldview of the researcher and encompass ethics, epistemology, 

ontology, and methodology. Denzin and Lincoln’s (2011) description of paradigm is used in this 
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paper because of its comprehensive nature and its inclusion of epistemology, ontology, and 

methodology that provide a framework for the systematic and standardized use of research 

paradigms.  

There are also numerous methods of classifying the paradigms utilized in nursing 

science. The examples cited in the nursing literature include Rawnsley’s (2003) terms, human 

science 1, and human science 2, that correspond respectively to Fawcett and Garity’s (2009) 

description of the naturalistic, and postpositivist paradigms. However, Fawcett and Garity (2009) 

added a third paradigm called the critical emancipatory paradigm. Denzin and Lincoln (2011) 

delineated four research paradigms and listed them as positivism, postpositivism, critical theory, 

and constructivism. Similarly, and for the purposes of this paper, Weaver and Olson’s (2006) 

classification of four paradigms: positivist, postpositivist, critical theory, and interpretive were 

used. All paradigms, despite the seemingly endless barrage of nomenclature, seem to stem from 

either the empiricist, or the interpretive tradition.  

Empiricism is often linked to positivism and to postpositivism.  These paradigms are 

thought to subscribe to a reductionistic, objectivistic, and realistic approach to research (Cody, 

1995; Monti & Tingen, 1999; Weaver & Olson, 2006). More specifically, Clark (1998) linked 

postpositivism to empiricism, but differentiated it from positivism contending that it was in itself 

a reaction to the inadequacies of positivism. Denzin and Lincoln (2011) supported this notion 

and contended that modern empiricism, postpositivism, is a modified version of positivism.  The 

difference lies in the notion that positivists believe that there is a reality that can be studied and 

understood, but postpositivists argue that reality can only be approximated, not fully understood.  

In addition, unlike positivism, postpositivism can be extended to develop, support, and verify 

theory. The other paradigms described by Weaver and Olson (2006) include critical theory and 
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the interpretive paradigm. Cody (1995) stated that the “newer paradigm is seen as more 

relativistic, more holistic, more attentive to subjective phenomena, and more qualitative” (p. 

144). Monti and Tingen (1999) contended that qualitative research traditions support the 

acknowledgement of multiple realities, the importance of human experience and, thus, the 

emphasis is on subjectivity as opposed to empirical objectivity. Similarly, Fawcett and Garity 

(2009) stated that within the naturalistic paradigm “research participants’ descriptions of their 

own health-related experiences are central to research” (p. 94), emphasizing the subjective nature 

of their experience and their behavior.  

To examine the use of each paradigm in the development of nursing research on parental 

hope, a literature search was undertaken using Medline, CINAHL, Web of Science, and 

PsychINFO in January 2011. Keywords, such as pediatric oncology, parents, parental caregiver, 

hope, life limiting illnesses and life threatening illnesses, and nursing were used. From 182 

articles, 14 were chosen based on their relevance to this paper. All the studies were published in 

English, were extracted from peer-reviewed journals from 1990 – 2011, and dealt with the hope 

of parental caregivers of pediatric patients with LLIs, or LTIs. Of the 14 studies included in this 

review, six were qualitative and eight were quantitative. The methodologies utilized in these 

studies varied. The studies of a qualitative nature included the following designs: critical 

ethnography, phenomenology, case study, and grounded theory. The quantitative studies were 

correlational in design, save for one longitudinal study. 

3.3.2 Parental Hope and Nursing Research 

Although hope research in nursing has received a great deal of attention since the 1980s, 

the hope of informal caregivers including spouses, offspring, relatives and parents who have 

children with LLIs and LTIs such as cancer (Eapen & Revesz, 2003; Kylma & Juvakka, 2007), 
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HIV/AIDS (Thampanachiwat, 2008), and spina bifida (Kirpilani et al., 2000), have been studied 

to a lesser degree. Researchers have suggested that parents of children with LLIs and LTIs 

experienced distress, stress, anxiety, and altered coping (McGrath, 2000; Pai et al., 2007) that 

affected their overall health and caregiving abilities (Kars, Duijnstee, Pool, van Delden, & 

Grypdonck, 2008; Svavarsdottir, 2005). These parents faced overwhelming difficulties, but out 

of their dilemma emerged hope, which for them was a helpful resource (Kauser, Jevne & Sobsey, 

2003), a survival tool (Reder & Serwint, 2009), and was used to continue caregiving (Kirpilani, 

et al., 2000; Samson et al., 2009; Thampanichawat, 2008).  Because parents identified hope as 

being important, gaining a clear understanding of parental hope in the context of caring for a 

child with a LLI, or LTI is imperative. Nurses have realized that hope plays an important role in 

how individuals manage their health, illness, and care giving experiences, but it appears that an 

adequate science of hope on which to base their practice is not yet available. In addition, in the 

current climate of controversy among researchers regarding their preferences and support for one 

method of knowledge generation over another, the development of an adequate science of hope 

seems difficult to achieve.  This can result in the dismissal, or disregard for valuable nursing 

knowledge provided by other researchers with differing underlying philosophical perspectives. 

 3.4 A Critical Review of the Literature on the Hope of Parents Using Selected Paradigms 

Cody (1995) stated that “the purpose of identifying and delineating paradigms is to 

organize the knowledge in a discipline into like and unlike schools of thought and to consider the 

differences” (p. 145). In order to delineate the contribution of the prominent modes of inquiry in 

the development of the study of parental hope within the discipline of nursing, the strengths and 

limitations of four paradigms were critically examined.  Specifically, the ontology, 

epistemology, and the methodology of these paradigms were used to develop an understanding 
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of the current state of nursing knowledge in the area of parental hope of children with LLIs and 

LTIs, and to identify directions for future research. 

3.4.1 Positivist and Postpositivist Paradigms 

The original form of the positivist paradigm, logical positivism, is not widely used at this 

time and has largely been replaced by other paradigms in nursing research (Denzin & Lincoln, 

2011; Gortner, 1993). Positivism is characterized by, and has been criticized for being associated 

with naïve realism, a ‘value-free’ view of scientific enquiry. For example, authors such as 

Denzin and Lincoln (2011) and Weaver and Olson (2006) described the impossibility of 

discovering absolute truth and of making observations that are value free.  In addition, Denzin 

and Lincoln (2011) contended that this paradigm failed to address the theory and value laden 

nature of facts, the reciprocal nature of the researcher and those who were the object of research, 

and that this paradigm did not consider the context within which phenomena occurred.  Other 

characteristics that define positivism include; hypothetico-deductive methods, formulating 

unilateral causal relationships or laws, and conducting statistical analysis (Fawcett & Garity, 

2009). Weaver and Olson (2006) concluded that these tenets of positivism “may perpetuate 

technically oriented practice” (p. 464).  Therefore, given the limitations of positivism and the 

movement towards post-positivist thinking, the following discussion was based upon the post-

positivist paradigm. 

Postpositivism stems from positivism, but it subscribes to a critical realist ontology, and 

modified dualist, or objectivist epistemology (Denzin & Lincoln, 2011). Like positivism, 

postpositivism still has a hypothetico-deductive component and uses statistical analysis. Weaver 

and Olson (2006) suggested that this paradigm is criticized because of its “reduction of people to 

parts and its dehumanization of them to scores and percentages for statistical analyses” (p. 464).   
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However, its strengths and contributions to modern nursing are also apparent. According to 

Gortner (1993) modern empiricism is well suited to clinical practice because of its potential. She 

specified that the “observables (mood state, vital signs, laboratory and radiographic findings) 

must be linked with the unobservables, those normal and abnormal physiological and 

psychological processes to suggest causal factors and thus treatment” (p. 482).  Postpositivism 

seeks objective knowledge through replication, emphasis on concepts and variables that are well 

defined, and through precise measurements of the phenomena under study. Weaver and Olson 

(2006) suggested that the postpositivist paradigm is useful for the study of questions in nursing 

that require data collection and analyses taken from a representative sample, knowledge about 

specific interventions, and predictive theories.  Similarly, Denzin and Lincoln (2011) suggested 

that positivism and postpositivism both aim to formulate causal explanations through 

experimental designs. Theories developed from the postpositivist paradigm are predictive in that 

they yield hypotheses for theory building and enable understanding through analyzing and 

describing phenomena of interest.  Methodologies used within this paradigm include randomized 

controlled trials, quasi experiments, and qualitative methods such as grounded theory 

methodology (Glaser & Strauss, 1967; Strauss & Corbin, 1990, 1998). 

Eight studies on the hope of parents of children with LLIs and LTIs utilized quantitative 

methodologies including cross sectional and one longitudinal design.  Investigations sought to 

determine the relationship between hope and distress (Horton & Wallander, 2001), hope, stress, 

and maladjustment (Horton & Wallander, 2001; Kashdan et al., 2002), and parental hope and 

their child’s health-related quality of life (Kirpilani et al., 2000).  Padencheri and Russell (2002) 

examined hope scores and numbers of challenging behaviours in their children and found that 

those parents who had children with multiple challenging behaviours had lower hope scores than 
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those parents with children with no, or minimal, challenging behaviours.  In a cross sectional 

study, Venning, Elliott, Whittford and Honnor (2007) investigated the impact of a child’s chronic 

illness on parents’ and children’s hopeful thinking.  These authors found that parents’ hope 

scores were significantly and directly related to self-efficacy and inversely related to depression.  

In addition, Mednick et al. (2007) found that mothers of children with type 1 diabetes who had 

high hope might have lower levels of anxiety. 

The empirical findings from these studies suggested the importance of improving hope in 

parents to enhance coping (Horton & Wallander, 2001), family functioning (Kashdan et al., 

2002), and the understanding and nurturing of hope in the long term care of children with spina 

bifida and other childhood disorders (Kirpilani et al., 2000).  Some authors identified the need 

for hope-based interventions designed to teach the skills required to engage in hopeful thinking 

(Mednick et al., 2007; Venning et al., 2007).   

These empirical studies on parental hope have positively influenced the science of nursing 

knowledge by describing relationships between hope and various aspects of parental health such 

as self-efficacy, anxiety, distress, care-giving abilities, family functioning, and stress. Knowledge 

gained from these research studies has the potential for advancing the art of nursing practice by 

guiding holistic nursing assessment and by identifying those at risk for hopelessness, and 

therefore, those who may require additional support.  These studies may also guide future 

nursing research.  For example, the hope studies conducted from the empirical paradigm have 

provided data from which to base hope interventions and guide future measurement of hope in 

other populations using the same previously tested hope measurement scales.  

However, although both statistical and practical significance may be related to the findings 

of these hope studies, the limitations imposed by the realist ontology and objectivist 
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epistemology are apparent.  An assessment of these studies, and the authors’ suggestions for 

future research, often indicated the limitations related to the value placed on scores and the 

reduction of parental hope to relationships between two or more key variables of human health.  

For example, Horton and Wallander (2001) called for future research to determine specific 

conditions in which hope is an important factor, such as coping and problem solving.  Similarly, 

Kashdan et al. (2002) concluded that the measurements used in their study were insensitive to 

ongoing life difficulties and the unique experiences of distinct populations.  These authors called 

for future studies including variations in gender and in ethnic groups and suggested that the use 

of semi-structured interviews to identify stressful life events and strains would be beneficial. For 

example, quantitative empirical research does not adequately include the complex, socio-political 

environment that impacts human health because it relies heavily on objective measurement tools, 

a hallmark of empirical science, and because of its departure from nursing’s objective of 

humanization of the health experience.  Assigning a number to represent the degree of hope that 

a parent may or may not have perhaps may be a dehumanizing act, because it neglects those 

essential and holistic elements of the human experience.  

The literature is replete with strengths of post positivist research, including its precision, 

credibility, objectivity, and the ability to corroborate research findings (Forbes et al., 1999; 

Gortner, 1993; Weaver & Olson, 2006).  These are apparent in the literature related to parental 

hope and the resulting advancement of the science of nursing knowledge and the art of nursing 

practice.  However, the apparent gaps in that knowledge stem not only from the limitations in the 

paradigm used for investigation, but also from the complex, abstract, and multi-dimensional 

nature of hope. Thus, the significant contribution of the empirical research findings can be 

substantiated, extended, and expanded by nursing research conducted using differing paradigms 
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that subscribe to varied ontological, epistemological, and methodological foundations.  This may 

promote complementary knowledge development to address the complexity of hope and the 

discipline of nursing, thereby contributing to a better understanding of both the art and the 

science of nursing. 

3.4.2 Critical Theory Paradigm 

Critical theory is an extension of the interpretive paradigm, and includes grassroots and 

emancipatory movements. The etic perspective is integral to this paradigm. It is rooted in the 

philosophy of Habermas, Friere, and Marx (Browne, 2000; Kim, 1999; Kincheloe & McLaren, 

2005). Denzin and Lincoln (2005) stated that this paradigm “in its many formulations, articulates 

an ontology based on historical realism, an epistemology that is transactional, and a methodology 

that is both dialogic and dialectical” (p. 187). That is, methodologically, critical theorists’ 

dialogical approach “seeks to eliminate false consciousness and rally participants around a 

common point of view” resulting in transformation (Guba, 1990, p. 24).   

Cull-Wilby and Pepin (1987) contended that “as with other paradigms, the critical social 

paradigm needs to be pursued in nursing for its different insights and contribution to knowledge 

development” (p. 519).  Specifically, critical social theory attempts to develop practical, 

pragmatic knowledge that is historically, culturally, and structurally situated and that is action 

oriented (Denzin & Lincoln, 2005).  It addresses power relationships, context specific issues 

related to gender, social and political inequities, and enhances empowerment of marginalized 

participants and communities. In addition, Browne (2000) suggested that the emancipatory focus 

of critical social theory is congruently aligned with the social mandate of nursing.  Specifically, 

Browne (2000) stated that:  

. . . claims within nursing science about preferable forms of knowledge can be firmly 

grounded in a critical realist framework that presupposes the existence of power 



 

 

 

75 

structures that shape our social world and produce and reinforce individual and 

institutional inequities (p. 46)  

 

However, Weaver and Olson (2006) claimed that critical social theory has been criticized for its 

focus on the collective rather than the individual. In addition, Fawcett and Garity (2009) 

contended that researchers must be aware of their own and other researchers’ biases. This 

perspective is supported by Weaver and Olson (2006) who suggested that there is potential for 

power inequities among researchers. 

One study was found on parental hope that was conducted within the critical theory 

paradigm.  De Graves and Aranda (2008) utilized a critical ethnography to explore the 

experiences of families when a child with cancer relapses.  These authors claimed that their 

research incorporated the theoretical tenets of critical inquiry “which relies on the reflexive 

relationship between the data, families and the principal investigator” (De Graves & Aranda, 

2008, p. 294). Beyond its reflexive nature, critical ethnography is conventional ethnography with 

a political purpose and is rooted in the critical theory paradigm (Thomas, 1993). Kinchloe and 

McLaren (2005) contended that critical theory finds its method in critical ethnography. 

Ethnography, then, becomes the action related to critical theory. De Graves and Aranda’s (2008) 

findings revealed that hope was an essential coping mechanism for families of children with 

childhood cancer after relapse, and that it occurred in the face of fear and uncertainty. The 

authors found that for these families, the hope for a cure assisted them in living through their 

experience and did not prevent them from understanding the potential severity of their child’s 

illness (DeGraves & Aranda, 2008). De Graves and Aranda (2008) concluded that hope helped 

families live through their child’s cancer and recognized the significance of the relationship 

between the health professional, the child, and the family as the means to supportive care. 

Furthermore, they emphasized the importance of maintaining hope for children with cancer as 
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well as their families when providing care and suggested that future research is required to 

develop integrative care models in which cancer-directed therapies and supportive care are key. 

They also identified the challenge in developing interventions that would assist families who live 

with the uncertainty of relapse to deal with fear and hope.  

De Graves and Aranda’s (2008) critical-theory-guided research, elicited rich, 

contextualized, subjective knowledge related to families of children with cancer who had 

experienced relapse. Elements from these findings have extended some of the findings related to 

parental hope that were identified within the postpositivist paradigm.  For example, De Graves 

and Aranda (2008) provided an understanding of the meaning of the families’ hope and fear in 

relation to receiving information, decision-making, and family life during relapse. These authors 

utilized the critical theory paradigm to forward ideas and to relate challenges for future hope 

intervention strategies. However, the ‘action’ component of this study is unclear. Typically, 

research in this area from a critical perspective would have the potential to uncover injustices 

and inequities related to the provision of ethically sound health care. The critical theory 

paradigm can be used to examine and improve nursing policies and procedures, enhance practice 

development by identifying the importance of hope for parental caregivers, describe its use and 

meaning, and empower both parents and nurses to use hope as a psychological resource to 

enhance health. In addition, the critique of social structures that compromise an individual’s 

health, the generation of theory that is not biased by gender, class, and race are significant to 

nursing for developing and challenging different views and conditions that influence health 

(Forbes et al., 1999). 

Critical theory as a paradigm of inquiry for the study of parental hope has much to offer the 

discipline of nursing but, to date, it seems to be largely absent. However, when used as the sole 
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lens from which to advance nursing knowledge, there may be some limitations.  Critical theory is 

based on an ontology of historical realism. Truth is seen as independent and universal, and is 

shaped by gender, social, cultural, political, economic, and ethnic values that may not be shared 

by everyone (Weaver & Olson, 2006) and, thus, may preclude researchers from using this 

paradigm to serve the needs and address the issues of all participants. However, historical 

realism does address relations of power that shape social reality, a condition that is relevant and 

underlies nursing practice. Browne (2000) stated that underlying epistemological and ontological 

issues in critical social theory present limitations related to the knowledge needs of nursing 

science. Based on its realist ontology and on its epistemology, critical social theory may be 

limited in its ability to uncover differences in hope based on human variability and individual 

complexities. Both are of significant importance to the development of knowledge in the area of 

parental hope.  In addition, Gortner (1993) stated that critical theory does not view physiological 

or biological aspects of human health and illness and, therefore, research from this paradigm is 

not of complete utility for nursing science.  While there is value in drawing upon the tenets of 

critical and historical realism inherent in critical theory, a balance is needed in order to fulfill 

nursing’s needs to understand hope from a subjective, individually based perspective that 

includes those biophysical determinants of health that are also important to the study of parental 

hope. Only one study utilized the critical theory paradigm in investigating parental hope, and 

there is a need to develop more knowledge from this paradigm to serve the needs of parents of 

children with LLIs and LTIs more justly and effectively. 

3.4.3 Interpretive Paradigm 

 

Monti and Tingen (1999) cited many reasons why the discipline of nursing adopted the 

interpretive paradigm. These refer to the difference between empirical studies and qualitative 
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studies, which extend beyond the ‘senses’ and derive knowledge from other sources and multiple 

realities; its congruence with the beliefs of nursing such as holism, individualism, and self-

determination; and its inherent capacity to utilize various methodologies such as grounded theory 

and ethnography for generating theory and knowledge. 

Ontologically, the interpretive paradigm suggests that reality is multidimensional. Each 

dimension is intertwined with others and is context specific. The primary goal of investigation is 

the search for human experience, and therefore, the emphasis errs on the side of subjectivity 

(Cody & Kenney, 2006). The emic perspective is central to this paradigm. Because of the 

complexity of humanity, multiple ways of knowing are valued and utilized for knowledge 

generation.  Unlike the other paradigms discussed, the interpretive paradigm subscribes to a 

relativistic ontology that assumes reality is constructed inter-subjectively through meanings and 

understandings developed socially and experientially (Denzin & Lincoln, 2011). 

Epistemologically, the interpretive paradigm considers “observations as subjective, value 

relative, or value mediated” (Weaver & Olson, 2006, p. 462).  Fawcett and Garity (2009) 

contended that in the interpretive paradigm, reality cannot be separated from the researcher’s 

knowledge of that reality, and therefore, the researcher’s values are inherent in all phases of the 

research process.  Like critical theory, truth is developed through dialogue. Thus, researchers 

working from within this paradigm seek to engage in an equal relationship with the research 

participants in order to create a shared understanding of experiences, meanings, and contexts 

(Fawcett & Garity, 2009).  Methodologically, the interpretive paradigm seeks to generate theory 

inductively and the theory is then used to explain the data developed through methods such as 

grounded theory and phenomenology. The usefulness of this paradigm is found in its potential 

for developing theory when very little is known about a phenomenon of interest, and in doing so, 
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relationships between concepts can also be developed (Monti & Tingen, 1999). Although the 

interpretive paradigm leads to explanatory theory, this type of theory may not have strong 

predictive power due to the small number of participants sampled. However, in qualitative 

research, the goal is seldom prediction, but rather exploration and understanding of individuals’ 

experiences and related subjective meanings.  Other limitations of the interpretive paradigm may 

include the lack of acknowledgement of the physiological aspects, biological factors, and social 

structures related to human health and illness (Monti & Tingen, 1999; Weaver & Olson, 2006).  

