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‘Death can represent many things: therapeutic failure, 
respect of possible and reasonable limitations, acceptance 
and planning for the end of a wearying journey, and the 
outcome of a proud struggle—with refusal to acquiesce 
until the point of death.’

‘Thus, death in the contemporary PICU is complicated’
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focus and incorporation of local culture to create meaningful 
guiding documents and to facilitate acceptance and uptake 
into practice (11).

Autopsy provides opportunity to reevaluate the presump-
tion of accurate medical diagnosis in children for whom 
treatment has not been curative or lifesaving. The value of 
formal examination after death—in classical and new for-
mats—and the integration of findings into clinical context 
in clinicopathologic case conferences are described in two 
articles (12, 13). Bereavement after ICU may be impacted by 
family experiences in ICU. Caring continues and is described 
in an article about the consequences and management of 
bereavement (14).

Articles describing the impact of providing end-of-life care 
on healthcare professionals describe and explore workplace 
stressors in PICU practice, and the strategies for facilitat-
ing high-quality end-of-life care practices are reviewed, and 
processes and approaches to improve healthcare professional 
resilience are discussed (15). We believe this is an important 
overarching role of the supplement and a key element to the 
success of our speciality as a vehicle for excellent care in all 
phases of critical illness.

The last article is about incorporating palliative care within 
critical care practice, exploring the interrelationships, the com-
plimentary characteristics, and the benefits of separating opera-
tional expertise from academic and consultative expertise (16).

We believe that the assembled wisdom, musings, and syn-
thesis of available literature by the 39 authors contributing 
to the supplement are incomplete. This supplement places 
emphasis on broad principles and diversity of experiences. 
We did not address the nuances of navigating key discussions 
and decisions and chose to avoid articulating absolutes. The 
intent of the supplement is to promote local discourse, internal 
reflection, and reconsideration about practices at the time of 
death and during the dying process. There are many oppor-
tunities to explore variations in practice, perform local audits 
and quality reviews, and conduct the more classical research 
to compliment the vast experiential knowledge that has been 
drawn upon for the creation of this resource. We hope that 
this supplement can aid new and experienced clinicians alike 
to improve the care provided to children at the end of life and 
their families.

This supplement was funded by an unrestricted grant 
from the Robin DeVerteuil (RDV) Foundation. The RDV 
Foundation had no role in the decision to solicit the approval 
for this supplement, for content of any of the published arti-
cles, nor the decisions to submit or support publication. We see 
the 2018 Death and Dying Supplement as one step in the jour-
ney of pediatric critical care practice, as we continue to respect 
both life and death, the memories of those patients treated in 
the ICU, and those they left behind.
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Figure 1. This conceptual diagram describes the potential to provide ante-
mortem end-of-life care to children at high risk of death. End-of-life care 
varies between children with palliative (upper line) and curative (lower line) 
goals of care, by intensity of therapy (x-axis) and willingness to acknowledge 
death (arrows). The gap between the lines represents the opportunity cost 
of goals of care. The opportunity cost differs at different intensities of therapy 
and may be further influenced by the willingness of the family and/or health-
care team to acknowledge the possibility of death. Willingness or limited 
willingness to acknowledge death (dashed arrows) may preclude or limit 
provision of antemortem end-of-life care. A zone of potential inconsistency 
(shading) may exist where the provision of intensive and or prolonged ICU 
therapy may interfere with the stated primary goal of palliation. Time-limited 
high-intensity treatment (for example of acutely reversible conditions) may 
be aligned with palliative goals. Intermittent clarification of goals of care can 
enable better matching of end-of-life care with current needs; however, ante-
mortem end-of-life care can be provided for all patients acknowledged to be 
at increased risk of death. 
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The death of a child is a significant event. Quality end-
of life care improves the quality of death for critically 
ill pediatric patients, the bereavement process for their 

families, and is an important skill for all working in the PICU. 
This is the raison d’etre of the “Death and Dying in the PICU” 
supplement. This internationally authored supplement pro-
vides a series of grounded and practical articles written for 
frontline providers in pediatric intensive care. Seventeen arti-
cles are presented in a sequence reflecting the various phases 
and aspects of care related to those children most likely to die 
during, or shortly after, their time in the ICU.

PICU was established to save the lives of critically ill children. 
Fortunately, death affects a small—and falling—proportion of 
critically ill children. Expectations of care in the PICU reflect 
this success and are further augmented by the availability and 
use of technology to support children with life-limiting con-
ditions. Death can represent many things: therapeutic failure, 
respect of possible and reasonable limitations, acceptance and 
planning for the end of a wearying journey, and the outcome 
of a proud struggle—with refusal to acquiesce until the point of 
death. Thus, death in the contemporary PICU is complicated.

The goals of antemortem end-of-life care are to improve 
death and the dying process and to create a foundation for 
healthy bereavement after the death of the child. End-of-life 

care can be provided where goals of care are curative and chil-
dren are receiving invasive ICU treatments, where there are 
therapeutic limitations, where the main goals are palliative, 
and where organ donation is intended. Each circumstance is 
described in the articles of the supplement.

The approach to and extent of end-of-life care provided 
to individual children and families is affected by the type and 
intensity of medical therapy provided, the willingness of the 
family, and ICU teams to accept the risk of death in the context 
of the primary goals of therapy—either palliative or curative 
(Fig. 1). Importantly, if stakeholders acknowledge and are will-
ing to accept the high risk of death, meaningful and beneficial 
end-of-life care can be provided within the constraints of the 
child’s circumstance.

Few children in the PICU die, and a small number of chil-
dren need to be treated as if they will die. In the first article, we 
describe considerations of the possibility of death and discus-
sions with child, family, and healthcare team about the poten-
tial for death (1). In the second article, we review family and 
individual considerations leading up to decisions about goals 
of therapy and end of life (2).

Death continues to occur in the PICU; however, its relative 
infrequency presents opportunity for erosion of skills and con-
fidence of individual providers and across PICU teams. In the 
next four articles, we consider common situations where death 
is the most likely outcome, specifically with planned withdrawal 
of life-sustaining therapies (3), continuation of active therapy 
without planned limitation (4), organ donation (5), and com-
passionate PICU discharge (6). Each of these end-of-life paths is 
distinct in context and process, and each path strives to achieve 
the same principled quality end-of-life care for child and family. 
Each presents opportunities for conflict and for service excellence 
and illustrates the intensity in which the experiences embedded 
within can influence the outcomes for those who are left behind.

Changes since the “early days” of pediatric critical care are 
described in a series of experiential articles that summarize 
the lived experiences of four ICU physicians from four cultur-
ally unique settings (7–10). Their personal journeys highlight 
the evolution of our speciality and the changing circumstances 
for childhood death over time and within and between cul-
tures. An additional article describes the creation of a guide-
line for withdrawal of therapy illustrating the merits of local 
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‘Death can represent many things: therapeutic failure, respect 
of possible and reasonable limitations, acceptance and planning 
for the end of a wearying journey, and the outcome of a 
proud struggle—with refusal to acquiesce until the point of 
death.’
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end-of-life care matters
59% of parents ‘complicated grief ’ at 6m
     worse in traumatic death, mother, attachment-anxiety  

    872 families 23% RR across 7 PICU    Meert 2010

EoL discussion > less complicated grief  
     families of deceased adult cancer patients Yamaguchi 2017 

better preparedness > improved caregiver outcome
     anticipatory grief associated worse outcome. Systematic review   Nielsen 2016

levels of evidence: modest.   levels of common sense: high
>EoL care can effect bereavement outcomes<
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focus and incorporation of local culture to create meaningful 
guiding documents and to facilitate acceptance and uptake 
into practice (11).

Autopsy provides opportunity to reevaluate the presump-
tion of accurate medical diagnosis in children for whom 
treatment has not been curative or lifesaving. The value of 
formal examination after death—in classical and new for-
mats—and the integration of findings into clinical context 
in clinicopathologic case conferences are described in two 
articles (12, 13). Bereavement after ICU may be impacted by 
family experiences in ICU. Caring continues and is described 
in an article about the consequences and management of 
bereavement (14).

Articles describing the impact of providing end-of-life care 
on healthcare professionals describe and explore workplace 
stressors in PICU practice, and the strategies for facilitat-
ing high-quality end-of-life care practices are reviewed, and 
processes and approaches to improve healthcare professional 
resilience are discussed (15). We believe this is an important 
overarching role of the supplement and a key element to the 
success of our speciality as a vehicle for excellent care in all 
phases of critical illness.

The last article is about incorporating palliative care within 
critical care practice, exploring the interrelationships, the com-
plimentary characteristics, and the benefits of separating opera-
tional expertise from academic and consultative expertise (16).

We believe that the assembled wisdom, musings, and syn-
thesis of available literature by the 39 authors contributing 
to the supplement are incomplete. This supplement places 
emphasis on broad principles and diversity of experiences. 
We did not address the nuances of navigating key discussions 
and decisions and chose to avoid articulating absolutes. The 
intent of the supplement is to promote local discourse, internal 
reflection, and reconsideration about practices at the time of 
death and during the dying process. There are many oppor-
tunities to explore variations in practice, perform local audits 
and quality reviews, and conduct the more classical research 
to compliment the vast experiential knowledge that has been 
drawn upon for the creation of this resource. We hope that 
this supplement can aid new and experienced clinicians alike 
to improve the care provided to children at the end of life and 
their families.

This supplement was funded by an unrestricted grant 
from the Robin DeVerteuil (RDV) Foundation. The RDV 
Foundation had no role in the decision to solicit the approval 
for this supplement, for content of any of the published arti-
cles, nor the decisions to submit or support publication. We see 
the 2018 Death and Dying Supplement as one step in the jour-
ney of pediatric critical care practice, as we continue to respect 
both life and death, the memories of those patients treated in 
the ICU, and those they left behind.
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Figure 1. This conceptual diagram describes the potential to provide ante-
mortem end-of-life care to children at high risk of death. End-of-life care 
varies between children with palliative (upper line) and curative (lower line) 
goals of care, by intensity of therapy (x-axis) and willingness to acknowledge 
death (arrows). The gap between the lines represents the opportunity cost 
of goals of care. The opportunity cost differs at different intensities of therapy 
and may be further influenced by the willingness of the family and/or health-
care team to acknowledge the possibility of death. Willingness or limited 
willingness to acknowledge death (dashed arrows) may preclude or limit 
provision of antemortem end-of-life care. A zone of potential inconsistency 
(shading) may exist where the provision of intensive and or prolonged ICU 
therapy may interfere with the stated primary goal of palliation. Time-limited 
high-intensity treatment (for example of acutely reversible conditions) may 
be aligned with palliative goals. Intermittent clarification of goals of care can 
enable better matching of end-of-life care with current needs; however, ante-
mortem end-of-life care can be provided for all patients acknowledged to be 
at increased risk of death. 
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1 Consider the need to discuss risk of death-all ICU patients
2 Balance potential benefits & harms of a timely conversation
3 Seek reassurance that the risk of death assessment is accurate
4 Prepare for the conversation
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Objectives: To describe practical considerations related to discus-
sions about death or possible death of a critically ill child.
Data Sources: Personal experience and reflection. Published Eng-
lish language literature.
Study Selection: Selected illustrative studies.
Data Extraction: Not available.
Data Synthesis: Narrative and experiential review were used to 
describe the following areas benefits and potential adverse con-
sequences of conversations about risk of death and the timing of, 
preparation for, and conduct of conversations about risk of death.
Conclusions: Timely conversations about death as a possible out-
come of PICU care are an important part of high-quality ICU care. 
Not all patients “require” these conversations; however, identifying 
patients for whom conversations are indicated should be an active 
process. Informed conversations require preparation to provide 
the best available objective information. Information should include 
distillation of local experience, incorporate the patients’ clinical tra-
jectory, the potential impact(s) of alternate treatments, describe 
possible modes of death, and acknowledge the extent of uncer-
tainty. We suggest the more factual understanding of risk of death 
should be initially separated from the more inherent value-laden 
treatment recommendations and decisions. Gathering and sharing 
of collective knowledge, conduct of additional investigations, and 
time can increase the factual content of risk of death discussions. 
Timely and sensitive delivery of this best available knowledge then 
provides foundation for high-quality treatment recommendations 
and decision-making. (Pediatr Crit Care Med 2018; 19:S4–S9)

Key Words: children; death; end-of-life care; in-hospital mortality; 
pediatric intensive care units; pediatrics

The conduct of sensitive and timely conversations about 
the possibility of death or other lasting harm as a con-
sequence of critical illness is a central aspect of PICU 

practice. Not all families with children in PICUs require con-
versations about the potential of death, to disclose significantly 
increased risk of death, nor need reassurance about routine 
risk. A PICU mortality of less than 5% in most modern PICUs 
(1) and increasing numbers of children living with chronic 
conditions and technology dependence (2, 3) have supported 
the expectation of survival as routine. Consequently, disclosure 
of an increased risk of death may be unintentionally avoided 
unless explicitly considered. Decisions should be consciously 
made for each child in the PICU.

This article is about the circumstances when PICU physi-
cians consider discussion about risk of death and the practical 
questions that require consideration to inform these impor-
tant and potentially difficult conversations. When is the best 
time to have the conversation? Which children are at increased 
risk? What information is useful to have in advance of the con-
versation and how to prepare for the conversation itself? The 
perspectives presented are based on experiences of the authors 
and supported by available literature. Please refer to Table 1 for 
a summary of the core principles that inform the identification 
through to the disclosure of an increased risk of death.

