PEDIATRIC INTENSIVE CARE NURSES
AND THEIR GRIEF EXPERIENCES

}Y

JUDY RASHOTTE

Thesis submitted to the
School of Graduate Studies and Research
in partial fuliillment of the requirements tor the degree
of Master of Science in Nursing

Universdy of Otftawa

Apnl 1996

cJudy Rashotte 1996
Ot tawa, Canacla




. & National Library
of Canada

Acquisitions and

Biblicthéque nationale
du Canada

Direction des acquisitions et

Bibliographic Services Branch  des services biblicgraphiques

395 Wellington Street
Qttawa, Onlario
K1A ON4 K1A ON4

The author has granted an
irrevocable non-exclusive licence
allowing the National Library of
Canada to reproduce, loan,
distribute or sell copies of
his/her thesis by any means and
in any form or format, making
this thesis available to interested
persons.

The author retains ownership of
~ the copyright in his/her thesis.
Neither the thesis nor substantial
extracts from it may be printed or
otherwise reproduced without
his/her permission.

395, rue Wellington
QOttawa (Onlano)

Your fde  Vole reférence

Our le  Nolre référence

L'auteur a accordé une licence
irrévocable et non exclusive
permettant a la Bibliothéque
nationale du Canada de
reproduire. préter, distribuer ou
vendre des copies de sa thése
de quelque maniére et sous
quelque forme que ce soit pour
mettre des exemplaires de cette
thése a la disposition des
personnes intéressées.

L'auteur conserve la proptiété du
droit d'auteur qui protége sa
thése. Ni la thése ni des extraits
substantiels de celle-ci ne
doivent étre imprimés ou
autrement reproduits sans son
dutorisation.

ISBN 0-612-20013-2

Canad?



UNIVERSITE D’OTTAWA
= UNIVERSITY OF OTTAWA




ACKNOWLEDGMENTS

This thesis isin memory of all the children, for whom | have cared, who have died and in
memaory of their courageous parents who allowed me to share in their lives for a brief period |
believe lam abetter person because of them. His also dedicated to the intensive care nurses
with whom | have had the privilege 1o work over the years. It has been their warmmth, caring, and
compassion that has helped me get through ths tough times and made going to work ajoy.

tam grateful to so many people for helping me prepare this thesis. It is difficult to find the
words to express my deep appreciation toward the nurses who came forth to share their
intimate thoughts and private experiences with me. Isharad tender ang heartrending moments
with these nurses and | will never forget them.

} am very gratetul to the members of my thesis committee, Dr. Frances Fothergill-
Bourbonnais, my supervisor, and Dr. Marie Chamberlain. They devoted numerous hours to
reading, rereading, and rereading my numerous drafts of this thesis. They also provided just
the right doses of encouragement during the *l can't do this” phases. | feel very privileged to
have had their tutelage over the course of this program. | would also like to thank Chris
Hodgson for her time and commitment to this thesis and offering to share her expertise in
bereavement with me.

Twould like to thank “my sisters of mercy” - Chris, Leslie. Jill, Gail, and Riek, for your gitts
of laughter, for sharing your atternate points of view, and for the numerous phone calls that
rescued me from the “oid thesis blues”. itwas your presence that helped make this afabulous
learning experience. |have made friendships that will last alifetime.

Iwouid like to thank my mother, Shelagh, who showed me what courage is all about and
who tau:;ht me that you are never too old to leam. Thank you for your faith in me. 1 am also
gratetul to my sister, Sandi, for her unfaiting pride in her “baby sister”,

Last on this page, but always first in my heart, Iwould like to thank my husband. Barry, and
sons, Peter and Joseph. |am grateful every day for your love, support, patience, and enormous
tolerance for allthat this experience has put you through (and allthe others that have preceded
it). Iwill love you forever.



ABSTRACT

While the phenomenon of grief has received considerable attention and has been
researched at iength, there is a paucity of literature that has focused on health care
professionals’ experience of grief. The purpose of this sludy was to investigate the grief
experience of pediatric intensive care nurses when their patients die.

A phenomenological method was used in this study in order to obtain rich descriptions of
nurses’ experience of grief within their workplace. The purposive sample consisted of six
registered nurses employed in an intensive care unit in a university-teaching pediatric hospital.
In-depth, semi-structured interviews were conducted with the study participants in order to
generate the data base. The audic-taped interviews were transcribed and analyzed for
recurring themes emerging from the data according to the procedure outlined by Colaizzi.
These nurses acknowledged they suffered multiple exposures to children's deaths and
experienced grief. The interviews revealed eight themes that included one about their grief
responses - hurting; two that described the influencing contextual factors - nurse-family unit
relationship and dissonance. and five that related to coping strategies empioyed to manage
iheir feelings of grief - sefl expression, seff nurturance. termination of relationship activities,
engaging in control taking activities, and seff reflection. Further analysis revealed that managing
griet eflectively was an experiential learning process for the participants. The resultant themes
were compared with the broader literature on grieving the loss of a significant other, griet and
the health care professional, and the ifterature that addressed issues of occupational stress in
the care of the critically ill, the dying, and the bereaved. The findings of this study could
encourage further research that examines interventions designed to enhance the type of

education and support needed in relation to the grief experience of nurses.
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Debbie

What were you doing ... out so late ... and all alone?
Were you drinking? ... Were you on drugs?
Did you even know what happened? ...

Itis now four days since you came to our unit ... head injury, unconscious, Ifeless.
Tonight | am your nurse ...

You are so young, your body so fovely, so healthy ...

your head so bruised.

You shouldn't be here, Debbie, tying so still ... so broken ...

You're oniy 19 ...

| am so afraid ... of the responsibility ... of being your nurse ...
and of being touched by the fragile thread that is your hold on
Ite. Can you hear me? | talk and even sing to you, in the dark as
i move around ... checking .. charting ... caring ... Can you

feel me touch you? with my hands ... with my hear ...

Did you see your mother? ... hear her cry ... Her face paled, knees
buckied when she saw you. And your brother, too young to bear
such grief, circled her waist with his arms and held her up.
Watching and sensing the anguish. | felt my heart in my mouth ...
saw one of my own daughters ... lying ... like you ... myself in your
mother's place ... and | was terrified.

You died soon after ... | knew you would ... and | felt helpless ...
bitter ... and then so very hopeless ... Did it matter ... what | did?
that iwasthere? ... that | cared? ...

Athome i cried ... laid awake, alone at night, and wondered at the
pain | felt. | thought about quitting ... never going back ...

to face again the sorrow of such suttering.

Sometimes it hurts so much to care ... to reach out ...

* never really knew in the beginning, how much it would take ...
1o be a nurse.

Margaret Fenton, Winnipeg, Manitoba [ as cited in Benner, P. & Wrube!, J. (1989) p. 376-377)
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CHAPTER 1

Background To The Study

Introduction

My Story - The Death of Billy  (a fictitious story based on frue life events)

The sound of machinery labors to keep alive an almost liteless human form. Complicated.
looking equipment surrounds the individual and creates an intimidating picture. Tubes, IV
bottles, wires, collection botties, heart and blood-pressure monitors, a cardiac arrest cart. and
respirator are pan of the scene of life-support activity. These sights have been part of the scene
on allof myworking days for the last ten years in the pediatric intensive care unit. In one of the
bed spots, lying quite smallin comparison to the equipment and paraphemalia surrounding him,
is the tiny figure of 4-year-cid Bitly.

To the uninitiated stranger the sight of any individua! in these surroundings is disturbing,
but when it is a child it becomes particularly heartrending. Multiple tubes and wires run from
Billy's fragile body. Blood and intravenous solutions drip steadily into both arms and neck
vessels and are connected to numerous pumps that control the speed with which they are
administered. At quick glance there appearsto be a least 10 such pumps. A tube down one of
his nostrils drains fluid out of his body. A respirator tube down his throat stretches his mouth,
creating an unnatural appearance. A blood-pressure cutf on his left am intermittently displays
resufts on a digital monitor above his bed. Electrocardiogram patches dot his chest and
continuously register his heart rate and rhythm on the oscilioscope. Gauze pads cover each
eye. Ateddy bear istucked in close 1o his chest. Billy has been critically unstable for two days.
He has suffered two cardiac arrests in the past 24 hours .

Billy's mother Iooks terribly pale and haggard as she sits silent at his bedside. Billy's-hand
is cradled in hers, and she either strokes it gently with her free hand o examines the tingers,
similarto how new mothers touch the hands of their newborn child. Billy's father stares out the
window. His clothes are wrinkled and face unshaven. He has not been home since Billy's
admission and has siept most of the time in achair at the bedside. The nurse at the bedside has
cared for Billy and his family for her last three shitts and has been present during the cardiac
arrests. She gently lays her hand on the mother's shoulder as she responds to an intravenous
pump alarm. Itis apparent to anyone entering upon this scene that Billy is dying.

| have been in nursing for twenty-three years and in that time | have worked in neonatal,
pediatric, and adult intensive care units. | have spent the last ten years of my protessional lite
working in a padiatric intensive care unit asthe nursing unit administrator. | have shared in the
lives of many dying patients and their grieving families and thave been deeply atfected by them
all. Ihave watched as my colleagues have tended 1o the needs of their dying patients and cared

for the bereaved famiiies with warmth and compassion that the years have failed to diminish. |

have held my fellow colleagues to give them strength and have been held by them to give me



support. The nurses of the pediatric intensive care units in which | have worked have cried
together, laughed together, and shared angry words together when deaths have occurred.
After the death of every child in the unit, it is guaranteed that somewhere a nurse is struggling
to make sense of this world in which sthe has chosen to work and wonders why sthe has not
quit long ago. But the majority of us show up for our next shift and are ready o give of ourselves
to the next child and family that need us and despite our grief, | believe we do so with
compassion,

Because thave known grief in my personal life, 1feel contident in stating that | experience
grief when the children for whom | have cared die. My feelings appear to be similar to those that
my nursing colleagues are encountering. How can we experience so much grief in our lives and
stili reach out to others? Why do we continue to expose ourselves 10 it? | have always had an
interest in this topic because death is part of the world of intensive care nursing and | have
wanted to help the child and family to the best of my ability. My interest has grown and
expanded from atocus on the familyto include the grief of nurses with whom 1 work, As a nurse
manager, | have been privy to the thoughts and feelings of many grieving nurses with a wide
range of intensive care experience, from the novice to the seasoned nurse. | have found that
often the grief response and the focus of their thoughts have been both different from and the
same as those of the bereaved family. However, | have also noticed that the nurses'
experiences have been ditferent from each other and because of this, what they have needed
from me in the way of support has been ditferent. Ihave oHen felt inept and helpless.

While the underlying philosophy of admission to an intensive care unit is to preserve life,
intensive care nurses often are called upon to provide emotional support for dying patients and
their families. These nurses are vulnerable to emotional, physical, and intellectual repercussions
which may not be recognized and/or acknowledged. Many years of work in intensive care units
would suggest to this author that the model for normal griet and bereavement which has been

documented for adult family survivors is insufficient as a framework to understand the grief

o



responses and processes of nurses working in these settings.

Many pediatric intensive care nurses are entering into intense, caring, therapeutic
relationships with their patients and families despite recurrent and frequent experiences with
the loss of their patients. It intensive care nurses are unable to grieve effectively, it may attect
the way they handle future crises, may increase stress and potentially erode the nurse's self-
esteem, patient and family care relationships and staff relations. How then can and do intensive
care nurse s resolve their grief? The nursing Iterature needs 1o document the grief experience
as identified by the nurses themselves with the ultimate goal being the identification and
implementation of various interventions to help intensive care nurses cope efectively with their
grief.

The experience of death and dying has been addressed in the iiterature asto its effect on
the patient and on family survival, However, its effect on the nursing staff, and particularly,
intensive care nurses, who care for these patients and families has had limited attention. itis my
beliet that it isthe intent of health professionals to understand humans, their health, and other
related phenomena, such as grief, and to use this understanding to promote meaningful life
experiences. Itis also my belief that our patients and their families should not be our sole foci.
We have a responsibility to promote meaningful lite experiences for our colleagues. Nurses
need asmuch nurturing at the time of the death of the children for whom they have cared as do
the families. Grief exists, not only in the worid of the family survivors, but also in the world of
pediatric intensive care unit nursas. We cannot care for others without caring for ourselves. The
ability to do this will be facilitated by having knowledge of the multiple contexts in which grief
exists. Therefore, astudy is required to explore the griet experience of nurses who work in this

setting when their patients die.



Purpose Of The Study

The overalt aim of this phenomenological study was to describe the grief experiences of
pediatric intensive care nurses when their patients die. This was investigated by obtaining
qualitative descriptions of nurses’ perceptions of their grief experiences and the ways it is
managed.

The tindings of this study are intended to expand our understanding of the nature of the
grief experience for nurses and to help focus the development of appropriate supports for them

aswell asgenerate ideas for further research.



CHAPTER 2
Review Of The Literature
Introduction

There are numerous studies that explore grief as it pertains to patients and their families.
However, there is adearth of Iiterature that addresses the grief experienced by nurses in their
working world. The review of the literature will examine concepts and theories related to grief
with specific reference to the griet of health care professionals, in particular, intensive care
nurses. It willconclude with areview of the effects of patient deaths on nurses.

This review was conducted in order to guide the initial focus and design of the study. In
keeping with the requirements of bracketing in phenomenological method, this study was not
guided by any specific expectations or frameworks. However, theories of grief are presented,
not only to establish abasis for the study, but also to make explicit this researcher's knowledge
based on educational and clinical experience. This allows the reader to identity how this
tesearcher's perspective may have influenced the study {(Liehr & Marcus, 1984). This is
compatible with Heideggerian phenomenology as Heidegger criticizes the notion that the
meaning is totally neutral and unsullied by the researcher's own normative goals or view of the
world (Koch, 1995). The researcher inevitably brings certain background expectations and

frames of meaning to bear in the act of understanding.

The Concept of Grief

A variety of terms have been used 1o describe griet. Such terms as bereavement, grief,
grieving, griet work, bereavement process, mourning process, mourning, and the like, are
found in the {iterature when discussing the loss of a significant other person. At times, these
terms have been assigned specific meanings (although there is no consensus of meanings by
researchers), while at others, they have been used interchangeably with grief across the

Iterature or even within the same report and no definitions have been provided by the authors.



Since ambiguity and conceptual overlap exist, clarity will be provided by presenting the mos!
commonly accepted definitions in the literature today.

Bereavement is the state of having suffered aloss (Rando, 1984), of having something
Or someone go permanently out of one's control, possession or environment {Cleiren, 1993).
The term bereaved pertains to the person who has sustained asignificant loss.

Grief is defined as a normal, dynamic, individualized, complex process which pervades
every aspect (physical, emotional, sccial, spiritual) of persons experiencing a signifficant loss
{Cowles & Rodgers, 1991 Jacobs, 1993). The grief process after the loss is characterized by
changes (cognitive, atfective and behavioral} in the bereaved individual.

Mourning has been described in the literature to mean the wide array of intrapsychic
processes that are prompted by loss (Bowlby, 1961; Freud, 1917) or as the process of
adaptation 1o loss (Worden, 1891) and therefore this term is frequently used interchangeabty
with grief with resulting confusion. Averill (1968) states that grief is elicited under circumstances
where no mores or customs are prescribed and similarly, mourning, at least in its ritual aspects,
may possess little or no affective component. Generally, however, the two are closely related
and frequently complement one another. As applied in this paper, the term mourning refers to
the culturally and socially influenced pattern of expression of the bereaved person's sorrow
{Averill).

Loss is the state of one deprived of something previously or normally possessed. Losses
may be physical, such as the loss of a significant other or may be symbolic, such as loss of an
ideal. Loss is a specific event that has occurred which has an element of immadiacy. The person
perceives it and responds to #t as a threatening situation (Katz & Florian, 1986-87). K is a
universal human experience that can find expression in many ways and on many different
levels. The individual may experience the impact only mildly and momentarily, or deeply and for
many months or years. Loss is the central theme to grief.

Theoretical notions of loss and grief have evolved over time. Despite the very universat



nature of grief and the proliferation of lterature describing multiple instances of its ogcurrence,
there is considerable evidence in the literature that the concept of grief is plagued by
vagueness and ambiguity. Griet has been described as a natural process, the price paid for love
{Freud, 1917; Parkes, 1972). it has been described as the response to the loss of meaning
(Marris, 1974), an adaptational response (Bowlby, 1961, Parkes): a disease (Engel, 1961;
Volkman, 1970); an acute crisis or a series of crises (Demi, 1984); and a syndrome (Lindemann,
1944). It has been characterized by multiple listings of observable symptoms (Engel, 1964;
Lindemann: Osterweis, Solomon, & Green, 1984, Parkes); yet even those authors who have
ascribed to the definition of grief as a combination of symptoms have ditfered in their
discussions of the degree, frequency, and duration of those symptoms. Grief theories have
ranged from the idea of fixed stages (Kubler-Ross, 19689}, linear steps (Engel, 1964), tasks o
be accomplished in order to regain anew equilibrium after the loss (Worden, 1991), and phases
(Parkes; Rando, 1984). to the current thinking suggesting an adaptation (Bowiby: Cleiren.
1983; Parkes; Rando. Raphael, 1983) rather than an acceptance phehomenon (Enge!, 1964
Lindemann). Inthe latter model, successful work of mourning requires the bereaved to accept
the discomfort of bereavement (Lindemann) and is indicated by the acceptance of a new love
object 1o replace the iost person (Engel, 1964). On the other hand, it has been suggested in
the adaptation model that the grief response is an instinctual response system that serves an
adaptive function (Bowlby). This theory has been expanded to include the biological stress
response theory based on the work of Darwin and Seyle (Parkes) and views grief as a
"psychosocial transition™ 1o loss and change. As noted by Worden (1985), the outcome of
grief is to adapt or adjust to achanged environment because of the loss of aloved one.

Despite the wide variety of approaches to discussions of grief, some assumptions
regarding the attributes of grief predominate throughout the current literature (Benoliel, 1985-
Carter, 1989; Cleiren, 1993; Cowles & Rodgers, 1991; Demi & Miles, 1986; Haylor, 1987;

Jacob, 1993, Katz & Florian, 1986-87; Martocchio, 1985; Miles, 1985 Parkes & Weiss, 1983:



Rando, 1984, Raphael, 1983; Worden, 1991). Grief is a natural, universal reaction o the
experience of many kinds of loss, not necessarily death alone. it is also a “dynamic, pervasive.
highly individualized process, with a strong normative component” (Cowles & Rodgers, p 121).
The unigueness of each person's experience with grief and oss is now well recognized. But in
addition, i is understood that there are similarities in the way that individuals grieve. This has led
to the belief that there is a standard, expected response to grief that is considered within normal
limits for a society and culture. Grief is a multifaceted experience that is manitested in the
emotional, behavioral, physiological, and cognitive realms. The process of griet is not a linear or
distinct one. Allindividuals experiencing griet do not undergo similar reactions in a set pattern.
Feelings, symptoms, and behaviors mayoccur at any time, may occur simultaneously, and may
reoccur many times during the grief process. Griel is required for healing to occur and its work is
energy depleting, both physically and emotionally. Grief is a continuing development involving

many changes that may occur over an unlimited period of time,

The Grief Process

The grief process relates to the phases through which the person passes in adjusting to
the loss. Although phases, steps, and stages are oflen presumed in the literature, no
assumptions are made here about its phasing or resotution. Although different professionals
describe the procsss using different numbers and descriptions of slages, phases or tasks
(Bowlby, 1961; Engel, 1964; Kubler-Ross, 1969; Lindemann, 1944, Parkes, 1972; Parkes &
Weiss, 1983; Worden, 1985) a content analysis of these stages indicates that they can be
collapsed inlo three major phases {Rando, 1984),- avoidance, confrontation and resolution.
The presentation of the phases of the grief process and the grief reactions experienced
throughout each phase are not necessarily sequential nor an all-or-nothing phenomenon,

During the avoidance phase, there is a desire to avoid the terrible acknowledgment of

loss. Allinvestigators of loss reported aperiod of shock, numbness, or despair which may varyin



intensity with the suddenness or anticipation of the loss (Lindemann, 1944, Engel. 1964;
Kubler-Ross, 196S). For example, Engel stated that the bereaved is stunned and increduious
and he attempts to protect himself against the etfects of the overwheiming stress by being
numb, thereby blocking out recognition of the loss and painful feelings. In Bowlby's (1961)
original work on loss, he did not identify aphase of avoidance. However, Parkes (1972) followed
Bowiby's theoretical orientation in a study of bereavement reactions in widows. ltwasas a result
of this research that Parkes added an initial phase of numbness 10 Bowiby's three phases
(searching and yearning, disorganization and despair, and reorganization). it was described as a
period of being stunned and that varying degrees of denial of the loss are usually present. In
later writings, Bowlby supported the addition of this phase to his description of the grief
process. Katz & Florian (1986-87) described this phase of shock, in technical terms, as a
depersonalizing emergency reaction. A review of the literature suggested that avoidance of the
pain of the loss is indispensable. 1t is necessary for people to mobilize the emotional strength
required to face the new traumatic situation and this is expressed behaviorally by closing out the
world and dwelling on oneself (Rando, 1984). Shock is most clearly observed when crisis or loss
comes without warning (Rando).

During the confrontation phase, grief is experienced most intensely. Lindemann (1944)
and Katz & Filorian (1986-87) described it asthe stage of acute mourning, while Bowlby (1961)
described this period of the grief experience in terms of his two phases of yeaming and
searching and disorganization. Engel (1964) identified the next steps of the grief sequence as
the need to develop an awareness of the loss and a period of restitution. Parkes (1972) and
Worden (1991) contirmed the focus on the reality of the loss and the experience of the pain.

The resolution phase constitutes a gradual decline of grief and marks the beginning of
the emotional and social reinvestment back into the everyday world. The individual iearns to live
with the loss as emotional energy is reinvested in new persons, things, or ideas. It includes a

measure of fulfillment, quiescence, reconciliation, and even traces of personai development.