In addition, potential problems related to insufficient data collection, lack of adherence to 

philosophical underpinnings, and sampling errors, for example, can render inadequate findings.    

In the research literature on parental hope, five studies used the interpretive paradigm to 

study the personal subjective experience of hope.  Samson et al. (2009) used a phenomenological 

study to examine the lived experience of hope among parents of children with Duchenne 

muscular dystrophy.  For these parents, hope emerged uniquely and was dependent upon their 

appraisal of their child’s illness.  The authors concluded that hope “can help parents absorb the 

initial crisis, sustain their adaptation or prepare for the fatal outcome” (p. 103). Samson et al. 

(2009) stated that perceptions about illness may shape the nature of parental hope and indicated 

that particular attention needs to be paid to the nature of parental hope because it can provide an 

indication of coping and adjustment. Reder and Serwint (2009) addressed the concept of hope for 

parents and health care professionals during a child’s serious illness by undertaking a qualitative 

content analysis of focus group data. These authors identified a number of themes in defining the 

concept of hope including: association with positive outcome, future oriented, coping strategies, 

relation to spirituality, and a concept innate to human nature.  Significant findings also included 

the temporal nature of hope.  Parents noted ways that their hope changed over the course of their 
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child’s illness, the important balance needed between hope and prolonging their child’s 

suffering, and their role as the ‘bearers of hope’.  Reder and Serwint (2009) provided important 

insight into parental hope and advised supporting hope for parents in a way that acknowledges its 

changing nature.  Kauser et al. (2003) used a case study approach to identify the experiences of 

hope in families of children with various disabilities.  They found that hope was transformational 

and a dynamic process that helped them to reframe their lives.  Similarly, through an exploratory 

qualitative research approach, Kylma and Juvakka (2007) described the hope of parents of 

children with cancer as being central to life, broad, and multi-dimensional.  They offered 

guidelines for nursing practice including the promotion of hope engendering factors, and the 

elimination of hope endangering factors.  Lastly, Thampanachiwat (2008) used grounded theory 

methodology to explore how primary caregivers dealt with problems in caring for children with 

HIV infections.  Maintaining hope was one of the major processes that helped these participants 

continue caregiving under stressful and often difficult circumstances. 

All the studies using the interpretive paradigm were inductive, exploratory, and descriptive 

in nature.  These studies offered unique personal, subjective descriptions of the experience of 

parents and their hope in various contexts.  This has significant value for the discipline of 

nursing as it offers an insider’s view of the participant’s unique hope experience. Thus, the hope 

interventions that may be developed based on these findings would be specific to the needs of 

parents and would assist in further developing the art of pediatric nursing.  Although the 

interpretive paradigm significantly contributes to the literature in the area of hope, it has 

limitations.  Samson et al. (2009) and Thampanichawat (2008) indicated that their findings may 

not be transferable to other contexts, or populations, and recommended additional research to 

examine hope in relation to perception in other populations and situations. Specifically, 
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Thampanichawat (2008) emphasized the need for quantitative research to compare stressors, 

fears of loss, the burden of care, and social support of HIV infected parents with those of 

uninfected caregivers.  Similarly, Reder and Serwint (2009), and Kylma and Juvakka (2007) 

presented their research findings as foundational work from which hope interventions may be 

developed along with educational support for health care workers to support their understanding 

of hope and to minimize tensions.  Thus, the findings related to parental hope that were 

developed from the interpretive paradigm offer unique insight, as well as the possibility for 

extending the science of nursing through research and theory development, which in turn can 

inform the art of pediatric nursing practice.  However, the body of knowledge related to parental 

hope was developed from a relativist ontology that subscribes to multiple realities grounded in 

the subjective experience of the participants. This may be a limitation because it is context and 

person specific. However, the interpretive paradigm seeks to discover the meaning attached to 

individual experiences and it is then up to the reader to determine whether, or not, the findings 

from one research study are applicable to a new and different situation or context (Guba & 

Lincoln, 1985). From an epistemological perspective, the findings are based on observations that 

are shared and dependent upon a co-created understanding that is developed through mutual 

interpretation, and the observations are value-laden. Some might contend that this biases the 

findings and constitutes a source of error. In addition, the interpretive construction and 

understanding of meanings are dynamic and constantly changing and, therefore, may be difficult 

to identify and utilize for both research and nursing practice. The pragmatic use of this kind of 

nursing knowledge in the practice setting can be problematic.  Monti and Tingen (1999) asked 

what it meant for a person to be an open system and further questioned how one could evaluate 

or systematically assess a holistic being.  The study of parental hope has certainly benefited from 



 

 

 

82 

the use of the interpretive paradigm, and it has extended the knowledge of nursing beyond that 

developed from the post positivist paradigm.  However, when findings regarding parental hope 

are viewed singularly from this paradigm, only partial knowledge is gained. 

3.5 Implications for the Art and Science of Pediatric Nursing: Hope for the Future 

Pediatric nurses have an obligation to provide holistic and comprehensive, family-centered 

nursing care.  Those parents who have children with life limiting and life threatening illnesses 

are exposed to conditions and experiences that create anxiety, family disorganization, and 

extreme stress.  Parents caring for their children with illnesses such as HIV, spina bifida, 

Duchenne Muscular Dystrophy, and cancer, have indicated that hope is vital, and that it is an 

important resource that can act as a buffer against stressful circumstances and enhance their 

caregiving abilities (Kylma & Juvvakka, 2007; Thampanichawat, 2008). Pediatric nurses are in 

an excellent position to support parents and to enhance their adjustment to their new and 

evolving circumstances through evidence based hope interventions and hope theory.   

There is very little research evidence on which to base pediatric nursing care specific to 

parental hope.  An examination of postpositivist, critical theory, and the interpretive paradigms 

indicated that eight studies were undertaken using the post positivist paradigm, only one from the 

critical theory paradigm, and five from the interpretive paradigm.  These numbers alone, indicate 

that research from the critical theory paradigm is sparse and, therefore, it is very difficult to link 

knowledge and theory development to practice-relevant social and political actions aimed at 

improving health, health care and social conditions (Browne, 2000) for parents of children with 

LLIs and LTIs.  In fact, DeGraves and Aranda (2008) clearly emphasized the need for 

articulating and developing hope-based interventions for this population.  Conversely, eight 

studies on parental hope using the positivist paradigm were found in the literature.  The empirical 
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findings from these studies have demonstrated that hope is tangible to parents, and that it is 

associated with factors such as the degree of disability and disruptive behaviours, as well as with 

concepts such as self-efficacy, and depression. The art of nursing, which can be founded on the 

empirical science of hope, includes the assessment of parental hope and the identification, 

development, and support of those human attributes such as self-efficacy and coping skills that 

relate directly to enhanced hope.  However, hope is abstract and complex and, therefore, not 

entirely amenable to observation and measurement. There is clearly a multidimensional nature to 

hope that needs to be further developed and articulated (Dufault & Martocchio, 1985; Farran, 

Herth & Popovich, 1995). Through the understanding of parent’s social processes and the 

meanings ascribed to their hope experiences, the interpretive paradigm can inform the art of 

pediatric nursing practice, and can allow for theoretical and conceptual understandings of 

parents’ hope.  In addition, clarity regarding those subjectively perceived social, cultural, 

historical, and spiritual influences on parental hope can be achieved. This clarification can 

increase the potential for successfully acknowledging parents’ experiences and for supporting 

their hopeful practice through context specific interventions. 

Relevant findings from each paradigm can contribute important information to nursing 

knowledge to advance research as well as the art of nursing practice.  However, it is evident that 

much more research is required to accomplish this (Aranda and DeGraves, 2008; Kylma and 

Juvakka, 2007; Venning, Elliott, Whittford, and Honnor, 2007). The evaluations of the strengths 

and limitations of underlying paradigms in the extant literature on parental hope offer a unique 

perspective on required research and theory development. Evaluation of the contribution of 

knowledge from each research paradigm demonstrated that while each one has much to offer the 

study of parental hope, the particular ontological, epistemological, and methodological 
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orientation revealed gaps in the kind of knowledge that was advanced.  Thus, it can be concluded 

that in conducting research in the area of parental hope, a predominant or single paradigm 

approach may disrupt the progress of the science of pediatric nursing, as well as the art of 

holistic nursing care. Based on the evidence presented in this paper, the science of nursing 

related to parental hope must be developed and advanced from a multi-paradigmatic approach.  

This would allow for a broad and comprehensive base of evidence from which to provide 

ethically sound, effective, and holistic nursing care that encompasses the complexities of both 

nursing and hope. A multi-paradigmatic approach to the study of hope in pediatric nursing is 

essential to scientific advancement (Cull-Wilby & Pepin, 1987; Gortner, 1983; Monti & Tingen, 

1999). For the advancement of hope research, identification of the ontological, epistemological, 

and methodological strengths and limitations posed by each paradigm is necessary. In addition, 

careful and informed use of each paradigm is needed to advance the discipline’s knowledge in 

order to promote an adequate science of hope research that can inform the artful practice of 

holistic, family centered pediatric nursing. A multi-paradigmatic approach allows for the co-

existence of research findings on parental hope from the postpositivist, critical theory, and 

interpretive paradigms. Thus, the development of the art of pediatric nursing should be based on 

a broader and more comprehensive science of nursing. Specifically, a multi-paradigmatic 

approach also values the differences in hope research from a variety of paradigms and highlights 

the contribution of each (Monti & Tingen, 1992), broadens the scope of evidence contributed to 

nursing knowledge (Forbes et al., 1999), and allows for a multidimensional understanding of 

phenomena (Cull-Wilby & Pepin, 1987). 
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 3.6 How Might This Information Affect Nursing Practice? 

Hope is an essential aspect of human life, and understanding the hope of parents who care 

for their children with life limiting and life threatening diagnoses is difficult given the subjective, 

complex, and unique nature of their experiences. Although some studies on hope refer to the 

hope of parents, there is insufficient evidence on the topic to understand it fully and to guide 

pediatric nursing practice.  Thus, additional research is sorely needed.  The findings from this 

paper underscore the need for research to be undertaken from multiple paradigms in order to 

extend nursing knowledge in a comprehensive manner. An enhanced understanding of the proper 

uses, strengths, limitations, and contributions of each paradigm may assist nurses in selecting the 

research paradigm that best suits the research question. It has been demonstrated that each 

paradigm offers unique knowledge to the study of parental hope. Developing hope theory and 

interventions through observable measurement, understanding parent’s subjective experiences 

related to hope, and critically evaluating unit specific policies and procedures related to hope 

interventions so as to challenge the status quo, are all important and worthy research objectives 

for advancing the art and science of the discipline of nursing.  By discovering and utilizing 

relevant findings from all four paradigms used in existing hope research, nursing science can 

adequately inform nursing practice and, therefore, support pediatric nurses’ ethical obligation to 

provide informed, compassionate, holistic, family centered nursing care.   
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SECTION 4 

 

 

MANUSCRIPT 2 

 

A GROUNDED THEORY STUDY OF THE HOPE EXPERIENCE OF PARENTAL 

CAREGIVERS WHO HAVE CHILDREN IN TREATMENT FOR CANCER: KEEPING 

HOPE POSSIBLE 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

87 

A GROUNDED THEORY STUDY OF THE HOPE EXPERIENCE OF PARENTAL 

CAREGIVERS WHO HAVE CHILDREN IN TREATMENT FOR CANCER: KEEPING 

HOPE POSSIBLE 

4.0 Relationship of Manuscript 2 to the Dissertation: 

 

The second manuscript presented in the following section is a presentation of the findings 

of the study titled, A Grounded Theory Study of the Hope Experience of Parental Caregivers 

Who Have Children in Treatment for Cancer: Keeping Hope Possible. The manuscript describes 

the use of constructivist grounded theory to uncover the specific processes related to parents’ 

hope experiences as they cared for their children receiving treatment for cancer. Through an 

analysis of parental narratives, parental hope is defined and a model depicting and describing the 

major basic social process of ‘Keeping Hope Possible’ and its sub processes are presented. The 

value of nurses’ knowledge about how parents define their hope, and in understanding the related 

processes of parental hope are highlighted. This paper will be revised for submission and written 

in the publication style of APA, (Sixth Edition, 2009) to meet the author guidelines of the 

Journal of Pediatric Oncology Nursing. 
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4.1 Abstract 

 

This qualitative grounded theory study explored parental hope experiences within the 

context of childhood cancer. Thirty-three open-ended interviews and 14 journals were collected 

from 16 participants, transcribed verbatim, and analyzed using Charmaz’s (2006) constructivist 

grounded theory methods. The findings revealed that parents of children with cancer defined 

their hope as essential, strengthening, and as a guide that helped them to prepare for the worst 

and to hope for the best. Their main concern was “fearing the loss of hope” and was ameliorated 

by the basic social process of “keeping hope possible”. To keep hope possible, parents accepted 

the realities of childhood cancer, established control, restructured their hope, and chose to think 

positively. These sub-processes of keeping hope possible were influenced by a number of factors 

including the assessment of their child’s health, gaining knowledge and experience, connecting 

with others, being in the loop, and reaffirming their faith. The findings from this study provide 

unique information about the processes of parental hope, and will assist in guiding future 

research related to its assessment and support. 

 

Keywords: Parents, Childhood Cancer, Hope, Grounded Theory, Qualitative Research 
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4.2 Introduction 

Childhood cancer is rare. However, it remains the most common disease-related cause of 

death, and accounts for more deaths than asthma, diabetes, cystic fibrosis and AIDS combined, 

and is second only to injury-related deaths among Canadian children (Canadian Cancer Society, 

2011). The five-year survival rates for childhood cancers have improved immensely in Canada 

from 71% in the 1980s, to about 82% in the early 2000s (Canadian Cancer Society, 2011). 

Among Canadian children, leukemia is the most common type of cancer diagnosed, with central 

nervous system tumours and lymphomas coming second and third, respectively. Approximately 

850 children are diagnosed with cancer, and 135 children may die from childhood cancer every 

year (Canadian Cancer Society, 2011).  

The diagnosis of childhood cancer results in a lengthy treatment phase that not only affects 

the child, but also their parents. The resulting anxiety, stress, and fear are frequently documented 

in the related literature (Angstrom-Brannstrom, et al., 2010; Eapen & Revesz, 2008; Fletcher, 

Scheider, & Harry, 2010). In addition, the new parental caregiving roles and responsibilities are 

associated with frequent appointments, repeated hospital admissions, and high intensity care at 

home. These factors place unforgiving demands on the well-being of parents during treatment 

(Pai, et al., 2007; Sawyer, Antoniou, Toogood, Rice, & Baghurst, 2000). However, many 

researchers have suggested that hope provides relief from the enormous pressures parents 

experience when their child has cancer (Kylma & Juvakka, 2007; Reder & Serwint, 2009; De 

Graves & Aranda, 2008). 

Research related to the hope of parents who have children in treatment for cancer has 

demonstrated that hope is essential, and may be linked to continuing to live everyday, and to 

enduring the challenges associated with childhood cancer (Kylma & Juvakka, 2007; Reder & 
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Serwint, 2009). Although many researchers have described parental hope as important, they have 

not explored the concept directly, nor described its processes and properties. It is, therefore, 

essential that the hope experience of parents caring for their children in treatment for cancer, be 

explored. In their metasynthesis about the hope of family members caring for a person with 

chronic illness such as cancer, Duggleby et al (2010) found that hope was important independent 

of age, relationship, or setting. Although, they included only one study that related to parents of 

children with a chronic illness, their definition of hope offers a starting point to search for 

different concepts and processes in the current study (Charmaz, 2006). Duggleby et al (2010) 

defined hope as “transitional dynamic possibilities within uncertainty” (p. 148).  

4.3 Background 

Several studies have indicated that hope was important for parents who have children with 

a variety of life limiting and life threatening illnesses such as HIV/AIDS (Thampanichawat, 

2008), disabilities (Kashdan et al., 2002; Kauser, Jevne, & Sobsey, 2003; Larson, 1998; Lloyd & 

Hastings, 2009; Padencheri & Russsell, 2002), diabetes (Mednick et al., 2007), advanced cancer 

(De Graves & Aranda, 2008; Kars et al., 2010), critical and chronic illnesses (Amendolia, 2010; 

Horton & Wallander, 2001; Reder & Serwint, 2009; Venning, Eliott, Whitford, & Honnor, 

2007), and spina bifida (Kirpilani et al., 2000). Other studies about hope and parents of children 

with a variety of life limiting and life threatening illnesses suggested that the hope of parents was 

related to motivation (Kashdan et al., 2002), goal setting and future orientation (Amendolia, 

2010), and that it was highly individualized and dynamic (Samson et al., 2009). These studies 

suggested that hope was strengthened by extended family members’ positive attitudes and 

practical help (Kauser et al., 2003), improved child health, having faith and parental resources. 

Some studies revealed that hope was threatened by professionals’ negative evaluation of the 
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child’s health (Kauser, et al., 2003), pain, uncontrolled symptoms, and parental fatigue 

(Amendolia, 2010). However, hope was important and useful in optimistic caregiving, and was 

an important factor related to parental health, well-being, and coping (Eapen & Revesz, 2003; 

Larson, 2003). The literature revealed that parental hope was a survival tool (Reder, & Serwint, 

2009), acted as a buffer when stress was high (Horton & Wallander, 2001; Mednick, et al., 

2007), and was life sustaining, positive, and useful for coping (De Graves & Aranda, 2008; 

Reder, & Serwint, 2009). For some parental caregivers, hope was rooted in the caregiving 

experience (Kirpilani, et al., 2000; Samson et al., 2009; Thampanichawat, 2008). Many parents 

hoped for a cure that would return their child to a previous ‘normal’ way of life (De Graves & 

Aranda, 2008; Samson, et al., 2009), as well as the survival of their child (Reder & Serwint, 

2009; Thampanachawat, 2008).   

Three studies focused on the hope of parents during the treatment phase of childhood 

cancer, and they indicated that hope was very important to parents as they cared for their child 

(Kylma & Juvakka, 2007; Liu & Yeh, 2010; Salmon et al., 2012). In all three studies, the 

samples included parents of children who were in active treatment, in remission, and had 

completed treatment, or who were considered ‘survivors’ (Kylma & Juvakka, 2007; Liu & Yeh, 

2010; Salmon et al., 2012). An exploratory descriptive study completed by Kylma and Juvakka 

(2007) included focused interviews with nine parents of adolescents with cancer, two of whom 

were in active treatment, and the remaining four adolescents were considered to be survivors. 

Parents considered hope to be central, and life sustaining, and it supported them through the 

challenges of childhood cancer. Their hope was associated with suffering and despair, and the 

central elements of parental hope included trust, and an orientation towards life and the future. 

Kylma and Juvakka (2007) found that a number of external factors threatened hope such as the 
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deterioration of their child’s health, negative care, poor resources, and other people’s negative 

reactions. The factors that engendered parental hope included good care, improving adolescent 

health, and faith.  Similarly, Salmon’s et al (2012) longitudinal, qualitative study included 

recorded consultations with 53 parents of children with acute lymphocytic leukemia (ALL) at 

one, six, and 12 months after diagnosis. They found that parents’ hope was necessary in order to 

parent effectively when faced with despair, and their hope was focused on the short term. 

Parental hope was interpersonal, and built largely on their faith in the oncologist. Hope also had 

a positive psychological dimension that enabled parents to shorten the timeframe in which their 

hope materialized, and this took effort and time to learn. 

A quantitative, descriptive correlational study reported by Liu and Yeh (2010) reported 

findings from 200 mothers of children who had cancer. In this study, 90 children were in 

treatment for cancer, 11 of whom had relapsed, 62 had recently been diagnosed, and 48 others 

had completed treatment. They suggested that mothers who reported low uncertainty and low 

distress had significantly higher levels of hope as measured by the Herth Hope Index and QOL, 

compared to three other subgroups of mothers. 

As previously indicated, the studies undertaken to date focused widely on a number of 

different pediatric chronic illnesses, and there is very little research based specifically on parental 

hope during pediatric cancer treatment. There are gaps in the information about known 

antecedents, consequences, and outcomes of hope, and currently, there is no clear definition of 

parental hope for this population. Consequently, the hope experience of parents who have 

children undergoing treatment for cancer is not fully elucidated, nor is it thoroughly understood.  