WHAT ARE THE POTENTIAL BENEFITS AND 
HARMS OF TIMELY CONVERSATIONS ABOUT 
RISK OF DEATH?
The principal benefit and therapeutic value of timely discus-
sions about the probability of death during ICU admission is 
simple: time. Early active consideration of the possibility of 
death enables time for information gathering about the child’s 
background—disease prognosis, previous critical illness, pos-
sible and feasible treatment options for underlying and current 
critical illness—to better understand the social situation and 
subsequently for involvement of bereavement services, engage-
ment of other supports, and the creation of legacy items. 
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prior to... withholding/ withdrawing
best-interests of the patient (or their prior directive)
medical consensus 
decisional authority & decision support 
the child / patients’ voice
expectations (realistic and otherwise) 
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Abstract: As part of the invited supplement on Death and Dying 
in the PICU, we reviewed ethical, cultural, and social consider-
ations for the bedside healthcare practitioner prior to engaging 
with children and families in decisions about limiting therapies, 
withholding, or withdrawing therapies in a PICU. Clarifying 
beliefs and values is a necessary prerequisite to approaching 
these conversations. Striving for medical consensus is impor-
tant. Discussion, reflection, and ethical analysis may determine 
a range of views that may reasonably be respected if profes-
sional disagreements persist. Parental decisional support is 
recommended and should incorporate their information needs, 
perceptions of medical uncertainty, child’s condition, and their 
role as a parent. Child’s involvement in decision making should 
be considered, but may not be possible. Culturally attuned care 

requires early examination of cultural perspectives before mis-
understandings or disagreements occur. Societal influences 
may affect expectations and exploration of such may help 
frame discussions. Hospital readiness for support of social 
media campaigns is recommended. Consensus with family on 
goals of care is ideal as it addresses all parties’ moral stance 
and diminishes the risk for superseding one group’s value judg-
ments over another. Engaging additional supportive services 
early can aid with understanding or resolving disagreement. 
There is wide variation globally in ethical permissibility, cultural, 
and societal influences that impact the clinician, child, and par-
ents. Thoughtful consideration to these issues when approach-
ing decisions about limitation or withdrawal of life-sustaining 
therapies will help to reduce emotional, spiritual, and ethical 
burdens, minimize misunderstanding for all involved, and maxi-
mize high-quality care delivery. (Pediatr Crit Care Med 2018; 
19:S10–S18) 
Key Words: bioethics; decision-making support; end of life; 
pediatric critical care; withdrawal of life-sustaining therapies

Decisions about limitation of therapy or withdrawal 
of life-sustaining therapy (WLST) involve several 
considerations. In a PICU, limitation or WLSTs may 

entail a range of medical directives (Table 1). This article will 
focus on the ethical, cultural, and social considerations fram-
ing decisions about limitation or WLST in the PICU setting 
(Table 2).

ETHICAL PERMISSIBILITY
Withholding or WLSTs are considered morally (and legally) 
equivalent and accepted in many countries including Canada, 
United States, Europe, and Australia (1–9). In other countries, 
some permit withholding but not WLSTs; some permit both, 
and some permit both and hastening of a foreseeable death 
(1, 10). In countries where WLSTs is allowed, the ethical jus-
tifications are:
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MEDICAL CONSENSUS
Resolution of conflicts within or between healthcare teams is 
an important prerequisite for decisions about limitations in or 
WLSTs. Striving for medical consensus is important to reduce 
uncertainty for the team and for patients and families. Accu-
rate prognostic recommendations allow for consistency and 

certainty in communicating about WLST with the family. Med-
ical uncertainties may be reduced by investigations, the passage 
of time, and by obtaining additional opinions. This dynamic 
process must be balanced against the impact of continuing 
treatment on the child, any ensuing harms, and it should be 
responsive to the child’s changing clinical circumstances and 

TABLE 2. Considerations Prior to Discussion About Limitations of Therapy or Withdrawal 
of Life-Sustaining Therapy

Consideration Description of Consideration

Ethical permissibility Based on applied moral theory surrounding medical interventions, limitations or 
discontinuation of treatment guided by accepted norms of a society

Varies between societies, jurisdictions, and cultures

Legal framework Specifies how the roles and accountabilities of healthcare providers are integrated and 
operationalized for end-of-life decisions and processes

Varies between jurisdictions

Medical consensus The degree of agreement on diagnosis, prognosis, potential medical interventions, and 
therapeutic benefit of those interventions

Higher degrees of consensus may be beneficial in mitigating uncertainty for family and 
providers alike

Various amounts of residual uncertainty often remain, and it is important that this is 
acknowledged for all involved

Decisional authority In some countries, decisional authority rests solely with physicians

In those where patients or families are included in decision-making, parents are most often 
the decisional authority for their children provided they act in the best interests of the 
child

Decision maker capacity Capacity requires understanding (of the treatment plan) and appreciation (of the potential 
benefits, risks, likelihood of success)

Some jurisdictions have stipulations about capacity and how it is determined

Child engagement and involvement Intentional consideration of how the child contributes to the decision making process

Involves exploration of the child’s and family’s expectation of the child’s participation, 
the child’s understanding of the illness and treatment, their thoughts on burdens and 
benefits and what is most important to them

Decisional support Requires asking questions about how decisions are usually made in the family, how 
patient/family prefer to receive information, what are their needs for emotional/spiritual 
and pragmatic support (family, community, friends)

Ensure that information provided is matched to their self-defined needs and desired 
processes

Culture of patient/parent(s) Requires asking questions to understand if there is a specific system for decision making 
(e.g., individual, community, community leaders), if there are beliefs about illness, death, 
or parenting that are important for the healthcare team to understand and incorporate 
into the decision-making process.

Societal influences Exploration of societal expectations (for expectations of cure, perceptions of childhood 
death) held by the child, family, and team that may frame assumptions and expectations

Social media is a pervasive and easily accessed source of societal influences (both 
supportive and disruptive) and should be discussed with families to provide a supportive 
and transparent platform to address these influences

Support services Identifying specific services outside of the medical team to support the process of 
decision-making and for continuing outreach after decisions are determined

These include bioethics consult teams, palliative care team, social work, psychology, and 
chaplaincy and can be within or outside of the organization
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Objectives: To describe practical considerations and approaches 
to best practices for end-of-life care for critically ill children and 
families in the PICU.
Data Sources: Literature review, personal experience, and expert 
opinion.
Study Selection: A sampling of the foundational and current 
evidence related to the withdrawal of life-sustaining thera-
pies in the context of childhood critical illness and injury was 
accessed.
Data Extraction: Moderated by the authors and supported by lived 
experience.
Data Synthesis: Narrative review and experiential reflection.
Conclusions: Consequences of childhood death in the PICU 
extend beyond the events of dying and death. In the context 
of withdrawal of life-sustaining therapies, achieving a quality 
death is impactful both in the immediate and in the longer 
term for family and for the team. An individualized approach 
to withdrawal of life-sustaining therapies that is informed by 
empiric and practical knowledge will ensure best care of the 
child and support the emotional well-being of child, family, 
and the team. Adherence to the principles of holistic and 
compassionate end-of-life care and an ongoing commitment 
to provide the best possible experience for withdrawal of life-
sustaining therapies can achieve optimal end-of-life care in 
the most challenging of circumstances. (Pediatr Crit Care 
Med 2018; 19:S19–S25)

Key Words: dying and death; end-of-life; intensive care; limitations 
of therapies; pediatric critical care; withdrawal of life-sustaining 
therapies

Most deaths in hospitalized children occur in the 
PICU. Many of those deaths can be anticipated (1). 
Acceptance of the inevitability of the child’s death 

can lead to the active decision to influence the dying process by 
withdrawing life-sustaining therapies (WOLST).

WOLST is the removal or discontinuation of life-sustaining 
treatments or technology. The accepted rationale for WOLST is 
that the ongoing use of life-sustaining interventions is of lim-
ited or no benefit to the child, is not aligned with the goals of 
care for a child, and is thought to prolong the process of dying 
in a way that is burdensome for the child and family (2–4). 
WOLST is distinguished from withholding (i.e., not starting) 
life-sustaining therapies, as discontinuation of these therapies 
is planned (1, 5, 6). We will focus this discussion on WOLST 
occurring in the PICU environment. WOLST occurring outside 
the critical care environment is addressed in “Compassionate 
Discharge from the PICU” in this supplement (7).

In our experience, clinicians describe that WOLST “feels” 
unique and is experienced differently from other deaths in the 
PICU. Decisions for WOLST in children often follow a change 
in the direction of care and a change in the expected and hoped-
for outcomes (8). Here, we describe practical considerations and 
share strategies for providing end-of-life (EOL) care to critically ill 
children and their families in the PICU as life-sustaining therapies 
are withdrawn. The term “family” is used to describe the child’s 
primary caregivers—this includes all relatives, legal, and other 
guardians (9). Figure 1 describes the essential element of and rec-
ognized standards for EOL care that frame our discussion (10).

WOLST IN PICU
Withdrawal of life-sustaining interventions involves care-
ful consideration for the proactive inclusion of EOL care and 
decisions about when and how the withdrawal will occur. The 
child and family should be well prepared, the environment 
well organized, and care during and after WOLST carefully 
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considered. Four phases of WOLST are described, explora-
tion of preferences and feasibility, planning, enacting WOLST, 
and care after WOLST. These phases frame our approach to 
describing the guiding principles and practical interventions 
for compassionate EOL care. Examples of interventions for 
achieving individualized quality EOL care in each phase are 
summarized in Table 1.

EXPLORING WOLST PREFERENCES AND 
FEASIBILITY
Once a determination has been made to pursue compassion-
ate WOLST, the ICU team should begin preparatory activities. 
The PICU team should clarify who is included as “family” as 
per the family’s own understanding and how they wish to be 
engaged in the process. Open and authentic support of the 
family’s decisions is important in order to demonstrate respect 
for family relationships and for parental authority. Clinicians 
must ensure adequate supports are matched to the family’s 
desired role in decision-making about the process of WOLST 
(3). Facilitating family presence, encouraging spiritual and 
emotional expression, and matching the tone of care to the 
family and to the situation encourage trust and help to estab-
lish strong therapeutic connections prior to the acts of WOLST 
(10). Establishing a consistent group of familiar clinicians 
including the child’s primary team members can help to estab-
lish these important therapeutic relationships, offer extended 
support, and facilitate transparent information sharing (11).

Revisiting family perceptions and their understanding dur-
ing each phase can ensure that information has been effectively 
taken up. Careful and clear articulation of the steps in WOLST 
and how goals of care will be supported can help mitigate fam-
ily concerns or feelings of inadequacy or abandonment of their 
child.

Assisting the family to reflect on the child’s preferences is 
an important component of WOLST preparation. The PICU 
team should consider disclosure of the WOLST to the child, 
their siblings, and others early in this process, ensuring that 
the child has a voice in decision-making, either via surrogate 

or directly from the child. The 
integration of siblings and 
extended family/friends should 
be addressed and resolved dur-
ing this preparation phase. 
The PICU team can provide 
guidance and resources in this 
phase to address the child’s 
level of engagement and sup-
port the family in decision-
making around this aspect of 
preparation.

Where and when WOLST 
will take place are decisions to 
be considered in preparation. 
Responding to family consid-
eration for timing and setting 
realistic expectations of the 

process for WOLST promotes a sense of shared purpose and 
supports the exploration of concerns. Ideally, timing of WOLST 
allows for  desired family experiences or activities to occur in the 
context of the child’s condition. Family may wish to experience a 
religious or culturally relevant occasion together, take their child 
outside, or celebrate an important family milestone while their 
child is able to be involved and present. These activities contrib-
ute to the child’s legacy and the family’s story and support con-
nectedness to their community (10).

Open-ended question about who from the family will be pres-
ent and what roles individual family members may play in the 
child’s care and death should be asked. There is no one best way to 
approach a child’s WOLST; thus, family’s needs and strengths can 
reflect a range of preferences. Understanding family preferences 
and maximizing opportunities to spend time with their child 
are key when there is some predictability in the situation. If the 
situation is evolving or timing is uncertain (e.g., a cardiac arrest 
may occur), the team should offer guidance about how WOLST 
will proceed, how family can be present to support their child, 
and how they can support one another. Some families may wish 
to participate in all care activities, others may wish to observe, 
and others may choose to be in a separate space during the with-
drawal. Having a designated team member available to support 
family in whatever way they choose to be present is an important 
part of high quality care. Providing preemptive age appropriate 
explanations and support for siblings by child life specialists or 
social workers are recommended. Anticipatory guidance should 
be provided for all family members who will be present to explain 
about WOLST and how the child’s death may look, sound, smell, 
and feel like.

Exploring with the family spiritual and cultural observances 
and how these can be integrated in the context of the PICU are 
essential. Pragmatic factors can make it difficult to meet these 
observances, and the PICU team may need to manage resource 
limitations, distance of family members, or the child’s evolving 
condition. We make it our practice however to explore each 
request, challenge our abilities to be creative, engage the orga-
nization’s resources, and provide clear explanations as to what 

Figure 1. Five core elements of end-of-life care (10).
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Specific comfort interventions such as the presence of others 
and spiritual/cultural observances are important choices to be 
honored when planning for WOLST (16). Evidence indicates 
parents’ preference a shared approach to decision-making, 
and despite the intense emotions, parents actively participate 
in decision-making in order to protect their child from suffer-
ing during the dying process (17). Throughout the decision-
making processes, the PICU team should work to ensure that 
families do not perceive that they are alone in making these 
decisions and that adequate supports are matched to the fam-
ily’s desired role in the process (3).