According to Marris(1974), this is a phase of adjustment which depends on restoring a sense
that the lost attachment can still give meaning to the present, not on finding a substitule for the
loss, while Bowlby (1961) and Glick, Weiss and Parkes {1974) described the resclution phase
asthe discovery of new objectives and of anew set of ideas in life. Parkes and Weiss {1983), as
well as Worden (1991), further elaborated that recovery from grief will have taken place when
there is intellectual recognition and explanation of the ioss and emotional acceptance of the
loss, along with the assumption of a new identity. This phase is an active and evolving one.
Rando {1984) and Miles (1985) noted in their work with parents that this phase isnot a petiod of
recovery, for parents state that they never recover from the loss of their child but rather it is the
beginning of an emotional and social reentry back inlo the everyday world. Parents must "grow

up with the loss" in agrieving process spanning the years (Rando, 1986).

Common Reagtions Associated With Grief

Effective resclution of grief is vital to both the physical and the psychologica! well-being of
the bereaved individual. Expression of the range of feelings and emotions associated with the
loss is necessary for successful "grietwork" (Parkes, 1972; Worden, 1991). Feelings that have
been denied expression may come forth in full force at an inappropriate time or in a disguised
manner. but almost always grief will be expressed (Martocchio, 1985).

There are numerous psychological grief reactions that prevail during certain phases of the
grieving process. During the avoidance phase, afeeling of numbness is quite common (Parkes.
1972). Carter (1989), anurse, in her thematic analysis of 30 narrative accounts of parsonal loss
of a significant other, identified numbness asthe theme ot "being stopped”. She stated this
theme described “the interruption of lite's usual flow following the death ot a loved one and
which is characterized by varying ivpes and degrees of inability” (p. 355). Inability extended into
many domains of functioning of the participants’ lives and varied individually. A combination of

being unabie to feel, asthough numb, and unable to believe wasconveyed by the bereaved in

10



her study. As shock wears off, denial, either intellectual and/or emotional, emerges. Confusion
and disorganization are common.

During the confrontation phase extremes of emotion are felt. Parkes {1972) states that
common grief reactions at this time are related to “searching” and "mitigation”. There may be a
sense ot panic, generalized anxiety, “pining", restiess activity in which one moves towards
possible locations of the lost object. Anger and guilt are experienced to some degree following
a significant loss. as a natural consequence of being deprived of something desired (Bowlby,
1961; Parkes). The anger may be displaced onto other people or onto self. There may be a
profound sense of injustice and disillusionment; self-reproach and a sense of worthlessness.
There are acute feelings of separation, deprivation, anguish, sadness, yearning, and longing
(Bowlby. Parkes) or hurting and missing (Carter, 1589). Depression and despair are other
common reactions. The inabilty to concentrate. process information, and lack of decision-
making ability causes afeeling of lack of control and heightens anxiety. A preoccupation with
the deceased is another natural response to Ioss. This is often manifested in obsessive
rumination about, dreaming about, or actively searching for the deceased. There may be
obsessional review of the circumstances of the death. Individuals may have some identification
with the deceased. Carter found that the bereaved go through an individual process of
preserving the fact and meaning of the loved one's existence. N is during this process that the
desire "to hold" by talking about the loved one or keeping the memory alive, for example, is
expressed in one's behavior. She also identified “seeking” behaviors through which the
bereaved searches for help and comfort as well as searches for creating some kind of positive
meaning.

Inthe resolution phase, there is agradual decline of the reactions to grief. However, guilt
often accompanies the beginning efforts asthe bereaved copes with the fact he/she continues
fo live and experience in spite of the loss (Rando, 1984).

There are anumber of physiological reactions that accompany the emotional reactions to
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loss. These have been documented most notably by Lindemann (1844) and Parkes (1972).
Parkes' beliet is that these result from the sympathetic nervous system in response 1o biological
stress that occurs inftially as a result of an alarm state and then may recccur when the griever
experiences "pangs of grief". Some of the more common physiological symptoms that occur in
normal grief include crying, physical exhaustion, hearl palpitations and other indications of
anxiety, lack of energy, sleep disturbances, and headaches. Frequently, somatic symploms are
the only ovent indications that grief still remains unresolved (Rando, 1984).

Socially, the experience of grief appears as aloss of normal patterns of conduct, a painful
lack of abifity to initiate and maintain organized patterns of activity, and social withdrawal behavior
that is opposed to the establishment of new relations and the alleviation of stress (Lindemann

1944; Parkes, 1972: Rando, 1984).

Influential Contextual Factors

Parkes (1972) maintains that in order to understand the phenomenon of grief, the
influence of many possible factors must be considered when trying to explain the difterences
between individuals in their response to this event. Grief may be strong or weak, brief or
proionged, immediate or delayed. Many of the determinants of the response 1o loss are
multidimensional and interrelated, rather than separate and distinct entities For example, "a
holistic view of reaction o loss and the development o! relevant coping skills posiulates that
griet is a compiex phenomenon, contributed to and shaped by a number of influences which
may or may not bear adirect causal relationship to each other" (Katz & Florian, 1986-87, p. 3386).
Rtfoliows that management of the loss requires an understanding of as many of these influences
as possible. There have been a number of psychological, sociocultural, and physiological
factors identified that influence the grie! process, namely those associated with individual
attributes of the bereaved, the relationship with the deceased, the mode of death, cultural and

familialtactors, social supports, and secondary stresses (Katz & Fiorian; Rando, 1984).



Psychological Faciors

A psychoiogical factor influencing griet includes previous experiences with the loss of
significant others, both in childhood and adulthood. Previous experience with loss tends to
make subsequent losses easier to cope with since coping mechanisms have alrady been
established and there is less fear of the unknown (Parkes, 1972). However, previous
unrasolved losses generally hinder effective grief resolution {Rando, 1984). If an individua! has
experienced too many deaths, he/she can sufier bereavemen overload (Kastenbaum, 1969).

The meaning a particular loss has for a given individual, the psychological nature of the
relationship severed, and the strength of the attachment will influence one's capacity to
complete grief work (Parkes, 1972; Rando, 1984). Carter (1989) noted that understanding the
bereaved's history; who the loved one was; what the loved one was; what that person meant to
the survivor; how they were together; what their hopes, dreams, shared experiences were; and
the nature of the events surrounding the death are critical for understanding bereavement (p.
357). The significance of the deceased in terms of defining the social role of the bereaved was
cited as an important factor by Lindemann (1844). A number of secondary losses, such as role
loss, associated with the object loss, will necessarily attect the grief process and reactions of the
bereaved by increasing the demand for adaptation (Averill, 1968). Characteristically, the loss of
arelationship that has been intense, highly dependent, and marked by a significant amount of
ambivalence is more ditficult to resolve (Parkes; Rando).

Griet will be more amenable to management and rasolution i the circumstances of the
daath can be accepted by the bereaved. This includes such issues as the location, immediate
circumstances of the death, reason for the death, sudden versus expected death, the degree
of preparation for it, and the length of iliness prior to dedth. In an investigation of parents whose
children had died from cancer, Rando (1984) found that those parents whose children's
ilnesses were less than 6 months, of longer than 18 months reported being the least prepared

for death and having the least adjusiment following the death. Forewarming provided the
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opportunity for completion of unfinished business, preparation for the anticipated
consequences of the loss, and gradual realization of the loss, all of which tended to facititate the
grieving process. However. the extended period of preparation for the loss led 1o emotional and
physical exhaustion and increased feelings of ambivalence toward the dying person. These
consequences had the potential capability o interfere with positive resolution of grief.

According to Weisman (1973), timely deaths occur when observed survival equals
expected survival. Timely deaths are appropriate or acceptable ones when sutfering is minimal,
conflict between the dying and supportive person is minimal, and the act of dying can bring
relief 10 the parties involved. Weisman conceplualizes untimely death as having three
distinguishable characteristics: premature, unexpected, and calamitous. Unexpected death can
produce a serious emotional impact because it violates the inner timetable of expectation.
Variables, such asthe age of the deceased, the degree of fulfillment in life, the type of person,
and the amount of unfinished business between the bereaved and the deceased are
components of the timeliness of death. The more untimely the death is perceived to be, the
greater the risk for intense feelings of guitt and the more difficult it will be for the bereaved to
accept the loss.

Bugen's (1977) model of human grief asserts that it the relationship of the deceased to
the bereaved is central atthe time of death, grief will be intense. However, if the deceased is not
acentral figure in the life of the bereaved, then the initial response will be mild. Additionaily,
according to Bugen, the belie! (realistic or not) by the bereaved that the death is preventable is
the single most influential tactor causing the griet process to be prolonged. if the death is
perceived as preventable, survivors may feel that they contributed to the death directly or
indiractly. if the bereaved believes the death to be unpreventable, the sphere of control is
exiernal and absolves the bereaved of both rasponsibility and guit. Studies examining the
bereaved foliowing deaths of a child or deaths by suicide support this premise (Cleiren, 1993:
Rando, 1984).
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Sociocultural Factors

Sociocultural factors also influence the grief response. The individual's responses to
loss and death generally reflect the norms, mores, and sanctions of the sociocultural
environment (Averill, 1968). In Western society, grieving is treated by its members as if it is a
weakness and a seff indulgence (Rando, 1984; Worden, 1991) leading to atendency to deny
grieving. This tendency may have the effect of not allowing the bereaved persons the
opportunity to work through the grief and arrive at a satisfactory resolution of it. For example,
Parkes (1972) found the widows who suffered most deterioration in health feit that they had not
been permitted by those around them o talk about their husbands’ deaths and express their
feelings freely.

In addition, the religious/philosophical training to which the individual has been exposed
also can significantly affect the beliefs, meanings, and values that person holds for lile, death,
and life atter death (Rando, 1984). This can influence the individual's griet response and
methods of coping with grget For example, the mores, norms and sanctions of the religious
background may lend some meaning to the death and provide some structure to the individual's
response 1o the loss (Rando),

Such concurrent factors as age, number of dependent children, sex, and personality
characteristics of the bereaved (Parkes, 1972; Rando, 1984) also influence the griel reaction
and process. For example, the importance of gender was demonstrated by Parkes. Women had
less difficulty than did men expressing sadness, loneliness, or depression, emotions that are
associdted with eftective grief resolution. On the other hand, women tended io hdve more
difficutty with anger and with assuming control and decision-making (Rando). Other concurrent
factors that can influence an individual's grief response are a person's current and past state of
mental heatth and ego strength. Additionally, it has been suggested that a greatar level of
maturity, intelligence, and education leve! also correlate with effective coping skills and with

favorable resolution of loss {Rando).
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Ongoing stresses unrelated 1o the death may add to the hardships of the bereavement
experience. Research has indicated that the presence of concurrent life crises is associated
with poorer bereavement outcomes (Parkes, 1972; Raphael, 1983). For example, the individual
who is unemployed, physically ill, getting adivorce, or struggling with a developmental crisis will
have a relatively more ditficult time coping with grief because of the additional burdens.
Research has indicated that the presence of concurrent e crises is associated with poorer
bereavement outcomes (Parkes).

What seems to be most important in fostering resolution and influencing the expression
of grief is not whether social support is initially available, but whether social sup;sn is available
and utilized “as time goes on" (Parkes & Weiss, 1983, Raphael, 1983; Stylianos & Vachon,
1993). Those social norms that promote realization and confirmation of the loss, assist in the
expression of affect and memories, and offer social support to the bereaved are therapeutic
(Rando, 1984). For example, it has been found that social support is inadequate of nonexistent
for such losses as an abortion, amiscarriage, and an infant given up for adoption because they
are not socially defined as losses. Therefore, many women have unresolved grief in these
situations (Rando). The families of suicide feel socially stigmatized and have a higher incidence
of complicated grief (Osterweis et al., 1984). On the other hand, i has also been reported that
the bereaved may socially isolate themselves despite the availability of social supports and has
hindered grief resolution (Stylianos & Vachon).

Physiological Factors

Finally, such physiological factors asdrugs and sedatives, poor nutrition, lack of sufficient
sleep, inadequate exercise, and poor physical health may predispose the bereaved 1o iliness

and unresolved grief (Rando, 1984).
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Loss Quicomes

Positive and negative outcomes can occur as a result of loss and grief. Some people
recover from grief strengthened, achieving new self-awareness and personal growth (Bertman,
1983, Downey, 1983; Martinson, McClowry, Davies, & Kuhlenkamp, 19984: Miles & Crandall,
1983). Commonly reported growth responses include having a stronger faith, being more
compassionate and caring toward others, and living life more fully because of a belief in the
preciousness and fragifity of it. Most authors suggest that when the work of grie! has been
dccomplished, two primary consequences are evident: the establishment of a new redlity and
the development of a new identity (Bowlby, 1961; Carter, 1989; Katz & Florian, 1986-87:
Martocchio, 1985; Parkes, 1972; Worden, 1991). Negative outcomes include being unable to
resolve the loss, having a negative meaningless view of life, and teeling that lite has stopped
(Martinson, et al.). Recently, researchers have investigated the long-range outcomes of the
grief experience (Bugen, 1977 Miles, 1985; Stroebe, Stroebe. & Hansson, 1993). The death
of a significant other is a stressor that affects emotional health, physical health and social
adjustment. Documented consequences of grief have included psychosomatic illnesses
(Freud, 1917; Lindemann, 1944: Osterweiss et al, 1984, Raphae!, 1983); increased life-
threatening disorders, particularly cardiovascular (Parkes, 1985); increased rate of consultation
for mental health problems such as clinical depression, anxiety, and suicidal ideation
(Lindemann, 1944; Katz & Florian, 1986-87; Parkes & Weiss, 1983): and increased natural
death rate (Stroebe et al.). Parkes and Brown (1972) found in their prospective study of young

widows (N=49), fourteen months after Lereavement, that they experienced more days sick in

bed and in hospitals and more use of alcohol, cigarettes, and tranquilizers than did a
nonbereaved age-matched contro! group. Meanwhile, Parkes, Benjamin, & Fitzgerald (1969)

found amarked increase in mortality in widowers (N=4486) during the first six months following

their loss.
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The grief of parents, spouses and children have been compared in the literature. It is
generally acknowledged by experts that parentai grief is one of the most intense grief reactions,
taking from years 1o aiifetime to resolve (Osterweis et al., 1984; Rando, 1984: Miles, 1985:
Knapp, 1986, Miles & Demi, 1986; Worden, 1991).

Although the literature review has focused on grief of family members, a few authors have
identified that heaith care personnel experience feelings of helplessness, inadequacy, and
questioning of beliefs, faith and individual weli-being when they confront grief in their

professional roles (Norbeck, 1985; Spencer, 1994; Vachon & Pakes, 1985).

The Nurse's Grief Responses to the Death of Their Patients

Only one reported study was found that examined the griet response of pediatric
intensive care nurses. Through the use of an anonymous questionnaire, Spencer {1994)
examined how 51 nurses working in two British hospitals dealt with their grief toliowing the
death of a patient in an intensive care unit and the support perceived 1o be given to them by
their peers and their managers. Ten of the nurses were also interviewed, using a semi-
structured interview. She found that sadness (100%), anger (78%). guilt (41%), shock (80%)
and reliet (88%) were the common feelings experienced by the nurses with no ditference
between male and female nurses. All but one of the nurses said that they felt refief when a
patient died. “This is an interesting finding and one that does not relate to any findings in the
literature”™ (Spencer, 1994, p.1148). Spencer identified that (a) how well the nurse knew the
tamily, (b) the amount of discussion that had taken place between the nursing and the medical
statt about the patient's care, (¢) whether or not the decision had been made for no further
treatment to be given, and (d) whether or not the nurse had time to care for the deceased body
with what was feit 10 be rightful respect were the factors that infiluenced the nurse's griet
response. She also reported that the nurses dealt predominantly with their grief by: talking to

other statt members or friends and family, carrying on working, and crying. Sixty percent of the



nurses stated that the type of support they received from their peers was through informal
discussions. The nurses statéd that they would have found group meetings with a counselor
and the presence of an informal network of one-to-one chats would have been helpful. The
results of Spencer's study have face validity and intuitively are meaningful when related to this
author's experience and to the anecdotal materiaifound in the literature.

Several narrative accounts of nurses and their own griet have been presented in the
literature. Price and Bergen (1977) reported themes expressed by agroup of nurses working in
acoronary care unit during the course of asupport group. The authors believed that the nurses
felt stress "because of an unconscious confusion between the feeling of being responsible for
the care of a dying patient and the feeling of being responsible for the occurrence of the
patient's death" (p. 235). Price and Bergen questioned whether the goal of the grief process for
intensive care nurses wasto resolve this conflict.

Price and Bergen's findings are somewhat substantiated from other literature. According
to Eisendrath and Dunkel (1979), psychiatric and social work consullants, respectively, to adult
intensive care unit (ICU)nurses over a one year period, found that these nurses were careful,
attentive to detail, and had omnipotent rescue tantasies (p. 753). The potential to develop a
sense of mastery in an ICU is great, but opportunity for error is also great. Consequently, ICU
nurses have to deal frequently with a perceived sense of failure and its attendant guitt and
come to terms with these feelings during the grieving process. Quint (1966) also found in her
field observdtions and interviews of intensive care unit nurses that they were concerned with
failure to save ife because actions are guided primarily by the recovery goal (p. 53). Mount
(1986) noted of health care providers, working in a medical mode! framework, who must deal
with death and dying, that "ambiguity and role confusion may occur when the goal of cure is not
attained. The task of confronting our own mortality and examining the meaning and purpose of
ite is clearly provoked by exposure to multiple deaths” (p. 1128). He states this potentially leads

to unresoived grief, stress, and burnout. Marquis (1993), a clinical therapist, reported similar
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findings in his account of caregivers experiencing burnout in their work with the terminally ill.

In anecdotal accounts and experiential commentaries, nurses and other health care
providers have poignantly described their feelings of grief (Chard, 1987; Charnock, 1985:
Evans, 1889; Iveson-iveson, 1985: Kuntz, 1984; Sheard, 1984, 1990; Stowers, 1983). The
following account by Wolt (1994) illusrates this.

“in my seven years as an ED nurse and nine years as aparamedic, I've seen alot ot death

and suttering. Atter awhile it takes atoll. But until today [kept my feelings inside. I've

witnessed far worse things than the death of an elderly man who had brain cancer. But his

wasthe one who brought out the sorrow. He was the one who made this mancry” (p. 29).
A common theme evident in these accounts is that to hide one's feelings and maintain a cool
professional exterior is an effective coping strategy. This demeanor also was noted to be
necessary because as a health care provider one is looked to for guidance and reassurance
{Charnook; Evans). However, in the time following the death, the continued use of this coping
strategy added to nurses' isolation and inadvertently distanced them trom the potential source
of comiort and support of their peers. Although griet was described as a painful personal
experience, it was also noted that with resolution, grief experiences were then viewed as
creating the opportunities for personal and professional growth. For example, Evans wrote of
her experience of grief and loss, that she learned that needing the support of other people was
not the weakness she had previously thought, personal growth was not pain-free, and even the

worst experiences could eventually be viewed aslife-enriching (p. 43).

intensive Care Nurses' Responses To The Deaths Of Their Patients

Nurses working in settings where patients frequently die not only sutfer the loss of their
patients but also can sutfer associated losses of self-esteem and support (Vachon, 1987). Tr.e
death of patients, coping with resuiting grief (Bailey, Steffen, & Grout, 1980; Benica, Longo, &
Barnsteiner, 1992; Brunckhorst, Economou, Ranauro, Walden, & Plows, 1985, Caidwell &

Weiner, 1981, Cassem & Hackett, 1972; Hase, 1989: Jacobson, 1978; McKerron, 1991:
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Norbeck, 1985, Spoth & Konewko, 1987), and repeated contact with dying patients, with all the
associated losses (Hay & Oken, 1972; Munley, 1985; Vachon & Pakes, 1985) have been
consistently identified as stressors for nurses working in intensive care units.

In a study by Foxall, Zmmerman, Standley, & Bene (1990) which compared frequency
and sources of nursing job stress perceived by intensive care (N=35), hospice (N=30} and
medical-surgical nurses (N=73), hospice and ICU nurses perceived significantly more stress
related to death and dying. When ICU nurses were compared with medical-surgical nurses, the
ICU nurses were signiticantly higher on the death and dying dimension of the Nursing Stress
Scale (p s .001). The Nursing Stress Scale is a valid and reliable tool developed by Gray-Toft &
Anderson (1981). It isa 44-item, 4 point Likert Scale with scores ranging from ‘never' (0) to 'very
frequentiy (3), which measures frequency of work-reiated stress in eight domains, one of which
is death and dying (Foxallet al.). Cooper and Mitchell {1990) also used the Nursing Stress Scale
in their comparative study of hospital based nurses (N=80) (adult intensive care, neonatal
intensive care and oncolugy) to those nurses (N=37) working in a hospice setting. They
reported that hospital nurses were significantly more stressed by the following events than
hospice nurses: the unexpected death of a patient (p = .034), the death of a patient as
expected (p=.01), the removal of life support systems resulting in death (P = .013), the patient
died and the nurse did not get o know himer (p = .003), and when the relationship with the
patient’s relatives wasgood (p = .022). Vachon and Pakes (1985) noted that statf who worked
with critically il and dying children reported that some of the most strasstul deaths, ones in
which they sutfered conflict and had difticulty coming to terms with, were ones that were
sudden or unanticipated, ones in which the mode of death prevented parents from being in
attendance atthe time of death, multiple deaths over a short period of time, and the death of a
chiid who had been abused or waswell known to the nurse.

Studies of nurses working in adult ICUs (Bailey et al., 1980; Norbeck, 1985) and those
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working in a pediatric ICU (Benica et al., 1992) reported the number of patient deaths as being
significantly correlated with stress as measured by ICU Nursing Stress Audit tools. These
surveys elicited ICU nurses' perceptions of stressful and satislying aspects of their work.
Studies have also shown that adult and pediatric intensive care nurses overestimated the
percentage of patient deaths (Benica et al.; Brunckhorst et al., 1985). It has been inferred by
these authors that the feelings of stress and burnout are influenced by this perception that
there is ahigh percentage of death but no empirical data exists to support this.