In addition, although a few studies focused on childhood cancer, they presented samples in 

which it was unclear if the child was undergoing treatment for cancer (DeGraves & Aranda, 
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2008; Eapen, Mabrouk & Bin-Othman, 2008; Eapen & Revesz, 2003). Other studies used mixed 

samples of childhood cancer survivors and children receiving active treatment (Kylma & 

Juvakka, 2007; Liu & Yeh, 2010; Salmon et al., 2012; Venning, et al., 2007), and two sampled 

those parents whose child had incurable cancer at the end of life phase (Kars et al., 2010; Reder 

& Serwint, 2009). This may be problematic because hope may be defined, conceptualized, and 

used differently by parents depending on where their child was in relation to the childhood 

cancer diagnosis (diagnosis, treatment, end-of-life, or survivorship). Of the studies that focused 

on parents of children in treatment for cancer, only a few set out to investigate parental hope (De 

Graves & Aranda, 2008; Kylma & Juvakka, 2007).  

In the abovementioned studies, a number of different methodologies were used, thus it was 

difficult to compare and contrast the findings. Given parents’ emphasis on the importance of 

hope as part of their wellbeing and caregiving activities, identifying and understanding hope as it 

relates to parental caregivers of children with cancer is necessary for informing and advancing 

our understanding of parental hope, and for offering direction and guidance for future research in 

pediatric oncology. The purpose of this study was to explore the hope experience of parents of 

children in treatment for cancer using Charmaz’s (2006) constructivist grounded theory 

methodology. The specific objectives of this research study were: (a) to explore the meanings 

and processes of hope for parents who cared for their children with cancer; (b) to examine the 

relationships between the concepts that were identified as being important to parents who 

experienced hope; and (c) to develop a tentative, substantive theory based on the experiences of 

parents who had children who were being treated for childhood cancer.  



 

 94 

4.4 Method 

4.4.1 Design 

Understanding how parents’ hope experiences shape, and are shaped by their context and 

circumstances, is central to the aims of this study. This is congruent with a qualitative, 

constructivist grounded theory approach whose foundation is symbolic interactionism. A 

symbolic interactionist perspective emphasizes that people interact with others and within their 

own social world. Based on those interactions, they continually reflect upon, evaluate, and 

redefine their own actions, the actions of others, and the meanings of things that are important to 

them (Blumer, 1969). In this study, how the parents interpreted meanings and acted within their 

own social context were essential to understanding their hope experiences. In addition, there is a 

paucity of research related to parental hope, and therefore, grounded theory methodology is well 

suited to this study because it can be used to explore topics about which little is known 

(Charmaz, 2006).  

4.4.2 Sample 

After receiving ethical approval from an Institutional Ethical Review Board, and 

operational approval from a cancer centre in a small Western Canadian city that is associated 

with a tertiary care teaching hospital, purposive theoretical sampling (Charmaz, 2006) was 

carried out to reach saturation. Theoretical saturation was defined as theoretical completeness in 

which no new properties of the categories were identified (Charmaz, 2006). Initially, participants 

were purposively sampled based on their familiarity with, interest in, and willingness to reflect 

on and discuss their hope experience (Morse & Richards, 2002), and then they were theoretically 

sampled to elaborate and refine emerging categories (Charmaz, 2006). To recruit parents who 

cared for their children who were in treatment for cancer, the following inclusion criteria were 
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used by five recruitment collaborators (a pediatric oncologist, three registered nurses, and a 

social worker) to invite parents to participate: participants must be English speaking and freely 

able to provide informed consent; parents can be male, or female, of any age; are the primary 

care providers for their child from birth to 15 years of age who have a diagnosis of any childhood 

cancer, and who are undergoing active treatment for their cancer within approximately 12 

months since diagnosis through the local cancer centre; and are from both rural and urban 

settings. Parents were excluded if they were not able to provide free and informed consent, or 

were non-English speaking. The recruitment collaborators contacted parents, in person, who met 

the inclusion criteria, and provided them with a study brochure inviting them to participate. If the 

parents were interested, informal, verbal consent along with their contact information were 

obtained by the recruitment collaborator. The researcher followed up in person, or with a 

telephone call to provide additional details about their participation and to obtain formal, 

informed, written consent and plans were made for the first interview. 

4.4.3 Data Collection 

Data collection took place over a 13-month period of time. Charmaz (2006) underlined the 

need to collect rich/thick data from a variety of sources, and defined rich data as “detailed, 

focused, and full” (p.14). The sources of data included a written demographic form, face-to-face, 

open-ended interviews, a journal completed by participants over a two-week period, the 

researcher’s field notes based on observations in the field, and memos. As is consistent with 

grounded theory, related literature was also used as another source of data in the late stages of 

data collection and analysis (Charmaz, 2006).  

Face-to-face, open ended, audio-taped interviews typically took place in a private office in 

the cancer centre while the child was receiving treatment, and they ranged in duration from 28 
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minutes to 82 minutes. Participants were interviewed on two separate occasions, approximately 

two weeks apart, and three participants who were recognized as good informants who could 

expand on the analytical developments of the study, were interviewed a third time. An open-

ended interview guide was used during the interviews, and was revised as data collection and 

analysis progressed in order to refine data collection by filling in gaps and expanding analysis. 

As data collection and analyses proceeded, more fathers, as well as rural and single parents were 

recruited to elaborate, refine, and fully develop emerging categories (Charmaz, 2006). The 

interview guide contained open-ended questions asking participants to describe their parental 

experiences since the time their child was diagnosed, to discuss their hope, define hope, and to 

describe what affects their hope as they cared for their child.  

To gain greater insight into the day-to-day processes of parent’s hope experiences, they 

were asked to write about their experiences in a journal over a two-week period, including what 

influenced their hope, how hope influenced their daily life, and to record general thoughts and 

feelings about their daily hope experiences. Field notes were documented after each interview in 

order to capture observations about the setting, interactions with health care workers and family 

members, and to take note of any behaviours, emotions, or non-verbal interactions that were 

otherwise not noted. Memos were also written by the primary researcher throughout data 

collection and analyses, and these provided a guide for constant comparative analysis, ultimately 

supporting theoretical sampling.  

4.4.4 Data Analysis 

Data analysis began once the first interview was conducted, and continued simultaneously 

with data collection throughout the research process. Interviews and journal submissions were 

transcribed verbatim by an experienced transcriptionist and then checked for accuracy by the 
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primary researcher. Charmaz’s (2006) constructivist grounded theory procedures were followed, 

including the use of three levels of coding (see Table 4.1).  

Table 4.1 Keeping Hope Possible: An Illustration of the Coding Process 

Quotations Incidents Categories Concepts 

“I think of my hope 

every day and yet I 

never know from 

day to day what 

hope will mean for 

me that day. It is just 

a journey in our 

lives. But, hope is 

always possible. I 

will never lose my 

hope”. 

Changing hope 

keeps it possible 

 

 

 

 

 

 

Changing hope to 

keep hope 

 

 

 

 

 

 

 

 

 

 

 

Keeping hope 

possible 
“You don’t realize 

how much hope 

there is in your life 

until you’re aware of 

it and looking for it 

and watching for it”. 

Actively attending 

to hope 

“I don’t know how 

you could go 

through this without 

having some hope”. 

 

 

 

 

 

Always keeping 

some hope 

 

 

 

 

 

 

Always keeping 

hope 

“I will always have 

hope for my son”. 

“I always keep my 

hope. I change the 

focus of my hope 

depending on what’s 

going on. There’s 

always big hopes, 

but I also have more 

focused hope. It gets 

me through the 

stressful situation”. 

 

First, initial coding was completed line-by-line. This assisted in formulating categories and 

visualizing processes in the data, and it determined how to proceed with data collection. Initial 
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coding led to tentative ideas about the main concern, “fearing the loss of hope” and the basic 

social process, “keeping hope possible”, and indicated the transition to focused coding. Next, 

focused coding supported the adequacy of the initial codes and categories, elaborated those 

categories, and assisted in identifying relationships among the categories. This level of coding 

led to changes in the open-ended interview guide that focused on continued data collection and 

analysis. Theoretical coding was the third and final level of coding. The focused codes were 

analyzed and organized into a tentative theory that described parental hope, and specified its 

relationships with significant concepts and the context within which hope occurs. During this 

phase, a thorough literature search was completed, and relevant literature was integrated into the 

developing conceptual analysis to determine how and where the findings of this study fitted.  

To establish scientific rigor for this study, Charmaz’s (2006) criteria for grounded theory 

studies were used, including credibility, originality, resonance, and usefulness. Credibility was 

established in this study by collecting rich data through multiple methods including interviews, 

journals, field notes, and memos, and through adherence to grounded theory processes and 

procedures such as purposive theoretical sampling and constant comparative analysis. An audit 

trail was created by keeping all data and a detailed description of the research process. 

Originality was addressed through staying close to the participants’ words by transcribing 

interviews and journals verbatim, and by using the participants’ authentic quotes to describe 

processes and sub processes. A final literature search was integrated into the findings to establish 

originality. Resonance and usefulness were ensured by reviewing and revising the findings with 

participants at second, and three third interviews. Finally, the findings were applied to the field 

of nursing emphasizing practice and research implications. 
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4.5 Results 

4.5.1 The Sample  

The sample for this study consisted of 16 parents of children who were in active treatment 

for a variety of childhood cancers (see Table 4.1). All parents who were approached, agreed to 

participate in the study. There were 12 mothers and four fathers who ranged in age from 21 to 48 

years with a mean age of 36.6 years. There was a variation in their children’s gender including 

seven females and 9 males whose ages ranged from three to 13 years, with a mean age of 7.2 

years. The time from diagnosis to the first interview ranged from three weeks to 10 months. 
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Table 4.2 Participant Characteristics 

Participant  Characteristics 

 (n-16) 

 

Age   Mean  36.6 years 

  Range  21-48 years 

Gender   Male   4 

  Female  12 

Marital Status   Married  11 

  Single  3 

  Common-Law  2 

Education   Post-Secondary  11 

  Secondary  5 

Religious Affiliation   Roman Catholic  9 

  N/A  3 

  United  1 

  Protestant  1 

  Ukrainian Catholic  1 

  Anglican  1 

Child’s Age   Mean 7.2 years 

  Range 3-13 years 

Child’s Gender   Male  9 

  Female  7 

Child’s Diagnosis   Acute Lymphoblastic Leukemia  7 

  Burkett’s Lymphoma  2 

  Rhabdoid Tumor  2 

  Fibrillary Astrocytoma  1 

  Medulloblastoma  2 

  Hodgkin’s Lymphoma  1 

  Brain Tumor  1 

Treatment Received   Chemotherapy  10 

  Surgery/Chemotherapy/Radiation  6 

Time Between Diagnosis and 

First Interview 

  Mean  3.7 months 

  Range  3 weeks-10 months 

 

Sixteen parents participated in a total of 33 interviews (14 participants interviewed twice, 

two participants interviewed once, three participants interviewed a third time), and 14 journals 
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were completed. The two participants who were not interviewed a second time, and who did not 

submit journals, did not respond to follow-up contact. Purposive sampling was continued until 

the main concern and the basic social process were identified in the data. Following this, 

theoretical sampling was employed to recruit participants who could inform the developing 

conceptual analysis, such as fathers, rural participants, and ethnically diverse parents. In 

addition, three participants who were perceived to be good informants were interviewed a third 

time because they were able to provide in depth insight to develop the properties of the concepts, 

and fill any gaps in the developing theory. 

4.5.2 The Context  

According to Charmaz (2006) the findings should always be contextually situated in time, 

place, and situation. The findings of this study were situated within the parents’ experiences of 

having a child who was receiving treatment for cancer in a Western Canadian Cancer Centre. It 

is within this context that the parents journeyed through the portals of hope, sometimes fearing 

the loss of hope, but always keeping hope possible. These parental responses developed out of 

the uncertainty that resulted from the cyclical transitions associated with their roadmap, a plan of 

treatment for cancer, proposed by the oncologist. For the parents in this study, once their child 

was diagnosed with cancer, they found themselves bound to the proposed roadmap. While their 

cancer roadmap provided the comfort and knowledge of a plan, it also restricted their lives to the 

boundaries that it created. As a parent explained:  

We have a roadmap so right now it is literally a daily schedule. I know what we are doing 

tomorrow and the next day and the next, but I can’t plan a month from now because its 

new and I don’t know enough. I don’t have enough information about how that treatment 

protocol is going to look six months from now, or how he is going to react.  
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Although the parents were provided with a ‘plan’, a roadmap, it was their child’s unique 

reaction to treatment, both physically and emotionally, that truly dictated the progression of 

treatment and the resulting impact on the parent(s) and family.  

The treatment for childhood cancer exposed parents and their families to “a roller coaster 

ride” that included many highs and lows, and were accompanied by feelings of shock, fear, 

uncertainty, lack of knowledge about and experience with childhood cancer, and seeing their 

child suffering. During the highs and lows, parents stated that there was a cyclical internal 

struggle in which dark, negative thoughts would “creep in” and “lurk in their minds”. During 

these lows, parents experienced anxiety, “depression”, fear, guilt, self-pity, and they would 

contemplate the “what ifs” in preparing themselves for the worst-case scenario. Parents’ negative 

thoughts included imagining their child’s death, their own response, and their child “going 

through hell and being really, really sick with treatments”, as one parent explained. 

This roller coaster ride cycled between the highs and lows, through diagnoses and 

treatment phases of their child’s cancer. During this time, parents felt that life “had to be put on 

the shelf”, and everything revolved around the roadmap. As one parent said, “I’d like just one 

night for all of us where cancer isn’t the focus of everything”. It is within this context that the 

following findings were situated.   

4.5.3 The Definition of Parental Hope 

Parents who cared for their child during treatment for childhood cancer felt that their hope 

was essential. It sustained them, and allowed them to get through each day. One parent claimed, 

“hope allows us to come to terms with the roller coaster we were on, to get through the situation. 

If I didn’t have that hope, I wouldn’t have been able to be strong for (my son) and to help him 

feel safe”. The parents said that they always had hope, although their hope was sometimes easier, 
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or sometimes harder to find. Depending on their immediate circumstances, they restructured their 

hope, always “hoping for the best”. As one parent reflected: 

Say, right now, I’m just hopeful that he will be cured and I hope that we will go through 

this journey and he’ll get well and go into remission, but if at any point throughout this 

journey it does change that it isn’t curable, that my hope would be changed to, okay, I 

just hope that in this journey with him, um, I just want him to be comfortable and I hope 

that that’s what it would be, so instead of it being, this would focus on that. 

 

Typically, parental hope was focused on their own caregiving abilities (“I hope I have the 

strength to get him through this”), and hope for their child. One parent whose child was just 

potty trained wrote, “a small step, but hopeful (she) will continue her life full of big milestones”.  

Parents defined their hope as powerful and it gave them strength. Hope acted as an inner 

guide that held them up in fearful times, when worried, stressed, or uncertain. As one parent 

maintained, “hope guides me when nothing is written in stone”. Specifically, hope provided 

parents with the strength to “be realistic” and prepared them for the worst-case scenario which 

ranged from the fear of their child as critical, lengthy illness, to the possible death of their child, 

and to visualize themselves moving through their child’s death. They described this as 

“preparing for the worst”. However, hope also guided them back to the positive thoughts they 

needed to “hope for the best”. For example, one parent said, “we have trained ourselves to hope 

for the best. If my thoughts are going South, I start hoping in my head for the best outcome and it 

kind of relaxes me”. Another parent explained: 

I kind of, always prepare for the worst and hope for the best so that if the worst happens, 

I can deal with it ... I never want to be caught off guard. And, once I’ve gone to the dark 

part, the hope is easy. It’s almost like the hope is the sunrise, you know, once you’ve 

been through the really, really dark part and hope comes along, it seems like it outshines 

everything else and there’s no more shadows. I mean, I have moments of anxiety, I have 

the funeral half planned, I just had a moderately clear plan of what I would do if he died. 

But, it’s like I have to get rid of the poison, or the bad to focus on the hope. 
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Thus, parental hope is defined as an essential, powerful, deliberate, life sustaining, 

dynamic, cyclical process that is anchored in time, and is both calming and strengthening, and 

provides inner guidance through the challenging experience of preparing for the worst and 

hoping for the best. Parental hope helped parents to stay positive and to seek growth during their 

experience of caring for their child.  

4.5.4 The Factors Influencing Parental Hope 

Parents’ hope was influenced by those factors that contributed to the movement between 

preparing for the worst and hoping for the best. These factors included their assessment of their 

child’s health, gaining knowledge, connecting with others, being in the loop, and reaffirming 

faith. The most important influencing factor was the parents’ assessment of their child’s health, 

hope, and life. This is revealed in one parent’s journal entry: “seeing (my son) so happy and 

healthy looking last Sunday has influenced my whole week. I am full of hope and positive 

energy”. Another parent claimed, “her beauty outshines this ugly cancer. Her life is HOPE! 

Showing us all the good in a fearful situation”. Gaining knowledge and experience with the 

roadmap was also important to parents: “During the low points, it challenged us, we found it 

hard to be hopeful until we knew more”. Connecting with others also helped in keeping hope 

possible. Parents felt supported and comforted by family, friends, and health care providers. One 

parent stated, “the more people you have around you, surrounding you with hope, the easier it 

makes it for you to have hope”. Being in the loop was also important to parents. One parent 

stated, “ I get copies of everything, and I want to get all the results right away. I need to know 

what is going on, like don’t leave me out of the loop – the good, or bad, or otherwise, don’t leave 

me out of it”. Lastly, reaffirming faith was important to most parents. As one parent stated, “I 

guess this reaffirms that I need to put my faith in the Lord and that helps me to be hopeful”. One 
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parent who did not have a spiritual faith, stated that she put her faith in the competency of the 

oncologist and trusted that the health care workers knew what they were doing. 

4.5.5 The Parent’s Main Concern: Fearing the Loss of Hope  

The parents in this study did not want to contemplate the loss of hope, and almost 

overwhelmingly maintained that they would never lose hope. However, the thought of losing 

hope was never far from their mind, and as one parent stated: 

The fear of losing hope, I think about it, but I won’t’ even allow myself to think of 

 losing hope because once you allow yourself to go down that path, it’s been developed, 

that thought process has been developed, so to me it’s like, it’s not even a consideration, 

not even an option. I never want to go through life thinking there’s no hope. What’s the 

point? 

 

Two parents recalled times when they felt that they had lost hope. Both occurred at the 

time of diagnosis. One parent said, “I was jumping right into the worst scenario. I was afraid to 

go on, I was very emotional. I didn’t think to have hope and it seemed like I’m in that tunnel and 

I’m going straight down”. The other stated, “I don’t think I had any hope or faith or I felt it was 

really wrong ... I think I was really hopeless. I don’t like being in the bottom of a pit ... Even 

though I was around people, I felt very alone”. 

Most parents, however, maintained that they did not feel hopeless, but that during the low 

points, hope was harder to find, to see, and to grasp. These parents feared the complete loss of 

hope because it would be like giving up on their child, and giving up a future with their child and 

their family. Parents also indicated that they feared the loss of hope because that would leave 

them mired in dark and negative thoughts. They described this state as follows: “It feels 

incredibly painful, it feels helpless. It feels like you can’t escape, like you are crippled”. These 

parents resolved this main concern by keeping hope possible, within reach, and easier to find. 
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4.5.6 The Parent’s Basic Social Process: Keeping Hope Possible 

The parents dealt with their fear of losing hope by ‘keeping hope possible’. This was the 

overall, basic social process central to all the data. Charmaz (2006) and Glaser and Strauss 

(1967) claimed that the basic social processt united all the categories and explained much of the 

variation among the data. Keeping hope possible for these parents involved managing the 

challenging internal struggle that encompassed preparing for the worst and hoping for the best, 

and was situated in the treatment related ups and downs of childhood cancer. As one parent 

recalled, “I think of my hope every day and yet I never know from day to day what hope will 

mean for me that day. It is just a journey in our lives. But, hope is always possible. I will never 

lose my hope”.  

4.5.7 The Subprocesses of Keeping Hope Possible 

To keep hope possible, parents purposefully progressed through the following four, 

interrelated subprocesses in a linear manner: accepting reality; establishing control; restructuring 

hope; and, purposive positive thinking. Depending on the many factors that influenced their hope 

and their ability to engage intentionally in keeping hope possible, each parent was at varying 

points in the process. Even though, at any given time, a parent may have proceeded through all 

the subprocesses, the negative appraisal of one, or all of the influencing factors, such as an 

unexpected set back, would begin the processes again, causing a back and forth movement 

between preparing for the worst and hoping for the best. The following section describes parents’ 

hope experiences as defined by the related processes and subprocesses of accepting reality, 

establishing control, restructuring hope, and purposive positive thinking. 
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4.5.7.1 Accepting reality. As a subprocess of keeping hope possible, parents felt that they 

had to accept the diagnosis of childhood cancer and the resulting lengthy treatment protocol. As 

one parent explained:  

I think that the key is that you first of all have to accept that my child has lymphoma, or 

leukemia, or whatever it is. We know that this is what it is, this is what is happening and 

we move forward. You can’t get stuck. If you don’t accept it, you can’t have hope for 

what’s going to happen in the future.  

