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Abstract

Background—Societal attitudes about end-of-life events are at odds with how, where, and when 

children die. In addition, parents’ ideas about what constitutes a “good death” in a pediatric 

intensive care unit vary widely.

Objective—To synthesize parents’ perspectives on end-of-life care in the pediatric intensive care 

unit in order to define the characteristics of a good death in this setting from the perspectives of 

parents.

Methods—A concept analysis was conducted of parents’ views of a good death in the pediatric 

intensive care unit. Empirical studies of parents who had experienced their child’s death in the 

inpatient setting were identified through database searches.

Results—The concept analysis allowed the definition of antecedents, attributes, and 

consequences of a good death. Empirical referents and exemplar cases of care of a dying child in 

the pediatric intensive care unit serve to further operationalize the concept.

Conclusions—Conceptual knowledge of what constitutes a good death from a parent’s 

perspective may allow pediatric nurses to care for dying children in a way that promotes parents’ 

coping with bereavement and continued bonds and memories of the deceased child.The proposed 

conceptual model synthesizes characteristics of a good death into actionable attributes to guide 

bedside nursing care of the dying child.
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Without doubt, the death of a child is a devastating event. Although pediatric mortality 

rates are low, most of these deaths in the developed world occur in pediatric intensive care 

units (PICUs).1–6 A child’s death can result from acute illness, chronic illness, or traumatic 

injury. Sudden or traumatic deaths require clinicians’ close attention to fast-evolving clinical 

symptoms as well as acknowledgment of families in crisis.7 Families of children with 

chronic, life-limiting illnesses live with the possibility of fatality for prolonged periods. 

These patients and their families build relationships with the health care team and have 

an opportunity to receive palliative care, yet this service remains underused in the PICU 

setting.7–9

The ability to achieve a meaningful death lies in the details of the experience. Most pediatric 

deaths follow a decision to limit or withdraw life-sustaining treatment, with a smaller 

number resulting from failed resuscitation or brain death.2–6,10 Limitation and/or withdrawal 

of life-sustaining treatment often follows a prolonged hospital stay and a series of family 

meetings.10 Death typically occurs within a few hours after treatment withdrawal.10 What 

happens in the final hours of a child’s life encompasses a spectrum of unique experiences 

that require an individualized approach to bedside nursing care. Creating a “good death” 

experience that frames the end-of-life period in a way that builds memories and honors 

families’ ongoing love and connections is both possible and rewarding. The concept of a 

“good death” has gained attention and has been well explored in the literature on adult 

patients,11 but a critical gap remains in understanding the unique needs of pediatric patients 

and their families.

Pediatric nursing includes multidimensional caring for both the patient and the patient’s 

individually defined family, which may include parents, siblings, extended family, friends, 

and significant others. Nurses provide end-of-life care within these established therapeutic 

relationships with patients and their families and are afforded an unparalleled opportunity to 

facilitate a good death experience,12 including minimizing pain and other noxious symptoms 

and creating a caring environment for the dying child and the family. Relationship-centered 

care is particularly poignant during the family’s last moments with a child.

The concept of a good death, as defined by parents themselves, remains unexplored in 

the literature. Studies of parents’ perceptions of care at the end of their child’s life lend 

themselves to developing clear notions of what does and does not constitute a good death 

experience in the PICU. The objective of this article is to define a “good death” in the PICU 

from parents’ perspectives. Such a definition may provide insight to guide best practices in 

the care of dying children in the PICU.

Methods

Concept Analysis

This article uses Walker and Avant’s method of concept analysis.13 The process includes 

the following 8 steps: (1) select a concept; (2) determine aims/purposes of analysis; (3) 

identify uses of the concept; (4) determine defining attributes; (5) construct a model case; (6) 

construct borderline, related, and contrary cases; (7) identify antecedents and consequences; 

(8) define empirical referents. The concept of a good death in the PICU for the dying child 
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was initially selected. The aim of the concept analysis was to define what constitutes a good 

death for the dying patient in the PICU from the perspective of parents.

Literature Search

In order to identify uses of the concept of a good death in the PICU for a dying child, 

the first author (E.G.B.) undertook a literature search. Article searches were conducted in 

PubMed and CINAHL to identify nursing research on perspectives on end-of-life care. 

