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"To hope is to know that there is always 
possibility. To know that nothing is ever 
hopeless. To know that something or someone will 
help. To know that somewhere, somehow an 
alternative will emerge. To know that what appears 
as darkness is an invitation to seek lightness. To 
know that life is dichotomous; To know it is 
cyclical; To know spring awaits the passing of 
winter. To sense that I am not alone in the 
waiting and to know all of life can be 
celebrated." 

{Jevne, 1994, p. 1) 
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ABSTRACT 

A phenomenological approach was used to explore the 

lived experience of hope in parents of critically ill 

children. Three mothers who had seriously ill children in a 

pediatric intensive care unit participated in the study 

unfolding rich descriptions of their experience. Interviews 

were audio-tape recorded and an adaption of Colazzi's eight

step method was used to analyze the data. Five major theme 

categories were identified which include coming to terms 

with having a critically ill child, the struggle, strategies 

to sustain hope, the changing faces of hope, and taking in 

and sifting through: moving toward acceptance. An essential 

structure was developed. Hope is described as a crucial 

dynamic force which parents clung to and fought for 

throughout the experience. 



CHAPTER 1 

INTRODUCTION 
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Admission to the hospital is viewed as a crisis 

situation for patients and families (Curley & Wallace, 1992; 

Etzler, 1984; Kasper & Nyamathi, 1988; LaMontagne & Pawlak, 

1990; Miles, 1979; Molter, 1979; Rothstein, 1980). 

Disharmony may evolve due to disruption of stable parental 

routines, alteration in established family roles, adjustment 

to illness, and adapting to the hospital environment. In 

addition, parents of critically ill children must process 

tremendous amounts of information in order to negotiate a 

realistic understanding of the experience of hospitalization 

for their child, and information is often interpreted in 

such a way as to maintain control and optimism (Ersek, 

1992). Interventions directed at supporting parents' search 

for information and hope should be considered a high 

priority as parents attempt to decrease their own 

uncertainty regarding their child's outcome (Kirschbaum, 

1990). This study will focus on the experience of hope in 

parents of critically ill children. 

Findings from studies done over the past 16 years have 

consistently illustrated the importance of hope to family 

members. Molter (1979) interviewed families of critically 
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ill patients and found that participants ranked hope among 

the highest of needs expressed. In a study examining the 

needs of parents of pediatric intensive care children, 

Kirschbaum (1990) identified the need to feel there is hope 

ranked among the most important need expressed by these 

parents. Using a grounded theory approach, Rawlins (1991) 

explored perceived needs of family caregivers in the home 

setting. She concluded that the needs for help, hope, and 

happiness are the most crucial needs expressed in the 

group. 

The importance of hope in maintaining optimal coping 

with illness has received increasing attention. Hope as a 

survival value has been documented during times of 

suffering, loss (McGee, 1984), entrapment and captivity 

(Frankl, 1984). Hope is described as a prerequisite to 

coping effectively, a significant factor in physical and 

mental well-being (Herth, 1989, 1993; McGee, 1984), and the 

vital force which allows individuals to endure suffering 

(Kubler-Ross, 1975). Ultimately, hope prevents the painful 

experience of despair (Miller,1989). Hope has been 

identified as a concept that influences the healing response 

of patients and families (Miller, 1988). Hope is not based 

on unrealistic optimism or false reassurance but instead on 

the belief of some positive outcome. For some this may be 

letting go of a cure and simply finding meaning in the 
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experience (Scanlon, 1989). Health care professionals are 

in a unique position to foster and nurture hope, a strategy 

to help families cope (Owen, 1989). 

The clinical significance of the study is its 

application to clinical practice, to theory, and to add to 

the current knowledge base regarding hope, particularly in 

the pediatric ICU setting. Many nurses have a limited 

understanding of hope and view hope as denial of reality or 

appropriate only when cure is assured. These narrow 

perspectives may prevent the nurse from effectively 

incorporating the concept of hope into his/her care (Brown, 

1989). Suffering and pain may be viewed as part of a larger 

life experience and viewed as sources of growth 

(Nagai-Jacobson & Burkhardt, 1989). 

The art of nursing sometimes comes to life in the 

"shared exploration, reflection, and careful listening of 

both the nurse and the client" (Nagai-Jacobson & Burkhardt, 

1989, p. 23). The nurse has the potential to facilitate the 

family's integration of illness into the total experience of 

life (Nagai-Jacobson & Burkhardt, 1989). Death may be a 

realistic outcome for a critically ill child; however, hope 

does not necessarily have to focus on cure. Caregivers who 

have an understanding of the dimensions of hope can 

encourage realistic hope in goals such as the chance to be 

with one's loved one and say good-bye or to participate in 
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letting their child die with dignity (Hickey, 1986). The 

nurse indeed has the potential power to be inspiring to 

his/her patients and their families, affirming value and 

purpose in life as well as a sense of being needed (Miller, 

1985). Understanding the experience of hope may assist the 

nurse in this process. 

Statement of the Problem 

The literature contains gaps in studies that explore 

the experience of hope unique to families and parents within 

the ICU setting. Although hope has been identified as a 

construct that influences families (Miller, 1988), the 

subject of hope has not been fully explored and needs 

further investigation (Dufault & Martocchio, 1985; Ersek, 

1992; Farran, Herth, & Popovich, 1995; Herth, 1989, 1993; 

Miller, 1988; Owen, 1989; Stephenson, 1991). Hope may 

provide patients and families with the fortitude to 

assimilate the experience of illness and optimize resources 

(Kurtin, 1990). There are a number of studies exploring 

hope in select populations such as persons with cancer 

(Herth, 1989; Herth, 1991; Nowotny, 1989). In addition, a 

limited number of studies address the experience of hope in 

family caregivers (Herth, 1993; Rawlins, 1991), and 

adolescents (Hinds & Martin, 1988). Although hopelessness 

is researched in pediatric cancer patients and their parents 
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(Blotcky, Racynski, Gurwitch, & Smith, 1985; Kazdin et al., 

1983), and limited data is available on parents' experience 

of hope (Artinian, 1984; Wright & Shontz, 1968), no studies 

were found exploring hope in parents of critically ill 

children. 

Purpose of the Study and Research Question 

The purpose of this study is to describe the lived 

experience of hope from the parent perspective to promote an 

understanding of hope in the context of the pediatric ICU. 

The research question to be studied is: What is the 

essential structure of the lived experience of hope in 

parents of critically ill children? Qualitative research 

methods are recommended when little is known about a 

particular subject, and particularly useful when the 

researcher is trying to find meaning from the informant's 

perspective (Field & Morse, 1985) such as in this study. 

Definitions of Terms 

Essential Structure of Lived Experience: The integration and 

synthesis of the common components of the experience 

described by the study participants (Haase, 1987). 

Critically Ill Children: Patients (age newborn to 16 years) 

who have spent at least 3 days in the pediatric intensive 

care unit. 



14 

Parents of Critically Ill Children: Parents (18 years of age 

or older) who visited their child daily while the child was 

in the intensive care unit. 

Summary 

Admission of a child to the pediatric intensive care 

unit can be a devastating experience for the child and 

family. Hope has been purported as a universal force, an 

anchor which gives not only meaning but direction in our 

lives. Nurses are in a unique position to enable realistic 

hope within the patient and family unit (Hickey, 1986). 

Understanding the experience of hope from the parent point 

of view may assist the nurse to inspire hope within families 

during this very challenging time. 



CHAPTER 2 

CONCEPTUAL FRAMEWORK AND REVIEW OF THE LITERATURE 

This chapter links the research study with the 

conceptual perspective of Parse's Man-Living-Health. 

A selected review of the literature then follows. 

Conceptual Framework 

15 

Parse's (1981) theory of Man-Living-Health is congruent 

with the worldview of the phenomenologist and, therefore, 

used to guide this study. According to Parse (1990), 

qualitative research is the only appropriate method of 

research consistent with this worldview. Man, within this 

framework, gives meaning to situations and makes choices 

about what is and has the potential to move beyond what is 

(Parse, 1981). Parents who are faced with the challenge of 

a hospitalized child integrate the experience into their 

world and may search for meaning. Health is viewed as a 

process of becoming, experienced by the individual and only 

described by that individual. Lived experiences (such as 

those of parents of critically ill children) are human 

experiences which surface in human-environment 

interrelationships which unfold toward greater diversity and 

quality of life (Parse, 1987). The lived experience of 



hope, according to Parse, meets the criteria of a lived 

experience of health which surfaces as a way of becoming 

(Parse, 1990). 

16 

The goal of nursing, according to this perspective, is 

to focus on the quality of life from the person's 

perspective. The theory quides practice that moves beyond 

the moment with the person and the family, and focuses on 

illuminating meaning (Parse, 1981). 

Parse (1990) developed a research methodology to 

explore the lived experience of hope in ten hemodialysis 

patients and describes their experience to add to the 

current knowledge base about hope. Parse uses a 

hypothesis-generating method in her study using participant 

selection, dialogical engagement, and extraction-synthesis 

in which the participant's statements are moved to higher 

levels of abstraction. Finally, heuristic interpretation 

including conceptual interpretation is described. According 

to Parse (1990), the nurse who practices within the 

man-living-health framework, attempts to explore and 

illuminate meaning from patients and their families, to 

mobilize transcendence; the nurse may know from research 

that focusing on such opportunities may unfold an expanded 

quality of life. Thus, Parse's model provides an 

appropriate framework for the nurse exploring hope with 

parents of critically ill. Parse's research method is very 



similar to other qualitative methods and similar to the 

phenomenology in moving descriptive data up the ladder of 

abstraction (Parse, 1990). 

Review of the Literature 

17 

Literature related to hope in parents of critically ill 

children is presented in this chapter. Two bodies of 

literature were selected for review: literature related to 

perspectives of families facing illness, and literature 

related to hope. 

Families Facing Illness 

The need for families to feel that there is hope has 

emerged as an important force for families facing illness of 

a loved one (Herth, 1993; Hickey, 1986; Rawlins, 1991). 

Several studies have been done using the qualitative 

approach. 

Artinian (1984) used a descriptive longitudinal 

qualitative design to interview 15 children with bone marrow 

transplantations, their parents, and nursing staff. The 

purpose of the study was to describe hope-fostering 

strategies in this population. Parents described personal 

and physical problems, family disruption, financial burdens, 

and fear of losing their child. Data in this study were 

obtained from unstructured interviews, nursing notes, parent 
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letters, and parent diaries. Hope-inspiring strategies 

described by this group included encouraging interest in 

activities outside the hospital, planning for the future, 

setting goals, and helping conserve the emotional energy of 

both child and parent. 

The needs of family caregivers was described by Rawlins 

(1991) using a grounded-theory approach in which seven 

families who engaged in caregiving for dependent family 

members within the home were studied. Data were collected 

at one time point using semi-structured questions to guide 

the interview which was tape-recorded. Three recurring 

caregiver needs emerged as the most crucial needs of family 

caregivers. These needs were help, hope, and happiness 

(Rawlins, 1991). A descriptive phrase from the study from 

one caregiver was the "need to hear that there was always 

hope" (Rawlins, 1991). References to God and the support 

from other people were frequent sources of hope within this 

group. 

A longitudinal design combined with methodological 

triangulation was chosen by Herth (1993) to explore hope and 

the hoping process in 25 family caregivers of terminally ill 

family members. The Herth Hope Index and semi-structured 

interviews were used. Six hope-inspiring categories and 

three hope-hindering strategies were identified. Hope

fostering activities included sustaining relationships, 
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cognitive reframing such as positive self-talk, time 

refocusing, i.e., focusing on the moment, redefining 

attainable goals, cultivating spiritual belief systems or 

practices, and energizing strategies such as gardening or 

listening to music. Factors that impede hope were 

isolation, concurrent losses, and poorly controlled symptom 

management. Hope was described as an inner power which 

enables transcendence of the present moment and fosters a 

new positive awareness of being. Hope from the caregivers 

in this study was described as a multidimensional and 

dynamic process, a force that fluctuates in response to the 

environment, yet is present regardless of the loved one's 

closeness to death (Herth, 1993). 

