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Abstract

Existing literature has identified that health care providers significantly shape the experiences of
parents at the end-of-life in the pediatric intensive care unit. However, there is a gap in the
literature of the specific nursing influence on parental experiences of a child’s death in this
context. Employing the interpretive descriptive methodology, this qualitative study was designed
to explore parents’ moral experiences of nursing care at the end-of-life in the pediatric intensive
care unit, and was analyzed through a lens of nursing ethics. Face-to-face, semi-structured
interviews were conducted with eleven parents (six mothers and five fathers) of six children who
died in a pediatric intensive care unit at a university-affiliated tertiary hospital in Eastern Canada.

Study results revealed close connections between parents’ abilities to meaningfully parent
a child through their death and the nursing care that they received at the end-of-life, and
highlighted the varying helpful guiding roles that nurses adopted at different moments in parental
experiences. Results also indicated that parents attributed immense value to feeling that nurses
cared-for-and-about their child and the parents themselves, since this made parents feel that their
child’s death mattered to the nurses whom they had formed relationships with. This study
enhances our understanding of the individualized nature of parents’ moral experiences of nursing
care at the end-of-life in the pediatric intensive care unit, and study results suggest implications

for nursing practice, education, and research.
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Chapter 1: Introduction
Background

The death of a child is a devastating experience for parents. In Canada, the common
causes of death in children and adolescents include congenital malformations, accidental injuries,
suicide, and malignancies (Ornstein, Bowes, Shouldice, Yanchar, & Canadian Paediatric Society,
2013; Statistics Canada, 2016). Of child deaths in Canada, most happen in hospital, and the
majority occur in critical care settings such as the pediatric intensive care unit (PICU) (Guertin,
Coté-Brisson, Major, & Brisson, 2008; Widger et al., 2016). Children who are admitted to the
PICU range in age from neonates through to young adults (Huang & Haresh, 2009). Common
illnesses necessitating a PICU admission include traumatic injuries, serious infections, organ
failure, or surgeries requiring close postoperative management (Frankel & Kache, 2012).
Children who are admitted to the PICU may require mechanical ventilation, invasive
intravascular monitoring, and always require frequent attention and interventions from the
interdisciplinary PICU team (Frankel & Kache, 2012).

In addition to the care and support that children require during hospitalization in this
context, parents also want to feel supported when their child is admitted to the PICU (Dahav &
Sjostrom-Strand, 2018). Parents have described a child’s PICU hospitalization as being
extremely stressful, overwhelming, and surreal (Dahav & Sjostrom-Strand, 2018; Latour et al.,
2011). Parents experience feelings of helplessness because of unfamiliar aspects of the
environment, including the life-saving technology and monitoring that are used to support the
child, because of alterations to their child’s appearance and behavior, and because an admission
to the PICU means that their child could die (Dahav & Sjostrom-Strand, 2018; Latour et al.,

2011). Parents may also experience feelings of powerlessness because they perceive they are



unable to help, comfort, or offer security to their child (Ames, Rennick, & Baillargeon, 2011;
Dahav & Sjostrom-Strand, 2018; Latour et al., 2011; Meyer, Snelling, & Myren-Manbeck,
1998). Moreover, parents have described feeling uncertain as to how they can interact with their
child safely in this context, and thereby appreciate when clinicians orient them to safely provide
care to their child during hospitalization (Dahav & Sjostrém-Strand, 2018; Latour et al., 2011).

The child’s bedside nurse often plays a key role in supporting parents and reducing their
distress during a child’s admission to the PICU (Ames et al., 2011; Meiers & Tomlinson, 2003).
Nurses are involved in the “mundane and ordinary” tasks that exist in the daily lives of patients
and their families' (Hess, 2003, p. 143). Given the extended amounts of time that nurses spend at
the bedside, they are in a unique position to connect with patients and families in comparison to
the rest of the interdisciplinary team (Hess, 2003; Wright & Brajtman, 2011). This proximity
provides nurses with the opportunity to engage in dialogue with patients and families to
understand what is most important to them (Austin, 2008). Conversely, if nurses are physically
present at the bedside but are emotionally disengaged, they risk being unable to recognize
important aspects of patient and family experiences (Austin, 2001; Austin, Bergum, & Dossetor,
2003). This failure to recognize what is important to parents may prevent parental desires from
being accomplished at the end-of-life in the PICU.