Studies about sociocultural perspectives on death were gathered from Google Scholar 

and PubMed. The searches focused on full-text, peer-reviewed, English-language articles 

published from 1998 to 2018. Combinations of several search terms were used. The terms 

end of life care, terminal care, and good death were used to obtain general perspectives on 

end of life. The terms pediatric intensive care, parent, and parent perspective were added 

to gather bereaved parents’ perspectives on their child’s end-of-life care. Abstracts, case 

narratives, and articles about euthanasia or assisted suicide were excluded. References of 

retained full-text articles were also searched (Figure 1).

Results

We classified uses of the concept of a good death into 2 categories: sociocultural 

perspectives on death and parents’ perspectives on end-of-life care.

Sociocultural Perspectives on Death

In Western culture, death has become medicalized, with more than half of all deaths 

occurring in hospitals, nursing homes, or other medical facilities.1,14 Because of advances 

in health care and the pervasiveness of technology, death often follows a delicate balance 

between prolonging life-sustaining interventions and allowing the end of life to occur.14,15

The former Institute of Medicine (now the National Academy of Medicine) defined a good 

death as “one that is free from avoidable distress and suffering for patients, families, and 

caregivers; in general accord with patients’ and families’ wishes; and reasonably consistent 

with clinical, cultural, and ethical standards.”16(p24) The assumptions underlying many of 

these traits, however, is that death follows a full and complete life.

How death is perceived within a society is culturally constructed and may vary according 

to a variety of factors.14 The globalization of society has led to multicultural populations 

with various perspectives and needs at the end of life, including different communication 

and language practices, decisionmaking styles, and information preferences.14,17 Despite 

an emphasis on the persistence of autonomy and increased conversation about end-of-

life wishes and advance directives, these options remain inconsistently used in inpatient 

care.14,18,19

Common themes regarding a “good death,” “dignified death,” and “dying well” for an adult 

include lack of physical suffering, respecting the patient’s wishes, and a sense of completion 

of life.11,15,20–24 Bereaved family members and patients with terminal illnesses express a 

need for clear communication, pain and symptom management, and logistic, emotional, and 
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spiritual preparation for death.22 Some authors describe a dignified death as a death free of 

interventions such as hospital codes or cardiopulmonary resuscitation.15

Some conclusions drawn from this body of work, particularly the ability to achieve a sense 

of closure or completion and a desire to minimize the use of technological interventions, 

may not be as readily applicable or desirable in the death of a child.15,22 Many of these 

conclusions hinge on the assumption that the dying person is an adult who has lived a 

complete life and whose wishes are well established. This is not likely true in the pediatric 

population, which has historically been excluded from these types of studies. Further 

discussion is warranted regarding how best to achieve a good death for a child in the 

PICU.25

Parents’ Perspectives on End-of-Life Care

The death of a child adds complexity to notions of dying well, but the idea of a good death 

for a child is a burgeoning topic in the literature.25 Central to the concept of a good death for 

a child is the overarching theme of being a good parent—that is, doing what is best for the 

child and ensuring that he or she feels loved, especially at the end of life.26,27 The parent-

child relationship is central to parents’ perceptions of their child’s end-of-life care.27,28 

Because the idea of being a “good parent” is highly subjective, the child’s well-being is 

situated within multiple levels of individual, social, and cultural influences on parents and 

clinicians. The relationship between parent and nurse, in particular, contributes significantly 

to the critically ill child’s care in the PICU. A relationship characterized by mutuality, in 

which nurses and parents contribute synergistically to patient care, is key.29 Mutuality allows 

nurses to develop an intimate understanding of the individualized needs of patients and 

families. Mutuality benefits both parent and nurse by facilitating reciprocal trust and role 

satisfaction in the shared goal of promoting the critically ill child’s well-being.29

It is essential to establish an ethical framework in which the child, the parents, and the 

interprofessional team continuously identify and discuss shared goals of care within the 

context of sociocultural and familial preferences.29,30 Providing care to pediatric patients 

at the end of life is fraught with complicated and ethically challenging decisions. It may 

be difficult for clinicians to know which ethical principles (eg, autonomy, beneficence/

maleficence, justice) to prioritize or how to consider and weigh input from all relevant 

parties in making end-of-life decisions.31 Parents, too, are stressed in trying to make 

decisions that balance easing the suffering of their child and potentially hastening 

death.26,27,31 Moreover, goals of care may be unclear because of lack of information 

disclosure, and parents and clinicians may simply not know what “the right thing to do” 

is in the given situation.26,27,30,31 With many variations of the outcomes of such decisions, 

ideally the health care team should inform, support, and counsel families throughout and 

following their child’s death. The interprofessional health care team can problem-solve as 

necessary using ethics consultations and family meetings when possible. The parent-child 

relationship and an ethical framework thereby underlie all aspects of the concept of a good 

death in the PICU.

