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ABSTRACT 

Blood and marrow transplantation (BMT) has become an increasingly acceptable 

treatment for children with life threatening malignant diseases. Survival rates for transplant 

recipients vary from 23% to 63%. Children with complications from BMT, typically die in the 

hospital after a prolonged stay. The parental decision to allow a child to die a natural death is 

typically made in an aura of emotional duress and bewilderment at the complexity and volume of 

new information that must be assimilated.  

The purpose of this study was to describe the process of parental decision making for Do 

Not Resuscitate (DNR) or to withdraw life support in pediatric BMT.  

The framework for this study was developed from the author’s epistemology that blends 

neo-modernism (recognition of individual uniqueness yet acknowledgment that certain 

underlying universal principals exist) with the idea that the nature of all things may be viewed as 

an ongoing, self-constructing process.  

Grounded theory methodology was used. The sample (determined through theoretical 

sampling) consisted of seven parents of children who died following BMT and for whom the 

parent made an end-of-life decision. Data was analyzed using constant comparative analysis, a 

method that combines both substantive and theoretical coding of data with a qualitative style of 

theory development. 

The realization of parental knowing was the process that parents used to navigate the 

human problem of having to make the end-of-life decision for their children who were dying 

following blood and marrow transplantation. This process consisted of four categories: 
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Developing Trust, Committed to Seeing It Through, Facing My Worst Fear, and Acceptance of 

Self.  

The knowledge gained from this study will inform nurses who care for children who are 

dying following pediatric BMT. Strategies may be developed that will assist nurses to support 

the development of parental trust, to help sustain the commitment of parents as they move 

through the BMT treatment journey, and to assist parents as they face their worst fear. As a 

result, parents should be better able to achieve an acceptance for themselves that will facilitate a 

more satisfying experience of the ever changing process occurring in their own lives. 
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CHAPTER ONE: STATEMENT OF THE PROBLEM 

Introduction 

Blood and marrow transplantation (BMT) is an aggressive medical treatment associated 

with high morbidity and mortality. Survival rates for BMT vary from 23-63% depending on the 

underlying diagnosis and type of transplant performed (Barrera, Pringle, Sumbler, & Saunders, 

2000; Drew, Goodenough, Maurice, Foreman, & Willis, 2005; Kolb, Gidwani, & Grupp, 2006; 

Pasquini & Wang, 2009). Despite these statistics, BMT may represent the most viable treatment 

option for children with certain types of life threatening cancers, bone marrow failure, metabolic 

disorders, or immunodeficiency syndromes. Many children receiving BMT have already endured 

lengthy, aggressive treatment only to suffer relapse of disease or experience failure of more 

conventional treatment. Throughout an often prolonged course of disease, parents of these 

children are forced to make numerous treatment decisions, with the intent and hope of saving the 

child’s life (Oppenheim, Valteau-Couanet, Vasselon, & Hartmann, 2002; Stevens & Pletsch, 

2002). When curative efforts fail, parents are suddenly faced with decisions that focus on end-of-

life treatment and care for their child who is dying. The focus of this study is parental end-of-life 

decision making for children dying following BMT. 

Authors who have addressed parental end-of-life decision making for children have 

focused on: parental priorities for end-of-life care; the meaning of end-of-life decision making 

for parents; the challenge of decision making involving palliative treatment utilizing potentially 

toxic medications as opposed to supportive care alone; and the degree and type of control parents 

express throughout the decision making process (Hinds et al., 2001; Hinds et al., 2000; Meyer, 

Burns, Griffith, & Truog, 2002; Pyke-Grimm, Degner, Small, & Mueller, 1999; Sharman, Meert, 
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& Sarnaik, 2005; Tomlinson et al., 2006). In this study, parental end-of-life decision making is 

defined as the parental decision to agree to a do not resuscitate (DNR) order, or withdraw life-

sustaining therapy for their child thus allowing the terminally ill child to die a natural death. 

Parents have consistently reported that end-of-life decisions are the most difficult they 

have faced on behalf of a seriously ill child (Hinds et al., 1997; Hinds, Schum, Baker, & Wolfe, 

2005) and, in retrospect, express regret, doubt, and/or second guessing over the decision (Drew 

et al., 2005; Meyer et al., 2002). BMT is recognized as a particularly aggressive treatment that is 

delivered in an environment of semi-isolation (Oppenheim et al., 2002). Children who die 

following BMT usually die in the hospital after a prolonged stay, punctuated by numerous 

treatments and procedures (Hinds, Schum et al., 2005). Often the transition from aggressive, 

curative care to care that is palliative in nature is abrupt (Meyer et al., 2002).  

Parental decision making at all stages of a child’s treatment is influenced by the 

knowledge, beliefs, and values of the parents (Hinds, Drew et al., 2005) and is clearly not a 

linear process (Meyer et al., 2002). According to Meert et al., (2000) the process of end-of-life 

decision making for parents is a “unique and often devastating experience” (p.183). The parental 

decision to forego or withdraw life support for a child dying following BMT is the ultimate final 

decision and may occur from mere hours or even minutes to several days prior to the child’s 

death. The purpose of this study is to describe the process of parental decision-making for DNR 

or to withdraw life support in pediatric BMT. 

Background and Significance 

Blood and marrow transplantation (BMT) is the recommended treatment for children 

with cancer or other life-threatening disorders who are unlikely to be cured by, or have already 
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failed conventional treatments. Failure of conventional treatment in pediatric cancer involves 

relapse of the underlying disease either shortly after the completion of a prescribed course of 

chemotherapy or, occasionally, during the course of treatment itself. For children suffering from 

metabolic disorders or immunodeficiency syndromes, conventional treatment is generally aimed 

at supporting the dysfunctional body system until the child is physically able to withstand the 

rigors of BMT treatment (Bryant, 2005).  No matter the underlying diagnosis, the purpose of 

BMT treatment is to establish an effectively functioning hematopoietic system in these children.  

The preparative regimen, known as conditioning, for children undergoing BMT is 

rigorous and consists of multiple days of high dose chemotherapy administration, occasionally 

accompanied by total body irradiation (TBI). The purpose of the high dose chemotherapy, with 

or without TBI, is to totally ablate (clear) the child’s bone marrow. Total ablation is necessary to 

ready the bone marrow to receive the transplanted cells while suppression of the immune system 

is necessary in order for the child’s body to accept the transplant itself (Bryant, 2005; Wagner & 

Thacker, 2010). For children with an underlying cancer diagnosis, this intensive preparative 

regimen is also intended to destroy any remaining cancer cells in the child’s body. 

Following the preparative regimen, the child receives the transplant cells in much the 

same manner as a regular blood transfusion. Transplant cells may be harvested directly from the 

donor’s bone marrow; may be withdrawn from the donor’s peripheral blood stem cells; or may 

be obtained from stem cells in donor cord blood. The transplant cells are administered to the 

child through a central intravenous line that has been inserted prior to the start of the preparative 

regimen. In children, central venous lines are usually inserted in the operating room and may be 

peripheral (peripherally inserted central catheter) or tunneled in the chest wall (Hickman 
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catheter; pheresis catheter; implanted port a cath). All central lines are positioned to end in the 

superior vena cava. As a result, all medications, blood products, as well as transplant cells 

administered through the central line are delivered to the child’s body just outside of the right 

atrium of the heart thus increasing the already high physical acuity status of the child before, 

during, and after the actual process of transplant itself (Bryant, 2005; Wagner & Thacker, 2010).  

By a mechanism that is not clearly understood the transplant cells infused through the 

central line migrate to the child’s bone marrow and proceed to “take hold” or engraft. Once 

engraftment occurs, the child’s bone marrow starts producing normal hematopoietic cells 

(Wagner & Thacker, 2010). The period of engraftment may take from as little as ten days up to 

as long as five weeks. During this time, the child is profoundly immune-suppressed and is at risk 

for contracting a fatal infection e.g., bacterial, fungal, or viral. Because of the high risk nature of 

the BMT process, children are typically cared for in an inpatient hospital setting especially 

designed to provide the specialized supportive and protective care that is required. Inpatient 

BMT units are typically closed to outsiders, with individual patient rooms that have special 

filtering systems (HEPA filters) and positive-air pressure seals in place to reduce the risk of 

infection (Wagner & Thacker, 2010). Family members of the child receiving transplant are 

allowed to visit only if they are healthy.  Non-family visitors are discouraged and other 

restrictions e.g., no live plants or flowers are strictly enforced. Children who have received a 

BMT are not allowed to leave the inpatient unit setting during the time they are hospitalized 

unless it is to complete a diagnostic exam e.g., chest xray or magnetic resonance imaging (MRI) 

scan. In an effort to counter balance the sense of isolation, these children are encouraged to walk 
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on the unit, but must wear protective gowns and a mask any time they leave the filtered 

environment that is their hospital room.  

Once engraftment occurs the child remains at high risk for many months as the 

hematopoietic system gradually resumes normal functioning. During this time, the risk of 

contracting an infection that could be fatal or cause the child to lose their graft continues to exist 

(Wagner & Thacker, 2010). Loss of the graft means that the transplanted cells have been 

destroyed and the child’s bone marrow is essentially empty with no cells present to produce 

normal hematopoietic cells that are necessary to sustain life. The only treatment available for 

loss of the graft is another BMT.   

Making treatment decisions is one of the most challenging and daunting roles parents of 

children with a life threatening illness will face. During BMT, decisions typically are made in an 

aura of emotional duress, bewilderment at the complexity and volume of new information, and, 

initially, underlying uncertainty about the child’s future (Stewart, Pyke-Grimm, & Kelly, 2005). 

Sharman, Meert, and Sarnaik (2005) found that parents relied heavily on data and facts about 

their child’s condition when making the decision to limit or withdraw life support, and that those 

parents sought information from numerous sources, including nursing staff. Hinds et al. (2001) 

noted that end-of-life decisions, once the sole domain of the physician, are likely to include 

patients, their families and members of the healthcare team other than the physician.  

A study of 56 parents of children who died after withdrawal of life support found that 

nurses working in pediatric intensive care units (PICU), although previously not known to the 

family, were quickly drawn by families into an inner circle of support (Meyer et al., 2002). 

Parents are known to rely heavily on the nursing staff, viewed as compassionate and skillful 
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strangers caring for the child, as one of several sources of information for decision making. 

Nurses may find themselves inextricably involved with the lives of families in distress who are 

struggling to make important treatment decisions. 

According to Meert et al., (2000) the process of end-of-life decision making for parents is 

a “unique and often devastating experience” (p.183). The ability to reliably and validly describe 

the process of parental end-of-life decision making in pediatric BMT will assist nurses caring for 

these children to provide counseling, education, and support to promote the well being of 

children during the process leading to the end-of-life, as well as the well being of their families 

after the end-of-life. Nurses caring for these children and their families will have a framework 

for strategies that, when implemented, will serve to mitigate some of the risk factors surrounding 

the decision making process in this unique situation. Studies of these issues will assist nurses to 

become better prepared to identify breakdowns in the decision making process, to develop 

interventions to assist parents to move forward, and help parents to more fully participate in the 

process itself. 

Philosophical Perspective 

My worldview has been influenced by my study of Alfred North Whitehead’s process 

philosophy, Watson’s Theory of Human Caring and its focus on a return of metaphysics to 

nursing, and Polk’s (1997) Theory of Resilience. Using Newman’s framework (1993) of 

worldviews in nursing, I would describe my worldview as primarily unitary-transformative with 

some aspects of integrative-interactive.  It is my belief that the personal experience and history of 

each individual is a critical element of every life event and impacts all future events. The human-

environment interaction is a process such that both co-exist yet change simultaneously (Lowe, 
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1990; Newman, 1993).  Human response to any given situation is dynamic, fluid, and likely 

unpredictable (Lowe, 1990). It is difficult to predict an individual’s response because the ability 

to “know” that individual’s life experience may be limited.  Knowledge will be dependent upon 

the context of the interaction and may or may not be relative to the interaction itself. 

This view is consistent with a personal perspective grounded in the idea that an 

individual’s environment is comprised of something more than physical surroundings. Alfred 

North Whitehead, generally recognized for his formulation and refinement of process 

philosophy, suggested that every real-life object could be thought of as a series of events and 

processes. In Process and Reality (1929/1978), Whitehead proposes that process, as opposed to 

substance, should be considered the pre-eminent metaphysical component of the world. The 

nature of all things may be viewed as an ongoing, self-constructing process. Whitehead believed 

that if philosophy was to be successful it had to explain the connection between the objective, 

subjective and logical descriptions of the world and the everyday experiences of individuals 

(Alfred North Whitehead, 2006). Whitehead introduced a new metaphysical notion called actual 

occasion. Actual occasion involves the unification of all data contributing to the occasion into a 

new perspective.  This new perspective will be guided, to some extent, by the aim of the 

occasion. The actual occasion is not a final experience but part of each individual’s process of 

becoming and that process is never ending (Lowe, 1990). 

For Whitehead, environment is defined as the totality of the individual’s physical 

surroundings plus person to person interaction. As a consequence, environment is a process that 

is ongoing, evolving and ever changing. Change is the critical component of the process, and it is 

not always predictable, nor is it reversible. According to Whitehead, people are in flux, 
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constantly changing as an ongoing process of reality.  Incorporation of Whitehead’s ideas clearly 

supports the importance of research focusing on the individual’s beliefs, perceptions and 

attitudes as integral to the ongoing development of knowledge in nursing. Research efforts aimed 

at the understanding of process as it unfolds will lead to deeper appreciation of the 

connectedness in everyday human experience, particularly as it may help generate theoretical 

explanations for the spiritual experiences of parents facing end-of-life treatment decisions. 

Watson (1999) notes that “when a discipline’s primary subject matter is tied to humans, 

life, death, and such abstract notions as health and illness and human care processes, it is 

impossible to limit ideas strictly to empirical sciences, and the physical-materialistic view of 

life” (p. 44). For Watson, an incorporation of metaphysics into the fabric that is the profession of 

nursing is imperative if nursing is to move beyond the positivistic umbrella that is Western 

medicine. The theory of human caring has many characteristics of an interactive-integrative 

world view, as described by Newman (1993). Objectivity and subjectivity are not only desirable 

but required in the context of the human-to-human caring moment and personal experience of 

that interaction.  The caring moment is the defining event and, by the very nature of its 

description, contemplates some form of interaction between the parties involved. Watson’s 

caring moment, which draws on process philosophy, is described as “involving an action and 

choice both by the nurse and the individual. The moment of coming together in a caring occasion 

presents the two persons with the opportunity to decide how to be in the relationship – what to do 

with the moment” (Watson, 1999, p. 59). 

For Watson (1999), transpersonal care is a human-to-human relationship that is inter-

subjective in nature and one in which the nurse affects and is affected by the other person in the 
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interaction. Both parties are fully present in the moment and feel a union with the other person. 

In so doing, they share a phenomenal field that becomes part of the life history of each person. 

Integration is evidenced by a focus on the individual in multiple realms: physical, social, ethical 

and moral. The participant does not limit themselves to the more narrow focus of observable 

human behavior and/or physiology alone. Health is the harmony that occurs when there is unity 

of mind, body and soul. It is reflective of the degree of congruence between the self as perceived 

and the self as experienced. 

Also influenced by resilience theory, it is believed that parental actions and behaviors 

may be described as a process (Polk, 1997). In this perspective, process is the result of a 

synergistic experience of human spirit, body, and mind (Richardson, 2002). Energy is derived 

from within the human spirit but is impacted by external factors e.g., social, spiritual, and/or 

ecological sources of individual strength. Polk (1997) felt that nursing, as a profession, is 

concerned with the individual that is engaged in a process that helps them to overcome or move 

through adversity. At the same time, nurses are also concerned with their own contributions to 

that individual process.  

Conceptual Framework 

A conceptual framework or model refers to a set of “global ideas about the individuals, 

groups, situations, and events of interest to a science” (Fawcett, 1980, p. 88). These ideas or 

phenomena may be articulated as concepts and can be either concrete or abstract in nature. The 

concepts described in the proposed framework are highly abstract in nature and, as such do not 

lend themselves to empirical testing. The relationships between these concepts are assumptions 

that describe how the concepts may be integrated into a meaningful configuration. Fawcett 
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(1980) describes conceptual models as evolving from the researcher’s intuitive insights that are 

framed within the structure of a related discipline. The benefit of the conceptual model comes 

from the organization that it provides for thinking.  The path to model development “requires 

imagination, knowledge of the subject matter, and logical thinking” (Fawcett, 1980, p. 89). 

Walker and Avant (2005) suggest three approaches to theory building: synthesis, 

derivation, and analysis. Synthesis refers to information that is based in observation and is then 

used to develop a new concept. The ability of the researcher to extract or pull together a concept 

from a body of data or from personal experiential knowledge is the basis for the use of synthesis 

in concept development. Derivation relates to the ideas of metaphor and/or analogy, and allows a 

concept to be redefined, transposed, or otherwise adapted from one field of study to another. 

Analysis is a process that assists in the dissection of a concept from its whole into component 

parts so that the meaning of the concept can be better understood. The purpose of analysis is to 

refine and/or clarify the meaning of the identified concept (Walker & Avant, 2005).  

Literature that addresses specific concepts important to parental end-of-life decision 

making is limited. The preponderance of relevant literature addressing concepts important to 

end-of-life decision making is focused on adult patients who are dying and the caregivers of 

those patients. Therefore the processes of synthesis, derivation, and analysis presented by Walker 

and Avant (2005), were incorporated with researcher experiential knowledge to identify, 

describe, and suggest the concepts and relationships that are presented. The framework will serve 

to guide the initial focus and questions in the study and in no way constrains or limits new 

categories and their organization that may emerge through the research process. 
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The concepts described as potentially important to the process of parental end-of-life 

decision making include: (1) hope; (2) spiritual perspective; (3) sense of knowing; (4) parental 

cultural background; (4) information sharing; (5) parental bio-behavioral responses; and (6) 

transitioning (Badger, 2005; Davies, Reimer, & Martens, 1990; Goldberg, 1998; Herth, 1993; 

Hinds et al., 1997; Hinds et al., 2001; Kylma & Vehvilaninen-Julkunen, 1997; London & 

Lundstedt, 2006; Meyer et al., 2002; Sharman et al., 2005; Tejada-Reyes, 2002; Tomlinson et al., 

2006; Truog, Meyer, & Burns, 2006; Waldrop, Kramer, Skretny, Milch, & Finn, 2005) (See 

Figure 1). 

 

FIGURE 1. Approach to the Study of Parental End-of-Life Decision Making in Pediatric BMT 

In this conceptual framework, the parental ability to move from an initial hope for the 

child’s cure, tempered with an awareness of the potential for the child’s terminality, to a point of 

end-of-life decision making, is influenced by internal and external phenomena. The parent’s 
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spiritual perspective, a parental sense of knowing, the cultural background of the parents, 

information sharing that occurs, along with the bio-behavioral response that parents experience 

throughout are all suggested to play a role in the end-of-life decision making process.  

In the pediatric BMT setting, the process of parental end-of-life decision making is a 

journey with many twists and turns. As families struggle with reality, decision making often 

occurs in phases that are neither chronologically discrete nor linear (Davies et al., 1990; Waldrop 

et al., 2005). It is surmised that in order for parents to make the end-of-life decision for DNR or 

withdrawal of life support, a point of transitioning in the process of decision making will occur. 

Transitioning itself is somewhat fluid in nature, thus supporting the proposition that parental end-

of-life decision making is a non-linear process. The proposed conceptual framework is consistent 

with Fawcett’s (1980) view that conceptual models, or frameworks, may “outline the 

environmental forces or stressors acting on a person to create adaptive change, as well as the 

resources available to help the person maintain equilibrium  while coping with these stressors” 

(p. 88).  

Hope 

There are numerous definitions of hope, yet there are two distinct schools of thought 

regarding the source of hope. One describes hope as purely cognitive in nature, while the other 

suggests a belief in something or someone perceived to be greater than the individual (Chang, 

1998; Herth, 1990a, 1993; Horton & Wallander, 2001; Saleh & Brockopp, 2001). Experiential 

knowledge developed during my work with families whose child has received BMT causes me to 

side with the school that supports a belief in a power greater than the individual as a foundation 

for hope to exist. In the proposed framework, hope is defined as a multidimensional, dynamic 
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process that provides support to people in times of life threatening events, and offers meaning, 

direction, and a basis for the purposeful pursuit of identified goals.   

As a concept, hope appears most frequently in descriptive, correlative studies of 

terminally ill adults and caregivers of those adults (Herth, 1993; Kylma & Vehvilaninen-

Julkunen, 1997). Ill adults commonly verbalize hope as a key component that helps them live 

each day. The intensity of hope does not appear to be derived from the perceived attainability of 

the goal; yet despair is believed to play a significant role in reformulating hope pathways and 

revising goals (Morse & Doberneck, 1995). For adult caregivers, the level of hope expressed is 

related to care-recipient diagnosis, the level of caregiver fatigue coupled with overall caregiver 

health status, and the number of concurrent losses the caregiver has experienced (Herth, 1990a, 

1993). 

There is a paucity of literature involving parental end-of-life decision making that 

addresses the concept of hope. Authors have described hope primarily in terms of hope for the 

future (i.e., as in a good outcome), identifying a strong link with parental spirituality and 

connectedness between parent and child (Meyer et al., 2002; Sharman et al., 2005; Tomlinson et 

al., 2006; Truog et al., 2006). Parents start the treatment process with hope for cure that is 

tempered somewhat by an awareness, however slight, of the potential for the child’s terminality 

(Hinds et al., 1996).  Hope for cure, however, is tested as parents develop recognition of their 

child’s terminality. It is anticipated that hope for a desired outcome is transformed during the 

process of parental transitioning and that the experience of hope becomes a means to provide 

comfort to parents during this time, thus facilitating end-of-life decision making.  
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Spiritual Perspective 

Spiritual perspective is based in the search for purpose and meaning in life and is very 

often grounded in a religious belief, or at a minimum, in some greater power or person (Kruse, 

Ruder, & Martin, 2007; Tanyi, 2002; Teixeira, 2008). It is an influence on individual values and 

behavior. In the proposed framework, this concept is defined as parental awareness of their own 

values and feelings of connectedness with something or someone greater than themselves in such 

a way as to feel empowered in difficult situations. Spiritual perspective reflects those influences 

on parental beliefs (including beliefs regarding death), values, and behavior that may or may not 

have a basis in observable reality. While these beliefs may be grounded in religion, the ability of 

parents to verbalize a strong religious foundation for their spiritual perspective on life is not 

necessarily a primary pre-requisite. Parental spiritual perspective is expected to play a key role in 

the ability of most parents to engage in decision making, from hope for cure to recognition of the 

child’s terminality, as a result of transitioning, to the end-of-life decision. 