Control of the timing of the child’s death can be achieved in 
some contexts of WOLST. Time can be experienced differently 
between parents and clinicians with family being orientated to 
the moment and the critical care team taking on a future-ori-
ented stance (8). Approaches to building a timeline for WOLST 
may often vary among persons, teams, local practice, and pro-
cess; however, engaging the child and family whenever possible 
is essential. Fear of extending the child’s suffering can influence 
timing for WOLST. Reassurance of the child’s comfort and dig-
nity is the goal of each action and decision.

There are also situations where there is little time to develop 
a plan with the family, such as when the child’s clinical con-
dition is evolving and withdrawal may occur in a short time-
frame. In these contexts, skillfully eliciting immediate needs 
(parental and sibling presence, important rituals like baptism/
prayers), providing assurances that the child’s needs are being 
met, immediate activation of supportive resources (child life, 

chaplaincy), seeking creative 
ways to connect family (inter-
net contact with remote fam-
ily), and following through 
with deferred requests after the 
child’s death (creating legacy 
items after death) are ways of 
providing quality EOL care 
within a potentially restricted 
timeframe (18). Figure 2 lists 
a sample of these activities 
that can be helpful for families 
anticipating or experiencing 
bereavement (19, 20).

It is not surprising that the 
PICU environment designed 
to deliver constant and intense 
monitoring can also pose chal-
lenges for WOLST. Barriers to 
family presence may include 
the available space, workflow, 
and organizational policy. 
Physical space for family at the 
child’s bedside, availability of 
facilities to house larger fam-
ily groups on or near the unit, 
organizational policies related 
to visitor admittance to the 

area, age restrictions for visitors, and control of access to care 
areas can all influence the team’s ability to maximize family 
presence (21). These same environmental factors can make pre-
serving privacy for the child and family and other children in 
the same care areas difficult. Shared rooms and areas designed 
to optimize patient observation limit private spaces for fami-
lies anticipating WOLST. Others in the immediate areas may 
be unintentionally exposed to the grieving family’s experience. 
Organizational restrictions, such as the use of cameras and 
videos in shared spaces, may interfere with memory-making 
activities. The PICU team must be creative in order to define a 
private space for the child and family. Simple strategies include 
the use of privacy curtains, mobile wall barriers, posting signs to 
limit unnecessary entry into the room, and attention to reduc-
ing sound interruptions (22). Moving a child to a more pri-
vate space is an option and may mitigate some of these issues; 
however, a move may have negative connotations for families. 
Family may prefer to remain in a familiar room, or they may be 
concerned about being isolated from the team or other families. 
Some PICUs have preferred or designated rooms for EOL care. 
These rooms have features to support family comfort, sibling 
presence, religious and spiritual rituals, and many have relaxed 
visiting protocols.

Consideration to the space must also be given in terms of 
what might be required to continue PICU support should the 
child survive after WOLST. Preemptive explanations about 
what care will look like in the new area including access to the 
team, orientation of the family to the room, and assurance 

Figure 2. The creation of memories and mementos can be an important and enduring part of end of life care. 
The figure includes list of potential items and activities that may be incorporated into care in the PICU.
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Objectives: To describe important considerations during the pro-
cess of caring for critically ill children who may be potential organ 
donors and supporting the family during the death of their child.
Design: Literature review and expert commentary.
Measurement and Main Results: Medical literature focusing on 
pediatric donation, best pediatric donation practices, donor man-
agement, and factors influencing donation were reviewed. Addi-
tional pediatric data were obtained and reviewed from the U.S. 
Organ Procurement and Transplantation Network. Achieving suc-
cessful organ donation requires the coordinated efforts of the 
critical care team, organ donation organization, and transplant 

team to effectively manage a potential donor and recover suit-
able organs for transplantation. Collaboration between these 
teams is essential to ensure that all potential organs are recov-
ered in optimal condition, to reduce death and morbidity in 
children on transplantation waiting lists as well as fulfilling the 
family’s wishes for their dying child to become a donor.
Conclusions: Organ donation is an important component of end-
of-life care and can help the healing process for families and 
medical staff following the death of a child. The process of pedi-
atric organ donation requires healthcare providers to actively 
work to preserve the option of donation before the death of 
the child and ensure donation occurs after consent/authoriza-
tion has been obtained from the family. Medical management of 
the pediatric organ donor requires the expertise of a multidis-
ciplinary medical team skilled in the unique needs of caring for 
children after neurologic determination of death and those who 
become donors following circulatory death after withdrawal of 
life-sustaining medical therapies. (Pediatr Crit Care Med 2018; 
19:S26–S32)
Key Words: brain death; circulatory death; organ donation; 
pediatrics

Exercising the choice to donate their child’s organs may 
provide comfort, can help families grieve, and provides 
opportunity for families to have their child’s legacy live 

on after the child’s death (1–3). Professional organizations 
have determined that organ and tissue donation should be a 
routine part of end-of-life care for children (1, 4). Families of 
adult donors report the desire for something positive to come 
from their loss as a strong motivator to pursue donation (5, 6), 
and donation has positively impacted the families who achieve 
donation as part of their end-of-life experience with their  
child (1, 7–11).

Successful organ donation is founded on collaboration. 
Ideally, collaboration begins early with referral to the Organ 
Donation Organization (ODO) to explore the child’s eligi-
bility and prepare each team and ODO to support the dona-
tion process. Family-initiated questions about donation that 
arise before formal discussions begin should be discussed or DOI: 10.1097/PCC.0000000000001518
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Objectives: To examine the circumstance of death in the PICU in 
the setting of ongoing curative or life-prolonging goals.
Data Sources: Multidisciplinary author group, international expert 
opinion, and use of current literature.
Data Synthesis: We describe three common clinical scenarios 
when curative or life-prolonging goals of care are pursued 
despite a high likelihood of death. We explore the challenges 
to providing high-quality end-of-life care in this setting. We 
describe possible perspectives of families and ICU clinicians 
facing these circumstances to aid in our understanding of these 
complex deaths. Finally, we offer suggestions of how PICU cli-
nicians might improve the care of children at the end of life in 
this setting.
Conclusions: Merging curative interventions and optimal end-of-
life care is possible, important, and can be enabled when clini-
cians use creativity, explore possibilities, remain open minded, 

and maintain flexibility in the provision of critical care medicine. 
When faced with real and perceived barriers in providing opti-
mal end-of-life care, particularly when curative goals of care are 
prioritized despite a very poor prognosis, tensions and conflict 
may arise. Through an intentional exploration of self and others’ 
perspectives, values, and goals, and working toward finding com-
monality in order to align with each other, conflict in end-of-life 
care may lessen, allowing the central focus to remain on providing 
optimal support for the dying child and their family. (Pediatr Crit 
Care Med 2018; 19:S33–S40)
Key Words: dying and death; end of life; family-centered care; 
intensive care; palliative care; pediatric critical care

This article explores death and end-of-life (EOL) care in 
PICUs specifically in the setting of ongoing life-saving 
or life-prolonging interventions. In relatively resource 

available PICUs, advances in treatment of critically ill children 
have led to greater than 97% survival (1). In the context of this 
relatively low mortality rate, PICU clinicians and families may 
choose to remain focused on life-saving goals even when the 
child is facing a poor prognosis and high risk of death (2). This 
focus on curative goals not uncommonly inhibits provision of 
high-quality EOL care (3).

In this article, we describe three common clinical scenarios 
when curative goals of care are pursued despite a high likelihood 
of death and explore the challenges to providing high-quality 
EOL care in each setting. We describe possible perspectives of 
families and ICU clinicians facing these circumstances to aid 
in our understanding of these complex deaths. Finally, we offer 
suggestions of how PICU clinicians might improve the care of 
children at the EOL in this setting.

THREE COMMON CLINICAL SCENARIOS

Unlimited Life-Support Efforts—Family and Medical 
Team Agreement
In this first scenario, deaths occur in the setting of unlimited 
life-saving interventions with the family and medical team in 
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plans include ongoing life support as well as palliative care, such as 
optimizing comfort and limiting escalation of interventions, such 
as CPR, ECLS, or dialysis. The complexity and nuances of these 
types of care plans may create discomfort for clinicians.

Disagreement With Family Decision or Values
Clinicians may have discomfort with prolonging life support 
when the family’s values or perspectives are not familiar to the cli-
nician (26). This may be the case when racial, cultural, or religious 
differences are present. Implicit or explicit clinician bias may also 
be present. These differences are often exacerbated by the nature 
of the busy PICU environment that offers little time for clinicians 
to explore and better understand the family’s values and perspec-
tives. In addition, lack of formal training in cultural humility and 
limited access to cultural navigators and interpreters can inhibit 
optimal clinician-family communication in this setting.

Discomfort With Prolonged Dying Process
Some clinicians may feel uncomfortable due to a sense of 
helplessness or powerlessness to change the course of illness 
or relieve the suffering of the child or family. Other clinicians 
may perceive the death of a child as a personal failure in their 
role to cure the child. Some clinicians may become impatient 

with a prolonged dying process for multiple reasons and may 
strongly desire more rapid resolution and closure.

RECOMMENDATIONS
Navigating dual goals of continuing life-saving efforts while 
simultaneously preparing for the possibility of death and opti-
mizing EOL care has a number of challenges. Improving EOL 
care for children and families in this complex setting requires a 
flexible and skilled team who can recognize the nuanced needs 
of families and can customize an approach that best meets 
those needs in a way that prioritizes their values.

Methods to support the family in the dying, death, and 
bereavement process are described in the “logistics of with-
drawal of life-sustaining therapies in ICU” article and should 
be employed for all deaths in the PICU when possible and 
appropriate. A few specific recommendations to improve EOL 
care in the setting of ongoing curative life-support efforts are 
listed here. Other recommendations can be found in Table 1.

Family-Clinician and Intrateam Communication
Optimal family-clinician and intrateam communica-
tion is critical to successfully navigating these challenging 

TABLE 1. Recommendations for Improving End-of-Life Care in the PICU in the Setting of 
Ongoing Life Support

Domain Objective Methods to Achieve

Communication

 Clarity Optimal intrateam communication 
to create consensus and 
consistency when possible

 

Involvement of bedside staff in key meetings

 Sufficient time and space for interprofessional hand over

 Continuity/core nurse, advanced practice nurse, and/or physician models

 Regular multidisciplinary provider only conferences

 Clear, consistent, transparent, 
and honest clinician-family 
communication

  

Ongoing communication training of clinicians

 Regularly scheduled meetings with family in addition to daily updates

 Avoidance of unintentional passive recommendations to continue curative 
treatment goals

 Separation of objective factual 
information about the child’s 
condition from subjective 
biases related to actions and 
recommendations 

Navigate each item separately in conversation

 Validate understanding of factual information prior to moving to discussion 
about recommendations

 Content Offer families well-
considered guidance and 
recommendations

Prepreparation to ensure consistent opinions are held across the involved 
teams

 Validate family’s understanding and start with items of priority from the 
family’s perspective

 Explicit discussion of acceptable options of continuation, limitation, or 
withdrawal of life support when appropriate

 Continuity Anticipate multiple conversations 
(over hours, days, or weeks), 
not just one “big” conversation 

Core/continuity models may aid developing relationship and trust for 
ongoing communication

 Encourage family record keeping of information in format of their choosing

(Continued )
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feasibility / logistics / alignment

> understand family goals 
    > related practice principles 
          > specific interventions 
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Objectives: This article focuses on compassionate discharge from 
an ICU setting for pediatric patients.
Data Sources: Not Applicable.
Study Selection: Not Applicable.
Data Extraction: Not Applicable.
Data Synthesis: The rationale for compassionate discharge is 
described, along with suggestions for assessing feasibility. A patient 
case highlights the potential benefits of and provides specific exam-
ples of steps involved in the process. A general framework for consid-
eration of compassionate discharge, along with a checklist, is provided 
to highlight the importance of detailed planning and communication.
Conclusions: Although many children die in an ICU setting, some 
families desire end-of-life care in a nonhospital setting, often at 
home. For children dependent on technology, there are consid-
erable logistical challenges to overcome, and it may not always 
be possible. However, with meticulous planning and close col-
laboration between intensive care staff, palliative care staff, and 
other community services, compassionate discharge can be done 
successfully and provide the child and family the opportunity for 
end-of-life care in the place most meaningful to them. (Pediatr Crit 
Care Med 2018; 19:S41–S47)
Key Words: compassionate discharge; end of life care; hospice; 
transition from intensive care unit

The majority of pediatric deaths occur in the hospital set-
ting, and most of these occur in the intensive care set-
ting. There are however growing reports of end-of-life 

care for children admitted to ICUs being successfully provided 
outside the critical care setting by ICU teams in collaboration 
with palliative care teams, community pediatric teams, and/or 
home hospice teams.

Palliative care encompasses a combination of medical, 
 psychosocial, and spiritual care that enables children with 

serious, life-threatening illnesses to maximize quality of life 
while making medical decisions based on the goals and values 
of the patient and family. For patients in a PICU, these com-
plex decisions may involve consideration of alternative sites for 
care at the end of life. Potential locations include the patient’s 
home, an inpatient unit of the current hospital, a better-sit-
uated community hospital, or a freestanding hospice facility.