Why is death considered stressful by some of the nurses and not by others? Gribbins and
Marshall (1982) found in their Study of stress and coping in neonatal intensive care nurses
(N=24) that death of a patient as a stressor was possibly a function ot a nurse’s years of
experience in the unit. Nurses with less than one year's experience ranked stress related to
death of the patient higher than did nurses with more than one year's experience. Furthermore,
Benica et al.'s (1992) study which examined perceptions and significance of patient deaths In a
sample of 66 pediatric intensive care nurses found that the greater total years of experience and

the more ICU experience, the less death was perceived as a stressor (p=.06). Norbeck (1985)
on the other hand reported in her study of adult intensive care nurses {N=180) that although

coping with death and dying was identified as one of the five top-ranked stressors in terms of
frequency of stressfulness (p<.003, 1-tailed), this stress factor did not relate significantly to low
job satistaction or psychological symptoms regardless of length of time the nurse was employed
in critical care.

Intensive care nurses derive much of their satistaction from seeing patients recover
(Bailey et al., 1980). Therefore, itis not surprising that the death of the patient can result in the
caregivers feeling anxious, frustrated and guilty. Through the administration of self-report
inventories that measured mental heaith, Cooper and Mitcheli (1990) and Quint (1966) found
that it the nurses' relationship with the patient and hisher relatives at the time of death was

perceived as poor or if the nurse could not anticipate the death trajectory, then there were
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higher depression scores reported.

Mallet, Price, Jurs, & Slenker (1991) compared the levels of burnout, occupational stress,
death anxiety and the social support in hospice and intensive care nurses (N=376). ICU nurses
reported signiticantly more occupational stress than hospice nurses (p=.001). While hospice
nurses did not indicate that deaths of patients were particulary stressing to them, ICLI nurses
identified that deaths of patients contributed to their stress. This was measured through the use
of the Stressful Situation Scale that had the respondents identity the degree of stress
experienced on a five-point Likert scale {not stressful = 1 to extremely stressful = 5). The two
nursing groups differed significantly when the three components of the Maslach Burnout
Inventory were compared. They found that ICU nurses had significantly higher burnout scores
e = .004), had more emotional exhaustion (@ = .001), utilized the technique of
depersonalization more frequently (p = .001), and experienced less of a sense of personal
accomplishment (p =.001). Using the Collett-Lester Fear of Death Scale, ICU nurses reported
more anxiety concerning the issues of dying and of death than did hospice nurses (p = .008).

Ithas also been reporied that the stress arising from issues concerning death and dying
may atfect patient and family care and staff relations as well as the nurse's mental and physical
health and family relationships (Cooper & Mitchell, 1990; Mount, 1986; Norbeck, 1985:
Vachon, 1987).

Price and Murphy (1985) in their exploration of staff burnout in intensive care staft
suggested that successtul adaptation to the stress of the cumulative etfect of multiple patient
deaths was correlated with effective resolution of griet, while failure to etfectively move through

the grieving process was apossible contributing factor in the development of burhout.

rief and Other Heaith Care Protessionals

The theories and frameworks for normal grief and bereavement as identified in surviving

family members may be insufficient in helping nurses to understand and manage their reactions
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to multiple deaths. A review of the literature has indicated a paucily of information on the nurse's
griet reactions and the griet process, Particularly as it pertains to intensive care nursing.
However, there are some studies of caregivers of the terminally ill in palliative care and hospice
programs (Adams, Hershatter, & Moritz, 1991: Barton, 1977, Eakes, 1990; Harper, 1977;
Munley, 1985). Similarities exist between the work of intensive care nurses and hospice
workers. Palliative care nurses, for example, lke nurses in the intensive care setting, are
constantly confronted with issues relating to loss. Both must face the death ot patients
frequently and both experience cumulative losses. Given the rapid turnover of patients in
paliiative care and intensive care units, these nurses seldom have the opportunity to deal with
and resolve the losses they experience (Mallett et al., 1991, p.1346). Caregivers in both
settings have extensive contact with patients who are highly physically dependent, and they
come to know the dying person and/or the family members intimately as individuals. This can
result in ahighly personal concern and a significant relationship.

Hospice nurses believe that their griet and bereavement is different from the previously
identified models of the normal grief and bereavement response (Adams et al., 1991, p. 29).
Caregivers who work in hospice programs for long periods of time often begin to feel a sense of
fieetingness or have described a sense of "I want 1o get the heli out of here" (Barton, 1977, p.
74). They may experience a profound sense of loss of control and helplessness as well as a
sense of being professionally ineffective and incompetent. Barton found that hospice
caregivers are not given the opportunity to carryout their grief process. They often contain their
grief and do not receive comfort normally obtained from family and friends. Rather caregiver's
griet is not legitimized and the person is left to grieve in an isolated position (Barton, p. 82).

A study of in-patient hospice nurses' reactions to recurrent loss and rapid readmission of
new patients in ahospice setting led 1o the development of the concept of “accumuiated loss
phenomenon” (Adams et al., 1991). From the data compiled from a survey of 100 hospice

nurses, the authors found five characteristics of accumulated loss: (1) lack of closure resulting
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from inadequate opporiunity 1o deal with death of the patient and the grief of the family; (2)
dying and death concerns related 10 personal or imagined scenarios of illness, disability and
death; (3) ideals versus reality incongruity proceding from discrepancy between desired and
actual clinical practice; (4) identification-distancing as away of separating seff from pressures ot
clinical practice; and (5) diminished boundaries caused by a blurring of personal and caregiving
commitments. These findings led them to suggest that the grief reaction and bereavement of
accumulated loss results from "an overexposure 1o the actual and idealized process of dying
and death on a daily basis ... result(ing) in a set of unique characteristics by which care-givers
develop certain behaviors, both posilive and negative” (p. 30). This concept may have general
applicability to the reactions of nurses in a pediatric intensive care unit asthey face recurrent and
frequent loss of clients.

Munley (1985), from her work with hospice nurses, suggests that the flooding of emotion
involved in grief from multiple losses may lead to incapacitation, rather than healing. To defend
against this flooding some nurses might become emotionally numb. She reported that nurses
identitied "feelings of being saturated by grief" (p. 346) and "strain associaled with frequent
exposure to the grief of spouses, children, adolescents, and the elderly" (p. 348). Munley
writes:

"Caregivers may tind themselves experiencing feeiings of failure with inadequate pain

control or if patients cid not have a"good time" before the end, being preoccupied with

images of those who did not have a"good death”, overwhelmed by highs and lows of
emotion, burdened by a sense of responsibility for the quality of Iife of patients, drained of
energy because of desires to reach out to multiple needs and saturated by feelings of

grief and guilt” (p. 346).

Eakes (1990} in her qualitative study of five registered nurses, employed full-time in one
of two southeastern American homebound hospice care programs, igentified six major themes
of grief resolution strategies employed by hospice nurses who effectively coped with the

deaths of patients. These were the establishment of collaborative nurse-patient relationships:

identitication of palliative nursing care goals; open, honest expression of feelings, maintenance
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and use of asolid support system; termination of the relationship with the patient and family, and
apositive attitude toward the patient population.

Harper (19877) deveioped "The Schematic Growth and Development Scale in Coping With
Professional Anxieties in Terminal lfiness" from her qualitative study o! nine social workers
working with dying patients and their famiies. Using an experiential framework, her model
described five steps that represent the normative sequence of emotionai and psychological
progress. She suggested that at each stage, there was a maturational and experiential learning
adjustment to dealing with the dying and the bereaved. The stages included intellectualization,
emotional survival, depression, emotional arival, and deep compassion. She cantended that it
is during the first three stages that heallth care professionals begin 1o accept their own feelings
of pain and grieving. Itis in the final two slages of the growth process that the death of the
patient is not viewed as a personal failure and that a commitment to remain within the working
emironment is made. Harper stated that this growth is "reflected as the health care provider
gains understanding, knowledge, strength, and works through internal and external conflicts,
thus adding anew human caring dimension to one’s existing capacity to be helpful” {p. 21) This
premise has alsc been reported by Marquis (1993), atherapist who has worked with heaith care
providers who have exhausted themselves providing care for the dying. He noted that health
care providers of the terminally ill "who do not get exhausted, the ones who maintain ahigh level
of energy, dynamism, and inner peace are also those who know how to find in their relationships
with the dying an inexhaustible source of gratification” {p. 31}. He stated that each death for the
health care provider is ameans of discovery about fife.

During a&-month participant cbservation study of acomprehensive hospice program that
included full functioning inpatient and home care components, Muniey (1985) conducted
interviews with hospice statf members. They revealed a number of strategies that were
employed in order to reduce job-related stress. Refocusing on regenerative aspects of life,

such as recreational or creative pursuits, assisted some sta! members in coping with the
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depletion associated with caring for the terminally ill. Still others cited ventilation of feelings, in
either aformal support group setting or an informal manner, as an effective coping strategy with
their grief. Physical exercise and use of spiritual means, such as participation in funerals were
dlso identified. Another coping mechanism that emerged wasdistancing, or the setting of limits
on intrusion of their work responsibilities into their off-duty time. Barnard (1985) identitied three
slements of adaptation to stress and loss in the medical setting: i) "the allowance of adequate
time and energy for ‘active griet and mourning' for both the literal and symbolic deaths
experienced in medical care work", i) ... acceptance of personal limitations ... a retreat away
from the relentless challenges of caregiving”, and iii}"... cooperativeness ang a spirit of affiliation
among co-workers ... which offer nurturance and assistance in the work of mourning” (p. 128).
The similarities between pediatric intensive care nurses and other health care
prolessionals working with the terminally itl allow some inferences to be made from the studies
carried out with statf working in palliative care. However, there are unique stressors to pediatric
intensive care that do not permit acceptance of these results without further investigation.
Nurses who choose to work in intensive care do not do so to work with the dying. The dying
patient isthe raison d'etre of the service in palliative care while as previously noted, death and
dying often represents failure of the service in intensive care. intensive care nurses are oriented
in the medical mode! genre, dominated by atherapeutic or curative role, whereas those working
in paltiative care are oriented to the supportive role. Despite the differences between them, the
health care providers in both groups must develop personal coping mechanisms to adapt. For
example, are the characteristics of accumulated loss noted by Adams et al. similar for pediatric
intensive care nurses? Do pediatric intensive care nurses have a developmental process for
electively coping with their griet from exposure to multiple and accumulated deaths as
suggested by Harper? Do padiatric intensive care nurses develop personal coping strategies

that prevent them from becoming exhausted asreferred to by Marguis?
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Death and loss are unavoidable consequences for nurses intimately involved in providi'ng
careto dying patients and their tamilies in pediatric intensive care settings. While there appears
to be an increased recognition of the need for nurses 1o grieve in response 10 the deaths of
patients (Sheard, 1984; Rando, 1984: Vachon & Pakes, 1984), there is inadequate information
on the grief responses of pediatric intensive care nurses, factors affecting their grief response,
the grieving process of nurses, and strategies 1o facilitate their successful movement through
the griel process.

Most of the nursing research on grief has focused on the grief responses of bereaved
tarnily members. Little research was found on the grie! of nurses following the death of their
patients and even fewer specifically reiated to nurses working in the pediatric intensive care
unit. Grief and terms associsied with grief were not well defined in the nursing Iterature and
frequently used interchangeably making the review ditficult and contusing. The research that
has been done on nurse's grief lacked conceptual or theoretical frameworks. The sample sizes
of the quantitative research studies have been small and therefore the findings lack
generalizability. In addition, reported qualitative studies were not subjected fo rigorous content
andlysis.

The primary focus for authors of much of the classic literature refates to grief reactions.
But it has been realized that grief is compiex and varied such that an emphasis on symptoms
dlone is inadequate to enable identification of this response (Cowles & Rodgers, 1991, 1993).
Since the concept of griet has been found to be highly individualized (Parkes, 1972; Rando,
1984; Worden, 1991), research to identity some of the factors that infiuence individual
variations is needed (Cowles & Rodgers, 1993). As the research on surviving family members
has demonstrated, it cannot be assumed that health care professionals will grieve in the same
manner asfamilies members, nor that specific populations within the heafth care groups, such

as pediatric intensive care nurses, will experience grief similarly to others. Little information is
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available regarding specific differences in response to losses other than the death of a
significant other. The model for normal grief and bereavement for surviving family members may
be insufficient in helping nurses to understand and manage their reactions to multiple deaths
(Adamset al,, 1991). lthas also been noted that there is a dearth of knowledge of appropriate
interventions for grief. However this step cannot be taken until the nature of nurses’ grief is
examined.

It becomes apparent from a review of the Iiterature that intense involvement with dying
patients and their families places nurses under considerable stress. Such immersion in death
has been shown to be a source of considerable stress and is associated with an increased
vulnerability 10 burnout (Hay & Oken, 1972; Munley, 1985; Vachon & Pakes, 1984). Price and
Murphy (1985) cometated successtul adaptation to stress with eective resolution of grief.
Failure to successfully move through this grieving process was cited as a possible contributing
factor in the development of burnout, with resulting physical and /or emotional withdrawal from
the work envirpnment,

Itis widely accepted that grief must be experienced in order for emotional healing to‘ ocecur
and for the bereaved individual 1o be able to reinvest in new relationships and life experiences
(Freud, 1917; Lindemann, 1944; Parkes, 1972; Rando, 1984; Worden, 1991). It seems logical,
therefore, 1o conclude that nurses, 100, need to achieve resslution of their grief in order 1o
continue to be able to reinvest in relationships with dying patients.

This study will explore the grief experience of pediatric intensive care nurses and the
strategies they use to tacilitate grief resolution, so that eventually etforts can be directed toward
incorporating this information into work related interventions to help pediatric intensive care
nurses cope electively with their grief.

Inorder not to bias my interpretation of the meaning of nurses' grief as it emerges from an
analysis of the lived experience, assumptions about their grie! that may have been obtained

from the literature review, need to be identified so that | am aware of them and bracket them as
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much as possible. These assumptions include:

1.

The idea that nurses experience grief every time one of the children for whom they have
cared dies.

The idea that grief is not only experienced when there is astrong sense of attachment.
The idea that nurses are sensitive human beings deeply moved by the death of achild.
The idea that nurses' grief is not experienced in stages or phases such asthose identitied

for the dying patient and grieving family members.

Research Questions

In light of the analysis of the literature presented above, the following questions have

been posed:

1.

What are the physiological, emotionat, social, and occupational reactions of padiatric
nurses to the death of achild in the intensive care unit?

What are the tactors related to achild's death that pediatric intensive care nurses
perceive facilitate or hinder their grieving?

What are the coping strategies used by pediatric intensive care nurses to deal with their
grief when their patients die?

Are there developmental phases, as identified by the participants, through which
pediatric intensive care nurses progress in response 1o their accumulated grief

experiences?



CHAPTER 3
Methodology
Research Design

This study used an interpretative phenomenological approach to explore the grief
experience of pediatric intensive care nurses when the children for whom they care die. A
qualitative research approach is appropriate when: (a) the research question is exploratory in
nature; (b) the researcher is seeking to understand an emotiona! event, such as grief; or {¢) the
obsewafions of one population are ditferent from or contradictory to those described in other
studied populations (Field & Morse, 1985). It has already been established that the literature
availablein the areaof pediatric intensive care nurses' grief is limited and arguably ditferent from
the other populations studied.

In the ream of qualitative research there exists a number of descriptive analytical
investigations of the world of human experience {Field & Morse, 1985: Liehr & Marcus, 1994:
Munhall, 1989; Omery, 1983). One approach, phenomenology, has as its goal the accurate
description and understanding of experience asit is lived (Colaizzi, 1978; Knaack, 1984: Lynch-
Sauer, 1985, Oiler, 1982, 1986, Omery, 1883, Valle and King, 1978) and is an appropriate
method to use to discover insights and meanings relative to human experience (Benoliel, 1984:
Munhall, 1989). This requires understanding of "both the cognitive subjective perspective of
the person who has the experience and the effect that perspective hason the fived experience
or behavior of the individual” (Omery, 1983, p. 50 ). The phenomenological approach "guides
the researcher back from theoretical abstraction to the reality of lived experience ... to arrive at
the essence of the experience” (Field & Morse, p. 27) through examination of the qualities of
that experience. Therefore, phenomenoclogical methodology is considered appropriate to
answer this study’s question which seeks to describe the grief experience of pediatric intensive
care unit nurses.

The general format for the investigation included several of the basic steps identitied by
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Oiler (1982) and Omery {1983). The first, bracketing, involved the researcher explicitly stating
and setting aside, as much as possible, any preconceived notions, expectations or frameworks
about the phenomen? (Field & Morse, 1985, Knaack, 1984: Oiler,1986; Omery; Swanson,
1890). This is necessary in order 10 truly approach the phenomenon afresh every time it is
encountered and "to understand human experience from the individual's perspective" (Knaack:
Valle & King, 1978). By acknowledging and attending to certain assumptions (as identified in
Chapter 2). and then setting them aside, this researcher attempted to question “what | thought
Iknew about this experience and 10 discover what was truly being said in the interviews. Such
attentiveness to self-gquestioning of commonplace knowledge or assumptions enablted me to
uncover new possibilities that potentially enrich prior knowledge of the research topic”
(Carnevale, 1994, p. 75). Of course, there needs to be recognition that these “common-sense
preunderstandings, suppositions, assumptions, and the existing bodies of scientific
knowledge predispose us to interpret the nature of the phenomenon before we have even
come to grips with the significance of the phenomenological questions” (van Manen, 1984 D.
9). Therefore, the interpretrations that have emerged from the data have been influenced by
this researcher's background knowledge and experience brought to bear in the act of
understanding. The review of the literature, as presented in Chapter 2, has summarized this
researcher's knowledge of griet and grieving and nurse's responses to the death of their
patients at the onset of data collection. Although this information was bracketed during data
collection and analysis, the reader has been made aware of how certain assurnptions and pre-
understanding mayhave influenced this researcher's tindings.

The second step, data gathering, involved gathering descriptions from intensive care
nhurses who had experienced griet as aresult of the loss of children for whom they had cared in a
pediatric intensive care environment and then critically reflecting on the transcribed accounts in
order to grasp the common elements and the variations in the stories. The third step was to

analyze the phenomenon of grief against the background of various meanings of experience
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{that is, analyze what it is like 10 live in the informants' world) in an attempt to determine what this
phenomenon meansto them. Lastly, the research findings that have been produced from the
description of the phenomenon are an interpretation or an ariculation of meanings as they

have emerged and arein terms of its meaning for the informants.

Methodological Assumptions

The choice for a phenomenological approach was founded on the assumptions that: (1)
the grief experienced asaresult of the death of apediatric patient has meaning for the pediatric
intensive care unit nurse; (2) the pediatric intensive care nurse is articulate and well able to
describe her/mis experience; (3) the pediatric intensive care nurse would be receptive to
sharing wholly herhis experience with the investigator, (4) both the informant, as well as the
investigator, are being changed through this research method (Oiler, 1982, von Eckarisberg,
1971); and asaresult, (5) there maybe atherapeutic etfect for the informant in the act of sharing

her/his grief experiences (Hutchinson, Wilson, & Wilson, 1994).

Setting

Participants were recruited from a pediatric intensive care unit within a pediatric
metropolitan teaching hospital. This hospital was selected as it is a tertiary care centre
designated to care for and sustain lite in acutely ili children in an intensive care environment.
This unit, like other pediatric intensive care units, is an in-patient setting where a child (newborn
through to and including adolescents) is admitted to receive medical and nursing care for an
unstable lite-threatening iliness. High technology has a necessary place in this setting and is
used to assist in the monitoring, diagnosing and treatment of the criticallyill child.

The foliowing description of the setting is based on information provided by the head
nurse obtained in aninety minute meeting which washeld cn completion of the interviews with

the participants. Detailed notes were kept during this meeting.
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This unit has the capacity to hold 12 acute care beds. Eight are in open bay areas
housed in alarge single space and four are in closed or single, isolation rooms, two located at
each end of the unit. A central nursing station is located in the middle of the unit, and is
predominantly acommunication centre. Equipment, central supplies, and emergency cars are
alllocated in the immediate periphery. In addition, a four bed, intermediate care unit is located
adjacent to the acute care areaand is considered part of the intensive care unit. The children in
this section are considered too hemodynamically unstable to be transferred from the intensive
care environment but are stable enough 10 be outside the direct supervision of the medical staf!
and can receive nursing care in a ratio of one nurse to two patients (1:2). Nurses work in both
areas, although two registered nurses have been employed 10 work there permanently. The
most senior staft work 10 percent of their scheduled hours in the intermediary unit, while the
most junior staff may work up to 30 percent in this area.

Al any one time, the medical team consists of a pediatric intensivist, one to four feliows,
and one to three residents. The residents are scheduled to work in the unit for one month
blocks. There is a physician on site at all times. There is a nurse in charge avery shit who is
responsible for stafting and assisting the bedside nurses, as requested, with the delivery of
care.

The unit serves children from a variety of ditferent cultural and socioeconomic
backgrounds. Respiratory and cardiovascular diseases represent close to 50 per cent of the
admissions for the unit as well as nearly 65 per cent of patient days. However, afull scope of
medical services is oftered for children with neurologic, oncology/hematologic, orthopedic,
metabolic, renal, neuromuscular, gastrointestinal, endocrine, and metabolic disorders. The unit
provides care for children with multisystem failure from infectious diseases or trauma, as well as
respite carefor children on home ventilation,

The following are the annual statistics on this unit: average census is 6.5 patients/day,

(ranges 110 11 patients); average length of stay is4.88 days, (range of several hours 10 several
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months and occasionally > 1 year), average mortality is 40 deaths. It is pertinent to note that the
number of deaths for the three month period just prior to the interviews for this study already
had exceeded the average annual mortality rate. Children undergoing cardiovascular surgery
represent the population most at risk for mortality in this unit.

This unit is staffed with 30 full time and15 part time registered nurses to provide one to
one nursing care for all patients on atwenty four hour basis in the acute care section and a ratio
of 1:2 in the intermediary care section. The nurses work 12 hour shifts, with 45 percent of their
master rotation scheduled for the night shitt. The average nursing staftf turnover for the unit has
been 5 -8 percent annually for the past ten years. Reasons for turnover have been related to
parenthood or spousal transfers. Yearsof experience in the unit are distributed asfollows: (a)
< 1 year=7 %, (b) 1-5 years = 22 %, (¢) 6-10 years = 49% , and (d) > 11 years = 22%. The
majority of staff are between 30- 39 years of age: 45 % have degrees in nursing and 9% have
obtained graduate degrees. There are five maie nurses out of the tota!l compliment of 45.