In literature on parental end-of-life decision making, parents are described as receiving 

help from God and family; having a sense of connectedness to their child; and having personal 

religious/spiritual beliefs (Hinds et al., 2000; Kirschbaum, 1996; London & Lundstedt, 2006; 

Meyer et al., 2002; Sharman et al., 2005). The connectedness between parent and child is felt as 

a spiritual connection and is identified by parents as a strong support mechanism for end-of-life 

decision making (Tomlinson et al., 2006).  These parents do not verbalize a search for meaning 

in the death of the child, choosing instead to focus on the child’s quality of life as the primary 

parental spiritual driver (Meyer et al., 2002; Sharman et al., 2005).  
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Sense of Knowing 

Sense of knowing in this study is defined as a belief that is based on the presumed wishes 

of another person, and is a concept described from my personal experience caring for numerous 

families whose child has died following BMT. Sense of knowing has roots in the concepts of 

discernment, connectedness, and perception. Discernment is described as the presumption that 

the parent is able to separate the child’s best interests from their own thus using a benefit/burden 

analysis as the basis for decision making (Carnevale, 2007). Connectedness between parent and 

child is described in pediatric literature as a critical construct that assists parents in decision 

making (London & Lundstedt, 2006; Meyer et al., 2002; Sharman et al., 2005; Tomlinson et al., 

2006). The emphasis is on parents deciding what is best for the child, doing whatever is 

necessary to limit the child’s suffering, thus improving the child’s quality of life.  Kirschbaum 

(1996) describes the way the child looks or behaves as another important component in parental 

decision making. 

Sense of knowing is generally described by parents in situations where their child is 

unable or too young to clearly articulate a preference relative to end-of-life treatment. The 

concept contemplates a wordless link between parent and child, possibly cued by the child’s 

physical condition, as end of life approaches. The belief that parents “know” what their child 

would want, regardless of the age of the child, appears to be a powerful force that facilitates 

parents making the end-of-life decision. 

Cultural Background 

Based in anthropology, culture is generally viewed as a broad yet comprehensive means 

to explain, know, and/or predict the lifeways of people over time (Leininger & McFarland, 
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2006). The concept of culture is considered to encompass the learned, shared, and transmitted 

beliefs, norms, and values of a group of people that serves as a guide to individual and/or group 

thinking and decision making (Andrews & Boyle, 2003; Leininger & McFarland, 2006). Cultural 

background is defined as those particular beliefs, values, and patterns of behavior that are unique 

to a certain group of people and are not commonly shared with others from different cultures. 

The influence of culture on parents may be found in the family roles of parents, the 

structure and dynamics of the family, family communication patterns, and general decision 

making practices (Andrews & Boyle, 2003). Families are thought to be the individual’s most 

important social unit and, as a result, provide the context in which illness and decisions regarding 

treatment occur. Both culture and religious beliefs are felt to influence whether or not parents 

will consent to medical treatment that is recommended for their child (Linnard-Palmer & Kools, 

2005). Culture may impact parents in ways they do not understand, therefore it is not likely that 

parents will want to act contrary to their inherent belief system particularly during the process of 

end-of-life decision making 

Information Sharing 

Information sharing is defined as input from the healthcare team that is intended to be 

clear, concise, factual, knowledge based, and consistent.  Parents are known to rely heavily on 

facts and data regarding their child’s condition when confronted with situations requiring 

decision making (Hinds et al., 1997; Hinds et al., 2001; Hinds et al., 2000; London & Lundstedt, 

2006; Meert, Thurston, & Sarnaik, 2000; Meyer et al., 2002; Sharman et al., 2005; Tomlinson et 

al., 2006). Without adequate information, parents have greater difficulty arriving at the point of 

transitioning that is necessary as a precursor to end-of-life decision making. Mack et al., (2006) 
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note “parents have the capacity to hope for a cure while simultaneously preparing for the 

possibility of death, but they need information to do so” (p. 5269). Meyer et al., (2002) found 

that parents who described feeling well informed about their child’s condition, treatment options, 

chance for survival, and the pros/cons of continuing treatment reported a greater sense of 

confidence regarding end-of-life decision making. 

The sharing of information occurs throughout the entire process of parental end-of-life 

decision making. Without information, parents would have difficulty moving through the 

process, undergoing transition, and arriving at the end-of-life decision. However, challenges for 

the health care team exist on many levels as parents may only be able to absorb and integrate 

small pieces of information at any given time; may understand information in a different way 

than that intended; may ask the same questions repeatedly in the effort to assimilate the 

information; and may purposefully or inadvertently pit one team member against another while 

struggling to make sense of the child’s situation. Further complicating the process may be 

information that is shared amongst the parents of other children receiving treatment on the BMT 

unit itself; information parents obtain from the internet and other outside sources; and the 

possibility that the healthcare team itself could, unintentionally, express conflicting information. 

Parental Bio-Behavioral Responses 

A bio-behavioral response can be described as a human response experienced by the 

parent in the process of caring for a child who is dying following BMT. Parental bio-behavioral 

parental responses (e.g., fear, anger, helplessness, guilt, and fatigue) are presumed to be inherent 

in the end-of-life decision making process (Davies et al., 1998; Drew et al., 2005; Oppenheim et 

al., 2002; Steele & Davies, 2006; Stevens & Pletsch, 2002). The potential influence of these 
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parental responses on the overall process of end-of-life decision making must not be 

underestimated. Drew et al. (2005) described the impact of pediatric BMT on parent 

psychological functioning, particularly when the child dies in the hospital setting. The fear that 

parents describe at simply having their child undergo BMT was significantly exacerbated by the 

physical isolation of the inpatient BMT setting. Parental fear, coupled with the isolation of the 

BMT setting, may create an obstacle to parental emotional expressivity, thus impacting the 

ability of parents to engage fully in the end-of-life decision making process. 

Guilt is closely tied to parental fear (Drew et al., 2005). Parents may be afraid to express 

their true feelings for fear of seeming to be unhopeful. Yet they may feel guilt, as though the 

child would believe that the parent had given up on them. Feelings of guilt also emerge when the 

natural parental role of child protector is put to issue in the BMT setting, as parents frequently 

must decide on treatments/interventions that often cause pain and discomfort to their child 

(Davies et al., 1998).   

The inability to change the child’s circumstance i.e., contribute to a cure, may lead to 

great parental distress, often expressed as anger (Oppenheim et al., 2002). In addition to fear of 

the child’s death and having to face the child’s suffering, parents describe feeling angry that they 

had no choice about BMT and that the environmental constraints of being on the BMT unit are 

significant (Oppenheim et al., 2002; Stevens & Pletsch, 2002). The BMT unit is viewed as a 

closed world, where the emphasis is on protecting the immune-compromised child from the risks 

of infection. In this world the patients/parents are physically restricted from extensive contact 

with the environment outside the doors of the unit. Parents and their child often spend weeks or 

months together in this controlled environment. The physical and social isolation parents 
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experience coupled with anger, fear, feelings of helplessness and guilt, create a difficult situation 

for all involved in the end-of-life decision making process. 

In the pediatric BMT setting, the impact of fatigue on parents may include mental and 

physical exhaustion manifested as physical weariness, slowed speed of information processing, 

impaired cognitive functioning, and depression (Steele & Davies, 2006). Parents are known to 

employ a method of going into slow motion as a strategy for dealing with the effects of fatigue. 

Slow motion, as a cognitive strategy, is actually a form of attentional impairment that diminishes 

the ability of parents to learn new things or to process new information(Steele & Davies, 2006). 

Hinds et al. (2001) noted that end-of-life decision making, once the sole domain of the physician, 

now includes patients, their families, and members of the healthcare team other than the 

physician. While slow motion may be a protective mechanism for parents, the end result is often 

an impaired ability to acquire new information thus impacting the ability of parents to fully 

participate in the process of end-of-life decision making for their terminally ill child. 

The parental bio-behavioral responses identified by this framework may exist singly or in 

combination throughout the entire process of end-of-life decision making. The degree to which 

these responses influence the process of end-of-life decision making in pediatric BMT is yet to 

be fully described, yet they are likely an important element in the process of end-of-life decision 

making in this setting. 

Transitioning 

Transitioning has been described as a change, a learning process, and the actual 

movement of caregivers through various stages of caregiving. In this framework, transitioning is 

defined as a non-linear process initiated at some point in treatment decision making when parents 
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begin to develop recognition of the child’s terminality. During transitioning, the parental focus in 

decision making changes, with greater emphasis placed on the child’s comfort as the end of life 

approaches. It is expected that transitioning must occur for parents to make the end-of-life 

decision. 

Literature on transition commonly describes the concept as some sort of change on the 

part of an adult individual or family caregivers (Badger, 2005; Davies et al., 1990; Stuart, 2003; 

Waldrop et al., 2005). Davies et al. (1990) describe transition as a change that necessitates 

abandonment of a set of assumptions. This abandonment is coupled with the development of a 

new set of assumptions that then helps the individual to cope with alterations in their life. For 

Badger (2005), transition is viewed as a change in medical treatment for the patient from a 

curative focus to a comfort care mode. Waldrop et al., (2005) note that transition is a process of 

movement for caregivers of patients with terminal illness, involving movement from one stage of 

caregiving to another as the patient’s medical condition changes.  

The literature describing pediatric end-of-life decision making does not specifically 

describe transitioning as a concept in the decision making process. Parents agree to BMT for 

their child with a sense of hope that this medical treatment will provide a cure, yet an awareness 

(not necessarily articulated) that there are really no other viable options if their child is to survive 

(Stevens & Pletsch, 2002). At some point, however, parental hope for cure may wane as a 

deepening awareness and recognition of the child’s terminality begins to take hold based on the 

apparent futility of treatment.  

Experiential knowledge leads me to believe that parental transitioning is a fluid process 

that begins at some point prior to the actual external recognition of the child’s terminality. As 
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parents near the point of verbalizing recognition of terminality, the ability to make the end-of-life 

decision becomes more plausible than at any other point in the process. Of necessity, parental 

transitioning is not instantaneous, although it may occur within minutes to hours before the 

child’s death, nor is it linear, notwithstanding the possibility of an external appearance of 

parental movement from point A to point B without deviation (Davies et al., 1990; Waldrop et 

al., 2005). 

Research Questions 

Grounded theory will be used to study the process of parental end-of-life decision making 

in pediatric BMT. The research question in a grounded theory study is not a question per se, but 

is a statement that identifies the phenomenon to be studied (Strauss & Corbin, 1990). The 

statement of purpose for my proposed study is: to describe the process of parental decision-

making for DNR or to withdraw life support in pediatric BMT. 

In grounded theory the comparison of differences and similarities among groups 

generates new categories and relations among categories that are fairly generalized (Strauss & 

Corbin, 1990). These comparisons actually become hypotheses that have the initial status of 

being suggested, but not tested, descriptions of relations among the categories and their 

properties. It is anticipated that the following questions, derived from the conceptual framework, 

will emerge from the ongoing process of data analysis in this study. As a result, these questions 

may then guide the further collection and analysis of data. 

The research questions are: 

1. How do parental knowledge, beliefs, and values influence end-of-life decision 

making in the pediatric BMT setting? 
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2. What factors (such as personal, socio-cultural, bio-behavioral, and interactions with 

health care providers) facilitate parental end-of-life decision making in the pediatric 

BMT setting? 

3. What factors (such as personal, socio-cultural, bio-behavioral, and interactions with 

health care providers) inhibit parental end-of-life decision making in the pediatric 

BMT setting? 

4. What theoretical framework of the relationships among the factors describes the 

process of parental end-of-life decision-making in the pediatric BMT setting? 
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CHAPTER TWO: REVIEW OF LITERATURE 

The search strategy for this study involved a review of Ovid, CINAHL, EBSCO, 

Medline, PsychInfo, and various sociology and theology databases. Key words included in the 

search were: pediatric cancer, parental grief, pediatric bone marrow transplantation, end-of-life 

decision making, parental decision making, culture and end-of-life decision making, 

transcendence, acceptance, equanimity, hope, and transitioning. 

Parental Knowledge, Beliefs, and Values Used in End-of-Life Decision Making 

Literature about parental decision making for very ill children reflects diverse theoretical 

perspectives. There is general consensus that families rely on something in addition to facts and 

data about their child’s physical condition to make decisions about end-of-life care (Davies et al., 

1998; Hinds et al., 2009; Kirschbaum, 1996; Kodadek & Feeg, 2002; Meyer et al., 2002; 

Sharman et al., 2005). In a study of 14 parents of 10 children in a PICU, parents indicated that 

they relied on past experiences and personal observations, such as assessing the amount of pain 

and suffering their child was experiencing when making the decision to limit or withdraw life 

support from that child (Sharman et al., 2005). Parents were also influenced by what they 

perceived to be the child’s understanding of the illness and desire to live. An overwhelming 

desire to do what was best for the child and receiving help from other family members and God 

when making their decision were also reported as being significant in the decision making 

process (Sharman et al., 2005). 

Meyer et al. (2002) studied 56 parents of children who had died after the withdrawal of 

life support and found that 71% had little to no previous involvement in decision making about 

medical treatment for a seriously ill member of the family. Forty-five percent of these parents 



 

 

 

 

36 

indicated that they had considered the possibility of withdrawing support before having any 

discussion of this option with a staff member. Nearly 31% of the parents indicated that 

religious/spiritual beliefs played a part in their decision and 53.8% felt that they were doing what 

their child would have wanted. Despite indicating that they felt well informed about their child’s 

condition and treatment options (79%) that they understood the overall chance for survival for 

their child (71%) and were comfortable that they understood the pros and cons of discontinuing 

life support (67%), nearly 25% of the participants reported that they would have made decisions 

differently relative to their child’s care throughout the course of hospitalization. Whether these 

parents would have changed their mind completely regarding the decision to withdraw life 

support was not totally clear to the authors. 

The use of vignettes to study parental end-of-life decision making was used by Kodadek 

and Feeg (2002). In this study, 94 novice nursing students were enlisted to serve as simulated 

proxy decision makers for a dying loved one (an infant, a spouse, or an elder parent). Six key 

concepts of end-of-life decision making were identified: (1) patient’s chance of survival; (2) pain 

and comfort of the patient; (3) family relationships; (4) patient’s quality of life; (5) religiosity; 

and (6) cost of treatment. Realizing that the process of end-of-life decision making may not 

derive from a logical sequence of steps, the authors felt that individuals could attempt to 

postpone decision making by prolonging treatment in an effort to avoid facing the patient’s 

inevitable demise. In the situation of parental end-of-life decision making, the process becomes 

even more complex because the loved one is a child (Kodadek & Feeg, 2002). 

Kirschbaum (1996) identified two themes describing the meaning that parents give to the 

decision to withdraw or forego life support for their critically ill child. The first theme was that 
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the essential meaning of the decision making process for parents was experienced through their 

own sense of self, their own being, and an ethic of responsibility to their child. Parent’s decisions 

were also found to reflect values relative to key themes of:  life, pain and suffering, quality of 

life, not self, respect for the person or their best interest, family, faith and nature, and technology. 

Davies, Deveau, deVeber, Howell, Martinson, Papadatou et al. (1998) found that the 

impact of caring for a dying child can be substantial on parents. In this study, mothers of children 

dying from cancer described feeling guilty because of their perceived role as child protector. The 

mother’s inability to alter the course of disease weighed heavily, with the happiness of the dying 

child verbalized by mothers as the most important consideration when making decisions 

regarding treatment. 

Hinds, Oakes, Hicks, Powell, Srivastava, Spunt et al. (2009), found that parents wanted to 

behave as they believed a “good parent” would when they were faced with choosing one of three 

possible non-curative treatment decisions for their children with incurable cancer. In this study 

involving 62 parents who made a non-curative treatment decisions for their children, behaving as 

a “good parent” would was found to positively affect parental comfort after decision making. 

Being a good parent was described as  making unselfish decisions that were well informed and 

having the courage to stay by their child (literally and figuratively) during difficult times (Hinds 

et al., 2009). Parents also felt it was important to serve as a role model for their children in terms 

of decision making and show the child that they were cherished. 

Drew, Goodenough, Maurice, Foreman, and Willis (2005) found in parents whose child 

had cancer that parental psychological functioning was poorer if the child had received BMT as a 

treatment, and was poorest overall if the child had also died in the hospital. Parents described the 
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isolation techniques required for BMT as particularly stressful thus potentially creating a barrier 

to effective parental emotional expressivity. “Parents may be reluctant to express how they feel 

for fear of seeming unhopeful or causing the child to give up the will to live” (p. 271). 

The importance of making wise decisions about treatment while accepting that the 

outcome is beyond their control was identified by parents as critical to coping with the reality of 

their child’s terminality (Hinds et al., 1996). These authors describe a process of “coming to 

terms” in which parents attempt to overcome shock and despair with the child’s diagnosis, 

engage in monitoring the child’s changing condition, deal with different and evolving 

realizations, while contemplating care-limiting decisions. The irony is that the process involves 

parents battling for their child’s life, even as they prepare themselves for the eventuality of their 

child’s death. 

Factors That Facilitate or Inhibit Parental Decision Making 

Numerous studies have sought to elicit parental opinions about factors that either 

facilitate or inhibit their end-of-life decision making for a critically ill child (Hinds et al., 1997; 

Hinds et al., 2001; Hinds et al., 2000; Hunt, Valdimarsdottir, Mucci, Kreicbergs, & Steineck, 

2006; London & Lundstedt, 2006; Meert et al., 2000; Monterosso & Kristjanson, 2008a; 

Tomlinson et al., 2006). Monterosso and Kristjanson (2008), in a study of 24 parents of children 

who died from cancer, found that some parents may use an indirect communication style when 

interacting with health care professionals. This form of communication was described as a 

“double bind” which enabled the parents to trade off knowledge that their child might die in 

favor of maintaining a façade of hope for the child’s recovery (p. 67). Parents described the 

therapeutic value of authentic and honest relationships between themselves and the professionals 
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as critical to the overall care for their dying child. Accordingly, it is important for physicians and 

other health care professionals to engage in direct communication with parents about the child’s 

overall condition. 

Hunt, Valdimarsdottir, Mucci, Kreicbergs, and Steineck (2006) used an anonymous 

questionnaire to survey 449 parents in Sweden who lost a child to cancer. One of the questions 

asked whether the parent ever thought that death would be best for their child with severe 

malignancy. Mothers in the study identified the child’s inability to communicate as a leading 

factor that caused them to believe that death would be best for their child while fathers were 

influenced more heavily by the length of time their child had endured the malignancy. The 

authors note that, “communication is a central mechanism through which women build, 

maintain, and strengthen ….relationships” (p. 574). As a result, the loss of communication 

between the mother and her child may contribute to maternal feelings that death would be best 

for the child. For fathers, the inability to help their ailing child and/or relieve the child’s suffering 

was particularly stressful. Despite this gender difference, in situations when the child suffered 

from unrelieved pain and the parent’s emotional awareness time [described as parental 

recognition through some emotional sense or feeling of the child’s potential demise] was at least 

24 hours prior to the child’s actual death, both parents expressed the thought that death would be 

best for their child.  

Tomlinson et al. (2006) found that parents were sensitive to the words that were used by 

the health care team caring for their child, in particular the phrase “end-of-life,” which was 

considered to be negative and overwhelming. Yet, parents report that being able to get 

information on their child’s health and status of disease, knowing that all curative options had 
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been tried, and feeling supported by the health care providers was critical to the ability to make 

decisions about end-of-life care for their child (Hinds et al., 2001; Hinds et al., 2000; Meert et 

al., 2000). Hinds et al. (1997) found that parents rated recommendations received from 

healthcare professionals as the most important factor in their decision making regarding end-of-

life care, particularly once they concluded that their child’s condition would not improve. 

Mack, Wolfe, Grier, Cleary, and Weeks (2006), in a study of 194 parents of children with 

cancer, found that the majority of parents wanted as much information about their child’s 

prognosis as possible and wanted that information expressed numerically, (e.g. a 5% chance of 

improvement with a certain type of treatment). Even though 36% of these parents found that 

information about prognosis was very upsetting, those same parents were more likely to want 

additional information than parents who reported being less upset with their child’s prognosis. 

Despite feeling distress with information regarding prognosis, parents discussed the importance 

that knowing their child’s prognosis played as a key factor facilitating treatment decision 

making. 

Parents have expressed wanting care providers in the BMT setting to be perfect, and that 

their own feelings of exhaustion serve to amplify their fears of treatment mistakes and doubts 

about the nursing staff (Oppenheim et al., 2002). The ability of the nursing staff to individualize 

care for their child is considered extremely important to parents faced with end-of-life decisions, 

despite self professed feelings of ambivalence regarding the nurses providing care (London & 

Lundstedt, 2006; Oppenheim et al., 2002). Keeping parents informed about the child’s condition, 

demonstrating consistency and compassion, and remaining attentive to the child’s and the 

parent’s needs are all factors that affect decision making. Indeed, the ability of parents to cope 
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with and participate in the process of end-of-life decision making is linked, to some extent, to 

their capacity to understand the information provided about their child’s overall condition 

(Oppenheim et al., 2002). 

Oppenheim et al. (2002) also found that parents of children who had received BMT were, 

at times, either incapable of thinking about their child’s situation, or simply refused to think 

about the situation. Parents reported being upset by what was about to happen next to their child, 

particularly when no further treatment was planned. Because of the enforced isolation of the 

BMT unit itself and the duration of isolation, parents view the BMT unit as a closed world. 

Parents may perceive the BMT unit as a dangerous place but also one that is a “safe haven” of 

medical protection for their ill child (p. 37). In this closed world parents of children receiving 

treatment spend weeks together exerting both a positive and negative influence on each other. 

Parental identity is defined by the circumstance of the child’s treatment. The parent’s sense of 

value as a parent is based in the belief that they are competent to care for their child and that they 

are able to preserve their family and social roles despite the isolation of the BMT unit.  

Influence of Cultural Background on Parental End-of-Life Decision Making 

There is limited information available regarding the influence of cultural background in 

the process of end-of-life decision making. Braun, Beyth, Ford, and McCullough (2008) used 

focus groups organized in a homogenous manner by race/ethnicity to describe the self-reported 

experiences of African-American, Caucasian, and Hispanic surrogates as decision makers for 

seriously ill adults. This study, involving 44 primarily female participants, sought to examine the 

relationship of race, culture, and ethnicity to the experience of end-of-life decision making. The 

authors found, however, that there were more experiential commonalities among the participants 
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than differences, despite having different racial and cultural backgrounds. All participants 

expressed feeling the heavy burden placed on them as medical decision maker, a lack of control 

about their own ability to halt certain medical treatments once they were started, and the need for 

understandable information regarding the health status of their loved one. The major goals of 

decision-making across all participant groups were to keep the patient comfortable and pain free 

and to not let the loved one “die as a vegetable or hooked up to machines for a long period of 

time” (Braun et al., 2008, p. 270).  

Despite the commonality in major goals of decision making, African-American 

participants were more willing than others to accept aggressive treatment for their loved one 

even though the chance of success was very small. Hispanic participants stated that they viewed 

the patient’s suffering as a “test of faith” (Braun et al., 2008, p. 271). While all participants 

acknowledged faith and spirituality as an important component in decision making, African-

American surrogates placed greater emphasis on these beliefs as a major source of support.  

According to Cox et al., (2006), African-Americans describe a deep distrust toward the 

system of health care in the United States. Distrust is often combined with a fear that the real 

agenda behind the medical team seeking a decision regarding end-of-life choices, (e.g. initiation 

of life support or DNR), is to deny needed care for their loved one (Haley et al., 2002).  