Kirschbaum (1990) interviewed 41 parents whose children 

were hospitalized in a pediatric intensive care unit using 

an exploratory descriptive design. The List of Needs 

Statements adapted from Molter (1979) for this study is a 

53-item randomly ordered list of needs which was rated by 

parents on a 4-point scale of "not important" to "very 

important." Among important needs such as having friends 

and family support, or knowing specific facts about their 

child's progress, the need to feel that there is hope ranked 

among the most important (Kirschbaum, 1990). Kirschbaum's 

work was based on Molter's (1979) descriptive study of the 

needs of 40 relatives of critically ill patients. Her study 



also identified the need to feel there is hope as the most 

important of 45 ranked items. 
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In summary, four research studies have been presented 

using a variety of methods in which hope consistently 

emerges as a vital force. In the first two studies 

significant sources of hope and hope-inspiring strategies 

were identified with a small sample. Study limitations 

acknowledged by Rawlins (1991) included the presence of a 

tape recorder during some of the interviews, and time 

restrictions for collection and analysis of data. Rawlins 

also states that another limitation in her study is the lack 

of generalizability of the findings although, according to 

Guba and Lincoln (1989), transferability may be a more 

appropriate term. No description of methodology is provided 

in Artinian's work, thus limiting the study in terms of 

credibility. 

Hope Literature 

A search for a better understanding of how humans cope 

with stress has led researchers to examine the role of hope 

and hopelessness in integrating the experience of illness 

into our lives (Farran, Herth, & Popovich, 1995). A 

selected review of hope as a concept as well as qualitative 

and quantitative studies related to hope will follow. 

Research exploring hopelessness is not presented due to the 
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author's specific focus on hope in parents of critically ill 

children. 

Commonalities across studies are presented in Table 1, 

Attributes of Hope. This table was generated from the 

review of the literature on hope from selected authors. 

Five attributes of hope are frequently described in the 

literature and head each column in the table. The majority 

of authors describe hope as multidimensional and dynamic. 

Dufault and Martocchio (1985) for example, describe six 

dimensions of hope (affective, cognitive, behavioral, 

affiliative, temporal, and contextual). Hope is frequently 

associated with future orientation such as a belief in a 

personal tomorrow or future redefinition. Another attribute 

of hope is that what is hoped for is possible or realistic. 

Hope in relation to God, others, and spirituality is 

described as well as hope being personally significant. 

Hope as a Concept 

Hope as a concept has been explored by authors over the 

years. McGee (1984) combined definitions from other 

disciplines and identified the concept of hope 

operationally. Hope is described as a subjective response 

to a problem, unmet need, or stressful event, influenced by 

situational and personal variables. Aspects such as 

cognitive, social, psychological, and physiological factors 

determine one's probability of overcoming stress. Most 



Table 1. Attributes of Hope. 

Author 

McGee 
1984 

Hinds 
1984, 1988 

Dufault, 
Martocchio 
1985 

Owen 
1989 

Haase 
et al . 
1992 

Korner 
1970 

Herth 
1990, 1993 

Parse 
1990 

Multidimensional 
Dynamic 

Multidimensional 
developmental 
force 

Multidimensional 
dynamic force 

Energizing 
motivating force 

Multidimensional 
energized state 

Energizing force 

Multidimensional 
inner power 

Future 
Orientation 

Ability to look 
to future 
expectations 

Belief in personal 
tomorrow 

Confident yet 
uncertain 
expectation of 
future good 

Future re
definition 

Future time 
focus 

Transcendence 
of present moment 

Envisioning 
the not yet 

Hoped for 
is possible 

Reality based 

Realistically 
possible 

Attainable 
goals 

Desired goal 
possible 

Reality based 
likely to occur/ 
not wishing 

Attainable 
goals 

Anticipating 
the possible 

Related to 
Others/God 

Spirituality 

Transcendence 
connection with 
God and others 

Aff iliati ve 
relationship, 
God/others 

Meaning in 
life; Peace 
energy 

Interpersonal 
connectedness 
spiritual base 
new awareness 

living 
harmoniously/ 
unfolding 
expanded view 

Personal 
Involvement 

Dependent on 
personal 
attributes 

Personally 
significant 
personal change 
personal 
competence 

Personally 
significant 

Positive 
personal 
attributes/ 
courage, 
optimism 

Personal 
attributes, 
courage 
determination 

N 
N 
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people, then, have a predominant hope pattern. Hope as a 

maturational process is described. Through discovery and 

maturation, hope becomes less wishing and more reality

based. McGee, therefore, describes hope as a 

multidimensional developmental concept dependent on personal 

attributes, a force which allows one to look to the future 

with expectation. 

Semi - structured interviews were used by Hinds (1984) 

based on grounded-theory methodology to induce a definition 

of hope in 25 both well and hospitalized adolescents. Data 

were coded and categorized. Hope was defined as the degree 

to which one believes in the existence of a personal 

tomorrow and involves a number of steps in the process of 

hoping. Adolescents initially may struggle with taking on a 

positive point of view when challenged or facing adversity. 

Many then realize that personal change is evolving. 

Finally, adolescents identify personal positive 

expectations. Thus, hope is viewed as futuristic, 

personally significant and involving expectancy. 

Methodology in this study is clearly presented in step-by

step fashion to ensure credibility. 

Hope, including its spheres and dimensions, is 

described by DuFault and Martocchio (1985) based on data 

(participant observation) collected over two years from 35 

elderly cancer patients. Dufault & Martocchio (1985) state 
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that the data can be generalized to other adults and was 

confirmed by reanalysis with 47 terminally ill patients. 

Hope is described as a multidimensional dynamic force with a 

confident yet uncertain expectation of future good, 

realistically possible, and personally significant. Two 

spheres of hope are identified. Generalized hope refers to 

a sense of some future yet indeterminate good. 

Particularized hope, in contrast, refers to a concrete or 

abstract hope object. Six dimensions of hope are described 

including affective, cognitive, behavioral, affiliative, 

temporal, and contextual. Thus, hope is presented as a 

multidimensional dynamic complex life force, on a continuum 

of types and degrees of hoping, not on a hope-hopelessness 

continuum. Hopelessness is not the absence of hope. 

Therefore, hope is always present. 

Owen (1989) used a grounded-theory approach to develop 

an understanding of the meaning of hope. Six oncology 

clinical nurse specialists were asked to describe their 

experience with hopeful cancer patients. Hope was described 

as an energizing force, motivating persons to reach their 

goals. Attributes of hope were identified as the following 

six subthemes emerged: goal setting, positive personal 

attributes such as courage and optimism, future 

redefinition, meaning in life, peace, and energy. Finally, 

a conceptual model of hope was developed. 
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Frankl, an internationally renowned psychiatrist, wrote 

about his personal experiences during captivity in a Nazi 

concentration camp (Frankl, 1984). Enduring years of 

starvation and torment, he observed that some individuals 

were able to transcend suffering and that he could predict 

those who had the potential to live. He called this unique 

force within these individual hope, which he equated as 

finding meaning in the experience. 

Haase, Britt, Coward, Leidy, and Penn (1992) explored 

the concepts of spiritual perspective, hope, acceptance, and 

self-transcendence using simultaneous concept analysis, a 

method developed by the authors and explained in detail 

(Haase et al., 1992). Four critical attributes of hope were 

identified from a review of the literature, including future 

orientation, an energized action orientation, goal 

attainment, and a feeling of uncertainty. Hope is then 

defined as "an energized mental state involving feelings of 

uneasiness or uncertainty and characterized by a cognitive, 

action-oriented expectation that a positive future goal or 

outcome is possible" (Haase et al., 1992, p. 143). 

In summary, hope as a concept is presented from a 

selected review of the literature, including authors who 

operationally defined the concept from a review of the 

literature, those using grounded theory, participant 

observation, and personal experience. A range of 



26 

participants from adolescents (starting at age 13 in Hind's 

work) to the elderly (Dufault & Martocchio) are presented. 

The strength of McGee's (1984) work is her extensive 

literature review across disciplines as well as longitudinal 

design. Although Owen (1989) uses a small sample size 

(six), this study was the first presented in which hope is 

viewed through the eyes of nurse specialists (Farran, Herth, 

& Popovich, 1995). Hope as a concept appears to be a 

multidimensional dynamic force involving some future 

expectation in which the hoped for is possible and 

personally significant. 

Hope Versus Wishing 

Korner (1970) presents hope as a positive phenomenon 

necessary for coping in the presence of stress, a source of 

strength when facing adversity. He discusses the importance 

of differentiating hope from wishing. Hope is grounded in 

reality, a positive expectation that is likely to occur. 

Hope has a strong affective component in which the person is 

emotionally attached to the perceived outcome, often 

fighting to maintain it. Wishing, on the other hand, refers 

to an outcome that might happen yet the person is not 

emotionally attached, does not cling to the wished for 

event. Wright & Shontz in their early work (1968) also 

address the distinction between wishing and hoping. The 

difference is described as the degree to which the person 
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perceives that the outcome will actually occur. Adults in 

their study were capable of distinguishing between wishing 

and hoping. In contrast, children's expectations of the 

future (sample range from 5 to 19 years) were sometimes not 

always grounded in reality and therefore defined as wishes 

and desires. Finally, McGee (1984) describes hope as a 

maturational component present at birth, yet through 

discovery children sense both the possible and impossible; 

hope then becomes reality-based and different from wishing 

which is often fantasy-based. 

Hope as Caring for the Human Spirit 

Finally, caring for patients is the fundamental ideal 

that permeates all of nursing. Caring includes an 

appreciation for the psychological and emotional needs of 

patients and their families (Scanlon, 1989). Lane (1987) 

describes the role of the nurse in caring for the human 

spirit. Nurses frequently are present with patients and 

their families who are struggling with serious illness, 

loss, or in the process of dying. Lane describes activities 

such as naming and clarifying inner confusion with patients 

as helpful strategies in exploring illness. Sometimes 

developing a reflective stance toward patients and simply 

being present in the moment with the person may be the most 

helpful approach to care. This type of supportive 

relationship creates the possibility for hope (Scanlon, 
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1989). Laney (1969) describes hope as a healer and says 

that in times of stress patients temporarily borrow strength 

from those who care for them. Throughout the literature 

comments are found referring to hope as essential to 

sustaining the spirit. 

Hope in Children 

Quantitative research exploring hope has mostly been 

done with adults. Several qualitative studies have focused 

on hope in children. Wright and Shontz (1968) used a 

qualitative approach to study the process and tasks in 

hoping in 14 disabled children (age 5 to 19), their parents, 

and rehabilitative staff. Analysis of interviews revealed 

differences between hope in children and hope in adults. 

Although the authors describe hope in children and adults as 

having both cognitive and affective components, hope as a 

process in children was absent of reality considerations. 

Hope in adults is described as grounded in reality and 

therefore, outcomes hoped for are more likely to occur. 

Reassessment may include modifying or substituting hopes. 

Tasks of adults in hoping are described as encouragement, 

reality surveillance, worrying, and mourning. The study 

findings suggest that hope is influenced by developmental 

age and cognitive ability. This was one of the few studies 

found in the literature (in addition to Artinian's work) 



addressing hope in non-adolescent children. Thus, a gap 

exists here. 
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Another qualitative study (Hinds & Martin, 1988) used 

grounded theory methodology to explore hopefulness and the 

self-sustaining process in 58 adolescents (12 to 18 years) 

with cancer. The self-sustaining process was defined as how 

the participants helped themselves achieve hope during their 

experience with cancer. Four core phases emerged from 

interviews, observations, and reviewing patient charts. 

Cognitive discomfort, the first phase, described the 

uneasiness associated with negative thoughts in the first 

phase. Strategies such as thought stopping and thought 

reflection were used to suppress disturbing thoughts as the 

adolescent activates efforts to achieve a more hopeful 

state. The second phase referred to as distraction involved 

such activities such as keeping busy. Restoring an uplifted 

state referred to as cognitive comfort described the third 

phase in which the participant made attempts to forget about 

cancer and be hopeful. Finally, the fourth phase, described 

as personal competence and accomplishment, emerged. 

Adolescents state that as they move through the phases of 

the self-sustaining process they are influenced by others in 

the environment, such as the nurse. 

Haase (1987) used the phenomenological approach to 

explore components of courage in nine chronically ill 
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adolescents. Although the main concept in the study was 

courage, significant findings related to hope were 

described. Positive perspectives were gained through 

discussions with others, for example, and the beliefs of 

others increased the participant's own beliefs in outcomes. 

Other persons with the same or a similar condition provided 

a sense of hope and inspiration to these adolescents. 

Therefore, hope was influenced by others. Sources of hope 

were identified, such as faith in God, inner strength, 

positive statements of others, knowing of others who 

survived, and a belief in a better life. 