All staff receive aminimum of six weeks orientation to the unit. New graduates undergo an
additional four weeks. Preceptors assist with orientation 1o the clinical area. Atter the first 4 to 6
month period, staff are provided with additional classroom and clinical hours to crient them to
the care of the cardiovascular child in the immediate postoperative period. Therefore, the
hovice intensive care nurse is not expected to care for these high acuity children with
cardiovascular problems. A 10 day, advanced pediatric pathophysiology intensive care course
is offered after the first year of service to the unit.

The philosophy of care both in the hospital and intensive care unit has a strong family
orientation. Family members are encouraged to be with their child and anyone that the family
has identitied as signiticant to the child's well-being is welcome. There is no formal visiting policy
and no expectations that tamily leave during rounds or delivery of care.

A number of bereavemnent support services are offered for family and statt. The hospital

has a Bereavement Follow-up Program and the coordinator of same is the primary resource for
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family grief counselling. This individual is also readily available to provide informal and formal
support for staff. A chaplinis specifically assigned to the unit and an on-call team is available 24
hours aday, as are social services. In addition, a Family Services consultant is accessible for
families with complicated grief who require further resources. Statf also have access to the
hospital's Employee Assistance Program, workshops on death and dying, and the head nurse
of this unit who has expertise in grief counselling.

The philosophy of the unit is to promote ethical decision making as a shared moral
responsibility to the child. Partners in care include the child, as appropriate, the parents or lega!
guardians, and all members of the health care team. Patient care conferences are frequently
held to discuss the ethical issues involved, to review the options available based on
reasonable standards of care, and to decide a plan of action. Additionally, critical incident
debriefings are provided for any child's death on an *as needed basis”. Stalt members are

encouraged to initiate these sessions and are supported by alldisciplines.

Sample

The qualitative nature of this study demanded that a nonprobability sample be used
because informants were needed that were knowledgeable, articulate, and willing 1o share their
experiences (Morse, 1986; Morse & Field; 1995).

ltis essential that the informants be not only knowledgeable, that is, have experience with
the topic under investigation (Colaizzi, 1978) but also be reflective and willing to share with the
interviewer (Colaizzi, Morse, 1991; Morse & Field, 1995) in order to "maximize opportunities to
obtain the most insightful data possible* (Morse, 1986, P. 183). One assumption underlying
nonprobability sampling is that all participants in a setting are not equally knowiedgeable about
the phenomenon being investigated. Some members of the group would be considered more
informative and more articulate than others owing to ditferences in roles, age, education, past

experience, and ability to recall (Morse, 1986, 1991). Some have better observational skills,
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have grealer insight, and are more interested in the research opic than others. Furthermore,
some members are more receptive 1o being interviewed and are more likely to disclose
information 1o the researcher (Morse, 1986, 1891). Therefore, a nonprobability, purposive
(Morse & Field, 1995) sampling design was used to faciltate understanding of the lived
experience of grief. The researcher purposefully selected informants, via the eligibilty criteria,
who were experiential experts, that is, pediatric intensive care nurses who had experienced
accumulated iosses through the death of their patients.

The exact sample size was not determined before hand because in qualitative research,
sampling and data collection cease "when the researcher ... obtains coherence and does not
collect any new information” (Morse, 1986, p. 186) and the richness of the data is meaningfu! to
repon (Lincoln & Guba, 1985; Munhall, 1989). However, because of the length of the data-
gathering interview(s) and the detail of the complete description, the sample size is small
(Omery, 1983), ranging from asingle case study to six informants for a phenomenological study
(Morse, 1986; Morse & Fieids, 1995). This researcher recruited six nurses as this number has
been considered appropriate for such a homogenous sample (Lincoln & Guba, 1985; Morse:

1984a).

Eligibitity Criteria

Ideally, the study sample needs to be drawnfrom a population actually experiencing the
phenomena under investigation rather than reflecting back (Oiler, 1982). However, the
researcher was unable to predict the number of dying children at any one time and the review of
the literature revealed that grief is experienced over time. This does not present a lim#ation to
the study as one of the basic assumptions of phenomenology is that people do act as
observers and do pay attention to themselves in terms of their activities and experience (von
Eckarisberg, 1971) and as "sach individual's history is a dimension of the present, a past

experience will exist in the present moment" (Liehr & Marcus, 1994, p. 263). Therefore, for the
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purpose of this research, the participants were required 10 meet the following criteria:
1. tobe aregistered nurse currently working in the pediatric intensive care unit of the

target hospital,

2. tohave experienced the death of atleast three chiidren tor whom smhe has cared in the
pediatric intensive care unit,
3.  to be ableto converse fivently in the English language.

The first criterion was established 1o exclude other intensive care unit staff {that is,
student nurses, physicians, unit secretaries) in order to maintain a homogenous sample. The
second criterion wasto avoid obtaining opinions from nurses who had not lived the experience
of grief resulting from the recurrent and trequent deaths of their patients. The third criterion was
required asthis researcher is not bilingual. The target hospital is bilingual in nature and employs
some nurses with French as their first language, but the participants had to be comfortable in

describing their grief experience using the English language.

Method

A flexible, guided interview with open-ended questions was used to facilitate the
investigation into the phenomenon of grief (May, 1991; Milier & Crabtree, 1992: Morse & Field,
1995). The same questions were covered with each participant for some consislency to allow
for comparison between and among informants, but not nacessarily in the same order or using
the same wording. The participants were able to structure their own thoughts and how they
expressed them. Each of the informants participated in one face-to-face, in-depth interview.
The average length of interview was 99 minutes but ranged from 64 1o 141 minutes. They were
asked 1o discuss specific experiences with the deaths of chiidren for whom they had cared. #t
wasthrough their sharing of these lived experiances with dying patients and their families that
the nature of their grief experience was understood.

The focus of the interview was based largely on the research questions of the study



which were derived from the phenomenon of grief as described in the literature. The
phenomenological inquiry was guided by the research questions and initially included: griet
reactions, factors influencing the nurse's grief experience, coping strategies, and changes
associated with the grief experience. The interview tool was piloted and a question was
subsequently added in order to solicit a portrayal of the context in which the informants
experienced their grief. Additionally, the wording of prompts was changed to better refiect the
phenomenologcal approach and to better discover the essence of their experiences (see
Appendix A). Interviews were audiotaped and typed verbatim. Fieldnotes were completed

immediately following the interview.

Data Collection Procedure

Pilot Study

A pilot study was conducted before the main project was undertaken for two principal
reasons: (1) to give the researcher more experience in qualitative interviewing, and (2) to test
the semi-structured interview tool. The success (validity) of the question put to the participants
depends on the exlent 1o which the questions tap the participants’ experiences apart from their
theoretical knowledge of the topic (Colaizzi, 1978).

Foliowing approval from the University of Oftawa Faculty of Heaith Sciences Human
Research Ethics Committee and approval from the target hospital, participants were recruited
from a pediatric intensive care unit in a separate pediatric metropolitan teaching hospital. This
hospital was selected due to (1) its similarity to the main study's target hospital, such as bed
capacity, bed occupancy, average level of acuity, patient population, primary reasons for
admission, and size of nursing stalf, and (2) the researcher’s familiarity with the nursing statf in
this unit which facilitated access and selection of prospective informants. The fesearcher had
prior knowiedge of which nurses had the experience required, would be “good to talk to", and

would probably be willing 10 participate. Morse (1991) states that primary selection is “an ideat
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method of sampling in phenomenology” (p. 136). Based on the eligibility criteria. this researcher
approached two nurses who had previously expressed an interest in the study and both readily
agreed to participate. Informed consent was obtained pricr 1o the interviews. Tha interviews
were heid in a place chosen by the informants. Interviews took from 70 to 104 minutes. The
audio-taped interviews were transcribed within the next twenly four hour period. The
transcription was then checked against the tape for accuracy. Field notes were written
immediately post interview. The transcripts were then reviewed by this researcher’s qualitative
methodologists and areas for improvement were identified. Alternate wording of the quastions
was suggested in order to obtain the desired depth of answer. areas for follow-up details were
identified; strategies for exploring the subtiety of meaning were discussed; and it was noted
that a redesign in the pattern of questioning was needed. A third participant was then recruited
using the above selection procedure to implement and practice these strategies. The
researcher was able to further develop the an of interviewiné. become more comfortable with
the ebb and flow nature of the interview process. and respond in aflexible fashion in order to
follow the participant's expression of ideas. Upon review of the third transcript, approval was
given by this researcher’s thesis committee to advance with the main study. Data from the pilot

study were analyzed for themes, but the cases were not blended with the main study.

Main Study

During the research proposal phase of the study, atelephone conference call was held
with the head nurse of the pediatric intensive care unit of the polential target hospital. The
purpose of this first meeting wasto obtain consent 1o use the site for the study. The aims of the
study and the process of data collection were discussed. Verbal support was obtained and a
copy of the proposal was forwarded. Approval wasthen obtained from the University of Ottawa
Faculty of Health Sciences Human Research Ethics Committee and the appropriate research

committees of the target hospital. A qualitative methodologist from one of the target hospital's
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affiliating universities reviewed the proposal at the request of the nursing research committee
and approval was granted with no recommendations for change.

Prior to data collection, asecond conference call was held with the head nurse to discuss
the recruitment process. The head nurse desired to assist the researcher with the recruitment
dnd, to this etfect, distributed to @ach nurse aletter (see Appendix B) explaining the study and
requesting participation, aswell asposting it in the unit communication book.

The head nurse reported that there was astrong and immediate expression of interest in
the study among statf on the unit which has not been a common response to other research
projects. Close to twenty nurses verbally acknowledged to the head nurse that they were
pleased to see this topic being addressed. Itis especially interesting to note that an additional
five nurses reported, that although they believed the study was valuable and necessary, they
requested that the head nurse not ask them to participate as they felt unable to talk about this
subject. The head nurse also noted that it had been a particularly ditficult past three months, as
the number of deaths in that time period had already exceeded the average annua! mortality
rdte.

A list of five names of interested statt was presented to the researcher one week
foliowing the first meeting. A sixth nurse comtacted the researcher two months atter the initial
recruitment letter to inquire if participants were till needed. This nurse was recruited into the
study at that time. In the course of the following four months, no further nurses offered to
pdrticipate, although one nurse approached the researcher directly to express her interest in
the study but felt she had nothing worthwile to contribute. The eligibilty criteria and the data
collection procedure were reviewed with this nurse but no persuasive techniques were used
given the emotive nature of the topic. She did not participate.

Contact by telephone wasmade with each of the subjects. The purpose of the study and
the data collection procedure were reviewed and allverbally agreed to participate. At the time of

the firstinterview, aformal written consent was obtained (see Appendi: C). The interviews were
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scheduled at amutually convenient time and place. Atthough the head nurse offered to provide
time atwork for data collection, the interviews were not conducted during scheduled working
hours. This researcher felt that uninterrupted interviewing time could not be guaranteed given
the unpredicatable nature of the intensive care unit environment and the tendency for nurses
to worry about their patients for whom they fett responsible. In addition, the subjects were
concerned that they would inflict a heavy workload on their colleagues for an undetermined
length of time. The potential need for the participants to protect their feelings upon return 1o
the work environment also was adeciding factor in choosing atime outside working hours. Four
of the interviews were held in the respondents’ homes and two were located in an isolation
room in the workplace according to their preference.

Toward the end of the third month of data collection, the researcher sought any additional
informants interested in the study. The head nurse determined that a follow-up letter would be
posted in the communication book informing the staff of the current status of the study.
Additionally, the head nurse presented a list of nurses believed to be interested in the study
but who had verbally indicated that they believed that they had nothing to offer that would be
valuable to the study. Personal letters were forwarded to each of these nurses requesting their
participation. Nurses who had previously indicated they did not want to be approached were not
contacted. No responses were forthcoming. Preliminary data analyses of the first five interviews
demonstrated data saturation of themes identified both in the pilot study and the main study
data set and the sixth informant did not contribute any additional themes to this. Upon
consultation with members of the researcher's thesis committee, data collection was

terminated.
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Characteristics of the Paricipants

Pilot Study

The three informant’s in the pitot study ranged in nursing experience from 5 to 19 years;
intensive care nursing from 2.5 to 10 years; and in tenure on the unit from 2.5 to 6 years. One
nurse had worked in an adult intensive care unit and had experienced the death of patients in
this area. Two had experience in long term care with children who were technology dependent;
both had been exposed 1o death in this setting. One of these subjects also had experience in
emergency nursing. None of the participants had experienced the death of immediate family
members. One participant identified that she had just recently expetienced the death of a
significant other in her life. atthough it was not afamily relation. All three had experienced the
death of acolleague in the unit eleven months prior to this study. Two of the parlicipants were

parents. All but one of the informants were female.

Main Study

The six informants of the main study ranged in nursing experience from 210 20 years, in
intensive care nursing experience from 9 months to 19 years; and in tenure on the unit from 9
months to15 years. The summative experience of these participants is described. Three of the
nurses had previous experience with adult nursing, one in the area of intensive care, one in
emergency nursing, and the other in oncology -hematololgy. Two of the nurses had previous
experience on a pediatric long term care unit, where the children were dependent on
technology for sutvival, one had experience with pediatric oncology-hematoiogy; one in
neonatal inlensive care; one in pediatric emergency; and one had experience with pediatric
medical air transport.

Four participants had experienced the death of achild prior to working in an intensive care
unit. The participant who had worked in an adult intensive care unit had experienced the death

of adult patients for whom she cared prior to working in a pediatric intensive care unit as well as
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pediatric patients in the emergency department. This was similar for the nurse who had worked
in a neonatal intensive care unit. Two of the participants had experienced the death of
immediate family members. One of the participants was a parent. All but one of the informants
were female.

A summary of the demographic characteristics of the pilot and main study samples are
shown in Table |and lirespectively. InTable 1, the participants are identifed as P1, P2, and Pa.
Inthe main study, Table Il. non gender specitic names - Alex, Casey, Dale, Jamie, Pat, and Sean

- are provided to protect their anonymity.

Table I. Description of informants - Pilot Study
P1 P2 P3

Age 231-40 =41-50 221-30
Highest Lave! of Nursing Educstion diplorna degree diploma
Achieved

Cutrrant Educational Endeavors degree degree
Yoars of Nursing Experience 26-10 >11 2610
Years Intensive Care Experience 2 6-10 > 205
Years Pedistric intensive Care Experience | =6-10 2 6-10 2 0-5
Number of Children's Deasths Experienced z10-25 >25 210-25
e ————————————————————ra —
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Table i. Description of Informants - Main Study

Alex Casey Dale Jamie Pat Sean

Age 231-40 221-30 &21-30 221-30 = 31-40 231-40

Highest Master's Master's degree diploma diploma degree
Level of prepared prepared
Nursing

Education

Current degree
Educational
Endeavors

Yadrs of >11 205 26-10 2610 26-10 =B6-10
Nursing
Experience

Yoars >11 20-5 =6-11 20-5 26-10 26-10
intensive
Care
Experience

Yadrs >11 20-5 2611 205 26-10 26-10
Pedistric
intensive
Care
Experience

Number of >25 <10 = 10-25 =10-25 210-25 >25
Chtidren's (slated > 100)
Dasths

Exgorlenced —

Data Analysis

The method of data analysis varies among phenomenclogical researchers, but the goal to
remain faithful 1o the phenomenon in the interpretation is common to all methodologies. Data
analysis was performed by the researcher according to the procedure outlined by Colaizzi
{(1978). Inthe 25 years since the appearance of his method oi content data analysis, qualitative
data analysis methodolgy has not been modifiad while refinement has occurred predominantly
in the area of data management. Current authors (Huberman & Miles, 1994. Morse, 1994b:

Morse & Field, 1995) continue to identify simitar components to the analysis procedure, The




goal of content analysis wasto identity the themes that would capture the essence of what it is
like to grieve the loss of achild for whom the pediatric intensive care nurse has cared {Field &
Morse, 1985; Swanson, 1990). This researcher chose Colaizzi's procedure because the
process was viewed as logical, systematic, and coherent, strategies needed by this novice
investigator in qualitative research. In addition, Colaizzi describes his procedure for analysis as
being developed from Heideggérian existential phenomenology and therefore it is compatible
with the interpretive approach taken with this study (p. 52).

As soon as possible following the interview, each tape wastranscribed verbatim. Then the
tape was replayed to check the transcription for accuracy and to add notations regarding
changes in voice, significant pauses and inflections (Field & Morse, 1985). When the interviews
were compieted, data analysis began (Colaizzi, 1978). The data set consisted of 310 pages of
typed text. The entire description of each subject's data was read through for a sense of the
whole. The transcript was then analyzed with more depth so that significant words, statements,
and passages that directly pertained 1o grief could be extracted. Notations were made in the
margins and meanings (categories or common elements) were formulated as they emerged
from the significant statements.

A manual data filing system was utilized as illustrated by Fietd and Morse (1985, p. 101-
102). The interviews were transcribed with two inch margins on the right and ieft sides so that
te:t analysis and initial memos could be written on the pages. Each line of the text was number
coded with both a line and page number. Each page of the interview was colored coded in the
lett margin, with one coloured stripe for each participant. The major categories were written in
the margins and then the relevant sections of the transcribed notes and interviews were color
coded with colored markers and subseguently were cut and pasted onto a full sheet of paper
(card)and filed in the appropriate folder for that category. These folders subsequently became
subfiles and were divided according to the prinicpal research questions: (a) factors infiuencing

the informant's grief experience, (b) the informant's grief reactions and feelings, (c) how the
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informant copes with grief, (d) and the learning process associated with grief. An additional file
was created that was associated with (e) context. As one segment initially fit into two or more
categories, multiple copies of data were made. The colour and number coding became a fast
method of identitying all data, allowing pieces coded for analysis to be traced to the original
source.

The above process was repeated for each transcrived interview and the resulting
aggregate of formulated meanings were then organized into clusters of themes which were
validated by referring back 1o the original transcripts to ensure no data had been ignored or
added to. The cards were then sorled into piles that seemed to have a common thread, looking
for patterns and relationships between cards and piles of cards. New "theme” file folders were
created for the newly created groupings. Through the process of making comparisons and
asking questions, connections between categories began to emerge.

The results of the analysis were then integrated into an exhaustive description of the
nature of grief for pediatric intensive care nurses. As described by Bergum (1991), “the writing
and rewriting, the constant search for deeper meaning, changed not only the understanding of
particular parts of the study but also the totality of the study, which again required rewriting" (p.

66). This constant search for new understanding has been called the hermeneutic circle.

Enhancing Methodological Rigor

In this study, the quantitative terms of internal validity, external validity, reliability, and
objectivity are referred 1o as credibility (truth value), fittingness (applicability), auditability
(consistency), and confirmability (neutrality), respectively as renamed by Guba and Lincoin in
1981 (Beck, 1993; Sandelowski, 1986).

The informants should recognize the researcher's described experiences as their own
(Beck, 1993 Sandelowski, 1986). "As in any phenomenological investigation, the validity of the

lindings must be assessed by its reception. Hf those who have lived the phenomenon can see
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their own reality mirrored in the model, then the validity of the modet is supported” (Swanson,
1990, p. 71). Therefore, the informants must be asked if the analysis reflects their reality and not
a slanted view of the investigator. Additionally, the researcher must share the findings with
others who have experienced the phenonemon under study to critique how well it accounts for
their experiences. The researcher returned o the participants with the analysis of the findings
to ask it the themes described their experiences. These follow-up interviews were 60 minutes
in length ang occured in their home or a conference room in the workplace as selected by
them. None of the themes identitied were refuted by these nurses. However, due to the
emotive nature of the data, the responses of the participants were limited 1o the verification of
the researcher's results rather than a further reflection of this lived experience. Additionally,
the findings were reported to a small group of pediatric intensive care nurses of the target
hospital for the pilot study. These nurses aflirmed the phenomenon. These strategies support
the credibility, confirmability, and fittingness of the findings. The findings were not reporied to
the target hospital of the main study at this time. Statf were unable to attend the presentations
for reasons of patient care. The findings will be presented attheir annual research conference in
the Fallof ‘96 asrequested by the head nurse.

One of the commitiee members, a full-time social worker, expert in family bereavement,
reviewed clean copies of the transcripts, in conjunction with the themes, not only to verity
auditability, but to also determine if acditiona! themes related to grief could be identified. The
data collection and analysis methods were reviewed by the researcher's expen qualitative
methodologists to prevent researcher bias and selective inatiention (Morse, 1986). In addition a
Master's level nursing student, tamiliar with qualitative methodology, independently reviewed
the themes with clean copies of two transcripts and a copy of the themes to determine if she
could, “adopt the same viewpoint as articulated by the researcher, also see what this researcher
saw, whether or not she agrees with it” (Giorgi, 1975. p.96). These measures are documented

in detail in this report and support the auditabiiity of this study. Additionally, the readers have
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been provided with rich excerpts from the transcripts (Beck, 1983; Morse, 1994a; Swanson,
1980) so that they can judge for themselves if they would arrive at the same or comparable

conclusions given this researcher's data, perspective and situation (Sandeloskwi, 1986).