Hispanic caregivers have been found to report higher levels of depressive symptoms than 

other ethnic groups, thus impacting the ability to participate in end-of-life decision making 

(Haley et al., 2002). End-of-life decision making for Hispanics is enhanced when the medical 

treatment team is respectful, personal, and empathetic with the patient’s family. As a result, a 
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bond of mutual trust and goodwill is established that facilitates the decision to terminate 

supportive care, with dignity, for the dying patient (Haley et al., 2002). 

Though limited in number, research studies have demonstrated that people’s values and  

beliefs, in association with their cultural background, will influence their views about decision 

making (Cox et al., 2006). Cox et al., (2006) describe the relationship between ethnicity, 

personal desires, and general attitudes as complex, and often contradictory. In the context of end-

of-life decision making for adults the authors found great variability in the overall general 

attitude among ethnic groups as to the use of life sustaining and/or prolonging 

treatments/technology (Cox et al., 2006).  

Reviews and Consensus Statements 

In the last five years, there have been several reviews and consensus statements published 

relative to parent decision making in end-of-life care for their child (Harper et al., 2007; Hinds, 

Burghen, & Pritchard, 2007; Hinds, Schum et al., 2005; Lorenz et al., 2005; Mack & Wolfe, 

2006; Nuss, Hinds, & LaFond, 2005; Stegenga et al., 2005; Steinhauser, 2005; Stewart et al., 

2005; Teno, 2005; Truog et al., 2006; Weissman, 2004). Stewart et al., (2005) suggested that 

parental treatment decision making (TDM) role preferences, (e.g. passive, collaborative, or 

active), vary across context and individual preferences for degree of control. As a result, 

discrepancies between the parent’s preferred TDM role and the actual TDM role may have 

consequences for parental psychological adjustment. These authors developed a working 

conceptual model of parental treatment decision making, grounded in control preference and 

seeking to predict decisional outcomes.  
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In the model described by Stewart et al., (2005) there are multiple factors that influence 

parental TDM: illness factors; person factors; and relationship factors. Parents frequently report 

that the chances for their child’s recovery influence the end of life decisions they make. 

Uncertainty only makes the distress that parents feel worse and creates doubt about their decision 

regarding end-of-life treatment for their child. Person factors include culture, educational level of 

parents, emotional distress of parents from initial diagnosis which leads to increased levels of 

anxiety as the child’s condition deteriorates, and knowledge/experience of parents that increases 

as the child progresses through treatment. Relationship factors include trust in the healthcare 

provider and support from family and friends. As each of these factors increases, parents report 

feeling more in control of the decision making process.  

The Stewart et al., (2005) model is based on control preference of parents relative to 

decision making for their child through all stages of illness. The child’s voice in decision 

making, which has been identified as a key component of decision making for parents in 

numerous studies, is not addressed. Spirituality, integral to family functioning in many cultural 

orientations and a factor of importance to parents in other studies, is not specifically addressed as 

a component of this model. 

Nuss, Hinds, and LaFond (2005) have proposed an emerging conceptual model of 

parental decision making based on findings corroborated by two or more studies. This model, 

Relational Decision Making at EoL in Pediatric Oncology, reflects the importance of considering 

three perspectives in end-of-life treatment decision making (Nuss et al., 2005). Specifically, the 

perspective of the ill child or adolescent must be considered, along with that of the 

parent/guardian and that of the health care provider when EOL treatment decisions are being 
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made. In this model, the emphasis is on relational decision making (i.e., based on trust and 

familiarity of those involved in the decision making) in addition to the competence of the 

decision makers themselves. Expert opinion, good communication skills, faith and hope are 

factors that appear to influence decision making in this model. As a result, the model suggests 

that relational decision making directly influences symptom management and other aspects of 

EOL care (Nuss et al., 2005). 

Synthesis of the Literature 

Literature about parental decision making for very ill children reflects diverse theoretical 

perspectives, yet there is consensus that parents rely on something in addition to facts and data 

about their child’s physical condition to make decisions about end-of-life (EOL) treatment 

(Hinds, Drew et al., 2005; Hinds et al., 2001; Hinds et al., 2009; Hinds, Schum et al., 2005; 

Kirschbaum, 1996; Meyer et al., 2002; Monterosso & Kristjanson, 2008a; Nuss et al., 2005; 

Oppenheim et al., 2002; Provoost et al., 2006; Sharman et al., 2005; Tomlinson et al., 2006). 

Parents have indicated a reliance on past experiences, personal observations of their child’s pain 

and suffering, an overwhelming desire to do what was best for the child, and a perception of the 

child’s desire to live as important considerations in limiting or withdrawing life support (Meyer 

et al., 2002; Sharman et al., 2005). Religious/spiritual beliefs, support from family members, and 

information provided by healthcare providers has also been found to play a role in parental EOL 

decision making (Hinds et al., 2001; Hinds et al., 2000; Hinds et al., 2009; Meert et al., 2000; 

Meyer et al., 2002). 

Numerous studies have sought to elicit parent’s opinions about factors that either 

facilitate or inhibit their EOL decision making for a critically ill child (Hinds, Drew et al., 2005; 
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Hinds et al., 1997; Hinds et al., 2001; Hinds et al., 2000; London & Lundstedt, 2006; Meert et 

al., 2000; Tomlinson et al., 2006). Parents have reported that being able to get information on the 

status of their child’s disease, recommendations from healthcare professionals, knowing that all 

curative options have been tried, and feeling supported by the healthcare providers are factors 

that facilitate decision making (Hinds et al., 1997; Hinds et al., 2001; Hinds et al., 2000; Meert et 

al., 2000). Degree and type of control that parents experience relative to decision making may 

have consequences for parental psychological adjustment to the process (Stewart et al., 2005). 

The ability to incorporate the perspective of the ill child/adolescent with the perspective of the 

parents and health care provider may form the basis for a relational decision making approach to 

EOL treatment decisions in pediatric oncology settings (Nuss et al., 2005). Parents and children 

with cancer have also indicated a strong desire to benefit others as one factor in their decision 

making (Hinds, Drew et al., 2005). One important theme through all of the literature was that 

parents felt positive about their participation and expressed appreciation for the opportunity to 

talk about their experience.  

The majority of studies, however, were conducted with parents whose child had cancer 

and were cared for in a PICU. There is limited research in the area of parent decision making for 

end-of-life treatment outside the area of pediatric oncology and the setting of PICU. It is known 

that not all children with terminal disease die in the PICU (Oppenheim et al., 2002; Tomlinson et 

al., 2006). Children dying from the complications of BMT may stay on the transplant unit, where 

families are comfortable with the surroundings and familiar with the staff. It is not clear if 

parents of children dying outside of the PICU setting describe different factors that influence or 

are important in making end-of-life treatment decisions.  
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Not all children receiving BMT have cancer as a primary diagnosis. Whether parents of 

children suffering from a disease other than cancer and dying from the complications of BMT 

will describe factors important in end-of-life treatment decision making similar to those of 

parents whose child died from cancer has not been addressed. Interestingly, many children who 

die following BMT die as a result of complications from the transplant itself and not from the 

original underlying disease. This in itself may have an impact on parent decision making 

regarding treatment at end-of-life. In one study, Stevens and Pletsch (2002) described the 

challenges faced by mothers deciding to accept BMT as treatment for their child with cancer, but 

end-of-life treatment decision making in pediatric BMT has received little attention.   

Adult caregivers or surrogate decision makers for seriously ill adults facing end-of-life 

decision making were the only informants in the studies and analyses related to cultural 

influences identified through the literature search. The review of relevant literature to date has 

not revealed studies or consensus statements that specifically address the role of cultural 

background in parental end-of-life decision making for children who are dying. Literature 

addressing parental end-of-life decision making is heavily skewed toward samples that include 

primarily Caucasian mothers, thus leading researchers to experience difficulty generalizing 

findings to parents as a group and unable to address cultural differences that may influence the 

process. The patient population on the unit from which this study’s informant sample will be 

drawn is approximately 30 – 35% non-Caucasian, thus affording the opportunity to gather 

information about cultural factors that may influence parental end-of-life decision making.  

While the number of BMTs performed each year is increasing by as much as 15-18% 

(Siston et al., 2001) the survival rate for recipients continues to vary from 23-63% depending on 
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the underlying diagnosis and type of BMT performed (Kolb et al., 2006; Pasquini & Wang, 

2009). As a result of this study it is expected that nurses caring for these children and their 

families will be able to identify breakdowns in the EOL decision making process, develop 

interventions to assist parents to move forward, and help parents participate more fully in the 

process itself. 
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CHAPTER THREE: METHODOLOGY 

The purpose of this chapter is to present grounded theory as a methodology and discuss 

why it was chosen for use in this study. This study’s sample, study setting, sample inclusion 

criteria, method for protecting human subjects, procedure for identification of potential subjects 

and recruitment of parents will also be discussed. The management and analysis of data, along 

with steps taken to insure rigor will also be presented. 

Paradigmatic Perspective 

Grounded theory was presented in 1967 as a new qualitative research methodology. 

Developed by sociologists Barney Glaser and Anselm Strauss, the essential goal of grounded 

theory is not the discovery and verification of truth, per se, but rather the discovery of theory that 

emerges from collected data (Glaser & Strauss, 1967). Grounded theory is a process of inductive 

theory building, based on observation of the data, that seeks to ensure that the emerging theory 

arises from the data that is analyzed and not some other source (Crotty, 2005). Most useful in 

capturing social process in social context, grounded theory is generally used to provide a 

framework that explains human behavior in a particular context (Wuest, 2007). 

Crotty (2005) notes that theoretical perspective provides a context for the process 

involved in any methodology; a basis for the methodological criteria; and a basis for the logic of 

the methodology. Interpretivism is the theoretical perspective that gave rise to both grounded 

theory and phenomenology as qualitative research methods. The approach described as 

interpretivist “looks for culturally derived and historically situated interpretations of the social 

life-world” (Crotty, 2005, p. 67). There are two theoretical perspectives that under gird the tenets 

of grounded theory: pragmatism and symbolic interactionism. The view of culture in symbolic 
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interactionism (SI) is in stark contrast to that of phenomenology (i.e., SI supports the proposition 

that culture is the core of our inherited system of meaning in our lives). Crotty (2005) states that 

symbolic interactionism “explores the understandings abroad in culture as the meaningful matrix 

that guides our lives” (p. 71). 

Symbolic interactionism incorporates three assumptions: (1) individuals act toward others 

and/or things based on some meaning they perceive; (2) it is the interaction with others that form 

these meanings; and (3) meanings are modified through a process that is described as interpretive 

and allows the individual to make sense of and manage their social world (Blumer, 1969; Crotty, 

2005; Wuest, 2007). According to Lomborg and Kirkevold (2003), symbolic interactionism is “a 

sociological extension of a pragmatic position that assumes human beings construct and 

reconstruct the meaning of reality in a constant interaction with the self and others” (p. 196). It is 

the process of action and interaction that constantly changes situations and contexts, thus 

allowing the researcher to identify social, cognitive, and emotional change as it emerges (Wuest, 

2007). 

Crotty (2005) suggests that to appreciate the full measure of SI, the assumptions that have 

been delineated should be viewed against the backdrop of pragmatist philosophy. The influence 

of pragmatism was addressed by Strauss when he delineated two underlying assumptions of 

grounded theory: (1) change is a feature of an individual’s social life and needs to be accounted 

for through attention to social process and social interaction; and (2) process, interaction, and 

social change are best understood by being able to grasp these concepts from the individual’s 

point of view (Wuest, 2007). Pragmatism supports an inductive method of inquiry that utilizes 

constant empirical verification with a practical goal of transformation (Wuest, 2007). As such, 
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pragmatism may be recognized as being non-realistic or semi-realistic in that truth is not 

recognized as correspondent to an external reality. This is consistent with the original ambiguity 

of Glaser and Strauss and points to the practical usefulness of grounded theory as a methodology 

(Lomborg & Kirkevold, 2003). 

I believe that my worldview, which emphasizes the human-environment process as 

dynamic, ongoing, and self-constructing is consistent with Glaser’s (1978) perspective that 

grounded theory allows, indeed, encourages the researcher to make sense of what is going on. 

This approach acknowledges the fluidity of the human situation and offers the sensitivity to 

explain social processes in a way that is easily recognizable to the individuals living that 

situation. Grounded theory describes the meaning that is created by humans as a result of social 

interaction while recognizing that meaning is changed on a consistent basis through individual 

interactions in the social context. People are shaped by their environment and in turn they shape 

their own experience.  

The ability to predict the parental response in any given decision making situation is not 

the goal. On the contrary, use of Glaser’s grounded theory methodology helped me understand 

the process of end-of-life decision making as understood by the parent. This methodology is 

designed to identify categories reflective of the underlying patterns in the process of parental 

end-of-life decision making. Basic social process (BSP) is a key concept in grounded theory and 

refers to the “fundamental patterns in the organization of social behavior as it occurs over time” 

(Glaser, 1978, p. 106). The product of grounded theory is the conceptualization of the BSP as a 

theoretical construct; therefore the BSP is the “core category around which the grounded theory 

is developed” (Reed & Runquist, 2007, p.119). According to Artinian (1998), grounded theory 
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provides a way for the researcher to transcend experience – “to move it from a description of 

what is happening to understanding the process by which it happens” (p. 5).  

Study Design 

This study is a descriptive, retrospective design. Previous researchers have studied 

parents both prospectively and retrospectively. Teno (2005) compared the timing of parent 

recruitment for study at three months post death of the child and nine months post death. It was 

determined that three months after the child’s death may be too soon for parents and created 

undue emotional problems for the participant. This investigator has an ethical issue with 

interviewing parents prior to their child’s death, therefore, I chose to interview parents 

retrospectively, a minimum of six months following their child’s death. The methods of 

grounded theory, as described by Glaser (1978) were employed for data collection and analysis. 

Sample 

The method of sample selection was purposive. Parents who made an end-of-life decision 

for their children who died following BMT comprised the sample. Theoretical sampling guided 

the recruitment of study participants, with the process being directed by the emerging theory. 

Final sample size was dependent on the point when theoretical saturation occurred (Glaser, 

1978). Saturation refers to the point at which no additional data is being found by the researcher 

that adds to the properties of the categories identified and is achieved by joint collection and 

analysis of the data (Glaser & Strauss, 1967). Saturation of categories was achieved after seven 

parents had completed the interview process.  
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The study’s inclusion criteria were as follows: 

1. Parents (either mother or father) who had been involved in the end-of-life decision 

making process and who experienced the death of their child (aged 9 weeks to 10 years of 

age) from 6 months to 72 months ago.  

 

2. The deceased child had died within one year following either initial BMT or readmission 

to the hospital after BMT.   

 

3. All parents were required to be English speaking and able to read the study consent in 

English. 

 

4. All parents had to agree to complete an audio-taped interview. 

Age of Child 

As children near early adolescence they begin to develop the ability to engage in abstract 

reasoning, are able to discern inductive and deductive logical processes, and, in general, are 

developing cognitive complexity (Dickey, 2007). These abilities are generally accepted to be 

present in children beginning around age 11 to 13 years and typically manifest as higher level 

mental functioning that utilizes abstract concepts during problem solving activities (Dickey, 

2007). Whether or not a child, regardless of age, is competent to be engaged with the parents in 

the end-of-life decision making process is a complex issue and lacks a recognized uniform 

standard for determination (Dickey, 2007; Hinds, Pritchard, & Harper, 2004). 

As it was beyond the scope of this study to look at decision making from the child’s 

perspective it was necessary to interview parents whose child was under the age of 10 years at 

the time the parent made the end-of-life decision. This inclusion criterion was established in an 

effort to limit the potential influence, on the parent, of the child’s ability to engage in abstract, 

existential thought processes regarding their own end-of-life decision making.  
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Setting 

The setting for participant identification and subsequent sample selection was an 

inpatient pediatric BMT unit in a large southwestern United States academic medical center. 

Protection of Human Subjects 

Institutional Review Board (IRB) human subject approval was obtained from the 

University of Arizona HSPP (See Appendix A). Due to difficulties encountered during the 

participant recruitment phase it was determined that the inclusion criteria for this study had to be 

expanded in order to identify a large enough pool of potential informants to complete a 

purposeful study sample. A Request for Amendment was submitted to the IRB at the University 

of Arizona on two separate occasions to approve expansion of the study’s inclusion criteria (See 

Appendix B). As a result, participant recruitment extended beyond the initial IRB approval 

period necessitating the submission of a Continuing Review to the IRB at the University of 

Arizona. IRB human subject continuing review approval was obtained from the University of 

Arizona HSPP (See Appendix C). Site authorization approval from the University Medical 

Center in Tucson, AZ was also obtained (See Appendix D).  

Data Collection Procedure 

Informants that met study inclusion criteria were identified by a designated member of 

the inpatient pediatric BMT health care team from a computerized data base that holds records of 

all pediatric patients receiving blood and marrow transplantation at the study’s setting. The 

potential informants were then contacted by telephone by a member of the pediatric BMT 

medical team to inform them of the research study and ascertain level of interest in individual 

participation.  
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Once a potential informant expressed interest in learning more about the study, the 

pediatric BMT team member gave the informant’s name and contact information to the Principal 

Investigator (PI). The PI then contacted the interested informant by telephone, explained how the 

study would work and what was expected from the informant. All informant questions were 

answered at this time. Following this telephone contact the PI mailed an Informed Consent to 

each informant who verbally agreed to participate in the study (See Appendix E). Instructions for 

completion of the Informed Consent were attached. When the PI received the signed consent the 

PI contacted the informant to schedule a time to complete the demographic questionnaire and 

semi-structured interview. Interviews were conducted via telephone at a time of the parent’s 

choosing. Each participant was interviewed one time. 

Each participant was assigned a number (e.g., Participant 001) to protect privacy. All 

interviews were conducted via telephone and were audio-taped for transcription, into a typed 

document, by the PI as soon as possible following completion of the interview. The accuracy of 

the transcribed materials was checked by randomly examining selected sections of taped data 

(approximately 20% of transcribed data) against what was already transcribed. 

Each audiotape, questionnaire, and subsequent typed interview document was identified 

solely with the participant number. The names, phone numbers, and addresses of each participant 

were kept secured in a locked cabinet in the Principal Investigator’s office at University Medical 

Center. No other member of the research team or personnel involved in initial identification of 

potential participants had access to the list of participant names and identification numbers. 

Information has been reported in such a way as to protect the identity of the participants.  
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None of the parents self-identified for depression nor did they become unduly distressed 

during the course of the interview. Had they done so, they would have been provided with 

referral information for mental health services so they could seek professional assistance. 

Field notes, in the nature of a reflective journal, were written by the PI during the course 

of each interview. In particular, emotion in the parent’s voice and/or long pauses to allow the 

parent to collect their thoughts before responding to certain questions was noted. These notes 

helped with remembering the overall tone of the parents throughout the interview itself (Glaser, 

1978). 

Examples of Interview Questions 

All participants were asked the same demographic and health related questions (See 

Appendix F). Semi-structured questions were used to guide the PI during the interview to insure 

that the research purpose was being addressed (See Appendix F). Some of the semi-structured 

interview questions, including probes/prompts, were: 

1. What led you to accept BMT for your child? 

 Probes: How did you feel about accepting BMT? 

2. How did you go about making the decision for DNR? 

 Probes: 

a. Particular beliefs/values that influenced your decision? 

b. Did your child influence your decision?  

(Prompt: in terms of anything your child may have said or how he/she was feeling 

physically or emotionally?) 

 

c. Did the staff or others e.g., family, friends influence your decision?  
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(Follow up: Did you learn anything from them or were you influenced by other 

sources e.g., books, articles, computer search – that influenced your decision?)  

 

3. What was making the decision for DNR like for you? 

 

(Prompt: How did you feel during the time that you were making the decision for DNR?) 

In addition to these questions, the investigator also used probes such as, “can you tell me 

more”? The PI also sought to clarify the parent’s answers throughout the interview process by 

reiterating what the parent had said and asking for verification of understanding. As data analysis 

continued, these initial interview questions were also modified to explore emerging themes that 

were not originally anticipated. 

Constant Comparative Analysis of Data 

Once collected, data were analyzed using the constant comparative method of analysis 

described by Glaser (1978). Constant comparative analysis is a method that combines explicit 

coding of data with a qualitative style of theory development (Glaser & Strauss, 1967). Glaser 

(1978) supports an inductive method for generating theory. There is, however, a deductive 

component in grounded theory that appears during the process of data analysis. Deduction is 

used to “derive from induced codes conceptual guides as to where to go next for which 

comparative group or subgroup, in order to sample for more data to generate the theory” (Glaser, 

1978, pp. 37-38). 

Coding 

Two types of coding were used during the process of analysis: substantive and 

theoretical. Substantive coding consisted of open coding and selective coding. The goal of open 

coding was to generate as many codes as possible to fit the data (Wuest, 2007). Open coding 

allowed this researcher to see the direction in which to take my study by the use of theoretical 
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sampling (Glaser, 1978). As open coding continued, the codes were compared and then grouped 

together into more abstract categories. The purpose for me as the researcher was to “compare 

incident to incident for the purpose of establishing the underlining uniformity and its varying 

conditions” (Glaser, 1978, p. 49).   

At this stage, both the uniformity and the conditions became the generated hypotheses 

and concepts. The challenge came in knowing when it was appropriate to stop open coding and 

begin to code for a core variable. Selective coding for a core variable is described by Glaser 

(1978) as meaning that the researcher “delimits her coding to only those variables that relate to 

the core variable in sufficiently significant ways to be used in a parsimonious theory” (p. 61). 

Once the core variable was identified it then became the guide to further data collection. 

Theoretical coding was the next step in the process of generating theory. “Theoretical 

codes conceptualize how the substantive codes may relate to each other as hypotheses to be 

integrated into a theory” (Glaser, 1978, p. 72). Theoretical coding may begin during open coding 

as recognition and identification of a portion of data that appears to be a conceptual indicator of a 

consequence or condition of another code which occurs. The challenge, however, was to resist 

the temptation to name theoretical codes without underlying substantive codes. According to 

Glaser (1978), without substantive codes theoretical codes are merely empty abstractions. 

Glaser (1978) offered a description of 18 coding families that provide a diverse view of 

how categories of data may be related to one another and served as a template of possible 

theoretical relationships. The coding family “process” aptly described the view of data categories 

that emerged in my study. According to Glaser (1978), “a process must have at least two stages” 

(p. 74). Stages, phases, passages, steps, and transitions were all words used by Glaser (1978) to 
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describe the process coding family. Process then becomes a way of “grouping together two 

sequencing parts to a phenomenon” (Glaser, 1978, p. 74). The idea of process or processing also 

refers to something that occurs over time. The effect of establishing this coding family was to 

move my analysis to a more abstract level and away from a mere descriptive understanding of 

the data (Wuest, 2007). 

In order to generate theory, I moved continually from open coding, to theoretical 

sampling, and on to theoretical coding as the emerging theory development dictated. Memos 

were written to help track the developing theory and codes were gradually grouped into 

categories. It was necessary to routinely reflect on the bigger picture during the process of 

coding, comparison, and sampling. As concepts of the emerging theory became apparent, initial  

diagramming of the theory began, the basic problem that had been discovered was named, and 

the core category (the basic social psychological process) was tentatively identified (Wuest, 

2007). Glaser (1978) notes that the core category links the other categories together, actually 

explains what is going on in the situation, and also accounts for any variations that have been 

observed. 