Although the above studies explore hope in children, 

the first study is outdated (1968) and the research 

technique unclear. The second and third study focus on 

adolescents. Much has yet to be learned about the process 

of hoping in children, specifically school-age children. 

Hope in the Terminally Ill 

The meaning of hope in terminally ill adults has been 

explored by Herth (1990) in a longitudinal study of 30 

terminally ill patients. The Herth Hope Index and 

qualitative interviews were used to study the process of 

hoping over the dying trajectory, measured at 3 intervals. 

Hope in this study was described as an inner power directed 

toward enrichment of being (Herth, 1990). Herth concluded 

that hope levels were high among most participants and that 



hope remained present over time regardless of nearness to 

death. Hope-fostering strategies defined by the 

participants included recalling uplifting memories, 

interpersonal connectedness, presence of spiritual base, 

lightheartedness, personal attributes such as courage and 

determination, attainable goals, and affirmation of worth 

(Herth, 1990). This study supports the idea that hope is 

present even in the face of death and is stable over time. 

Activities that hindered hope were described by the 

participants as isolation, uncontrollable pain, and being 

treated as a non-person. Findings from this study have 

implications for how the caretakers such as nurses can 

affect levels of hope. 
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The struggle of the diagnosed terminally ill person to 

maintain hope was explored by Hall (1990) using 

semi-structured interviews with 11 HIV positive men. Hope 

is described as a vital force in maintaining and promoting 

health. The author agrees with Kubler-Ross (1975) that hope 

even for cure of disease is normal and functional during 

end-stage disease, that hope is essential regardless of the 

circumstances. Ten of the 11 men interviewed expressed 

strong feelings of hope, many from affect-control (versus 

information-seeking) strategies. Some informants felt that 

predictions from physicians in terms of how long they might 

live constricted their sense of hope and future 
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expectations. Hope in relation to denial is explored, the 

author concluding that denial may at times play a favorable 

role in enabling participants to find meaning and preserve 

hope. 

Although a purposive sample was used in both studies 

which may represent more hopeful participants and Hall's 

sample size is small, study findings suggest that hope is 

present in the terminally ill regardless of closeness to 

death. One of the strengths of Herth's research is the 

longitudinal design which allows one to view the process of 

hope over the dying trajectory. One of the strengths of 

Hall's study includes the reporting of one exception in her 

data of a participant who was not hopeful. 

Hope in the Chronically Ill 

The lived experience of hope in 10 adult dialysis 

patients was explored by Parse (1990) using the 

man-living-health methodology presented by Parse. Hope was 

described by these participants as anticipating the possible 

by envisioning the not-yet, living harmoniously with the 

comforts and discomforts of everyday while unfolding an 

expanded view (Parse, 1990). Findings from this study 

increase the nurse's knowledge base about hope and guides 

practice in terms of understanding opportunities that may 

unfold an expanding view for patients. 



33 

Another study was conducted by Foote, Piazza, Holcombe, 

Paul, and Daffin (1990) to determine the relationship among 

hope, self-esteem, and social support in 40 patients with 

multiple sclerosis using the Miller Hope Scale, the 

Rosenberg Self-Esteem Scale, and the PRQ Social Support 

Scale. In this correlational study, participants with high 

levels of hope had high levels of self-esteem and social 

support compared with those with low levels of esteem and 

support. Thus, the nurse knows from research that promoting 

positive self-esteem and sustaining relationships in 

individuals with MS may be important strategies. 

A cross-sectional survey was used by Rideout & 

Montemuro (1986) to investigate the relationship among hope, 

morale, and adaptation in 23 patients with chronic heart 

failure. The findings from this study revealed moderate to 

good correlation between hope and morale, and between hope 

and social function. Of interest, patients with high hope 

and morale did not have higher physical function. Thus, it 

appears that hope is not dependent on regaining function but 

that hopeful persons maintain involvement with others 

regardless of their physical limitations. 

The above studies are limited due to small sample size. 

In addition, the cross-sectional design examines hope at one 

point in illness, not over time. 
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A descriptive correlational study designed by Herth 

(1989) investigated the relationship between level of hope 

and level of coping response and other variables in patients 

(n=120) with cancer. A significant positive relationship 

was found between the level of hope (measured by the Herth 

Hope Scale) and level of coping (measured by the Jaloweic 

Coping Scale) among subjects. Findings from this study 

support the positive interrelationship of hope and coping; 

when hope levels are high, the level of coping is high. 

Also, of significance were strength of religious convictions 

related to hope and coping. Those subjects indicating a 

strong religious faith had significantly higher levels of 

hope. Thus, interpersonal variables such as religious faith 

influence hope. Finally, the length of time since the first 

diagnosis of cancer was not related to the patient's level 

of hope. 

Grounded theory methodology was used to explore the 

process of maintaining hope in 20 adults undergoing bone 

marrow transplantation for leukemia (Ersek, 1992). 

Participants were interviewed on three occasions, enabling 

the investigator to derive conceptual categories from their 

responses. A central process of maintaining and sustaining 

hope emerged. Core categories Ersek calls "dealing with it" 

and "keeping it in its place" emerged. The former process 

is described as assessing the disease as a threat, 
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confronting the illness including all its negative 

possibilities, and feeling all the emotions associated with 

the experience. "Dealing with it" refers to accepting the 

illness and moving on. Consistent throughout the interview 

process was the individual's need to sustain a generalized 

sense of hope. Methods and analysis are clearly presented 

and the longitudinal design allows one to follow the process 

of hope over time. 

To summarize, hope in chronically ill adults has been 

explored with many different disease processes. Study 

findings suggest that factors such as self-esteem, social 

support, and morale may influence hopefulness. 

Hope in Mental Health 

The relationship between feelings of hope and 

discomfort and treatment continuance were examined in 27 

psychiatric patients by Perley, Winget, and Placci (1971). 

Patients who adhere to treatment recommendations had higher 

levels of hope than their counterparts. Discomfort such as 

anxiety and depression was not significantly related to 

treatment continuance. Findings from this study supports 

the theory that hope increases goal-directed behavior such 

as seeking psychiatric treatment. 

A phenomenological approach was used to explore the 

meaning of hope as a coping mechanism in a sample of 24 

abused women by Marden and Rice (1995). Open-ended 
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questions were used to elicit responses to how the women 

used hope in their abusive relationships. The ability to 

cling to hope and hope as a coping mechanism was described. 

Some women, in fact, identified hope as a sustaining force 

when other coping mechanisms failed. Women hoped for change 

in their partner's abuse, change in their relationships, and 

hope for control and survival. Findings from this study 

support hope as a positive phenomena which facilitates 

coping. 

Hope and Psychoimmunology 

Hope has been described as an energizing force that has 

the potential to improve both biological and psychological 

outcomes (Dubree & Vogelpohl, 1980). Obayuwana (1980) 

describes stress as a stimulus which disturbs physiological 

equilibrium resulting in sympathetic and hormonal response. 

Stress may be responsible for up to 80% of disease response; 

illness, in fact, is frequently preceded by psychological 

disturbance associated with hopelessness (Engel, 1968) . It 

is essential for the body to neutralize this harmful effect. 

Obayuwana states that hope may be the primary ingredient in 

maintaining stable homeostasis. The healing effects of 

placebos and the amazing existence of spontaneous recovery 

may be examples of the importance of hope (Obayuwana, 1980). 

Udelman (1982) explored immune system function (via T 

and B lymphocytes levels) and hope in 10 subjects who were 
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in the process of losing a significant other. The 

Gottschalk Hope scale was administered, and blood samples 

obtained to determine hope levels, and T and B lymphocyte 

counts at the onset of the study and 3 months after the 

study began. Correlations between hope and Band T cell 

counts were significant in this study. Hope was positively 

correlated with T cell counts at the beginning of the study. 

Three months later, hope was negatively correlated with B 

cell counts. Findings from this study suggest that hope may 

affect the immune system although the sample size was too 

small to draw conclusions and methodology related to 

correlational data was scarce, thus limiting the study in 

terms of credibility. 

Hope Fostering Activities 

In addition to references made under the family-facing

illness section to hope-inspiring strategies, other studies 

have investigated these activities. Miller (1989) studied 

60 critically ill persons to determine what strategies were 

used to increase hope while confronting serious illness. 

Nine hope-inspiring themes emerged, including cognitive 

strategies such as self-talk, determinism, having a world 

view or philosophy of life, spiritual strategies, 

connectedness with caregivers, family bonds, control, goals, 

and miscellaneous. Family and friends as well as religion 



were the most frequently cited sources of hope in this 

group. 
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Sources of hope in chronically ill patients was 

explored by Raleigh (1992) in 45 adult chronically ill 

patients using semi-structured interviews. Content analysis 

was used to analyze the findings. Family, friends, and 

religion were identified as the most important sources of 

hope. No significant differences were found in sources of 

hope in 45 cancer patients who were also interviewed. 

Although both groups reported occasional transient decreases 

in hope, the majority reported overall optimistic 

expectations of the future. The most commonly reported 

strategy to raise hope was getting busy doing something. 

This was followed by the use of prayer and thinking about 

other things. 

Findings from these studies confirm the importance of 

support from family and friends. The importance of 

spiritual practices in these studies is consistent with 

findings from Berth's (1989) work which illustrated a 

relationship between religious faith and hope. Thus, the 

nurse should be aware of the importance of family visitation 

and attending to the spiritual dimensions of patients. 



Personal Perspective of Hope 

As stated previously, this study explores the 

experience of hope in parents of critically ill children 

using the phenomenological approach. Although it may be 

impossible to be totally free of bias when reflecting on 

experience, it may be possible to bracket it or control it 
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(Oiler, 1981). A phenomenological study demands that the 

researcher identify and bracket one's personal perspectives. 

The author has been a nurse for twenty years and worked 

in pediatric critical care for fifteen years. My personal 

belief system about nursing is that it is essential to view 

the patient as part of a family and in a holistic way that 

includes the needs of mind, body, and spirit. The intensive 

care unit for children has provided me with an opportunity 

to learn not only to address acute physiological changes 

within the child but also to explore with the patient and 

family the psychosocial impact of illness. Many parents 

over the years have shared with me their struggle to find 

hope and meaning in their experience of having a sick child. 

I would describe hope as a multi-faceted personal experience 

in which one searches for some realistic positive meaning or 

outcome in the experience. Hope, then, is different from 

denial in the sense that what is hoped for is realistic or 

possible. 



40 

Summary 

To summarize, hope has been explored in various 

populations across the lifespan from children, to 

adolescence, to adults. Gaps within the literature include 

limited studies exploring hope in children and a lack of 

studies exploring families' perspectives of hope. Finally, 

although hope-inspiring strategies (Miller, 1989) of the 

critically ill and needs of parents of critically ill 

children have been presented, no data were found that 

explored hope in families specifically in ICU settings. 

Hope has been described consistently as an multidimensional 

essential life force which reflects a sense of future 

expectation, personal significance, and is realistically 

possible. Although limitations exist, findings from many of 

these studies can provide a framework for nurses who want to 

both maintain and inspire hope. 



CHAPTER 3 

METHODOLOGY 

Introduction 

The purpose of this chapter is to present the 

methodology used in the study. This chapter will include 

the research design, sample, setting, the data-generating 

question, protection of human rights, data collection, and 

data analysis. Finally, trustworthiness and credibility 

will be presented. 

Research Design 
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The qualitative research approach of phenomenology was 

used in this study. The shared goal of both the qualitative 

and quantitative approaches to science is to gain 

understanding, and traditionally each method has been 

associated with a separate paradigm. Historically, the 

quantitative approach associated with the scientific method 

has been the dominant approach to research (Haase & Myers , 

1988). More recently, however, there has been increasing 

recognition of qualitative approaches and an increased 

interest and exploration into alternative paradigms 

(Munhall, 1989). The qualitative approach which has a human 

science approach focuses on discovery and meaning by 



42 

describing (Haase & Myers, 1988). When the goal of research 

is to predict or control, the scientific method may be the 

best approach; however, when the goal is to understand an 

experience from the individual's point of view, the 

phenomenological approach may be more appropriate (Oiler, 

1981). Parse, Coyne and Smith (1985) state that the 

traditional scientific method of inquiry is inadequate as a 

method since it does not describe the lived experience of 

human beings. The dominant scientific method according to 

Oiler (1981) as the only serious model for understanding 

humanity is in question by both scientists and humanists. 