Given the increased medical complexity of patients treated 
in an ICU and the accompanying medical technology required, 
discharging patients to alternative settings has not always been 
considered a possibility. Indeed, there are many challenges to 
consider including providing optimal support for patients 
and families, control of distressing symptoms prior to trans-
port, during transport and after “discharge,” and logistical 
issues such as cost, transport, and provision of equipment and 
medications. Some situations may preclude transport, and 
resources, procedures, and policies will vary. Despite these 
challenges, provision of end-of-life care either at home or in a 
facility closer to home has the potential to improve the quality 
of death for children and their families.

This article explores the possibilities and logistical consid-
erations for “compassionate ICU discharge” where the most 
likely outcome following discharge is death.

THE RATIONALE FOR CONSIDERING 
COMPASSIONATE ICU DISCHARGE
A recent review of the literature suggested that the majority of 
parents of children with life-limiting and life-threatening con-
ditions would prefer death to occur at home—if possible (1). 
For some families, taking their child home is very important 
(2, 3). Their child may have never been home to the space that 
was lovingly prepared for them, and parents may have the sur-
real feeling that they never really had a child or that their family 
was not complete (4). Home may be seen as a place of comfort 
or normality … a place where the parents can care for their 
child on their own terms and in their own way (2, 3). Parents 
may feel that they can better attend to siblings and control the 
nature and number of visitors (4).

Many parents find the PICU environment noisy. They are 
surrounded by technology, frequently interrupted by staff, and 
have little control (4). They may struggle to even cuddle their 
child or change a nappy/diaper. It can be difficult to create the 
private, intimate space they hope to have for their child’s last 
few hours or days (5). Conversely, the presence of skilled staff, 
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resources to continue the care of the child and family in the 
hours or days that follow extubation. This does mean, however, 
that the family must meet and work with a new team. Ideally, 
the family would have met the hospice or palliative care teams 
prior to hospital discharge, but because of the distance some 
families live from the hospital, this is not always possible.

It is important to discuss the range of possible scenarios 
that may follow extubation. The course of a very sick child 
can be difficult to predict with absolute certainty as any 
experienced intensivist or palliative care physician can attest. 
Children who are thought to be “totally dependent” on ven-
tilation can survive for hours or even days following extuba-
tion (16, 18). It is important to have plans in place for multiple 

possible outcomes including a 
rapid deterioration over min-
utes and a longer deteriora-
tion over days. In some cases, 
medium to long-term survival 
is possible (16).

One of the most difficult 
aspects of transition to home 
occurs when the ICU or trans-
port team leaves the home. 
A palliative care team may be 
available at the home for a 
period of a few hours to settle 
the family in but ultimately, 
the parents are left to care for 
the child. This includes pro-
viding medications to relieve 
symptoms without the imme-
diate support of medical or 
nursing personnel. For families 
leaving an ICU setting, this can 
be a very difficult adjustment. 
Symptoms often encountered 
include respiratory distress, 
pain, agitation, and/or seizures. 
Medications may be provided 
enterally or subcutaneously by 
infusion or intermittent dos-
ing. Palliative care teams have 
considerable experience in the 
subcutaneous administration 
of medications such as mor-
phine and midazolam and can 
provide the necessary advice 
and equipment to the treating 
team and the family. Syringe 
drivers used to deliver contin-
uous subcutaneous infusions 
generally need attention every 
24 hours, so it is important to 
consider who will do this if 
the child survives longer than 
expected.

It is important to equip families with the skills and knowl-
edge they need to care for their child at home. If necessary and 
where local policies permit, they can even be taught how to 
administer medications subcutaneously. Palliative care pro-
viders often have experience in educating parents and gener-
ally provide comprehensive written plans for them to follow. 
Parents may have access to telephone support from a physi-
cian or nurse on call, or home aides to help with caregiving 
tasks, but immediate medical assistance is unlikely to be avail-
able although well-resourced centers may be able to provide 
in-home nursing for periods of time.

Anticipating the symptoms that may arise, the medica-
tions required, and any equipment that may be necessary are 

Figure 1. General flowchart for planning compassionate discharge from PICU.
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‘I believe parents need the facts present-
ed in an objective, honest, and clear way... 
the facts must be stated in plain language, 
as well as the implication for their child...’

D
ow

nloaded
from

https://journals.lw
w
.com

/pccm
journalby

BhD
M
f5ePH

Kav1zEoum
1tQ

fN
4a+kJLhEZgbsIH

o4XM
i0hC

yw
C
X1AW

nYQ
p/IlQ

rH
D
3O

htC
M
0V8Q

hPQ
v1O

7eN
JfYtQ

/EazM
+r63m

3Y4Q
/M
w
JdE=

on
11/01/2018

Downloadedfromhttps://journals.lww.com/pccmjournalbyBhDMf5ePHKav1zEoum1tQfN4a+kJLhEZgbsIHo4XMi0hCywCX1AWnYQp/IlQrHD3OhtCM0V8QhPQv1O7eNJfYtQ/EazM+r63m3Y4Q/MwJdE=on11/01/2018

Copyright © 2018 by the Society of Critical Care Medicine and the World Federation of Pediatric Intensive and Critical Care Societies.
Unauthorized reproduction of this article is prohibited

Copyright © 2018 by the Society of Critical Care Medicine and the World Federation of Pediatric Intensive and Critical Care Societies.
Unauthorized reproduction of this article is prohibited

S48 www.pccmjournal.org August 2018 • Volume 19 • Number 8 (Suppl.)

Copyright © 2018 by the Society of Critical Care Medicine and the World 
Federation of Pediatric Intensive and Critical Care Societies

Objectives: To describe the process of development of “Slove-
nian Ethical Recommendations for Decision-Making on Treatment 
and Palliative Care of Patients at the End of Life in Intensive Care 
Medicine” and its final outcomes.
Data Sources: Personal experience and reflection, complemented 
by published data.
Study Selection: Not applicable.
Data Extraction: Not applicable.
Data Synthesis: Narrative, experiential reflection, literature 
review.
Conclusions: Slovenian ethical recommendations bring a small 
piece to a long tradition of ethical practice in a small European 
country. Despite the availability of informative international guid-
ing documents on the issue, there are several specific good rea-
sons for a small country or a region to develop its own unique 
guidelines (i.e., lack of local directives and legislation, unique cul-
tural and political situation, need for development of professional 
expertise and terminology, and to educate healthcare providers). 
The authors strongly believe that our recommendations positively 
impact practice and will support best possible integrated pallia-
tive and end-of-life quality care with the ICU. (Pediatr Crit Care 
Med 2018; 19:S48–S52)
Key Words: end of life; ethics; intensive care medicine; palliative 
care; recommendations

In 1997, the Slovenian National Medical Ethics Committee 
(NMEC) and its then president Joze Trontelj (1, 2) (Pro-
fessor Joze Trontelj [1939–2013] was a world-renowned 

neurophysiologist and bioethicist, a long standing president 
of NMEC and also president of Slovenian National Academy 
of Arts and Sciences. He crucially influenced the development 
of medical ethics field in Slovenia and within also an approach 
to end-of-life [EOL] dilemmas. He was among the core group 
authoring Oviedo convention) published the first National 
statement on death and dying “Care of the dying and questions 
on euthanasia.” For almost 2 decades, this statement marked out 
a path to Slovenian physicians and other healthcare providers 
taking care of the patients at the end of their lives. The NMEC 
paper forwarded the basic principle for physician to preserving 
life and preventing harm. It is acknowledged that when death is 
inevitable, physicians are duty bound to relieve suffering both 
mental and physical including withholding or withdrawing life-
sustaining interventions as quoted “In principle, the doctor is 
obliged to help the patient with all reasonably available means 
to alleviate his suffering and possibly save lives. The doctor’s 
duty to preserve life ceases when the disease process appeared as 
irreversible path towards the patient’s death, and when the inju-
ries are so severe that they are not compatible with life. In such 
case, the doctor has a duty to relieve symptoms and physical 
and mental suffering of the patient. Then the decision to with-
hold or withdraw life-sustaining treatments is justified” (1).

After joining the European Union in 2004, Slovenia har-
monized its legislation with relevant European legislation. 
Nevertheless, there was still a lack of specific legislation 
and other regulations in Slovenia (and probably in many 
other—specially smaller—countries) that would provide a 
clear guidance in the very specific setting of EOL situations 
in the intensive care. In addition, there exist major differ-
ences among European countries, stemming from differing 
legal, political, and cultural contexts, influencing patient-
doctor EOL decision-making in ICUs. This is notably dem-
onstrated in The Ethicus Study (3). All these factors catalyze 
a need for unique guidance within each specific healthcare 
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‘In the 1980s, death was often uncomplicated and 
dying was quick. ........ Death was the other side of 
a crisp, clear, dark line. Now, death lies somewhere 
between what we can and what we should do. Into 
this murky zone falls the process of dying.’

‘Deaths related to HIV infection during the early HIV 
epidemic, before the availability of effective antiretrovi-
ral therapy for children (and adults) were particularly 
challenging. For most parents, the diagnosis of HIV in-
fection in their children,was also the point of diagnosis 
of HIV infection for them....’
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Objective: To describe individual perspective over ~30 years in a 
PICU in Cape Town, South Africa.
Data Sources: Personal experience and reflection, complemented 
by published local data.
Study Selection: Not applicable/illustrative publications of local 
other data.
Data Extraction: Not applicable/or other (as appropriate).
Data Synthesis: Narrative, experiential reflection. (Pediatr Crit 
Care Med 2018; 19:S53–S54)
Key Words: death; dying; middle income country; pediatric 
intensive care

I have worked in Cape Town, South Africa, for the last 30 
years, and during that period there have been substantial 
changes in context.

MEDICAL CHANGES
Initially, the PICU was “medical” with predominantly emer-
gency admissions with an infectious illness. In 1999, we com-
bined all the ICUs in the hospital to create a multidisciplinary 
PICU. Now approximately half the patients are “surgical,” 
including a substantial number of elective cardiac surgical 
patients. Overall patient volumes have increased from 600 to 
1,300–1,400 patients per annum, and mortality has dropped 
from 15% to just over 5%.

In the period 1995–2010, we were affected by the HIV epi-
demic (initially with no specific antiviral therapy available) with 
high mortality (1–3) and severe pressure on PICU beds (4). 

With the availability of antiretroviral therapy, there has been 
a profound reduction in the number of HIV-infected infants, 
and even infected children can now be effectively treated, with 
excellent long-term outcomes.

There have been major changes in PICU technology and 
practice. In the 1980s, we had Bird Mark 7 and Mark 10 ven-
tilators (pressure cycled, pneumatic ventilators). Currently, we 
ventilate using Servo I and U ventilators or (when appropri-
ate) Sensormedics 3100 high-frequency oscillatory ventilators 
and have access to nitric oxide. Noninvasive ventilatory sup-
port is also available at all times. In the 1980s, we had access 
to noninvasive monitoring with pulse oximetry and noninva-
sive blood pressure and central venous lines (usually cutdowns 
with water-filled manometers). Now we have access to (and 
routinely use) both invasive and noninvasive hemodynamic 
monitoring. Initially, we had access to dobutamine, dopamine, 
and adrenaline. Now we have access to those agents, but also 
use milrinone and noradrenaline. Previously there was very 
limited brain monitoring; now we are able to monitor elec-
troencephalography (EEG) (direct and amplitude-integrated 
EEG), brain pressures, brain oxygen levels, and even biochemi-
cal changes in the brain. Renal replacement therapy has moved 
from peritoneal dialysis alone, to the full range of hemofiltra-
tion and hemodialysis (although we still use peritoneal dialysis 
extensively).

The consequence of all these changes is that we are now able 
to successfully stabilize and resuscitate many patients who pre-
viously would have died (often soon after admission). Not only 
that, but the developing transplantation services have meant 
that some patients are becoming potential donors during their 
stay in the PICU.

Tracheostomy and long-term ventilatory-dependant chil-
dren have been moved out of the PICU for almost all their 
care (5). This has effectively pushed up the complexity and 
acuity of patients in the PICU.

End-of-life care has moved from failure of acute resuscita-
tion (in most situations) to deliberate decision making in the 
context of a patient with profoundly limited prognosis (exac-
erbated by resource constraint), but with potentially normal 
level of consciousness and awareness. In many ways, it feels 
as if we have moved from being failed “rescuers” to being the 
people who have to make the decisions that allow death.
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recommendations developed 
through a 4 year process with local 
experts, local data to fit the ‘unique 
cultural and political context of 
Slovenia.’
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Objective: To describe individual perspective over ~30 years in a 
mixed Cardiac and General ICU, which includes the State Trauma 
Center, National Cardiac Transplant and Complex Cardiac Cen-
ter, Extracorporeal Membrane Oxygenation Center, Home Ventila-
tion Program, and the major PICU for 6 million people.
Data Sources: Personal experience and reflection, complemented 
by published local data.
Study Selection: Illustrative publications of local other data.
Data Synthesis: Narrative, experiential reflection.
Conclusions: I have agreed to palliative care in many patients of 
diverse religious, social, and cultural beliefs while providing long-
term ICU care to other patients with similar illnesses and prognosis. 
This can occur when family meetings allow honest and direct con-
versation with respect for differences; as a clinician, I listen to a fam-
ily and understand their perspectives and together develop a clear 
and agreed plan. (Pediatr Crit Care Med 2018; 19:S57–S58)
Key Words: children; death; end of life; intensive care; withdrawal

The world has changed much in the last 30 years with 
globalization and the Internet. Medical technology has 
advanced; extracorporeal organ support and trans-

plantation have changed critical care. Societal values toward 
children with multiple problems and challenges (previously 
termed disabilities) have also changed, especially in high-
income countries. I have worked in a single pediatric/car-
diac ICU for 30 years, and I believe my personal beliefs and 
values in relation to children with complex care needs as an 
outcome of, or reason for, admission to ICU and also my per-
sonal beliefs and values in relation to “death in ICU” have not 
changed. However, my unit’s behaviors and practices have 

changed in response to changing patient demographics, soci-
etal, and cultural values. Over this time, more children have 
received repeated admission to my ICU (11% as compared 
with 31%). More children have had moderate-severe disabil-
ity at long-term follow-up, 8.4% as compared with 17.9%, and 
mortality has decreased from 11.0% to 4.8%. So the combina-
tion of “bad outcome” has increased from 19.4% to 22.7% of 
patients. These data were published in Pediatric Critical Care 
Medicine in 2010 and compared the long-term outcome (sur-
vival and quality of life) of children admitted to PICU in 1982 
and 2005/6 (1).