Because of the profound and enduring nature of parents’ grief, integrating their perspectives 

into the definition of a good death in the PICU is imperative. Beyond foundational aspects of 
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end-of-life care, including the parent-child relationship and an ethical basis for working with 

grieving families, several factors emerge as key attributes of a good death in the PICU. The 

issues parents cite as most important while their child is dying in the PICU can be classified 

into 3 categories: clinical, situational, and emotional and/or spiritual factors.

Clinical Factors.—Clinical factors include compassionate staff attitudes, accessible 

communication, and optimal bedside care. Compassion may manifest as thoughtful gestures 

and genuine emotional responses to the death of the child, as well as a sense of engagement 

with the child’s life and personhood.32–37 Reminders of the child’s likes and dislikes 

and continued dialogue with the child are especially helpful when a child is sedated and 

ventilated or otherwise nonverbal.34–38 Parents value honest information free of medical 

jargon, with repetition as necessary.32,38–40 The sheer number of staff members involved 

in PICU settings creates challenges in communication and can add burden to an already 

challenging time.33,34 Parents have described the difficulties associated with gathering and 

interpreting information from multiple providers.32,41 Parents feel relief when they perceive 

that the care provided to their dying child is thorough, values the child’s humanity, and 

ensures his or her comfort.42,43 Having a sense that a team is working with parents toward 

the ultimate shared goal of attentive and loving care for the dying child is a source of 

comfort for parents.

Situational Factors.—Typically, the main focus in the PICU is saving lives through 

the most intensive means available. These means, including interventions such as invasive 

monitoring, central vascular access, and mechanical ventilation, and drastic changes in 

physical appearance contribute to a stressful setting in which to be a parent, especially the 

parent of a child who is dying.44 Environmental considerations, such as proximity to and 

physical connection with the child, are a critical component of the parent-child relationship, 

and parents often want the option to be present during end-of-life care.35,36,44–47 Pragmatic 

supports, such as space and time, are needed to allow parents to remain at the bedside to 

the extent desired.34,48 Processes in the PICU can be modified to maintain the parental role, 

such as by including parents in bedside rounds and physical care.32,33,38,47 The constant 

observation and monitoring necessary for intensive care also interrupts the parent-child 

relationship. Parents who are not afforded the time or space to be alone with their child 

before, during, or after the death may feel unable to freely express acute grief reactions 

during their last moments with their child.38,46 Creating an environment that reflects the 

significance of the child’s life and death through strategies such as dimming lights, silencing 

monitors, and allowing privacy can benefit the grieving family.34,45,48

Emotional and/or Spiritual Factors.—The child’s death affects all domains of parents’ 

well-being, including biopsychosocial dimensions.28,49,50 The death of a child substantially 

alters parents’ identity, daily life, and relationships. Allocating time to identify and attempt 

to accommodate families’ individualized needs for support is complex and requires an 

unassuming team approach.51 Supportive care can be tailored to each family’s unique needs 

by asking open-ended questions and explaining the roles of various resources such as social 

workers, child life services, ethics consultation services, and chaplains.