The nurse-patient relationship is one of many caregiving relationships (Kleinman, 2012).
Caregiving is “almost always a deeply interpersonal, relational practice” (Kleinman, 2012, p.
1551) that is transformative for both the individual providing care and for those receiving care.
There are significant moral aspects that are integral to caregiving relationships because “what

[matters] most” (Kleinman, 2013, p. 1377) is threatened by the illnesses that people experience.

1While the experiences of other family members are important for nurses to consider in the clinical
encounter, the focus of this thesis is on the experiences of parents at the end-of-life. I occasionally



Individuals experience illness in a relational context, and “illness is everywhere a profoundly
moral experience, since sufferers have things of great personal and collective value to gain or
lose” (Kleinman & Benson, 2006, emphasis in original, p. 835). Moral experiences comprise the
meanings and values that individuals attribute to specific encounters (Hunt & Carnevale, 2012).
Given that the things that matter most to parents are achieved within the relational space between
caregiver and care recipient, the nurse’s ability to form a connection with parents has significant
ethical implications.

In the PICU, parents are also recipients of care during their child’s hospitalization
(Falkenburg, Tibboel, Ganzevoort, Gischler, & van Dijk, 2018). Important moral matters are at
stake for parents whose children are admitted to the PICU; the parent-child relationship is often
central to a parent’s sense of personhood and constitutes a core element of a parent’s identity
(Gillis & Rennick, 2006; Meert, Briller, Schim, Thurston, & Kabel, 2009). A parent’s identity
and personhood are threatened in the face of a child’s critical illness because of the significant
disruptions that often occur to their roles as parents (Dahav & Sjostrom-Strand, 2018; Latour et
al., 2011), and because of the possibility that their child might die (Gillis & Rennick, 2006).
Although stressful, the temporary disruptions to the parental role that occur for parents of
children who survive their illness or injury are sometimes perceived as acceptable given that the
anticipated outcome is the child’s recovery from their critical illness (Butler, Hall, & Copnell,
2018b), and parents are often able to become involved in care when their child’s condition
stabilizes (Ames et al., 2011; Dahav & Sjostrom-Strand, 2018). However, for parents of children
who will die during their PICU admission, the threat to a parent’s personhood and identity
increases significantly if they feel they are impeded from parenting their child as they desire at

the end-of-life.



PICU nurses are in an optimal position to facilitate a parent’s ability to sustain their
parental role (Ames et al., 2011; Butler et al., 2018b). PICU nurses have the opportunity to
support parents to participate in their child’s care (Bloomer, Endacott, Copnell, & O’Connor,
2015), which, in part, facilitates parents’ abilities to perceive that they are able to be “the best
parents they can be” (McGraw et al., 2012, p. €251). The ways that nurses interact with children
and families can fundamentally shape parental experiences and the meanings that they attribute
to their child’s hospital admission (Meiers & Brauer, 2008).

The relationships that nurses form, or fail to form, and the ways that they care for
children and their parents are especially significant in situations where the nurse is caring for a
child at the end-of-life. In the PICU, the end-of-life period encompasses different time frames
depending on the way that the child dies. In PICUs in the United States, most children die
following the withholding or withdrawal of life sustaining treatment (i.e., not introducing or not
augmenting treatments, or discontinuing life-sustaining treatments, respectively) (Burns, Sellers,
Meyer, Lewis-Newby, & Truog, 2014). The remainder of children die following unsuccessful
cardiopulmonary resuscitation or brain death (Burns et al., 2014). Besides the different
circumstances that can precede the death of a child, parental perspectives about the start of the
end-of-life period may differ depending on individual, subjective values regarding what
constitutes the child “[living] in a way that is meaningful or acceptable” (Feudtner, Zhong,
Faerber, Dai, & Feinstein, 2015, p. 534), or in other words, depending on their values
surrounding the child’s quality of life.

Nurses’ abilities to effectively engage with parents at the end-of-life require more than
“mechanistic behavioral processes of communication” (Wright & Brajtman, 2011, p. 24). While

a nurse may be described as competent if they conduct technical tasks proficiently with a



generally pleasant demeanor, “the inspiration required to know what to say and when to say it to
capture the moment must...depend upon some degree of caring about the individual as a
particular person” (de Raeve, 1996, emphasis added, p. 17-18). If nurses are not willing or able
to “connect and be with another in an intersubjective, mutual, and authentic way” (Wright &
Brajtman, 2011, p. 24) then there is a risk that the things that matter most to parents will remain
unidentified and unrealized.