Another study in my unit reviewing deaths in the PICU 
itself, over an 11-year period from 2005 to 2015 with 15,917 
patients and 535 deaths, revealed a mortality rate that fell from 
4.2% to 2.7% (S. Brooker, personal communication, 2017). 
Death occurred in three main ways: withdrawal of life-sus-
taining treatment (WLST) ~70%, limitation of life-sustaining 
treatment (LLST) ~8%, and failed resuscitation ~22%; the 
proportions were not substantially different over time. WLST 
was not different in children with disability as compared with 
previously normal or previously functionally normal children, 
but LLST dramatically increased in children with long-term 
mild, moderate, or severe disability. Families who live with their 
child’s problems every day are often balanced in what treat-
ments should or should not be offered but find it equally dif-
ficult to stop treatments that have been already commenced, as 
do parents of children without disability. Interestingly, this is 
similar to many orthodox religious views.

I find that potential end-of-life (EOL) conversations 
with families are often done in two very different situations; 
the child and family are well known to me or I am meeting 
them for the first time. When I enter the meeting room, I 
usually do not know what is going to happen, nor do I have 
a fixed view of what should happen. In both situations, I 
begin by asking the family to tell me how they see the situ-
ation and then follow on. I believe parents need the facts 
presented in an objective, honest, and clear way; also the 
facts must be stated in plain language, as well as the implica-
tion for their child and future likely outcome. Medicalizing 
terminology reflects the discomfort of the individual doc-
tor and will cause discomfort and uncertainty to most 
families. Concepts such as “protecting the parents by stat-
ing that it’s a medical decision” or “giving false hope” are 

Death and Dying in the ICU: Personal Reflection of 
30 Years’ Experience

Warwick W. Butt, FCICM, FRACP, FELSO1,2,3

Pediatric Critical Care Medicine

Pediatr Crit Care Med

1529-7535

10.1097/PCC.0000000000001475

19

8

S57

S58

2018

DOI: 10.1097/PCC.0000000000001475

Saritha

XXX

xxx

August

2018

Butt

Measles, meningococcemia, sepsis sec-
ondary to diarrhea, trauma, drowning, and 
other acute conditions were routinely fatal.
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Abstract: This text is part of the chapter 7 of a special issue sup-
plement called “Death and Dying in PICU” having Christopher 
S. Parshuram and Karen Dryden-Palmer as the guest editors. I 
present my personal perception regarding the modes of death 
and the dying process in Brazilian PICU over the last 30 years. 
A big change in this regard was observed in our country from 
the 1980s to nowadays. The PICU mortality rate decreased sig-
nificantly from over 20% to below 5% as well as the modes of 
death being observed that the life support limitation is far the most 
frequent death process in the PICU. Palliative care, in the last 10 
years, increased its coverage in our country and being frequently 
offered as a complementary care to terminal ill patients in the 
PICU. (Pediatr Crit Care Med 2018; 19:S59–S60)
Key Words: futile treatment; good death; life support limitation; 
palliative care; paternalism

Pediatric intensive care in the 1980s was a new and unde-
veloped medical area in Brazil; there were very few PICU 
beds available and scare resources to treat the enormous 

number of critically ill children. Measles, meningococcemia, 
sepsis secondary to diarrhea, trauma, drowning, and other 
acute conditions were routinely fatal. Those pioneer PICUs 
innovate the treatment for acute ill child, providing cardio-
vascular and respiratory support and increasing the chances 
for recovery. The rule was providing cardiopulmonary resus-
citation (CPR) to close to 100% of children before dying in 
the PICU, even those few with chronic and terminal disease. 
Nonetheless, the mortality rate in most of the Brazilian PICUs 
oscillated between 15% and 20% as a result of multiple fac-
tors such as scarcely available PICU beds, bad conditions of 
transportation for sick children, equipment not designed to 

be used in children, few pediatric intensivists to cover differ-
ent and distant units, among others. Physicians and families 
perceived PICU death as a result of a disorganized and fragile 
system of healthcare.

In the 1990s and early 2000s, many PICUs and neonatal 
ICUs were opened in Brazil, incorporating new and advanced 
technologies and offering treatment protocols that changed 
outcomes and expectations (e.g., surfactant treatment, sepsis/
septic shock protocols, renal and liver transplantation, congen-
ital cardiac surgery, new and modern ventilators). The demo-
graphic characteristics of children admitted to the Brazilian 
PICUs changed progressively during those 2 decades, in con-
sequence of better vaccine coverage, a decrease in the number 
of children with infectious disease being gradually replaced by 
children with chronic and persistent diseases (1–3).

In the 2000s, the PICU mortality rate decreased to below 
10%, being children with chronic diseases or severe sequelae 
and technology dependence becoming a representative popu-
lation in the Brazilian PICUs (2–4). As seen in other parts of 
the world, many of these children experienced repeated hospi-
talizations, including the final phase of their illness preceding 
death. At that time, several studies described that futile treat-
ment, CPR, and “excessive” interventions were provided to 
this group of children in the moments before death, given that 
limitation of life support (LSL) represents a very rare option in 
Brazil as in other parts of Latin America (5–7).

Some studies identified the fear of breaking the law (con-
founding LSL and euthanasia) or some perception of pro-
fessional omission (when not offering potentially curative 
treatments) as well as incomplete ethical knowledge associ-
ated with cultural aspects as the main reasons for adult and 
pediatric intensivist maintaining full curative treatment and 
futile interventions to patients with limited expectancy of life 
even in the very last moments of life (5, 6, 8, 9). In response 
to this challenge, the Brazilian Pediatric Society, the Brazilian 
Critical Care Association, and the Federal Council of Medicine 
joined efforts toward promoting the “good death in the ICU.” 
Education programs, guidelines for life support limitation, new 
federal regulations in this regard were implemented. Initiated 
in mid-2000s up to now, issues including bioethical aspects, 
LSL, palliative care, and “good death in the ICU” became hot 
topics in most of the Brazilian Intensive Care congresses.DOI: 10.1097/PCC.0000000000001516
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Objective: A personal reflection on the changing landscape with 
regard to case mix, care, and staffing and how mortality and 
expectations have evolved over the past 30 years in a multidisci-
plinary Pediatric Critical Care Unit in a Quaternary level academic 
institution in Canada.
Conclusions: Many of the preventable deaths have been pre-
vented with Public Health initiatives. Death now is increasingly in 
complex patients with complicated treatment regimes in a soci-
ety that has increasingly unrealistic expectations of what modern 
medicine can do. Many of these complex children do not die but 
are dependent on our technology and skill set—something we are 
often ill prepared for. (Pediatr Crit Care Med 2018; 19:S55–S56)
Key Words: death; end of life; expectations; pediatric

Then: July 1987, 17 deaths during my first month at Sick-
Kids: three were diaphragmatic hernias, three motor 
vehicle accidents trauma, three postcardiac surgery, 

two failed liver transplants, two had inoperable brain tumors. 
There was also an inoperable sarcoma, an asthmatic, a drown-
ing, and a H Flu Meningitis. Seven of these children were brain 
dead. None had prolonged resuscitation. Ten were declared 
dead within 48 hours following ICU admission, four more 
died in the 3–4 day window, and the remaining three were dead 
at 9, 11, and 18 days, respectively, after admission. The annual 
mortality rate for 1987/1988 was 11.7%.

Now: July 2017, 30 years, 53,000 admissions and 3,104 
deaths later: 16 deaths in 3 months (April, May, and June): 
seven out of hospital cardiac arrests (all prolonged resuscita-
tion [> 30 min] and > 4 doses of epinephrine), four oncology 
patients (five bone marrow transplants, one double lung, and 
a liver transplant between them), one head injury with decom-
pressive craniectomy; an infant with surfactant deficiency 
listed for lung transplant, and an infant with an inborn error 

of metabolism listed for liver transplant. A number of these 
patients had previously received treatment in our ICU and 
were readmitted from either the wards or from home. Length 
of stay prior to death is significantly longer now than 30 years 
prior (range, 3–214 d; only three patients died in the first 10 
days). The annual mortality rate for 2016/2017 was 3.5%.

WHAT HAS CHANGED?
In our ICU, survival is much improved. In a unit that has nearly 
doubled in capacity (both beds and the number of admis-
sions), the absolute number of deaths in the ICU has halved 
from more than 150 to less than 70 per year over the 3 decades.

How children die has changed. It is increasingly uncommon 
for a child to die from the primary insult and the time to death 
is increasing. In the 1980s, death was often uncomplicated and 
dying was quick. Death was an acceptable outcome, not a fail-
ure. Death was the other side of a crisp, clear, dark line. Now, 
death lies somewhere between what we can and what we should 
do. Into this murky zone falls the process of dying.

With public health initiatives, our ICU population also 
continues to change. Vaccinations have nearly eradicated 
many of the primary infections we used to see, and sepsis is 
increasingly a problem in children with chronic conditions. 
Regulated temperatures in hot water tanks have decreased 
immersion burns and fenced swimming pools have reduced 
pool drowning. Seat belts and helmets have made driving, 
cycling, and skiing safer. What we have done is generate a new 
and growing population of kids who have survived their ini-
tial illness or accident and are now left with complex chronic 
and life-limiting conditions, often dependent on technology. 
Many of these patients require multiple readmissions to the 
ICU for ventilator support, seizure control, or sepsis manage-
ment. On any given day, our census reflects that a substantial 
number (often more than 50%) of our admitted patients are 
children from this cohort.

Our teams have changed. In 1987, we had a team of six fel-
lows and four staff physicians for the 1,100 annual admissions. 
Today, we have 22 fellows and 17 staff physicians for 2,200 
patients. This increase in people has diluted clinical exposure, 
dispersed knowledge, and fragmented conversations. Into this 
mix, add consultant teams who are increasingly organ or dis-
ease specific in their interest and knowledge, making it difficult 
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complicated grief 
occurs in10–20% of bereaved

after 60% PICU deaths  @6m

after 40% PICU deaths  @18m

higher rates in mothers, after traumatic deaths and with grief avoidance behaviours
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Objectives: To describe the health outcomes of bereaved parents 
and identify practical strategies for critical care providers as they 
support and provide anticipatory guidance to bereaved parents.
Data Sources: PubMed and PsycInfo databases with search terms 
of bereavement, grief, with parent and pediatric or child compli-
mented by personal experience and knowledge.
Study Selection: We sought studies describing parental health 
outcomes and needs of bereaved parents after the death of their 
child.
Data Synthesis: A narrative literature review was performed and 
framed from the perspective of PICU providers who care for 
bereaved parents. We aimed to describe experiences of grief and 
short- and long-term consequences and approaches to the care 
of parents and families in the immediate period and in the months 
after the death of a child.
Conclusions: The death of a child is a traumatic experience that 
can put parents at risk for adverse mental and physical health 
during bereavement. Health professionals working in PICUs 
can benefit from knowing these risks to best support bereaved 
parents, both during their child’s hospitalization and in the early 
postdeath period. The bereavement experience of parents is 
an adaptive process, and ongoing professional support may 
be required for vulnerable families. After the child’s hospital-
ization and death, a bereavement follow-up meeting with PICU 
physician(s) and staff may allow parents to gain additional infor-
mation, emotional support, and provide an opportunity for par-
ents to give feedback on their experiences. (Pediatr Crit Care 
Med 2018; 19:S61–S68)
Key Words: bereavement; child; critical illness; end of life; grief

The loss of a child is a devastating experience for parents. 
In this article, the term “parent” refers to the child’s pri-
mary caregivers and could include biological or adop-

tive parents, grandparents, and other guardians. The grief 
experienced by parents is more intense and prolonged than 
grief experienced following the death of other family members 
(1, 2). The intensity of parental grief is believed to be due to 
the close and enduring relationships parents have with their 
children (3). Children are expected to outlive their parents; 
the disruption in this natural order can destroy parents’ hopes 
and dreams for the future. A child’s death may also profoundly 
change parents’ roles and sense of self as responsibilities of car-
ing for their now deceased child are removed.

In developed countries, pediatric and neonatal death are 
relatively uncommon (< 1% compared with 4.3% globally) 
(4). Because these are rare events, bereaved parents’ networks 
of family and friends are often unprepared to anticipate and 
respond to bereaved parents’ needs. Insufficient social sup-
port may increase parents’ vulnerability to complicated grief 
and other adverse health outcomes during bereavement, such 
as mental health, physical well-being, and social consequences. 
Because the consequences for parents may be severe and com-
munity social support may be less than ideal, it is vital for 
critical care providers to understand the ongoing experience of 
loss faced by bereaved parents and to provide the necessary in-
hospital and postdischarge support needed. In this article, we 
offer guidance to critical care providers in supporting parents 
after the death of their child (Table 1). Our aim is to describe 
the health outcomes of bereaved parents, suggest supportive 
interventions, and provide anticipatory guidance to address 
common concerns of bereaved parents.