Theoretical Sensitivity  

Theoretical sensitivity refers to the personal quality of the researcher to display an 

awareness of the subtleties of meaning in the data that is collected (Strauss & Corbin, 1990). 

Glaser (1978) notes that the first step in gaining theoretical sensitivity is for the researcher to 

enter the process with as few predetermined ideas as possible, particularly those ideas that may 

be logically deducted (i.e., a priori hypotheses). In this posture the researcher is able to “remain 

sensitive to the data by being able to record events and detect happenings without first having 



 

 

 

 

60 

them filtered through and squared with pre-existing hypotheses and biases” (Glaser, 1978, p. 3). 

The overwhelming mandate to the researcher is to remain open to what is actually happening in 

the data, unaffected by personal bias. 

While this researcher has extensive experiential knowledge in the area of pediatric BMT, 

I tried to not let this knowledge influence what I thought the parents in my study would say or 

how they would think about end-of-life decision making. I also put aside my own feelings and 

beliefs about end-of-life decision making so as not to influence my questioning or interpretation 

of the data. I do believe, however, that my experiential knowledge was beneficial in appreciating 

certain subtleties in the data that were important in the development of theory.  

Maintaining Rigor 

Criteria for maintaining scientific rigor in grounded theory include: credibility, 

auditability, and fittingness (Chiovitti & Piran, 2003; Speziale, 2002). These criteria are similar 

to ones described by Glaser and Strauss (1967) that include: credibility, plausibility, and 

trustworthiness. It is important to note, however, that the “presentation of grounded theory, 

developed through analysis of qualitative data, is often sufficiently plausible to satisfy most 

readers” (Glaser & Strauss, 1967, p. 233). 

Credibility 

Credibility, the trustworthiness of study findings, refers to the faithfulness and vividness 

of the description of the phenomenon being studied (Chiovitti & Piran, 2003). To achieve 

credibility in grounded theory, Chiovitti and Piran (2003) recommend the following: (1) allow 

the informants to guide the inquiry process; (2) check the emerging theory against the 

informant’s meanings of the phenomenon; (3) use the informant’s actual words in the theory that 
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is emerging; and (4) articulate the researcher’s personal views and insights about the 

phenomenon that is being explored. 

By changing the interview questions to reflect content areas of the theory that was 

emerging I allowed the informants to guide the process of inquiry. Checking the data codes (by 

inserting them in interview questions) with the informants was a way that I insured the emerging 

theory was consistent with the informant’s meanings of the process. The use of informant’s 

actual words to establish the relationships in the emerging theory was critical to supporting 

credibility of the results. The personal views of this researcher were articulated through the use 

of a personal journal. 

Auditability 

Auditability, a reflection of the consistency in a study, is the ability of another researcher 

to follow the methods and the conclusions of the original researcher (Chiovitti & Piran, 2003). 

Auditability in grounded theory may be assured by specifying the criteria built into the thinking 

of the research and how and why the informants in the study were selected (Chiovitti & Piran, 

2003). This researcher kept a journal during the data analysis phase that included information on 

coding, emerging themes, and theoretical memos that hypothesized how categories in the data 

might fit together. This provides a trail for other researchers to follow not only my method of 

analysis, but supports the study’s conclusions.  

Another way to insure auditability is to use standard questions that are asked of the 

transcribed data, e.g. “What is happening in the data?” or, “Is the conceptual label or code part of 

the informant’s vocabulary?” (Chiovitti & Piran, 2003, p. 432). All coding was reviewed by this 

researcher’s dissertation chair. Auditability was also assured by the use of a consistent data 
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coding format. In addition, meetings between this researcher and my dissertation chair were held 

to discuss what was actually happening in the data, identify codes, and insure that these labels 

were part of the study participant’s vocabulary. 

Fittingness  

Fittingness, or transferability, describes the probability that the research findings will be 

applicable to other individuals in a similar situation (Chiovitti & Piran, 2003). Delineating the 

scope of the research in terms of sample, setting, and level of theory generated is one method 

that may be used to help the reader assess fittingness (Chiovitti & Piran, 2003). In grounded 

theory, demonstrating how the literature relates to each category that emerges in the mid range 

theory that is described is another way for the researcher to insure fittingness. 

Summary 

This chapter presented grounded theory as the methodology used in this study. The 

study’s sample, the setting, method for protecting human subjects, procedures for identification 

of potential subjects and recruitment of parents were also discussed. The management and 

analysis of data, along with steps taken to insure rigor were presented. 
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CHAPTER FOUR: RESULTS 

The purpose of this chapter is to present the findings from the data analysis of this study’s 

seven participants who made an end-of-life (EOL) decision for their children that were dying 

following blood and marrow transplantation (BMT). The first section will present a description 

of the sample. In order to protect their anonymity, I will not present a detailed description of 

each parent that participated. Information about the children represented in this study will be 

provided. The next section of this chapter will present and explain the middle range theory, The 

Realization of Parental Knowing, that emerged during data analysis. The chapter will then 

conclude with a summary of the process. 

Description of Sample 

Seven parents who were involved in an end-of-life decision making process for their 

child that died following blood and marrow transplantation (BMT) participated in this study. All 

participants completed an audio-taped interview that included a Demographic and Health-

Related Questionnaire along with semi-structured questions developed from the study’s 

conceptual framework and modified based on participant input (See Appendix F). Modification 

of participant interview questions, based on previously collected data, is consistent with the 

principles of theoretical sampling as described by Glaser (1978).  

The participant’s ranged in age from 19 – 42 years of age at the time of their child’s 

death, with a mean parental age of 26 years, 3 months. They were interviewed between seven 

months and two years of time following the death of their child. There were five mothers and 

two fathers in the participant group. Six of the participants described themselves as being in a 

two-parent family, while one participant identified as a one-parent family with a significant other 
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involved in the family at the time of decision making. All of the parents reported graduating 

from high school. Five of the parents indicated that they had completed some college and one 

parent had completed a trade school.  

The majority of participants described their ethnic background as white, Caucasian or 

Anglo. Only one participant described themselves as Hispanic. A variety of religious affiliations 

and/or backgrounds were reported by the parents. Two parents described themselves as 

Christian; one parent reported being raised in the Catholic faith; two parents stated they were 

Latter Day Saints (LDS) and attended services when they could; one parent expressed no 

religious affiliation and one indicated a belief in God though professed no real religious 

affiliation. 

Description of Children 

Each child represented in this study received extensive treatment for his/her underlying 

diagnosis prior to the parent(s) consideration of BMT as a treatment. The course of treatment for 

each child following BMT was varied but the parent’s uniformly described the post BMT 

experience as a long journey accompanied by numerous “bumps” in the road that were not 

expected. The accompanying significant highs and lows caught these parents off guard but 

served to re-affirm their willingness to do anything needed to keep their child alive.  

The BMT experience was identified as the source of significant and generally severe 

financial hardship to all the participants. Despite this impact, no participant expressed the belief 

that the choice to pursue BMT as a course of treatment for their child was a bad decision.  

The children ranged from 2 to 8½ years of age at the time of their death. The length of 

time since the death of their child ranged from seven months to almost two years prior to the 
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time of the taped study interview. Parents reported making the end-of-life decision for their child 

over varying periods anywhere from minutes to several days before the child died.  

Presentation of Results  

There were four general research questions developed at the beginning of this study. 

1. How did parental knowledge, beliefs, and values influence end-of-life decision 

making in the pediatric BMT setting? 

2. What factors (such as personal, socio-cultural, bio-behavioral, and interactions with 

health care providers) facilitated parental end-of-life decision making in the pediatric 

BMT setting? 

3. What factors (such as personal, socio-cultural, bio-behavioral, and interactions with 

health care providers) inhibited parental end-of-life decision making in the pediatric 

BMT setting? 

4. What theoretical framework of the relationships among the factors describes the 

process of parental end-of-life decision-making in the pediatric BMT setting? 

The purpose of these research questions was to guide the initial data collection and 

provide a foundation for the semi-structured questionnaire that was used during the participant 

interviews (See Appendix F). Very early in the process of data analysis it became clear that 

participant’s responses were not going to fall neatly into the general discussion areas 

contemplated by these research questions. As a result, the findings will be presented as they were 

identified from the data analysis process. 

Grounded theory methodology was used in this study to generate a theory from data to 

account for a pattern of behavior, both relevant and potentially problematic, of parents of 
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children who died following BMT and for whom the parent made an end-of-life decision. The 

generation of theory occurs around a “core category” that emerges as a result of the constant 

comparative analysis techniques employed in the methodology (Glaser, 1978, p.93). Glaser 

(1978) notes that the core category links the other categories together, actually explains what is 

going on in the situation, and also accounts for any variations that have been observed.  

According to Glaser (1978), the identified core category may or may not be a Basic 

Social Process (BSP). In order for the core category to qualify as a BSP it must have “two or 

more clear emergent stages” that “differentiate and account for variations in the problematic 

pattern of behavior” (p. 97). As a nurse scientist, studying the gut wrenching experience of 

parental end-of-life decision making for a child who is dying following BMT, I believe that a 

broadened perspective of Glaser’s original description of the BSP is required. My nursing 

perspective opens me to the whole human process whether inner, interpersonal, or even bio-

behavioral and allows me to focus on the process, which occurs over time yet also changes with 

the passage of time (Reed & Runquist, 2007).  

A basic social psychological process (BSPP) is one type of BSP and describes a process 

that involves some type of fluidity and change resulting in a re-ordering of a human behavior. 

The analysis of data in this study led to the emergence of a BSPP described as The Realization of 

Parental Knowing. Key categories of the BSPP that were identified included: Developing Trust, 

Committed to Seeing It Through, Facing My Worst Fear, and Acceptance of Self. All of the key 

categories occurred concurrently throughout the process, except for acceptance of self, which 

appeared at the end of the process and seems to be an actualization or outcome that reinforced 

the BSPP (See Figure 2). 
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FIGURE 2. The Process of Realization of Parental Knowing 

The image of circular arrows between the three categories is used to show the on-going and 

ever-changing process underlying the parent‟s end-of-life decision-making. The outcome of the 

process is described as an Acceptance of Self. 

Basic Social Psychological Process: The Realization of Parental Knowing 

The Realization of Parental Knowing was defined as a process of attaining an absolute 

certainty on the part of the parent that the time was “right” to let their child go (die). Parent’s 

sensed intuitively when something was wrong with their child but it took validation, both visual 

and substantive, of the child’s deteriorating physical condition to support the process of 

realization. One parent stated “I knew that my child’s body was gone.” Another parent shared 

that their child “had lost their essence.” 

Just “knowing” that they, as parents, had done everything they could to minimize or 

eliminate their child’s suffering, based on empirical information obtained from the health care 

team was not sufficient to cement the realization of parental knowing. The parent had to develop 

trust in their own ability to interpret correctly the verbal and/or non-verbal cues they received 

from their child regarding what was best for the child and when the time was right to make the 

end-of-life decision. Sense of knowing was an innate skill of each parent to intuitively “know” 

what their child wanted regarding treatment whether the child had verbal skills or not. One thing 
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was abundantly clear from all the parents: in each case the end-of-life decision for their children 

was not made nor was it able to be made until the realization of parental knowing had occurred. 

The ability of the parents to fully engage in this process also led the parents to an acceptance of 

themselves as the sole decision maker for their child, and enabled feelings of peace with their 

decision.  

Key Categories in The Realization of Parental Knowing 

Four key categories emerged during data analysis: developing trust, committed to seeing 

it through, facing my worst fear, and acceptance of self (See Table 1). The realization of parental 

knowing served to explain these categories and also provided a framework for linking them 

together in a meaningful way. Variations in the data were also explained by the BSPP. These 

categories will first be introduced with a more in depth discussion to follow. 

TABLE 1. Key Categories in The Realization of Parental Knowing 

Key Category Sub-Categories 

Developing Trust Establishing Empirical Knowing 

Trust is a Two-Way Street 

Being There for Us 

Committed to Seeing It Through Fighting for Life 

Taking Control 

Hope and Optimism Sustain Us 

Facing My Worst Fear Haunted by Unspoken Knowing 

Looking for a Way Out 

Facing Reality 

Acceptance of Self Letting Go of Doubts 

Defeat Leads to Peace 

 

Developing Trust was described as all encompassing and something that had to occur if 

the parent was going to be able to make the end-of-life decision. Part of developing trust 
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involved verification of information that the parent was receiving, either empirically through 

independent research; or metaphysically, through faith that the person(s) providing the 

information had sufficient expertise in the area. Trust in others was fragile and easily damaged 

by what was perceived to be inaccurate information. Reciprocal trust between the parent and the 

health care team was a necessary component of developing trust. The physical and emotional 

support of others, especially extended family support, was also important to the parents 

throughout the process. Developing trust, was necessary for parents as they moved through the 

process, and included three sub-categories: Establishing Empirical Knowing, Trust is a Two-Way 

Street, and Being There for Us. 

Committed to Seeing It Through describes how the parents approached, viewed, and 

navigated the journey that was pediatric BMT treatment. Each parent was different in his/her 

approach but all were committed to doing whatever it took to complete this odyssey, no matter 

the outcome. Hope for recovery was not cognitively based, it was described as being driven by 

something unseen yet very real to the parents. Optimism that their child would improve was 

linked with hope and fluctuated up or down based on the response of the child to treatment. The 

ability of parents to sustain themselves through the journey was fueled, in part, by the ability to 

develop trust. There were three sub-categories of Committed to Seeing It Through: Fighting for 

Life, Taking Control, and Hope and Optimism Sustain Us. 

Facing My Worst Fear was the unspoken traveler accompanying the parents during this 

process. This traveler was always present in the back of the parent’s mind but never given full 

voice until the parent was forced to face the reality of their child’s deteriorating condition and 
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dismal prognosis. Sub-categories of Facing my Worst Fear included: Haunted by Unspoken 

Knowing, Looking for a Way Out, and Facing Reality.  

Acceptance of Self was an important bridge to how parent’s felt about themselves and the 

decision they had made following the deaths of their children. This concept emerged somewhat 

unexpectedly as parent’s spoke clearly about the need to believe that they had made the “correct” 

decision for their children. The sub-categories of Acceptance of Self were: Letting Go of Doubts 

and Defeat Leads to Peace. 

 

 

 

 

 

FIGURE 3. Developing Trust 

Key Category: Developing Trust 

Developing trust initially emerged as a core category during the data analysis phase of 

this study. Several components of developing trust were identified from the data, including 

developing trust in self; developing trust in the information that was received; and establishing 

faith in the health care team which then led to trust in the team’s recommendations for the child’s 

treatment. Developing trust from the support of extended family members was also viewed as 

important to the parents as they struggled to make the end-of-life decision for their child. It 

became apparent early in the process of analysis that developing trust was absolutely essential to 
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parents who found themselves in the social psychological context of a pediatric BMT treatment 

program.  

As Glaser (1978) noted, it is not always easy to sort on a core variable when there are two 

variables emerging from the data that appear to be equally qualified. The researcher must 

remember that the emerging theory serves to achieve an explanation of “some” variations in the 

problem that is being studied, as it is being processed (p. 122). It is not expected that all 

variations identified will be explained nor should that be the goal. As a result, it is up to the 

researcher to promote one of the core variables to the center and demote the other to a position of 

supporting variable. With Glaser’s words firmly in mind, developing trust was demoted to the 

position of supporting variable in the realization of parental knowing. 

There were three sub-categories to developing trust. The first, establishing empirical 

knowing was an acknowledgement that gathering and validating information was critical to the 

overall process of realization of parental knowing. Without empirical information the parents 

were unable to form a cognitive basis for end-of-life decision making. Trust is a two-way street 

meant that trust had to be a reciprocal relationship between the health care team and the parents 

in order for it to be meaningful. Parents also had to develop trust in their ability as decision 

maker for their child. Being there for us described the physical and emotional support of family 

members and health care staff during the process. For some, faith and belief in God was equally 

important as a support mechanism. Despite the manner in which it presented, support for parent 

decisions was seen by parents as an external validation of their ability to make the right decisions 

for their child.  
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Establishing Empirical Knowing 

Of necessity, all parents interacted with the BMT health care team comprised of doctors, 

nurses, a nurse practitioner, and a social worker. It was evident that some parents were more 

assertive than others in seeking empirical information from various members of the health care 

team but all expressed the need to be informed if they were going to be able to make decisions 

about their child’s care.  

For parents, the seeking and receiving of empirical information began before their child 

started the BMT phase of treatment and was interwoven throughout the journey to end-of-life 

decision making. It was this need to obtain empirical information, a validation of what had 

already been suspected, that led them to the doctor in the first place.  

[child] just hadn‟t been feeling good at home, hadn‟t been getting off the couch, 

took [child] to the doctor over and over and he [the doctor] thought [child]had 

mono and he finally diagnosed [child] with leukemia after I told him that‟s what I 

thought it was. 

Other parents seeking medical treatments relied on their innate personal knowing, not affirmed 

by outside sources, that something was wrong.  

….a while later [child] was complaining, um teeth hurting and I notice the…just 

real fatigue, not wanting to eat and [child] was a good eater and I knew 

something was wrong…….. 

Whether the parent sought help for their child based on “gut” instinct” or on information 

obtained from an outside source (e.g., the internet), they all were determined to verify 

empirically what was happening to their child. 

The decision to accept BMT as a treatment for their child marked the beginning of the 

transplant process for the parents, but each child had already received extensive treatment before 

BMT was even recommended.  
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[child] went through a very rigorous treatment of chemotherapy, radiation, and 

we were in the hospital for pretty much an entire year through the first diagnosis 

of it. 

Parents had already begun to develop skill at seeking and receiving information about their 

child’s condition, recommendations for treatment, and overall predicted treatment outcomes. 

Interactions with the internet. From the point of initial diagnosis through the BMT 

treatment, each parent developed a uniquely personal pattern of seeking and verifying empirical 

information regarding their child’s condition.  Some parents relied heavily on information 

obtained from the internet to verify and validate what was being indicated empirically from their 

child’s health care team.  

I read a lot of online medical journals. I read a lot of different case studies. I 

looked up everything they [medical team] were talking about and every day, like I 

said I just totally dove into it…..…went through [child‟s] chart daily and kept 

track of all the numbers and found out what all of them were and what they meant 

For some, the ability to have confidence and trust in the medical team was clearly rooted in 

independent internet research about the child’s condition and the treatment options that were 

being recommended. 

It came to a point where I was looking at the numbers and everything, Everything 

made sense that ok yeah this is shutting down, these systems aren‟t working 

anymore, you know when you just have somebody tell you that then it‟s hard to 

take that 

Although used initially, other parents relied less heavily on the internet as a validating source of 

information for decisions about their child’s treatment. At some point, each of these parents 

stopped using the internet completely as a source of information during the BMT treatment 

process.  

You know I did computer searches when [child] got diagnosed with leukemia and 

I did a lot of computer searches when we knew [child] was getting a transplant 
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and I was deciding where we were gonna go for the transplant…..and otherwise 

you know once we got to Tucson and I met [doctor] I uh knew that I had the best 

doctor for my [child] I could ever find and if I had a question I just went to him so 

I did, I stayed off the computer completely. 

One parent described staying away from confusing information on the internet. 

I tried to stay away from certain things on the internet just because I think, I think 

the internet can be helpful when it‟s giving you know black and white facts but 

when it starts getting into gray I think it can make you crazy.  

The belief that some internet information is a not legitimate option for the validation of 

information was discussed by another parent. This parent felt strongly that personal expertise in 

the area of computer science gave an edge in determining the trustworthiness of the information 

that was viewed on the computer. 

The internet was always available to us and we always knew what to look at, what 

we could believe and what we couldn‟t believe …..and so we were able to make 

an educated decision on what was a reliable source and what was not a reliable 

source 

Another parent talked about taking a very analytical approach to seeking and validating 

information about their child’s condition and recommended treatment by the medical team: 

….so when he [doctor] gave us those options we really talked to him and I‟m a 

numbers [person] and I wanted percentages, I said I want to know if you do 

further treatment what percentages, what, what‟s the chance that ….it‟s going to 

do anything for [child]? 

While this parent did not validate the information received by use of the internet, the approach 

described was very empirical in nature in that specific information explaining and predicting 

possible outcomes of treatment was sought. This structured approach to seeking information 

from the health care team was one that the parent was comfortable with and was also useful as a 

means of validating the information that was received. 
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Participation with the health care team. All of the parents described some degree of 

active participation with the health care team managing their child’s care as a way to obtain 

empirical information about the child’s condition. Each parent spoke extensively about receiving 

information from the doctors caring for their child, how they processed that information, and 

how they assimilated the information into their search for empirical knowing. 

…..when I first came here I didn‟t trust him [doctor] from anybody because I 

didn‟t know him……he broke through that relationship with me in a week, and 

from that moment on I just asked him and he was always ready to – way more 

detail than I needed. So I knew he was good at everything, sometimes he talks for 

an hour or more and I said it was a simple question [laughter] so at the time it 

seemed frustrating, no I always went to him „cause I knew he would give me every 

piece of information that I needed.  

The doctor’s style of communication was important to all of the parents and played a significant 

role in how some parents responded to the information, as well as the confidence that the parent 

had in the medical team. For example: 

….the doctors were really helpful and we had a lot of good communication 

For other parents, the doctor’s communication style was problematic: 

….the doctor that was on duty that day [the day child died] didn‟t put it very 

nicely…..we were upset about the way he handled it…but you know but he said 

[your child] is dying, he said you know there is nothing else you can do you‟re 

just screwed, you might as well just let go…..the doctor was a jerk…..I mean to 

this day I still, I don‟t know, I haven‟t forgiven him for that…..you don‟t just talk 

to somebody that way especially in that situation 

Parents didn’t rely solely on participation with the doctors; they also spoke of meaningful 

interactions with the nurses that cared for their child: 

I personally like having a lot of knowing about what‟s going on so I really found 

it helpful when the doctors or the nurses would actually tell us what exactly was 

going on you know, when [child] started [deteriorating] they were really walking 

us through it, explaining what was going on and that, that was really helpful to 

me so that way I wasn‟t you know kind of standing there clueless…. As a parent 
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we need to be included in everything you have, if you come in to check on my 

[child] ….we need to know every step of everything that‟s being done and …….I 

got this from 99% of the, everybody that cared for my child [emotion in voice] 

Parents wanted to soak up as much information as they could from the nurses caring for their 

child: 

I thought the staff was very knowledgeable, they‟d seen these things before 

…they‟d seen this kind of situation and they all seemed to know very much what 

they were doing. Their, their [the nursing staff] suggestions were, were always 

taken seriously. 

Several parents spoke about the importance of being able to establish empirical knowing as a 

step in developing trust in the medical team caring for their child. Verification of empirical 

knowing was described as a level of trust that the parent had with the health care team regarding 

appropriate treatment.  