Parents have asserted the central importance of remaining involved in their child’s care as
the child is dying; fulfillment of this need is fundamental to parents’ abilities to cope with their
child’s death during bereavement (Price, Jordan, Prior, & Parkes, 2011). Parents’ experiences of
their child’s death can be negatively influenced by clinicians’ actions and behaviors; parents who
perceived that health care providers communicated insensitively or who felt that their parenting
expertise in caring for their child was disregarded have reported significant emotional distress
related to these elements during bereavement (Contro, Larson, Scofield, Sourkes, & Cohen,
2002). In the PICU specifically, parents have also identified that health care providers
significantly influence their experiences of their child’s death (Butler et al., 2018b; Falkenburg et
al., 2018).

While there have been studies examining the influence of nursing care on parents’
experiences in the PICU when children survive, and although there have been studies exploring
the relationships formed between clinicians (including physicians, nurses and other team
members) and parents at the end-of-life, there has not been an in-depth examination specifically
exploring the influence of nurses on parents’ experiences of a child’s death in the PICU. Given
what we know about the integral influence that nurses have on parental experiences of a child’s

PICU hospitalization when the child survives (Meiers & Tomlinson, 2003), and the significant



moral matters that are at stake for these parents in all circumstances (Gillis & Rennick, 2006), it
is necessary to gain a better understanding of parents’ moral experiences of end-of-life nursing
care in this context. It is important to understand the ways in which these nurses meaningfully
engage with parents while providing end-of-life care; such understanding will offer an evidence
base to support nurses in their efforts to be most helpful to parents during the death of a child.
Therefore, the research question guiding this study was as follows: How do parents interpret and
describe the influence of nurses on their moral experiences of their child’s death in the PICU?
Purpose of the Research Study

The purpose of this study was to solicit parents’ perspectives about their moral
experiences of their child’s death in the PICU, focusing specifically on perspectives about how
nursing care influences these experiences.
Researcher’s Personal Stance

My interest in exploring this topic arose from my clinical practice as a novice nurse
working in the PICU. When I applied for my master’s degree and began thinking about a topic to
explore for my thesis, I had been working for about a year and a half in this setting. I had always
had an interest in palliative care and felt it was very important to develop skills in the delivery of
end-of-life care; however, I had not had any formal training in PICU end-of-life nursing care. I
had only observed some of the ways that my colleagues delivered such care, and how parents
could be affected by the death of a child. For example, on my first day of orientation to this unit,
a child was admitted urgently from the emergency room and was being resuscitated as he arrived
to the PICU, but died minutes after arriving to the unit. I saw his mother cry out in anguish and
fall to the floor in the hallway outside his room when she realized he had died. I began to

question how I might be able to best support parents during these extremely difficult moments.



I continued working part time as a bedside nurse during my graduate degree, and had my
first encounters with parents who were experiencing the death of a child during this time.
Although I have gained experience working with these families, I have often questioned if I was
offering the best support that could be provided given parents’ unique circumstances and
backgrounds. In my own clinical practice, I often struggle trying to determine the best ways to
support parents. Some questions I ask myself include: should I be present in the room with
parents to convey my support? If a parent says they do not want to hold their child when
treatment withdrawal occurs, will they regret this later? If I emphasize the importance of this
action, am [ ‘forcing’ the parent to conform to my own perception of a ‘good’ experience of their
child’s death? If I continue speaking to a child who has experienced brain death (as I would with
other children who are unresponsive), will parents see this as respectful or will this worsen their
feelings of ambiguity about whether the child is alive in braindeath?

The uncertainty that I experienced (and continue to experience) in clinical practice led me
to wonder if there had been any research done to examine the influence of nurses during these
moments in the PICU that might support my practice and interventions at the end-of-life. Before
embarking on this study, I was certain that nurses would significantly influence the experiences
of parents because of our positioning at the bedside. My experiences in this setting led me to

want to learn more about sow nurses affect parents’ experiences of a child’s death in the PICU.



Chapter 2: Review of the Literature
Introduction

In the following chapter, I review literature that served as the foundation to my research
study. I will begin by examining parents’ conceptions of being a good parent of a seriously ill
child in different contexts and, more specifically, of realizing a parental role in the PICU. Then, I
will explore what is already known about parental experiences of child death in the PICU,
including the priorities that parents have identified at the end-of-life in this setting. I will explore
parents’ perceptions of the ways that clinicians’ actions influence the attainment of parental
priorities, and I will also examine other important supports and resources that many parents
desire to accompany their child through their death.