An alternative view and a historical reaction to the 

dominant perspective is phenomenology (Munhall, 1989). This 

philosophical perspective is frequently attributed to 

Husserl's work (1965). Other philosophers who significantly 

contributed to the paradigm were Kierkegaard, Heideggar, 

Marcel, Sartre, and Merleau-Ponty. Phenomenology is now 

frequently cited in nursing research literature. The 

development of a study of the experience of everyday life, 

a phenomenologic study, is one in which the researcher 

attempts to find the essence of meaning in the experience 

(Field & Morse, 1985). Phenomenology is used then to seek 

an understanding of the lived experience of hope, for 

example, not simply an understanding of the concept of hope. 

The experience of hope is different from simply knowing 



about hope (Smith, in Salsberry, 1989). Finally, the 

phenomenologic method is consistent with the research 

question, conceptual model, and the author's worldview. 

Sample 
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Three mothers participated in this study. Each 

participant was 18 years or older, English-speaking, and 

willing to express their feelings associated with the 

experience of having a child (newborn to 16 years) in the 

intensive care unit for 3 or more days. Parents must have 

visited their child daily while in the ICU. Participants 

were identified after discharge by the researcher who works 

in a 10-bed Southwestern university pediatric intensive care 

, unit as a nurse clinician. All three children survived, and 

their hospitalization in the Pediatric ICU ranged from three 

to 13 days. Potential informants were then contacted by 

telephone and asked to participate in a research study on 

the experience of hope in parents. 

The number of participants in this type of qualitative 

study was small, and a random sample was not recommended 

(Field & Morse, 1985). Interviews of this nature are 

usually conducted with a purposive sample consisting of two 

to ten participants (Parse, 1987). The methodology chosen 

also requires a small sample size due to the large amount of 

data collected from a single interview. According to Parse 
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(1987), the quality of redundancy (saturation) is sought and 

occurs when a pattern is sensed by the researcher in which 

the participants repeat similar themes. 

Protection of Human Rights 

Prior to the study, the Arizona Human Subjects 

Committee reviewed the research proposal (Appendix A). 

Informed written consent was obtained from each adult 

participant and a copy given to them (Appendix B). Each 

informant was also assured of confidentiality and told that 

she could withdraw from the study at any time. In addition, 

no names of the participants were used during the interview 

process and the tapes were secured in the home of the 

researcher. 

Setting 

Interviews were conducted at a place convenient to the 

participant as recommended by Field and Morse (1985). The 

researcher made an attempt to maintain privacy and minimize 

interruptions. One interview was conducted at the 

participant's home, the other two interviews were conducted 

in a private room at the hospital library. 
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Data-Generating Question 

Each participant was given a copy of the data

generating question one week prior to the interview. The 

data-generating question was, "Please describe your 

experience with hope when your child was very sick in the 

hospital. Please include all your thoughts and feelings 

about the experience in as much detail as you like. 

Describe the experience as fully as possible, telling it as 

you would a story." 

Data Collection Procedure 

The researcher telephoned all participants and asked if 

they would like to participate in the study. The study was 

explained to the informants, including issues of informed 

consent, confidentiality, audio-recording, and that they 

could withdraw at any time. They were asked to think about 

their experiences with hope when their children were 

critically ill prior to the interviews. 

All interviews were conducted by the researcher. After 

demographic information was obtained, the data-generating 

question was reviewed with the participant. The researcher 

made an attempt to be an active listener and let the 

informants tell their story. When necessary, however, open

ended comments were used to obtain further rich 

descriptions. An interviewing-by-comment technique 
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described by Snow, Zurcher, and Sjoberg (1982) was used in 

order to avoid leading questions during the interviewing 

process. This strategy constitutes an attempt to elicit 

information from the informant by making a statement instead 

of asking a question (Snow, Zurcher, & Sjoberg, 1982). The 

interviews were transcribed from the tapes exactly as heard 

without parts deleted. 

Data Analysis 

Analysis of the data included an adaptation of 

Colaizzi's (1983) eight-step analytical process as described 

in Haase's work (1987) with components of courage in 

chronically ill adolescents. In the first step, a sense of 

the protocol's meaning from both listening and transcribing 

the tape was developed. In the second step, significant 

statements were extracted. The third step, restatement, 

involved reformulating the participant's statement from a 

first person statement to a more generalized statement. In 

the fourth step, a sense of meaning was extracted from the 

significant statement and restatement, as the formulated 

meaning. Themes were then identified from the formulated 

meanings, then clusters and categories. In the sixth step, 

an exhaustive description or narrative summary from the 

themes, clusters, and categories were developed. The 

essential structure of hope was then derived from the 



integration of information described in the exhaustive 

description. In the final step, the researcher validated 

findings with the participants. 

Trustworthiness 

Trustworthiness, a term described by Guba and Lincoln 
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(1989), refers to scientific rigor when evaluating 

qualitative research, and includes both credibility and 

dependability. Credibility refers to the degree of 

certainty that the researcher followed systematic procedure 

both in collection and analysis of data. Progressive 

subjectivity, described by Guba and Lincoln (1989) was used 

to systematically reformulate data according to Colaizzi's 

method which was documented in a step-by-step fashion. Peer 

debriefing as a method of reaching consensus about 

transcription was used by asking another colleague to check 

the transcription itself. Peer debriefing was also used by 

consulting with the committee chairperson, who is an expert 

on phenomenology, to reach consensus on extracted statements 

and meanings as well as themes, clusters, and categories. 

The sample, setting, and methodology were documented clearly 

and in detail so other researchers could use the study to 

gain insight into future work. Finally, member checks were 

used as a method of insuring credibility. Participants from 



the study were asked to read the essential structure and 

confirm that this is indeed what they experienced. 
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Dependability, the extent to which what is reported is 

what happened, can be illustrated using an audit trail. 

Significant statements in this study, for example, were 

identified and numbered for restatement and formulated 

meaning. One will be able to trace back theme categories, 

clusters, and themes through the audit trail. 

Summary 

The phenomenological method was used to explore the 

lived experience of hope with parents of critically ill 

children. An adaptation of Colaizzi's (1978) method was 

used for data analysis. Finally, Guba and Lincoln's work 

(1989) was used for setting standards of trustworthineas. 
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CHAPTER 4 

ANALYSIS OF DATA AND PRESENTATION OF FINDINGS 

In this chapter a description of the sample will be 

presented. An exhaustive description will follow which is 

an integration of themes, theme clusters, and theme 

categories derived from 380 significant statements. Five 

theme categories, 18 theme clusters, and 83 themes were 

identified from the data obtained. The essential structure 

will then be presented. Three mothers who had children in 

the Pediatric Intensive Care Unit participated in the study. 

Each child was given a pseudonym. Evan's and Andrew's 

mothers were interviewed in a comfortable private study room 

at a medical center library. Carrie's mother preferred to 

be interviewed in her home, Carrie asleep by her side. 

Description of Sample 

Evan's mother is an articulate, well-educated married 

44-year-old mother of three. She seemed very interested in 

sharing her experience, describing it to its fullest, and 

displayed a lot of emotion throughout the interview. Her 

eyes frequently filled with tears, and on one occasion she 

asked that the tape recorder be turned off until she could 

recenter herself and stop crying. She has expressive blue 
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eyes and a warm softness about her. Her son, Evan, who was 

13 at the time, was riding his bicycle to school in their 

suburban neighborhood when he was struck by a car, suffering 

a closed head injury with frontal lobe contusion and diffuse 

shearing. 

Andrew's mother is a 36-year-old college graduate who 

recently separated from Andrew's father. She was not only 

very willing to participate in the study, but was also very 

rich in her descriptions and tone. She is a trim, 

attractive brunette whose face lit up when she talked about 

the triumphs of her son's experience, and her eyes readily 

filled with tears as she shared the pain associated with the 

experience. Andrew was in the PICU for repair of a 

ventricular septal defect at six months of age and had 

subsequent potentially lethal arrythmias. 

Carrie's mother is a petite 42-year-old high school 

graduate living in a trailer with her husband and three 

children in a modest neighborhood. Although her statements 

were frequently short and to the point, Carrie's mother was 

also very willing to share her story. Throughout the 

interview she maintained a steady, somewhat peaceful tone, 

frequently looking at her baby, Carrie, and smiling. Carrie 

was born with multiple congenital anomalies including 

complex heart disease which required surgical repair at two 

months of age and admission to the PICU. 
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Theme Categories and Exhaustive Description 

In this section an overall presentation of the five 

theme categories and theme clusters extracted from the data 

are presented in Table 2. Appendix C provides the full 

description of themes, theme clusters, and theme categories. 

This table provides an overview of categorized data 

described by the participants. Each category will next be 

presented in table form including theme clusters and themes 

along with a narrative section. Direct quotes from the 

interviews are provided to enhance an understanding of the 

exhaustive description. 

Theme Category: Coming to Terms with 

Having a Critically Ill Child 

Coming to terms with having a critically ill child was 

a process described by the participants which includes 

(1) Seeking Information, (2) Searching for Rationale, and 

(3) Focus of Concerns: Well-Being and Life as depicted in 

Table 3. 

Seeking Information 

Gathering information was a persistent theme for these 

women who not only sought out information to increase 

understanding, gain control, and to find the truth, but also 

found that information provided a potential source of hope. 
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Table 2. Theme Categories and Theme Clusters. 

Theme Category 

Coming to Terms With 
Having a Critically Ill 
Child 

The Struggle 

Strategies to Sustain Hope 

The Changing Faces of Hope 

Taking in and Sifting 
Through: Moving Toward 
Acceptance 

Theme Cluster 

Seeking Information 
Searching For Rationale 
Focus of Concerns: Well-being 

and Life 

Powerlessness 
Feeling of Uncertainty 
Experiencing Difficult Times 
Questioning God's Presence 

Personal Strengths 
Need to Maintain a Positive 

Attitude 
Personal Survival Methods 
My Child is Special 
Spiritual Support 
Facilitators of Hope 
Connection with Caretakers 

Circumstantial Modifiers of 
Hope 

The Rise and Fall of Hope 

Accepting the Reality 
Working Through It 



Table 3. Theme Category: Coming To Terms With Having a 
Critically Ill Child 

Theme Cluster 

Seeking Information 

Searching For 
Rationale 

Focus of Concerns: 
Well-Being and Life 

Themes 

Gathering information to increase 
understanding 

Gathering information to gain 
control 

Gathering information as potential 
source of hope 

Gathering information to find the 
truth 

Assessing the non-verbal 

Why me? Why my child? 
Destined to be together for some 

purpose 
Children choose their parents 

Is my child in pain? 
Will my child remember me? 
How much can my child take? 
Essential that child live 
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Both the verbal and non-verbal content of information was 

assessed. 
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Evan's mother: "I really hung on every word that the 

professional staff gave us ... It was real important to me to 

try and gather as much information as I could ... [Information 

was] the one thing that I really latched on to ... I just 

needed to know, and gather as much feedback from the 

different members of the staff .. . I needed an honest feeling 

about what was gonna be with Evan." 

Searching for Rationale 

Seeking information was followed by searching for an 

explanation of why the experience was happening to both 

child and mother. 

Andrew's mother: "I was feeling sorry for myself and 

like why is this happening to me? when it was happening to 

Andrew ... Why Andrew? Why Andrew? ... Why is He [God] making me 

go through this?" 

Part of the experience of searching involved viewing 

the child as having a special purpose. Carrie's mother had 

a personal belief system that her child had chosen her and 

her husband to be her parents. This was complemented by a 

strong belief that she and her child were destined to be 

together and in fact, that her child had a special purpose 



in being present on earth regardless of her physical 

limitations. 

Carrie's mother: "Yeah, I mean there's a reason, I 

mean, like all his [husband's] family says, maybe she'll 

grow up to be president. There's a reason she's here ... I 

don't know, maybe to bring us closer together." 

Focus of Concerns: Well-Being and Life 
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Specific concerns for the child's well-being were 

expressed and included thoughts such as is my child 

suffering from pain? How much can my child take? and Will 

my child remember me? 

Andrew's mother: "I just kept thinking, you know, 

how much it must have hurt him to be shocked, you know, you 

know, he had to have a tube jammed back down his throat, I 

just kept thinking, how can anybody survive that, you know, 

let alone an 8-pound kid? So that was like the worst ... 

What is he feeling? What is he thinking? Did he ever know 

who I was, you know, things like that." 