Ethics and Human Rights
Measures to assure protection of the rights of the participants began when permission to
conduct the study was sought from the University of Ottawa Faculty of Health Sciences Human
Research Ethics Committee and all appropriate research committees of the target hospital. To
ensure the participant's right to informed consent, all were given aletter of information which
explained the intent of the study along with an opportunity 1o raise any questions or concerns.
Initial consent was obtained verbally from the participants when they indicated a desire to
participate in the study. At the time of the first meeting a tormal written consent was obtained.
The written consent form contained the following elements which Field and Morse (1985, p. 42-
44) have identitied asbeing essential in the conduct of research: (1) an explanation of the study
including purpose, taping of interviews, number and duration of interviews: {2) assurance of
confidentiatity and that only anonymous quotes will be used in any publication; (3) a statement
indicating that the study will hopefully heighten awareness about nurses’ grief experiences; (4)
an indication that the participant is free to refuse to answer any questions without penalty; and
(5) the parlicipant is free to withdraw from the study at any time or withdraw some or all data
provided without penalty. In addition to ensuring complete confidentiality of all participants
throughout the study, confidentiality of patient information has also been protected. At no time
during the study have children who died or their families been referred to by name.
One condition for obtaining optimal comprehension in phenomenological research is
that participants must be willing to tolerate intrusion and to share their lived experience with the
researcher (Morse, 1994b, p.28). They perhaps take a risk. Therefore, the participants

anonymity has been assured and they were reassured that the report would not have any
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untoward ramifications for them personally. Additionally, it was appreciated by the researcher
that for some, if not for allthe participants, that talking about their grief wouid be a sensitive area.
The researcher wastherefore prepared to provide support during the interview and to suggest
the Employees Assistance Program, Bereavement Coordinator, or other counselling resources
as necessary. The researcher was prepared to terminate the interview in the event that the

emotional integrity of the nurse would be compromised.

50



CHAPTER 4

The Participants’ Accounts - Findings and Discussion

Introduction

This chapter describes the essential structure of the grief experience of pediatric
intensive care nurses when their patients died. Each section expiores three elements of the
participants' grief, namely: (1) grief responses, (2) influencing contextual factors, and (3) coping
strategies. While each participant provided a distinctive account of the experience, in-depth
comparative analysis of the interviews revealed themes woven throughout the described
personal experiences specific to each element. Further analysis within each theme revealed a
multitude of variables. The participant's own words are used to support the identified themes
and build an exhaustive description of the experience. All of the names of the informants have
been changed to protect their anonymity. Non gender specitic names have been selected and
the female gender is used when necessary throughout the findings. No chi'l'dhgﬁ. o their
families, hava been identified by name. A discussion has been incorporated into this chapter as
iscommon o phenomenological writing (Wolcott, 1980). As described by Lofland (1974), the
presentation and discussion of qualitative results is a blending of results, “frame"
(conceptualization or description), and discussion:

“Frame and qualitative materials coexist asone whole, each depending upon the other for

the ‘interest’ areader hasin the frame or in the qualitative material . . . The frametaken

separately is dull because the reader has little conception of the concrete empirical reality

to which the frame might refer. The 'data’ alone are dull because the reader has ne notign

of what sort of social structure or process might be involved. But interpenetrated through

minute and continual alternation between data and frame-elements, the whole is more
than the part™ (108-109).

Pediatric Intensive Nurses’ Griet - An Overview
The majority of the interviews were highly emotiona! both for the participants and the
researcher. Their distress was both audibly and visibly evident. The participants' voices would

often break as they discussed the children's deaths. Their tone of voice would soften and at
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times become almost inaudible. Frequently there were long pauses in their descriptions and
occasionally they stopped telling their stories when they were having difficulty coping with their
emotions. They would resume their stories later. All participants were teary during the interview
and most of the participants broke down and cried several times. It was necessary to break for a
short time for all but two of the interviews. The participants needed time to regain composure
before they felt they could continue.

Nervous laughter also predominated all the interviews. It appeared that it was used at
times to replace other expressions of emotions such as crying or anger or to hide their
embarrassment. 1t also seemed to occur when the participants expressed thoughts they felt
might not be acceptable 1o say out loud. For example, the participants would give a slight laugh
when discussing the removal of the child's body from the unit or when feeling a sense of
release atthe time of a child's death.

Many of the participants were faced with suddenly remembering deaths or events of
deaths that they had previously thought had been forgotten. These often triggered a more
iMtense emotional response. However, no one requested 1o end the interview prematurely,
Despite the vulnerability the participants faced, all of them stated i had been beneficial to them.
Some expressed asense of emotional refief at having said out loud many of their thoughts and
feelings. Some stated they felt giag they remembered these children because it helped them to
see that they were still caring human beings. Several described feeling good about sharing
information that they hoped would be helpful to other nurses. Another described that it had
helped her gain a new perspective about her grie!. One participant's words poignantly
expressed what alithe participants stated atthe end of the interview:

*l was happy that 'm able to do it because it just, it *fait le vide” [catharsis] and uh, Ithink in

general we should, nurses need to do that. ... We talk about it at lunch but nobody really
spills their guts out.” .

Perhaps the highly emotional nature of these interviews partially explains the discrepancy

between the nursing interest in the study but the limited participation.
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The participants confirmed that pediatric intensive care nurses do experience multipte,
accumulated losses as part of their working life. They all stated that not only had they been
exposed to many deaths, but they had often been exposed to several deaths at one time or
within a short pericd ot time.

Pediatric intensive care nurses’ grief was a complex phenomenon. Even though there
were common patterns in the griet of nurses, their grief was a personally lived experience. The
death of a child was uniquely lived by each participant and each death was unique in and of
itself. The participants made H clear that the death of each child was different and therefore their
grief wasdifierent for each of the deaths. Nurses who had the same child death exposure did
not necessarily share the same grief experience. The meaning that each individual placed on
the death of the child was different due to such factors as age of the nurse, and personal and
professional work experiences. Individualization as an attribute of grief is not unique to these
participants. Cowles and Rodgers (1993) reported in their meta analysis of the current and
classic literature, that the general consensus was that grief is a highly variable phenomenon
among individuals. Cody (1991), in his phenomenological study of four persons who were
grieving the loss of aclose other through death or separation, stated that “the meaning of any
loss is determined individually, subjectively, and situationally by the person experiencing it" (p.
61).

Consistent with the current research and writings on griet (Demi & Miles, 1986 Katz &

Fiorian, 1986-87; Parkes, 1972), the participants’ grief was also multifaceted and muttivariate, .

that is, their grief had many interwoven elements. The etements identified in the analysis were
grief responses, influencing contextual factors, and coping strategies. Within each of these
elements there were many variables. First, the participants described avariation in their teelings
.ol grief with each death, such as sadness, anger and guilt, and how these feelings could be
manifested in a variety of ways. The participants described how they lived through different

combinations of feelings of grief and how the intensity and duration of the emotions varied from
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one death 1o another. As the participants shared each of their stories. it became evident that
their grief responses were influenced by a myriad of contextual factors They identitied such
factors as the mode of death, reactions of the family to the death, the meaning the child and
family had for the nurse, age ot the child, the number of deaths recently experienced by the
nurse, available supports, concurrent personal stresses, and available coping strategies. Thus.
the participants’ grief was both personally and contextually driven. These influencing factors
were different for each death. As Alex said: “But every death is somewhat different” and
therefore, the participants’ grief was different for each death. Also significant, the nurses were
not able to predict their responses to the death of a child because these variahles changed for
each child's death and most were not within their influence to control.

There was no habituation 1o the nurses’ grief. There appeared to be no acclimatization to
their stated behavior or feelings at the time of the child’s death. This is in contrast to the
habituation that seemed 1o have deveioped for other stressful situations in the unit, such as
their fears of being unable to carefor any child in the unit or 10 be abie to function at a cardiac
arrest. All stated that they “would never get used 1o the death of children”. Even those nurses
with ten to twenty years of pediatric intensive care experience continued to grieve when the
children for whom they cared died. They described how their grief could be asintense and of as
long aduration after many years of intensive care experience as it was the first time they were
exposed 1o the death of achild. However, the experienced participants appeared to continue 1o
derive great satisfaction in pediatric intensive care nursing despite having been exposed to
many children’s deaths during their tenure in this setting. The participants described how they
leamed to manage their grie! by learning to cope and this was another element 10 the lived griel
experience of pediatric intensive care nurses. The nurses learned, through a process of trial
and error, to develop a variety of coping strategies, such as the development of death rituals,
sharing their experience with others, and creating a personal philosophy of iliness and death.

The development of coping strategies to manage their grief is similar o the finding by Vachon



(1987, 1994) and Vachon and Pakes (1885). In their research of occupational stress, these
authors found that health care protessionals developed and utilized a similar variety of strategies
to cope with the stress of caring for the critically ill, the dying, and the bereaved.

The nature of pediatric intensive care nurses' grief was an experiential one and was the
essence of their lived grief experience. For example, asthe participants had more exposures 10
death, they began to learn what contextual factors surrounding the child’s death affected their
griet response. The more experienced participants had learned to perceive each death as a
whole, used past concrete situations (of both those children who had survived and those who
had died) as paradigms, and rnoved more quickly to the specific coping strategies that they had
learned would be the most helpful in managing their grief for the particular contextual factors of
the child's death. Incontrast, the participants who were inexperienced with the death of children
feit overwhelmed when their expectations and preconceived notions related to life and death
were disconfirmed by the actual situation.

As defined by Kolb (1985), experiential learning is “the process whereby knowledge is
created through transformation of experience” (p. 38). In the process of experiential learning,
ideas are formed and continuously modified by experience. The process of learning is the
individual's desire to resolve the conflicts between the interplay of one's expectations and
concrete experience. It involves the integrated functioning of the total organism - thinking,
teeiing, perceiving, and behaving. Central to this iearning process is self refiection. Boud,
Keogh, & Walker (1985) state that ‘reflection in the context of learning is a generic term for
those intellectual and affective activities in which individuals engage o explore their
experiences in order to lead to new understandings and appreciations™ (Atkins & Murphy,
1993, p.1189). Experiential learning is acontinuous, lifelong process. It was through constantly
reflecting upon some of the children's deaths that the participants had learned, or were
leaming, how to manage their feelings of grief and cope with muttiple, accurnulated iosses. In

the following account, Pat describes this experiential process.
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Pat. “... think in asense I've learned to first of all cope, in many different situations,

positive and negative. And I'm sort of able to carryon now. ... tthink just dealing with

ditferent people and dealing with the grief process over and over again, I've learned
basically how Ican make it better for me, and how |can learn to live with it, for me. And uh
ultimately hopefully make it the best for the parents and the baby and whoever.” (5 plus
years intensive care experience)

The participants did not achieve mastery of their grief through a single exposure 10 the
death of achild for whom they had cared. Pediatric intensive care nurses, inexperienced with
death, could not know the breadth and depth of each of the elements of the grief experience
from the death of only one child. This was because they had not yet learned that the griet
experience was not limited to asingle form. They had not yet learned that the contextual factors
of achild's death changed each time and that this would affect their grief responses. They had
not yet developed avariety of coping resources to help them manage their grief. The only two
constants for the nurses were the hope that each child for whom they cared would live and the
threat that achild for whom they cared would die.

Therefore, managing their grief was alearned and alearning process. No one was able to
tell the nurse how she would grieve and no one was able to make the nurse an expert griever.
As noted in Benner's work, “knowing that” and “knowing how" are two different kinds of
knowledge. Reading about or being toid what to expect at the time of a child's death and being
informed of the coping strategies that are helpful 16 manage one’s grief are not the same as
learning “how” to manage one's grief through experience. Just as “expertise develops when
the clinician tests and refines propositions, hypotheses, and principle-based expectations in
actual practice situations” (Benner, 1984, p. 3), experience with death was a requisite for
expertise in managing one’s grief when living multiple, accumulated deaths. The participants
who appeared to be successtul at managing their grie! had learned from being exposed to
ditferent deaths and by reflecting upon all the elements of the griet experience. They did not
appear to isolate themselves. Rather, they worked with others 1o receive the support they

needed 10 survive this painful experiential process.



As aresult of this learning through multiple experiences with death, the nurses' lived
experience of grief underwent change and also created change. Their grief responses varied in
quality and intensity from time to time due 10 the changing contextual factors associated with
each death. Their grief responses also changed over time because of the development of
coping strategies that helped them manage their grief. For example, a factor such as organ
donation may have caused considerable grief at one stage in their career, but appeared to
change for some participants when new meaning was assigned to it when they later had
experiences with transplantations. The nurses also stated that they had changed over time due
to such factors as normal maturational development and personal life experiences such as
marriage, parenthood, or the death of asignificant other. These findings are consistent with the
grief iterature that states that the maturational processes of age, experiences with losses. and
emergent lifte opportunities, such as parenthood, determine one's responses fo death
(Parkes, 1972; Rando, 1984; Worden, 1991). Several of these findings are also consistent with
those of Eakes (1890) in her exploration of how hospice nurses eMectively resolved their
multiple experiences of grief. She too found that personal family relationships and personal
experiences with death influenced the nurses grief reactions at diferent times in their career
working with the terminally ill.

Even the nature of the pediatric intensive care setting changed over time and these
changes influenced the participants’ grief. For example, constant advancements in technology
resulted in ever changing bioeihical issues. Procedures, such as organ donation and
transplantation, the use of extracorporeal membrane oxygenation, or innovative cardiovascutar
paliiative surgical interventions had sometimes caused the participants to question the "right"
balance of hofistic care in the unit. When is enough, enough? When is a dignified, peacetul
death the preferred choice to quantity of life? However, how these changes would affect their
grief couid not be anticipated prior to the death of a child. These bioethical issues also

contributed 10 there being no habituation to their grief.
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The nurses’ lived experiences of grief also created change. The participants stated that
their fives hag been altered. The more experienced participants described how their exposure
to multiple deaths and the grief they had experienced changed the way they viewed life and
death, how they defined their philosophy of nursing, and even how they coped with problems
in their personal lives, findings that are consistent with other research on the grief of hospice
nurses (Eakes, 1990) or coping with the occupational stresses of critical care nursing {Vachon,
1987, 1984: Vachon & Pakes, 1985).

Consistent with the definition provided by Cowles & Rodgers (1991, 1993), grief for
pediatric intensive care nurses is defined as a highly individualized phenomenon which
pervades every aspect (physical, emotional, social, spiritual) of their being when a child for
whom they care dies. It is a complex phenomenon that reguires a holistic view of the multipie
contextual factors that interact with the deaths of the children and the development of relevant
coping skills over time, both of which infiuence the grief response. However, unlike the
definitions provided in the literature, the nature of their lived experiences of grief is an ongoing
experiential learning process. This is because pediatric inlensive care nurses are exposed to
many deaths on an ongoing basis. Therefore, the experience of the nurses is characterized by
cognitive, affective and behavioral changes following exposure to multiple children's deaths.

The following sections provide a more in-depth view of the complexity of pediatric
intensive care nurses' lived experiences of griet. The elements of their griet and the multiple
variables within each element, asdescribed by the particinénts, is presented. Inthe first section,
the context of pediatric intensive careis described to provide insight into how these participants
experienced their grief. The second section describes how these nurses have reacted 1o the
death of achild for whom they have cared and presents the theme of hurting. The third section
describes the contextual tactors that have influenced their grief responses. Two themes have
been identified: the nature of the nurse-family unit relationship and dissonance. The final

section describes how these nurses managed their grief. Five themes related to coping have

58



59

been identified. They are (1) self expression, (2) sef nurturance, (3) termination of relationship
activities, (4) engaging in control taking activities, and (5) self-reflection. An overview of the

findings and discussion is followed by presentation of datain fuil.

Section_1: Background
This section presents information related to the context of pediatric intensive care, or the
world in which these nurses work. This description helped to provide insight into how these
participants experienced their grief. To reiterate, the names of the participants are Alex, Dale,
Pat, and Sean, who, for the purposes of this study, are considered experienced nurses with
five plus years of pediatric intensive care experience, and Casey and Jamie, inexperienced

nurses with less than five years of the same experience.

1.1 Decisions to_work with children

All the participants had chosen to work in pediatrics because of their love of children.
They described the nature of working with children as different from that of working with aduits
and as a result the rewards they experienced were different. Working with children was
described as “more upbeat”, “more fun." They were described as more resilient: they
“bounced back” from their illnesses “faster” than did adults, Additionafly, they perceived that
children fought harder to live; did not give up on life when faced with the challenge of a iife-
threatening iliness. Working with children was described as working with “the beginning of lite".

The participants also described children as more open and honest in their
communications and thus the nurses felt they knew where they stood at any one time. They
stated that children, understandably, became angry when the nurses hurt them, but they
described how children quickly forgave them the hurt. They stated that children were very
demonstrative with their affections and they, the nurses, were permitted to physically show

their feelings of atfection and empathy with the children and families.



All the participants felt they had made a difference in the lives of the children for whom
they had cared. They stated that most tamilies showed their appreciation of the care provided in
avariety of ways. The nurses who had worked in adult settings stated that they had frequently
questioned it they had really made aditference in their patient's care. The adults were perceived
asmore verbally abusive and often the patients and/or their families complained about the care

they had or had not received.

1.2 Decisions o work in intensive care

The reasons the participants cited for entering this work environment were varied. For
Alex and Pat, it was an opportunity to have one-to-one patient care and to be able to have the
time to provide holistic care to the child and family. They stated that workload issues in the non-
critical care environments had prevented them from "gefting to know their patients” and from
providing total patient care. For example, they stated they had felt frustrated atthe end of a shift
that many of the needs of the patients and their families had not been met and described
feeling alack of control over the delivery of their nursing care. Dale and Sean expressed the
fact that they had wanted to work in intensive care since graduating from nursing school. They
perceived that clinical knowledge and skills could be expanded 1o enhance one's sense of
competence. Jamie, as well as several other participants, identified that they had not wanted to
work with chronically ill patients and perceived that the children in the intensive care
environment recovered more rapidly from the acute phase of their illness and were than quickly
transterred to another unit, Casey’s reason for seeking employment in intensive care was
related to the fact that she had heard that the unit manager was highly supportive of the nursing
staft. She transferred from a unit where she had not received support in her grieving the deaths
of the children for whom she had cared.

Neither Casey nor Pat had had aburning desire to work in pediatric intensive care. In fact,

both expressed that they had had serious doubts about their abilties to work in this
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environment. They said they ‘had not been ready” for this type of nursing and did not
“consider themselves an intensive care nurse.” While Pat stated that now she would never
work anywhere other than intensive care, Casey still expressed much reservation about her
abilities to work in this type of setting.

The wide range of age groups and the enormous scope of childhood diseases was an
aftraction for some of the participants. The nurses who had worked in adult or neonatal
intensive care areas stated there was more predictability in the trajectory of the patients’
ilinesses and so they had no longer felt challenged. They perceived this was due to the more
limited number of patient diagnoses seen in these units. They wanted the challenge of the

perceived less predictable nature of events in the pediatric intensive care environment.

1.3 Criticallyill children

The children in the pediatric intensive care unit were described as being seriously ill and
“unstable” and dependent on the nurses for essentially ail of their needs. As described by
Carnevale (1994) in his research on the nature of intensive care nursing, and confirmed by
these participants in their description of the patients for whom they have cared, this meant that
the children were vulnerable to sudden, sometimes fatal, changes in their status. It has also
been well documented that children are even more vulnerable than adults to sudden changes
in their condition due to the anatomical and physiological ditterences of their body systems
(Hazinski, 1992, Shoemaker, Thompson, & Holbrook, 1984). The participants also described
dealing with life-threatening problems. In this context, nursing mistakes were perceived as more
likely 1o cause significant injuries, if not death, to the child than those made in situations that
were not life-threatening. This is very similar to the findings by Vachon & Pakes (1985) who
noted in their research that “the ICUnurse is expected to function atahigh level of professional
competence. There isn't much room for error in this setting” (p. 157). During the acute phase of

their iliness, the majority of children were described as frequently not aware of their

61



surroundings and could not express their own needs. This was due 1o their iliness, level of
cognitive development, or interventions. The participants described that alithese tfactors placed
them at the front line for anticipation, early detection, and swift management of these lite-
threatening problems. They stated that PICU nursing required advanced expertise that was
acquired through experience. They expressed how nurses, new to intensive care, often telt
overwhelmed by the situations confronting them. The participants remembered that it took
many months to feel that they would be able to care for any child that “might suddenly roll
through the doors.”

The patient was described as inciuding more than the child for whom care was being
provided; the family or legal guardians were described as being part of the unit of nursing care.
All of the participants described valuing close relationships with the families and working with

the family was identified as a strong attraction to working with children,

1.4 The ethos of pediatric intensive care nursing

Pediatric intensive care nursing was described asboth sophisticated and diversitied.- The
participants expressed how the skills and pace were frequently accelerated. Theretore, they
described astrong need to feel in control of the situation in order to facilitate meeting the needs
of the child and family. Observation, assessment, and evaluation of life-threatening conditions
preceded appropriate interventions based upon a thorough knowledge of the dynamic
interrelationships of body systems. They stated they needed to control the patient's condition
by “assessing appropriately” and “hopefully intervening before the child's condition
deteriorated.” Therefore, they felt this required a broad scientific base of knowledge as well as
specialized skills. They discussed the need to control the environment in order to be able t0
influence their practice. Even during crisis situations, the chaos remained controlled because
the physical setting was purposely designed 10 jacilitate control. For example, the use of

technology was described as enabling the nurse to feel a better sense of control over the
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child's physiological status at all times. As Alex said, she would find it very difficult to work in a
setting where she did not have the chiid hooked up to alikinds of machines and equipment and
other personnel very close in case something were to happen 1o the patient. The participants
a&lso described how they needed to be in control of self, cognitively and emotionally, so that
they could make appropriate and rapid decisions as necessary. They described that to be out of
control would leave them “leeling totally helpless”, “sort of incompetent” and “unable 1o
tunction,” feelings that were personally unacceptable to them in this setting.

The nurses discussed how the team approach 1o the care of the child was an integral part
of this practice. They described how in a crisis they needed o know that they could count on
the person next to them, to know that when they said “help”, the person “would be there" to
“back them up.” The participants stated that part of their successtul adaptation to intensive care
nursing was building relationships: learning “who one could rely on.” * who one could trust.”

Associated with this specialized body of knowledge and skill was an obligation to a high
standard of care. This was not just apersonal expectation for these participants. It is reinforced
by such influences as the Standards for Critical Care Nursing Practice by the Canadian
Association of Critical Care Nurses (1992) and the Standards for Acute Care Organizations by
Canadian Council on Health Services Accreditation Standards (1994). Unit policies and
procedures are based on these specialized standards.