In 2015, Butler, Hall, Willetts, and Copnell published a metasynthesis exploring family
experiences of PICU death, but found limited empirical studies exploring family member’s
experiences other than parents, and so this study only pertained to parental experiences. I read
the primary studies that were identified in this metasynthesis and included them in the following
literature review. | identified additional studies after the metasynthesis was published using the
same search terms that were originally employed (Butler et al., 2015). I examined all of the
studies about parental experiences of PICU death to identify instances where parents mentioned
the influence of nurses on their experiences. Additional quantitative studies related to this topic
were identified by reading the reference lists of the primary qualitative studies, and were
included since I wanted to examine different sources of relevant literature from the field (Thorne,
2016), rather than solely considering qualitative inquiries. Most studies have examined different
aspects of the experiences of parents at the end-of-life in the PICU without explicitly exploring

the influence of nursing care; however, parents often directly referred to the ways that nurses



shaped their experiences in this context. In the literature, the influence of non-nurse clinicians
was also mentioned by parents; however, given the aim of my study, I will primarily focus on
parents’ perspectives of nurses and nursing interventions in the PICU.

The priorities of parents at the end-of-life in the PICU will be described below, and
include the parent’s ability to realize their role as a parent by being present and providing care to
their child, by forming trusting relationships with the clinicians caring for their child, and by
being informed about their child’s prognosis and care as their child proceeds throughout their
hospitalization. Parental priorities at the end-of-life also include having control over the
environment in their child’s room, assuring that their child is recognized as a unique individual
and receives optimal comfort care, having access to spiritual support as required, and having
enough time to say goodbye to their child. I will also outline descriptions of the meanings that
parents attribute to being parents after death, and parents’ needs for end-of-life care after
discharge from the hospital (i.e., bereavement support). Finally, the recent literature exploring
parent-clinician relationships at the end-of-life, including parental interactions with, and
perceptions of PICU clinicians will be examined. In the last few sections of this chapter, I will
speak to studies that explicitly explored characteristics of the relationships between parents and
PICU health care providers at the end-of-life, as these studies more closely relate to my research.
What it Means to be a Good Parent to a Seriously I1l Child

The meaning of being a ‘good’ parent to a seriously ill child has been explored with
parents who are facing important decisions related to their child’s illness. From parents’
perspectives, this label is not used to judge the quality of one’s parenting abilities, but is rather
meant to reflect the “core values” that one believes constitute being a parent (Rushton, 1994, p.

77). For parents to perceive they are able to be a ‘good’ parent, they must remain faithful to their



10

“core commitments,” which are the commitments that “have a privileged status in their lives
because they reflect what is most important to them, give them reasons for living, and determine
their moral identity” (Rushton, 1994, p. 97). For parents of neonates with life threatening
congenital disorders, these core commitments included being physically and emotionally present
for their infant, and making unique contributions to their child’s life and health (Rushton, 1994);
these parents perceived that their abilities to make informed and selfless decisions, to persevere
for their child, and to pursue positive outcomes when faced with difficult treatment decisions
were all integral to their conceptions of being good parents (Rushton, 1994).

Similarly, parents of children with incurable cancer described that the most important
aspects of being a good parent involved making well-informed decisions in the child’s best
interests while putting the child’s needs above their own, meeting the child’s basic needs (e.g.,
by providing food and clothing), remaining physically present with the child to convey their
support and love, and acting as their child’s advocate (Hinds et al., 2009). When faced with
treatment decisions in the PICU context, parents prioritized focusing on the child’s quality of
life, advocating for their child, putting their child’s needs above their own, and making informed
decisions (October, Fisher, Feudtner, & Hinds, 2014). Although the parents in these studies had
children of varying ages with diverse illnesses, they all had similar conceptions of what it meant
to be a good parent when faced with such decisions. Across care settings, parents require staff to
support their abilities to make informed decisions for their children and to promote their sense of
self as ‘good’ parents (Hinds et al., 2009; October et al., 2014; Rushton, 1994). When clinicians
respect parents’ choices in these situations, they promote parents’ feelings of competence when
there are few remaining occasions for parents to feel this way (Hinds et al., 2009; Rushton,

1994).
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To be able to focus on being a good parent in life threatening situations, parents need to
perceive that health care providers continue to provide the same quality of care regardless of the
child’s prognosis (Hinds et al., 2009; October et al., 2014). For parents of children who did not
survive their illness, being a good parent meant feeling that they had done everything within their
power to assure their child lived a life with happiness, and with the least amount of pain and
suffering possible (Woodgate, 2006). In addition to parents’ abilities to promote their child’s
quality of life prior to death, parents have described their presence during their child’s death as
an integral moment in their relationships with their children; their presence and perceptions of
positively contributing to their child’s well being during these moments were viewed as their
final opportunity to be a good parent (Woodgate, 2006).