I had double checked and triple checked pretty much everything he [doctor] 

said…..and it was all right on….. because of the fact that I knew what was going 

on, I knew what everything meant, I knew what we were looking for at the end 

[break in voice], um if, if I hadn‟t had that I wouldn‟t of been confident in, in their 

[doctor‟s] abilities 

Other parents, however, did not feel the need to verify empirical information prior to developing 

trust in their child’s doctor(s). For those parents, the doctor(s) were viewed as experts in their 

field and, therefore, worthy of the parent’s trust. The recognition of authority was another way 

that parent’s established knowing. 

I am a very religious [person]…..I‟ve always believed that….all these people with 

these creative minds that are able to develop these technologies like health 

care…I always knew and trusted in the professional and the craftsmen that were 

giving [child] care……our doctor knows our [child] better than the internet does 
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Some parents approached the establishment of trust in the doctor more cautiously. It was 

important to these parents that their cautious approach not be viewed negatively by the doctor 

caring for their child. 

I think the one thing that I think health care providers should know is to 

remember that the parents are not [emphasis in the audio-tape] always 

distrusting 

For parents, faith and trust in the health care team seemed to be interchangeable variables. Trust 

in the doctor was viewed as absolutely crucial and a necessary precedent before the parent would 

agree to BMT for their child. Ongoing trust was not viewed by the parents as a given, but had to 

be developed and sustained through empirical knowing. 

Establishing empirical knowing was the only way parents had to develop trust in the 

doctor and health care team caring for their children. Each team member who interacted with the 

parents offered information about treatment and expected outcomes and/or responses. Parents 

then validated this information through various means available to them. Most used extensive 

computer searches while a few purposely abandoned electronic information early in their 

children’s treatment and relied on an approach based on observation. The doctor’s 

communication style was also found to be an important factor in how parent’s responded to the 

information that was being given and, ultimately, in the confidence that the parent had in the 

medical team. 

Trust is a Two-Way Street 

The ability of the parents to establish empirical knowing, by whatever means they chose, 

played a role in developing parental trust in the doctor(s) and other health care team members. It 

was also important to parents that trust be reciprocal (i.e., between the doctor and the parent). In 
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other words, the doctors, and other members of the health care team, were expected to trust the 

parent to make the right decisions for their child.  

Some parents felt a need to remind health care team members that they (parents) know 

their child best: 

I‟d like them [health care providers] to know, you know just to remember that the 

parents ….. generally know what they are doing with their child, that was one of 

the big things that frustrated me as a parent was you know I‟d tell somebody 

….my [child] is stubborn like this or my [child] is very particular about this, then 

they‟d try to over mine me and tell me what most babies like and, you know, I‟m 

the parent, I think I know my child a little bit better … 

As a result, it was important for the child’s health care providers to “listen” to the parents so that 

trust, going in both directions, could be effectively established. Another parent put it this way: 

You know I think the one thing I want to share…health care providers [who] work 

in pediatrics it is so important for them to remember at all time that they aren‟t 

just treating the patient, they are treating the parents every time they walk in the 

room to check the patient they‟re treating us to. …and you feel that and as a 

parent we need to be included in everything you have, if you come in to check my 

[child] …or to look at [him/her] we need to know every step of everything that‟s 

being done and it‟s really something if we just need to talk……. 

When this researcher re-iterated these comments the parent intoned: 

It‟s the difference in the whole process….. 

Another pointed out that when the doctor didn’t fully trust them [the parent] they felt pressured 

to make the decision that the doctor wanted:  

Yeah, they told us it was our choice; they kind of were more like you know you 

really need [emphasis on these words in the audio-tape] to make this choice 

correctly…. 

Each of the parents expressed having trust in their child’s doctor before agreeing to accept BMT 

treatment for their child, yet it was clear that the establishment of reciprocal trust between the 

parent, the doctor, and the other members of the health care team took varying amounts of time 
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to come to fruition. With BMT treatment each of the parents was clearly in unchartered territory 

so the development of reciprocal trust between themselves and the health care team was critical 

if they were to develop trust in themselves as decision maker for their children.  

Being There for Us 

Being there for us was described by parents as a feeling of support for their decisions 

from family, friends, and their own personal faith system. Parents also reported that respect for 

their role as sole decision maker was an important element in the development of trust in their 

ability to make the right decision for their child. 

Support of family and friends. Each of the parents reported feeling some degree of 

support and respect from family members/friends regardless of the decisions they made.  

…there was not one person in my family or friends who didn‟t support us, 

everybody supported us….. 

While it was apparent that some family members offered opinions, whether asked or not, the 

parent’s right and autonomy in decision making for their child was respected by all.  

…every once in awhile we‟d get somebody you know throw in the “do you think 

you‟re making the right choice?” “have you considered this option” but you 

know for the most part they all respected that you know we were the parents and 

that we needed to make the decision based on what was best for [child] 

….we pretty much weren‟t able to be influenced by anybody else, family I mean 

everyone had their opinion, everybody said what they thought we should do….. 

Family respect was felt to be supportive and was interpreted by parents as trust, on the part of the 

family, in the parent to make the right decisions. Blunt communication was helpful to some 

parents so they could focus on the situation at hand and develop trust in themselves and the 

decision they made for their child. 
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…..my [significant other S.O.] was there throughout this whole thing….if it 

wasn‟t for [my S.O.] telling me straight out, do you understand what they are 

telling you? And I guess it just took for [S.O.] …..to click in my head that this is 

what is happening to [child] and this is what, you know….that point hit me….. 

For some parents, friends also provided support and respect for decision making. Best friends 

were always there for the parent. 

We hadn‟t noticed that our best friends, there was no change in how they, they 

behaved with us, they were there for us just like they would have been there for us 

when we were in school and having a bully, it was just that simple, there was no 

need to adjust the way they behaved because they were already being the best 

friend that they can. 

Friends who were seen as not supportive of parent decisions were removed from the circle of 

people allowed to communicate with the parents. When this researcher asked if parents had 

friends that were not as supportive of the parent’s decision and was that harmful to the parent, a 

typical response was: 

No, I don‟t think so…. [pause] and if there were [non-supportive friends] I wasn‟t 

talking to them anyway… 

Other parents noted that some “friends” were not able to support them through the process and, 

as a result, the parent lost contact with them.  

…the only thing that comes close to being harmful was there were some of our 

friends that didn‟t seem to have the time to, to be concerned or worried about our 

situation……we did notice that there were a few of our friends who we just lost 

contact with altogether…… 

The loss of contact was not viewed as detrimental; it was simply recognition on the part of the 

parent that others didn’t have the time or ability to be supportive.  

Support and respect from health care team. The support and respect of health care team 

members, particularly the nursing staff, were also identified as an important component in 
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developing trust. Nurses were identified as “being there for us” while parents were making 

treatment decisions for their child.  

You know I think it‟s important that you love your doctor and your nurses, and I, 

it‟s important for the nurses to try and develop, as hard as it is because I can‟t 

imagine developing relationships [because you would be family members] 

regularly….I just think it‟s so wonderful when they [staff] let the relationships 

develop and you feel like you‟ve got so much more family than you went in with 

you know my support of family and friends was way beyond that, I had all the 

nurses, all the doctors, the people who cleaned the room for crying out loud were 

my family who became supportive of everything we did… 

Some staff went beyond mere words to show support for the parent and their decision: 

…..another member of the staff came in on [their] day off to make sure that we 

didn‟t let anybody influence our decision because [staff] knew what decision we 

wanted [and] just wanted to make sure that we didn‟t let anyone pressure us to 

change our minds…… 

This show of support from the staff served to further cement the trust that this parent was 

realizing as sole decision maker for their child.  

Support from faith. For a few parents support for decision making also came in a 

metaphysical form. These parents spoke of their faith as an important support mechanism during 

the process. 

My faith and hope played a very huge part, probably the most important part in 

the decisions that I made. 

I strongly believe in God…..I do have the strong belief that God was telling me 

something good…..I went to the mission that day….had I not went there I don‟t 

know what would‟ve happened but I strongly believe that, that going there helped 

me make the decision…… 

For a few parents it was evident that their personal faith and belief in God supported them during 

EOL decision making. 
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Being there for us involved physical, emotional, and spiritual support of parents and the 

decisions they were making. Opinions and recommendations from family members and friends 

were listened to and either accepted or summarily discarded as the parents made decisions they 

felt were appropriate throughout the course of the child’s treatment. Despite occasional differing 

opinions, all of the parents described feeling support from family members once decisions had 

been made. Respect for parents as the sole decision maker for their children was presented as an 

important component of being there for us. Individuals that questioned parental decisions or 

were viewed as not supportive were generally excluded from the circle of people surrounding the 

parents and their child during the process. Health care team members that supported parent 

decisions were seen as helping parents feel confident in themselves thus developing trust in their 

abilities as decision maker for their children. 

 

 

 

 

 

 

FIGURE 4. Committed to Seeing It Through 

Key Category: Committed to Seeing It Through 

Committed to Seeing It Through describes how the parent’s approached, viewed, and 

navigated the journey that is pediatric BMT treatment. This category was inextricably linked 

with developing trust as parents moved through the process. Each parent shared their unique 
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story which, not surprisingly, varied from the experience of others. The common theme, 

however, was an expressed commitment to completing the journey no matter the outcome. The 

ability of parent’s to sustain their commitment to the journey was fueled, in part, by the ability to 

develop trust. 

There were three sub-categories of Committed to Seeing It Through: Fighting for Life, 

Taking Control, and Hope and Optimism Sustain Us. Fighting for life describes how parents 

approached the journey, both for themselves and for their child, from the time of initial diagnosis 

to the decision to accept BMT as treatment and, finally, to the end-of-life decision. Taking 

control was important to parents as they discussed their assertiveness in seeking treatment for 

their child, their role in protecting their child from further damage (both physical and 

psychological), and in accepting the role of decision maker for their child. Hope and optimism 

sustain us conceptualizes the sustenance that was needed by these parents as they moved through 

the process and made the end-of-life decision for their child. 

Fighting For Life 

Once the parents decided on BMT as the treatment choice for their child they embarked 

on a journey that turned out to be something different from what they expected. 

….we have a perfect match….and that was just like you know ecstatic news when 

we heard that….so I was going in thinking…ok this is gonna be…a walk the park, 

we‟re not going to have any problems, [doctor] did mention there could be little 

complications with graft versus host and a couple of things but nothing I 

expected… 

The amount of work and sacrifice was difficult: 

….it was just, just a lot of extra work and it was just really [emphasis] putting us, 

putting us out you know it was really difficult, it was worth it but it was difficult. 

Being away from their family created hardships for several parents: 
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…my [child] spent almost a year suffering through meds, and suffering through 

the sickness caused by chemo and the bone marrow transplant wiped [child] out 

[emphasis] …..we were away from our family for the better part of the 

year….once we were there [Tucson] we were there to stay….. 

The journey was much longer than expected: 

… this has been a 2½ year battle and you fight, fight, fight….. 

Despite the hardships endured several parents described the BMT process this way: 

…overall you know I had a, a year long experience with the worst possible 

outcome but I can say that every step of the journey was amazing…..I hope that 

we can keep that up for other families, for every family to feel that they have the 

experience that we had even when it doesn‟t end good…… 

The transplant journey in and of itself was described as important and, for some, amazing, 

despite the fact that the outcome, the child’s death, was bad. The actual transplant journey 

extended long beyond the time that was originally expected which led to additional stressors 

(financially, physically, and emotionally) for the parents. 

Sense of knowing child’s wishes. Once the parents had accepted and started the BMT 

treatment program their willingness to continue the journey was fueled by their determination to 

fight for their child’s life as well as a perceived willingness on the child’s part to fight. Parent 

and child became partners in the fight. 

…it wasn‟t uh, it wasn‟t just [child] battling it was us battling for [child] doing 

everything that we did for [child]….. 

…[child] is a fighter and [child] is gonna keep fighting so any, so any of the 

doctors that would tell me you know we‟re not gonna give up, you know I would 

want to hear the positive …. 

Despite the child being non-verbal, more than one parent described a “sense of knowing” what 

their child wanted, which supported the fighting approach. 

oh absolutely [child] was a fighter, [child] was really strong, kept going and so 

you know any, any time I thought like you know I wanted to just take the easy 
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route or give up you know I always had to think of [child] and I had to think how 

much [child] was fighting, that influenced how much we were fighting… [child] 

was young so couldn‟t tell us anything….we just felt that 

The parent’s belief, based on a perception of willingness and determination of the child to fight, 

sustained and motivated them throughout the BMT journey. Whether the child was verbal or 

non-verbal, each parent felt confident in their ability to accurately interpret cues from their child 

throughout the process. Despite the length of the BMT treatment process and all of the 

challenges that were encountered, it was clear that as long as the parent “sensed” the child to be 

fighting, the parent was not going to give up.  

In summary, fighting for life was how several parents described the BMT treatment 

journey. Acceptance of BMT as a treatment for their children was simply the next step in an 

already long course of treatment and was deemed absolutely necessary for the child to have any 

chance at overall survival. For several parents the BMT journey turned out to be much longer 

than expected and clearly fraught with far more peril than parents had bargained for. Parents 

clearly felt as though they were partners with their children in the fight to stay alive. Some 

parents, however, contemplated “give up the fight” at varying points throughout the journey yet 

were spurred on by a “sense of knowing” on their part that their children were continuing to 

fight. So long as the children were willing to fight” the parents felt an obligation to continue as 

well. 

Taking Control  

From the start of BMT treatment parents discussed the need to be in control of treatment 

decisions for their children. Parents also had a need to be treated respectfully as the child’s 

decision maker. Some parents even assumed a very active role in identifying different treatment 
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strategies for their children. For those parents being an active participant in treatment planning 

was another means of taking control of the child’s situation. As a result, the BMT decision and 

the experience of the BMT treatment journey influenced parent’s end-of-life decision making. 

Parents also felt that it was their prerogative and responsibility to protect their children 

from further damage (both physical and psychological) whether the damage was actual or 

perceived. The parental role of child protector, as another means of taking control, was clearly 

evident. Parents saw themselves as the one and only person responsible for minimizing the 

physical and psychological damage to their child. Often, the desire to minimize their children’s 

suffering created a conundrum for parents as they found themselves agreeing to treatment(s) that 

would cause distress in an effort to prolong the fight. 

I felt that I should have respect for my child and all I wanted for him was respect 

and dignity and uh you know, you know not to have suffering… [child] suffered so 

much over the years….. child endured certain amount of bullying and getting 

picked on by kids along with physical suffering…those things just weigh on you 

and you start to think…. [child] had spent almost an entire year suffering, 

suffering through meds and suffering through the sickness caused by chemo 

…..you just don‟t want to see your child being miserable, you want to take it away 

Some parents went so far as to take an active role in seeking and recommending alternative 

treatments when their children’s condition was changing: 

….we were very active in our [child‟s] care….we would try to find everything 

possible you know ways to fix whatever was going on…. 

For others, taking control meant staying strong after the EOL decision was made despite pressure 

from others to change their decision: 

….I think we were a little bit different only cause we had the decision before they 

[doctors] approached us…we were, I don‟t know that we were the norm….I don‟t 

think they [doctors] were prepared….that was the feeling I got from the 

intensivist,….kind of looked at me and went, what? ….they were not prepared to 

talk to us…..they weren‟t really thinking about it….I felt I had to put my foot down 
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at one point and say all these procedures are not going to make a difference in the 

long run…..the longer you keep [ child] here [hospital] the less time we have at 

home…. 

Parents also spoke of resistance from the health care team either not wanting to or knowing when 

to let go: 

….finally I just said OK enough is enough, we‟re not doing any more, it‟s not 

going to fix the problem….towards the end I don‟t think they knew when to let 

go…  

Parents indicated that there were some very difficult treatment decisions that had to be made, 

notwithstanding the end-of-life decision. Most of the parents trusted their child’s doctor to make 

decisions, while acknowledging that the ultimate responsibility for treatment decisions was theirs 

alone. Irrespective of the trust factor, none of the parents felt that they had abdicated their right 

and responsibility as decision maker to the doctors caring for their child. 

We had experts that knew what they were doing, we had the people [with] 

experience with situations like that, that knew what they were doing and but none 

of them took, took control away from us….my [spouse] and I were at the center 

of, of control the whole time….. 

Taking control manifested itself in more than one way. All of the parents assumed the role of 

decision maker for their children, but some went so far as to actively participate with the doctors 

in formulating a plan of treatment. While this may have helped the parent feel more in control, it 

had ramifications for the parent-doctor relationship. Taking control of the role as child protector 

was equally important for parents. Several spoke about the pain of watching their child suffer 

both physically and psychologically and the depth of personal distress they felt when they had to 

make decisions that they knew would extend their child’s suffering. For parents who made the 

EOL decision days before their child succumbed, taking control meant staying strong in the face 

of pressure to change their decision. Other parents spoke of placing trust in the child’s doctor to 
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make treatment decisions, however, these parents didn’t believe that they had given the ultimate 

decision making authority to the doctor.  

Hope and Optimism Sustain Us 

Parents viewed hope and optimism separately, in the sense that hope was described as 

always present and not changing, while optimism fluctuated based on the information parent’s 

received about their child’s condition. Despite this separation, hope and optimism were none the 

less intertwined and present throughout each parent’s journey. These concepts provided 

sustenance for parents as they moved through BMT treatment journey. 

Several parents described how they felt hopeful throughout the journey: 

…I was really nervous….I had a positive outlook you know like everything‟s 

gonna be fine, the doctor‟s say that this [treatment] is going to help but at the 

same time I was really nervous, I thought you know it just, I, I was worried for 

[child]…we were, we were definitely hopeful… 

I mean I hoped you know for a lot …… I think I lived my day by wanting to see 

like [child‟s] red cells came up, just [child‟s] blood counts in general, just hoping 

these are going to get better….. 

For some hope was even present up to the moment of their child’s death.  

You know I, I was you know I always obviously hoped for the best….so I never 

thought that the decision [EOL decision] was gonna come ……I had hope and 

optimism until the morning I lost [child] 

Some parents cautioned about experiencing false hope which could lead to unrealistic 

expectations: 

…I was always very optimistic….I mean the time before when [child] was in 

PICU they were telling us you know that [child‟s] condition was very bad 

that….the possibility [child] won‟t make it and I mean [child] pulled through it 

and….we got false hope that [child] could pull through again….. 

Hope died when the child died. 

….when [the child] died I was sad, I mean I was hurt….we weren‟t able to hope… 
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Parents pinned their hope for the child’s cure on the BMT treatment even though the reality of 

the situation didn’t support a hopeful outlook.  

Hope and optimism were linked together in the parent’s discussion but clearly they had 

different meanings. The ability of parents to sustain the journey, fuel the fight so to speak, was 

dependent on the unwavering hope that their children would get better as a result of the BMT 

treatment. Optimism, on the other hand, fluctuated depending on whether the information 

parent’s received was positive or negative. Parents always hoped for the best no matter how dire 

the circumstances became. Hope gave the parents support and sustenance when optimism in the 

success of treatment wavered. Hope was present until the time of the child’s death. When the 

child died, the parent’s hope died as well, but not before then. None of the parents, even parents 

who had made the EOL decision days before their child died, described a sense of being hopeful 

for a peaceful death for their child.  

 

 

 

 

 

 

 

 

 

FIGURE 5. Facing My Worst Fear 

Key Category: Facing My Worst Fear 

Facing my worst fear describes how each parent ultimately came to a point in the journey 

when they realized their child was not going to survive. For some this time came several days 

before their child succumbed; for others it came mere minutes before the end of their child’s life.  

Facing my worst fear was a unique and singular experience for each parent, one that had to be 
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overcome in order to make the end-of-life decision for their child. The path to facing my worst 

fear was embedded in the process and, as a result, did not have a clear starting point. The 

finishing point came at the very end of the child’s life. 

There were three sub-categories to Facing My Worst Fear: Haunted by Unspoken 

Knowing, Looking for a Way Out, and Facing Reality. Haunted by unspoken knowing was 

described as a parental feeling, albeit almost a certainty, that their child would not survive the 

BMT treatment. Looking for a way out referred to the fact that EOL decision making is hard and 

that parents often times would like to have someone else, anyone else make that decision for 

them. Parents knew this was an unrealistic desire. They didn’t want to abdicate their 

responsibility as the child’s decision maker but that did not stop them from wishing, even for a 

fleeting moment, that the weight of decision making could be lifted from them. Facing reality 

was the time when each parent acknowledged, both internally and externally, their child’s bleak 

prognosis, and their own unwillingness to put their child through more suffering.  

Haunted by Unspoken Knowing 

Parents had a silent yet insidious traveler, a knowing, that accompanied them on the 

journey. Most parents did not want to acknowledge or give voice to this traveler’s presence and 

spoke about it only when they were directly questioned. It was almost as if not speaking out loud 

about their worst fear would somehow keep that fear from becoming a reality.  

You know I can say that from the day of diagnosis having to make this decision 

[EOL decision] was in the very back of my mind…it was always there, haunted 

me every day of [child‟s] entire treatment…up until the day ….I had to make the 

decision I never really thought it was gonna come…so I never thought that the 

decision was gonna come but from day 1, I knew that there was a chance that 

someday I may have to make the decision….it was always lurking in the 

background…..very, very back never spoken aloud, it wasn‟t something we ever 

talked about but um we knew it was there….. 
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For some, an optimistic outlook was tempered by a more haunting presence: 

No, [child] is going to get through this but there were times where I would have 

thoughts just sitting in the hospital, being there and I couldn‟t visualize, I couldn‟t 

visualize bringing [child] home…..I just felt like I don‟t think I‟m gonna be able 

to bring [child] home…[tearful]….so those thoughts ran through my mind….. 

Several parents talked about “knowing” all along that their child might not survive the BMT 

course of treatment. These parents believed from the beginning that they might have to make an 

EOL decision for their child, but it wasn’t until they were facing the reality of their child’s 

situation that they could give voice to what they had known and feared all along. 

Looking for a Way Out  

Parents clearly acknowledged their responsibility as the decision maker for their child but 

the responsibility came with a heavy burden. The duress of decision making was so great that 

some parents expressed a preference, albeit not realized, for someone else, anyone else to make 

the end-of-life decision for their child.  

…um you know I think that neither, I think that it came down to making the 

decision we really just wanted it made for us…..um you know ideally that‟s what 

we would have liked. My [spouse] and I really went back and forth, there were a 

lot of tears, and it was just, again the hardest thing I‟ve ever done in my entire life 

and there‟s just part of me that wished that [doctor] would have just said that 

there‟s nothing else we can do…..this is what we need to do…..at the time, that‟s 

what I wanted….I would have loved for anybody else to make that decision for 

me…..but in the end obviously it was our decision to make….. 

Other parents placed decision making in the hands of the doctor but when questioned by the 

researcher didn’t view this as an abdication of parental responsibility.  

…we, we didn‟t need to say anything it was pretty much um obvious what needed 

to happen and we had always given them [doctors] permission to do what they 

needed to do… but my [spouse] and I were at the center of, of control the whole 

time….. 
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The EOL decision was the most difficult decision any parent had faced in their lifetime and the 

responsibility for making the decision was accompanied by significant emotional duress. 

…it was the hardest decision we‟d ever made in our entire life…… 

….um that was [EOL decision] definitely the most difficult thing I‟ve ever had to 

do…. 