Broden et al. Page 5

Am J Crit Care. Author manuscript; available in PMC 2024 July 30.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Parents and children seek emotional support from a spectrum of sources, including friends, 

family, and the hospital staff.39,47 Compassion—demonstrated through body language, 

caring presence, and emotional expression—helps express humanity and foster a therapeutic 

connection between the family and the health care team.32,52,53 Nurses can serve as liaisons 

to help connect parents with hospital resources to meet their spiritual and emotional 

needs.52,54 Most parents who are offered consultation with a spiritual leader during their 

child’s final PICU stay feel that this was beneficial, and access to community clergy with 

whom the parents have an established relationship can prove especially meaningful.39,54 

Emotional support is also provided through practical assistance, including referrals to 

resources to help with the logistic aspects of death, such as notifying family members and 

assisting with funeral arrangements.51,52

Determining Defining Attributes

After exploring uses of the concept of a good death, we sought to determine key attributes, 

or defining characteristics. To accomplish this, the first author (E.G.B.) compiled lists of 

frequently mentioned and highly relevant attributes from the literature and then sorted these 

attributes into distinct categories. The categories, as mentioned above, consisted of clinical, 

situational, and emotional and/or spiritual aspects. The key attributes of a good death in the 

PICU as derived from this analysis are addressed in the following paragraphs.

Clinical.—A good death in the PICU involves optimal clinical care, including 

compassionate and trustworthy staff members who communicate in an accessible and honest 

way to provide care that accounts for the child’s value as a person, ensure that the child 

is free of pain and suffering, and verify that all practical treatment options have been 

exhausted.

Situational.—A good death in the PICU occurs in an environment in which parents’ and 

families’ practical needs are met, parent-child connections are facilitated, and time and effort 

are dedicated to creating space and memories that reflect the significance of the child’s life 

and death.

Emotional and/or Spiritual.—A good death in the PICU encompasses the emotional and 

spiritual needs of children and their families, including support and guidance from various 

sources for restructuring family roles and recognition of individualized familial needs.

Exemplar Cases

To further illustrate what does and does not constitute the concept, exemplar cases are 

presented in Table 1.13 The model case contains the attributes of the concept, thus providing 

an exemplar of how a good death in the PICU might proceed.13 Borderline, related, and 

contrary cases are described to further distinguish the defining attributes of the concept.

Antecedents

The parent perspectives and exemplar cases suggest necessary conditions—termed 

antecedents in concept analysis—that must be met in order to achieve a good death in 

the PICU.13 These antecedents are preparation, mutuality, communication, and resource 
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mobilization or use. Although there are bidirectional relationships between the antecedents, 

each can be defined independently. Preparation is the ongoing process of updating parents 

about what to expect before, during, and after the dying process. How much a parent wants 

to know about his or her child’s clinical presentation is highly variable. Therefore, parents’ 

goals and intimate knowledge of their child must be incorporated into the plan of care 

before the active dying phase.29 Mutuality is an important precept for a good death because 

it involves respecting and taking into account the preferences and goals of parents during 

extremely challenging circumstances in their lives. Mutuality is defined as a relationship 

between nurse and parent in which each individual provides unique, synchronous input 

for the benefit of the child.29 Mutuality is aided by effective communication. The 

amount and clarity of information communicated to parents are critical to their experience 

through all stages of end-of-life care.34,40,41 Sharing information that fosters questions, is 

understandable to parents, and includes repetition as needed is important. On the other hand, 

there may be times when parents request no further discussion of end-of-life issues. The 

trajectory of illness and precipitating circumstances may affect a good death for the dying 

child in the PICU. Efforts by diverse professionals to support the multifaceted needs of 

dying children and their parents allows optimization of care in each of the domains of a good 

death.

Consequences

In Walker and Avant’s method of concept analysis, the outcomes of the concept are 

termed consequences.13 Parents’ bereavement experience depends on the key attributes of 

a good death. In psychosocial science, bereavement or grief has been conceptualized as a 

nonlinear progression through unstructured stages, including reaction, reconstruction, and 

reorientation.55,56 For parents in particular, this process may involve coping with acute 

and long-standing grief, restructuring their own identities and partnership, and reexamining 

relationships, including with their deceased child, other family members, and their social 

network.28,55–58 The nature of grief is not straight-forward. Those who grieve often oscillate 

between coping with and avoiding feelings of grief.59 As parents continue to make meaning 

of the death by reliving its circumstances, clinical and situational aspects of the care 

their child received, such as pain management and staff compassion, become particularly 

pertinent. Adaptation in this case is the ability to reconstruct the life narrative to incorporate 

the loss and to continue to meet life’s requirements, such as parenting, working, and self-

care.56 This process allows for continued bonds and memories, in which parents remember 

and treasure the time they spent with their deceased child. Spiritually and emotionally 

engaging with families to create memories of the child’s life and death through tangible 

mementos, such as handprints, hospital bracelets, and photographs, can help validate the 

ongoing connections with the deceased child.37,48,58 In facilitating the bereavement process, 

adaptation, and continued bonds of parents, the key attributes of a good death support the 

well-being of the family as well.