All the participants stressed how important # was for them to integrate the comfort and
supportive components of care with the cure or therapeutic goals of the intensive care unit.
They described how the survival of the child with a good quality of Iife was the ultimate goal of
the intensive care unit. Theretore, they valued scientific knowledge and high intervention. They
stated that the provision of high quality physicaf care was a necessity for the child's survival, but
datthe sametime, they saw the child as"more than just something you do things to," but rather
as someone who had “leelings and a Iife with wishes and wants™. An holistic approach 10 the

care of the child was equally as important to the participants as the physical safety of the child.
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For example, they told of their anger and frustration when the physicians viewed the child only
as the organ or system for which they had been consulted. They stated that a prime focus ot
their care wasthe child’s and tamily's “physical and emotionat comfort.” They described a strong
desire to eliminate their sutfering. In addition, a collaborative approach to care, with parents as
members of the team and having shared decision-making responsibilities, was also cited as very
important to them.

They believed that being with the child and tamily at all times atforded them the
opporiunity to meet not only the physical needs of the child, but also the psﬁchosocial and
spiritua! needs of the child and the family members. Therefore, the nurses stated that although
they valued providing the necessary physical care o the child and understood that "the physical
needs had 10 be apriority” under most circumstances, they wanted to do so while meeting the
concerns of the family. They believed it 10 be alarge part of their role to help the tamily cope with
the crisis of their child's illness. The nurses “liked the opportunity to follow the same child and
family” and “strongly supported continuity of care" as this facilitated them getting 1o know the
child and family, their needs, and how best to help them. They stated that having a relationship
with the family made caring for the child “less technical,” “more personal” and "more humane.”

The participants also described how there was a strong parental surrogate role to their
nursing care. Sometimes parents and other families members were not present and therefore
the nurses provided the “affection” that parents would have given had they been present.
Hugs, cuddies, and kisses were oftered even when parents were present. Whenever possible,
the nurses described playing with the children aspart of their nursing care.

Learning how to integrate supportive nursing care with the cure aspects of the medical
mode! required experience that only time aflowed. Nurses had to learn to deal with the
technology that had the tendency to separate them from the child. They had to learn to
combine instrument manipulation with hands-on care and with meeting the emotional needs of

the child and family. In fact, many of the participants stated that they "weren't thrilled about
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technology,” bul recognized that it was “part of the setling,” “part of the job,” and were “tools 1o
help them do their job.” The participants identified that it “took them agood tong time to get
integrated.” They described living with the fears of “missing something in their assessment” and
‘not being able to react quick enough when need be." Consequently, in the early stages of
their work in intensive care, their nursing practice predominantly focused on the provision of
the child's physical aspects of care. They described feeling frustrated and guilty when they
could not provide holistic care. These findings are highly consistent with Benner's work on
moving from novice 1o expert (1984) and the work of Benner and Wrube! (1989) on caring and
coping with caregiving.

However, even the experienced participants discussed ongoing struggles to find the
appropriate balance of medically driven cure interventions and nursing support and comfort
measures in their practice in this environment. They described how dissatistied they felt at the
end of a shift when they had not been able to meet the needs of the family because the
instability of the child's condition had kept them constantly focused on the physical aspects of
care. The following account summarizes this integration of care.

Pat: “Okay, taking care of basically of the entire child and the entire body systems.

Looking at everything atthe same time while trying to make the child ascomfortable and

the tamily as comfortable as possible going through it. ... The turning, the positioning,

the basic nursing things. Um that to me is more critical care than just suctioning Q4+ and

uh measuring ins and outs and you know watching heart rates and stuff. itmeans alot to

me that | give the best care possible and more of the actual nursing types of things. That
to me is critical care. But Imean you also have the machines that you're dealing with and
you have to watch and be alent. You have to um any changes in vitals or anything, be alert
to what might be going on before hopefully it happens. So you've got the basic basic
nursing needs and you also have the medicine medical part you know.  you think your
ventilator's not working or whatever Iget the appropriate people. So you've got
everything kind of allinto one.” [ more than S years intensive care experience)

Moreover, the participants identitied how complex patients and complex technology had
led to ongoing dilemmas in the ethics of health care delivery forcing them to deal with the moral
distress that comes from ethical issues. Through the telling of their stories, they inferred that

they frequently faced such issues as: if the technology is available, does it have to be used,
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and if not, who should make the decision to withhold treatment? When is enough enough?

The ethos of pediatric intensive care nursing, asdescribed by these participants, resulted
in strong teelings of responsibility, individual professional accountability, or ownership for the
child's and family’s care, as an integral part of their practice that persisted throughout their career
in intensive care. This had profound implications for their responses to grief when children for
whom they had cared died and also contributed to there being no habituation to their grief.

1.5 Rewards of working in pediatric intensive care

The major rewards in pediatric intensive care nursing that were identified by the
participants were the nature of the direct patient care, interpersonal relationships, and the
acquisition of knowledge. The nurses described how exciting it was to watch a critically ill child
progress and recover, especially when the nurse felt partially responsible for that recovery.
They stated it was gratifying to visit children atter they had been transferred from the unit or to
have them visil with their families on their way home from hospital - to see the child who was
close to death now resuming normal activities. They expressed that they had been able “to see
alot of miracles” working in this type of setting. When a child lived that was not expected to
survive, it filled them with "happiness”. To save a child was described as "a good feeling”. * a
joytul moment”, and "worthy".

Pat: “So to me !feel like 'm doing something worthwhile. it's not like working in palliative

care or something where they allwind up. Imean Iguess each person has their own thing

but for meit's, you know, every little kid that | can help walk out of here and that 1know !'ve
done the best of my ability to either make comfortable or whatever, then iget pleasure cut
of that. At least 'vedone my share.” (5 plus years intensive care experience)

The nurses stated it was highly satistying 10 be able 10 deliver total patient care and to
have close involvement with one or two children and their families. As previously noted, they
realized this was not always possible with large numbers of patients in less acute nursing care

units. The participants described it asrewarding to sit down and tatk with amother and father and

know that they had done something positive for them. They also described it as highly
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rewarding 1o assist children and their 1amilies through an extremely ditficull and sometimes
devastating experience and to be allowed to share very personal, intense feelings.

The nurses described being able tc take more initiative and to make more independent
decisions in the intensive care setting. In actuality, it wasan expectation of them once they had
developed the knowledge and skills o be able to do so safely. They found this rewarding. They
stated that they were usually recognized for their specialized knowledge and competence by
their peers and by other health care professionals. They described how this increased level of
knowledge and technical proficiency enabled them to influence others, such as the physicians,
in the care of the child. This increased their sef esteem. At the same time, they acknowledged
that this feeling of responsibility and accountability for the child's well-being was at times also a
major negative stressor. This occurred when they felt they lacked the knowledge or skills
necessary for the situation or when they perceived they had made amistake.

The close working relationships among nurses, physicians, and other co-workers in
intensive care was also recognized to be rewarding. They described that the doctors and
nurses usually worked well with and supported one another.

Jamie:"...And we support each other so [emphasized this word) much. Ifind the support

we have within each other in acritical care unit is very important, and that's why we work so

well. Because it's such stressfu! situations, that you need to know that you can count on

the person next 10 you if you're in dire need of help. #f you say help you know that a

persor will be there. And Iguess that's why I really like working there.” (less than 5 years

inlensive care experience)

The challenge, fast pace, excitement, stimulation, and opportunities for learning were all
identified as positive aspects of the pediatric intensive care setting. The nurses described “the
incredible adrenaline rush® they experienced in a life and death situation as long as the
outcome was life-saving. The rewards identified by these participants have also been noted by
Quint (1966) and Vachon & Pakes (1985) in their studies of positive and negative stressors for

intensive care nurses.

In summary. il can be said that work on a pediatric intensive care unit involves constant
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exposure to critically ill infants and children and their distraught parents in an atmosphere of
ever-increasing technolcgical changes requiring constant professional leaming. However, the
nurses strong desire to provide holistic care 1o the child and family and the high value they place
on their emotional connectedness 1o the child and family are striking teatures of the ethos o
pediatric intensive care nursing and helps create meaning for the nurses’ experiences of :jrief.
There is a perception commonly accepted by non-critical care personnel that this environment is
adehumanized one. This has evolved from the belie! that technology destroys human dignity
by reducing people to objects and that technology minimizes the nurse’s role as empathetic
toucher, only touching the patient to obtain objective information (Allan & Hall, 1988,
Sandelowski, 1988; Walters, 1995). Given that high technology has established an inevitable
and necessary place in the intensive care setting, it has been assumed that the nurses in this
setting have objectified human tife. If that were the situation, then perhaps the nurses would
not have experienced grief. But as the following section describes, it hurts them when a child

dies. These pediatric intensive care nurses did not appear to be dehumanized.

Section 2; How Nurses React To The Death Of A Child

Theme of Hurting - An Overview

When describing their stories, the participants used a wide variety of expressions, such
as, “they were the most ditficult,” “were just awful,” ‘were lough ones,” “was a horrible, hotrible,
experience,” * couldn't be a worse scenario,” “that really touched me,” “that really hit home,”
“ware particularly hard,” “was a good death experience,” “an overwheiming death,” and “really
marked me." These expressions helped the researcher to identify that different griet
responses resulted from ditferent factors involved in each child’s death. But in addition to this,
the way in which the participants described their grief through theﬁuse of the above statements

suggested it might be difficuit for them to articulate more specitically what their grief was like A
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striking feature of each participant's accounts was that these expressions, used to globally
summarize a specific story of the death of achild, were the same expressions used to describe
their feelings of grief associated with that death. Repeatedly, participants spoke of how difficult
it was, even impossible, to find the words to truly convey how they reacted to the death and the
state of their emotions at the time of the loss. For example, when prompted to explain her
feelings of helplessness at the time of the child's death, Sean said that you feel it, but it was
difficult to put into words. Throughout the interviews, the participants struggled with their words
as it searching for the right descriptor, paused for long periods, or changed their thought
processes when the words failed them. So they resorted to stories that were meaningful to
them, but helpful only by inference in building an understanding of how the loss of a child, for
whom they had cared, alfected them. For example, when asked what grief was like for them, all
the participants alluded to their grief by describing the context of the child's death and thus the
aspects within that situation that influenced their grief responses.

Casey: “I guess the one that really stands out for me the most was alittie girl, she was

thirteen. Angd she had aum, she had an AV malformation and she came in and she was

basically, she was basically. um, brain dead when she , when she came to the unit after
going to the OR. And it was, |took care of her for over aperiod of two days asthey did the
whole process of, you know, establishing brain death [ voice cracks and she begins to
tear].” (lessthan & yearsintensive care experience)

Difficulty in describing one's grief is a finding that has been reported in the more current
literature. Inexpressibility was ameta-theme identified by Carter {1989), a nurse, in her thematic
analysis of 30 narrative accounts of personal ioss of asignificant other {nexpressibility, fike "hard
to find the words™ in this study also referred to the felt inadequacy of words to describe the
experience of personal bereavement. Knapp (1986) reported a theme he called “impossible to
find the words” for those parents who had lost a child to sudden and unexpected death. In
contrast, he found that in the case of death after along iliness, the parents were usually better

able to verbalize therr reactions. He stated that due to the months of anticipatory mourning, the

parents appeared less disorganizad and confused at the time of death, and therefore were
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better able to scrutinize and analyze their grief experience. As aresult, they could describe their
anticipated feelings and emotional reactions. For the parents of children who had sudden
deathc, there wasno time for a careful accounting of the events and even after many years of
reconstructing the sequence of the happenings, they were still unable to fully describe their
emotional responses. Knapp Suggested that the inability to recall precisely their reactions was a
protective mechanism, since their reactions at the time of death were so debilitating to their
psychological stability (p. 69). The finding of inexpressibility in this study may be related 1o the
fact that most of the deaths experienced by the nurses were of a sudden and unexpected
nature, Even when deaths were anticipated, the time frame that nurses had to prepare
themselves for the loss was usually only several hours to several days. Therefore, there was
fimited time to take account of one's feelings in either situation. However, there may be a simpler
explanation for the ditficulty in describing one's feelings and reactions at the time of the child's
death. Frequently, deaths that occur in an intensive care unit are so dramatic that they almost
defy description. Inthis society, one that under normal circumstances refuses to discuss death,
there are simply not the words available 1o the nurses to truly convey their feelings that would
provide for a shared understanding. Therefore, there wasthe need to reconstruct the death for
the researcher.

Unlike the works of Li:»iemann (1 944) and Parkes (1972) who reported a numerous aray
of somatic and psychosocial reactions to the loss of a significant other, there were not a wide
variety of reactions and emotions identified by the participants in response to the death of a
child for whom they had cared. But the cluster of emotions that were described caused a feeling
ot hurt. Typical expressions of hurting included: “... it iet me with areally bad pain,” * |felt so
rotten,” and “ ... tore me apart for acoupie of weeks."

A feeling of acceptance was the antithesis of hurting and it was this feeling that the
participants strove to find through the use of their coping strategies. This finding has some

similarity o the work by Worden (1985). He stated that to learn to accept the reality of the death
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is atask that must be completed in crder to successfully grieve aloss. This did not mean that the
panticipants’ feelings of grief continued to dominate their lives if they had not achieved a feeling
of acceptance. From the description of their stories, ft appeared that their feelings were not
manifested overtly, nor did it appear that there was a conscious effort required to cope with
their feelings on aday to day basis. Rather, as Dale said, memories of the children who died are
put in “the back of my mind,” “somewhere in the back of my brain”™ and under certain
circumstances and on certain occasions the memories were brought to the surtace. Sometimes
the participant purposely recalled the memories of the child and tamity. On other occasions,
something involuntarily triggered them to revisit the loss. The triggers were as innocuous as a
song that reminded them of the child or news that bereaved parents were doing poorly. Or, they
could be asdevastating asthe death of asignificant other in their personal lives or the death of
another child in their professional world. As Dale said of three particular children's deaths that
continue to haunt her, every time she sees somebody else die, she seems to go through the
process of just lying in bed and thinking of those three deaths.

The memories were described as always being accompanied by a feeling of sadness and
with other feelings such as anger, if those feelings had been part of the original experience.
The participants stated the events surrounding the death were remembered with some kind of
emotional reaction, regardless of how mild the reaction. The recalling of their stories, some
experienced many years ago, in such depth and detail and in a highly emotional way, was in
itself indicative of this fact. !t was as if they were being forced to relive those scenes again
through the interview. Therefore, instead of indicating an end or finishing with their feelings of
grief, the participants talked more about seeking and gaining an acceptance of the child's death.
Words such as‘coming 1o terms with,” “learning to live with,” or “resigning oneself” were used
to describe their grie!. As Sean simply stated, the step that she needs to pass to once she has
felt her sadness or anger isto accept the child's death.

Sean: *... To accept it, the kid's dying [whispers the last two words).” (S plus years
intensive care erperience)
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This revisiting of the losses appeared 1o be anormal pan of their grief and had continued
throughout the nurses’ lives. This finding is consistent with the current research and writings
on grief. A trend emerging in the literature suggests that grief is possibly limitless with regard to
time {Carter, 1989; Demi & Miles, 1986; Jaéob. 1993, Rando, 1986 Worden, 1991). This trend
in thinking Is more compatible with this study's findings than the classic grief literature, where
suggested time frames for grieving the loss of a significant other range from six months to two
years (Bowlby, 1961; Engel, 1961, Averill, 1968). Descriptions of how certain events and
confrontation with reminders of the loss cause a resurgence of certain aspects of grief are now
found in the Iiterature and considered to be a normal component of grief (Cowles & Rodgers,
1993; Rando, Worden).

However, the participants also described how over time the feelings of grief that had been
resurrected had changed and were now relived in a different and more manageable form. The
experienced participants described how they had learmned to cope with their feelings of griet. It
was through the development of coping resources. such as sharing their feelings with others
and implementing closure seeking activities, that they had learned how 1o lessen the intensity
and duration of their feelings. For example, asaresult of one child's recent death, Pat described
how she had felt adeep depression for nearly amonth. But now, when there wasatrigger which
caused her to revisit this loss, it did not atfect her as much. It caused more of an "on the spot
horrendous feeling” and then she was able to “put it away” and “forget about it." She described
having taken time to refiect upon why she felt the way she did by reliving the events of the
child's death. She compared her feslings {0 the death of another child where her griet
reactions had been different, a death she considered more positive for her. She discussed
having developed a new coping strategy to help her manage her grie! based upon her
reflections.

The experienced nurses even described how they had learned to control and/or shut oft

their feelings as was necessary 1o the situation. They identitied how they had learned to set
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limits on the expression of their feelings of grief. They stated this heiped them to cope. Inthe
same vein, some experienced participants also described learning how to “go through their
grief quickly”. As Sean said of the number of deaths to which she had been exposed during the
summer, she could not grieve for ten children at the same time. However, she accepted that
she was not going 1o stop all her bad feelings from happening when achild died. Therefore, she
had to “go over her grief fast” because she could not “bring all her grief together.”

The more experienced nurses described how they had learned to accept their feelings of
grief. it appeared that if they wanted to continue t leel the joy and satisfaction that came with
saving the fite of a child, then they had to be wiling to experience the pain of the death of a
child. Indeed, it continued to hurt just as much when a child died, for whom they had cared,
even after twenty years of experience. There appeared 1o be no habituation to their griet
responses for these participants. For example, Sean, a more seasoned intensive care nurse,
had been crying throughout the sharing of her stories. When asked toward the end of the
interview how she was feeling right atthat moment she stated: |

Sean: “ l'sjust that remembering allthese kids together makes me sad for sure [crying]. |

think it's of living allthese deaths is really the worst that we can live here. You know? Like

when we save akid there is no feeling that can be better than that. When we lose one it's
the opposite [sobbing and tone of voice is very low and soft]. So right now Ifeel sad about
thinking of them.... So just in thinking about them, particularly the second one, | sure do
find it hard.” (5 plus years intensive care experience)
However, it appeared that, for the more experienced nurses, their grief reactions were more
discriminating. They were better able to identity the contextual factors of the death that
influenced particular responses. Their multiple experiences permitted them to view their
feelings of hurt and pain on varying levels. Multiple experiences allowed them 1o compare their
feelings from one death to another. Rather than viewing the death of a child as “just bad", they
began to view the death of achiid in levels of “badness.” In fact, some deaths could even be

viewed as a “good death.” In contrast, the inexperienced nurses appeared to have a more

globa! reaction 1o the death of the ¢hild. This seemed to be associated with not having “come to
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terms with” the death of children.

In the following account, Pat's words demonstrate the strong link between learning to
cope with death and how her grief is experienced. Her words also help to confirm that there is
no finite point to all of their feefings of grief.

Pat: “ |have 1o kind of go through it and come to terms with it and be able to five with it. So

that every time | hear the music or hear the names that inot tall apart. 'Cause alot of those

kids too that I've taken care of, their plague is outside the unit. Every time 1go by that thing

Isee their picture, so I've got 1o learn to be able to cope.” (5 plus years intensive care
experience)

Sadness

feelings of sadness and sorrow were expressed on all occasions o! a child's death.

Because of their involvement with the family and having cared for the family as part of their
nursing practice, the sadness that they felt was also related to their empathy for the tamily.
Feeling sad occurred because of the value the participants had for human life and particularly for
the lite of children. As Alex said, the sadness she felt was augmented simply because it was a
child's lite that had been lost.

* Well no death is easy and 1think especially with children, because they haven't had a

chance to lead their lives and fill their lives and have alife. [voice has begun 1o slow in

tempo]. 1think that alwaysintensifies their death. ... ithink !find them allsad." (5 plus

years intensive care experience)
This response was not an unexpected one given the meaning that children have within the
North American socio-cultural context. Children in our society are highly valued today (Rando,
1984). “The value we place on children is not derived from their practical, economic usefuiness,
asonce wasthe case, but from their esthetic, emotional, or symbolic value and great etfort goes
into their care, development, and protection™ (Knapp, 19886).

Additionally, fe2lings of sadness resulted from the participants’ beliefs that children were
not supposed to die. As Garfield wrote (1979): “We fear for our children as we fear for ourselves

. Never have we lived or loved enough. Death alwayscomes too soon” (Knapp, 1986, p. 13). In

earlier times, when infectious diseases were rampant, the death of a child was a rather frequent
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occurrence. But, with the growth of modern medical technology and the implementation of
childhood immunization programs, and the consequent reduction in the death rate, child death
occurs less frequently in North America. Aithough accidents and unpredicted chronic diseases
do strike today's youth, most deaths occur quite naturally and expectedly among the older
segment of the population, those who have served full lives. Children are not expected to die
before their parents; it defies the natural order of things. Therefore, youthful deaths, particutarly
of infants and young children, are regarded as“ullimate tragedies” (Knapp, p. 14).

The participants described degrees of sadness. The depth and duration of that sadness
was dependent on the siluational history, such as the level of attachment to the child and/or
family or how visibly and audibly distraught the family members were at the time of the child's
death. The intensity and duration of feelings of sadness also appeared 1o be related 1o the
participant's level of experiential learning. Casey, anurse with less than 5 years intensive care
experience, described how she felt overwhelmed with sadness for ali families who had lost
children in the unit. She observed the behaviors of the other nurses and compared her feelings
to those who were more experienced. She perceived they were more at peace with the process
of death because of how they provided their nursing care to the child and family at the time of
death. She believed that they were not as "overwhelmed” by their feelings of sadness. Casey
strongly identified with the families and had not yet come to terms with death. She felt
overwhelmed by her sadness and stated she did not know how to cope with this feeling.

“She seemed, seemed so much more comfortable with the whole process.... She was

very kind and very uh, loving towards towards the family and [child's name]. Whereas |,

anytime twent to say anything, my voice would catch. [pause]. Ithink the bad feelings
were alljust about how not right it was. Just it was, it was such ahuge loss for these
people. {lona bause] Whereas she seemed so much more kind of at peace with the whole
thing. [long pause] ...[l feel] just sort of this overwhelming feeling of sadness. And loss, |
think [voice low and distant).”

Casey also stated that at times she felt concerned for not feeling more sadness for the families

atthe time of the child's death. As she said, she felt aimost that it should affect her more. Casey

had not yet leamed that it is permissible not to feel aprofound sense of sadness for every ¢hild
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who dies. She had not yet learned to know what degrees of sadness would be normal for her 1o
experience and how to manage her sadness.