Not only were specific concerns expressed about the 

child's well-being but also how crucial it was to the mother 

for the child to live. 

Evan's mother: "I know how important it was for me to 

know he was going to live ... dealing with someone you love 

more than life." 
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Theme Category: The Struggle 

As these women came to terms with the reality of having 

a sick child, a full cascade of feelings seemed to erupt. 

All three mothers gave rich descriptions including 

struggling with (1) Powerlessness, (2) Feeling of 

Uncertainty, (3) Facing Difficult Times, and (4) Questioning 

God's Presence, as illustrated in Table 4. 

Powerlessness 

All three women described feelings of powerlessness in 

different ways as they struggled with having a critically 

ill child. Powerlessness for them included themes of losing 

control, becoming overwhelmed, and wondering how one could 

get through the experience. Control was a major issue 

throughout the experience; therefore, loss of control became 

a real challenge. 

Andrew's mother: "And then I think when they tried the 

fourth medicine to get like his heart rate down, and it 

still didn't work, I was like I don't understand why, why, 

I kept saying, you know, there's so many medicines out 

there, hasn't this happened to somebody before, you know, 

why won't something work?" 

Mothers state that they felt overwhelmed by having a 

critically ill child. Carrie's mother found that her fears 

seemed to increase with time. 
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Table 4. Theme Category: The Struggle 

Theme Cluster 

Powerlessness 

Feeling of Uncertainty 

Experiencing Difficult 
Times 

Questioning God's 
Presence 

Themes 

Losing Control 
Feeling overwhelmed 
Dealing with the setbacks 
Fear increases with time 
How can I get through this? 

Sense of uncertainty about outcome 
Uncertainty about child living 
Will I get my old child back? 
Uncertainty sometimes replaces 
optimism 

Sense of shock 
Sense of difficulty 
This is serious 
Lack of experience with illness 
Dealing with discouraging words 
Pessimistic attitude of nurses 
Belief system fading over time 
Frightening experience 
Angry at self and others 
Focusing on the negative · 
Emotional experience 
Leave me alone/don't tell me what 

to do 
Feelings of frustration 

Deserted by God and church 
Blaming God 
Angry at God/church 
Doing the right things but God 

deserted us 



Carrie's mother: "The older she gets and the more 

operations she gets, the more scared I get because I know 

what I'm dealing with now. And what can happen." 

Not only were feelings of losing control and being 

overwhelmed expressed but also a sense of how can I get 

through this experience? 

Andrew's mother: "And how am I going to continue my 

life [without him]? I really was thinking that, and he 

wasn't even dead yet." 

Feeling of Uncertainty 

The struggle also included a strong sense of 

uncertainty about the child's outcome. In discussion with 
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the physicians over Evan's prognosis, Evan's mother seemed 

to continue to search for answers and found that actually no 

one could predict the outcome, it was uncertain. 

Evan's mother: "I can remember him [the physician 

saying] you know, your son could be like this for the rest 

of his life [feeding tube and diapers on] ... or, he could 

make almost a complete recovery." 

Uncertainty was expressed not only about how the child 

would fare, but also uncertainty about how the child might 

change and the possibility that the child might die. 

Evan's mother: "The fear early on was is Evan going to 

live? The fear after was the fear of what's Evan going to be 



like? What's gonna happen to him? What, am I going to have 

my old Evan back?" 

Andrew's mother: "So in a sense I didn't have any 

confidence or trust, or hope for some reason, that he was 

going to make it for some reason." 

Sometimes the sense of optimism was overcome by these 

feelings of uncertainty. 
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Andrew's mother: "I had a hard time even dealing with 

that he was doing good. Cause I thought, well, Andrew, when 

are you going to go bad on me again?" 

Although feelings of uncertainty persisted throughout 

the experience, not knowing the outcome for the child also 

provided hope which mothers leaned on. Mothers had a sense 

of no predictable future, yet no prognosis was perceived as 

better than a poor prognosis. 

Evan's mother: "It would have been more helpful to me 

that {not knowing} had been emphasized more than the 

negative pessimistic sort of feeling ... I could just hang on 

to that {no definitive prognosis} That was my hope 

factor ... Ultimately, you didn't know. That's what got me 

through those early days." 

Experiencing Difficult Times 

The experience of having a critically ill child is a 

process which includes a full range of emotions. Frequently 
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mothers experienced tumultuous times which ranged from the 

initial shock and seriousness of the child's illness, 

dealing with discouraging words from caretakers and family, 

feeling emotionally vulnerable as well as feelings of anger 

and frustration. 

A sense of shock and numbness was expressed. 

Carrie's mother: "I was numb when she was really sick. 

I was just operating on instinct." 

A general sense that the experience was very difficult 

and would most likely be very difficult in the future was 

expressed using phrases such as painful, traumatic, very 

hard, really rough, awful, a battle: 

Evan's mother: "This was going to be tough. He had a 

long fight ahead of him." 

Part of the difficulty was realizing the seriousness of 

their child's condition. 

Evan's mother: "I got the message that he was operating 

at a pretty basic level. He was not even breathing on his 

own." 

Andrew's mother: "And it was awful when I finally did 

go in to see him and I could still see the crash cart in 

there. That just totally blew me away." 

Carrie's mother: "Well, from the beginning, OK, the 

first thing, [child's father] comes in and tells me she got 

a cleft palate and receding jaw line. That's OK. And then 



every day we found out that something more was wrong with 

her." 
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There was a general lack of experience expressed with 

having a sick child and a feeling of emotional 

vulnerability. There were feelings of anger at oneself and 

others for not having a consistently positive attitude. 

Part of the battle was dealing with discouraging words and 

pessimistic attitudes of staff and family. 

Evan's mother: "Their [nurses] total demeanor was very 

pessimistic. Instead of coming right out and making some 

prognosis, she [nurse] sort of did an analogy that Evan had 

the basic trunk left [of a tree]. That just sort of took my 

breath away when she said that to me." 

Other feelings expressed include frustration that some 

things got in the way of recovery as well as focusing on the 

negative. 

Andrew's mother: "I would be watching that monitor, 

waiting for the irregular heart beat, instead of watching 

the monitor saying look at all the good heart beats." 

Andrew's mother had periods of time where she wanted to 

be left alone and not told what to do. 

Andrew's mother: "I got tired of people saying you need 

to go home. You know, I didn't need to go home, because it 

did me no good to go home and not see him." 
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Questioning God's Presence 

Sometimes there was ambivalence about the role of God 

in allowing their child to be so seriously ill. For 

example, mothers expressed anger that they were deserted by 

both the church and by God even though they were doing the 

right things. 

Andrew's mother: "And then when he did code again, it 

was just, it was like, almost like, why? I can't figure out 

where all this fits in, you know, and where God fits with 

all of this ... I was doing everything that God wanted me to 

do, and then he went bad, and then God wouldn't send 

somebody to bless him? I just didn't understand that .. . If 

anything, I was mad at Him. You know, I was mad at this 

concept that this spirit was going to help me through and He 

didn't help me at all.II 

Theme Category: Strategies to Sustain Hope 

Even though the emotional cascade described above 

continued, these mothers fought to maintain hope. This 

process of sustaining hope included the following 

components: (1) Personal Strengths, (2) Need to Maintain a 

Positive Attitude, (3) Personal Survival Methods, (4) My 

Child is Special, (5) Spiritual Support, (6) Facilitators of 

Hope, and (7) Connection with Child's Caretakers (Table 5). 



Table 5. Theme Category: Strategies to Sustain Hope 

Theme Cluster 

Personal Strengths 

Need to Maintain a 
Positive Attitude 

Personal Survival 
Methods 

My Child is Special 

Spiritual Support 

Themes 

Innate sense of optimism as 
person/parent 

Inner strength 
Standing up for child 

Confident about getting through the 
experience 

Choosing a positive stance is a 
source of strength 

Believing in a positive outcome 
Looking for signs of improvement 
Maintaining a positive stance 
Focusing or refocusing on the 

positive 
Tell me the positive things 

Protecting self 
Belief that their presence made a 

difference 
Visualizing a positive outcome 
Determined to be with child 
Feelings of empathy toward others 
Control as comfort 
Uncertainty as source of hope 
Gratefulness 

Seeing child beyond the tubes and 
medicines 

Connection with child 
Child as fighter 

Strength from God 
Prayer as a means of providing a 

positive outcome 
Faith in something 
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Table 5, Continued 

Theme Cluster 

Facilitators of Hope 

Connection with 
Caretakers 
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Themes 

Listening to encouraging words 
Support and relationship with husband 
Recovery as revitalizing 
Support from friends and family 
Stories from others influence 

perspectives 
Hope in medical technology 

Faith in physicians 
Comfort from physicians 
Faith from nurses centered presence 
Trusting in others 
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Personal Strengths 

An innate sense of hope as both a parent and person 

allowed mothers to be hopeful. All participants stated that 

their inner strength was what really carried them through 

the experience and allowed them to stand up for their child. 

Evan's mother: "I can't imagine facing an experience 

like that without having that sort of internal strength." 

Andrew's mother: "I felt that it was just within me, 

some other thing got me through this .... I dealt with it 

myself. I did." 

Carrie's mother: "And I believed in myself, I had 

hope ... You have a lot of faith from within yourself, 

yet ... And if you don't believe in yourself, I mean, why 

believe in anything?" 

Need to Maintain a Positive Attitude 

Another strategy used by mothers to sustain hope was to 

concentrate on the positive side of the child's illness and 

experience. Confidence about getting through the experience 

was expressed through positive self-talk and reassurance. 

In fact, one's choosing a positive outlook was viewed as a 

source of strength. 

Evan's mother: "It's my nature to be optimistic and 

hopeful. That's just who I am. I think it really helped me 

to get through those early days." 
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A belief in a positive outcome developed. 

Evan's mother: "It's going to be OK, until I have some 

real medical evidence, this is what I'm going to hold on 

to ... I'm -gonna believe that he's gonna fare very well and 

get through this." 

Mothers described searching for signs of improvement to 

confirm their optimism through both physical changes in 

their child's condition and also looking for cues from staff 

to sustain their hope. Once a belief in a positive outcome 

was established, these women continued to maintain a 

positive stance. One method to sustain hope was to discount 

some of the negative input and focus or refocus on the 

positive. 

Evan's mother: "I was able to discount what she [nurse] 

said fairly early on." 

Andrew's mother: "OK, he's alive, you know, his heart 

rate is kind of going up and down, and I would still wonder, 

is it going to go back up, is it going to get higher? And 

then, I decided not to think about hope for what was going 

to happen in the future, I just, was like living for almost 

this time that he was doing now, and that was the only way I 

could focus on him." 
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Personal Survival Methods 

In addition to the need to maintain a positive 

attitude, the participants developed personal survival 

strategies to sustain hope. Evan's mother stated that early 

on she started to protect herself. Her husband had a friend 

familiar with head injuries talk with him. Evan's mother 

stayed away. 

Evan's mother: "I was afraid that that person would 

take my hope away. If you [husband] need to do this, you do 

it. I'm not going to be present." 

Andrew's mother: "This is really awful, but I remember 

thinking, I almost have to forget he was ever alive. I was 

really thinking that, and he wasn't even dead yet .... I was 

thinking that Andrew never lived just to help me almost try 

to get through all of this. It's almost like you were 

preparing yourself for death." 

Because there was a belief that their own physical 

presence made a difference in their child's outcome, there 

was a strong determination to be with their child. 

Evan's mother: "He [husband] felt as strongly as I did 

that we didn't want to leave Evan alone for a minute. We 

never left him alone then. One of us was always there, 24 

hours a day ... We were there around the clock, 24 hours a 

day. We really took an active role in his care." 



Carrie's mother: "Whether she made it or not, I was 

going to be there. Be there for her." 
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Other personal survival methods used by these women to 

sustain hope were visualizing a positive outcome, a feeling 

of empathy toward other parents with sick children, feeling 

grateful just to be present with child, and viewing the 

uncertainty about child's outcome as a source of hope. 

Evan's mother: We really didn't know the outcome. I 

really hung on to that giving me hope and encouragement. 

That there wasn't a definitive prognosis was very hopeful to 

me." 

Throughout the experience of having a critically ill 

child, Andrew's mother searched for control and when she 

could find it, it provided tremendous comfort and hope. 