 

Parents described components of accepting reality as experiencing shock, questioning life, 

and engaging in reasoning. Experiencing shock occurred at the time of diagnosis, and it began 

the ups and downs of the roller coaster ride. “Right away you think the worst, but there was lots 

of hoping. Hoping it really wasn’t cancer”. At this time, parents recalled feeling shocked, fearful, 

anxious, and stressed. One parent stated, “it’s life changing. Everything went out of my head, I 

just lost it. I was so scared”. Another parent described uncertainty and loss of control when she 

stated: 

It is like your whole world has stopped and you don’t know where to go from there, and 

you don’t know what’s going to happen, and you don’t know whether people are going to 

be okay or not, or how to fix it, or what to do about it.  

 

Parents also described questioning life, their faith, the diagnosis, the fairness of their 

circumstances, and feeling a sense of self-pity in order to reach acceptance. One parent confided, 

“I went through quite a long period of time where I just kept thinking why me, why him, why 

us? Like what did we do so wrong that we have been dealt this?” The parents then described 

engaging in reasoning as revealed in the following quote:  

I had my moments of that questioning, and then went, okay, it is what it is, he’s been 

diagnosed, there’s no, ‘oh maybe someone made a mistake’, it is what it is, it sucks in the 

big scheme of things, I don’t understand who’s pulling the strings, I don’t know why an 

innocent six year old has to go through this, but then again,  maybe it is happening to him 

to help us learn something.  

 



 

 108 

4.5.7.2 Establishing control. Once the parents accepted reality, they were able to focus on 

their child and the journey ahead of them, establishing some control by assessing their 

circumstances, managing their caregiving responsibilities and modifying the timeframe within 

which they thought about the future, and preparing for the worst case scenario. Parents 

frequently assessed their circumstances by taking account of their own strength and emotional 

status, their child’s status, their social support, their current knowledge and experience, and they 

also examined their own faith. Depending on their assessment, parents were then able to manage 

their caregiving responsibilities and modify the timeframe within which they thought about the 

future in order to avoid becoming overwhelmed. For example, a parent said: 

Okay let’s hope for today that he handles his chemo well, and we’re able to go forth 

tomorrow and be hopeful that he handles that, and then he’ll have the next  drug 

tomorrow, and chemo again, and we’ll see how he is feeling. So, I just go day by day and 

worry about today and whatever tomorrow brings, then that’s what I’ll deal with 

tomorrow, and be hopeful that it’s something positive.  

 

By continually modifying the timeframe within which parents looked forward into the 

future, they were able to re-establish some control in their lives and families. One parent 

explained, “It’s a little kind of process and I just kind of take it one section of a day at a time. 

Sometimes it’s one hour at a time. I can’t do more than that”. Once parents determined that they 

could manage their caregiving, and view their lives within a certain time frame, they had the 

strength and courage to begin preparing for the ‘what ifs’ and the ‘worst case’, using hope as 

their guide. As a parent explained: 

Tomorrow is not promised to any of us, so I think at this point we just go day by day, and 

uh, hope for the best. I want to him to beat this, but at the same time it is a reality that 

might not happen. I just like to be prepared for the worst, so I think about all of the ‘what 

ifs’. So I think that no matter what, hope helps you get through it. 

 

Parents began to establish some control after accepting reality by assessing their current 

circumstances, and then accordingly, managing only what they could. They modified the time 
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frame in which they managed their caregiving by taking it one day at a time, or merely, one 

section of a day at a time. 

4.5.7.3 Restructuring hope. After accepting reality and establishing some control, parents 

were able to restructure their hope to keep it possible, and to resolve their fear of losing hope. 

They did this by initially losing sight of hope, realizing the need for hope, and then changing 

hope.  Parents often maintained that hope was harder to find, and losing sight of hope occurred 

when they were consumed by the internal struggle that tended to increase their negative 

thoughts. One parent stated, “it’s always there, some days are harder to see it than others”. 

However, parents realized the need for hope as they moved between “preparing for the worst” 

and “hoping for the best”. Losing sight of hope and realizing the need for hope seemed to be 

necessary steps in keeping hope possible because it motivated parents to ‘hope for the best’. This 

sentiment described their ability to restructure, and therefore, change their hope, thus making it 

easier to hope in any given situation, and to keep hope possible. It appeared that the essence of 

their hope stayed the same, but parents were able to change the outer aspects, the specific hopes, 

that they had. As one parent said, “the hope is that everything in the long run would turn out, or 

be better, or if that’s not the case, that at least the person’s in a better place and, and they are no 

longer suffering”. Another parent described her ability to restructure her specific hopes when she 

said, “in the beginning, my hopes were centred around the next few hours and they were focused. 

Whereas, now it’s more about the next year… I hope his energy levels get back up, that in a year 

this will be like it never happened, and his scans will still be clean”. One parent discussed the 

dynamic nature of her hope saying, “hope varies for me on a daily basis, almost ... Things can 

change in an instant and so does my hope”. Finally, one parent concluded, “life is very cyclical 

so for me, hope is very cyclical”.  
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4.5.7.4 Purposive positive thinking. After reframing their hope, parents described being 

able to find a positive side in their situation. For example, one parent confided, “your mind can 

focus on the negative but you need hope to focus on the positive. If you don’t have hope then 

there is no positive”.  

Parents’ purposive positive thinking included making choices, training themselves, and 

changing their perspectives. The participants made a deliberate choice to think positively, rather 

than to become immersed in negative thoughts. One parent explained, “you just have to think on 

the positive side that people know what they are doing, and that all will go well”. Once the 

choice was made to think positively, parents then began training themselves to follow that 

pattern. As one parent explained, “I think as it’s gone along, we’ve kind of trained ourselves to 

just always think for the best and hope for the best”. Another parent reasoned: 

You have to visualize the positive things and go it is what it is. The next three years of 

our lives, our social structure is focused on treatments. You have to find the positive in 

that. What helps me right now, is if I  mentally rehearse a positive outcome in my head 

and then in my head it’s going to help me get to that positive outcome. Just keep thinking 

positive and watch my ability to catch myself and re-correct my thinking.  

 

The parents who were able to make the choice and train themselves to think positively 

were then able to change their perspective and began to recognize and appreciate a new kind of 

normal. In turn, this new appreciation for themselves, their time with their child and family 

members, and a new kind of normal life further supported purposeful positive thinking. As one 

parent explained: 

I took a lot of things for granted before ... now, I don’t just fly through it, you just  take 

your time and appreciate the time you spend with people, or appreciate the things that 

you do. You don’t just take things for granted because life can change pretty quick.  
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Some parents were able to plan further into the future: “I can plan for the future ... To 

return to normal, our new normal, but with a, a newer appreciation of things. I use the hope of 

the future to carry us along”. 

4.5.8 Summary of the Model: Keeping Hope Possible 

The basic social process of keeping hope possible was important to all parents as they 

worked to resolve their main concern, fearing the loss of hope and is illustrated in Figure 4.1.  

 

Figure 4.1 The Basic Social Process: Keeping Hope Possible 

The model depicts an oscillating pendulum that signifies the sub processes in which all parents 

actively chose to engage, in order to keep hope possible. The mass of the pendulum represents 
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the interconnected subprocesses of keeping hope possible and included: accepting reality; 

establishing control; restructuring hope; and purposive positive thinking. The pendulum is 

anchored in the basic social process of keeping hope possible which is the pivot allowing the 

pendulum to oscillate between preparing for the worst and hoping for the best. Oscillation is 

generated back and forth by the factors that influence parental hope including: the parent’s 

assessment of their child’s health; gaining knowledge and experience; connecting with others; 

being in the loop; and reaffirming faith, as well as the mass of the pendulum itself, the 

subprocesses of keeping hope possible.  

The motion of the pendulum is constant, and the movement through the subprocesses can 

be cyclical and dynamic as it is repeated over and over again as parents experience the ups and 

downs of treatment for their child’s cancer. Even those who had difficulty in keeping hope 

possible, are captured in this model. For example, one parent who could be considered a contrast 

case, had difficulty in accepting the reality of her child’s cancer diagnosis and the resulting life 

changes that occurred. This parent continued to work through the experience of shock and 

questioning her experience and had not yet proceeded to the next subprocess, establishing 

control. 

 Some parents willingly and deliberately polarized their thoughts towards preparing for the 

worst, while other parents found themselves there randomly, and involuntarily during quiet 

times, when they were tired, or when their child suffered a setback. The factors influencing 

parental hope, and the extent to which parents are able to engage actively in the subprocesses of 

keeping hope possible, determine the direction and the distance in which they move from one 

point to another between preparing for the worst and hoping for the best. Finally, the model is 

surrounded by a ‘road map’ that situates the basic social process of “Keeping Hope Possible” 
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within the context of treatment for childhood cancer. The road map depicts the various 

transitions related to treatment and the resulting uncertainty, stress, fear, and anxiety that parents 

experienced, and it provides the context within which the findings were interpreted and the 

developing theory was conceptualized. 

4.6 Discussion 

The findings of this study are presented within a tentative and developing substantive 

theory titled, ‘Keeping Hope Possible’ that describes how parents resolve their main concern - 

their ‘fear of losing hope’. Hope is important for parents who care for their child who is 

receiving treatment for cancer, and it is associated with the ups and downs of childhood cancer, 

and with concepts such as uncertainty, and fear. These transitions and concepts are documented 

in the literature, but little is known about how parents define hope, and the processes of hope. 

This study reveals interesting and unique insights into the inlaid experience of ‘preparing for the 

worst and hoping for the best’, as well as the processes and subprocesses of keeping hope 

possible that are essential, prominent, and intertwined with parents’ experiences of hope in the 

context of treatment for childhood cancer.  

4.6.1 The Definition of Parental Hope 

Parental hope was defined by analyzing parental hope experiences that are presented in this 

study, and by using their authentic descriptions and words in order to substantiate the 

researcher’s interpretation. Their hope is an essential, powerful, deliberate, life sustaining, 

dynamic, cyclical process that is anchored in time, and is both calming and strengthening, thus 

providing inner guidance through the challenging experience of preparing for the worst and 

hoping for the best. This definition is unique in the existing literature related to the treatment 

phase of childhood cancer. However, some components of parental hope have been captured in 
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other studies. Kylma and Juvakka (2007) described the hope of parents who have adolescents 

with cancer, and included orientation to the future and life, trust, connection with others, and 

wishes. They contended that hope is broad and multi-dimensional. Similarly, other authors have 

indicated that hope is associated with positive outcomes, future orientation, coping strategies, 

and spirituality. They describe hope as being innate to human nature (Reder and Serwint, 2009), 

and is dynamic  (Kauser et al., 2003; Sampson et al., 2009).  

The parents in this study expressed fear of losing hope as their main concern. Larson’s 

(1998) study of six Mexican mothers who cared for their children with various disabilities 

revealed that sustaining hope was essential, but often times tenuous, because the participants 

were battling their own fears and negative information. The fear of losing hope appears to be a 

process that has not been well investigated, and requires additional research. 

In this study, parents resolved their main concern, the fear of losing hope,  by keeping hope 

possible. This was the basic social process by which they purposefully maintained their hope as 

they moved through the unique sequence of preparing for the worst and hoping for the best. 

Contrary to this internal process of keeping hope possible, Kylma and Juvakka (2007) found that 

the hope of the parents in their study was affected by a number of external factors that either 

engendered  hope (adolescent’s health, economics, others, faith, and family pets), or endangered 

hope (adolescent’s deteriorating health, negative aspects of care, poor parental resources, 

economic status, and others’ negative reactions). In their study, it did not appear that there were 

any internal factors or characteristics related to the hope of parents. Other authors have found 

that hope is related to a variety of external influences such as faith in the oncologist (Salmon et 

al., 2012), the cognitive appraisal of their child’s health (Kirpilani et al., 2000; Samson, et al., 

2009; Venning et al., 2007), the severity of their child’s illness (Padencheri & Russel, 2002), 
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receiving help with caregiving (Kauser et al., 2003; Mednick et al., 2007), and uncertainty 

(DeGraves & Aranda, 2008; Kars et al., 2010).  

Like the current study, some studies referred to both internal and external resources that 

influenced parental hope. The study reported by Bjork, Wiebe, and Hallstrom (2005) revealed 

that families ‘strove to feel hope’ and had a positive focus to decrease their feelings of fear and 

powerlessness. This suggests an intentional, internal process similar to that of the parents in this 

study. Kauser et al. (2003) reported that parents’ hope was strengthened by both internal (belief 

systems, motivation, rationality) and external resources (family, friends).  

Three studies described a process related to hope that is similar to the one found in this 

study. For example, Kars et al. (2010) interviewed 44 parents of 23 children with incurable 

cancer, and found that keeping hope alive was one factor related to parents’ internal struggle 

between a preserving frame of mind and one of letting go. These parents constructed some 

degree of uncertainty to retain hope because uncertainty provided the rationale for preserving 

hope. De Graves and Aranda (2008) found that 12 families whose children with cancer had 

relapsed, fluctuated between two states of reality: hoping for a cure, and contemplating death 

when confronted by the uncertainty of their child’s prognosis. These authors contended that 

parents’ hope was essential, but that it was profoundly influenced by uncertainty, and the pursuit 

of hope was similar to a protective mechanism. Reder and Serwint (2009) also found that 12 

bereaved parents, and medical staff described the need to balance hope with accepting the reality 

of the prognosis. The two were in tension with one another, but could typically co-exist. 

Although there appears to be some similar findings among the aforementioned studies, the 

processes by which parents hope, are not clearly explained. Thus, the related subprocesses of 
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keeping hope possible described in this study are unique and add insight into the processes of 

hope for parents of children in treatment for cancer.  

4.6.2 Accepting Reality 

 

Accepting reality was the key, initial subprocess in keeping hope possible. Through this 

first step, parents were able to begin to recognize and focus their hope by first experiencing 

shock, then questioning life, and finally, by engaging in reasoning. Although this information is 

presented in the literature relative to the diagnosis of childhood cancer, it has not been previously 

viewed as an important subprocess of parental hope in the context of treatment for childhood 

cancer. The literature related to the hope of parents with various chronic illnesses also revealed 

some similarities with the three aspects of this essential, initial subprocess of keeping hope 

possible. 

Experiencing shock as a result of their child’s cancer diagnosis was an important aspect of 

accepting reality, and it raised parents’ initial reaction of fear, anxiety, and uncertainty that 

rendered them unable to grasp and focus their hope. Some studies in the extant literature relate 

similar experiences for parents who have children with other conditions. The key difference is 

that previous studies do not place this experience within the broader context of the processes of 

parental hope. For example, Bjork et al. (2005) found that the family’s ‘life world’ fell apart, and 

they experienced fear, uncertainty, chaos, powerlessness, and loneliness after the diagnosis of 

acute lymphoblastic leukemia, and parents thought their child would die. Horton and Wallander 

(2001) stated that hope was a resilience factor, and Samson et al (2009) reported that it helped 

parents to absorb the initial crisis of the diagnosis of Duchenne’s Muscular Dystrophy.   

Parents also questioned the fairness of the diagnosis and the impending treatment phase. 

This step assisted parents in making sense of childhood cancer and the impact that it would have 
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on their lives, in thinking about their future, and in identifying those things that were important 

to hope for, such as their own strength, and their child’s wellbeing. Accepting reality helped 

parents to move forward, beyond questioning the diagnosis of childhood cancer, and to accept 

that ‘it is what it is’. Therefore, they could begin to hope for a positive outcome.  Kauser et al. 

(2003) suggested that parental hope included an acceptance of the reality of their child’s disabled 

condition. The unique nature of the processes found in this study, necessitate additional research 

to determine whether or not, accepting reality is a dimension of hope for parents in other 

situations in which uncertainty appears to be common. 

4.6.3 Establishing Control 

Establishing control was the second step in keeping hope possible, and parents were able to 

begin to gain some control over their lives, and to focus their hopes on the things that were 

important to them. Establishing control involved parental assessment of their child’s health, 

managing their caregiving responsibilities and modifying the timeframe within which they 

thought about the future, and preparing for the worst. Descriptions of some of these aspects of 

this establishing control can be found in the literature related to parental hope, but they have not 

been conceptualized together as a part of establishing control. 

The parents assessed their own strength, knowledge and experience, faith, social support, 

and their child’s health status. Their assessment of their circumstances supported them in 

establishing some control in their new circumstances. Although how parents come to know about 

their own abilities and their child’s health status are not clear in previous research, some, but not 

all of these elements can be found in the literature on parental hope. For example, previous 

research revealed that parents’ hope was related to their child’s deteriorating, or improving 

health status, parental resources, other people’s reactions, and faith (Bjork et al., 2005; Kylma & 
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Juvakka, 2007), knowledge about cancer and treatment (Bjork et al., 2005), the cognitive 

appraisal of their child’s illness (Samson et al., 2009), and a focus on the abilities instead of the 

disabilities of their child (Kauser et al., 2003). 

Depending on their assessment, parents were able to manage their caregiving 

responsibilities effectively, and modified the timeframe within which they thought about the 

future. Managing and modifying the timeframe within which they managed their child’s care 

enhanced parent’s sense of control. This was an essential component of keeping hope possible. 

When parents attempted to contemplate the care of their child and family too far into the future, 

life became overwhelming, stressful, and they felt out of control, thus making it harder to keep 

hope possible.  Previous research on the hope of parents presented similar results including 

readjusting the ultimate vision held for a child in order to manage the tension between fear and 

hope (Larson, 1998), and living in the moment to sustain hope. Dealing with life one day at a 

time also allowed parents to gain a sense of control (De Graves & Aranda, 2008). 

Once parents assessed their circumstances, managed their caregiving and modified the 

timeframe in which they viewed the future, they were then able to do the important work of 

preparing for the worst. Hope sustained this activity, but at times, because of the dark and 

negative thoughts about their child’s death and serious illness evoked at this time, hope was often 

harder to find. However, once parents completed this process, they felt they were in control, and 

keeping hope possible was easier. Similar to this very challenging and complex process, Kars et 

al. (2011) found that parents with children with incurable cancer experienced an awakening of 

hope, even when adopting a letting go attitude. De Graves and Aranda (2008) also described a 

challenging and emotional roller coaster ride for parents in which they fluctuated between states 

of awareness, hoping for survival, and facing the reality of death and preparing for loss. 
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The subprocess of establishing control provides new insight into the processes of hope for 

parents who have children in treatment for cancer. The aspects of establishing control and the 

relationship between this subprocess and the other three subprocesses of keeping hope possible 

were not previously reported in the existing literature. Future research is needed to explore this 

subprocess, and to elucidate the relationships among these subprocesses.  

4.6.4 Restructuring Hope 

The third related step in keeping hope possible was restructuring hope. This subprocess 

included losing sight of hope, realizing the need to hope, and changing hope. These components 

allowed parents to recognize the importance of hope. Although hope was initially hard to find, 

parents ultimately restructured their hope in order to focus on their child and the future, and to be 

able to ‘hope for the best’, in any given circumstance. 

At times parents lost sight of hope. Because they were prepared for the worst-case 

scenario, and were just learning how to focus their hope, the inherent challenges and 

complexities of this phase placed hope out of sight, but it was still present. The restoring forces 

such as their child’s health, knowledge and experience, connecting with others, being in the loop, 

and reaffirming faith also negatively influenced parents’ need for hope and caused them to lose 

sight of their hope. Previous research have described similar aspects of hope including fading 

hope (Thampanichawat, 2008), dislodging of hopefulness (Larson, 2003), threatened hope 

(Kauser et al., 2003), and endangered hope (Kylma & Juvakka, 2007). 

Realizing the need for hope was an important next step towards restructuring hope. 

Although parents had identified their hope, they had not yet internalized the need for hope. 

However, through establishing some control and having prepared for the worst, parents 

acknowledged their need for hope to help them seek out and focus on the positives in order to 
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replace their negative thoughts. The need for hope was described in the existing literature as 

being crucial and life sustaining (Kylma & Juvakka, 2007), essential (Kars et al., 2010), a 

necessity as part of the role of parenting (Reder & Serwint, 2009), and as essential in helping 

parents live through their child’s cancer even with the awareness that a cure was not possible (De 

Graves & Aranda, 2008).  