The Parental Role in the PICU

Many of the core commitments that parents have described contribute to their abilities to
be ‘good’ parents (e.g., being physical and emotionally present, making informed, selfless
decisions, and advocating for their child) are also aspects of the parental role in the PICU from
the perspectives of parents. In a qualitative study of seven parents (five mothers and two fathers)
of seven children who recovered from their illness in a Canadian PICU, Ames and colleagues
(2011) explored the meaning of the parental role from parents’ perspectives using in-depth, semi
structured interviews; the themes identified in this qualitative study will be used to frame part of
the following literature review of parents’ experiences of a child’s death in the PICU.

Parents whose children are admitted to the PICU have suggested that the parental role in
this context consists of the ability to be present and participate in their child’s care, to form
trusting relationships with PICU clinicians, and to be knowledgeable about their child’s

prognosis and treatments as the individual who “‘knows’ the child best” (Ames et al., 2011, p.
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146-47). With a child who is hospitalized in the PICU, parents feel the need to know they are
making unique, significant contributions to their child’s care (i.e., that they are able to be ‘good’
parents) and while being physically present is important, parents often experience feelings of
helplessness when they are unable to concretely participate in their child’s care (Ames et al.,
2011). Parents are often only able to begin participating in care once their child’s condition has
stabilized, but this is still perceived as difficult because parents often feel unsure as to how they
can safely interact with their child (Ames et al., 2011).

Parents recognize that their child’s critical condition requires care informed by medical
and clinical expertise; however, parents also have unique knowledge of their child that others do
not possess, and to form trusting relationships with clinicians during hospitalization in the PICU,
they require that health care providers inquire about and acknowledge this expertise (Ames et al.,
2011). Additional interactions that contribute to building relationships of trust in this context
include parents’ direct observations of staff interactions with their children to assess the quality
of care provision, and when parents feel that clinicians encourage them to take care of
themselves (Ames et al., 2011). Parents also require information about their child’s physiological
condition, including information about how to read their child’s vital signs monitoring to know
what is normal for their child; moreover, they need explanations of the interventions and care
that are being provided, and they require anticipatory information so that they know what to
expect during their child’s PICU stay (Ames et al., 2011).

I will now further explore specific aspects of the parental role at the end-of-life in the

PICU, as revealed by the perspectives of parents.
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Physical Presence.

Proximity to one’s child is an important aspect of fulfilling one’s parental role, and when
a child is nearing death, this is often of utmost importance (Falkenburg et al., 2016; McGraw et
al., 2012; Meert, Briller, Schim, & Thurston, 2008; Meert, Thurston, & Briller, 2005; Meyer,
Ritholz, Burns, & Truog, 2006). Parents often find that the monitoring and life-sustaining
technology surrounding their child creates a barrier to intimate contact; however, nurses can
promote parents’ abilities to feel close to their child by providing a large bed so that parents may
lie next to their child (Falkenburg et al., 2016), or by showing parents how they can safely
interact with their child (McGraw et al., 2012). In circumstances where infants are hospitalized
immediately following birth, parents may not know how to be with their child, and may
subsequently feel “out of sync with the parent role” (McGraw et al., 2012, p. €353) as a result. In
such instances, the guidance of bedside nurses can be invaluable. Parents of an infant who was
hospitalized in the PICU described how their child’s nurse informed them as to how they could
connect with their child:

All we could really do was to touch him. We...didn’t know how to comfort him. He was

sedated. You know, the thing I remember the most was the one nurse who said that, ‘He

likes to have his head rubbed.” That was really important to us. (McGraw et al., 2012, p.