All of the parents characterized the EOL decision as being hard and the most difficult decision 

they had ever made. While none truly wanted to abdicate their responsibility as decision maker 

for their child, the stress of having to make this decision weighed heavily on some, so much so 

that they expressed looking for someone else, anyone else to make the decision for them. Other 

parents put their trust in the child’s doctor to make the decision that they, the parents, were 

comfortable with. This was seen more as an assignment of responsibility rather than a 

relinquishing of parental duty. 

Facing Reality 

Facing reality had intertwining components. The most obvious one was a realization on 

the part of the parents that their child’s physical condition was deteriorating. The second 

component was awareness on the part of each parent that they could no longer endure their 

child’s suffering, particularly in the face of the child’s poor condition. Lastly, the abruptness and 

speed of making the EOL decision was “like being in a whirlwind”. Parents voiced concern that 

they didn’t really have time to think about the decision or to process the ramifications at the 

actual time of decision making. 

Child’s physical condition. The child’s overall physical condition was seen as a driving 

force for the parents as they were faced with the prospect of EOL decision making. 
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….because [doctor] didn‟t give [child] much time because the cancer came back 

no matter what it‟s not like we were looking at a long time of suffering you 

know…. 

At some point parents were unable to look away from the fact of the child’s declining physical 

condition. The empirical information that parents were processing became nearly overwhelming 

with no good news coming from the doctors. 

…I took into consideration what [child] had been through……stint in ICU ….was 

extremely taxing on [child]…..kidneys were failing, liver was failing, heart was 

starting to fail,…..[child] was on breathing machine…..lungs weren‟t working 

either……[child‟s] other organs were not, were not responding to the treatment 

well at all…..so it was a situation to get one thing to work better it was harming 

another….[child] was on several things and they started getting more and more 

dramatic….we realized it wasn‟t a situation where [child‟s] body was doing 

anything at that point….we were really just forcing the issue…..[child‟s] body 

wasn‟t doing anything at that point…. 

Parents could also see the outward manifestations of the decline in their child’s physical 

functioning. For each parent, the realization came very quickly that their child was suffering and 

it was the inability or unwillingness on the parent’s part to watch their child suffer further that 

influenced their EOL decision. 

….you know … it‟s really important for health care providers to realize and to 

know just how hard it is to watch a child, your own child suffer, I mean I know 

everyone can probably imagine what it would be like but until you‟re living it you 

can‟t imagine it…and you know I just think it‟s important for them to know how 

hard it is you know [to] watch the baby suffer and know that this decision is made 

on how much more suffering the child can endure ……. 

….it was 2 o‟clock in the morning….I saw [child‟s] sats [oxygen saturation] just 

keep dropping ….fluid coming out of [child‟s] lungs….and I was just like oh gosh 

you know….couldn‟t put [child] through that any more  

One parent cautioned that it is important to be sensitive to the child’s suffering and not selfish in 

a personal desire to keep child alive:  
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………just for parents to understand as hard as it may be what are these poor kids 

going through? You know we, we may not be able to see you know their pain 

because they‟re completely medicated all the time or intubated…. We‟re blinded 

by that as parents because we don‟t want to see that, we would do anything to 

keep our children here but at the same time what is it doing to them? 

No parent wants to see their child suffer; however, so long as the child was winning the fight 

some degree of suffering was at least tolerable, if not well received. As the child’s deteriorating 

physical condition became more evident, the suffering of the child became an especially heavy 

influence on the parent’s EOL decision. Parents were simply not willing to watch their children 

endure any more suffering with no hope of recovery. 

Whirlwind decision making. Several parents commented on the speed with which they 

were “forced” to make the EOL decision for their child. 

…I didn‟t realize if it came down to it would be the whirlwind of making this 

decision. You know you kind of think it‟s something you can hem and haw over 

um but you really don‟t have the time, you need to start the next round of 

treatment or you need to say no, you know what I mean, I think that sometimes 

maybe people should know it‟s not always the decision that you have a lot of time 

to think over so you know when you go into a bone marrow transplant I think it‟s 

very important for parents to know how risky it is, that if they‟re faced with this 

decision they have some time to think about maybe a stopping point…. 

Whirlwind decision making, particularly when it came to an EOL decision for their child, was 

clearly upsetting to parents for whom this happened. All parents spoke about the need to have 

time to process information, whether it was empirical (information from doctor regarding child’s 

physical condition) or metaphysical in nature (observing and internalizing child’s suffering), and 

to think about choices for their child’s treatment.   

Facing my worst fear emerged as parents spoke of the realization that things were not 

going as expected with their children’s treatment following BMT. While several parents 

admitted that they had harbored the belief that their child might not survive the BMT treatment, 
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the harsh reality of child’s deteriorating physical condition could no longer be ignored or 

sidestepped and the need to make the EOL decision caught them off guard. Parents accepted the 

role of decision maker for their children but that didn’t stop them from looking for a way out of 

the horrible situation they faced as the child’s condition deteriorated. The amount of time parents 

were given to make the EOL decision was troubling for some. Making a decision of this 

magnitude in what was described as a “whirlwind” was clearly upsetting. Parents who had a 

longer amount of time to make their decision also felt stressed, ironically because they spent 

more time facing their worst fear and, as a result, had more time to question the “rightness” of 

their decision. 

 

 

 

 

 

FIGURE 6. Acceptance of Self 

Key Category: Acceptance of Self 

Acceptance of Self emerged as a category when parents began discussing how they were 

able to live with themselves as a result of making an EOL decision for their child. Parents found 

comfort in the belief that they had made the “right decision.” They acknowledged that the “right 

decision” was the result of trust they had developed in themselves as decision makers and in the 

information they received from the doctor’s caring for their child, their commitment to seeing the 

journey through to the end, and all that entailed, and their ability to face their worst fears. The 
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ability to make the “right decision” at the end of the child’s life led to the parent’s acceptance of 

self which was the crucial outcome of this process. 

Acceptance of Self had two sub-categories: Letting Go of Doubts and Defeat Leads to 

Peace. Letting go of doubts that the EOL decision was the “right one” was necessary for all 

parents to achieve before they were able to have any sort of positive feeling about the EOL 

decision and the ultimate outcome for their child. Defeat leads to peace described an 

acknowledgement by the parents that they and their child had fought a good fight but in the end 

were defeated. In order to achieve peace following such a lengthy and difficult battle parents 

talked about not harboring anger against themselves or others, and, as a result, not blaming 

others for the child’s demise. 

Letting Go of Doubts  

The ability of parents to let go of any doubts they may have had about the EOL decision 

was necessary for them to reach a feeling of acceptance, both with their decision and with 

themselves as decision maker. It was a sign to them that they had done the right thing by making 

the EOL decision 

Several parents spoke about not relying on the input of others but being absolutely certain 

for themselves before making the EOL decision: 

….. until you know for yourself you can‟t make the decision…. 

….you just kind of have to know yourself….. 

…I guess you just know in your heart when it‟s their time…… 
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Some parents believed that the approach they used to decision making worked for them. As a 

result they felt no regrets with anything they had done and had no self doubt about the EOL 

decision: 

I know I don‟t have any regrets for the decision, I don‟t wish I had done anything 

differently….and so that told me it was the right thing to do I guess [tearful] 

Knowing that they made the “proper decision” was also important to easing self-doubt: 

….I wasn‟t necessarily worried about things bad happening, I was worried more 

about making sure that I am making the right decisions for my [child]….not so 

much what‟s gonna happen if I make this decision but if something goes wrong 

…..it was simply like that so I was concerned about my ability to make the proper 

decision….. 

Knowing that the child was no longer suffering eased some parent’s minds about the 

appropriateness of the EOL decision: 

I think the biggest part just hearing that [child‟s] no longer in pain, no longer 

suffering was wonderful….. 

One parent reported receiving a sign from God that left no doubt that the EOL decision was right 

thing to do: 

…I think it just a lot of different signs came the weekend before….my family and I 

went to the mission….and um I, I strongly believe that at that point God gave me 

a sign, at least I felt this you know presence when I got there that I felt like the 

relief…..[after] I went back to the ICU to spend the night with [child] and I could 

just see something different in [child‟s] face, I don‟t know what it was, it could 

have just been me but [child] seemed at peace….and I think at that point [child] 

was probably already gone…… 

For this same parent, faith in the sign from God was reinforced with the quickness of the child’s 

death once the EOL decision was made and helped to ease any self-doubts: 

….like I told you it took….less than 10 minutes so that put me more at 

ease…..knowing ok [child] made me feel like….[child] was ready…..[child] was 

tired….. 
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A few parents spoke about the child’s influence in decision making and how that helped parent 

to let go of doubt about correctness of decision:  

….and you know [child] never told us anything but we could tell [child] was 

exhausted and if the nurse of anybody came near [child] the [child] put up hands 

and told them „no‟ and cried and you know I guess that what we said exactly was 

[child‟s] done……[child] is telling us they‟re done…… 

Parents believed that being able to let go of their self-doubts about the EOL decision was 

crucial to an overall sense that they had done the right thing for their child. For some parents, 

faith played a key role in easing self-doubt, while others “knew” in their heart that it was the 

appropriate decision. Most parents spoke of easing the child’s suffering as a key factor in 

affirming the correctness of their decision. 

Defeat Leads to Peace 

Although several parents described a feeling of absolute defeat which they equated to 

“giving up” after they had made the EOL decision for their child, there was something that 

occurred during the act of “giving up” that opened the door to peace. Another aspect of “giving 

up” was the ability of parents to surrender their own desires for the child’s recovery at all costs 

and rather look to a sense of what their child would want if he/she was able to articulate their 

feelings.  

One parent echoed the sentiment of others. The ability of parents to finally let go of 

selfish desires about keeping their children alive at all costs led them to a peaceful place: 

I strongly believe in God ….. and as soon as we drove up [to the mission] I just 

had this sense of, I, I think it was His way of letting me know [child] is going to be 

ok. It may not have been the way I wanted [child] to be ok but He was letting me 

know that [child‟s] going to be ok….and I did, I strongly believe that I went there 

for a particular reason …I do have the strong belief that you know that God was 

telling me something good…..I think I got that peace of OK [emphasis], it‟s 

time……had I not went there I don‟t know what would‟ve happened…… 
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For other parents, knowing that their child was no longer suffering offered them peace that their 

EOL decision was the right one: 

….that‟s what gives me peace, of knowing ok my [child‟s] not suffering any 

more… 

Still other parents had a strong sense of moral right versus wrong when it came to making the 

EOL decision and the degree of suffering the child was experiencing: 

…the only part that made it somewhat easier was knowing that, I did know for 

sure 100% that [child‟s] body was done [tearful voice]…..I didn‟t think it was 

moral to keep [child] in limbo between here and there, you know between life and 

death … 

A sense of peace that was found in giving up the fight was also described this way: 

….this has been a 2½ year battle and you fight, fight, fight then I kind of switched 

gears and also like giving up….there was a certain amount of, I‟m looking for a 

word, certain amount of peace to it….something that needed to be done….. 

It is unusual for people to feel peaceful when they have experienced a gut-wrenching defeat or 

when they have given up a fight, but many of these parents expressed a clear feeling of peace 

after making the EOL decision. These findings came as an almost afterthought for parents when 

the researcher questioned them about how they felt at the time of EOL decision making. The 

ability of parents to feel peaceful after making this decision was based on giving up their own 

selfish desires for their children, a strong sense of moral right versus wrong, and the decision to 

not have their children suffer any more (either physically or emotionally). Not all parents 

expressed feelings of peace after the decision was made, but none of the parents expressed regret 

about the EOL decision 

Acceptance of self was an unanticipated finding when it emerged as a category from the 

data. While most parents spoke of the EOL decision as an utter defeat, a giving up of the fight 



 

 

 

 

100 

that they and their children had engaged in for a long time, the ability to feel peace at the end 

was heartening. Parents expressed a strong need to feel that they had done the “right thing” for 

their children, that they had made the “correct decision.” For some, the ability to feel peace 

within themselves after the death of their child was grounded in a strong sense of morality (i.e., a 

willingness to abandon their selfish desires for the good of the child) and not keep the child in a 

state of limbo, between life and death. For others, peace came as a result of religious faith that 

promised them a better place for their child at the end-of-life.  

All of the parents wanted to end their children’s suffering. They had seen enough and 

were unwilling to have their child endure any more physical and/or emotional pain for a fight 

that was being lost. Some parents spoke about a sense of knowing that the child was tired of the 

fight as well. Any doubt that a parent had about the “rightness” of the EOL decision was 

immediately assuaged with the knowledge that they had been able to end the child’s suffering. 
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TABLE 2. Key Categories and Sub-Categories with Supporting Quotes 

Key Category Sub-Category Supporting Quote 

Developing Trust Establishing 

Empirical 

Knowing 

I read a lot of online medical journals. I read a lot of different case 

studies. I looked up everything they [medical team] were talking 

about and every day, like I said I just totally dove into it…..…went 

through [child‟s] chart daily and kept track of all the numbers and 

found out what all of them were and what they meant 

 Trust is a Two-

Way Street 

….he [doctor] trusted our feelings about it …..more than his 

experience with it 

 Being There for 

Us 

…there was not one person in my family or friends who didn‟t 

support us, everybody supported us…. 

…..another member of the staff came in on [their] day off to make 

sure that we didn‟t let anybody influence our decision because [staff] 

knew what decision we wanted [and] just wanted to make sure that 

we didn‟t let anyone pressure us to change our minds…… 

Committed to Seeing 

It Through 

Fighting for Life … .this has been a 2 ½ year battle and you fight, fight, fight….. 

Because [child] relapsed and [BMT] was the next step…..we were 

willing to do anything…. 

 Taking Control We had experts that knew what they were doing, we had the people 

[with]experience with situations like that, that knew what they were 

doing and but none of them took, took control away from us….my 

[spouse] and I were at the center of, of control the whole time….. 

 Hope and 

Optimism 

Sustain Us 

You know I, I was you know I always obviously hoped for the 

best….so I never thought that the decision [EOL decision] was gonna 

come ……I had hope and optimism until the morning I lost [child] 

Facing My Worst 

Fear 

Haunted by 

Unspoken 

Knowing 

…..this may sound a little crazy but um I, I always just believed that, 

I, I kind of accepted you know at the beginning that there was a good 

chance that [child] wasn‟t going to make it…. 

 Looking for a 

Way Out 

…..at the time, that‟s what I wanted….I would have loved for 

anybody else to make that decision for me…..but in the end obviously 

it was our decision to make….. 

 Facing Reality …I took into consideration what [child] had been through……stint in 

ICU….we realized it wasn‟t a situation where [child‟s] body was 

doing anything at that point….we were really just forcing the 

issue…..[child‟s] body wasn‟t doing anything at that point…. 

Acceptance of Self Letting Go of 

Doubts 

…I guess you just know in your heart when it‟s their time…… 

….you know I can tell you in, in I guess…in the decision making 

down to every step….I don‟t have a single regret…. 

 Defeat Leads to 

Peace 

….this has been a 2 ½ year battle and you fight, fight, fight then I 

kind of switched gears and also like giving up….there was a certain 

amount of, I‟m looking for a word, certain amount of peace to 

it….something that needed to be done….. 
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Summary 

The analysis of my study’s data revealed a BSPP described by parents as the realization 

of parental knowing. There were four key categories identified: developing trust, committed to 

seeing it through, facing my worst fear, and acceptance of self (See Table 2.). The first two 

categories in the process (developing trust, committed to seeing it through) were intertwined 

throughout (i.e., neither category assumed supremacy over the other). As their children’s 

physical condition deteriorated these categories began to merge with facing my worst fear to 

form the whole. At some point following the merger of these categories, parents were able to 

attain an absolute certainty that the time was “right” to let their children go (die) and were able to 

make the end-of-life decision. Parents then uniformly described an outcome of this process as an 

acceptance of self; a critical step that needed to occur if they were to move forward in the 

ongoing process of their own lives (See Figure 2.). 
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CHAPTER FIVE: DISCUSSION AND RECOMMENDATIONS 

The purpose of this chapter is to discuss the results of this study, some of which are new 

and contribute to existing nursing knowledge in pediatric BMT. Integration of the findings of 

this study with the existing literature and in reference to the conceptual framework, and my 

philosophical perspective as a researcher will also be presented. The findings are interpreted in 

light of the limitations of the study. The chapter closes with recommendations for nursing 

practice and future research, as well as limitations of the study.  

The Realization of Parental Knowing 

The basic social psychological process that emerged from the data analysis was The 

Realization of Parental Knowing (See Diagram 1). This process consisted of four categories: 

Developing Trust, Committed to Seeing It Through, Facing My Worst Fear, and Acceptance of 

Self. It was this process that parents used to navigate the social problem (the journey) of having 

to make the end-of-life decision for their children who were dying following blood and marrow 

transplantation. All of the parents engaged in this process, albeit in their own unique way, in 

order to make the end-of-life decision. While the parents reported varying emotions (e.g., peace, 

emptiness, and anger) after the end-of-life decision was made, they all believed that they had 

made the correct decision for their child, and indicated an acceptance of self as an outcome of the 

process. 
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FIGURE 7. The Realization of Parental Knowing with Categories and Sub-Categories 

Integrating the Literature 

The research questions in this study were used to guide initial data collection. As 

categories began emerging, through the techniques of constant comparative analysis, additional 

data collection was guided by hypotheses suggested in the emerging theory, the realization of 

parental knowing. Very early in the process of data analysis it became clear that participant’s 

responses were not going to fall neatly into the general discussion areas contemplated by these 

research questions. Therefore, in Chapter Four I presented the findings as they were identified 

from the data analysis process. In this chapter I will follow a similar structure by discussing these 

findings as they were identified. I will describe the relationship among the specific categories of 
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the BSPP; present new knowledge (bolded in the text) concerning the three key areas of 

reciprocal trust, use of the internet, and parental sense of knowing; relate the categories to 

current literature; and/or point out discrepancies that exist. 

Developing Trust 

Beginning in infancy, trust is a developmental concept that is relevant across the lifespan. 

Erik Erikson described trust, beginning in the earliest stages of life (birth to 1 year of age), as 

crucial for humans (Potter & Perry, 2005). Establishing trust in their caregiver as well as in 

themselves was described as an important step in the infant’s ability to navigate the earliest stage 

of life and move successfully to the challenges of the next stage of development (Potter & Perry, 

2005). The reciprocal nature of trust that was found in my study’s results is congruent with 

mature, albeit young in years, adults who have developed beyond the earlier phases of life, which 

emphasize either dependence or independence, to achieve a sense of interdependence with 

others. Clearly, developing trust was important for the parents in my study.  

The parents in this study described developing trust in the health care team in the context 

of validating the information that was being given to them regarding their children’s physical 

condition. This finding was consistent with that of Thompson, Hupcey, and Clark (2003), who 

found that parents needed timely and accurate information about their children’s condition if 

they were to form a trusting relationship with the health care team. Information sharing was 

described as a key component of my study’s conceptual framework. 

It is well established that parents rely heavily on facts and data about their child’s 

condition when they are faced with making treatment decisions (Hinds et al., 1997; Hinds et al., 

2001; Hinds et al., 2000; London & Lundstedt, 2006; Meert et al., 2000; Meyer et al., 2002; 
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Sharman et al., 2005; Tomlinson et al., 2006). Meyer et al. (2002) found that parents who 

described feeling well informed about their child’s treatment options, their overall chance for 

survival, and the pros/cons of continuing treatment felt more confident making an end-of-life 

decision. Other studies have shown that parents want to be able to get information on the status 

of their children’s disease; they want to know that all curative treatment options have been tried; 

and they want to feel supported by health care providers (Hinds et al., 1997; Hinds et al., 2001; 

Hinds et al., 2000; Hinds et al., 2009; Meert et al., 2000). 

Data from my study supported these earlier findings, in that all parents had to receive and 

process information about their children’s condition in order to establish empirical knowing. 

Parents also reported needing to believe that all curative treatment options had been exhausted. 

Several parents wanted their children’s options for success of treatment to be expressed in odds 

for survival. This finding was similar to that of Mack, Wolfe, Grier, Cleary, and Weeks (2006) 

who found that the majority of parents wanted information about the child’s prognosis expressed 

numerically (e.g., child has 5% chance of improvement with this type of treatment). 

The fact that parents in this study were given information throughout the entire course of 

treatment was not sufficient as the sole foundation for EOL decision making. Each parent talked 

extensively about the need to develop trust in the physicians (primarily) and other health care 

team members in order to make treatment decisions for their children. Trust in the physicians, 

which was developed through validation of the information, appeared to be a critical component 

of the EOL decision making process for parents. Consistent with earlier findings, trust in the 

health care team was seen as a dynamic process that was subject to change throughout the entire 

BMT treatment experience (Thompson, Hupcey, & Clark, 2003) 
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Parents also reported a strong desire for the health care team to realize that they were 

caring for more than just the child. It was very important for staff, particularly the nurses, to 

recognize that they were caring for the parents as well as the children. Keeping the parents 

informed as to what was happening with care, consulting with parents on the best approach to 

their children, and supporting the decisions that parents made regarding treatment were all 

viewed as necessary for parents to establish trust in the staff, and this in turn helped to further 

trust that parents had in themselves as the child’s decision maker. These findings were consistent 

with prior studies that identified the ability of nurses to keep parents informed about the child’s 

condition, demonstrate compassion and consistency, while remaining attentive to the parent’s 

and child’s needs as factors that affected decision making (London & Lundstedt, 2006; 

Oppenheim et al., 2002). 

Parents in this study, however, did not develop trust in the health care team without first 

establishing some degree of empirical knowing. Empirical knowing was the recognition of the 

information received about their children’s changing condition coupled with the ability to “trust” 

that the information was valid and useful as a basis for decision making. Similar to empirical 

knowing in nursing, as described by Carper (1978), parent’s empirical knowing was informed by 

their children’s physical and emotional condition during BMT treatment. From this they learned 

that their child’s illness was a process, one that would change over time and would also vary 

according to circumstances that they may or may not be able to control. For parents, trust in their 

children’s doctor and other members of the health care team was not considered a given, but had 

to be developed and sustained through empirical knowing. 
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Several parents discussed use of the internet as an important means of validating 

information that was being given to them. One parent described extensive use of the internet as 

not only a validation tool, but also as a means of seeking additional treatment recommendations 

for their child. Other parents acknowledged that they had used the internet at the beginning of the 

process to develop trust in the decision for BMT, but then abandoned the internet as they 

believed they might encounter conflicting information. For a few parents, use of the internet as a 

bridge to other parents facing similar challenges was helpful as a means of support. Still one 

parent noted that he/she had expertise in the use of computers and, as a result, was able to filter 

internet information to obtain the most reliable information. Interestingly, this parent abandoned 

the internet early on in his/her child’s BMT treatment and chose instead to rely solely on the 

doctor’s recommendations as a basis for decision making. 

That the use of the internet came up in several interviews should not have been 

surprising, as the mean age of the participants at the time of their children’s death was 26 years 3 

months. This placed the majority of parents in the Y generation (Keepnews, Brewer, Kovner, & 

Shin, 2010). The Y generation is known to be comfortable with the use of technology (e.g., the 

internet), and functioning in highly structured environments (Keepnews et al., 2010). 