Losing sight of hope and realizing the need for hope were both necessary steps in keeping 

hope possible because they led parents towards changing hope, the final aspect of restructuring 

hope. Changing hope meant that parents restructured their hope in order to make it easier to find, 

and therefore, to keep it possible. Although the essence of their hope stayed the same, their 

specific hopes changed. For example, parents would change their hopes from specific to general, 

intense to mild, and from long term to short term, so that their hope could always be possible. A 

few authors have also described the dynamic nature of parental hope that changed from concrete 

and specific to spiritual in nature (Samson et al., 2009), expectational to desirable (Reder & 

Serwint, 2009), and in focus depending upon the progressive symptoms of incurable cancer 

(Kars, et al., 2011). 

Although other studies described the dynamic nature of hope, the way in which parents 

consciously and actively ‘keep hope possible’ through the interconnected subprocesses of 

restructuring hope is unique to this research study. Future research could focus on this important 

aspect of parental hope to determine if this process exists in other phases of childhood cancer, 

such as survivorship, or other parent groups, and to investigate further, the relationship among 

realizing the need for hope, losing sight of hope, and changing hope.  
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4.6.5 Purposive Positive Thinking 

Purposive positive thinking was the final subprocess in keeping hope possible for parents 

of children in treatment for cancer. Parents made a choice to think positively and to hope for the 

best. They had to train themselves to think positively, and this assisted them in changing their 

perspective. 

Choosing positive thinking was the first step in purposive positive thinking. It appears to 

be the parents’ conscious, cognitive manipulation of their situation that enabled them to think 

about the positives rather than getting mired in the negative aspects of their child’s cancer. De 

Graves and Aranda (2008) described a similar phenomenon in which parents had the desire to 

remain positive and hopeful despite their challenging roller coaster of emotions related to relapse 

in childhood cancer.  Other studies have described the association of positive thinking and hope, 

but not the deliberate choice to think positively. For example, being positive was crucial for 

parents (Salmon et al., 2012), their hope was engendered by a positive orientation to the future 

(Kylma & Juvakka, 2007), their parental hope was associated with positive effect (Lloyd & 

Hastings, 2009), and their positive focus may have led towards hope (Kauser et al., 2003). 

After parents in this study chose to think positively, they began to train themselves to move 

away from the dark and negative thoughts and to find their hope. Typically parents used their 

own strength, positive thoughts of their child, and visualization of a better future in order to think 

positively. It was a learning process that occurred over time, after repeated exposure to the highs 

and lows of treatment for childhood cancer. This process has not been described in the existing 

literature on parental hope, and it, therefore, adds specific detail to the processes of hope for 

parental caregivers of children who are receiving treatment for childhood cancer. 
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The final aspect of purposive positive thinking is changing perspective. Following in a 

linear pattern, those parents who were successful in choosing, and training themselves to think 

positively, described the ability to keep hope possible, and the ongoing experience of changing 

perspective. They experienced a new kind of appreciation that came from their own personal 

growth including strength, courage, bravery, maturity, and selflessness, a commitment to be 

attentive to and appreciate the precious nature of their child’s life and their family, improved 

parenting abilities, a renewed sense of spirituality, and enhanced relationships with others. 

Similarly, Liu and Yeh (2010) suggested that hope is central to the quality of life of parents. The 

findings in this study go beyond quality of life, to encompass an individualized, ongoing 

experience of self-betterment, improved relationships with others, and a reaffirmation of faith. 

Other parents expressed hope and profound personal growth that emerged from caring for a child 

with disabilities (Larson, 1998), and positive personal transformation, enhanced personal 

resources and increased tolerance related to parenting (Kauser et al., 2003). Purposive positive 

thinking is a unique finding, but it requires additional research focus to explore how it may be 

supported for parents and their families who are undergoing traumatic experiences associated 

with treatment for childhood cancer. 

4.7 Factors Influencing the Study 

The findings from the current study should be interpreted within the parameters of a 

number of considerations. First, this is an interpretive, constructivist study, and therefore, may be 

open to different interpretations. However, the findings will likely have theoretical reach. It is up 

to the reader to take from these findings, those aspects that may be of meaning and significance 

(Charmaz, 2006). Second, the sample for this study is somewhat homogeneous (predominantly 

Caucasian, Christian, female, urban) although purposive theoretical saturation was used to invite 
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as heterogeneous a sample as was possible. In addition, the parents in this study were invited to 

participate, and it may be assumed that those who chose to participate could have been more 

hopeful, or less hopeful than those who were not interested in participating, and therefore, they 

were more open to discussing their experiences about hope. This could have influenced the 

findings. Lastly, the sample was obtained from one treatment centre, which may limit the 

parents’ collective perspective and resulting experiences. 

4.8 Implications for Nursing Practice and Research 

 

The developing constructivist grounded theory of keeping hope possible suggests that 

keeping hope possible is the intricate interaction among four distinct but interrelated 

subprocesses including accepting reality, establishing control, restructuring hope, and purposive 

positive thinking. This has direct implications for nursing practice. By using the definition of 

parental hope in this study as a guide, nurses may be able to better understand, assess, support, 

and identify those parents who are finding it harder to hope. Because parents oscillate between 

preparing for the worst and hoping for the best, informed and open communication can be used 

to support an ongoing and comprehensive assessment. 

Many of the parents in this study reported that they found benefit to sharing their stories 

both in person and through their journaling. Because the parents’ journeys were described as a 

‘roller coaster ride’ that seemed to be turbulent and uncertain, nurses should encourage the story 

telling process. This may support parents in making sense of their own experience and also assist 

nurses in understanding, guiding, and supporting parents as they strive to keep their hope 

possible.  

Knowing that parents prepare themselves for the worst case-scenario by visiting their 

child’s death, and their own related reactions, can assist nurses in supporting parents in this very 
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challenging experience. Relating to parents what is known about other parents’ hope 

experiences, providing timely, open, and honest communication about test results and plans, and 

supporting strategies to think positively, can all help parents to keep their hope possible by 

reducing uncertainty and helping them to maintain some sense of control.  

Based on the findings in this research study, additional research is required to compare and 

contrast, and therefore, further develop the definition of hope for parent groups such as this one. 

There is no doubt additional research using samples of other parents who have children with a 

variety of life threatening and life limiting illnesses, and those who have children in different 

stages of the cancer experience, but with a similar sample from different treatment sites can add 

invaluable information to this area of study. Using different methodologies to explore and 

examine parental hope will add to the emerging theory presented in this study.  

4.9 Conclusion 

The presentation of the development of the tentative theory titled “Keeping Hope 

Possible”, explains how parents deal with their main concern, fearing the loss of hope, through 

the basic social process of keeping hope possible. The process is complex and takes place within 

the context of childhood cancer. The findings of the study were supported by the existing 

literature, but the definition of parental hope and the subprocesses of keeping hope possible are 

unique and provide a substantial contribution to the knowledge base regarding parental hope. 

The findings provide both a foundation for future research, as well as a guide for nurses to 

provide holistic and comprehensive health care for parents of children in treatment for cancer.  
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MANUSCRIPT 3 

 

PARENTAL NARRATIVES OF THEIR CARE GIVING EXPERIENCES WITH THEIR 

CHILDREN WHO ARE IN TREATMENT FOR CANCER: RESTITUTION, CHAOS, 

AND QUEST 
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PARENTAL NARRATIVES OF THEIR CARE GIVING EXPERIENCES WITH THEIR 

CHILDREN WHO ARE IN TREATMENT FOR CANCER: RESTITUTION, CHAOS, 

AND QUEST 

5.0 Relationship of Manuscript 3 to the Dissertation: 

 

The third manuscript presented in section five is a planned, in-depth analysis of the data 

taken from a qualitative study. The manuscript is a description of the parental caregiving 

experiences related to their child who was undergoing treatment for cancer. Frank’s (1995) three 

illness narrative types were used to categorize the data. Parents’ stories reflected unique, varied, 

and complex caregiving experiences and discussions that were related to relevant literature, and 

highlighted the need for individualized and comprehensive nursing care. Suggestions for future 

research are provided. The manuscript will be revised for submission and written in APA (Sixth 

edition, 2009) format to meet the author guidelines for Journal of Pediatric Nursing. 
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5.1 Abstract 

The purpose of this study was to develop an enhanced understanding of the complex, 

unique, and individualized experiences of parents who have children diagnosed with cancer.  A 

narrative analysis of the data collected from a qualitative study about 16 parents who had 

children in active treatment for a variety of childhood cancers was undertaken. Thirty-three 

interviews and written entries from 14 journals were analyzed using Frank’s three narrative 

typologies.  Although all the narratives were presented in a chronological order from pre-

diagnosis to the time that they were interviewed, the parents reported varying experiences while 

caring for their child during cancer treatment. The narrative analysis provides an insider’s 

perspective, and therefore, a clearer understanding of these parents’ individualized and complex 

experiences. Health care providers can use this information to provide holistic and individualized 

care for parents and to optimize their health and wellbeing. 

 

Keywords: Childhood cancer, parents, caregivers, narrative analysis, pediatric oncology nursing 

  



 

 128 

5.2 Introduction 

Parents who care for their children in treatment for childhood cancer undergo tremendous 

stress (Angstrom, Norberg, Strandberg, Soderberg, & Dahlqvist, 2010), uncertainty (Grootenhuis 

& Last, 1997; Woodgate & Degner, 2003), and upheaval (Dockerty, Williams, McGee & Skegg, 

2000; McGrath, 2001). The empirical literature examining parents’ quality of life, coping, and 

adaptation during the various stages of treatment for their child’s cancer reported varied 

reactions and experiences (Grootenhuis & Last, 1997; Long & Marlsand, 2011). In these studies, 

parents envisioned themselves as fighters, managing a battle that was thrust upon them. They 

focused on resurrecting the hope, strength, and courage required to face each test and procedure, 

day-by-day, and often hour-by-hour. Parents vigorously sought health for their child, and a life 

like the one they had ‘before the cancer’. Some described their immersion in the chaos of a life 

with cancer from which they could not even begin to disengage. Often, they were too scared to 

hope for too much, and too tired to think too far ahead. To do so was overwhelming and full of 

uncertainty. Other parents were beginning, or hoping to emerge with ‘new treasures and riches’, 

a new normal with many gifts that had been reaped from their many challenges. They reported 

finding a new appreciation for life, enhanced parenting abilities, reaffirmation of their faith, and 

better relationships with their child, friends, and family. The commonality in all of these stories, 

was the parents’ experience of active love, strength, and courage as they accompanied and cared 

for their child throughout the turbulent and challenging journey of cancer. 

The personal stories of parents who care for their children with cancer can provide in-depth 

data. Polkinghorne (1988) contended that narratives play a key role in constituting meaning, 

helping to make sense of experiences, and in communicating meanings and experiences. To 

understand subjective illness experiences better, Frank (1995) provided a method of analyzing 
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told experiences of persons who were ill and were impacted by illness. Frank (2012) proposed 

that dialogical narrative analysis (DNA) “understands stories as artful representations of lives” 

(p.33), and that “stories reshape the past and imaginatively project the future” (p. 33). In his 

publication, The Wounded Storyteller, Frank (1995) revealed a typology of narratives including 

the restitution, chaos, and quest narratives (see Table 1).  

Table 5.1 Frank’s (1995) Narrative Types 

Narrative Type 

 

 

Characteristics 

1) Restitution -Characterized by the plot, “yesterday I was 

healthy, today I am sick, but tomorrow I’ll be 

healthy again” (Frank, 1995, p. 75). 

-This narrative describes a belief in the 

restoration of health and portrays illness as 

transitory. It is the simplest narrative to hear 

and to tell. 

2) Chaos - The major plot of the chaos narrative is   loss 

of control when the individual is “sucked into 

the undertow of illness” (Frank, 1995,p. 115). 

-Often the least heard story, as it can only be 

told once the individual is able to stand 

outside of the chaos. 

-The narrative is disjointed and without causal 

sequence or purpose. 

3) Quest 

 

- The quest narrative is identified by a 

narrative in which the individual takes 

control, and seeks “alternative ways of being 

ill” (Frank, 1995, p. 117). 

-Illness is seen as a journey from which 

something is to be gained. 

 

Note. Adapted from Arthur Frank’s text, The Wounded Storyteller. Body, Illness, and ethics 

(1995). 

 

He contended that in most illness narratives, all three types will be told, but one of the types will 

guide the narrative at any given time. A number of authors have examined the impact of chronic 

illness on a variety of populations such as those living with chronic fatigue syndrome/myalgic 
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encephalomyelitis (Whitehead, 2006), acute and chronic low back pain (Vroman, Warner, & 

Chamberlain, 2009), and women who had breast cancer (Thomas-MacLean, 2004) using Frank’s 

narrative types. Frank’s dialogical narrative analysis approach has been deemed useful as it has 

offered new insights into how illness is experienced (Thomas-MacLean, 2004; Whitehead, 2006) 

and constructive methods for quality improvement in health care (Vroman, Warner, & 

Chamberlain, 2009). This type of knowledge is valuable for informing and guiding clinical 

practice, clinical education, and future research.  

The purpose of this paper is to report the findings of a planned in-depth analysis of data 

collected during a qualitative study on the hope experience of parents who have children in 

treatment for cancer. Data from face-to-face in depth interviews, and written journal entries from 

16 parents were analyzed using Frank’s (1995) method of dialogical narrative analysis. This 

analysis provides a unique exploration and explanation of parents’ care giving experiences that 

are embedded in the context of treatment for childhood cancer, and thus adds to our 

understanding of their subjective perspective.  

5.3 Background 

Childhood cancer affects approximately 850 children and families per year in Canada 

(Canadian Cancer Society Steering Committee on Cancer Statistics, 2011). Treatment for most 

childhood cancers has advanced remarkably over the last 15-20 years, and has led to successful 

cure rates such that approximately 82% of children may be cured. However, the advancement in 

treatment regimes comes at the cost of a very long, often painful, stressful, and anxiety 

provoking treatment phase that may affect the quality of life for children and their families (El-

Gamal & Long, 2010; Klasssen et al, 2011). For example, treatment for acute lymphocytic 

leukemia takes place through different phases including remission induction, consolidation, and 
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maintenance, and can last for two to three years (Canadian Cancer Society, 2012). The length of 

treatment and the severity of side effects have an impact on parents’ state of health and well-

being. The existing literature related to parents of children in treatment for cancer has focused 

largely on stress, coping, and adaptation in relation to child, family, and siblings, but findings 

related to parental experiences and reactions are diverse. Examining and understanding this 

diversity is crucial for both the storyteller, and for those who hear the stories because these 

stories illustrate the unique experiences and needs of the storyteller occurring within a specific 

social context. This allows health care providers who hear those stories to honour the story 

tellers, and therefore, to provide individualized, timely, and comprehensive care. 

Numerous studies have identified factors related to the social context of parental caregivers 

that are important to parental health parameters such as socioeconomic status, gender, family, 

and marriage. For example, lower socioeconomic status was related to lower levels of parental 

psychological well-being (Dockerty, Wiliams, McGee, & Skegg, 2000; Smith, Baum, & Wing, 

2005; Svavarsdottir, 2005). Employment factors such as job conflict with illness and being 

unemployed were both related to parental psychological distress (James et al., 2002; Sloper, 

2000). Demographic variables including the child’s mother as opposed to the father was related 

to higher levels of parental distress (Grootenhuis & Last, 1997; Sloper, 2000; Svavarsdottir, 

2005). This may be because a mother’s time spent on parenting and care giving tasks are rated as 

higher by mothers than by fathers (Brown, & Barbarin, 1996), and mothers were more likely to 

give up work outside the home (Koch, Harter, Jakob, & Siegrist, 1996).  

Social support and family functioning are also important factors related to social context. 

Lower levels of perceived social support including spouses, relatives, friends, and formal care 

providers were related to psychological distress (Dockerty, Wiliams, McGee, & Skegg, 2000; 
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Han, 2003) and satisfaction with social relationships (Hoekstra-Weebers, Jaspers, Kamps, & 

Klip, 2001; Sloper, 2000). Similarly, higher levels of perceived social support were associated 

with lower levels of anxiety (Dockerty et al., 2000; Sloper, 2000), and improved adjustment to 

their child’s illness (Han, 2003).  

A number of studies have demonstrated that parents who have a child in treatment for 

cancer experienced profound life changes (Nicholas et al., 2009; Tarr & Pickler, 1999) that 

included caring for their child as well as the whole family (Bjork et al., 2005; Woodgate & 

Degner, 2003). Some quantitative research studies suggested that there is a relationship between 

treatment for childhood cancer and lower levels of family functioning such as family conflict and 

poorer family relationships (Gerhardt et al., 2007; Morris et al., 1997; Robinson, et al., 2007). 

Other studies indicated that there was no difference in family functioning between parents of 

children with cancer and comparison groups (Brown et al., 2003; Sawyer et al., 2000; Streisand, 

et al., 2003). Qualitative research revealed similar findings, but also indicated that parents 

endured multiple stressors throughout treatment including managing treatment and side effect 

related hospitalizations and appointments with other life activities (Woodgate & Degner, 2003), 

and balancing the care of other children (McGrath et al., 2005; Patterson et al., 2004). Typically, 

the needs of the child with cancer tended to outweigh and overtake those of individual family 

members and the family as a whole (James et al., 2002, Norberg & Stenby, 2009). Overall, 

qualitative data indicated that many parents experienced positive family adaptation (Neil-Urban 

& Jones, 2002), while a few reported ongoing, challenging family issues (McGrath et al., 2005). 

In addition, quantitative studies revealed differing findings related to marital quality and parental 

quality of life when a child is in treatment for cancer. According to these findings, the quality of 

marital life can worsen (Hoekstra-Weebers et al., 1998; Kazak et al., 2001; Yeh, 2002), remain 
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unchanged (Chao et al., 2003; Lavee, & May-Dan, 2003), or improve in some subsets of study 

participants (Brody & Simmons, 2007; Dahlquist et al., 1996). 

In addition to the above-mentioned factors related to parents’ social context, caregiver 

characteristics and perceptions also weigh heavily on parental caregiver’s health and well being 

during treatment for childhood cancer, and also show variability across parental experiences. 

Poorer caregiver psychological well-being was related to higher levels of uncertainty (Mu et al., 

2001; Santacroce, 2002), increased perceived caregiver strain (Svavarsdottir, 2005), and a child 

being on active treatment versus off treatment (Moore, & Mosher, 1997; Yeh, 2002). Higher 

levels of anxiety were reported in parents who had children newly diagnosed with, or in 

treatment for cancer than those in off treatment and in remission (Yeh, 2002; Santacroce, 2002).  

The aforementioned confounding factors found in the literature may be responsible for 

contradictory findings across studies. However, such findings may also be due, in part, to 

differences in parental perceptions of their caregiving experiences during their child’s treatment 

for cancer. Thus, an enhanced understanding of parents’ varied responses and experiences in 

caring for a child who is in treatment for cancer is warranted (Klassen et al., 2011). 

The exploration of parents’ stories of their care giving experiences may help in 

understanding their varied experiences as they face multiple stressors, and transitions over time. 

This knowledge can add a unique perspective to the current knowledgebase and may help to 

develop care that is individualized and family centered. Thus, the purpose of this study was to 

describe the varied caregiving experiences of parents who have children in treatment for cancer 

using Arthur Frank’s (1995, 2010, 2012) dialogical narrative analysis and his three types of 

illness stories.  
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5.4 Method 

5.4.1 Design 

A planned in-depth analysis of the data collected for a qualitative study on the hope 

experience of parental caregivers who have children in treatment for cancer (Bally, unpublished) 

was completed. During the primary analysis of the data, thick, rich data relating to the parent’s 

caregiving experiences emerged that resonated with the narrative typologies of “restitution, 

chaos, and quest” described by Arthur Frank (1995).  

As Charmaz (2006) stated, “constructivism assumes the relativism of multiple social 

realities, recognizes the mutual creation of knowledge by the viewer and the viewed, and aims 

toward interpretive understandings of the subject’s meaning” (p. 510). She contended that all 

data are narrative reconstructions of experience, and this parallels, and is compatible with 

Frank’s (1995) DNA in which he stated that “in the reciprocity of storytelling, the teller offers 

herself as a guide to the other’s self-formation. The other’s receipt of that guidance not only 

recognizes, but values the teller” (p. 18). He defined a narrative type as “the most general 

storyline that can be recognized underlying the plot and tensions of particular stories” (Frank, 

1995, p. 75). Thus, with an emphasis on dialogue, Frank’s (1995, 2010, 2012) three types of 

narratives including restitution, chaos, and quest were used to categorize and describe the 

variation in parental accounts of their care giving experiences for their child who was in 

treatment for cancer. 