HEALTH OUTCOMES OF BEREAVED PARENTS

Mortality
Population-based studies have demonstrated an increased risk 
of mortality among bereaved parents compared with parents 
who are not bereaved, with significantly higher risks in par-
ents of children with trauma-related deaths (5–7). The risk of 
mortality has been shown to be higher for bereaved mothers 
compared with fathers and higher for parents who lose minor 
children compared with adult children (5–7). Research find-
ings are somewhat conflicting regarding how parental risk DOI: 10.1097/PCC.0000000000001466
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to death, B) symptoms of separation distress, C) cognitive, emo-
tional, and behavioral symptoms, D) duration of 6 months or 
longer since the death, E) impairment in functioning, and F) the 
disturbance is not better accounted for by other mental health 
disorders (Table 2) (31, 32). Complicated grief has been esti-
mated to occur in about 10–20% of bereaved individuals (33). 
However, among parents whose children die in PICUs in the 
United States, almost 60% have symptoms consistent with com-
plicated grief 6 months after their child’s death, and in about 
40% of parents, this grief persists at 18 months post loss (21, 22). 
Risk factors for complicated grief among bereaved PICU parents 
include being the child’s mother, death due to trauma, insecure 
attachment styles (i.e., anxious and/or insecure personal rela-
tionships), and grief avoidance behaviors (21).

Social Health
In addition to the physical and mental health conditions 
described, parental bereavement has been associated with 
many other adverse outcomes. Marital disruption has been 
reported up to eight times population divorce rates and is 
more common among bereaved parents of a traumatic death 
of the child (34, 35). Prior to the death of the child, many fami-
lies either choose to quit their job to care for their ill child or 
are involuntarily unemployed due to significant loss of pro-
ductivity at work or prolonged absences. This unemployment 
is often extended after the death of the child due to prolonged 
grief and loss of purpose (36). Parents have reported an aver-
age of 15 weeks of leave without pay, which leads to further 
life stressors such as poor quality of life, financial crises, and 
interpersonal conflicts (36).

DUAL PROCESS MODEL OF COPING WITH 
BEREAVEMENT
Understanding how parents cope with such devastating loss 
can assist the critical care provider in recognizing compli-
cated grief and inform supportive and facilitative strategies. 
Stroebe and Schut (37) describe a dual coping process whereby 
bereaved individuals oscillate between two types of stressors, 
those associated with the child’s death (loss-oriented stressors) 
and those associated with ongoing life (restoration-oriented 
stressors). For parents, loss-oriented stressors might include 
yearning for the deceased child and reliving the events sur-
rounding the child’s death. Restoration-oriented stressors 
might include restructuring family responsibilities, going back 
to work, finding new roles and relationships, and avoiding 
grief. An important postulate of the model is that oscillation 
between the two types of stressors is necessary for adaptive 
coping to occur. Complications in grieving are proposed to be 
more likely when an individual’s coping process focuses exclu-
sively on the loss or exclusively on restoration. Either reaction, 
without any oscillation between the two, is extreme and may 
put a person at risk for adverse health outcomes. Critical care 
providers should help bereaved parents to anticipate this nor-
mative movement between the two areas of grief work.

SUPPORTING BEREAVED PARENTS IN THE 
PICU
Parents often rely on health professionals working in PICUs for 
support around the time of their child’s death and during early 
bereavement (38). Information about supporting bereaved 

TABLE 2. Diagnostic Criteria for Complicated Grief

Criteria Criteria Label Descriptions

A Bereavement event Loss of a significant other to death.

B Separation distress Yearning—occurring daily or to a disabling degree.
  Craving, pining, or longing for the deceased.
  Physical or emotional suffering as a result of the desired, but unfulfilled, reunion with 

the deceased.

C Cognitive, emotional, and 
behavioral symptoms

Five or more experienced daily or to a disabling degree.
  Confusion about one’s role in life or diminished sense of self.
  Difficulty accepting the loss.
  Avoidance of reminders of the reality of the loss.
  Inability to trust others since the loss.
  Bitterness or anger related to the loss.
  Difficulty moving on with life.
  Numbness (absence of emotion).
  Feeling that life is unfulfilling, empty, or meaningless.
  Feeling stunned, dazed, or shocked by the loss.

D Timing At least 6 mo have elapsed since the death.

E Impairment Clinically significant impairment in social, occupational, or other important areas of 
functioning.

F Relation to other mental 
disorders

The disturbance cannot be accounted for by major depressive disorder, generalized 
anxiety disorder, or posttraumatic stress disorder.



Copyright © 2018 by the Society of Critical Care Medicine and the World Federation of Pediatric Intensive and Critical Care Societies.
Unauthorized reproduction of this article is prohibited

October et al

S64 www.pccmjournal.org August 2018 • Volume 19 • Number 8 (Suppl.)

parents in PICUs comes primarily from descriptive studies in 
which parents have retrospectively shared their experiences. 
These studies have aimed to identify and describe various types 
of support bereaved parents perceive to be important. Major 
domains of parental need near the time of a child’s death in a 
PICU include 1) support for the parental role and the parent-
child relationship, 2) personal support, 3) professional sup-
port, and 4) environmental support.

Supporting the Parental Role and Parent-Child 
Relationship
After the child’s death, the parental role can be supported 
by giving parents time with their child’s body. Although the 
amount of time parents describe needing with their child’s 
body after the death is difficult to define, parents do report 
profound dissatisfaction when they perceive they have been 
rushed (38). Offers to create keepsakes and legacy items such 
as the child’s handprint or lock of hair, 3D hand molds, arm 
band, recordings of the child heartbeat, or photographs of 
the child are helpful for some parents. In some jurisdictions, 
these activities require consent. Legacy items can ease the fam-
ily’s transition out of the hospital, assist in marking the event, 
provide important tangible connections to the child in the 
future, and create a connection for siblings. Dressing the child 
in clothing, removing medical devices if possible, using pleas-
ant smelling bath and skin care products for after death care 
can aid in demedicalizing the child and normalizing parental 
memories of these moments.

Personal Support
Parents’ often need personal support from their extended 
families, friends, and social networks near the time of their 
child’s death (38, 39). Trends embracing open parental pres-
ence policies allow family and friends to visit at the parents’ 
discretion. These visitors also need compassionate care from 
the PICU staff and guidance regarding their presence in the 
PICU. Staff may need to help control the flow of family and 
friends to ensure that the care of other children in the PICU is 
not disrupted.

Professional Support
Professional support is enacted through the caring, sustaining, 
expert presence of a healthcare provider such as physicians, 
nurses, chaplains, social workers, grief coordinators, and other 
professionals in PICUs (38). Attributes of professional sup-
port that have been described by parents as supportive include 
compassion, honest communication, trust, teamwork, and 
demonstrated respect for their child’s personhood (38, 40). 
Compassion is usually perceived by parents through the small 
everyday interactions they have with staff. For example, par-
ents describe being offered a glass of water or facial tissues as 
acts of compassion. Honest communication refers to sharing 
information with parents transparently without barriers that 
mislead or prevent full understanding. Common communica-
tion issues identified by bereaved parents in PICUs are out-
lined in Table 3 (41).

Trust has been described by parents as their need to feel that 
they can rely on the actions and advice of health profession-
als and that the care provided was in the best interest of their 
deceased child (38, 40). Trust can be difficult to establish in the 
dynamic context of modern PICUs as the physician or nurse car-
ing for the child at the time of death may not have an established 
relationship with the parents. This unfamiliarity with the PICU 
providers at the time of death can be mitigated by ensuring con-
tinuity of providers in other team members, such as a fellow, 
respiratory therapist, chaplain, social worker, and other aligned 
health professionals caring for the child. It is equally important 
for the PICU team to include other trusted consultants (as indi-
cated by the parents) to provide support to the family at the time 
of death and immediately following. Inclusion allows activa-
tion of the parent’s professional network, brings providers with 
important history into the circle of bereavement support, and 
provides an opportunity for the extended teams to achieve clo-
sure and say goodbye. This meaningful expression of compas-
sion indicates to parents that their child was valued.

Environmental Support
Environmental factors refer to the physical structure of the 
PICU and operational policies that guide practices within that 
physical space. PICUs are high-tech, fast-paced environments 
where patients are continuously monitored and observed. 
However, after a child’s death, parents describe a need for pri-
vacy, creation of a reverent atmosphere, and access to facilities 
for self-care and to accommodate family and friends (38, 42). 
Parents have described privacy as seclusion from the sights, 
sounds, and presence of others.

PICU staff can help to facilitate privacy and reverence 
through simple means such as closing doors and blinds, reduc-
ing or discontinuing alarms, avoiding loud conversations, and 

TABLE 3. Communication Issues Identified 
by Bereaved Parents in PICUs

Communication Issues
Description of Positive Behaviors 

to Reinforce

Availability Staff accessibility and 
attentiveness

Honesty and 
comprehensiveness

Complete and straightforward 
information

Affect Showing emotion when 
appropriate

Hope Providing realistic hope and 
prognosis

Use of complex vocabulary Limiting medical jargon

Pace of information Match delivery of information 
with parental comprehension

Contradictory information Provide consistent information 
across all health 
professionals

Body language Maintain eye contact and other 
nonverbal behaviors
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giving parents and families time alone with their child’s body 
after the death. Parents need this supportive environment to 
make decisions in the immediate and in weeks to months fol-
lowing the death of their child.

SUPPORTING BEREAVED PARENTS AFTER 
THEIR CHILD’S HOSPITALIZATION AND 
DEATH
Before departing the hospital, parents often have many ques-
tions about next steps (Table 4). Parents are leaving the hospi-
tal for the last time and without their child, a reality they never 
imagined. It is possible that parents will not be able to hear or 
process information given to them immediately after the death 
of their child. Being prepared to answer those questions at a 
later time can positively impact their experience and ongoing 
grieving processes. Ensuring that parents have contact infor-
mation to call for questions and that the hospital staff also have 

contact information for the parents is vital to maintaining a 
connected relationship. Designating a family gatekeeper, prior 
to leaving the hospital and obtaining that gatekeeper’s contact 
information can ease the burden for parents.

Many parents continue to seek support from health profes-
sionals after their child’s death. Informal types of bereavement 
support such as sympathy cards, letters, e-mails, phone calls, 
and attendance at funerals and memorial services are deeply 
appreciated by parents when provided by health professionals 
who cared for their deceased child (43). Many critical care pro-
grams have incorporated an outreach or follow-up program for 
bereaved parents. Hospital-based bereavement programs have 
been recently endorsed as best practice (44). Bereavement pro-
grams should include recognition of the family’s loss, provide 
information to the parents on what to expect in the grief pro-
cess, screen for complication of grieving in the family, decrease 
the family’s isolation as they adapt to the child’s death, and pro-
vide active outreach to assist parents in dealing with their grief. 
Bereavement follow-up should also include education and sup-
port for providers who are engaged with bereaved families.

Formal follow-up meetings between parents and their child’s 
PICU physician(s) or other care providers can also be offered 
and serve as a forum to provide parents with additional medical 
information and emotional support, offer referrals, and pres-
ent an opportunity to give feedback on their hospital experi-
ence (45). The Eunice Kennedy Shriver National Institute of 
Child Health and Human Development Collaborative Pediatric 
Critical Care Research Network developed a framework for 
conducting parent-physician follow-up meetings after a child’s 
death in a PICU (45, 46). The framework was not intended as a 
“script to be followed” but rather a flexible guideline that can be 
adapted to the specific context of each family’s circumstances, 
including cultural and religious norms (Table 5).

The framework for parent-physician follow-up meetings 
advises that an institutional system be put in place to invite 
parents to meet (45, 47). Although most PICU physicians 
included in the network’s studies reported a willingness to 
meet with bereaved parents, physicians also described a lack 
of time to contact parents and arrange meetings as an impor-
tant barrier. The framework suggests that another designated 
professional, such as social worker or chaplain, be responsible 
for contacting and inviting parents. Parents’ preferences for 
the meeting (e.g., meeting participants, discussion topics) and 
attendance of other hospital staff should be assessed at the time 
the meeting is scheduled. PICU physicians often prefer that a 
bereavement care specialist (e.g., chaplain or social worker), 
another subspecialist, or the child’s primary care physician 
attend the meeting. Parents often request the attendance of a 
bedside nurse who cared for their child.

Topics parents have reported wanting to discuss during 
follow-up meetings include the chronology of events lead-
ing to their child’s death, the cause of death, treatments their 
child received, autopsy findings, genetic risks, content of medi-
cal documents (such as the death certificate), decisions made 
during their child’s course of illness (such as decisions regard-
ing limitation or withdrawal of life support), ways to use their 

TABLE 4. Areas of Frequently Asked 
Questions by Parents After the Death of 
a Child

Care of child’s body

 What happens to the child’s body after leaving the PICU?

 How to view the child’s body in the morgue

 Repatriation of the child’s body closer to home

 Autopsy questions

 How do I receive legacy items?

 Can I take my child home with me?

 Necessary documentation process

Practical guidance

 Making funeral arrangements

 Managing child’s social media – Facebook, Twitter, 
Instagram accounts

 Canceling medical appointments, home nursing, etc.

 What to do with medical equipment at home—ventilator, 
feeding supplies, etc.?

 What to do with car seat and other baby items?