Andrew's mother: "I had a lot of hope in that I could 

control a lot of the factors (physician, hospital 

etc.) ... And I knew at that point, before going into all of 

this, there was a lot of hope and I felt good about things 

that I felt I could control because I was doing nothing 

almost. It was, you know, things that I could take part of, 

and control, it gave me a lot of hope in knowing that 

everything would go good." 



69 

My Child is Special 

A special connection was felt between mother and child 

and the presence of many tubes and machines did not alter 

this feeling. The child was thought of as strong and 

capable for many reasons. Since the parent was strong, for 

example, the mother's offspring must be strong. The child 

was thought of in very special terms including teaching 

family members about life and connections with others, and 

presenting the parents the challenge of dealing with each 

other on a higher level. One hope-sustaining factor was 

that the child was viewed as not only special but as a real 

fighter with special characteristics that would help the 

child pull through the experience. This was a strong and 

recurrent theme throughout the interviews. 

Andrew's mother: "I think [hope] definitely came 

from ... I know 'cause there wasn't anybody else to help me, 

but it was Andrew, I think just seeing him, and he's gotta 

be strong, you know, he's my son." 

Carrie's mother: "I believe in her, because she's a 

fighter, boy ... And you could tell she was a fighter. I 

mean, even, I mean, you could tell ... But she was a fighter. 

She still is. Look at her." 



Spiritual Support 

Spiritual support was another source of hope for 

mothers. Prayer was described by all three mothers as a 

means of providing a positive outcome. The importance of 

believing in something was described as an essential 

component of being hopeful. Even though Andrew's mother 

felt betrayed by God, she did acknowledge God's strength. 
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Evan's mother: "I very much believe in God. I think He 

gave me a lot of grace just to deal with so much ... I could 

draw on Him for strength to deal with what I had to deal 

with. And I did .... I was able to turn to Him. He gave me 

the strength I needed. There were so many people praying 

for Evan. God answered those prayers." 

Andrew's mother: "I was praying the whole time that he 

was in there, and I really had felt, you know, it was 

helping me ... I was mad at Him [God] even though He probably 

you know, He or She or whatever, gave me inner strength to 

get through it." 

Carrie's mother: "You just have to have faith in 

something. Anything. Anything. If it's not God, find 

something, even if it's a tree, you have to have faith in 

something." 
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Facilitators of Hope 

Facilitators of hope included words of encouragement 

from staff as well as hope in medical technology. Although 

there was mention of disagreements with husbands, there was 

a strong sense of support from both spouse, friends, and 

family. Mothers felt supported by their spouse in their 

belief that the child was going to get better and their 

determination not to leave the child alone. In addition, 

the steadfast hope of extended family seemed to give mothers 

permission to allow their own hope to blossom. When mothers 

could sense that recovery was possible, it was described as 

revitalizing, a breath of fresh air, and certainly a strong 

facilitator of hope. Finally, stories about other seriously 

ill children and how the experience was handled allowed 

mothers to reflect and reevaluate their own process. 

Andrew's mother: "I remember I saw this woman out in 

the waiting room and her son was terminally ill with a brain 

tumor ... she had known Andrew had been bad, and when I saw 

her again I remember saying he's doing good, but I just 

don't know. And I remember she's the one that told me, 

basically, but he's doing good, he's feeling good, you have 

to enjoy it ... I really think it was that woman in the other 

waiting room that did that for me [gave me hope]." 
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Connection with Child's Caretakers 

A letting-go period was described in which mothers had 

to turn the child over to other caretakers and learn to just 

trust that the child would be cared for. Faith and comfort 

was found from the physicians who cared for the children. 

Andrew's mother: "I knew I had gotten the best 

physician ... There was a feeling of trust and commitment, and 

values that I had heard that just made me feel so 

hopeful ... It was very traumatic when I went down to the OR 

and they finally took him away from me, like somebody I 

didn't even know just took my baby away from me. I still 

was very hopeful, and that's what got me through it, only 

because I thought, I have to totally trust all of these 

people that are going to be with him." 

Carrie's mother: "So, if my hope's in anything, I 

believe it's in the doctors." 

A centered and caring presence found in some nurses 

increased levels of hope. Mothers felt a sense of 

competence and commitment to caring in certain nurses which 

allowed them to let go, trust in others, and be more 

hopeful. 

Andrew's mother: "You had instilled just so much [hope] 

and that kind of just helped me relay this calmness to me. 

And just a deepness and a caring feeling, and that just 

really, just further, still I was very hopeful. I describe 



you as metaphysical and that helped relay calmness to me. 

Someone was watching over him that was going to be just so 

intense and just so focused, and it made me feel very 
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good ... I also had more hope, there were certain nurses, 

everyone was great, but there were certain nurses where I 

felt much better, you know and felt better about the care he 

was getting." 

Theme Category: The Changing Faces of Hope 

Because hope was so crucial to survival, if what was 

hoped for was threatened, then hope was modified. The 

experience of hope was described as having an ever-changing 

quality which seemed to come and go depending on a number of 

variables. The changing faces of hope included (1) 

Circumstantial Modifiers of Hope, and (2) The Rise and Fall 

of Hope, as presented in Table 6. 

Child's Situation Modifies What Is Hoped For 

Hope was modified depending on how the child was doing. 

When the child did well, mothers hoped for a future with the 

child being healthy; they could visualize future healthy 

birthdays and developmental milestones. When the child was 

doing poorly mothers modified their hope, and instead of 

hoping for the future, they hoped for the best they could 
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Table 6. Theme Category: The Changing Faces of Hope 

Theme Cluster 

Child's Situation 
Modifies What Is 
Hoped For 

The Rise and Fall 
of Hope 

Themes 

Hope changes from hope for the 
future to hope for the moment 
when child doing poorly 

Sometimes hope stores are 
depleted 

Hope vacillates 
Renewal of hope when child 

recovers 
Seeing child renews sense of hope 
Holding child renews sense of 

hope 



for that moment, i.e., just being able to be present with 

their child. 

The Rise and Fall of Hope 

Hope seemed to vacillate and change its form. 
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Sometimes hope stores were depleted and mothers felt they 

didn 1 t have it in them to go on. Mothers describe a longing 

for their hope to stay at the same level and not waver, but 

in reality hope was not steady or stable. 

Andrew 1 s mother: 11 It 1 s amazing when I thought about 

hope, that 1 s just how it came and went and came and went ... I 

wish I could have had the same level of hope the whole way 

through but I didn 1 t. It oscillated from no hope, from very 

little hope to high hope, to short-term future hope, to 

long, looking at the future and hoping long-term. Andrew 

decided to code again, when I got here they were working on 

him, and that 1 s where I totally lost all hope. I just 

thought this was it." 

Actually seeing that the child was alive provided 

tremendous reassurance, comfort, and strength for mothers. 

Hope seems to be restored when seeing the child even if the 

child had multiple tubes, and lines in place. Hope was also 

renewed by holding and caring for the child despite the 

presence of invasive equipment. 
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Andrew's mother: "And the times where I couldn't see 

him is where I think I lost a lot of control over my 

feelings. But then as soon as I could see him again, that's 

where I regained my hope ... I guess it's when I wasn't around 

Andrew or couldn't see him or it was out of my control, is 

where I totally lost all of that [hope]. And then when I 

could see him again, I built my strength back up. Being 

with him and seeing ... They let me hold him, and I enjoyed 

that, you know, even though it was so traumatic, getting him 

out of bed, it was just like, I forget. But that was the 

best thing she [nurse] could have done for me." 

Theme Category: Taking In and Sifting Through: 

Moving Toward Acceptance 

The process of taking in and sifting through 

facilitated movement toward acceptance of having a 

critically ill child. The process included (1) Accepting 

the Reality, and (2) Working Through It (Table 7). 

Accepting the Reality 

There was a struggle not only to face reality but also 

to accept it. Part of working through it was adjusting to 

the child's illness. Mothers sorted through the information 

available about their child's illness and came to their own 

conclusions. 
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Table 7. Theme Category: Taking in and Sifting Through: 
Moving Toward Acceptance 

Theme Cluster 

Accepting the Reality 

Working Through It 

Themes 

Having to face reality 
Facing reality and accepting it 

Adjusting to child's illness 
Sorting through information 
Confirmation that positive outcome 

is possible 



Evan's mother: "It was just something (child was not 

breathing on his own) I had to file away, put it in its 

context, and go from there." 

Working Through It 
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There was a sense that one must eventually come to 

accept whatever the reality was; mothers could then move on 

and energy used to maintain realistic hope could be revived. 

Mothers continually sought out confirmation that a positive 

outcome was possible. 

Evan's mother: "I got the message that he was operating 

on a pretty basic level ... That was sort of my first taste of 

the realism of what we were dealing with. There were 

hopeful signs every day that I was able to hang on to." 

This phase was a process and as parents took in 

knowledge, sorted through the information, and adjusted to 

the illness, there was movement toward acceptance. 

Essential Structure 

The essential structure of the lived experience of hope 

is the integration and synthesis of the common components of 

the experience described by the participants (Haase, 1987). 

The experience of having a critically ill child is a 

multifaceted experience. Coming to terms with having a 

seriously ill child is a process which includes gathering 



information to increase understanding and control, and 

searching for rationale of why the experience is happening 

to child and mother. Specific concerns for the child's 

well-being are expressed such as is my child in pain? and 

will my child survive? 
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Hope is developed and clung to in the context of a full 

cascade of feelings which includes a sense of being 

powerless, often feeling overwhelmed and losing control. 

Facing difficult times includes an initial feeling of shock 

and numbness, realizing the seriousness of the child's 

illness, feelings of anger and frustration, and an 

ambivalence about God's role in the experience. The 

struggle also includes a feeling of uncertainty about 

child's outcome and survival. Although uncertainty persists 

throughout the experience, not knowing the outcome for the 

child provides some hope which mothers can lean on. 

Because hope is so crucial to their own survival, 

mothers develop strategies to sustain their hope despite 

discouraging words and pessimism of others. A strong inner 

strength surfaces and mothers fight to maintain a positive 

attitude and believe in a positive outcome. Mothers often 

search for signs of improvement in the child's condition and 

look for cues from the staff to sustain their hope. Because 

they believe their presence makes a difference, there is a 

strong determination to be with their child. A special 
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connection is felt between mother and child and the presence 

of many tubes and machines does not alter that feeling. One 

hope-sustaining factor is that the child is viewed as 

special, a real fighter with special characteristics that 

will help the child pull through the experience. 

Facilitators of hope include words of encouragement 

from staff, hope in medical technology, stories from others, 

and signs of recovery. The steadfast hope of extended 

family and support from their spouse in their determination 

to stay with their child gives mothers permission to allow 

their hope to blossom. The importance of believing in 

something is described as an essential component of being 

hopeful. Faith and comfort is found from the physicians 

caring for their children and a sense of competence and 

commitment to caring in nurses allows mothers to let go, 

trust in others and be more hopeful. 

The rise and fall of hope is described by mothers and 

is dependent on how the child is doing; if what is hoped for 

is threatened, then, hope is modified. Even though mothers 

long for hope to be stable, it wavers, and sometimes hope 

stores are depleted. Actually seeing the child provides 

tremendous reassurance, comfort, and strength. Hope is 

renewed by holding the child despite the presence of 

invasive equipment. A process of taking in and sifting 

through is described by mothers including sorting through 



information, having to face and accept reality, coming to 

one's own conclusions, and seeking out confirmation that a 

positive outcome is possible. 

Validation of Findings 
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All participants were contacted by telephone five to 

nine months after the interviews were obtained and asked to 

confirm that their experience was similar to the experience 

described in the essential structure. The essential 

structure was read as written and the participants were 

asked to comment. All three participants stated that the 

essential structure captured their experience. 

Summary 

The exhaustive description and essential structur e have 

illustrated the multifaceted experience of three parents 

with critically ill children ranging from infancy to 

adolescence with a variety of illnesses. The experience of 

hope is described as a struggle which includes a sense of 

powerlessness and uncertainty, the development of strategies 

to sustain hope despite the rise and fall of hope. Hope is 

described as a crucial element in surviving the experience, 

a dynamic force which parents clung to and fought for 

throughout the experience. 
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CHAPTER 5 

DISCUSSION, IMPLICATIONS AND CONCLUSIONS 

The purpose of this research study was to describe the 

process of hope from the parent's point of view to promote 

an understanding of this concept in the context of the 

Pediatric ICU. Although the findings of a phenomenological 

study are not meant to be generalized, the results can 

increase one's understanding of a lived experience in a 

specific group and may therefore assist nurses who work with 

that particular group (Coward, 1994). The results from this 

study provide insight into the experience of hope in parents 

with seriously ill children. This chapter discusses 

methodological issues, links findings to the literature 

review, and presents implications for practice, directions 

for future research, and conclusions. 