5.4.2 Sample 

This sample used in this study consisted of parents who had children in active treatment for 

a variety of childhood cancers. Purposeful theoretical sampling (Charmaz, 2006) was used to 

invite parents who met the following inclusion criteria to participate: participants must be 
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English speaking and freely able to provide informed consent; parents can be male, or female, of 

any age; are the primary care providers for their child from birth to 15 years of age who have a 

diagnosis of any childhood cancer and who are undergoing active treatment for their cancer 

within approximately 12 months since diagnosis through the local cancer centre; and are from 

both rural and urban settings. Exclusion criteria included: the inability to provide free and 

informed consent; and non-English speaking. Recruitment collaborators contacted parents in 

person to invite them to participate, and if they agreed, the primary researcher contacted the 

participant in person, or by telephone to obtain formal, written consent, after providing more 

detail about the study.  

5.4.3 Data Collection 

Following ethical approval from an Institutional Ethical Review Board, and an operational 

approval from a cancer centre in a small Western Canadian city, data collection took place over 

13 months. This included a demographic form, two to three open ended, in depth, face-to-face 

interviews, participant journals that were completed over a two week period, and researcher field 

notes and memos that were written throughout data collection and analysis. A flexible interview 

guide was used for the participant interviews and included open-ended questions that asked 

participants to describe their experiences at the time of their child’s diagnosis up to the day of 

interview, and to discuss their hope experiences. Interviews were audio taped and transcribed 

verbatim. All but two of the 16 parents were interviewed twice because they could not be 

contacted for the second interview. Three participants were seen as good informants, and were 

interviewed a third time to present the data and ongoing analysis to them in order to seek their 

personal opinion and feedback. This procedure resulted in 33 interviews. Each interview lasted 

between 28-82 minutes. The hand written journals were completed by 14 parents, and they 
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included their daily experiences that occurred over a two-week period. Parents were asked to 

write about their thoughts and feelings related to their daily hope experiences. Two parents could 

not be reached to obtain their diaries. 

5.4.4 Data Analysis 

Data from face-to-face participant interviews and hand written participant journals were 

transcribed verbatim by an experienced transcriptionist, reviewed and checked for accuracy by 

the primary researcher, and entered into Atlas.ti computer software for organization and storage. 

Initially, data were analyzed using Charmaz’s (2006) constructivist grounded theory procedures 

including coding the data via three stages (open, focused, and theoretical coding) and constant 

comparative analysis methods. During this time, important data related to the caregiving 

experience of parents of children in treatment for cancer emerged. An analysis was conducted 

using Arthur Frank’s (2012) methods of dialogical narrative analysis. Frank (2010) claimed that, 

in agreement with Riessman (2008), analysis occurs through a flexible and intuitive process. 

During analysis, transcriptions were read several times, and particular attention was paid to 

individual differences in told experiences, the structure of the parents’ stories, and the context 

within which parental caregiving took place. The data were analyzed and categorized according 

to Frank’s (1995, 2010, 2012) three narrative types including restitution, chaos, and quest. That 

is, each of the participant interviews was initially summarized in three to four pages of 

handwritten notes to get a feel for the narrative. The raw data were then coded with specific 

attention to significant sentences, paragraphs relating to the narrative types, narratives about 

specific incidents, the structure of the interview, and ultimately each interview as a whole. 

Narratives were grouped into the three types of narratives set out by Frank (1995, 2010, 2012) 

and the groupings were documented. To ensure that trustworthiness and rigor of the study were 



 

 137 

established, triangulation in which rich data were gathered through multiple sources including 

interviews, journals and field observations, and the contents of the first interview were checked 

during the second interview with each parent. Transparency was maintained at all times with full 

description of, and adherence to all stages of the research process. An audit trail was established 

through the confidential storage of all data and in keeping memos throughout the research 

process. 

5.5 Findings 

5.5.1 Participants 

Participant demographic characteristics are presented in Table 5.2. Of the 16 parents who 

participated in this study, 12 were female and four were male. The mean age of the parents was 

36.6 years (range, 21-48 years). The parents represented two ethnic backgrounds including 

Caucasian (71%) and First Nation (19%). Their children ranged in age from three to 13 years of 

age (mean, 7.2 years), and 44% were females and 56% were males. The children’s diagnoses 

included acute lymphoblastic leukemia (ALL), medulloblastoma, and fibrillary astrocytoma. The 

length of time since the child’s diagnosis up to the time of the first interview ranged from three 

weeks, to 10 months. All children were in active treatment for cancer at the time of the first 

interview.  
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Table 5.2 Participant Characteristics (n=16) 

Participant Characteristics  

Age 
 

Mean  36.6 years 

Range  21-48 years 

Gender 
 

Male   4 

Female  12 

Marital Status 
 

Married  11 

Single  3 

Common-Law 2  

Education 
 

Post-Secondary  11 

Secondary  5 

Religious Affiliation 
 

Roman Catholic  9 

N/A  3 

United  1 

Protestant  1 

Ukrainian Catholic  1 

Anglican  1 

Time Between Diagnosis and 

First Interview 

Mean  3.7 months 

Range  3 weeks-10 months 

 

Child’s Characteristics  

Child’s Age 

 

Mean 7.2 years 

Range 3-13 years 

Gender 

 

Male  9 

Female  7 

Child’s Diagnosis 

 

Acute Lymphoblastic Leukemia  

7 

Burkett’s Lymphoma  2 

Rhabdoid Tumor  2 

Fibrillary Astrocytoma  1 

Medulloblastoma  2 

Hodgkin’s Lymphoma  1 

Brain Tumor  1 

Treatment Received 

 

Chemotherapy  10 

Surgery/Chemotherapy/Radiation 

6 
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5.5.2 Narratives 

The analysis indicated that each parent accounted for their experiences in a temporal 

sequence of events beginning with a period before diagnosis when the child exhibited suspicious 

and worrisome signs and symptoms, and continued through to the time of the interview. 

Although events were told in chronological order, the telling of the story was deeply embedded 

in their child’s illness experience, and all parents’ narratives demonstrated a shifting dominance 

and movement among all three of Frank’s (1995, 2010, 2012) types of narratives. This revealed 

the complexity of the parents’ experiences, and the highly context specific nature of the 

narratives that depended largely on where the parents were in treatment for their child’s cancer.  

5.5.2.1 Restitution narratives. Restitution stories are those of recovery. They are 

dominated by the restoration of the self, as it was before the child’s illness. They are culturally 

preferred and are supported and sustained by the medical model and health care institutions. 

Frank (1995) stated that they are the most common type of narrative and that “restitution stories 

attempt to outdistance mortality by rendering illness transitory” (p. 115). 

All parents’ experiences were well represented by narratives in which the restitution plot 

was dominant, and occurred typically during times in which parents suspected that something 

was wrong with their child (pre-diagnosis), and when they were beginning to accept the 

diagnosis of, and treatment for their child’s cancer. For example, each parent’s narrative began 

with the explanation of the troubling interruption in their lives of suspicious signs and symptoms 

of what often seemed to be a non-descript illness. The symptoms were insidious, and 

necessitated going back and forth to various doctors as symptoms prevailed, worsened, and 

became more difficult to explain. During this time, parental instincts were heightened, but all 

parents used restitution narratives to hope for ‘the best outcome’. For example, the parent of a 
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child diagnosed ALL said, “my first thought was that I’m hoping that I’m being a crazy paranoid 

mom, to oh crap, it could be leukemia, to, I hope it is the good kind, I hope it is something we 

can overcome.” Another parent described her pre-diagnosis experience as follows: 

I hoped it wasn’t going to be serious, you know.  That the doctors were going to find that, 

oh, it was just an infection and you know we’re going to give him different medication and 

he’s going to be ok. Yeah, yeah.  But honestly it, you know, it just went downhill very 

quickly and I kept thinking he’s going to be ok but then in the back of my mind I kept 

thinking this is serious. I think in the beginning we just hoped that he’s going to survive. 

 

One parent’s restitution narrative projected a future in which she felt that life would no longer be 

disrupted by her child’s illness when she stated, “I just want to be positive and hopeful that this 

is just a bump in the road”. 

Once their child was diagnosed and parents began to accept the diagnosis and the 

associated lengthy treatment phase, most of them consciously chose to live in ‘the moment’. 

Thus, many of the restitution narratives were prospective, providing hope for a better future, 

whether or not that future meant a return to health, or some aspect of peace for their child, even 

in death. This is contrary to Frank’s (1995) belief that restitution narratives do not work for 

chronic illness, or in death and dying because when such narratives don’t “work any longer, 

there is no other story to fall back on” (Frank, 1995p. 94). Perhaps the conflict with Frank’s 

proposition and parents’ use of restitution narratives is due to the idea that parents were 

contemplating death, and not experiencing the death of their child, or, that hope provided the 

courage to bear witness to such an unimaginable prospect. The following narrative illustrates 

elements of restitution when one parent described her ability to live life, albeit a painful one, in 

the event of her child’s death:  

We can be hopeful no matter what the situation is.  Even in a bad situation, your hope is 

still there, like my worst, my worst case scenario would be if he were to pass, but at the 

same time I would just be hopeful that I would have the support and the friends and the 

people around me that I would need just to get through that.  So I think no matter what the 
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situation is, you can still be hopeful, and you can be hopeful that that pain that you’re 

feeling, that pain would probably never go away but you could live with it. 

 

Only three parents seemed to feel close enough to what they believed to be a future beyond 

their child’s cancer in which survival was safe to contemplate. Their narratives are reminiscent 

of Frank’s (1995) description of restitution narratives that depict a return to a normal life as it 

was just before the beginning of the impact felt by illness, and in which a future is no longer 

disrupted by childhood cancer. For all three parents, it was often a restitution narrative filled with 

trepidation. A single mother of a pre-adolescent boy who was diagnosed four and a half months 

before her first interview described her anticipation and excitement about being able to move 

beyond her son’s illness stating: 

There’s excitement that it will be over. Like that he will be cured and he’ll be able to go 

back to a normal life and normal kid life and do the things he wants to do.  Like he’s 

ecstatic right now because he’s getting far enough in his treatment that he’ll now be on the 

badminton team and be able to go to regular practices and have something normal for his 

grade 8 year so he’s really excited about that which that makes me happy so. So yeah like 

just the whole excitement of it being done and being able to breathe normally again and 

that final sigh of ‘uh, ok, it’s finished’. 

 

Similarly, a father whose son was nearing the end of his proposed treatment described getting 

back to a life like they had prior to childhood cancer through a restitution narrative in the 

following way: 

He can play outside and not have to worry about coming back here every week for tests 

and chemo and stuff, just kind of get back to the normal where he’s outside playing like a 

kid should be playing and not sitting in a hospital hooked up to machines. I, I guess just not 

having to worry about, you know, going for treatment. Like making any kind of plans, you 

could kind of just do whatever you wanted just like we did before.  You know.  Just make 

the plans and go here, go there, not worry about without taking him into big crowds or like 

he might get sick or catch something and, and always wondering, you know, when’s the 

next test going to be or just kind of back to the way he was before the diagnosis.  Kind of 

get up in the morning and do your thing and just get on with it. 

 

Lastly, a mother of a toddler-aged daughter simply wrote in her journal, “today was a very 

unproductive, yet back to normal day at home. It was very nice to have a simple day of chores. 
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Life is feeling kind of normal and it is easy”. She succinctly stated that life was returning to an 

easy normal for her. Similarly, a mother of a young boy just diagnosed with ALL stated, “It feels 

like it’s normal, you know that we’ve adapted to a new normal. Just different vocabulary, new 

vocabulary, new people, that’s all.” 

Restitution narratives were common for parents who were caring for their children in 

treatment for cancer. They occurred at various points in the parents’ experiences including pre-

diagnosis, with the acceptance of their child’s cancer diagnosis, and when they were comfortable 

with contemplating the end of their child’s cancer treatment and a ‘normal life’ again. While 

restitution narratives were common among parents, and supported them in hoping for the best 

outcome, and in seeking a normal life again, so too, were chaos narratives.  

5.5.2.2 Chaos narratives. Frank (1995) described chaos stories as those that are chaotic in 

the absence of narrative order. The chaos story teller is not heard to be telling the story of a 

“’proper’ life, since life as in a story, one event is expected to lead to another” (p. 97). Frank 

(1995) contended that these stories can only be told in retrospect because those who experience 

such a dominant life plot, cannot at the time, achieve a reflective grasp of their experience. It 

may be difficult to listen to these stories because the teller reveals vulnerability, pain, and 

futility, and often the stories are told without a beginning, middle, or end (Frank, 1995). 

Each parent told stories of chaos that interrupted restitution narratives intermittently 

throughout the treatment phase for childhood cancer. Most often, chaos narratives were revealed 

during diagnosis of the child’s cancer, and then intermittently in response to their child’s 

emotional and physical reaction to treatment, perceived lapses in parents’ own strength and 

courage, and during changes in phases of treatment in which parents felt that the familiarity of 

the current treatment phase would be replaced by the ‘unknown’ of the new treatment regime. 
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For example, at the time of hearing the diagnosis of her child’s cancer, one parent’s chaos 

narrative was highlighted by what Frank (1995) called “a staccato pacing of words” (p. 99): 

It’s like your, just like your whole world has stopped, and you don’t know where to go 

from there, and you don’t know what’s going to happen, and you don’t know whether 

people are going to be okay, or not, or how to fix it, or what to do about it. 

 

The chaotic syntactic structure of this narrative was mirrored by another parent’s comment when 

he recalled the time in which his son was diagnosed with cancer. He exclaimed, “I didn’t know 

really what was going on, or what was going to happen, or how it would all end out, and I really 

don’t remember a lot, the first few days. I was just in so much shock”. 

Although parents revealed chaos narratives in retrospect, their uncertainty and doubt were 

very clearly expressed and were still painfully close. In the following chaos narrative, a mother 

recalled her experience when her son was diagnosed with cancer, which as Frank (1995) 

claimed, had an incessant present. There was no discernible past, and the mother seemed 

incapable of anticipating a future. She said: 

I, well, I was, I was expecting him to be, I guess, really sick for months and months, and to 

be, I guess going through hell, like we would see him just be so sick and, and at that time I, 

we didn’t really, I guess, know or understand the, the success rate that they had with 

children’s cancer. I didn’t and I, I guess you know, I was thinking that we were going to 

lose him. So, and yeah, I just I just I guess I thought he was, it was going to be a really, 

really hard long battle for him and that he was going to be having to, I guess, be really sick. 

I think, like you know, we still had hope, and, and I think my, I was maybe at that time, it 

was everything was just getting in, so I don’t know exactly what the, I don’t even know. 

Sorry. 

 

In this narrative, the mother’s account is anxiety provoking for her and for those who hear it. 

Realizing that her words were broken, in fact, her heart was broken, she crumbled during the 

telling of this story, and she ultimately stopped, apologizing for her inability to express herself. 

This illustrates Frank’s (1995) contention that chaos narratives are beyond speech, therefore, 
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lacking speech. He claimed, “words suggest its rawness, but that wound is so much of the body, 

its insults, agonies, and losses, that words necessarily fail it” (Frank, 1995, p. 98). 

Chaos narrative types were also present throughout the treatment trajectory during 

transition from one phase of treatment to another in relation to their child’s health, and their own 

sense of strength and emotional health. This is exemplified in the following narrative in which a 

mother contemplated the upcoming change in a phase of treatment for her daughter who was 

diagnosed with cancer just two and a half months before: 

She’s got a lot of new drugs that could potentially make her quite sick, and it’s scary, so I 

mean we kind of just have to hope that she does well for it, or through it, but uh we won’t 

know until that starts, and how she how she does. So, you know, we just got to hope and, 

and that ‘cause we’re worried and scared, ‘cause we don’t know how it’s going to go, 

because it’s a new phase for her, new drugs. So, so yeah we’re stressed out about that so I 

think that’s, yeah, kind of the same the fear, the stress of just the unknown. Fear of 

unknown, of unanswered questions. 

 

This participant’s feelings of lack of control, fear, and uncertainty are reflected in another 

parent’s narrative in which she speaks of the reality of cancer and her desire to be strong and 

brave. She felt as though her parental control had been taken from her. Her speech is repetitious 

and fragmented, yet deliberate: 

Yeah, it was kind of like, ‘oh here’s another’, when he like when his hair started falling 

out, it was like, it’s like another blow, I guess, it’s like, ok, this is real and this is happening 

and, and he loves his hair, like we couldn’t get him to get his hair cut, and so it was like 

never wanted this for him, you know, it you, you, but yeah.  You want to put on a strong 

front so that he feels ok with the fact that we’ve got to shave his head. All I wanted to do 

was be strong enough for him so he wasn’t scared. 

 

The experience of loss of control is indicative of chaos narrative types, and as Frank (1995) 

explains, “the chaos story presupposes lack of control ... Chaos feeds on the sense that no one is 

in control” (p. 100). 

When attempting to contemplate life beyond cancer, one parent appeared to be caught up in a 

chaos narrative. She described her thoughts as follows: 
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Trying to get back to normal, I guess, is one of the big steps. I don’t know. I don’t feel like 

there’s ever a normal any more. Not having to worry but feel normal. I think that’s the big 

thing. Not always feeling like, to go back to not having to worry every day about this. I 

really don’t know what normal is anymore it’s been about a year, I know many people, I 

don’t know I’ve been, I don’t know how to find a normal or what that is. I just know that to 

get rid of that constant worry. That would be wonderful. 

 

Not knowing what ‘normal’ was created a great deal of worry and discomfort for this parent. 

Perhaps she required time and space to reflect upon the very life changing event that she had 

encountered with the diagnosis of her son’s cancer, rendering a restitution or quest narrative 

impossible at that time. Frank (1995) contended that chaos “is never transcended but must be 

accepted before new lives can be built and new stories told” (p. 110).  

Chaos narratives were present for all parents when control and familiarity were replaced 

with fear, and uncertainty of the unknown – when they experienced a loss of control. During the 

treatment phase of childhood cancer, parents described their experience as a ‘roller coaster ride’ 

with many ups and downs. Chaos narratives help parents share their turbulent experiences with 

others, and retrospectively reflect on an experience that at the time had no heads or tails. Chaotic 

stories seem to have a diabolical nature, both distressing and healing for the parents in this study. 

Conversely, the third narrative type, the quest narrative revealed how some parents were able to 

meet their challenging life circumstances head on. 

5.5.2.3 Quest narratives. Frank (1995) defined quest narratives as those that are told in 

such a way that there is something that has been, or will be gained through the illness experience. 

Individuals see themselves in a future in which they recover health and wellness. Quest 

narratives convey a journey in which there is a beginning, replete with trials and tribulations. 

They continue to the point in which the tellers have reaped some benefit because of their 

experiences that they believe may be helpful to others. According to Frank (1995), quest stories 

“meet suffering head on; they accept illness and seek to use it” (p. 115).  
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In this sample, the dominance of the quest narrative was prominent in the accounts of some 

parents. For these parents, this narrative type was deeply entrenched within their parental care 

giving experiences, and they described newly gained strengths in parenting and a new 

appreciation for their child and family. For example, a father of two who worked outside the 

home, commented on his new appreciation for his relationship with his wife and with his 

children in the following account: 

I’ve changed, uh maybe took a lot of things for granted before, whether it’s work, or 

sports, and you know realizing now that he is, you know sick, you kind of take more time 

to spend with him and, and just listen to him a little bit more. I think it also goes back to 

like the people around me too, you just don’t realize how short life really could be, and 

you, you kind of pay attention to the more final finer details of life. I guess you don’t just 

fly through it, you just take your time and you appreciate more of the time that you spend 

with people or, or appreciate more of the things that you do.  You don’t just take it for 

granted because it’s, you know, life can change pretty quick. 

 

This description follows what Frank (1995) termed an automythology, one of three facets 

of the quest narrative type in which change at a personal level is highlighted. The same father 

also framed his change in a manifesto style of quest story that Frank (1995) stated was a 

prophetic truth that has been learned at a social, not just a personal level. The father described his 

experience as follows: 

I mean my attitude toward maybe even other like charities and other sick kids it it kind of 

maybe hits me a little bit harder now that I realize you know I’m dealing with the same 

thing or a similar thing and I kind of feel for what everybody else is feeling.  

 

Another father of a young son shared a very similar automythology style of quest narrative when 

he said: 

This has taught me, and what (my son) has taught me, is I’ve learned to appreciate every 

second is a gift with him right now. It’s like, ‘dad want to color’? Absolutely. ‘Dad want to 

play blocks with me?’ Awesome. Sat on the floor and played blocks with him. I’ll just 

hang with you and watch you. Living in the now. That’s what I am doing now. I accept 

everything. I don’t know where it’s going to go, what kind of moment it’s going to be, but 

if I accept it and offer back, that is living in the moment. 
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One mother’s quest narrative described her life with a husband who worked outside the home, 

and the time and care she provided for her two children. She presented a memoir style of a quest 

story by including a description of her new way of analyzing and dealing with the activities of 

daily living: 

I have so many girlfriends that stress about their days all day long about whether the beds 

are made and whether their laundry is done and the dishes, and I do have days that I feel 

that way, but a lot of the times I stop myself in my tracks and I think, you know what? This 

laundry and these dishes, they’ll always be here.  My kids won’t be here. What’s more 

important here, in this moment that you’re in right now, what’s more important? Yelling at 

your kids because they took all the Barbie’s out of the box and left them on the floor, or get 

down and play with them and enjoy because one day those Barbie’s aren’t going to be 

there and you are going to wish that they were laying there. The simple things in life, like, I 

don’t know, I think of all the things that are more important at that moment. 