€353)
Although the above study was focused on parenting at the end-of-life in the PICU, assertions
such as these highlight the intimate connection between nursing care and parents’ abilities to
meaningfully interact with their children. Had this nurse not offered this information to these

parents, they may have lacked the opportunity to offer support to their infant before his death.
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In other instances, clinicians may also cause parents to feel disconnected from their child
when present at the bedside. One mother described how she was prevented from being able to
remain as close to her child as she would have liked since “sometimes I was told not to touch her
and this was very painful...I felt a distance between me and her to avoid medical complications”
(Lamiani, Giannini, Fossati, Prandi, & Vegni, 2013, p. 1337). In this instance it was not specified
which staff member communicated this to this mother. However, it appears that this health care
provider prevented this mother from meaningfully interacting with her child, which created
painful memories of her hospitalization. In a qualitative study of thirty-three parents (61%
percent mothers) of twenty six children in a PICU in the United States, another mother described
how a nurse negatively affected her ability to bond with her child before his death when, in
relation to the effects of a medication the child was receiving, the nurse stated that the child
“probably can’t see much anyway...it’s probably just a blur” and how this “insensitive”
comment detracted from this mother’s ability to feel close to her son during these important
moments (Meert et al., 2005, p. 423).

In addition to being at the child’s bedside and connecting to the child through touch,
studies suggest that many parents want to have “unlimited access” to their child, which includes
the need to be present during urgent and critical events or interventions (Meert et al., 2005, p.
422). The ability to be present at the time of the child’s death is critically important for some
parents (Lamiani et al., 2013; Meert et al., 2009). When a parent who wants to be with their child
during this time is unable to be present, it can create additional feelings of grief, loss, and regret.
For example, in a study of the parents of eight children (seven mothers and five fathers) in an
Italian PICU, one mother described the additional loss she experienced following her inability to

be present when her child died, stating that “the fact that they called us when the child was
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already dead was horrible. I had accepted the thought that my son could die...but not being there
in that moment it was devastating” (Lamiani et al., 2013, p. 1340). This mother wished she had
been called in time to be present for her child’s death. In some situations, parents are physically
present at the bedside but are unable to have the type of contact that they want with their child;
some parents have described wanting to hold their child before their death but being unable to do
so (Abib El Halal et al., 2013). However, the reasons for the parent’s perceived inability to hold
their child were unclear in this study conducted by Abib El Halal and colleagues (2013) in a
PICU in Brazil, and there was no information regarding the conversations that occurred (if any)
regarding this desire with the nurses caring for the child.

Participation in Care.

It is evident that a parent’s ability to be physically present during significant moments is
important, and this ability is intimately linked with a parent’s ability to participate in their child’s
care. Literature suggests that parents want to be able to participate in their child’s care in any
way that they can, they need to be acknowledged for the unique contributions they make to their
child’s care, and they need clinicians to guide them to safely provide this care (Brooten et al.,
2013; Butler, Hall, & Copnell, 2018a; Meert et al., 2009; Meert, Briller, et al., 2008; Merk &
Merk, 2013; Meyer et al., 2006; Yorke, 2011). Parents have described that in some moments,
nurses guided them to care for their child (McGraw et al., 2012; Yorke, 2011), while in other
circumstances, unspecified PICU clinicians made parents feel displaced from their roles as
primary caregivers to their children, thereby contributing to feelings of helplessness during their
child’s hospitalization (Lamiani et al., 2013). Some parents have also described that they want
explanations as to the types of care they can provide to their child in this setting. In a mixed-

methods study of twenty-three parents and guardians of fourteen children in the United States
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(no additional demographic characteristics are provided by this author), one father expressed
lacking confidence and feeling uncertain about the types of care he could provide to help keep
his son comfortable (Yorke, 2011); this father would have benefitted from explicit
communication and support from nurses to provide care to his son.

Forming Trusting Relationships with Clinicians.

When nurses support a parent’s desire to provide care to their child, they promote the
formation of trusting relationships at the end-of-life. Parents have described the importance of
forming trusting relationships at the end-of-life in the PICU (Brooten et al., 2013; Meert et al.,
2009; Meert et al., 2005; Merk & Merk, 2013; Yorke, 2011). Parents often feel vulnerable when
their child is admitted to the PICU because they are thrust into a situation where they are relying
on individuals whom they have never met before to take care of their child (Meert et al., 2005;
Merk & Merk, 2013). For children who did not survive their illness, the development of trust
between parents and clinicians was crucial because it contributed both to parents’ comfort levels
with the care that was provided at the end-of-life, and to perceptions that parents made the right
decisions when reflecting back on their child’s death (Meert et al., 2009). Trusting relationships
may depend on a parent’s perception that clinicians are providing care in the child’s best
interests (Meert et al., 2009).