While other researchers (Hinds et al., 2009; Nuss et al., 2005) have spoken of parents 

developing a sense of competence in decision making and the development of trust among all 

parties involved in decision making, the concept of reciprocal trust that emerged in this study 

extends these ideas into a more existential realm. Reciprocal trust goes beyond the idea of 

parental competence as decision maker for their dying children; it contemplates a strong desire 

on the part of parents to be valued and, subsequently trusted, in their role as decision maker for 
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their children. My study findings indicate that the establishment of reciprocal trust was crucial to 

parents as they developed confidence in their own ability to make the EOL decision.  

The communication style of the health care team has been identified previously as a 

critical component in the overall care of children who are dying (Monterosso & Kristjanson, 

2008b)). Parents in my study spoke extensively about the need for others (i.e., the health care 

team and their family), to support them in their decision making abilities. In my study, an honest 

and authentic relationship between parents and the professionals caring for their children was 

seen as valuable to the parents as a means of developing trust in themselves as decision maker 

for their children. Parents wanted physicians and other health care team members to be straight 

with them – to be honest. Straight talk was seen not just as being supportive, but as further 

evidence of trust in the parent to make the “right” decisions for their child.  

Parents also expressed a need for the doctors and other health care team members to 

respect their (parents) ability to make the “right” treatment decisions for their children. The BMT 

treatment course was new for all the parents involved, and as a result, parents were not always 

comfortable making decisions for their children. The development of reciprocal trust between the 

health care team and the parents was seen as a natural expression of respect for the parent’s role 

as primary decision maker. This foundation for reciprocal trust was important as parent’s 

developed trust in their own decision making abilities. 

Similar to the findings of Meyer et al. (2002), most of the parents in this study had 

limited previous experience with death and/or decision making about medical treatment for a 

seriously ill family member. This lack of experience was not viewed as a deterrent. Rather, it 

was seen as yet another hurdle that had to be overcome. Several parents noted that their own 
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parents had prior experience with death and/or decision making for loved ones and thus were 

able to offer support at the time of EOL decision making. 

The support of others, specifically family and friends, was seen as confirmation that the 

parents were able to make the “right” decisions for their children’s treatment. Being there for us 

described the support of others and how this support reinforced the trust parents had developed 

to make decisions that were correct. The need for support was so strong that some parents 

discussed cutting people out of their lives who didn’t agree with the decisions being made. Not 

only did this help to conserve parental energy for their child’s care giving, it also served to keep 

any lingering doubts about the EOL decision at bay.  

Some parents spoke of their personal religious faith system as providing support for their 

role as decision maker. Others expressed no religious faith system and did not acknowledge 

religious faith as having any role in their ability to make the EOL decision for their child. This 

finding was not consistent with previous studies that cited a strong religious influence and/or 

help from God as an important factor in EOL decision making (Hinds et al., 2009; Kirschbaum, 

1996; Kodadek & Feeg, 2002; Meyer et al., 2002; Sharman et al., 2005). 

Developing trust was not originally contemplated as part of the conceptual framework for 

this study. However, it became abundantly clear early in the process of data analysis that 

developing trust both in the health care team and in their ability as sole decision maker for their 

dying child was a critical category for parents in the realization of parental knowing. 

Committed to Seeing It Through 

Committed to seeing it through, described how parents approached and navigated the 

journey of pediatric BMT treatment for their children. Parents expressed a commitment to 
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completing the journey no matter the outcome. Indeed, for most the decision to accept BMT 

treatment for their children was considered a “no brainer”, that is, BMT was seen as the only 

viable option left for them in the fight for their child’s life. Contrary to the findings of Stevens 

and Pletsch (2002), parents in my study did not describe feeling angry about having to accept 

BMT treatment for their children; rather they viewed BMT as just another step in the already 

long treatment journey, one that had to be taken in order to get to the finish line. 

Once parents in my study made the decision for BMT treatment, their willingness to 

continue the journey was fueled nearly exclusively by the perceived willingness of their children 

to continue the fight for life. In a sense, parents and their children became partners in this fight. 

Interestingly, at this point parents did not express the bio-behavioral responses that were 

contemplated as part of the study’s conceptual framework and that had been described by 

previous researchers: fear, anger, helplessness, guilt or fatigue (Davies et al., 1998; Drew et al., 

2005; Oppenheim et al., 2002; Steele & Davies, 2006; Stevens & Pletsch, 2002). They were all 

willing participants, with their children, in the journey that was BMT treatment. What they did 

express was surprise and frustration with the length in time of treatment; this had not been 

expected and led to significant financial and emotional hardships for all of the parents.  

Parents unanimously expressed the need for control of decision making and were turned 

off by anyone who did not respect or support their decision making abilities. Parents clearly felt 

that it was not only their prerogative but their responsibility to make decisions to protect their 

children from physical and psychological damage, whether this damage was actual or perceived. 

For parents in this study, taking control was a means of establishing their parental role of 

protector. At times the desire to protect the child and minimize the child’s suffering created a 
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conundrum for parents, as they often had to agree to treatment which they knew would cause 

their children additional suffering in order to continue the fight.  

Hinds et al. (1997) found that parents rated recommendations received from healthcare 

professionals as the most important factor in EOL decision making. The results of my study did 

not support this finding; indeed, they were the exact opposite. I found that parents were adamant 

about not being influenced in EOL decision making by the health care team. One parent put it 

this way “….that really influencing it [EOL decision] one way or the other is probably the worst 

possible thing you can do…..” Furthermore, parents viewed efforts by the health care team to 

influence decision making as inappropriate and disrespectful of the parent’s responsibility as sole 

decision maker for their children.  

Each of the parents in this study spoke of the pain they felt watching their children suffer 

through a seemingly never ending course of treatment. At some point, each parent was simply 

unwilling to put their child through more suffering particularly when it was apparent that the 

child was not going to survive. These findings are consistent with those of Sharman et al., 

(2005), that parents relied on personal observations, such as assessing the pain and suffering of 

their child, when making the EOL decision.  

Davies, Deveau, deVeber, Howell, Martinson, Papadatou et al. (198) found that mothers 

of children dying from cancer felt guilty that they, as the child’s protector, were unable to alter 

the course of the child’s disease. This was not the case in my study. Only one parent reported 

feelings of guilt and those feelings were related to the parent’s selfish desire to keep the child 

alive, at all costs, despite the child’s deteriorating physical condition.  
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Parents also spoke of the immorality of subjecting their children to more suffering once 

they had determined that the fight for the child’s life was being lost. One parent described this as 

“not wanting to keep the child in limbo.” This finding was consistent with one described by 

Kirschbaum (1996) i.e., the parental EOL decisions were based on an ethic of responsibility the 

parents felt to their children.  

Stewart et al. (2005) introduced a parental treatment decision making (TDM) model that 

addressed preferred parental role preferences in decision making. This model suggested that 

parents would assume decision making roles (e.g., passive, collaborative, or active) and that 

these roles would vary depending on the context of decision making and individual preferences 

for degree of control. Varying factors (e.g., illness factors, person factors, and relationship 

factors) were found to influence parental TDM.  

The findings of my study partially support the TDM model presented by Stewart et al. 

(2005). Stewart et al. (2005) found that relationship factors, including trust in the health care 

team and support from family and friends were important in establishing the parental TDM 

preference. This is similar to my findings that clearly indicated trust in both the health care team 

and in their own role as decision maker was critical to parents faced with an EOL decision. 

Support from family and friends, also indicated by parents in my study as important, was 

interpreted as respect and trust in parents as sole decision maker for their children. Stewart et al. 

(2005) also found that parental knowledge and experience increased as the child progressed 

through treatment. Parents in my study continued to develop trust in their own decision making 

abilities once they established the empirical knowing that was necessary in order to navigate 

each step of the journey.  
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There, however, the similarities cease. Stewart et al. (2005) described a model based 

strictly on the control preference of parents relative to decision making throughout their 

children’s illness. The child’s voice in decision making was not contemplated as important in 

this model. My findings support a strong and clear “voice” for the child, described as a sense of 

knowing their child’s wishes on the part of the parents. 

Sharman et al., (2005) found that parents were influenced by what they perceived to be 

their children’s understanding of their own illness and the child’s will to live. In another study, 

Meyer et al., (2002) found that 53.8% of parents felt they were doing what their child would 

have wanted regarding the EOL decision. In these studies, parents were able to speak with their 

children or have some form of communication with them that helped them ascertain the child’s 

wishes regarding an ongoing will to live.  

The majority of children in my study were too young to verbalize an understanding of 

their illness and/or their individual will to live. So how did the parents perceive their children’s 

willingness to continue fighting? This findings indicate that the parents described a “sense of 

knowing” what their children wanted whether the child was verbal or not. Sense of knowing is a 

concept that was defined in this study’s conceptual framework and which arose out of this 

researcher’s experiential knowledge in pediatric BMT. 

As described in the framework, sense of knowing contemplates a wordless link between 

the parent and the child, likely cued by the child’s physical condition but somehow intrinsically 

understood by the parents. In this study, the parents described the ability to make an EOL 

decision for their children, in part, because of their sense of knowing that the child was ready to 

end the fight. Sense of knowing was more than just an observation of the child’s outward 
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physical condition - parents spoke of having a “sense” about their child’s individual will to live, 

evidenced by what the parent’s perceived as the child “fighting” to stay alive. These findings 

extend those of Kirschbaum (1996), who described an important component in parental decision 

making as the way a child looks or behaves, and other researchers, who found a connectedness 

between parent and child as a critical construct that assisted parents in decision-making (London 

& Lundstedt, 2006; Meyer et al., 2002; Sharman et al., 2005; Tomlinson et al., 2006). 

My study results support a sense of knowing that transcends existing knowledge moving 

instead into a new realm, that of a metaphysical understanding of a parent’s connection to their 

child. This concept refers to a firmly held belief on the part of parents that they “sense” and 

“know” what their children would want regarding treatment. Children did not have to be verbal 

or old enough to understand what was happening to them for parents to “know” what the child’s 

wishes were regarding further treatment. In this study, each parent developed their own “sense of 

knowing” as a part of the process, which was necessary before they were able to make the EOL 

decision for their children. 

The role of the children in decision making in my study was clearly described by parents 

as a “sense of knowing.” In contrast to the findings of Nuss, Hinds, and LaFond (2005), most of 

the parents in my study were not able to consciously consult their children regarding preferences 

for treatment and EOL decision making, yet each child played a key role in the ability of parents 

to make the final decision. As a result, these findings support the important role that children of 

any age play in the ability of parents to make an EOL decision. 

The ability to develop trust in the health care team and self trust as sole decision maker 

and child protector clearly helped parents stay committed to seeing the journey through, while 
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hope and optimism gave them sustenance for the unknowns that were encountered along the 

way. Each parent in this study spoke of hope, always present and never changing, while 

optimism fluctuated up or down based on information received about the child’s condition. Hope 

and optimism were, nonetheless, intertwined and present throughout each parent’s journey.  

Hope was initially described as a concept in the framework for this study. Other authors 

have described hope in terms of hope for the future and hope for a good outcome (Meyer et al., 

2002; Sharman et al., 2005; Tomlinson et al., 2006; Truog et al., 2006). These same authors 

identified a strong link between hope, parental spirituality, and the connectedness between parent 

and child. All of the parents in this study identified strong feelings of hope but did not link those 

feelings to parental spirituality or strong connections with their children. Parents in this study 

spoke of always hoping for the best; for one parent this meant up to and including the morning 

their child died. 

Contrary to the ideas suggested in my study’s conceptual framework, the experience of 

hope did not become a means of providing comfort to parents during EOL decision making 

(Rishel, 2010). These parents did not speak of their hope for cure transforming into hope for a 

peaceful death for their child, nor did they speak of hope easing their ability to make the EOL 

decision. Hope remained, even when parents “knew” their children would die, “I was hopeful 

even the morning that [child] died.” For the parents in this study, hope simply died when their 

children died. As described by one parent “….when the child died I was sad, I mean I was 

hurt….we weren‟t able to hope….” 

Committed to seeing it through, described how parents approached and navigated the 

journey of pediatric BMT treatment for their children. One key sub-category involved parent’s 
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fighting for their child’s life so long as they perceived the child was willing to fight as well. A 

new concept, “sense of knowing,” was described by parents as they struggled with their 

commitment to continuing the journey of BMT treatment. Parents accepted their responsibility as 

sole decision maker for their children. Hope was present throughout the journey with optimism 

waxing and waning depending on the child’s condition. Each parent described an overwhelming 

commitment to completing the journey no matter the outcome. 

Facing My Worst Fear 

Facing my worst fear described how parents eventually came to a point in their journey 

when they realized their child was not going to survive. Parents in my study described the 

category of facing my worst fear as a critical component of the overall process. This finding was 

similar to one in a study completed by Drew, Goodenough, Maurice, Foreman, and Willis (2005) 

that focused on parent’s psychological adjustment and bereavement outcomes as a function of 

whether the child had received a BMT during treatment and whether the child died at home or in 

the hospital. Drew et al. (2005) found that “…the child’s eventual death is a realization of a 

parent’s worst fear” (p. 270). 

The proximity of this realization to the child’s actual demise varied from mere minutes to 

several days, but all parents spoke of finally facing their worst fear before they were able to 

make the EOL decision. The path to facing their worst fear was different for each parent and was 

clearly embedded in the overall process. Parents did not describe a well defined start to facing 

my worst fear, but all felt that the certainty of the child’s death marked the end of this particular 

phase. 
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The category facing my worst fear described by parents in my study is different from the 

theory of parental coping processes described by Hinds et al. (1996) as “coming to terms.” In my 

study, parents were haunted by an unspoken knowing that their children might not survive the 

BMT treatment. Some parents were vicariously looking for someone else to make the EOL 

decision for them, yet all the while parents were coming face to face with the outward 

manifestations of their children’s deteriorating physical condition.  In my study facing my worst 

fear described how parents eventually came to a point in the journey when they realized their 

child was not going to survive. The unspoken traveler on the journey was given a voice, parents 

realized it was unrealistic to expect others to make the EOL decision for them, and each parent 

acknowledged, both internally and externally, the bleak prognosis for their children and their 

own unwillingness to put the child through more suffering. 

Facing my worst fear bears resemblance to the concept of transitioning that was 

described in this study’s framework. For my study, transitioning was defined as a non-linear 

process initiated at some point in treatment decision making when parents begin to develop a 

recognition that their child may not survive. The framework contemplated that parental focus 

would change during transitioning, with greater emphasis ultimately placed on the child’s 

comfort as the end of life approached. It was also anticipated that transitioning had to occur 

before parents could make the EOL decision.  

Literature on transitioning generally describes some sort of change on the part of an adult 

individual or caregiver (Badger, 2005; Davies et al., 1990; Stuart, 2003). Findings of my study 

support that parents went through some change, not articulated as such, but they all moved 
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toward a point of facing the reality of their children’s ultimate demise that was coupled with 

unwillingness on their part to put their children through any additional suffering.  

Several parents in this study described being haunted by an unspoken knowing that their 

children would not survive the BMT treatment. The unspoken knowing that parents in my study 

described was not the same as that described by Stevens and Pletsch (2005). The feeling that 

haunted parents in my study was not tied to awareness that their children had no other treatment 

options; it was simply described as a knowing, buried deep in their hearts and minds that their 

child wasn’t going to survive notwithstanding BMT treatment. Ultimately, parents had to face 

the reality of their children’s situation before they could give voice to their worst fear, that 

unspoken companion that had traveled with them during the BMT treatment journey.  

In my study, similar to other studies,  parents reported that the EOL decision was the 

most difficult decision they had faced in their lifetime and that the responsibility for making the 

decision was accompanied by significant emotional duress (Hinds et al., 1997; Hinds, Schum et 

al., 2005). Some parents in my study, however, reported looking for a way out of EOL decision 

making. For these parents, the desire to have someone else make the decision had some appeal, 

though all knew it was their ultimate responsibility. Other parents placed decision making in the 

hands of the doctor but did not view this as an abdication of parental responsibility. Rather this 

was seen as an assignment of responsibility; a placing of trust in the doctor to make the decision. 

Parents described two intertwining components as they faced the reality of their 

children’s situation. The first component was a realization of the child’s deteriorating physical 

condition. The second component was awareness that they could no longer endure their child’s 

suffering, particularly in the face of the child’s poor physical condition. This finding was similar 
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to that of Badger (2005), who posited that transitioning was viewed as a change in medical 

treatment for the patient from a curative focus to a comfort care mode. For many of the parents 

in my study, EOL decision making occurred minutes before their children succumbed. These 

parents had very little time to bring it all together; face their worst fear; and make the EOL 

decision for their children. For others, EOL decision making occurred several days prior to the 

child’s demise, however, the longer parents had to think about their decision the more difficult it 

was for them not to change their mind.  

In the end, all of the parents articulated that knowing the fight was lost and that their 

decision could end their children’s suffering helped them to face their worst fear and make the 

EOL decision. This finding was similar to this researcher’s experiential knowledge in pediatric 

BMT that facing their worst fear was not instantaneous despite the proximity for some to the 

actual demise of the child. Also, similar to the findings of others, facing their worst fear was 

clearly not a linear process despite an outward appearance of the parents moving from point A to 

point B without any deviation (Davies et al., 1990; Waldrop et al., 2005).  

Acceptance of Self 

Acceptance of self was unexpected before it was identified during data analysis. This 

category was not contemplated in this study’s conceptual framework, as the original intent was 

to describe the process of parental EOL decision making, not to identify the aftermath of that 

process. It did become clear, however, during data analysis that making the decision was not the 

final phase of the process discovered in this study; the realization of parental knowing was not 

complete until the parents moved to the category described as acceptance of self. Acceptance of 

self was the parental belief that they had made the “right decision” for their dying child. Each 
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parent spoke at length about the importance of holding that belief in order to be able to live with 

themselves after they made the EOL decision for their child. Parents spoke of individual 

selflessness and a sense of knowing that the EOL decision was absolutely the “right” decision to 

make.  

The notion that acceptance of self completes the process may seem contrary to the idea of 

process itself (as something that is fluid and ever-changing), but the ability of parents to 

successfully reach this outcome was a necessary part of the journey, allowing them to then move 

on with their lives. While parents described differing emotions following the decision, all parents 

found comfort in the belief that they had made the “right decision.” 

Parents in this study also described the need to let go of any doubts they had about the 

EOL decision before they could actually make the decision. Letting go of doubts seemed to be an 

absolutely necessary phase for all parents to move through in order to reach a feeling of 

acceptance both with the actual decision and with themselves as the decision maker. Drew et al. 

(2005) found that bereaved families were potentially at risk for doubting treatment decisions as a 

result of hindsight or second guessing. In my study, the ability to let go of their doubts became a 

sign to the parents that they had done the right thing and enabled them to make the EOL 

decision. All of the parents faced and resolved their doubts during the acceptance of self phase, 

which then became an outcome of the process. 

Hinds et al. (2009) described a finding similar to acceptance of self which was coined as 

“being a good parent.” In the Hinds et al. (2009) study, being a good parent included, among 

other things “making informed, unselfish decisions in the child’s best interest” (p. 5879). None 
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of the parents in my study described themselves as trying to be a good parent or seeking that 

status as a goal.  

For most of the parents in this study, giving up the fight for their children’s lives was 

seen as a defeat. Despite feeling defeated, several parents also described feeling peaceful after 

their child’s demise as though they were comforted knowing that their child was no longer 

suffering because they had made the right decision. 

Integration with Conceptual Framework 

Consistent with Fawcett’s (1980) view, the proposed framework in my study was useful 

as a suggested “outline of the environmental forces or stressors acting on a person to create 

adaptive change, as well as the resources available to help the person maintain equilibrium while 

coping with these stressors” (p. 88). As such, the framework proposed relationships that were 

assumptions about how the concepts might be integrated into a meaningful configuration.  

The process that was described in my study, the realization of parental knowing, has both 

similarities and differences to the suggested framework. For example, hope was still an integral 

part of the process but it was expressed in a different way than was suggested. In addition, 

importantly, the “outcome” was not the parental decision for DNR or withdrawal of life support 

but was found to be an acceptance of self that was critical to parents in order to move on with the 

ever changing process of their own lives.  

Surprisingly, neither the influence of parental bio-behavioral responses nor parental 

spiritual perspectives were seen as important to the process as had been suggested in the 

literature review and in this researcher’s experiential knowledge. While parents did not speak 
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directly of cultural influences during EOL decision making each of them articulated the 

importance of family support during the process. 

Information sharing was found to be an important component of the process. Each of the 

parents spoke of the need to obtain as much information as possible about their children’s 

condition and of the importance of honest communication from the health care team. However, 

the need of the parents to establish empirical knowing through the validation of the information 

that was received had not been thoroughly described in this framework. Parental use of the 

internet as a means of validation, an important finding in my study, was not originally 

anticipated. 

The establishment of empirical knowing was the only way parents had to develop trust in 

the doctor and health care team caring for their children. The development of trust was described 

as all encompassing and something that had to occur for parents to be able to make the EOL 

decision for their children. Reciprocal trust, the trust that doctors and members of the health care 

team had in the parents to make the “right” decisions for their children was a new finding that 

was not originally conceptualized in the study’s framework. The development of reciprocal trust 

between the parents and the health care team was a critical component in the process for the 

parents to develop trust in themselves as the decision maker for their children. 

My study results supported a sense of knowing that was more fully described than 

originally contemplated in the framework. In my study, parental sense of knowing transcended 

existing knowledge and moved instead into a new realm, that of a metaphysical understanding of 

the parent’s connection to their children. Each parent developed their own “sense of knowing” as 
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a part of the process which was necessary before they were able to make the EOL decision for 

their children. 

The concept of transitioning as suggested in the literature is similar to the category 

described in my findings as facing my worst fear. Transitioning has been described by others as a 

change in medical treatment for the patient from a curative focus to a comfort care mode 

(Badger, 2005). In my study, facing my worst fear was described as having two components. The 

first was a realization of the child’s deteriorating physical condition, while the second was 

awareness that as parents they could no longer endure their child’s suffering, particularly in the 

face of the child’s poor physical condition. 

I believe that the findings of my study support the relevance of the originally proposed 

conceptual framework. The framework was designed as a broad approach to the study of parental 

end-of-life decision making in the setting of pediatric BMT and, as such, was not conceptualized 

to be a predictor of outcomes of the process. However, the mid-range theory that emerged from 

this research extended the knowledge suggested by the conceptual framework by specifying key 

variables in the process of decision making and alerting us to the idea that the outcome of 

decision making is neither the decision nor the child’s death but an intrapersonal 

experience/awareness of the parent. 

Integration of Philosophical Perspective 

While Glaser does not describe a specific philosophical underpinning for his grounded 

theory methodology, the ideas suggested by symbolic interactionism support the basic tenants of 

this approach to research. The assumptions of symbolic interactionism that individuals act 

toward others and/or things based on some meaning they perceive; that it is the interaction with 
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others that form these meanings; and that these meanings are modified through a process that is 

described as interpretive and allows the individual to make sense of and manage their social 

world (Wuest, 2007) are also consistent with the ideas of process philosophy as described by 

Alfred North Whitehead (1929/1978). 