 

Another mother of two children began her memoir with the description of change that she had 

deliberately sought after experiencing the impact of illness. She explained how she and her 

children celebrated the small things, and clearly described how her focus in life had changed: 

Some little things don’t matter anymore, like a clean house, perfect yard, laundry. Other 

things, like getting to a Halloween party back home, take top priority. Yeah and I mean all 

in the way there’s little tiny steps of that other people just really don’t care, they take, you 

know, for granted right.  ‘Oh well he got up today, he ate 3 meals and he had a friend 

over’. Woo hoo ‘cause he hasn’t done that in 6 months, so anybody else who came home 

from school that day and you know had their 3 meals and brought a friend home the 

parents might say ‘no no, we’re busy tonight’ and send them away, and I’m going, ‘yeah 

yeah yeah come on come’, so for him that’s an improvement, like, so for me that’s good 

let’s have  a cake and streamers and balloons so I mean we’ve celebrated ridiculous things 

in my family as far as you know the little things that everybody else would be ‘yeah 

whatever she’s 20 pounds’, ‘oh whatever, he had a friend over’. 

 

A father shared a much more subtle quest narrative that also depicted the realization of a 

sense of purpose and Frank’s (1995) sentiment that illness is seen as a journey. The father 

described his relationship with his daughter and his ongoing support for her through her illness 

journey. In this instance, he said: 

You know if I can give her any sense of hope, it’s that this is not a debilitating thing in 

your life, this is an awful experience that will be used to birth something far, far better. Far, 
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far more meaningful than probably we would have had without it. You know? This  is all, 

all a building block for something else.  Um, in many ways it’s an awful experience that 

you’ve been entrusted with for whatever you’re going to have, or be later. 

 

Quest narratives were not as common as either the restitution, or chaos narrative types, and 

only some of the parents shared narratives in which quest stories were dominant. This may be 

because the parents’ narratives were often disrupted by both restitution and chaos stories as they 

experienced the ups and downs of the roller coaster that they associated with treatment for 

childhood cancer. Their feelings of loss of control, fear, anxiety, and uncertainty dominated their 

lives to the extent that those parents had yet to construct a quest narrative. It is important to note 

that except for quest narrative types, all parents expressed their stories with a variation in 

dominance of narrative types. Frank (1995) contended, “no actual telling conforms exclusively to 

any of the three narratives” (p. 76).  

5.6 Discussion 

The insights gained from this analysis contribute to the existing literature related to parents 

who care for their children in treatment for cancer by illustrating how parents narrate their 

experiences. By drawing on Frank’s (1995, 2010, 2012) narrative typology of illness, we 

discovered that there are unique ways in which parents journey through the different phases of 

their child’s cancer treatment with their child and family. All parents recalled and expressed their 

experiences in a temporal fashion, but these experiences were turbulent, and cyclical. Their 

stories of restitution, chaos, and quest dominated their care giving experiences in relation to the 

different treatment stages, their child’s physical and emotional reaction to those stages, and 

perceptions of social support and their own fortitude. This is the hallmark and the usefulness of 

narrative analysis guided by Frank’s (1995) narrative types. As he stated so eloquently, “the 

three narratives are like patterns in a kaleidoscope: for a moment the different colors are given 
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one specific form, then the tube shifts and another form emerges” (p. 78). This unique 

perspective highlights the importance and value of the findings of this study.         

Findings from other studies support the current study findings. In this study, restitution 

narratives were commonly used by all parents, and were most often heard during the time before 

diagnosis of the child’s cancer when the diagnosis was accepted, and for some parents, during 

the later stages of treatment. These narratives reflected parents’ excitement about life returning to 

a normal state, a life that would be uninterrupted by childhood cancer. Restitution narratives also 

supported parents in hoping for the best outcome, even when parents contemplated the worst-

case scenario, the death of their child. Similarly, the families in Wong and Chan’s (2006) 

phenomenological study of families who had children in treatment for cancer were reportedly 

looking forward to a normal life. Other studies found that parents sought to establish a sense of a 

normal life in which elements of their child’s illness did not interrupt the normal activities of 

daily living (Angstrom-Brannstrom, Norberg, Strandberg, Soderberg, & Dahlqvist, 2010; Huang, 

Mu, & Chiou, 2008). Miedema, Hamilton, Fortin, Easley, and Matthews (2010) found that 

parents of children diagnosed with cancer (5 were still in active treatment) tried to maintain a 

level of normalcy in which life carried on as though their child was not sick. Thus, although the 

existing literature provided evidence that establishing a normal routine is important to parents, 

there is little information supporting the notion that parents seek a future in which a normal state 

of health is discovered. Although restitution narratives were relevant and helpful to the parents in 

this study because they may have supported them in developing the hope and courage required to 

face the long journey associated with treatment of their child’s cancer, and in hoping for a better 

future, additional research is required to examine these narratives to determine how best they can   

serve parents. 
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Chaos narratives demonstrated that parents experienced periods of fear, anxiety, 

uncertainty and a loss of control. These experiences occurred at the time of diagnosis of their 

child’s cancer when treatment phases ended and new ones were implemented, and when parents 

evaluated their own and their child’s emotional and physical health negatively. Consistent with 

the findings of this study, McGrath (2002) and Woodgate and Degner (2002) revealed that 

families of children with a variety of childhood cancers, experienced a roller-coaster ride with 

many ups and downs during which time they experienced a wide range of feelings and emotional 

pain. In their study, Woodgate and Degner (2002) provided a narrative clip that captured the 

essence of a chaos narrative from a mother describing her inability to make sense of the future 

given the many unknowns associated with childhood cancer. While a number of other authors 

did not focus specifically on narratives, they reported stressful, anxiety provoking parental 

reactions that resulted in difficulty getting through the day and self-care (Fletcher, Schneider, & 

Harry, 2010; James et al., 2002), a disruption in daily routines and activities (Hildenbrand, 

Clawson, Alderfer, & Marsac, 2011; Patistea, Makrodimitri & Panteli, 2000), and in ineffective 

coping behaviors such as substance abuse (Miedema, Hamilton, Fortin, Easley, & Matthews, 

2010), all of which may have created chaos in the parent’s lives.  

The current study provides unique contributions to the understanding of parental 

experiences with respect to the chaos that is experienced not only at diagnosis, but throughout 

their child’s treatment. It is critical to consider that, perhaps, parents may be unable to 

understand themselves, or relate to others their current chaotic experiences. Such narratives may 

become invisible (Frank, 1995), but they are experienced nevertheless. Future research that 

focuses on this particular experience will enhance our understanding of parental reactions, and 
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will help practitioners become attuned to this potentially silent experience, and thus, be better 

able to support and guide parents through this most challenging time. 

Quest narrative types were not as common as the restitution and chaos narratives. Quest 

narratives were descriptions of parents’ journeys through their child’s treatment for cancer 

phases, and typically involved a description of their choice to make positive changes in relation 

to their parenting and outlook on family life. These parents told of living in the moment and 

gaining a new appreciation for life, their family, and children. Similarly, Clarke-Steffan (1997) 

found that families whose child was diagnosed with cancer constructed a ‘new normal’ that 

involved a number of different strategies including evaluating priorities. These parents described 

finding a new appreciation for life, family and time together, and no longer took things for 

granted. Other studies found that parents who have children in treatment for cancer found 

positive gains from their experience (Fletcher, Schneider, & Harry, 2010; Wong & Chan, 2006), 

including strengthened relationships among family members (Brody & Simmons, 2007; James, 

et al., 2002; Patistea, 2005; Sloper, 1996), and on reprioritizing time spent with their child 

(Brody & Simmons, 2007). Quest narratives are an important aspect of the parental experience, 

but few parents engaged in this narrative type. Additional research can assist in developing 

knowledge regarding the internal and external factors that support the quest narrative type 

because it is an important aspect of parental well-being.  Further examination of the ways in 

which parents develop meaning and purpose from their child’s illness experience, and how this 

contributes to parental well-being and care giving during their child’s treatment is essential. 

The literature related to parents of children with cancer has established support for each of 

Frank’s (1995, 2010, 2012) narrative types. What is unique about the findings of this study, 

however, is that each narrative type is presented as only one instance of a very complex and 
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changing parental experience, each of which cannot be understood in isolation from the others. 

The holistic understanding that is provided contributes to a comprehensive understanding of 

parental experiences, and highlights the need to attend to the specific narrative type parents are 

presenting in order to support them adequately.  

5.7 Factors Influencing the Study 

As with all qualitative research, the dialogical and interpretive nature of Frank’s analysis in 

this study may not be generalized to other populations. Because the sampling strategy is 

purposive, there was some homogeneity found in the sample such as those who were Caucasian, 

female, and Christian. In addition, Frank’s analysis leads to narratives that are co-constructed 

between the researcher and the participant, and are considered to be ever evolving with no 

distinct ending. The use of only three narrative types suggests the need for more diverse analyses 

using different forms of narrative analysis. This would enhance our understanding of the 

complexities of parents’ experiences. Future research using a variety of clinical populations in 

pediatrics, longitudinal studies, or studies that uncover processes over time with a more 

heterogeneous sample are required. For example, such studies may include those of other 

ethnicities and cultures, as well as studies in which fathers are well represented. However, the 

findings likely have theoretical transferability, and may well represent situations that are 

recognizable in other contexts, and therefore, may be useful to a variety of researchers and 

clinical practitioners in other settings. 

5.8 Implications for Practice 

The findings from this study reveal that restitution, chaos, and quest narrative types are all 

present in parental experiences gained from caring for their child who is in active treatment for 

cancer, and that their experiences are individualized, unique, and contextualized. Attending to 
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parents’ communication in an open and focused manner can help clinicians to honor and validate 

their stories, and thus, their experiences. Frank (1995) contended that illness disrupts the lives of 

those who are ill and who are impacted by illness, and it is through telling one’s story that some 

semblance of coherence can be found, and this facilitates the putting back together of the self. 

This understanding can improve holistic and comprehensive assessments, and thus, interventions 

can be adequately guided and focused. A parent whose current experience is being told through a 

restitution narrative needs to be supported in living through their child’s illness and in preparing 

for the future. Helping parents to get through the trials and tribulations of the various treatment 

phases may include supporting their faith in the treatment they are receiving, and in envisioning 

a realistic future. Those parents whose narratives are chaotic need to be assisted in their 

experience and not rushed into another narrative type. They need to be supported in developing 

tolerance for, and space to experience and then to reflect on the chaos in their lives, and to 

acknowledge that in time, the chaos does retreat. In addition, careful, ongoing assessment is 

required to monitor those parents who may be at risk for giving up, for losing hope, and who 

may be exhausted, depressed, or anxious. Lastly, those parents whose experiences are expressed 

through a quest narrative type can be supported in their pursuit of making meaning out of, and in 

finding purpose in their current situation.  

5.9 Conclusion 

Polkinghorne (1988) stated that narratives are “the primary form by which human 

experience is made meaningful” (p. 1). Thus, a critical understanding of findings from analyses 

that incorporate illness narratives can aid researchers and practitioners in understanding unique 

parental perspectives. This understanding can provide the means for helping parents understand 
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their experience more clearly, as well as the necessary individualized support and guidance they 

need through the various stages of their child’s cancer treatment.  
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IMPLICATIONS OF THE FINDINGS AND CONCLUSIONS 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

 156 

6.0 Implications of the Findings 

The developing constructivist grounded theory of keeping hope possible, and the narrative 

analysis findings represent data from 16 parents who had children in treatment for cancer. The 

emerging theory adds unique insight into the hope experiences of parents whose children are 

undergoing treatment for cancer. By having access to a clearly defined concept of parental hope, 

health care providers may be better able to understand and assess these parents in order to 

support their hope, and to determine when they are finding it harder to hope. Because hope is 

essential, dynamic, and acts as a guide through the tremendously challenging oscillation between 

preparing for the worst and hoping for the best, supportive needs and interventions will vary 

depending on where parents are on that continuum. Informed, open discussion, and a holistic 

assessment that considers parental hope are necessary. 

6.0.1 Implications for Nursing Practice 

Parents’ desire to keep hope possible is a major and unique finding in this study. There are 

four distinct, but interrelated subprocesses of keeping hope possible, each of which may support 

comprehensive and holistic nursing care for parents who have children in treatment for cancer. 

The first subprocess, ‘accepting reality’ is one in which parents go through an intense period of 

shock, questioning, and reasoning. It would seem that at this stage, parents need to tell, retell, 

and tell again their experiences in order to make sense of their own story, and to come to an 

understanding that will allow them to accept their unique and individual past, present, and future 

so that they can begin to focus their hope and move forward for themselves, their child, and their 

family. Frank (1995) firmly believed that serious illness is like a wreckage, disrupting life’s map 

and destination. This is certainly mirrored in parents’ descriptions of their experiences with 

childhood cancer as both ‘life changing’, and ‘traumatic’. Frank (1995) contended that stories 

were a means to redrawing those maps and to finding new destinations. Stories are like repair 
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work. Most importantly, Frank stated that “the act of telling is a dual reaffirmation. Relationships 

with others are reaffirmed, and the self is reaffirmed” (p. 56). Health care providers can be the 

expert, active, and attentive listeners who are needed to help provide parents with guidance 

through this difficult and seemingly impossible phase of keeping hope possible. Listening to 

parents and encouraging them to narrate their experiences when they are ready and able, may 

support them in the necessary repair work “by taking stock of what survives the storm” (Frank, 

1995, p. 54). Without this challenging work, parents may be unable to move forward to find their 

hope, an essential component of their daily lives, well-being, and caregiving.  

Next, ‘establishing control’ follows as another essential related process through which 

parents journey in keeping hope possible. Understanding this subprocess is essential for health 

care providers because it underlines the need to allow, and to support parents as they cognitively 

journey through the depths of darkness in the worst-case scenario. Each parent discussed the 

negatives, the what ifs, and the worst case scenario, vividly recalling such activities as planning 

the eulogy for their child’s funeral, whether, or not, the child’s room would be emptied, and 

visualizing themselves at the funeral. Thus, whether voluntarily, or involuntarily, parents had to 

prepare themselves for the possibility of their child’s death, and more importantly to be able to 

face personally what seemed like the unimaginable. Parents did not want to be blindsided or 

‘taken for a fool’, but also felt guilty for allowing their thoughts to go to such extremes. 

Knowledge of these complex experiences and the important role that hope plays, can help both 

parents and health care providers to develop the insight needed to prepare for the oscillation 

between preparing for the worst, and hoping for the best. Knowing what to expect may assist 

parents in moving through this subprocess more effectively, and knowing that it is an expected 
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and common part of hope, may provide them with a heightened sense of control and some 

direction in what would otherwise be a chaotic and uncontrolled experience.  

‘Restructuring hope’ was another important subprocess in parents’ hope experience and 

this allowed them to find their hope again. Supporting parents in recognizing their hope and in 

their need to be hopeful can help them to navigate through this subprocess successfully. In 

addition, understanding the ability of parents to restructure their hope may provide insight into 

how parents cope with their child’s cancer experience such as their need for honest, timely 

information. Parents said that they wanted to be kept in the loop “no matter what – the good, or 

bad, or otherwise”, and that information and knowledge supported their hope. Thus, if 

communicated in a timely, open, and honest manner, poor test results, prognoses, and plans can 

indeed be accepted by parents because they can restructure their hope so as to keep it possible, 

and it can then be used to cope with the related ups and downs of such news.  

Lastly, ‘purposive positive thinking’ was the final subprocess of keeping hope possible. 

Understanding the incredible strength of the human mind and spirit is essential for both parents 

and health care providers. This essential subprocess of parental hope can be supported by 

assisting parents in choosing to think positively when they are ready, and by helping them to find 

and use cognitive strategies that will suit their needs and abilities in order to begin the training 

process. Some parents in this study found visualization and imagination of potential positive 

outcomes, practicing their own unique hopefulness, deep breathing and focusing repeatedly on 

happy thoughts, to be helpful in training themselves to think positively and to eradicate negative 

thoughts. In addition, parents suggested that a positive and hopeful support system is necessary 

to support their hope and positive thinking. Helping parents find their support structure may 

assist them in thinking positively, and in keeping their hope possible. Lastly, acknowledgement 
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that there is a positive reported by parents in this traumatic and challenging experience may help 

them to find focus for their hope, and to identify those areas in which they may experience 

personal, parenting, spiritual growth, as well as growth in their social relationships. 

6.0.2 Implications for Nursing Research 

Based on the findings in this research study, additional research is required to compare and 

contrast, and therefore, to develop further, the definition of hope and the developing grounded 

theory for parent groups such as this one. Future research is also needed to investigate the impact 

that childhood cancer may have on, and how hope is experienced by the whole family unit, 

including siblings, parents’ work life, those of other cultures, and parents with a variety of 

religious preferences. Such research, using samples of families of children with a variety of life 

threatening and life limiting illnesses, and those who have children in different stages of cancer 

can add invaluable information to this area of study. Additional research can support the 

development of the key concepts that appear to be related to hope including, anxiety, fear, and 

uncertainty which will help to guide nursing care more effectively. Particular attention to the 

transitions that parents must go through as their child is treated for cancer is warranted. A greater 

understanding of these experiences may assist health care providers to reduce the impact that 

these experiences have on parents, and therefore, support them in keeping their hope possible. 

Using different methodologies to explore and examine parental hope will add to the emerging 

theory presented in this study. Such studies will support the development of appropriate methods 

of assessment of parental hope, as well as interventions to support parents adequately as they 

provide care for their child who is in treatment for childhood cancer.  
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6.1 Overall Conclusions  

Through the development of three separate manuscripts including a literature review and 

analysis, a constructivist grounded theory study, and a narrative analysis, this research broadly 

sought to explore parents’ hope experiences. A constructivist grounded theory was used to 

conduct the study of parental hope experiences. This grounded theory approach is supported by 

symbolic interactionism, a theoretical position that suggested human beings adapt and change 

their understandings and behaviour largely dependent on the three core principles of meaning, 

language, and thought. The reality of the parents in this study was one of change, depending on 

the transitions related to treatment for childhood cancer. As a result, parents moved from the 

shock of the diagnosis of childhood cancer, through to various transitions depicted in the road 

map with which they were provided, and which mapped out the phases of treatment for their 

child. In addition, this study revealed that the very nature of parental hope is dynamic. The 

parents’ main concern was ‘fearing the loss of hope’. This occurred when they were presented 

with the uncertainty associated with the transitions that were inherent in the treatment for their 

child’s cancer. However, the basic social process of ‘keeping hope possible’ was supported by 

the subprocesses of accepting reality, establishing control, restructuring hope, and purposive 

positive thinking. These subprocesses were interrelated, but cyclical, fluid, and changing as 

parents journeyed through the treatment phases of childhood cancer. Together they supported 

parents in the very difficult movement between hoping for the best and preparing for the worst. 

The use of symbolic interactionism as a guide, helped to make sense of the parents’ changing 

meanings, thoughts, and hope experiences throughout their journey.  

The first specific objective of this study was to gain an interpretive understanding of the 

hope experience and processes of hope for parents who have children who were undergoing 
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treatment for childhood cancer. One of the hallmarks of Charmaz’s (2006) constructivist 

grounded theory approach, and Frank’s (1995) narrative analysis is the emphasis on the active 

interpretive role of the researcher, and the importance of reflexive research practice. During the 

13 months of data collection and analysis, continuous reflexive practice contributed to an 

enhanced understanding of the interview process, data collection and data analysis, particularly 

with coding, the development of categories, and the need for theoretical saturation. Through 

reflexive research, my background as a registered nurse, a daughter, mother, and researcher were 

all examined, acknowledged, and this solidified my understanding of the data. For example, I 

believe the shared commonalities of being a parent, the experience and practice of being a 

registered nurse, and the knowledge of my role as an ethical researcher allowed me to connect 

with the parents in this study in a manner that was comfortable and trustworthy. After the first 

few interviews, I found that my connection with parents, as a mother, was emotionally difficult 

because it was, of course, difficult to see a parent experience the ‘unthinkable’, and their 

experiences ‘hit home’. The parents’ stories were real, true, and as Frank (1995) contended, they 

created in me a very real awareness that childhood cancer can occur in any one of our children 

and families. In the first few interviews, my empathy may have prevented me from asking ‘the 

hard questions’, but through reflexive practice, I remedied this by understanding and 

acknowledging my thoughts and feelings, and by specifically making the effort to go to those 

difficult places with parents. I soon learned that I was able to support and guide parents through 

these sometimes sad and challenging discussions, in part, because of my experience as a 

registered nurse. With adequate debriefing, following each interview, parents often found that it 

was helpful for them to think about, feel, and sometimes resolve certain experiences that were 

difficult. I believe that through my varied experiences and background, I was able to connect 
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effectively with the parents in this study. Each interview was at times difficult, but it was always 

a constructive sharing of discussion through which deep, rich data were collected, and which led 

to the development and saturation of the theoretical categories. My interpretation of the data was 

closely and continually reflected upon, shared frequently in a confidential, and collaborative 

research environment with my co-supervisors, and was grounded in the data that were supported 

by verbatim quotes from the participant interviews. Following Charmaz’s (2006) evaluative 

criteria for grounded theory studies, these endeavours helped to achieve resonance and 

credibility for this study. 