Patient and/or family and systems factors may affect the ability to achieve a good death 

in the PICU. The illness trajectory—that is, sudden or acute versus chronic or progressive—

has considerable implications for the antecedents of a good death. For families of children 

with life-limiting illnesses, the prospect of death has permeated their lives for years; thus 
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the death is characteristically different from a death that follows a more sudden or acute 

diagnosis.8 The various perspectives and experiences of families of dying children should 

inform the interprofessional team’s provision of end-of-life care to families. Considerations 

on the parent or family level such as family dynamics and previous experience with 

death, health literacy, demographics, and language barriers may interfere with the ability to 

facilitate a good death.60,61 Hospital- and PICU-level factors beyond the individual patient’s 

environment such as nurse staffing ratio, unit acuity, available resources, staff support, and 

clinician education most likely have an impact as well.62 A conceptual model relating these 

factors, antecedents, and consequences to the attributes of a good death in the PICU is 

presented in Figure 2.

Empirical Referents

The final step in concept analysis involves defining the empirical referents, or ways in which 

the concept under study is operationalized within research.13 Studies of the end of life in 

the PICU have used a variety of methods, both qualitative and quantitative, each with unique 

benefits and disadvantages. Examples of empirical referents are summarized in Table 2. 

Future research investigating care of dying PICU patients should comprehensively describe 

and measure nursing care processes, including assessment, documentation, and interventions 

undertaken during the period of active dying.

Discussion

Parents who suffer the loss of a child experience unique, long-standing, and multifaceted 

grief.58 This concept analysis derived the key attributes of a good death in the PICU 

from parents’ perspectives using existing data from qualitative and quantitative studies. A 

supportive environment built on ethical concordance and centered around the parent-child 

relationship can foster compassionate caregiving to achieve the characteristics of a good 

death. Antecedents of a good death in the PICU include communication, preparation, 

mutuality, and resource mobilization.

A good death in the PICU influences the bereavement process, adaptation, and continued 

bonds and memories, which may evolve over time in keeping with the oscillatory nature 

of grief.59 A good death in the PICU is therefore defined as one in which the dying 

child receives optimal clinical care from a compassionate, respectful, and communicative 

multidisciplinary staff, and patient and family situational and psychosocial-spiritual needs 

are identified and met. These antecedents, attributes, and consequences are contextually 

dependent on other influencing factors, such as patient and family factors, as well as health 

systems factors.

This concept analysis was limited in a few key ways. First, the literature review was 

conducted by a single reviewer (E.G.B.), but with consensus from all the other authors. 

Second, given that the search was limited to nursing literature, relevant publications outside 

of the field may not have been included. Finally, the conceptual model itself requires 

validation in future research.
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As parents strive to make meaning of their loss, they will replay the circumstances 

surrounding their child’s death throughout their lifetime. Pediatric nurses play a critical 

role in promoting parents’ transition to their individualized grief processes. Bedside nurses 

should therefore be attuned to the clinical, situational, and emotional and/or spiritual needs 

of their patients and families during the end-of-life period. Acknowledging facilitators 

and barriers related to high-quality end-of-life care is important in improving PICU 

nursing practice at the end of life.62,63 Staffing models should account for the emotional 

involvement, time, and attention required to care for dying children and their families.63 

Additionally, nurses should be aware of resources available to support parents’ needs, as 

well as their own. Mentorship for new nurses and bereavement support for clinicians and 

families are also necessary to improve care for dying children.63 Regardless of illness 

trajectory, all children who die in the PICU deserve well-planned, compassionate nursing 

care that facilitates a good death experience for the child and family.
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Figure 1. 
PRISMA (Preferred Reporting Items for Systematic Reviews and Meta-Analyses) search 

strategy diagram.

Broden et al. Page 13

Am J Crit Care. Author manuscript; available in PMC 2024 July 30.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Figure 2. 
Conceptual model of relationship of antecedents and consequences to attributes of a good 

death in the pediatric intensive care unit (PICU).
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