In process philosophy, the nature of all things is viewed as an ongoing, self-constructing 

process (Whitehead, 2006). For process philosophy to work it had to explain the connection 

between the objective, subjective, and logical descriptions of the world and the everyday 

experiences of individuals (Whitehead, 2006). This approach is in lock-step with the tenets of 

grounded theory and serves to describe the BSPP that is occurring in end-of-life decision making 

in pediatric BMT.  

The realization of parental knowing is an example of the intersection between empirics 

and metaphysics that is becoming more evident in nursing science as we are challenged to 

approach the development of nursing knowledge from different perspectives. The realization of 

parental knowing involves objective (empiric) descriptions (e.g., information about the child’s 

physical condition) that has been validated to form empirical knowing. Also involved are logical 

descriptions (e.g., parents have developed trust in the medical team to give accurate information) 

and the parent’s belief that they, both parents and children, have fought a good fight. Lastly, 

there are subjective descriptions (e.g., parents trust themselves to make the right decision); 

parents cannot watch their children endure any further suffering; and parents have a sense of 

knowing that their children do not want to continue to live this way. There are clear connections 

between these relationships, and these connections not only give us insight into, but serve to 
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explain, the everyday experience of parents who made an EOL decision for their children who 

died following BMT. 

Whitehead also described a metaphysical notion called actual occasion (Lowe, 1990). 

The actual occasion involves the coming together of all the data that contribute to the occasion 

and allow the formation of a new perspective. In the realization of parental knowing, the actual 

occasion was described as the acceptance for self that all of the parents achieved when the EOL 

decision had been made. Acceptance for self moved parents beyond the realization of parental 

knowing, whether they had achieved peace or not, to a place in the process when all parents 

“knew” they made the “right” decision and were able to let go of any doubts they had. Because 

people are in flux, change is an ongoing process of reality. As a result, the actual occasion 

experienced by these parents was not the end, not a final experience, but merely a part of each 

parent’s process of realization and acceptance; a process of becoming that is never ending 

(Lowe, 1990). 

Relevance for Nursing Practice 

The results of this study offer new knowledge for nurses who care for children that are 

dying following BMT and the parents who are faced with making an end-of-life decision for 

their children. The realization of parental knowing describes a theory that may be used for 

guiding evidence based nursing practice in the highly specialized field of pediatric blood and 

marrow transplantation.   

Of prime importance for parents is the need to develop trust: trust in the doctor(s) and the 

rest of the health care team; trust in themselves as the appropriate decision maker for their 

children; and trust, through a process of validation, in the information they are receiving about 
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their children’s changing physical condition. Nurses must appreciate the need of the parent to be 

included and valued as a partner in the care of their children. For parents, an explanation of every 

nursing action is important as they validate their own empirical knowing. Demonstrating an 

attention to detail in providing care is also important and interpreted as a sign of respect for the 

child and the parent as well. As one parent humorously pointed out “when you’re drawing labs 

don’t leave the used alcohol pad in the bed.” 

Parents may seek guidance and/or assistance with validating information they have 

received from the doctor(s). Developing educational materials regarding reliable internet sources 

may facilitate parental validation of information they have received. Providing support for 

parents as they establish their own empirical knowing in order to engage in treatment decision 

making has been shown to be a crucial factor for parents if they are ever to be expected to make 

an end-of-life decision for their children. 

Acknowledging the difficulty, pain, and hardship that children and parents are enduring is 

important as parents seek to sustain their commitment to the BMT treatment course. While 

parents understand and embrace the responsibility of being the sole decision maker for their 

children, they appreciate nurses being there for them when they are facing their worst fears. It is 

important for nurses to understand the role of hope and optimism in this process, yet not act in 

any way that might engender false hope for parents as they struggle with end-of-life decision 

making.  

Honest communication with parents, while sometimes painful, is always preferred. Style 

of communication is critical, the words that are spoken and how they are delivered make an 

enormous difference in how parents perceive the message. To the extent that nurses can 
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influence communication between doctors and parents, it has been found that early 

communication of the child’s potential demise was beneficial so parents had time to think about 

the end-of-life decision.  

Study Strengths 

I believe that my study had several strengths. These strengths included the retrospective 

study design; use of the participant’s exact words in the description of the BSPP, the key 

categories, and the sub-categories; and the experiential knowledge of this researcher. 

While some researchers have approached the study of parental EOL decision making 

prospectively, the ability of parents to identify the most important factors in the decision making 

process may not be captured with this type of study design (Hinds, Schum et al., 2005; Sharman 

et al., 2005). The retrospective design of my study should, therefore, be seen as strength. 

Previous researchers have noted that a retrospective study design can provide important insights 

into long-term functioning of bereaved families; that data obtained retrospectively offers a 

description of the parent’s authentic experience in participating in making treatment decisions for 

gravely ill children; that parents are unlikely to forget their impressions, perceptions, and 

feelings during the time of EOL decision making; and that parent’s overall satisfaction with 

research participation is high when engaged in a retrospective study (Drew et al., 2005; 

Kirschbaum, 1996; London & Lundstedt, 2006; Meert et al., 2000). An additional strength of the 

retrospective study design was to allow this researcher the opportunity to appreciate the process 

of parental EOL decision making as it occurred over time (Hinds et al., 2001). As a result, this 

design enhanced the fittingness of the study findings thus increasing the probability that these 

findings would be applicable to others in a similar situation (Chiovitti & Piran, 2003). 
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Parents in my study were quoted extensively as a means of establishing support for the 

key categories that were identified. The BSPP, the realization of parental knowing, incorporated 

participant’s actual words thus demonstrating that the relationships established in this emerging 

theory were firmly grounded in the transcribed data. In this manner, saturation of the key 

categories demonstrated trustworthiness of the data and established credibility of my study 

(Chiovitti & Piran, 2003). 

The experiential knowledge of this researcher was important in developing the 

conceptual framework for this study and forming the research questions. This knowledge helped 

me to engage parents during the interview process with the result that the parents felt 

comfortable, although emotional at times, sharing their intimate feelings, beliefs, and perceptions 

about the EOL decision making process. All of the parents, in my study, expressed a willingness 

to share their story so that future parents in a similar situation could benefit. 

Study Limitations 

While the sample in this study was small, it was adequate to achieve theoretical 

saturation of categories and describe the BSPP, the realization of parental knowing. Additional 

research with a more diverse sample (i.e., obtaining more fathers and greater ethnic diversity) is 

desirable to enhance the transferability of the findings. 

The process for identification and recruitment of potential study participants was difficult 

and limited the sample size. The initial study inclusion criteria were modified twice, with IRB 

approval, in an effort to create a larger pool of potential study participants (See Appendix B). 

Despite these modifications, it was difficult to identify potential participants given the format of 

the site’s computer tracking system for former pediatric BMT patients. Many potential 
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participants that were identified were not contacted for a variety of reasons (e.g., lack of current 

telephone number and unwillingness of BMT team member to leave information on the potential 

participant’s voice mail due to the sensitive nature of the study). The later reason, related to the 

sensitive nature of this study, is a common challenge encountered in research related to end-of-

life issues in a pediatric population (Hinds et al., 2009).  

Future Research and Theory Development 

While I believe the findings of this study have contributed to the body of nursing 

knowledge in EOL decision making in pediatric BMT, they have also opened the door to 

additional research and potential theory development. Because of the ethnic and cultural 

limitations in this study’s sample, it would be helpful to test the emergent theory, the realization 

of parental knowing, in a more culturally diverse population. In this study there were mixed 

findings relative to faith based, spiritual influences in EOL decision making. While other studies 

have described a strong spiritual influence in EOL decision making, there is no indication in my 

study as to whether age of participants was related to the degree of spiritual influence. Because 

of this contradictory finding, I suggest that further exploration of spiritual influences in parent’s 

EOL decision making is warranted. 

A surprising finding in this study was the reliance of the parents, in varying degrees, on 

internet validation of information they were being given by the health care team caring for their 

children. While the mean age of parents in this study placed most of them in the Y generation, a 

generation known to be comfortable with technology, the reliance on the internet as a valid 

source of information was not expected. As more members of the Y generation become parents, 

this may represent an important new variable in the decision making process which nurses and 
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other members of the health care team need to be aware of and, subsequently, may merit further 

study. The lack of spiritual influence in decision making, described in these findings, also raises 

interesting questions of the Y generation (i.e., has the internet replaced or become more 

important than religious influences as an important factor in EOL decision making). 

Another new finding was the idea of reciprocal trust (i.e., the expression of trust from the 

health care team to the parents). This staff trust served to buttress the parent’s trust in themselves 

and in their ability to make the “right” decision for their children at the end-of-life. The idea that 

parents needed to develop trust in themselves as decision makers for their dying children was 

evident. Further research in this area could lead to new strategies for nurses, and other members 

of the health care team, to incorporate a means of support for parents while they establish self 

trust which is necessary, and which will enable them to make an end-of-life decision for their 

dying children. 

Most of the children in my study were non-verbal. Despite this fact, parents in my study 

expressed a “sense of knowing” what their children wanted regarding treatment their willingness 

to continue their fight for life. While there has been a great deal of attention devoted to dying 

children that are old enough to influence the EOL decision making process, further research 

needs to be done with parents of children that are non-verbal, either due to young age or other 

non-age related handicap (e.g., genetic or developmental disability). Additional exploration of 

the existence of a metaphysical connection between parent and child may lead to deeper 

understanding and appreciation of the complexity of EOL decision making.  

While the results of this study provided limited evidence to support the parental bio-

behavioral responses suggested in the conceptual framework, further research in this area is 
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warranted. Based on this researcher’s experiential knowledge in pediatric BMT, fatigue, in 

particular, is a common complaint from parents as the BMT treatment journey drags on longer 

than originally expected. Therefore I believe the potential impact of parental fatigue on EOL 

decision making is an area that deserves additional attention. Further studies could assist nurses 

to identify strategies to mitigate parental fatigue and, as a result, facilitate parent’s decision 

making ability. 

Conclusion 

For the parents in this study, the realization of parental knowing included a validation of 

empirical knowing, which in turn led to parents trusting the health care team to give accurate 

information regarding their children’s physical condition. Parents also developed trust in 

themselves to make the right decision for their dying children. While parents were developing 

trust, they were also committed to seeing the journey through, regardless of outcome. Hope and 

optimism, as well as support from others, sustained them along the way as sole decision maker 

for their children. Ultimately, parents had to give voice to (recognize) their worst fear and face 

the reality of their children’s deteriorating physical condition. Parents were unwilling to prolong 

their children’s suffering for a losing battle. Parents also “knew” that their children were 

unwilling as well to continue the fight. This “sense of knowing,” enabled the parents to make the 

end-of-life decision. Parents were then able to let go of their doubts and achieve an acceptance of 

self, believing that they had made the right decision.  

The knowledge gained from this study will inform nurses and other members of the 

health care team who care for children who are dying following pediatric BMT. Strategies may 

be developed that will assist nurses to support the development of parental trust, to help sustain 
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the commitment of parents as they move through the BMT treatment journey, and to assist 

parents as they face their worst fear. As a result, parents should be better able to achieve an 

acceptance for themselves that will facilitate a more satisfying experience of the ever changing 

process occurring in their own lives.  
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APPENDIX A 

UNIVERSITY OF ARIZONA HSPP CORRESPONDENCE FORM 
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APPENDIX B 

UNIVERSITY OF ARIZONA HSPP REQUEST FOR AMENDMENT APPROVALS 
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APPENDIX C 

UNIVERSITY OF ARIZONA HSPP CONTINUING REVIEW 
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APPENDIX D 

UNIVERSITY MEDICAL CENTER, TUCSON, ARIZONA 

SITE AUTHORIZATION LETTERS 
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APPENDIX E 

UNIVERSITY OF ARIZONA HSPP INFORMED CONSENT DOCUMENTS 

2009 – 2010 

2010 – 2011 
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APPENDIX F 

DEMOGRAPHIC AND HEALTH RELATED QUESTIONNAIRE 

SEMI-STRUCTURED INTERVIEW QUESTIONS 
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DEMOGRAPHIC AND HEALTH-RELATED QUESTIONNAIRE 

Please answer these questions based on your situation at the time of decision making. 

1. Age in years ____________ 

2. Relationship to deceased child ___Mother ___Father _____Legal guardian 

3. Marital/partnered status 

 ______ Two-parent family 

 ______ One-parent family 

4. Level of education  

 High school ____Some ____ Completed 

 University/College ____ Some ____ Completed 

5. How did your child’s health experience affect your financial situation________ 

________________________________________________________________ 

 ________________________________________________________________ 

6. Ethnic background ________________________________________ 

7. Do you have a religious affiliation or background? ________ 

 If yes, please describe _____________________________________________ 

 _______________________________________________________________ 

8. Approximately how long has it been since your child died? 

 ______________________________________ 

9. Age of child at time of death __________  
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SEMI-STRUCTURED QUESTIONNAIRE  

1. Tell me about your child’s illness 

2. What led you to accept BMT for your child? 

 Probes: 

a. How did you feel about accepting BMT? 

3. How did you go about making the decision for DNR? 

 Probes: 

a. Particular beliefs/values that influenced your decision? 

b. Did your child influence your decision?  

(Prompt: in terms of anything your child may have said or how he/she was feeling 

physically or emotionally?) 

c. Did the staff or others e.g., family, friends influence your decision?  

(Follow up: Did you learn anything from them or were you influenced by other 

sources e.g., books, articles, computer search – that influenced your decision?) 

d. Was there anything that was helpful to you? Harmful? 

e. How did you feel about making the decision? 

f. How did you feel after you made the decision? 

4. What was making the decision for DNR like for you? 

(Prompt: How did you feel during the time that you were making the decision for DNR?) 
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APPENDIX G 

ADDITIONAL STUDY FINDINGS
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The purpose of this appendix is to present additional study findings, not included in the 

body of this manuscript, that were important to the overall discussion and interpretation of 

results. 

Establishing Empirical Knowing 

The internet was used differently by some parents: 

I had done some research before we went down there and I, I found out pretty 

much what I should expect from the transplant and I, I felt pretty comfortable 

with, when I got down there it was pretty similar to what I had already 

researched. You know ……I didn‟t feel any conflict with that. 

Confidence in the expertise of the health care team was enough for some parents: 

…we always took the advice [of the health care team] and we normally went with 

what the staff felt most comfortable with you know, they, they‟re trained 

professionals so we figured they would know a lot more about the situation than 

we would….. 

Problematic communication with doctors impacted validation of information: 

….I had problems with the doctors in the ICU …..because there were times that 

they were trying to force people out, we had been asked if we wanted to keep 

[child] on life support because there were other patients that needed the 

rooms……I felt a lot of times that they didn‟t know what to do…. 

Involvement of parents in child’s care as means of obtaining information: 

I totally involved myself in every aspect of [my child‟s] care. I met in the morning 

rounds and with them [doctors] every day, knew everything the doctors were 

talking about and saying….. 

Being There for Us 

Family support for parental decisions: 

I think it‟s always helpful when parents are on the same page and when you‟ve 

got family that will support you no matter what decision you make…… 

…..my spouse and I are very close to both of our families….so you know for the 

most part we had a lot of support and we called everybody when anything 

happened, to let them know about it….. 
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Respect for parental autonomy in decision making: 

…the support we got from our family…”yeah that sounds like the best 

decision”…..we were always supported in what we thought [emphasis] was the 

best idea, and we would always enforce that not necessarily always agree but they 

would always respect our, our ability to make the proper decision….. 

Support from others: 

 

I guess I felt a certain amount of strength from it [EOL decision] well I had other 

people telling us, we had other people telling us they respected our decision and 

they thought we had made the best decision for our [child] ……. 

Religious faith as support: 

You know I, I went with whatever they [doctors[ felt safest with…..I mean other 

than that it was just most, mostly faith having the Lord try to guide us…. 

[faith and belief system] were more supportive of our decision….. 

Fighting for Life 

Parental “sense of knowing” 

[child] had a way of showing you when [child] was feeling better and showing 

you when things were working that may make [child] feel sick, you could tell it 

was beneficial and so that, that was constantly influencing us we‟d, we‟d make 

one decision to do one type of treatment and [child would] give us the 

impressions that this was working and then we had another treatment that 

sounded better we‟d do that and [child] always gave us the impression that things 

were, things were going the way they were supposed to go…. 

Taking Control 

Child’s suffering was a factor: 

….[child] had been through more [treatment] than any kid the [doctor] had 

treated, more than that so uh and so taking into consideration all those 

things…influenced our decision….. 

[child] had radiation prior to [BMT] and that really did do a lot of damage and 

um the transplant itself did have it‟s share of problems….[child] even experienced 

a lot of water gain and breathing problems and uh pleural effusions and just there 

were ……very long….. 
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Doctors don’t always know what to do: 

…..I mean you can go to school and you can practice medicine for ever but that‟s 

what it‟s called practicing medicine that if you had it figured out you wouldn‟t 

have these issues that you talk about……I had problems with [ICU doctors] 

because there were times that they were trying to force people out, we had, we 

had been asked if we wanted to keep [child] on life support because there were 

other patients that needed the rooms……and so again they [doctors] have other 

issues that they‟re thinking about ….a lot of times they [doctors] didn‟t know 

what to do…and, and so that‟s where I came in and I did everything I could to 

find something….. 

Staying strong in the face of pressure to change decision: 

…you know in all honesty I can think of a few times that [doctor] tried to talk us 

out of it [EOL decision]….let‟s face it, I probably changed my mind a hundred 

times a day….just knowing that we could change our minds helped support our 

decision…. 

…..but then nobody loves his baby more than [doctor] you know I mean it‟s, it‟s 

the highest compliment, he wasn‟t ready to just give up……he‟s never ready to 

give up….it wasn‟t his baby suffering you know, I think he told, you know to try to 

influence us a little bit the other way…. 

Hope and Optimism Sustain Us 

Hope was described in many ways: 

…..of course always I‟m thinking [child‟s] going to get better you know….after 

we were there for the 6 weeks course you know we started hitting some bumps, it 

just seemed like one thing after another, and like ok just a little bit longer, you 

know so I just kept in the back of my mind ok, no, you know we‟re gonna get 

through this cause he [doctor] though ever going into it you know we may have a 

problem with graft versus host but we have a perfect match, and you know never, 

I think that‟s why I kept my mind set that, no [child‟s] going to get through 

this……. 

Parents spoke of being optimistic: 

I was very optimistic about….even all that [child] would go through and all the 

tests that [child] would have and all the, you know downfalls we would have I‟d 

be like ok, that‟s fine you know [child‟s] gonna get through this,…we‟re gonna 

get better you know, they‟re gonna find another medicine to take care of that, 

that‟s gonna take care of this but I mean there were times ….you know I just tried 

to be as optimistic as I could but it was hard….. 
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For some, hope was present until the time the child died: 

…the most important advice I can give you parents going through the situation no 

matter what any doctor tells you until you, until you‟re 100% sure don‟t give 

up…because I promise you there will be doctors that will tell you to give up, there 

no way [child] can come back ….and, and I‟m, I can tell you first hand that‟s not 

true, if you believe it can happen then it can happen….always keep hope…. 

…I felt a little rushed maybe a little excited that [child] was getting such good 

treatment….I think my excitement and uh that of the doctors helped my uh, helped 

my feeling less worried and a little more hopeful for what‟s going to happen 

next…..my faith and hope played a very huge part, probably the most important 

part in the decisions I made…. 

False hope impacted decision making ability: 

…I was asked not to, I was told to stay off the internet because the things I would 

find on the internet would either make me upset…or, or give me false hope…. 

Haunted by Unspoken Knowing 

A parent’s unspoken knowing: 

…..this may sound a little crazy but um I, I always just believed that, I, I kind of 

accepted you know at the beginning that there was a good chance that [child] 

wasn‟t going to make it…. 

Looking for a Way Out 

EOL decision is hard: 

…it was confusing and overwhelming to, to have to make these decisions….. 

….[EOL decision] it was just hard….. 

…basically letting me know what was happening to [child] and that there was 

nothing, there wasn‟t much more they could do for [child]…. What type of 

measures do I want as far as resuscitation, and at that point I was just like, I 

didn‟t, I had to collect my thoughts and think about it…just a lot of different 

thoughts that at the time I think I finally made the decision, I felt like I mean it 

killed me to death… 

Facing Reality 

Child’s physical condition was a factor: 
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….we made the decision before [child] came back to ICU….I did not want, 

[child] was already on meds and I knew that that wasn‟t going to change, that 

wasn‟t going to take anything away….. 

…..[child‟s] numbers….weren‟t getting better, they just kept getting worse and so 

that‟s why, that‟s why we knew like you know that not only emotionally but I 

guess uh scientifically that [child] wasn‟t getting any better….if I had thought for 

one moment….that [child] would have made it through there‟s no way I would 

have made that decision….. 

Unwilling to have child suffer any more: 

I was upset that I was losing my [child] but I, I do remember feeling relieved that 

[child] didn‟t have to suffer with this anymore…. 

…we [parents] weren‟t the important ones, [child‟s] comfort was more 

important… 

…[child‟s] body just couldn‟t take everything it was being given…. 

…all I wanted for [child] was respect….dignity….and you know not to have 

suffering [break in parent‟s voice]….[child] suffered so much over the years…. 

Parent’s need time to make EOL decision: 

….you know we found out [one day] and our decision was made [the next day] 

….I mean it was like, yeah it was like no it just was….it seemed like it just 

happened overnight…..if doctors know that, that it‟s coming then they can tell it‟s 

coming with, within a, at least a reasonable amount of time, to, you know to 

prepare the parents rather than, you know, that morning they told us [child] is 

dying, there‟s nothing we can do basically and you have um X amount of time to 

decide what to do….. 

…and then the doctor called us out again and he‟s like this isn‟t getting any 

better, it‟s getting worse you know what‟s happening to [child‟s] brain so I made 

the decision to go ahead….[stop life support]….. 

Letting Go of Doubts 

No regrets about decision making: 

….you know I can tell you in, in I guess…in the decision making down to every 

step….I don‟t have a single regret….for everything I did so I mean I, I‟m 

completely fine with it….. 
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….I was upset that I was losing my [child] but I, I do remember feeling 

relieved…that [child] didn‟t have to suffer with this anymore…I know that 

[child‟s] already got a place secured….in the kingdom of heaven….I know exactly 

where [child] is and I know I‟ll see [child] again… 

…right after [making the decision] I, I felt this….I don‟t even know how how to 

put it, I mean um I, I felt uh kind of questioning like was this the right choice, did 

we do the right thing you know and all the way back to the beginning did we do 

everything right but I, I also felt like a sense of peace, like you know [child], 

[child] was resting now like I knew that…. 

Child’s perceived influence eased parent’s doubts: 

….I don‟t care if [child] is brain dead, I don‟t care if [child] is in a wheelchair 

for the rest of their life but that was just me being selfish and I had to look and 

think that‟s not what [child] would have wanted…… 

….we didn‟t want, didn‟t want to fight to keep [child] alive for us…we weren‟t the 

important ones, [child‟s] comfort was more important  
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