For children who are hospitalized for extended periods of time, trust is fostered when
consistent caregivers are assigned to provide care to children (Brooten et al., 2013; Yorke, 2011).
This consistency is important to parents, as they are able to get to know the nurses who are
taking care of their children, and subsequently feel assured that nurses are able to provide care
competently and confidently (Brooten et al., 2013). Moreover, parents perceive that their child’s

needs are better attended to with primary nursing; one father described how primary nursing
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benefitted his son and felt that the nurses were “his [son’s] team. They had shifts...I was very
glad to see the same person when I [came] in. Then I just didn’t feel like they were assigning
nurses to whoever’s needed. ..that they have actually knowledge of his special symptoms”
(Yorke, 2011, p. 99). When parents develop trusting relationships with nurses, they feel
confident taking short moments of respite from the bedside since they feel their child will be well
cared for in their absence (Brooten et al., 2013; McGraw et al., 2012). Although many parents
feel they are able to develop trusting relationships with nurses as a result of the familiarity and
consistency of their child’s nursing assignments, the specific ways that trust features within
nurse-parent relationships at the end-of-life in shorter term hospitalizations has not been
explicitly explored in this context.

Being Informed.

Besides consistency in care providers, parents feel they are able to better trust clinicians
when they perceive that clinicians communicate honestly about their child’s prognosis (Meert et
al., 2005). Most of the literature pertaining to the provision of information and communication at
the end-of-life in the PICU surrounds conversations between parents and physicians regarding
the child’s prognosis and parental decision-making (e.g., Gordon et al., 2009; Meert, Eggly, et
al., 2008). In a qualitative study of fifteen parents (nine mothers and six fathers) of thirteen
children, some parents described that when information was not clearly communicated by
physicians, nurses provided additional explanations and translated medical terminology so that
they were better able to assimilate and understand the information (Abib El Halal et al., 2013).
Parents have described that clinicians communicate effectively when information is delivered
honestly, clearly and consistently (Falkenburg et al., 2018; Gordon et al., 2009; Lamiani et al.,

2013; K. Macdonald, Latour, & Storm, 2001; Meert et al., 2009; Meert, Eggly, et al., 2008;
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Meert et al., 2005; Meyer, Burns, Griffith, & Truog, 2002; Meyer et al., 2006; Yorke, 2011), and
have described that the affect and timing through which professionals communicate information
is also very important (Gordon et al., 2009; Meert et al., 2009; Meert, Eggly, et al., 2008).

Parents need to be well informed about and understand their child’s prognosis and care
plan so that they can fulfill their responsibilities as primary decision-makers for their children
(Gordon et al., 2009; McGraw et al., 2012; Meert et al., 2009; Meert, Eggly, et al., 2008; Yorke,
2011). The ability to continue fulfilling this responsibility directly contributes to parents’
perceptions that they are able to continue being ‘good’ parents to their child in the PICU. In most
settings, parents want to retain their roles as primary decision-makers; however, while some
parents want to be informed about the care plan, they do not wish to be the ultimate decision-
makers for decisions that will likely result in their child’s death (e.g., treatment withdrawal)
(Lamiani et al., 2013).

Communication that is honest, clear, and consistent.

In many studies, parents have cited the importance of being provided information that is
honest and realistic, so that false hope is not created and parents can anticipate the outcome of
their child’s illness (Butler, Copnell, & Hall, 2018; Gordon et al., 2009; K. Macdonald et al.,
2001; Meert et al., 2009; Meert, Eggly, et al., 2008; Meert et al., 2005; Meyer et al., 2006). One
parent highlighted this need by expressing that “I would have much rather they told me her
chances were slim [for survival]” rather than falsely perceiving that their child would survive
hospitalization because prognostic information was withheld (Yorke, 2011, p. 11). Parents have
also described that anticipatory information is helpful so that they know what to expect as their
child nears death (Lamiani et al., 2013; Meert, Eggly, et al., 2008). In a secondary analysis of

qualitative interviews with fifty-six parents of forty eight-children who died in PICUs in the
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United States, one parent” explained that “they told us exactly what was coming and what to
expect, and that was really helpful in preparing ourselves psychologically” (Meert, Eggly, et al.,
2008, p. 4). The health care provider who offered these explanations was not explicitly identified
in this study. Regardless of which professional (e.g. nurse, physician, social worker) provided
this parent with these explanations, this type of information before the child’s death can be
helpful so that parents have the opportunity to prepare for and anticipate what will happen to
their child at the end-of-life.