 Support for lactating mothers, such as milk donation and 
supplies

 How to access the child’s health records?

Care for the family

 Bereavement resources for parents, siblings, school, etc.

 Crisis hotline information for suicidal ideation or mental 
health issues

 Genetic testing

 Identifying immediate support systems

 Follow up contacts with the hospital teams
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1  morbidity and mortality rounds
2  regional independent review 
3 medico-legal review 

Integrated pathologic data and clinical history with clini-
cian-pathologist discourse provides a powerful means to 
review (& address) ... clinical questions, parental concerns, 
process of care
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Objectives: To discuss the role of investigations after death in chil-
dren as part of a supplement on “Death and Dying in the PICU.”
Data Sources: Literature review, personal experience, and expert 
opinion.
Data Selection: Not applicable.
Data Extraction: Moderated by three experts on investigations 
after death in children.
Data Synthesis: Not relevant.
Conclusions: A multidisciplinary cliniciopathologic conference is 
important after the death of a child in order to help bring closure 
to the family and to attempt to address any concerns they may 
have about the care. It is also an important part of the quality of 
care process for a tertiary care institution and provides an unique 
opportunity for ongoing medical education. The model of a mul-
tidisciplinary cliniciopathologic conference used by the Ontario 
Coroner’s Office to investigate sudden and unexpected deaths in 
children under 5 years old, which has been functioning for over 30 
years, is described. Reports from this Pediatric Death Review Com-
mittee have been influential in improving the care of children in the 
province of Ontario. (Pediatr Crit Care Med 2018; 19:S69–S71)
Key Words: clinicopathologic conference; pediatric autopsy; 
pediatric death review; sudden and unexpected death

The death of a child, whether it be sudden and unex-
pected or after a protracted illness, frequently leaves the 
family with questions that need to be addressed as part 

of the grieving process. These may be in relation to the cause 
of death or concerns about the provision of medical care which 
can only be addressed by a thorough case review including, 
ideally, the findings from a postmortem examination. There is 
a widespread belief that examination of the morbid anatomy 
and histology at autopsy provides the definitive opinion about 

both the cause and mechanism of death in children. However, 
there are some caveats that need to be taken into account. First, 
there is limited experience and expertise available in pediat-
ric pathology outside tertiary care centers which can lead to 
errors when the autopsy is performed by pathologists who deal 
mainly with adult cases. Second, the absence of clinical input 
into the events prior to death examination can have an impact 
on the quality and accuracy of the conclusions of the final 
death report. Therefore, it is important to have the involve-
ment of qualified pediatric pathologists particularly when the 
clinical history is suggestive that the death followed a disease 
process that is common to children rather than adults. Indeed, 
there is a strong argument to made that an autopsy after the 
death of a child should only be performed by a qualified pedi-
atric pathologist. The rationale for this includes accuracy in 
correctly identifying morbid anatomy in cases of complex con-
genital heart disease, reducing the rate of incorrectly assigning 
a diagnosis of sudden infant death syndrome (SIDS) in infants 
where there is the absence of either abnormal morbid anatomy 
or histologic findings. In addition, clinically relevant informa-
tion preceding the death of a child can be very different from 
adults.

In our experience, input from pediatric specialist physicians 
as part of the autopsy review in the form of a clinicopathologic 
correlation (CPC) enhances the accuracy and learnings of both 
the clinicians and pathologists. This, in a brief narrative for-
mat, can be included in the final postmortem report rather 
than a list of abnormal anatomical findings.

In this article, we will draw our experience using the CPC 
as part of the death review process in the PICU at the Hospital 
for Sick Children as well the format used at the Pediatric Death 
Review Committee (PDRC) in the Province of Ontario, which 
provides a peer review process for pediatric deaths referred to 
the coroner’s office.

PEDIATRIC AUTOPSY AND 
CLINICOPATHOLOGIC CORRELATION
Information obtained through a postmortem examination is 
an important part of the investigation after the death of a child. 
This remains true despite major enhancements in imaging 
technology (CT, MRI) that has resulted in improved accuracy 
in premortem diagnosis.

Imaging technology is now increasingly integrated into the 
postmortem examination process to document pathologic 
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concerns about lapses in the quality of care, recommenda-
tions for improvement are addressed to individual physicians 
or hospitals. In situations where substandard care has been 
adjudged to be particularly egregious, there may be a recom-
mendation that the committee notifies the province’s medical 
regulatory/licencing authority. Each year, the PDRC and Death 
Under Five Committee produces a combined annual report 
highlighting topics of deaths in children discussed over the 
year (5). Examples of the common clinical scenarios discussed 
by the committee are listed in Table 1.

Pediatric Death Review by expert pathologists and clinicians 
is now widely accepted as an important advance in quality of 
pediatric care. The format differs in various juristrictions (6). 
New Zealand has a national process for child death review (7), 
whereas in Australia it is state based (8). The United States has 
a National Child Death Review Case Reporting System which 
is web based with participation by 35 of 50 U.S. states (9). In 
the United Kingdom, deaths in children are reviewed by Child 
Death Overview Panels, geographically located throughout 
the country and these report to Local Safeguarding Children 
Boards (10). The PDRC in Ontario is different from other 

jurisdictions in that it only reviews deaths referred to the coro-
ner’s office for investigation, whereas many other child death 
review committees collect data on all deaths in children with a 
focus on nonaccidental injury and maltreatment. It performs 
an important role in improving the quality of pediatric care in 
the province of Ontario, an ongoing quality assurance process 
for hospitals, and is an important benchmark in raising the 
standard of the investigation after deaths in children.

SUMMARY
Investigation after death of a child, whether it is after a pro-
tracted illness and hospitalization or as a sudden and unex-
pected event, is an important part of bringing closure for both 
families and caregivers. Although every death is a tragedy for 
the family, it also provides an opportunity for the care giv-
ers to interrogate the quality of care delivered. The quality of 
the death review is enhanced when the multidisciplinary for-
mat is used combining the expertise of both clinicians and 
pathologists.
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TABLE 1. Examples of Issues Discussed 
by Ontario’s Pediatric Death Review 
Committee

Overuse of hypotonic saline 
resulting in cerebral edema

Over diagnosing of 
gastroenteritis in small 
children

Challenges in identifying 
acute fulminant 
myocarditis and 
cardiomyopathy

Incomplete or absence of 
measurements and/or 
recording of vital signs 
in children in community 
hospitals emergency 
departments

Physicians not recognizing 
the importance of listening 
to parent’s concerns

Challenges with the timely 
recognition of sepsis and 
septic shock

Failure to recognize 
disease severity in status 
asthmaticus

Sudden and unexpected death 
in epilepsy

Teenage suicide The identification of the 
need specialized pediatric 
transport system

Diagnostic challenges of 
congenital heart disease 
on fetal ultrasound

Diagnosis of bowel 
obstruction in small infants
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“Investigation after death can provide useful clinical information and a unique opportunity for 
medical teams to learn and reflect on their practice and crucially can provide understanding 
and closure for the family.”

• ‘New information reported 18–72% of the time(Table2)’
• pathology experts might accompany PICU clinicians for 
autospy consent
• novel imaging methods are less invasive 
   laparoscope-assisted / ultrasound-guided / CT / MRI imaging

D
ow

nloaded
from

https://journals.lw
w
.com

/pccm
journalby

BhD
M
f5ePH

Kav1zEoum
1tQ

fN
4a+kJLhEZgbsIH

o4XM
i0hC

yw
C
X1AW

nYQ
p/IlQ

rH
D
3O

htC
M
0V8Q

hPQ
v1O

7eN
JfYtQ

/EazM
+r63m

3Y4Q
/M
w
JdE=

on
11/01/2018

Downloadedfromhttps://journals.lww.com/pccmjournalbyBhDMf5ePHKav1zEoum1tQfN4a+kJLhEZgbsIHo4XMi0hCywCX1AWnYQp/IlQrHD3OhtCM0V8QhPQv1O7eNJfYtQ/EazM+r63m3Y4Q/MwJdE=on11/01/2018

Copyright © 2018 by the Society of Critical Care Medicine and the World Federation of Pediatric Intensive and Critical Care Societies.
Unauthorized reproduction of this article is prohibited

Copyright © 2018 by the Society of Critical Care Medicine and the World Federation of Pediatric Intensive and Critical Care Societies.
Unauthorized reproduction of this article is prohibited

S72 www.pccmjournal.org August 2018 • Volume 19 • Number 8 (Suppl.)

Copyright © 2018 by the Society of Critical Care Medicine and the World 
Federation of Pediatric Intensive and Critical Care Societies

Objectives: The acceptability of traditional postmortem examina-
tion to bereaved families, coupled with a misguided professional 
view about their limited utility, has led to decrease in this ultimate 
investigation. Research recurrently demonstrates that postmor-
tem examination provides clinically relevant information despite 
ever-improving diagnostic techniques. This review examines 
postmortem examination for children who die in PICU—whether 
consented or nonconsented (legally mandated). It explores how 
such investigations might provide useful information and sug-
gests that PICU and pathology teams work together to provide 
information for bereaved families to either enable them to consent 
to postmortem interventions or understand necessary forensic 
processes. Newer technologies such as postmortem imaging 
and laparoscope-assisted/ultrasound-guided tissue sampling are 
reviewed, with the hope that greater acceptability to families may 
lead to a welcome resurgence in postmortem information for cli-
nicians, tempered by realization that widespread acceptance of 
their equivalence to standard techniques by most forensic ser-
vices is awaited.
Data Sources: Literature review.
Study Selection: Journal articles describing practices in pediatric 
and adult postmortem examination.
Data Extraction: Not available.
Data Synthesis: Not available.
Conclusions: The PICU team have a duty to help bereaved par-
ents understand what postmortem investigations are available, or 
might be mandated, after the death of their child. A thoughtful, 
unhurried, and compassionate discussion should be arranged 
with expert pathology teams and any specialists who have cared 
for the child to explain how investigations can provide informa-
tion about what is involved—including availability and suitability of 
newer techniques. This should include information about when a 
child’s body, organs, or tissues will be available for the funeral, 

necessary legal procedures and how and when results will be 
explained to them. (Pediatr Crit Care Med 2018; 19:S72–S78)
Key Words: autopsy; end-of-life care; pediatric intensive care unit; 
postmortem examination

OVERVIEW
The word autopsy derives from the Greek “auto” meaning self 
and “optos” meaning “seen” and so means “seen for oneself.” 
In modern practice, autopsy refers to an invasive investiga-
tion after death and is used interchangeably with postmortem 
examination (PME). Traditional PME uses large surgical inci-
sions to provide optimal histopathologic and anatomical diag-
nosis after death, but newer techniques mean that this is no 
longer necessarily the only means to achieve diagnostic infor-
mation after death.

Although PME has been a tool for learning and discovery 
for centuries, the astonishing rate of medical progress accom-
panied by changes in societal views regarding the acceptability 
of human cadaveric dissection has been associated with a dra-
matic decline in PME (1).

PME rates vary around the world: 55% in South America, 
26% in the United Kingdom, 20% in Switzerland, 17–75% in 
the United States, and 0% in Nigeria (2–6). Such variability 
results from differing sociocultural and scientific perceptions 
about the value of PME, the means by which PME data are 
obtained and crucially how PME processes may alter or inter-
fere with bereavement.

Pediatric PME occurs either 1) as a mandated legal inves-
tigation into death by a coroner/forensic examiner or 2) 
with consent from parents/those with parental responsibility 
because clinicians and/or relatives wish to better understand 
what has caused death. In general, PME is mandated follow-
ing sudden unexpected death, in deaths due to trauma, when 
issues with medical or other care might have contributed to 
death or if treating clinicians cannot provide a cause of death. 
In children, this most frequently occurs in sudden unexpected 
death in infancy or with child protection concerns, for exam-
ple, possible nonaccidental injury. As the child has survived 
to PICU admission, the PICU team and pathology colleagues 
may need to participate in formal child protection, civil, or 
criminal procedures (7).DOI: 10.1097/PCC.0000000000001505
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Objectives: To describe the consequences of workplace stressors 
on healthcare clinicians in PICU, and strategies for personal well-
being, and professional effectiveness in providing high-quality 
end-of-life care.
Data Sources: Literature review, clinical experience, and expert 
opinion.
Study Selection: A sampling of foundational and current evidence 
was accessed.
Data Synthesis: Narrative review and experiential reflection.
Conclusions: The well-being of healthcare clinicians in the PICU 
influences the day-to-day quality and effectiveness of patient care, 
team functioning, and the retention of skilled individuals in the PICU 
workforce. End-of-life care, including decision making, can be com-
plicated. Both are major stressors for PICU staff that can lead to 
adverse personal and professional consequences. Overresponsive-
ness to routine stressors may be seen in those with moral distress, 

and underresponsiveness may be seen in those with compassion 
fatigue or burnout. Ideally, all healthcare professionals in PICU can 
rise to the day-to-day workplace challenges—responding in an adap-
tive, effective manner. Strategies to proactively increase resilience 
and well-being include self-awareness, self-care, situational aware-
ness, and education to increase confidence and skills for providing 
end-of-life care. Reactive strategies include case conferences, pre-
briefings in ongoing preidentified situations, debriefings, and other 
postevent meetings. Nurturing a culture of practice that acknowl-
edges the emotional impacts of pediatric critical care work and cel-
ebrates the shared experiences of families and clinicians to build 
resilient, effective, and professionally fulfilled healthcare profession-
als thus enabling the provision of high-quality end-of-life care for chil-
dren and their families. (Pediatr Crit Care Med 2018; 19:S79–S85)
Key Words: burnout; compassionate fatigue; end of life; moral 
distress; pediatric critical care; resilience

PICU clinicians are the human instruments through 
which care in the PICU is delivered. Clinician well-
being influences the day-to-day quality and effective-

ness of patient care, team functioning, and the retention of 
skilled individuals in the PICU (1–3). Routine PICU prac-
tice exposes healthcare professionals to complex clinical 
dilemmas and challenging outcomes that can cause acute 
distress and, in some cases, can insidiously undermine 
personal well-being and effectiveness as clinicians (4, 5). 
In this article, we focus on the healthcare professional in 
PICU—describing consequences of providing care to the 
children who unfortunately die in PICU and their families. 
We describe practical approaches that may help clinicians 
better navigate the stresses of providing high-quality end-
of-life (EOL) care.