Discussion of Methodological Implications 

Phenomenology was a method useful for this study which 

describes an experience in a naturalistic setting from a 

personal point of view. One objective of the method is to 

discover themes common to individuals within the experience. 

The phenomenological method used in this study provided rich 

descriptions of the lived experience of hope in parents of 
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seriously ill children, identified commonalities of the 

experience, and raised questions about clinical implications 

for practice. Although analysis of lengthy interviews was 

time consuming, data were displayed on the computer screen 

and Colaizzi's (1978) seven-step method was useful in 

organizing data. The author was surprised that mothers in 

this study readily shared their stories at such length and 

described them so richly. In addition, the author found 

that the broad data-generating question allowed mothers to 

tell their story from their point of view which may have 

uncovered material not obtained from predetermined or 

semi-structured questions selected for an interview. 

Uncertainty as a source of hope in parents of critically ill 

children, for example, may not have been discovered using 

other methods. 

Discussion of Conceptual Framework 

Parse's (1981) theory of Man-Living-Health has provided 

a useful framework that guides anemic study such as this 

one. As Parse states in her theory, persons make choices 

about what is, have the potential to move beyond what is, 

and find meaning in the experience. Parents in this study 

were faced not only with the tremendous challenge of having 

a seriously ill child but also faced with potentially losing 

their child, someone who meant more to them than life 
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itself. Participants gathered information as they came to 

terms with having a critically ill child and made choices 

about what to believe. Their struggle to move beyond their 

frustration and anger, as well as the discouraging words and 

attitudes of others and maintain and sustain hope has been 

presented. Parents found meaning in relationships with 

others, through spiritual support, connection with 

caretakers, and most importantly through the presence of 

being with and holding their child. 

Because the goal of nursing according to this framework 

is to focus on quality of life from the person's point of 

view and concentrate on illuminating meaning within the 

experience, this framework is most useful in guiding 

exploration with parents' sources and dimensions of hope. 

Participants in this study shared with the author the 

therapeutic effect of telling their story, including 

revisiting the emotional trials associated with the 

experience. 

Discussion of Findings in Relation to Hope Literature 

and Implications for Practice 

Findings from naturalistic research are specific to a 

time and place and cannot be wholly applied to another 

setting (Steeves, 1994). However, results of this study can 

be used to support other research findings, generate further 
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understanding of the concept of hope, and to raise questions 

about implications for clinical practice. Implications are 

presented in hopes of precipitating discussion and further 

dialogue. 

Coming to Terms with Having a Critically Ill Child 

Other studies (Kirshbaum, 1990) have supported the 

findings in the current study that parents gather 

information to increase understanding, seek the truth, and 

search for control. Information as a source of control 

reflects the findings of Ersek (1992). Consistent with 

Artinian's findings (1984), the experience of having a 

critically ill child includes thoughts and fears about 

losing the child. From the interviews included in this 

study, providing accurate and honest information was 

essential and assessed both verbally and non-verbally. In 

addition, specific concerns about the child's well-being and 

care including level of pain may need to be included in 

information provided to parents. Findings in this study 

suggest that information about the child's condition is 

essential to parents not only to increase understanding of 

the child's situation, but also as a potential secondary 

outcome, providing a source of hope. Honest information may 

include sharing with parents that the child's outcome may be 

uncertain and unpredictable at times. Findings from this 
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study suggest that uncertainty about the child's outcome may 

not be viewed necessarily in a negative way. 

The Struggle 

When describing the struggle of having a critically 

ill child, women in this study describe powerlessness, a 

sense of uncertainty, difficult times, and question God's 

presence. These findings are consistent with Hinds and 

Martin's (1988) research in which a feeling of uneasiness 

and a cascade of negative thoughts was associated with the 

process of sustaining hope. Uncertainty related to the 

unknown nature of the outcome and affective responses to 

uncertainty such as anxiety, uneasiness, powerlessness, 

feeling overwhelmed, and anger as described by mothers in 

this study were similarly described by Dufault and 

Martocchio (1985). 

A feeling of uncertainty as an attribute of hope 

described in the present study is consistent with findings 

of Haase, Britt, Coward, Leidy, and Penn (1992). Although 

caretakers frequently are unable to predict outcomes of 

critically ill patients, exploring fears and offering 

information may not only reduce uncertainty but also 

strengthen realistic levels of hope. A fine line exists in 

providing information on the one hand to decrease 

uncertainty and knowing that uncertainty as illustrated in 
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this study may be a source of hope. Feelings of 

powerlessness and loss of control may be diminished by 

allowing parents to control as much of their child's care as 

possible such as participating in care, choosing times for 

treatments, and involvement in physical cares such as 

bathing. 

Because anticipatory grief may include a full range of 

emotional outbursts including anger, anxiety, fear, and 

depression (Scanlon, 1989), understanding the dimensions of 

the struggle may assist nurses in directing attention to the 

emotional release and frustrations of parents during this 

difficult time. Encouraging parents to express these 

feelings including their anger at self, others, and God as 

well as conveying understanding and acceptance may be 

powerful tools in assisting parents who are struggling with 

having a critically ill child. 

Anger at self and others was a common theme which may 

be a healthy and understandable response to numerous losses 

such as loss of the future {with healthy child}, loss of 

dreams, and unfulfilled promises (Scanlon, 1989). Nursing 

interventions, therefore, may be directed toward creating an 

open environment conducive to communication and 

understanding that parents may have legitimate reasons to be 

angry. 
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Negative attitudes of health workers as a threat to 

hope has been identified by others (Miller 1989). The 

present study raises question about the impact of caretakers 

on levels of hope. Participants in this study discussed 

specific behaviors of nurses such as a general pessimistic 

attitude and negative statements about their child's 

survival. Understanding that the attitudes of the child's 

caretakers not only may be noticed by parents but actually 

affect hope may have implications. 

Strategies to Sustain Hope 

The findings of this study support findings from 

Berth's (1990) study that hope involves many thoughts and 

feelings, and is related to an inner power. Positive 

personal attributes such as an innate sense of optimism was 

described in the present study confirming the findings of 

Owen (1989). Inner strength described by Haase (1987) 

influences hope. Because part of one's self-concept as a 

parent may include past abilities to parent in an effective 

manner, nursing strategies to reestablish this role within 

the critical care environment may be essential for some 

parents. Because recalling past achievements as a parent 

may assist them to maintain self-esteem, reminiscing with 

the parent at the bedside may be an appropriate intervention 

for the nurse. 
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The need to maintain a positive attitude may be an 

essential piece of sustaining hope as expressed by mothers 

in this study. Therefore, nursing interventions to 

facilitate this process in a realistic way may be 

beneficial. Hope is not based on false reassurance but 

instead is built on helping families find meaning in the 

experience and search for that which is realistically 

possible. Given a supportive environment, those parents 

with unrealistic hope may redefine reality themselves, thus 

abandoning illusions, and grieve the loss of an unrealistic 

hope (Ersek, 1992). 

Because mothers were determined to be with their child, 

and they believed that their presence made a difference, 

this study raises questions about the advisability of not 

allowing parents to be present with their child despite 

invasive lines, multiple tubes, and high tech machinery. In 

addition, references to the special attributes of the child 

such as their ability to fight and connection with parents 

may be explored and encouraged. 

One finding unique to the present study was that 

uncertainty was a source of hope. Not knowing the child's 

outcome was perceived as better than having a poor 

prognosis. This perspective raises questions about 

information provided to parents about the outcome of the 

child's illness. Information certainly needs to be honest 



and realistic as these mothers requested, but should 

uncertainty rather than emphasizing negative outcomes be 

further explored? When the probability of negative 

certainty (i.e., illness with downward trajectory) exists, 

uncertainty may be a preferable state (Mishel, 1988). 
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As related in this study, parents may have varying 

spiritual affiliations. It is important that the individual 

parent's spiritual orientation be respected. Faith in God 

was a frequent source of hope in other studies (Dufault & 

Martocchio, 1985; Haase, 1987; Herth, 1989, 1990, 1993; 

Hinds, 1988; Miller, 1989; Raleigh, 1992; Rawlins, 1991). 

However, as this study illustrates, feelings of anger and 

abandonment may interfere with the ability to maintain this 

relationship. 

Findings from this study support those of many others 

which discuss relationships with family and friends as a 

sustaining force of hope (Haase, 1987; Herth, 1993; Miller, 

1989; Raleigh, 1992; Rawlins, 1991). The nurse may 

therefore want to explore with parents current sources of 

support from friends and family and ways of both maintaining 

and strengthening these relationships. Providing family and 

friends with optimal visiting periods might further enhance 

these significant sources of support. 



The Changing Faces of Hope 

Modification and substitution of hope as expressed by 

mothers in this study has been described by Brown (1989). 

The dynamic nature of hope has been described in other 

studies (DuFault & Martocchio, 1985; Owen, 1989). McGee 
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(1984) described hope as influenced by situational and 

personal variables. Herth (1990), however, found that hope 

is stable over time. 

Taking In and Sifting Through: Moving Toward Acceptance 

Tasks of adults in hoping described by Wright and 

Shontz (1968) includes reality surveillance. Women in this 

study also described moving toward acceptance as a process 

that included facing reality, sorting through information 

and confirming information. Parents may not need specific 

nursing interventions to orient them to reality and 

facilitate acceptance. Given a supportive environment, they 

may abandon unrealistic hopes and redefine reality 

themselves (Ersek, 1992). 

Directions for Future Research 

Findings from this study raise questions about the 

influence of certain variables on the ability of parents to 

be more hopeful. Do certain unique behaviors of health care 

workers, for example a genuine caring presence, facilitate 
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hope and if so, what are those behaviors and how are they 

assessed? Nurses have been identified as sources of hope by 

patients across the lifespan (Herth, 1990, 1993; Hinds, 

1988; Hinds & Martin, 1988; Miller, 1989; Raleigh, 1992). 

Intuition, reflection, and a centered presence may be useful 

tools in exploring hope with parents. Further research, 

therefore, might concentrate on the unique behaviors of 

health care workers that influence hope and what factors 

influence parents' ability to hope. 

The present study raises questions about the stability 

of hope over time since hope seemed to vacillate, suggesting 

further study in this area. Replication of this study with 

fathers would enhance the meaning of hope described by 

parents. Other interesting issues surrounding the concept 

of hope might be exploring how hope influences clinical 

outcome, how hope may vary depending on the type and nature 

of the perceived threat or illness, and how uncertainty 

relates to hope. 

Because the women in this study were so eager to share 

their story, perhaps parents' stories and experiences really 

need to be heard. Parents in this study did acknowledge 

that describing their experience was beneficial in terms of 

both a catharsis and as helping them further process their 

experience. Due to the small sample size, redundancy was 
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not reached. Further research with a larger sample size is 

warranted. 

Finally, the three children in this study all survived. 

Would the experience of hope in parents of critically ill 

children who did not survive be described differently? Hope 

is an important variable for families who have critically 

ill loved ones; further research could enhance one's 

understanding of this vital concept. 

Conclusion 

The power of hope should not be underestimated. Hope 

has been purported as the vital force which enables one to 

endure crisis (Miller, 1989). Much of the literature on 

hope has been supported in this study; collectively, 

findings from this study concur with the literature on hope 

as a dynamic, multidimensional force. Uncertainty as a 

potential source of hope was a finding unique to this study. 

The experience of hope in parents of seriously ill children 

has been described in this study as a dynamic process that 

arises as one struggles with coming to terms with having a 

critically ill child. Since nurses are in a unique position 

of witnessing these challenging times, understanding the 

experience of hope may assist nurses in finding realistic 

hope for families. Creating an environment of warmth, 

acceptance, and genuine caring may create that possibility. 
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APPENDIX B 

PARTICIPANT CONSENT FORM 



SUBJECT'S CONSENT FOR THE STUDY OF 
THE LIVED EXPERIENCE OF HOPE IN PARENTS OF 

CRITICALLY ILL CHILDREN 

I AM BEING ASKED TO READ THE FOLLOWING MATERIAL TO 
ENSURE THAT I AM INFORMED OF THE NATURE OF THIS 
RESEARCH STUDY AND OF HOW I WILL PARTICIPATE IN IT, IF 
I CONSENT TO DO SO. SIGNING THIS FORM WILL INDICATE 
THAT I HAVE BEEN SO INFORMED AND THAT I GIVE MY 
CONSENT. FEDERAL REGULATIONS REQUIRE WRITTEN CONSENT 
PRIOR TO PARTICIPATION IN THIS RESEARCH STUDY SO THAT 
I CAN KNOW THE NATURE AND THE RISKS OF MY 
PARTICIPATION AND CAN DECIDE TO PARTICIPATE OR NOT 
PARTICIPATE IN A FREE AND INFORMED MANNER. 