On the other hand, the more experienced nurses were able 1o describe levels of sadness
they felt when comparing one child's death to ancther. As Alex said, she found all the deaths
very sad, but some more than others. They were also able to identify other feelings they were
experiencing at the same time, particularly feelings that appeared to reduce or balance their
feelings of sadness. For example, when the more experienced participants shared their
accounts of those children’s deaths that were not as difficult for them, they described that
although they still felt sad atthe time of the child's death, they sometimes experienced a sense
ot relief, or felt good, because the child had not died in pain. They also acknowledged this
feeling when they perceived that the child had had no quality of life or when the death had been
prolonged and they had walched the long emotional suffering of the family. This sense of
release or relief appeared only to be felt by those participants who had learned to come 10 1erms
with death. Intfact, acknowledging afeeling of release seemed to help them accept the death of
the child for whom they had cared. The inexperienced nurses did not express this sense of
release in any of their stories. In Spencer's study (1994) that explored the grief ot adult
intensive care nurses, altbut one nurse stated that they had experienced feelings of relief when
a patient had died. Unfortunately the questionnaire did not give the opportunity to describe
these feelings further and no correlational analysis was completed on years of experience in this
setting to the expression of this feeling.

From this core of hurting radiated variations of other painful emotions dependent on the
context ot the death: a sense of death process accountability, anger, feelings of emptiness,

teelings of powerlessness, and feelings of vulnerability.
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Sense of death process accountability

A sense 0! death process accountability was another painful emotion experienced by all
the nurses. A sense of death process accountability is defined here as degrees of guilt ranging
from feelings of regret or remorsefulness to feelings of culpability concerning care given to a
child who subsequently died. A sense of death process accountability was not perceived to be
present for alldeaths. However, it appeared to occur more frequently, be more pervasive, and
of greater duration when the nurses were inexperienced to intensive care. This is consistent
with the findings of Eisendrath and Dunkel (1979) in their work with adult intensive care nurses,
The participants realized that often their feelings of guilt did not make sense. They couid
intellectually understand that they were not to blame for the child's death. However, they did
not emotionally feel the same way. They felt it was their fault. As Jamie said, she took it
personally and felt responsible when she lost achild whom she had been caring for.

A sense of death process accountability resulted when the participants perceived that
they had caused the death, either directly or indirectly, or when the child and/or family had not
received what the participants felt was the best care possible during the dying process. This is
similar to the findings reported by Price and Bergen (1977) who stated that the coronary care
nurses felt stress because of aconfusion between the feeling of being responsible for the care
of adying patient and the feeling of being responsible for the occurrence of the patient’s death.
For the participants of this study, feelings of guilt, of culpability, are a direct outcome of the
degree of responsibility and accountability that nurses carry when caring for acutely ill ¢hildren.
Although the nurses stated they felt tremendous satistaction from being seen asan expert and
having the responsibility for independent decision-making, this sense of professicnal
accountability also made them feel responsible for the chiid's death.

Jamie: "And Heel good when people can ask me questiors and Ican answer them. .. But

it makes me feel bad in asense that what if }do something wrong? And this is my fault?

And it might. And you use your judgment and you do everything in the best way you can

but you could be wrong. Anybody can be wrong. Anybody can make amistake. But in the

ICU your mistake can be lite-threatening. As on the wards, Ifind if you give like one extra
pill or something, it's not necessarily life threatening. You're not put in that situation
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every single minute that you're on the job." (less than 5 years intensive care experience)

Guilt was not just associated with feeling that they themselves had caused the death of
the child. The participants also felt guilty when they believed that they could have prevented
the death by intervening at some point or if they had better control of external events. If they
perceived it was within their control to do so, the participants felt guilty for not having intervened
when others in the team interfered with, or caused less than, the best delivery of care to be
offered. This was best illustrated by a story told by Jamie. The child's death occurred when
Jamie was new to intensive care, but despite the time that had elapsed, it continued “to haunt”
her. She had cared for an infant who had died suddenly and unexpectedly following open heart
surgery. The baby had momentarily dropped her blood pressure and oxygen saturations for no
apparent reason. No other clinical signs of a problem were evident. However, Jamie had
developed a“gut feeling”, that "there was something very bizarre” going on with the baby.
When she reported the event and her feelings 1o the physician, she “felt that nobody wasdoing
anything about it." Itieft her feeling “very out of control.” When she returned for her next shift,
12 hours later, the child had died. She described feelings of guilt for not having been more
forcetul with the physicians.

* And lcame back to work and | go to the corner and she was gone. [pause]. And Ifell so

bad. Because Ifelt, you know, Ishould have called the staff person more. | should

have waited until she called back. | should of [pause]. You know Iremember calling the

resident, the chief resident. And he just said okay Fllbe in soon. Nobody [pause]. lwasso

worried. And callit just agut feeling and maybe clinically, they were saying - ‘well, okay so
she desaturated and her blood pressure bottomed out. But now she's okay, sc what'sthe
big deal.' And clinically Iguess it you look atit as aclinical point of view, they're probably
right. But it wasiust my gut feeling |guess. And Ifelt so rotten. For about aweek l{elt so
rotten going into work because 1thought Imust have missed something. |kept thinking
it's myfaull. Imust have missed something. it was so awlul [voice very low, soft and slow in
tempo asshe described the last part of the story].

A sense of death process accountability was experienced no matter how many years the

participants had worked in pediatric intensive care. However, feelings of culpability seemed to

be expressed less frequently when the nurses were more experienced. This appeared to be
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associated with the increasing level of confidence that they had in their own knowledge and
skills. Feelings of competence and selt assurance came with experience. Yel, even after years
of experience, the nurses continued to question their own culpability in the death of the child
for whom they had cared. However, they seemed to be able to more quickly and legitimately let
go of the feelings of responsibility for the death. The participants described that, as pan of their
professional responsibility and accountability, it was imperative that they always ensured that
the situation could not have been handled better, especially when the primary goal was to save
the child’s life. As Alex summarized:

“Did 1do agooed job as an ICUnurse? Was I technically skilied? Did 1assess? Did | pick up?

Did Irespond? Was lfast enough drawing up drugs? Was | able to eftectively give CPR?

Wasthe team good? Did we do everything asateam?” {5 plus yearsintensive care

experience)

Veritying that they had not failed to meet the needs of the child also included the
psychosocial aspects and extended to the care of the 1arnily. This was not surprising given the
strong orientation toward family centered care and the constant striving to provide holistic care,
to integrate comfort and support with the cure goals of intensive care nursing. As Dale said, for
the next day or two after the death of a child, she always thinks about what more she couid
have done 1o help the child, how did the family react, and what more could she have told the
tamilyto support them.” And as Alex explained, if she felt that she had done everything she
could and the best she could have done, then that was a good death. There was no reason to
feel guilty.

Feelings of guilt were closely associated with feelings ot attachment to the child or family
and to sudden and unanticipated deaths of the children. This demonstrates the influence of the
contextual factors on their feelings of grief and the complexity of their grief. When the nurses
were strongly attached, then feelings of guilt arose that were difficult 1o release. This feeling of
guiltintensitied and lengthened the griet experience and required the nurses to utilize coping

strategies not normally used for other death experiences. This wasillustrated in astory by Sean,
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anurse who has been exposed to many children's deaths over her years of nursing in the unit.
On amore recent death of a child to whom she felt particularly attached to the mother, Sean
stated that she had felt very guilty about this child’s death. She stated that if she had influenced
the transfer of this child to another center of care, then the child might not have died. The child
had died suddenly and unexpectedly from a cardiac tamponade following the removal of
external pacemaker wires, just prior to her discharge home. It was because of her feelings of
guilt that she felt aneed to continue her relationship with the mother for months atter the
child's death. Family follow-up had not been a normal nursing practice for her, nor an activity
she had previously used to cope with other children's deaths. It was not until the mother
indicated to her that the child would have eventually died from the underlying heart defect and
demonstrated signs of acceptance that Sean was finally able 1o release her own feelings of guilt.
When asked how she had finally been able to accept this child’s death, Sean stated:

“Because of this particular feeling of guilt that | had with this particular child, 1think that

following the feelings of the mom over the months, as she wasfeeling better, and also,

like telfing me, like even it Ididn't ask her allthese things, like that she would have died
anyway." (5 plus years intensive care experience)

Sean's story also illustrates how the more experienced nurses are able 1o manage their
feelings of grief through the use of a variety of coping strategies. For example, the more
experienced participants, Alex, Dale, Pat and Sean, described how they had learned what was
within their control, or realm of influence, at the time of achild’'s death because of their many
different experiences. As aresult, they were learning 10 “let go of* that which they could not
control. Even though they never stopped evaluating the carethey had given, they were able 1o
“put the death aside" once they had verified they had not caused the death and that they could
not have made it a better death experience for the child and family. It also appeared that they
were ableto “put itin perspective”, even if they betieved the death process could have been a
better one. Instead of expericneing feelings of guill, they expressed feelings of regret or

remorsefulness. Then, they described how they would make changes in their nursing practice
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for the future. Learning from their reflections became a means of coping with the death of the
children and managing their feelings of asense of death process accountability. As Dale said,
alwaysthinking over and over, for two or three days, about what just happened, and about what
she could learn from this child's death, helped her put her feelings of guilt in context, helped to
create meaning, and helped her to “slowly set it behind.”

The difticulty that seemed to arise for the less experienced intensive care nurses was that
they had not yet learned how to cope with their feelings of guilt. The following account
demonstrates how one nurse has continued to feel responsibie for the death of ababy to whom
she had been deeply attached when she was new to the unit. There was no sound reason for
having taken the blame for the death. In her story, she compared the grief for this baby with her
grief for another child (S} to whom she had not been as emotionally connected. In both cases
the children's deaths were sudden and unexpected. There were feelings of responsibility in
both cases. Forthe baby to whom there was a deep attachment, she felt a direct responsibility
for his death. Inthe other case, she felt responsible for not having better met the needs of the
parents. Thus, the influencing factors in the situation are similar to those described by Sean
earlier. However, in this participant's account, she poignantly described the despair she has
continued to feel in not knowing how to cope with her feelings of guilt. Her feelings of guitt,
compounded by sadness, are highly pervasive.

Casey: "He was very important to me. And he went home and within four days of being

home, he died. And uh Iguess it's similarto S.'s experience because |, there wasthis, all

wrapped up in my sort of feeling of sadness and loss wasthis, this feeling of responsibiiity
that Icouldn’t shake. That there was something, something 1could have done.

Something more. And not that | know or think that asanurse |could have done anything

to change the course of §'s situation. But just to have made it easier or better or whatever

for the family. But inthe case of the little baby, Ifelt like there was something | missed. |
could have stopped the discharge or something if thad been able to catch something.

[voice has dropped off and almost inaudible]. And logically and rationally ! can sort of you

know argue that there was nothing. But |just couldn't shake that feeling. That sort of

[crying]. Idon't’ know, Iguess it's like this responsibility that kind of makes the process

easier, or better or whatever [sentence said very slowly; voice low; crying]. ... And I'mnot

really sure what I'm so supposed to do about it.” (less than 5 years intensive care
experience)
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Casey appears not to have yet developed the knowledge and skill proficiency necessary to
assure herself that she wasnot to blame. She was consumed with her feelings of professional
inadequacy. She wasin need of external assurances that she was not responsible for the death
ct the child and that she had delivered good care to the dying child and grieving family

Casey: "... Iwant, Iguess jwanted to say. lwanted someone to say that um [long pause] |

wasdoing, Iwasdoing an okay job |guess [voice low and distant]. But you know that's

probably what Iwanted to hear [voice cracking).”

It also appeared that the inexperienced nurses' teelings of guilt were compounded by
multiple foci. As well as feeling responsible, directly or indirectly, for the death of the child. as
described by both Jamie and Casey, their guilt was also augmented by feeling that they had
failed to meet the needs of the family. Jamie described how her guilt over the baby's death.
who had died suddenly and unexpectedly after open heart surgery, also extended 1o leeling
that she had let the family down. She felt like she had given them ateeling of false hope

“... and Iremember telling the parents - ' Oh well you, she'll see you in afew days. .. And |

wastelling them how great it would be. ... llet these parents down because I1oid them

their child is going to be okay. ... ljust felt like Ireally let them down."
Feelings of guilt and responsibility made her afraid to return to work for a period of several
weeks. !t is understandable that the inexperienced nurse cannot provide the tull scope of
holistic care with the same proficiency asthe more experienced intenisve care nurse. However,
they still have the same expectations of themselves.

Untorlunately, external reinforcement alone will probably not release the novices’ teelings
of guilt, which is not 1o suggest that positive reinforcement should not be provided. However,
just as one cannot tell or show another how to grieve the death of a child, one cannot give
inexperienced nurses a sense of confidence in the knowledge and skills they have not yet
mastered. As Benner (1984) has said, knowledge and skill is embedded in expertise, and
expertise is developed with experience. Experience becomes the teacher. Jamie expressed

this feeling when she told of her feelings of guilt about the infant who had died unexpectedly



after open heart surgery. As noted earlier, Jamie was new to intensive care when this child died.
She stated that it had been explained to her that the child had died trom a problem that “even
the best of people” could not have done anything to prevent or cure , and she wasnot 1o blame
for the child’s death. There was nothing that she could have done. Despite these assurances,
she stili felt responsible.

A sense of death process accountability, or feelings of responsibility, were not only
common to these participants. In a four year study, in 14 health care settings in Manitoba,
Barton & Degner (1990) reported on their findings of how patient deaths aftfected nurses and
how nurses responded. They too found, that although nurses realized they were powerless {o
prevent the death of aterminally ill patient, they nonetheless felt responsible for the conditions
under which the patient died. When nurses perceived that a patient had died under less than
favorable conditions, they believed they had failed both the patient and family. Feelings of guilt
and self recrimination were often expressed. Even though the circumstances may have been
beyond the nurses’ control, they still felt they had broken their trust with the patient and let the

family down,

Anger

Anger was another emotional response to the death of a child that was painful. This
feeling did not occur for alldeaths but rather appeared 1o be associated with specific contextual
factors . Like feelings of guilt, the participants’ stories described how much harder it was for
them to accept the child's death when they felt angry.

The participants’ stories indicated that feelings of anger resulied when they believed that
the child's death could have been prevented, deaths they often described as senseless. It also
occurred when the child's death wasnot asthey expected it should have been. That is, feelings
of anger occurred when they were not able to provide the type of care that they believed the

child and family deserved. Instead of feeling a sense of satistaction and pride in the care they
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had delivered, or asense of release atthe end of along, difficult and anticipated death, they felt
angry because their goals for the child and family had not been met. For example, the nurses
described being angry when the child’s death was not a peaceful one because adecision had
not been made to say “enough is enough”. Or, they felt angry when they were not given time
to provide the rituals of care at the time of death that gave both the family and the nurse time to
say good-bye to the child.

Sometimes their anger was directed purposely at the person or persons who they
befieved were responsible. This could have been towards self and therefore guilt and anger
were closely associated feelings of grief. Or, sometimes it was directed toward other health care
professionals, the system, or the parents. Burning anger, even 1o the point of hatred, was
reported by several of the participants. For example, Pat said, of a physician colleague who had
insensitively remarked to her at the time of the death of achild that “now she would have a
pretty easy day now that she had gotten rid of her patient,” that she would always hate him ng
matter what he did or said in the future. Other times, the anger was non specific. It was
described asthe anger that comes with the injustice and senselessness of the death of achild.

Guitt and anger at self and others were feelings that were often intertwined. it was these
deaths that the participants often found continued to haunt them even many years after the
loss, the deaths they found hard to come to terms with. The following account describes this.

Pat.“... When it shouldn't have [occurred] | feel anger. Or Ifeel guilt. Did [do something?

. the typical um. Did I miss something? Could |have made adifference? Should this death

have happened the way it happened? [pause] Should thave spoken up 5 hours eariier

and been more aggressive and said enough is enough? [words said emphaticzlly, voice
risen in angry tone). ‘Stop this ridiculousness. Do you see what we aredoing? Do you see
what we are perpetuating here? Then !feel anger. |fee! frustrated. [Heel seff-reciimination
from the fact that, you didn't speak up. You didn't get aggressive. You didn't call the

shots. You didn't do what you could have done. Whether it could have made aditference

or not is amoot point. I'swhat Ifeit. That's those things thang on to.” (5 plus years

intensive care experience)

Similar to grief, anger was felt by all the participants despite their years of experience.

However, it was expressed less frequently by the inexperienced staff and tended to be more
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non specific in nature. In contrast, it appeared, that as the nurses became more experienced,
their guilt changed to anger when they no longer fell responsible for those deaths that were
outside their control. This change appeared 1o be a product of developing self confidence as
they acquired more knowledge and skill with experience. It also appeared to be a coping
strategy to help them manage their feelings of guilt and the anger they had previously directed
atself. Asapoint of illustration, one participant recalled an experience ten years earlier with the
death of achild that occurred when she wasin charge. She described arriving at the bedside of
ayoung child in cardiopulmonary arrest to discover that the medical resident and intensive care
nurse were ventilating the child with the face mask upside down. The child subsequently died.
In hindsight, she understood that the death of the child had not been caused by the
mismanagement of the team at the bedside. However, the best care that the intensive care
team should have been able to deliver had not been provided and she was not able to assure
herself that the death could not have been prevented. She said how “we didn't do it right” and,
by using the coliective pronoun, demonstrated the strong sense of collective responsibility that
the intensive care team carried for all the children in the unit. She became angry at herself for
not having prevented the mistake. This nurse stated that when she believed that the 1eam had
done the best they could do, then it was not meant to be; the child was not meant to be
around.” Then she was able to accept the child's death. However, the story did not end here.
She described how this experience had begun to change her nursing practice. She stated, that
aspartof her job as a staff nurse, she had learmned it was also her responsibility to make sure
that everybody who wasworking in the unit had the skill set they needed. 1t they did not, she
showed them the way to get that skill set. Taking control in this manner, helped alleviate the
sense of guilt she was feeling. In addition, she also stated that over the years, she had been
learning not to take responsibitity for others' actions if she had done all she could to enable her
colleagues to deliver the best care possible. Instead of carrying the guilt around, she had

leamed to direct the anger appropriately. Thisis one means by which she had learmed to cope
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with her feelings of grief.

Feelings of emptiness

Jamie: * And |just felt that there was such an emptiness on the unit because he wasn't

here. itwas awful.”

A teeling of emptiness, another aspect of feeling of hurt, was described by afew cof the
participants. Although this feeling has been frequently reparted in the grief literature on the
loss of asignificant other (Parkes, 1972; Rando, 19886}, it has not been noted in the literalure on
the grief of health care professionals. It appeared to be associated with strong levels of
attachment as was described by Jamie when a child for whom she had had a strong emmotional
attachment died after severai years in the unit. It was described as one of “feeling empty
inside.” On the other hand, some of the participants, such as Sean, also described “an empty
feeling” that was associated with the feeling of guilt, particularly when achild died suddenly and
unexpectedly. When they looked over at the spot where the child had been, where the child
should be lying, and saw that it was empty, they felt empty inside and this feeling - then
augmented their feelings of guilt.

The feeling of emptiness was described as lasting for several hours to several weeks.
They described how the feeling gradually went away with time and that they just finally “didn't
teel empty anymore.” A common strategy utilized to cupe with this feeling was to engage in

ongoing contact with the child’s tamily.

A sense of powerlessness

A sense of powerlessness, as described by the participants, included feelings of
helplessness and feelings of loss of control. !t wasdescribed as afeeling of inadequacy to meet
the needs of the child and/or family. Jamie poignantly described what was happening to her

when achild, for whom she had had a strong level of attachment, suddenly arrested. She said
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she was feeling helpless, feeling out of control. She was feeling like there was "nol a damn
thing she could do to make this thing better.” She described how allher emotions took over and
that she couldn't function any more. Incontrast, as Pat said, it was easier for her 1o deal with a
child’s death and her feelings of grief when she felt more in control of the situation, more able to
do something and do it 10 the best of her abilities. it appeared that when the participants
described these latter feelings, they were better able to accept the death and the m..nories ol
the child's death were more positive and those positive m:mories became pan of their coping
strategies,

The experienced nurses were more apt to describe these feelings of loss of control
without an associated sense of guilt. It may be, that with more experience, just as with feelings
of anger, they had learned to let go of the feelings of guilt when the events cf the death were
not within their control. For example, Pat told astory of achild for whom she had cared who she
had had to transfer to the operating room for organ donation. The receiving physician spoke
insensitively about the situation and was disrespectful to the child. Initially, Pat felt *bad" for
‘whose hands she had placed her in". However, after some reflection, she had been able to let
go of her feelings of guilt, although the anger remained.

“... And it was something that was beyond my control. Imean if he was the

anaestheologist, he's the anaestheologist. 1have no control over that. So Iwas able to get

over it alittle bit better.” (5 plus years intensive care experience)
On the other hand, the less experienced nurses described afeeling of having no control over
the situation or feeling very out of control, and. asboth Jamie and Casey said, also felt bad, felt
responsible, because maybe they should have had control over the events leading up to the
children’s deaths and therefore could have prevented them.

Jamie also described feeling out of control when she had heard that the child for whom
she had become strongly attached had died. Inthis situation she felt that she might not be able
1o handle her emotions; that she might totally lose control. Loss of control of one’s emotions at

the time of the child's death wasaconcern for allthe participants.



Casey's feelings of helplessness were more pervasive, but this again appeared {o be
associated with the fact that she had not yet had the time and experiences needed to find the
coping strategies that would help her manage this painful feeling She felt a sense of
helplessness and powerless to help herself manage her grief. As Casey described, when a
child dies, "something huge and terrible has happened,” and she couldnt do anything to
change it. She felt like she should be doing something more yet she didn't know what to do.
The power of death appeared 1o have contributed to their feelings of powerlessness.

In some instances, the feeling of helplessness appeared to be of short duration. For
example, the paricipants expressed that they had feelings of helplessness when grieving
family members were present, but these feelings dissipated when the family left the unit.
Likewise, when colleagues were being insensitive or interfering with the delivery of care, their
feelings of powerlessness often were not as pervasive when these colleagues left the bedsidz.