The second, specific objective of this study was to describe and define parental hope and 

significant related concepts for parental caregivers within their social context. Both Charmaz 

(2006), and Frank (1995, 2010, 2012) offer a flexible, non-prescriptive approach to the research 

process. For example, an open and flexible interview process allowed me to focus on participant 

responses and change the way I listened and responded to the participants’ words. This led to 

rich and focused data collection, to the effective saturation of the categories, and to sampling 

parents theoretically to support this endeavour. As a result, a definition of the parents’ hope was 

constructed from their description of their parental experiences and from their own words.  This 

study revealed that parental hope is a powerful, deliberate, life sustaining, dynamic, cyclical 

process that is anchored in time, and is both calming and strengthening, and provides inner 

guidance through the challenging, but necessary experience of preparing for the worst and 

hoping for the best. This is one of the unique findings of this study, and it presents a definition 

that is not described in the existing literature. This conceptualization of parental hope is 

important because it can guide more informed nursing assessment and care, and can provide 
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direction for future research. Thus, this aspect of the research study meets Charmaz’s (2006) 

criteria for originality and usefulness. 

The third and final specific objective of this study was to construct a tentative substantive 

theory that was grounded in the experiences of parents who cared for their child who was in 

treatment for cancer. In comparison to the studies that were reviewed for this research, this study 

included a homogeneous sample in the sense that only parents who had children in active 

treatment for cancer were participants. This permitted a unique focus on the experiences of this 

population. In addition, diversity within this sample was obtained through purposive theoretical 

sampling, seeking participation from both mothers and fathers, including parents from rural and 

urban settings, those in married, single, and common-law relationships, parents with varied 

ethnic and spiritual backgrounds, different ages and genders of their children, varied lengths of 

time between diagnoses and the first interview, and from different childhood cancer diagnoses. 

In addition, the method of constant comparative analysis was used to support the development of 

a tentative theory that was well grounded in the experiences of a diverse and informed sample. 

Constant comparative analysis kept me grounded in the data, and supported the systematic 

comparison of each parent’s hope experience, as well as the ongoing analysis of the related 

contextual influences. The constructivist approach of ‘weaving in’ the extant literature to the 

theoretical rendering of keeping hope possible both substantiated and added credibility to this 

study, and demonstrated the unique value of some of the findings. The resulting grounded 

theory, keeping hope possible, is the first emerging theory that describes the hope experience of 

parents who have children in treatment for cancer, and therefore, adds empirical support for the 

abstract and complex concept of parental hope. Additional research is needed to explore and 

confirm the meaning of parental hope, and to support the tentative theory of ‘Keeping Hope 
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Possible’. However, the findings in this study present new empirical evidence that enhances our 

understanding about the meaning and processes of the hope experiences of parents who have 

children in active treatment for cancer, key elements in their own health and wellbeing.
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Appendix B 

Supporting Letter 

 
March 28, 2011 

 

Re: The Hope Experience of Parental Caregivers of Children Undergoing Cancer Treatment 

(research proposal). 
 

To Whom it May Concern, 

 

I am pleased to write this letter of support for the research study titled The Hope Experience of 

Parental Caregivers of Children Undergoing Cancer Treatment proposed by Jill Bally, a PhD 

candidate. 

 

Thorough attention has been paid to the understanding of the biology, medical management, and 

risk factors associated with pediatric cancers. However, the psychological impact on those 

diagnosed with cancer and their families, despite our awareness and its significant importance, 

has not been given the same attention. Particularly, the importance of hope as an important and 

effective resource for parents of children who have cancer, has been overlooked.  

 

The proposed research project is important because of its potential impact on the care that is 

received by families, particularly parents who are the primary care providers for their children 

with cancer. It is likely that this research can aid in improving the psychological, social, and 

spiritual parameters of parental health by understanding, supporting, and enhancing their hope. 

In turn, parental physical health and caregiving abilities will also be supported and improved.  

 

I am pleased to offer support and my collaborative efforts in relation to participant recruitment, 

and any other avenues that may be indicated as the study progresses. 

 

I have no hesitation in strongly supporting this research project and I am pleased to do so. 

 

Sincerely, 

 

 

 

 

Chris Mpofu MBChB, MSc, FRCP(C) 

Pediatric Oncologist 

Saskatoon Cancer Centre 

20 Campus Drive 

Saskatoon, SK, S7N 4H4 
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Appendix C 

Letter for Those Assisting with Recruitment 

 

Dear (name to be inserted), 

Thanks so much for agreeing to assist with my research project by taking the time to speak 

to potential families about my study titled The Experience of Hope for Parental Caregivers of 

Children Undergoing Cancer Treatment. Your time and input are valuable and appreciated. 

I am seeking to understand the hope experience of parents who are primary caregivers for 

their children who have cancer. Therefore, I am asking for your assistance in identifying parents 

from across Saskatchewan who are the primary caregivers for their child aged birth to 12 years of 

age who are undergoing cancer treatment and who are willing to participate in this study. 

Participation will require an initial face to face interview focused on discussing their hope as they 

care for their child, the completion of a journal over two weeks, and a follow up interview by 

telephone. In total, I anticipate that the time involved for participation will be about 3-4 hours 

over a period of two weeks. 

Below, I have listed the inclusion criteria to which you may refer in order to identify those 

parents who will be suitable. If the parent is willing to talk further about the study, you can ask 

them if I can contact them, and obtain their contact information (telephone number and full 

name). You can then send me the parent’s names and contact information at jill.bally@usask.ca, 

or by telephone at 343 9355. I will then contact each parent and provide more information 

regarding their potential participation in the study. In total, I anticipate that I will require 

approximately 25 participants. 

Inclusion criteria for my study are provided so that you can determine which parents will 

be eligible participants: 

 

 Parents of children between birth – 12 years of age who have been diagnosed with cancer 

and are undergoing treatment for cancer, are within approximately 12 months since 

diagnosis, and who are the primary caregiver for their child. (For example, a mother or 

father who stays home with the child, is mainly the parent who attends appointments, 

stays with child in hospital, and so on.)  

 A Parent who lives anywhere in Saskatchewan and whose child receives care through the 

Saskatoon Cancer Centre 

 A Parent who is willing to participate, speaks English, and who is able to consent freely 

The proposed research study will enhance the understanding of the personal and unique 

hope experiences of parents who have children with cancer. This information may help to 

improve the care that such parents receive as they parent their children who are undergoing 

cancer treatment. In addition, parents may find it helpful to talk about their hope and to 

contribute to our understanding of their very important perspective as it relates to their own 

health and well-being. 

 

mailto:jill.bally@usask.ca
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 Thank you once again for your willingness to assist me in undertaking this research 

project. I appreciate your time and look forward to collaborating with you as this study 

progresses. If you have any questions or comments at any time, please feel welcome to contact 

me. 

 

Sincerely, 

 

 

Jill M. G. Bally RN, PhD (c) 
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Appendix D 

Letter of Introduction for Potential Participants 
 

Study Title: The Experience of Hope for Parental Caregivers of Children Undergoing Cancer 

Treatment 

 

Dear Parent, 

 

My name is Jill Bally and I am a doctoral candidate in the College of Nursing at the University 

of Saskatchewan. I am conducting a research study as part of the requirements of my doctoral 

degree in nursing, and I would like to invite you to participate.  

 

I am studying hope as it relates to your experience as a parent with a child who has cancer in 

order to gain a better understanding of it and then describe your hope experiences. I have had the 

privilege of working with many children and families who have been admitted to the acute care 

pediatric setting for health care related to their child’s diagnosis of cancer. This has touched me 

on many levels and I have experienced the need for more effective and informed family support 

for families such as yours. There is very little research in this area to date, and I believe that your 

personal experiences will contribute to a better understanding of the issues that families face, and 

to the development of quality, family centered health care. I know that your experiences and 

perceptions of hope are key to this understanding, and therefore, I am asking for your 

participation. 

 

If you decide to participate, you will be asked to meet with me for an interview to talk about your 

hope as you provide care for your child. 

 

In particular, we will discuss a few questions that focus on your hope. The meeting will take 

place in your home, or a mutually agreed upon place that is convenient for you and should last 

about one hour. After our initial meeting I would also ask that you take a few minutes each day 

to write in a journal to document your thoughts and feelings related to your hope. I would then 

like to meet with you a second time via telephone to follow up with our first conversation and 

your journal. The interviews will be audio taped so that I can accurately reflect on what is 

discussed. The tapes will be reviewed by members of the research team only. They will then be 

destroyed. I propose that the time required to participate will be about 3-4 hours over a period of 

two weeks. 

 

You may feel uncomfortable answering some of the questions, but you do not have to answer 

any questions that you do not wish to. Although you may not benefit directly from participating 

in this study, we hope that parents like yourself may benefit by the understanding that is gained 

through your experiences. Some participants have found it helpful to discuss their hope and some 

have found benefit in helping others through sharing their own experiences. 

 

Participation is confidential. Study information will be kept in a secure location at the University 

of Saskatchewan, College of Nursing. The results of the study may be published or presented at 

professional meetings, but your identity will not be revealed.  
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Taking part in the study is your decision. You do not have to be in this study if you do not want 

to be. You may also quit being in the study at any time or decide not to answer any question you 

are not comfortable answering.  

 

We will be happy to answer any questions you have about the study. You may contact me (Jill 

Bally at 343 9355, jill.bally@usask.ca) or my faculty advisors, (Dr. Wendy Duggleby at 780-

492-8660, wendy.duggleby@ualberta.ca; Dr. Lorraine Holtslander at 966 8204, 

lorraine.holtslander@usask.ca) if you have study related questions or comments. If you have any 

questions about your rights as a research participant, you may contact the Research Ethics Office 

at the University of Saskatchewan at 306-966-4053. 

 

If you think this is something in which you would like to participate, please contact me at the 

number listed below to discuss your participation. Alternatively, you can provide the staff 

member who provided you with information on the study with your contact information and I 

will call you within a week to provide you with more information. At that time, if you are not 

interested in participating, you will not be under any obligation to do so. 

 

Thank you for your consideration. 

 

 

With kind regards,  

 

Jill M. G. Bally 

343 9355 

jill.bally@usask.ca 

file:///E:/AppData/Local/Microsoft/Windows/Temporary%20Internet%20Files/Content.IE5/AppData/Roaming/Microsoft/AppData/Roaming/Microsoft/AppData/Roaming/Microsoft/AppData/Roaming/Microsoft/Word/jill.bally@usask.ca
mailto:wendy.duggleby@ualberta.ca
file:///E:/AppData/Local/Microsoft/Windows/Temporary%20Internet%20Files/Content.IE5/AppData/Roaming/Microsoft/AppData/Roaming/Microsoft/AppData/Roaming/Microsoft/AppData/Roaming/Microsoft/Word/lorraine.holtslander@usask.ca
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Appendix E 

Consent Form 

 

You are invited to participate in a research project entitled: The Experience of Hope for 

Parental Caregivers of Children Undergoing Cancer Treatment.  Please read this form 

carefully, and feel free to ask questions you might have. 

 

Researchers:  
Jill Bally, RN, MN, PhD(c), College of Nursing, University of Saskatchewan, Saskatoon, SK, 

Phone: 306 3439355 

Dr. Wendy Duggleby, RN, DSN, AOCN, Co-Supervisor of Student, Faculty of Nursing 

University of Alberta, Edmonton, Alberta, Phone: 780-492-8660 

Dr. Lorraine Holtslander, RN, MN, PhD, Co-Supervisor of Student, Faculty of Nursing, 

University of Saskatchewan, Saskatoon, SK, Phone: 966-8204 

 

Purpose and Procedure: The purpose of this study is to find out what hope means for you, as a 

parent and caregiver, during the time that your child has been in treatment for childhood cancer. 

Nurses and other health care workers can benefit from learning about the hope of parents who 

care for their children during cancer treatment so that they can better support other families in 

similar situations. 

 

My name is Jill Bally, and I am a Registered Nurse who has worked in Pediatrics for a number of 

years. My interest in this research stems in part from my current goal to pursue PhD studies. 

More importantly, I have had the privilege of working with many children and families who have 

been admitted to the acute care pediatric setting for health care related to their child’s diagnosis 

of cancer. This has touched me on many levels and I have experienced the need for more 

effective and informed family centered nursing care for families such as yours. There is very 

little research in this area to date, and I believe that your personal experiences will contribute to a 

better understanding of the issues that families face, and to the development of quality, family 

centered health care.  I know that your experiences and perceptions of hope are key to this 

understanding, and therefore, I am asking for your participation. 

 

I would like to interview you at a time that you find agreeable.  If you agree to participate, I will 

visit you in your home, or at a location of your choice when it is convenient for you.  You will be 

asked to answer questions about yourself (gender, age, etc.) and questions such as the age, and 

diagnosis of your child.  Then you will be asked questions about hope.  With your permission, 

our discussion will be audio taped.  This interview will take approximately one hour.  I would 

like to talk with you again at a time that is best for you, about two weeks after our first meeting 

by telephone.  I will use this time to answer any of your questions, to verify my understanding of 

our first discussion, and to address any questions that may arise. The second interview should 

take approximately 30 – 45 minutes.  

 

I would also like you to keep a brief daily journal (you may write for about five minutes each 

day) over a two-week period.  You can address any thoughts or feelings that you have regarding 

hope in general, and a guideline will be provided that you may chose to follow.  If you prefer, I 

can provide you with a tape recorder that you may use instead of writing a journal, to record your 
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entries.  With your permission, I would like to photocopy the journal and include this 

information in the data analysis.  During our second visit, we can talk about your journals, as you 

wish.  I anticipate that the total time of your involvement in this study may be about three to four 

hours (about one hour for each of the two visits, and time to write in your journal over a two 

week period of time). 

 

Potential Benefits: Taking part in this study may not benefit you directly. Some people have 

found it helpful to talk about their situation and concerns with a Registered Nurse.  The 

information that you provide may be of help to others.  This information will be used by health 

care professionals to provide improved and more effective health care for families in similar 

situations.  

 

Potential Risks:  Answering the questions during the interview may be tiring.  You do not have 

to answer any questions that you do not want to answer and you can terminate your involvement 

in the study at any time, as you wish.  If you get tired, or you feel upset, you can take a break at 

any time, or end the interview.  If you wish, I will call your family doctor, and, or some one of 

support to you, on your behalf.  

 

Storage of Data: Your answers to the questions and copies of your journal entries will be stored 

in a locked drawer at the College of Nursing, for at least five years.  Only the research team will 

be able to look at this information. 

 

Confidentiality:  Your answers to the questions will be written on a form that will not have your 

name on it.  The tape recordings of our discussions will be transcribed, but your name will not be 

on any of the information.  Your written journals will be photocopied and, or transcribed, any 

personal information removed, and the original document will be returned to you.  The consent 

forms and demographic forms will be stored separately from your answers. All information from 

this study will be reported in a group format for conferences and publications so that no one can 

identify you.  Although direct quotations will be used in reporting the results of this study, they 

will be presented in such a way so as to ensure that no one can identify you.  Your name will not 

be used, and all identifying information will be removed from the report. 

 

Right to Withdraw: Your participation is voluntary, and you may answer only those questions 

with which you are comfortable. There is no guarantee that you will personally benefit from your 

involvement. The information that is shared will be held in strict confidence and discussed only 

with the research team. You may withdraw from the research project for any reason, at any time, 

without penalty of any sort.  You may withdraw by notifying me at any time.  Withdrawing from 

this study at any point in time, will not affect your care, or the care that your child receives in 

any way. If you withdraw from the research project at any time, any data that you have 

contributed will be destroyed at your request.  

 

Questions: If you have any questions concerning the research project, please feel free to ask at 

any point. You are also free to contact the researchers at the numbers provided if you have other 

questions.  This research project has been approved on ethical grounds by the University of 

Saskatchewan Behavioural Research Ethics Board on (will insert date).  Any questions regarding 
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your rights as a participant may be addressed to that committee through the Ethics Office (966-

2084).  Out of town participants may call collect.    

 

Follow-Up or Debriefing: You may find out about the results of this research project by 

contacting me at any time. 

 

 

 

 

 

Consent to Participate:   
(a)  Written Consent 

I have read and understood the description provided. I have had an opportunity to ask 

questions and my/our questions have been answered. I consent to participate in the research 

project, understanding that I may withdraw my consent at any time. A copy of this Consent 

Form has been given to me for my records.   

 

 

___________________________________ _______________________________ 

(Name of Participant)     (Date) 

___________________________________ _______________________________ 

(Signature of Participant)    (Signature of Researcher) 
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Appendix F 

Data Collection Tools: Demographic Form 

 

The Experience of Hope for Parental Caregivers of Children Undergoing Cancer Treatment 

Demographic Form 

Date:______________________    Code Number:   

A. Participant (Caregiver Information) 

Age: ___________  Gender: ___________  Years of Education:   

Marital Status:  M  S  W  D            Religious Preference:   

Occupation: ________________     Ethnicity:   

Medical Information: (General Health)   

Current Medications:   

Other Children:   

 

B.  Pediatric Client 

Age: ____________           Gender: ______________ 

Medical Diagnosis:   

Date of Diagnosis:   

Date of Onset of Treatment:   

Expected Length of Treatment:   

Type of Treatment:   

Current Health Issues/Concerns:   
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Appendix G 

Data Collection Tools: The Interview Guide 

 

Introduction to Interview 

 

Thank you for agreeing to be interviewed today.  I am meeting with you to learn more about 

your experience in providing care for your child and what that means in relation to your hope.  

There are no right or wrong answers to the questions that I ask, and what I hope to gain is 

knowledge about your experience, through your eyes.  Through our discussion today, I hope to 

get a better understanding of your experience. Do you have any questions before we begin? 

 

Interview Guide 

 

 Can you tell me about the time around the diagnosis of your child? 

 Hope seems to be a part of many cancer experiences. What is hope like for you? 

o Prompt: Can you tell me a little bit more about hope?  What does it mean for 

you? 

o Prompt: Can you define hope? 

 What does hope look like?  What does hope feel like? 

 Have you noticed any changes in your hope since the time your child was diagnosed with 

cancer up until today? 

o Prompt: Can you describe those changes? 

o Prompt: How might changes in the health of your child affect the way in which 

you would describe hope?  How did you feel during this time?  What were your 

thoughts? 

 Can you describe situations that affect your hope positively, or increase it? 

 Can you tell me about situations that affect your hope negatively, or decrease it? 

 

 

 

Is there anything that I have not asked you that you would like to add? 

Is there anything that you would like to ask me? 

What has it been like for you to discuss your hope? 
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Appendix H 

Data Collection Tools: A Guide to Keeping a Hope Journal 

 

Thank you for agreeing to keep a daily journal related to your hope experiences. The notes that 

you provide will assist me in understanding your hope experiences on a day to day basis over the 

next two weeks. You may begin your journal following our first interview and continue for 10-

14 days.  

 

Try to write in your journal for about 5-10 minutes each day with the goal being a personal 

reflection on your day. You can write as much or as little as you wish and you needn’t worry 

about your writing style, spelling, or grammar. Feel free to write in point form. Please do not feel 

obligated to write in your journal if you are too tired, or if it inconveniences you in any way. 

 

Below are a few ideas to get you started, or you may use these ideas to frame your daily entries, 

adding what you like to provide an understanding of your daily hope experiences. 

 

 Record your general thoughts, feelings and experiences related to hope 

 What/who influenced your hope today?   

 Were there any specific actions, supports, or activities that enhanced your hope today? 

 Did hope effect the way that you cared for, or related to your child? 

 How did hope influence your interactions with others today? 
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Appendix I 

Research Brochure for Participants 
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Appendix J 

Letter of Permission to Include Published Manuscript in Dissertation 
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