PURPOSE 
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I am being invited to voluntarily participate in the above titled 

project. The purpose of this project is to learn more about the 

experience of hope in parents of critically ill children. 

SELECTION CRITERIA 

I am being invited to participate because I am a woman, 18 years 

or older, English speaking and had a child (age newborn to 16 

years) in the pediatric intensive care unit for three or more 
days. 

PROCEDURE 

If I agree to participate in this study, I understand that the 

procedure will be that of an audiotaped interview. I understand 

that I will be asked to tell about my experience of hope when my 

child was hospitalized. 

RISKS AND BENEFITS 

There are no known risks for participating in the study, nor are 

there any direct benefits. 

CONFIDENTIALITY 

Identifying names will not be on the transcribed material. Annie 

Wilkinson, R.N., Joan Haase, R.N., Ph.D., and authorized nursing 
personnel may have access to the information. 



PARTICIPATION COSTS 

There are no costs. 

AUTHORIZATION 

BEFORE GIVING MY CONSENT BY SIGNING THIS FORM, THE 
METHODS, INCONVENIENCES, RISKS, AND BENEFITS HAVE BEEN 

EXPLAINED TO ME AND MY QUESTIONS HAVE BEEN ANSWERED. 

I UNDERSTAND THAT I MAY ASK QUESTIONS AT ANY TIME AND 

THAT I AM FREE TO WITHDRAW FROM THE PROJECT AT ANY 

TIME WITHOUT CAUSING BAD FEELINGS OR AFFECTING MY 
MEDICAL CARE. MY PARTICIPATION IN THIS PROJECT MAY BE 

ENDED BY THE INVESTIGATOR OR BY THE SPONSOR FOR 
REASONS THAT WOULD BE EXPLAINED. NEW INFORMATION 
DEVELOPED DURING THE COURSE OF THIS STUDY WHICH MAY 
AFFECT MY WILLINGNESS TO CONTINUE IN THIS PROJECT WILL 

BE GIVEN TO ME AS IT BECOMES AVAILABLE. I UNDERSTAND 

THAT THIS CONSENT FORM WILL BE FILED IN AN AREA 
DESIGNATED BY THE HUMAN SUBJECTS COMMITTEE WITH ACCESS 
RESTRICTED TO THE PRINCIPAL INVESTIGATOR, ANNIE 
WILKINSON, R.N., OR AUTHORIZED REPRESENTATIVE OF THE 

NURSING DEPARTMENT. I UNDERSTAND THAT I DO NOT GIVE 
UP ANY OF MY LEGAL RIGHTS BY SIGNING THIS FORM. A 
COPY OF THIS SIGNED CONSENT FORM WILL BE GIVEN TO ME. 

Subject's Signature Date 

INVESTIGATOR 
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I have carefully explained to the subject the nature of the above 

project. I hereby certify that to the best of my knowledge the 

person who is signing this consent form understands clearly the 

nature, demands, benefits, and risks involved in her 
participation and her signature is legally valid. A medical 

problem or language or educational barrier has not precluded this 

understanding. 

Signature of Investigator Date 

Name (please print) 

Phone Number 
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Theme Category 

Coming to Terms With 
Having a Critically 
Ill Child 

The Struggle 

THEME CATEGORIES, THEME CLUSTERS, AND THEMES 

Theme Cluster 

Seeking Information 

Searching For Rationale 

Focus of Concerns: Well
Being and Life 

Powerlessness 

Themes 

Gathering information to increase under

standing 1.2, 1 . 8, 1.21, 1.70, 1.92, 1.115, 

1.126, 1.127, 1.146 
Gathering information to gain control 1.4, 

1.9, 1.66 
Gathering information as potential source 

of hope 1.5 
Gathering information to find the truth 

1.25, 1.26, 1.27, 1.73, 1.74, 1.77, 1.99, 

1.116 
Assessing the non-verbal 1.72 

Why me? Why my child? 2.28 
Destined to be together for some purpose 

3.30, 3.33, 3.35 
Children choose their parents 3.31, 3.52 

Is my child in pain? 2.42, 2.90 
Will my child remember me? 2.43 
How much can my child take? 
Essential that child live 1.65, 1.78 

Losing control 2.38 
Feeling overwhelmed 1.107, 1.153, 1.154, 3.24 

Dealing with the setbacks 2.13, 2.15, 2.31, 

2.32 
Fear increases with time 3.6, 3.7 
How can I get through this? 2.82, 2.83, 

2.131, 2.136 

Continued. . . . !-! 
0 
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THEME CATEGORIES, THEME CLUSTERS, AND THEMES, Continued .... 

Theme Category Theme Cluster Themes 

Feeling of Uncertainty Sense of uncertainty about outcome 1.13, 
1.22, 1.32, 1.34, 1.84, 1.85, 1.88, 1.89, 
1.108, 1.111, 1.117, 1.120, 1.123, 2.134 
Uncertainty about child living 1.109, 2.54 
Will I get my old child back? 1.110, 1.112 
Uncertainty sometimes replaces optimism 
2.49, 2.50, 2.54 

Experiencing Difficult Times Sense of shock 1.23, 1.69, 3.36, 3.37, 3.38 
Sense of difficulty 1.3, 1.16, 1.17, 1.30, 
1.76, 1.79, 2.10, 2.18, 2.36, 2.44, 2.47, 
2.130, 2.138 
This is serious 1.11, 1.33, 1.96, 1.97, 
1.102, 1.119, 2.52, 2.53, 2.79, 3.22, 3.23 
Lack of experience with illness 1.7, 1.67, 
1.68, 3.5 
Dealing with discouraging words 1.94, 1.95, 
1.122, 2.89 
Pessimistic attitude of nurses 1.29, 1.71, 
1.83, 1.139, 1.148 
Belief system fading over time 3.8, 3.9 
Frightening experience 1.98, 1.107, 1.125, 
1.152, 2.132, 2.133 
Angry at self and others 2.51, 2.80, 2.117, 
2.121 
Focusing on the negative 2.60, 2.61 
Emotional experience 1.60, 1.63, 1.106, 
1.129, 1.131, 2.84, 2.93, 2.129, 3.42, 
3.43, 3.44 
Leave me alone/don't tell me what to do 
2.112, 2.113, 2.123, 2.124, 2.125 
Feelings of frustration 1.138, 1.140, 
1.141, 1.142 

Continued .... 
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THEME CATEGORIES, THEME CLUSTERS, AND THEMES, Continued .... 

Theme Category 

Strategies to Sustain 
Hope 

Theme Cluster 

Questioning God's Presence 

Personal Strengths 

Need to Maintain a 
Positive Attitude 

Themes 

Deserted by God and church 2.85, 2.97, 
2.103, 2.107 
Blaming God 2.91, 2.92 
Angry at God/church 2.94, 2.95, 2.98, 2.108 
Doing the right things but God deserted us 
2.99, 2.100, 2.104 

Innate sense of optimism as person/parent 
1.1, 1.35 
Inner strength 1.38, 2.11, 2.110, 2.111, 
2.114, 2.137, 3.12, 3.15, 3.16, 3.17, 3.22 
Standing up for child 3.18, 3.19 

Confident about getting through the 
experience 1.18, 1.40, 1.41, 1.46, 1.61, 
1.62, 1.64, 1.183, 1.184 
Choosing a positive stance is a source of 
strength 1.36, 1.37, 1.39 
Believing in a positive outcome 1.42, 1.90, 
3.3, 3.4, 3.26 
Looking for signs of improvement 1.103, 
1.114, 1.118, 1.144, 1.145, 2.33, 2.34 
Maintaining a positive stance 1.172, 1.181, 
1.182, 1.188, 1.190, 2.16 
Focusing or refocusing on the positive 
1.105, 1.185, 1.187, 2.40, 2.59, 2.62, 2.65 
Tell me the positive things 1.82 

Continued.... ~ 
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THEME CATEGORIES, THEME CLUSTERS, AND THEMES, Continued .... 

Theme Category Theme Cluster 

Personal Survival Methods 

My Child is Special 

Spiritual Support 

Themes 

Protecting self 1.24, 1.156, 1.157, 2.81, 

2.86, 2.87, 2.88, 2.135 
Belief that their presence made a difference 

1.173, 1.175, 1.176, 1.177 
Visualizing a positive outcome 2.12, 2.29 

Determined to be with child 1.91, 1.143, 

1.166, 1.167, 1.168, 1.170, 1.171, 1.178, 3.39 

Feelings of empathy toward others 3.45, 

3.46, 3.48, 3.49, 3.50 
Control as comfort 2.1, 2.4, 2.5, 2.6, 2.7, 

2.8, 2.30 
Uncertainty as source of hope 1.14, 1.15, 

1.19, 1.20, 1.31, 1.81, 1.86, 1.87 
Gratefulness 1.59, 1.160, 2.45 

Seeing child beyond the tubes and medicines 

2.27 
Connection with child 3.40 
Child as fighter 2.11, 2.115, 2.137, 3.11, 

3.25, 3.27 

Strength from God 1.44, 1.45, 1.46, 1.47, 

1.48, 1.49, 1.50, 1.52, 1.53, 1.55, 2.102, 

2.109 
Prayer as a means of providing a positive 

outcome 1.54, 1.174, 2.85, 3.13 
Faith in something 3.21, 3.51, 3.52 

Continued .... 

~ 
0 
w 



THEME CATEGORIES, THEME CLUSTERS, AND THEMES, Continued .... 

Theme Category 

The Changing Faces of 
Hope 

Theme Cluster 

Facilitators of Hope 

Connection with Caretakers 

Circumstantial Modifiers 
of Hope 

The Rise and Fall of Hope 

Themes 

Listening to encouraging words 1.121, 1.134, 
1.135 
Support and relationship with husband 1.128, 
1.149, 1.150, 1.151, 1.161, 1.162, 1.163, 
1.164, 1.165, 1.169, 2.120, 3.34 
Recovery as revitalizing 1.132, 1.133, 
1.136, 1.147 
Support from friends and family 1.155, 
1.158, 1.159, 2.46, 2.73, 2.77, 3.41 
Stories from others influence perspectives 
2.55, 2.56, 2.57, 2.66, 3.29, 3.47 
Hope in medical technology 2.21, 2.37 

Faith in physicians 2.2, 2.3, 2.21, 2.127, 
3.10 
Comfort from physicians 3.14 
Faith from nurses centered and caring 
presence 2.23, 2.24, 2.25, 2.126, 2.128 
Trusting in others 2.9, 2.19, 2.20, 2.21, 2.26 

Hope changes from hope for the future to 
hope for the moment when child doing poorly 
2.39, 2.41, 2.64, 2.70 

Sometimes hope stores depleted 1.51, 2.35, 
2.71, 2.74, 2.75, 2.77, 2.78, 2.101 
Hope vacillates 2.14, 2.17, 2.22, 2.28, 
2.69, 2.70 
Renewal of hope when child recovers 2.48 
Seeing child renews sense of hope 1.179, 
2.63, 2.76, 2.116, 2.119, 2.122 
Holding child renews sense of hope 2.67, 2.68 

~ 
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THEME CATEGORIES, THEME CLUSTERS, AND THEMES, Continued .... 

Theme Category 

Taking in and Sifting 
Through: Moving Toward 
Acceptance 

Theme Cluster 

Accepting the Reality 

Working Through It 

Themes 

Having to face reality 1.80, 1.102, 1.113, 

1.130 
Facing reality and accepting it 1.186, 1.189 

Adjusting to child's illness 1.137, 1.180 
Sorting through information 1.6, 1.10, 1.12, 

1.28, 1.43, 1.100, 1.105, 1.124, 3.23, 3.24 
Confirmation that positive outcome is 
possible 1.56, 1.57, 1.58, 1.103, 1.104, 3.28 

~ 
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