Parents also need information to be communicated clearly, which entails clinicians using
terminology that parents can understand, and assuring that parents have grasped the significance
of the information that is being provided to them (Gordon et al., 2009; Meert, Eggly, et al., 2008;
Meert et al., 2005; Meyer et al., 2002; Yorke, 2011). The latter aspect is especially necessary for
the effective exchange of information. One mother emphasized how her son’s nurses
communicated information to her without ascertaining her understanding of its significance:

[The nurse] called me at midnight to tell me that his urine output was low...I was not

alert enough to say, ‘Well what does that mean?’ And then the next morning, the nurse

called before she got off her shift to tell me the same thing. It did not occur to me that he

[my son] is going to die today (Meert et al., 2005, p. 423).

In this instance, although it is impossible to know the nurse’s reasoning behind communicating
this information, what is clear is that, in situations like this, parents need biomedical information
to be interpreted; it is extremely important to gauge a parent’s understanding of the meaning of

physiological changes to their child, because what might be an obvious sign of clinical

2 I refer to study participants as ‘parents’ when the authors of the original inquiry do not specify
whether the parent was a mother or a father.
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deterioration to a health care provider might carry little weight or significance for a parent who
does not have the same familiarity or knowledge base.

In addition to honesty and clarity in communication, many parents want clinicians — both
within the PICU as well as outside consultants — to provide consistent information (Meert et al.,
2009; Meert, Eggly, et al., 2008; Meyer et al., 2006; Yorke, 2011). When different and
sometimes conflicting perspectives and opinions are shared with parents about the best course of
treatment, parents’ confidence in their child’s caregivers is reduced, which contributes to feelings
of distress and confusion (Meyer et al., 2006).

Respect and professionalism in communication.

All of these aspects of communication and information delivery are important; however,
even if a clinician provides clear and honest information, parents can be negatively affected if
this information is delivered without emotion or without regard for the seriousness of the
situation (Butler et al., 2018; Gordon et al., 2009). Parents have described that clinicians
communicate respectfully when they deliver information sensitively and use language that
acknowledges the child as a human being and not solely in relation to their illness (Gordon et al.,
2009; Meert et al., 2009; Meert, Eggly, et al., 2008). When such respect is lacking, parents
perceive that their child is viewed as a “routine clinical case” (Gordon et al., 2009, p. 11). One
parent described this feeling after a physician communicated that their child would not survive,
saying the physician “came across very cold...Just the way he presented the information in such
a matter-of-fact tone...It’s like he did not have a concept that he was talking about a human
being” (Meert, Eggly, et al., 2008, p. 4). When health care providers convey such a ‘tone’, it
makes parents feel that the identity of their child and the significance of their experience are

being disregarded. Closely related to respect is what some parents have described as
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communicating ‘professionally’; professional communication in this sense involves clinicians
considering the timing of the information they are providing (Gordon et al., 2009). In a
qualitative study of fifty-one interviews with bereaved parents, a parent provided an example of
unprofessional communication, describing that one of their child’s physicians informed them of
their child’s brain death while simultaneously inquiring about the parent’s feelings about organ
donation; this parent found this simultaneity extremely inappropriate (Gordon et al., 2009).

Being informed in relation to one’s parental role.

Many parents feel it is their responsibility to advocate for their children, and this is an
important aspect of their role in the PICU (McGraw et al., 2012; Meert et al., 2005; Meyer et al.,
2006). To be able to advocate effectively for one’s child, parents feel that they need to
understand their child’s condition, treatments and interventions (Gordon et al., 2009; Meert,
Eggly, et al., 2008; Yorke, 2011). Parents also require this information so that they can make
decisions that align with what they value as best for their child. In a qualitative study of fifty-six
parents (thirty-seven mothers, seventeen fathers and two legal guardians) in a PICU in the United
States, one parent expressed the importance of being provided such information, saying, “I told
them, you just let me know when it’s that time. You guys know if there’s nothing else you can
do, I just don’t want her to bear the pain. If she’s suffering, I would just rather make the decision
to let her go” (Meert, Eggly, et al., 2008, p. 4). Parents often want to maintain authority for their
child’s well-being, and want clinicians to support the decisions that they make for their child
(Meert et al., 2009; Yorke, 2011). When parents feel that they are able to understand the care
plan, they have described feeling like they are part of the PICU team