DEFINING THE PROBLEM: STRESSORS IN 
THE PICU
Stressors are common in PICU work. Death has become an 
increasingly less frequent outcome in PICU, and expecta-
tions of survival are higher (6). The majority of deaths follow 
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for compassion fatigue are limited. In a review of the available 
compassion fatigue and burnout literature, van Mol et al (5) 
found that 7.3% of PICU clinicians and 40% of ICU nurses 
scored high for compassion fatigue on the Professional Quality 
of Care questionnaire.

The mutable nature of PICU clinician stress opens up 
opportunity where interventions may facilitate adaptive clini-
cian responses thus improving resilience and mitigating other 
adverse consequences of workplace stressors (1). In contrast 
to the negatively framed states of moral distress, burnout, 
and compassion fatigue, resilience may be viewed as enabling 
healthcare professionals to effectively respond to stressors 
while optimizing opportunities for personal growth. Resilience 
is the ability of a person to manifest adaptive coping strategies 
that are matched to the situation while minimizing stress or 
distress, or to create personal meaning when circumstances are 
painful, overwhelming, or unreasonable (23). Resilience exists 
on a continuum, and resilient individuals are more efficient at 
resisting work-related stressors that can lead to moral distress, 
burnout, and depression, thus enabling them to continue to 
provide high-quality patient care.

We believe that the stressors present in PICU can cre-
ate either virtuous and productive or destructive spirals. 
Virtuous spirals can create individual and team level resilience 

that may be enabled by well-
selected proactive interven-
tions. Destructive spirals may 
reduce professional effec-
tiveness and personal well-
being of clinicians and may 
be “managed” by responsive 
strategies (4). Resilience in 
healthcare has been viewed as 
a process rather than a trait 
and thus may be cultivated 
and attained. Cultivating resil-
ience is the goal of interven-
tions that promote clinician 
well-being such that stress 
responses are maintained in 
the adaptive zone (2, 24).

ACQUIRING AND 
MAINTAINING 
CLINICIAN WELL-
BEING
Interventions to promote and 
maintain clinician compe-
tence and well-being may be 
understood as proactive or 
responsive in nature (Table 1). 
Responsive interventions are 
deployed to mitigate adverse 
consequences after “events,” 
challenging situations, or 

other crises have occurred, whereas proactive interventions are 
implemented beforehand and intended to increase resilience of 
the frontline staff for managing future stressors. Here, we focus 
on stressors related to EOL care. The healthcare community 
has long recognized the importance of educating practitioners 
about EOL care (25). The interventions we describe in the con-
text of EOL care can also assist when facing other stress-pro-
voking phenomena such as difficult disclosures or disrupted 
relationships and include the domains of self-awareness and 
care, preparatory and relational skills, empathic presence, and 
the team approach (26).

PROACTIVE WELL-BEING INTERVENTIONS
Proactive interventions address self-awareness, self-care, situ-
ational awareness, and build competence and confidence 
in one’s skills to provide EOL care (4). Personal initiatives 
for sustaining clinician wellness include self-care (e.g., exer-
cise, rest, nutrition), self-awareness (e.g., reflective practices, 
mindfulness, journaling), cultivating emotional wellness (pet 
therapy) and a spiritual life, valuing relationships, and seek-
ing self-education and conscious recognition of the degree of 
uncertainty inherent in the job (35). Studies of mindfulness 
interventions have shown decreased depression and anxiety 
and demonstrated higher empathy measures in mindfulness 

Figure 1. The figure describes day-to-day levels of stress in ICU clinicians. Individual level of stress may 
change overtime and fluctuate between zones reflecting changes in the work environment and in individual 
disposition. Each black line represents an individual clinician. Shown are examples of some of the possible alter-
nate trajectories of provider experience of stress. Dynamic factors such as past stressors, the prevailing work 
culture, available resources, and resilience of the individual healthcare clinician will affect the day-to-day level of 
stress and the responses to stressors at different times. Three zones identify differing responses to workplace 
stressors (behavioral, psychologic, and emotional). Workplace stressors are routinely encountered in pediatric 
critical care and should elicit responses from clinicians. Ideally, these responses are adaptive and timely actions 
that resolve (or mitigate) the course of stress (green zone). Underactive responses to workplace stressors 
(orange zone) may signal disengagement, emotional exhaustion, or withdrawal and may reflect burnout or com-
passion fatigue. Overactive responses (red zone) could point toward hypersensitivity, anxiety, and disequilibrium 
and may reflect moral distress and risks for job departure. Both the overactive and underactive zones reflect 
conditions of potentially detrimental levels of stress.
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Objectives: To propose a model describing levels of integration of 
palliative care into the care of ICU patients.
Data Sources: Literature review and author opinion.
Conclusions: All critical care team members should demonstrate 
and foster their core competencies in caring for patients with com-
plex illness and uncertain prognosis, including at the end of life. 
We describe these core competencies of the ICU team member 
as “primary” palliative care skills. Some ICU team members will 
have special expertise in end-of-life care or symptom management 
and decision-making support and will serve as local experts within 
the ICU team as a resource to other team members. We call this 
skillset “secondary” palliative care. Some patients will benefit from 
the full range of expertise provided by a separate consulting team, 
with additional training, focused on caring for patients with pal-
liative care needs across the full spectrum of patient locations 
within a health system. We term the skillset provided by such out-
side consultants “tertiary” palliative care. Solutions for meeting 
patients’ palliative care needs will be unique within each system 
and individual institution, depending on available resources, his-
tory, and structures in place. Providers from multiple professions 

will usually contribute to meeting patient needs. (Pediatr Crit Care 
Med 2018; 19:S86–S91)
Key Words: clinical competence; end-of-life care; interprofessional; 
palliative care; pediatrics

By the very nature of their roles as providers for the most 
complex and critically ill children in the hospital, pedi-
atric critical care clinicians will care for many children 

at the end of their lives. More than 6 million children under 
age 14 die yearly worldwide (1), and although the proportion 
of children who die in an ICU varies widely by country, a large 
number of these deaths will occur in the hospital (2–7). ICU 
teams will be involved in supporting patient and family deci-
sion-making regarding potentially life-sustaining technologies, 
managing pain and symptoms at or near the time of death, 
coordinating the withdrawal of technological support, assur-
ing that ethically appropriate choices are offered to families, 
determining the appropriate disposition for patients nearing 
the end of life, and supporting families after a patient’s death.

Pediatric palliative care is a rapidly growing subspecialty 
within pediatrics (8, 9). Palliative care has been defined as 
“patient- and family-centered care that optimizes quality of life 
by anticipating, preventing, and treating suffering . . . through-
out the continuum of illness and involves addressing patient 
and family physical, intellectual, emotional, social, and spiritual 
needs as well as facilitating autonomy, access to information 
and medical decision making.” (10) In healthcare systems where 
pediatric palliative care teams exist, these specialists are often 
involved in the care of patients for months if not years before 
the time of a child’s death (11). This difference from typical 
practice in adult medicine occurs because of the large variety of 
congenital and acquired diagnoses that lead to life-threatening 
illness in pediatrics, challenges with prognostication in pediat-
rics, and because it is common for pediatric palliative care spe-
cialists to assist in symptom management and decision-making 
support for many patients and families who are still pursuing 
potentially curative or life-prolonging treatments (6). Palliative 
care is distinct from hospice. Hospice is a system of care focused 
on providing exclusively comfort directed therapies at home 
for patients with a prognosis of less than 6 months. Although DOI: 10.1097/PCC.0000000000001465
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palliative care team often adds to the skills and knowledge base 
of the ICU team members rather than detracting from them.

In some centers, the clinicians may be dual trained and 
also practice palliative care. In this setting, the individual may 
sometimes provide secondary palliative care (a local expert 
within an ICU practice) and sometimes provide tertiary pal-
liative care (a consultant who makes recommendations in the 
care of the ICU patient). This person will often become the 
de facto local expert. In the “integrative” versus “consultative” 
model of palliative care within an ICU (22), tertiary palliative 
care would fall under a consultative model, and primary and 
secondary palliative care would fall under an integrative model 
(Table 4). In reality, there is often a large degree of overlap 
between the consultative and integrative models.

ELEMENTS TO CONSIDER

Timing of Consultation of Subspecialty Teams and 
Screening Criteria
Just as the level of involvement of a subspecialty team must be 
individualized based on system resources and patient needs, 

the appropriate timing for palliative care consultation may 
vary widely. For some patients and families, close attention to 
palliative care needs by the primary team may feel more seam-
less than meeting a new team, whereas for others having a con-
sulting team whose main focus is symptom management and 
decision support is very helpful.

There has been a push within palliative care for earlier 
involvement of specialty teams. Earlier involvement allows 
relationship building over time and can lead to consulting 
teams being more familiar with a family’s values and priori-
ties if a patient deteriorates at a later date. Earlier involvement 
runs a risk, however, of diluting a consulting team’s time and 
effort, so that it is less focused on the patients most likely to 
benefit from specialist involvement. Some centers have estab-
lished screening criteria (“triggers”) for consultation (23, 24). 
Reported screening criteria vary widely and range from specific 
diagnoses (e.g., end-stage lung disease undergoing transplant 
evaluation, “terminal” dementia) to healthcare utilization or 
severity of illness indicators (e.g., > 3 ICU admissions in 1 yr, 
> 10 d on extracorporeal support, comatose for > 1 wk). Some 
reported “screening” criteria essentially refer to using team 
judgment as to when consultation would be helpful (e.g., “need 
for clarification about goals of care” or “team feels patient or 
family would benefit”). In some pre-post intervention studies 
with adult patients, implementation of screening criteria led to 
earlier establishment of goals of care and reduced ICU length 
of stay without any increase in eventual mortality (25–28). It is 
important to individualize any screening process based on the 
needs and relationships within an institution, so that a con-
sulting team is helpful to the primary team rather than being 
intrusive. A secondary or local expert may improve awareness 
of when a subspecialist consultation would be most helpful.

When considering the timing of consultation, it is also 
important to remember that a decision to remove or limit tech-
nological support does not mean that death is imminent in all 
cases. Some patients will be able to return home after a decision 
is made not to perform cardiopulmonary resuscitation or a tra-
cheotomy, and some patients may survive longer than expected 
following ventilator withdrawal. For some of these patients, it 
may be clear that they are nearing the end of life, but for others, 
they may live for some time, and families may consider rehospi-
talization to manage symptoms or attempt to support a patient 
through a reversible illness. A palliative care team can often offer 
some continuity in support from the ICU to the ward, and to the 
home setting, in order to help make sure that the location of care 
is most consistent with the patient and family goals. So, although 
a specialty consultation should not be necessary for every patient 
for whom invasive procedures or technological support are lim-
ited or withdrawn, consultant involvement may be particularly 
helpful if the trajectory is uncertain or a transition home is a 
possibility. Meeting these families before technology is removed 
may help the palliative care team form a supportive relationship.

Interprofessional Expertise and Solutions
The practice of both critical care and palliative care requires col-
laboration between team members from multiple professions 

TABLE 4. Definitions of Primary, Secondary, 
and Tertiary Palliative Care

“Primary Palliative Care” is the skill set all ICU 
professionals should possess to provide basic palliative 
care.

“Secondary Palliative Care” is a skill set that equips ICU 
professionals to obtain increased knowledge and skills 
in palliative care specific to their area of practice and be 
able to serve as a local expert in palliative care in their 
microcommunity.

“Tertiary Palliative Care” is the skill set clinicians learn 
in a palliative care fellowship, other focused training 
or dedicated practice, which allows them to provide 
comprehensive palliative and end-of-life care to patients 
and their families throughout the illness trajectory across 
setting including home, outpatient clinics, long-term care 
facilities, and hospitals.

TABLE 3. Potential Added Benefits of 
Subspecialty Palliative Care Consultation

Support of complex decision-making in the setting of 
uncertainty or conflict

Interdisciplinary emotional and spiritual support of patients, 
parents, and siblings

Continuity in establishing goals of care across settings

Coordination of home or hospice support

Bereavement support

Additional focus on symptom management and quality of life

Primary team support/debriefings

Facilitating communication with the team and with patient/
family

1o 2o 3o complementary levels

PC: “patient- and family-centered care that optimizes quality of life by anticipating, prevent-
ing, and treating suffering . . . throughout the continuum of illness and involves addressing 
patient and family physical, intellectual, emotional, social, and spiritual needs as well as facili-
tating autonomy, access to information and medical decision making.” 
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We see the 2018 Death and Dying Supplement as one 
step in the journey of pediatric critical care practice, as we 
continue to respect both life and death, the memories of 
those patients treated in the ICU, and those they left behind. 
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