The participants described a feeling of helplessness when a child dieg wiinin just a few
hours ot admission. Sean said it was like feeling that you couldn't do anything. She stated she
did not feel the same if the child died after several days of interventions in the unit, if they had
tried everything and the lite just seemed to be slipping away, then for Sean, God did not want
this child to live. Under these circumstances, she could more readily achieve a feeling of
acceptance. Pat said that when a child died suddenly and unexpectedly, she felt like it was
going too fast; she did not have time to think about sedation and pain interventions. She had no
time to think about much of anything.

A feeling of powerlessness is in direct opposition to the feeling of empowerment they
described as areward of working in intensive care. Helplessness and feeling a loss of control
were contrary 1o the very nature of their expectations about how they should feel about their
practice in this milieu. Perhaps these feelings of powerlessness were a direct resu't of the
dissonance, or the clashing, of coexisting beliefs and values that they experienced within

themselves (personal dissonance) when the reality of the child's death contradicted their
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expectations about death and the dying process.

Alex:"... [remember thinking this was so weird. That fchuckle] I'mused to pecple dying

from diseases, not from murder. ... Like having cancer, or hean disease tha! develops and

... Inmost cases in kids, it's not aseasy asitisin adults. .. Ithink Iwasjust so shocked that

this baby died. And asImentioned before alot of the kids that come through emergency

are, they're sick but... they're not sick enough to die [voice raises and sounds
incredulous]. And suddenly there was achild who was very sick and actually died. And so
it didn't sort of fit into the sequence of daily routines. And so it was very much asa shock |
guess.” (5 plus years intensive care experience)
These teelings have been noted in the research on intensive care nurses caring for the patient
who is brain dead (Borozny, 1990). In contrast, the more experienced participants described
feeling asense of satisfaction (even though there was afeeling of sadness), or, said the child's
death was a positive grief experience for them, when they were able to meet all their nursing
goals for the child and family during the dying process. What they valued and what they were
able to provide were in harmony. They did not have feelings of powerlessness because they
telt in control of the situation to help the child and family to the best of their abilities. This
required abelief that sometimes death was a more preferred option to living. it also meant that
the nurses had a philosophy of intensive care nursing that integrated valuing the care of the
dying child. Then they could derive afeeling of satistaction from this type of nursing practice
whenever it became necessary in this setting.

A lackof control has been described in the critical care nursing literature as a significant
job related stressor (Vachon, 1984; Vachon & Pakes, 1985). In these studies, contro! was
associated with autonomy and generally referred to the control a worker had over his or own
time and activity and to issues of authority. These findings are congruent with the fealings of
powerlessness that there participants expressed when they perceived there had been
organizational or interpersonal conflicts that had interfered with their care giving at the time of
the child’s death. However, sometimes the nurses felt helpless because of the lack of control

that comes with not being able to prevent death or to take away the emotional suffering ot

others. This mechanism for the feeling of helplessness and lack of control as an emotional grief



reaction was not identified asajob related stressor in the work by Vachon and Vachon & Pakes.
Inthe grief literature, it has been noted that teelings of helplessness and feelings of being out
of control have been identified during the confrontation phases {Rando, 1984) or searching
phases (Parkes, 1972) of gtief. The bereaved have expressed that they feel like they are losing
control because they feel confused and lack the decision-making abilities and incisiveness they
once had. Again, although the feeling is similar, the cause for the feeling seems to be different.
For these participants, it appeared to be related more to the human side of our nature, even
stronger in the helping and caring profession of nursing, to want to reach out and help those
who were in pain. When the nurses saw the parents grieving, they wanted to go to them with
words and actions that they hoped would both soothe and comtfort. The nurses wanted to
supply an answer or provide a remedy for the bereaved parent's pain. Instead, they
experienced the painful feeling of helplessness when there was the realization that no words
would help. However, it appeared that a few participants had learned the power of their own
presence asasource of comfort for the parents and paradoxically, being present for the family
became away 1o socthe their own pain atthe time of the child's death. The sense of satisfaction
that it gave them provided some comfort. As Pat said, even though she felt alot of arief for the
parents. she also felt good that she had done what she could tor them and made it the best that
was possible.

The participants described managing this feeling of helplessness by engaging in task-
oriented behaviors. For example, Sean described having the sense that she needed to fill this
emptiness, to keep herself busy, and so she would help the parents or seek support from her
peers to share what she was living. Alex said she dealt with her feeling of helplessness by
intellectualizing the event. This coping mechanism has also been reported by Barton & Degner
(1990). They stated that justiication helped the nurses cope by decreasing their sense of
personal culpability, especially when something went wrong (p. 22). Casey and Jamie described

that they managed this feeling of helplessness by being with other children, being invoived in
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life-aftirming activities, such as reading to the children or holding them. Again, Barton & Degner
(1990) reported that many nurses in their study had difficulty talking to families about their
teelings cf grief following the death of the child because they were caught up in trying to cope
with their own emotions. 1t left these nurses with feelings of inadequacy. To help cope with
these feelings, some nurses focused on other aspects of care because it was easier to deal with

than the patient's or family's emotions.

Feelings of vulnerability

Nurses who face the death of children and see the grief of the family are forced to imagine
what it must be like to lose, through death, one of their loved ones. Projection of the families'
loss onto oneselt was a common result of sharing the grief experience with the parents. It
affected the grief response of these participants and resulted in feelings of vulnerability. To
project another’'s experience onto one's self (how would 11{eel: what if this were my child?)
seemed to be both necessary to be empathic and yet anxieiy producing for the nurse. Seeing
and hearing the grief of the family members forced the participants to face and reflect upon what
it would be like to lose someone they loved and to fear that they would have to experience this
excruciating pain, pain that they saw as almost beyond human endurance. Sharing the griet
gave the nurses a glimpse of what this pain could be like. Every participant made statements
throughout the sharing of their stories that demonstrated that they frequently projected the
events of the child's death onto themselves and questioned what they would have done in a
similar situation.

Pat: “Like I'm still sure to this day Iwould never have been able to extubate him. Never. |

would have been able to turn off the drips. I'm sure fcould have. But fcouldn't, if it was my
baby Idon't think would have [extubated him]." (5 plus years intensive care experience)

For one participant, sharing the lived grief experience of the family resulted in fears of loss
ot loved ones in her own life. This form of identification appeared to have overwhelmed her with

fear and anxiety. Casey said she had never lost anyoody really close 1o her, although she
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described that she felt horrible for amonth after the break up of aserious relationship due to his
relocation to another city. Because of this personal experience and her identification with the
grieving parents, she said that the idea of losing somebody, who she really cared about, like her
grandmother or parents, permanently from her life, terrified her.

Ithas been noted previously that Casey has had few experiences with death both in her
intensive care and nursing career. Casey appeared to be in the beginning phases of the
experiential process of learning to come to terms with death and to find ways to deal with her
feelings of grief that occurred when a child died. As Casey continued to speak about her fears
of losing a significant other, it appeared that how she had chosen to cope with these
overwhelming feelings, that occurred each time she has had to face achild's death, wasto avoid
these feelings.

Casey: “I don't know how lwould survive, So [think that it, it Ido avoid dealing with my griet

[voice shaky] ithink that's probably one of the reasons is because it really scares me, the

thought of losing somebody that important to me [crying).” {less than 5 years intensive

care experience)

Casey 's comments also appeared to reflect that she had not yet learned to limit the degree to
which she fives the parents’ emotions of grief. Although the more experienced nurses stated
that their own teelings of grief were more intense because of sharing the lived experiences of
the other family members, these same participants appeared not to have overidentified with
them. The more experienced nurses made statements that appeared to suggest that they had
leamed to make a distinction between amomentary projection of parental grief onto oneself
and overidentitication with the family. However, Casey appeared to have overidentitied with the
parents and their loss. The pain she was carrying appeared to be related both to her
identitication with the parents of the children who had died and o her own fears of how she
would cope with the loss of a significant other in her life.

Casey: “And that's how |look at some of these families and !think you know, how areyou

goirg to manage? How are you going to, you know, wake up aweek from now and cope

with the fact that your child is not in the next room? [pause] Htjust amazes me that, sort of
day in and day out stuff that they have to deal with for the, you know, forever, [pause]. |
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wasactually out for arun and | saw [child's name] mother. And, you know, Istopped and

we kind of chatted for afew minutes. But she was, this was aboist amonth later, and she

was, she looked so, s0 empty and so uh so sad [voice low] [pause]. So. Imean Idon't

know of any grief [deep sigh} experience outside of my nursing ones that [pause] has
really played arole except for this fear [have of losing somebody that important [voice
almost inaudible, crying] [long pause).”

Projection of the death onto selfl or fear of the loss of others has been reported in the
griet literature of health care professionals and has been termed death anxiety. The concept of
death anxiety is ambiguous and presents muttidimensional concerns such as denial of death,
fear of dying for self and for others, avoidance of death. and reluctance to interact with PEersons
who are dying (Mallet et al.. 1991, p. 1348). In her review of the death-related literature,
Benoliel (1983) tound that anxiety was the strongest predictor of attitudes toward death and
that the nurse’s age was viewed asacritical variable, that is, younger nurses had higher anxiety
levels when faced with death and dying than older nurses. Therefore, maturational
development maybe an imporiant variabile to this feeling of vulnerability when a child dies. She
also found that direct exposure to death had an important influence on the death anxiety of
nurses. it was found that there was an inverse relationship between death anxiety and the
number of exposures to death. That is, the more experiences with death, the less death anxiety
wasreported by the nurses. However, the confounding variables of age and the type of dying
to which they had been exposed could not be overlooked, and therefore exposure o death
had 10 be considered a muttidimensional variable (p.111). Benoliel's work helps support the
findings of this study. that is, the nature of the nurses’ reactions to grief, such as feelings of
vulnerability, is an experiential one and that it is amultivaried phenomenon.

It is important to reinforce that although each participant reported some form of hurting,
not all experienced the same emotions and not all emotions were experienced on every
occasion of achild’'s death. How the nurses expressed their hurting also varied from participant

to participant and were different for diferent deaths. Expressions of their hurting included

crying, physical hurting, being energy depleted , and being impatient.



Crying

“Tears are arelease of rage or bitlerness, or an expression of despair and exhaustion”

{Hart, 1995, p. 47).

Participants expressed that feelings of sadness were always accompanied by either
tearfuiness or crying. In general, the female nurses felt more comforlable expressing their
sadness with tears than did the male nurses. The need to cry and having difficulty controlling
their crying appeared to relate to the intensity of the grief they were experiencing for the chiid
who had just died. For example, Jamie described how she did not feel the need to cry when a
child for whom she had not been strongly attached had died.

“When Iwent to this patient's funeral that, the child who got hit by lightening, |left

there and [thought about it you know alittle bit. But it wasn't like | sat down and cried

about it. ... So it wasmore like Iwas sad. ... and Ifelt bad for the parents. ... But it doesn't

come trom deep inside and make you cry.” (less than & years intensive care experience)
However, Jamie described that she cried a great deal for achild to whom she had been strongly
attached and she had continued to cry for him even months following his death, although less
frequently.

“ But lwent to his funeral and everything and Iwould come home, and ! still do this, if |

think about him too much, I'lstart crying and ¢rying and crying.”

The participants perceived that the expression of their sorrow through crying was an
appropriate and acceptable behavior in the unit. In fact, Dale said she thought that it was
probably awondertul way for nurses to grieve when they could have areally gcod cry while at
work, when they had the need to. The participants described how their colleagues would often
offer them the opportunity 1o leave the bedside for awhile, so that if they wanted to have a good
cry. they could. However, all of the participants voiced concern that they would not be able to
contro! their crying whiie in the work place. Crying seemed to be perceived as the trigger
mechanism for the letting go of all their emotions of grief which would result in not being able to

meet the needs of the child and family. There was a fear that once they started to cry that they
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would find #t hard to stop

Jamie: " ... It sometimes feels like it's quite possible t0. you know. cryand cry and cry with

them. Idont actually know if that weuld be helpful Ithink the fast thing in the world | would

ever want was a parent supporting me.” (lessthan 5 yearsintensive care experience)
This was implied by the participants’ statements that described how necessary they fell it wasto
“stay in control” and teelings ot “being out of control” when their teebngs of grie! were strong
For example, in the following account, Pat compared her feelings of gref for a child whose
death was a“more positive experience” to the death of a child that was “really diffrcult” for her
The more difficult death had caused her to have “a strong physical hurt* She stated that she
wanted to cry with the pain she was experiencing. yet also felt astrong need to remain in contro!
ol her crying. This account demonstrated how tenuous their feelings of control over the
expression of their emotions were and how strong their need to remain in control

" Istilltelt grief. | still feit very sad for the family but | didn't have the pain where i could have

Just about sobbed. That waswhat | had with the other one, that Ithink if |had been left
there, or somebody would have pushed me just alitile bit too much, Iwould have just
burst into tears with the wailing you know." (5 plus years intensive care expetience)

There was also afear that they would not be able to perform their job. As a point of illustration.

when Jamie was asked what she perceived would happen if she lost control. she stated that she

feared she would not be able to function. She feared that if she became overly emotional. she
would not be able to think.

And. so they frequently chose not to cry while at work. The participants stated that being in
control of their crying was one of the waysin which they coped with their feelings of grief in the
work place. As Pat said, she just made it a thing with herself that it was not a good time to cry
when the child died. She said that over the years, she had decided that not letting herself cry at
work was the way she coped. This was the way she got through the day She had learned to
manage or control the expression of her feelings of grief in the work place.

Similarto anecdotal accounts in the literature (Charnook. 1985; Evans, 1988). each of the

participants expressed that it was their personal expectation that they should be able o



continue 10 meet ti'e needs of the grieving family, to be able to support and comfort them
despite their own feelings of griet. As Sean said, there was a need to “be strong for the
parents,” to be able to help them. Although it was appropriate to openly express how much
they cared for the child by crying with the parents, the crying had to be controlied or within
boundaries. They said they needed to be able to support the parents, to give them the words
they needed at this time of their grief. And so, as Sean continued to say, nurses needed to be
able to “swallow their own sadness.”

Attempting to remain in control of one's crying sometimes prevented the nurses from
being able to reach out 1o others and support them in their time of arief. This was more apparent
with the inexperienced intensive care nurses, but was not limited to them. For example, the
intensity of the participants’ feelings of grief at the time of the child’s death also influenced the
amount of emotional energy needed to control their crying, despite their years of experience.
However, being unable to help their colleagues or to give themselves emotionally 10 the
grieving parent augmented the inexperienced nurses’ sense of guilt for having failed those who
needed them. Casey described how she felt badly for not being able to support a colleague
who was crying at the time of a child's death because she was trying to prevent herself from
crying. Jamie described how she had had ahard time holding it together and therefore how
ditficult it had been talking with the parents about their child after the child's death. The more
inexperienced nurses described how they had seen other nurses who seemed to be able to cry
with the family a little bit, but could still contro! their crying so that they could support the
parents. They said they wanted to get to that point t00. They acknowledged that it had not been
an expectation of their colleagues that they provide the emotional support needed by the
grieving family. They said their colleagues had helped them with the emotional care, aliowing
them to focus on the physical care of the child at the time of the death. It was easier to manage
their crying when they remained focused on specific tasks.

Therefore, the participants needed to learn how 10 control their crying. This was
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something that required experience. As Jamie said. it was a hard thing to get good at if you did
not see very many deaths. Several of the more experienced nurses described how they had
learned to “be strong” through a variety of coping techniques. For some, it was removing
oneself from the situation until they felt better in control of their emotions. As Sean said, just
talking with someone, or going for a coffee to get away from “all the emotion in the air’, would
enable her to face the situation better. For others, they described how keeping busy helped
them to stay in control of their emotions.

Dale: “... Ili probably come along and my eyes will be red but Itry not to cry. That's me. !

have alot of emotion. As soon asthe parents leave, and things go back to normal then ['l

just work. We have to work [long pause].” (5 plus years intensive care experience)

The participants also described how they preferred to cry in private. This reinforced the
impression that griet was a private experience. Pat described how the worst thing for her had
been fifteen people sitting and watching her rock a baby who was dying. The most important
thing to her was to be alone so that she could feel free to cry it she wanted to. Although the
participants acknowledged that the staff were not ridiculed for openly crying, they also
acknowledged that it was ditficult for the nurses to observe their peers grieving and therefore
staff often left the unit for a short time to cry. Dale described how it was difficult to see another
colleague cry and therefore the nurses would prefer to cry in a small room by themselves. Once
they had cried, they felt ready to continue on with their work. Therefore, there may be
ambivalence about the acceptability of crying publicly in the unit. On the one hand, there is
acceptance of this form of grief expression by their colleagues. On the other hand, there
appears 10 be a personal expectation that crying be done privately. This may be related 1o the
cultural norms and mores regarding the expression of grief. Traditionally, persons raised in the
cultures of Western civilization have been taught to contro! their emotions and there is a more
reserved or stoical nature to the expression of grief in this society (Knapp, 1986).

Not crying helped to get the participants through their shift. But the participants aso

stated that crying did help when they allowed themselves to do so. Unfortunately, it was not
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always possible 1o cry later. As Jamie said, not crying might get you through the shitt, but it is
unfortunate that when you really need to cry, you don't fee! you want to cry. but when you feel
that it is all right to cry, you may not be able to. Unfortunately, triggers often caused them not
only to relive the feelings associated with the death of the child, but also to have “break through
tears,” often atatime and in a place they did not want this o happen. As Pat said, she can be
working awayand suddenly hear asong that reminds her of a particular child, who she had cared
for more than two or three years ago, and she will just start to cry, Thus, there was a
timelessness to their feelings and expression of grief.

Crying and controliing ane's fears appears to be common to nurses in other sattings as
well. Inan article of their analysis of personal inventories of 300 oncology nurses attending the
authors' bereavement workshops, Saunders and Valente (1 894) stated that due to professional
standards, nurses may hesitate to cry in front of the family. As aperson, the nurse feels sad and

tearful, but as aprofessional it is important to stifle those tears.

Physical expressions of hurting

Several people stated that they experienced physical feelings of hurting associated with
their grief. The characteristics of the physical sensations they experienced were very
diversified. The male participants in both the main and pilot studies described the difficulty they
had in expressing their emotions through crying, although they recognized that their “eyes
were cloudy” or “red” upon the death of a child. They perceived that their inability to express
their grief by crying was culturally determined. Theretore the physical symptoms they described
appeared to result from their attempts to control their feelings.

"I wasn't really brought up that way but my mind was aman should not cry. And then you're

surrounded by people that cry alot, you're there and you have to take adeep breath

(takes adeep breath] and you have to be aman. So Itend not to cry but it, it hurts [voice
softens} so much inside it's incredible. [Makes afist into his stomach] ... t's so hard and

! The excerpt has not been referenced to protect the anonymity of the maie participant. Piot study data
has been included here o demonstrate that the male nurses had similar responses,
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you look around and of course allthe women are crying but not most of the men ... and all

Us guys are just standing there, and our eyes are totally red, but not atearis coming

down. But we allfeel the samething. Itit it hurts right in the throat [grasps throat with both

hands, one hand on top of the other]. It's, Ifind it hard."

On the other hand, the only other participant to describe somatic sensations at the time of
achild’s death, anurse with many years of intensive care experience, told of physical symptoms
that were of an intense quality and of much longer duration than those described above. She
said she experienced pain and heaviness in her stomach and chest. She stated that these
physical symptoms have occurred for all those children with whom she has been directly
involved, but the intensity and duration have varied depending on the context of the child’s
death. This participant also described other physical manifestations of grief such as headaches,
sleep disturbances and profound physical fatigue when she had been exposed to a number of
“very negative deaths” in a briet period of time. This nurse described how she had experienced
allthese physical disturbances as signs of burnout just prior to her decision to transter from adult
nursing because she felt no sense of satisfaction from her work. Based on her prior experience,
she interpreted these feelings asawarning that she was not coping well with the deaths of the
children in the unit. She understood her own personal limitations and requested patient
assignments for the next few shifts where it was anticipated that the children would survive. A
vacation then aflowed her time to “find new strength” to help her better manage her grief in the

future.

Enerqy depletion

The participants all expressed some degree of emotional fatigue or depletion of energy
resources. This tended to be implied through such statements as"i needed 1o get my strength
back” or * lcame back feeling re-energized.” As Dale said, when achild dies for whom she had
cared, she could not go home and do things that she had to think about. She had no energy

left.
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“You just don't walk out after your 12 hour shift and say i'm going home and I'm going to
read abook or going to study. Ican't do that. Ican go home and do things that 1don't have
to think about you know. ... But Ican't [pause], it just blocks me from doing anything
where Ineed concentration because |can't concentrate. The only thing Ihave in my mind
isthat {the death], you know. Because trying to concentrate, it just, it just drains you. ltjust
takes allyour concentration energy and you don't, tdon't have it any more, you know." (5
plus years intensive care experience)
Dale described how it could take afew days, to teel the need to be actively engaged in more
mentally challenging activities again. Some of the participants stated that, if they had to go back
to work for another shi* immediately after the death of one of their patients, then they
sometimes needed to emotionally distance themselves or to limit their degree of attachment to
their next patient. They felt they still gave good care to the child, but they did not have the
emotional energy to open themselves fully to another child. Distancing themselves for a short
time helped them to cope with this manifestation of their grief. Once they had several days oft

work, they felt they could once again give of themselves more fully.

Impatience

One participant noted that she had expressed her feelings of intense grief when one of
the children for whom she had had a strong attachment died, complaining about everything at
work, abehavior she stated wasvery unlike her. She said that she complained about her work
schedule and even about the garbage not being taken out. This participant noted that due to
her feelings of griet, she hated going into work and was even thinking about a new job. As her
teelings of grief began to hurt less, she again began to view her job as agood one and she no
longer was bothered by the small frustrations of day to day work life. Parkes {1972) has reported
that feelings of powerlessness, anger, and profound sadness can have their expression
through impatience with activities of daily living. Limited energy reserves also can aggravate

this.
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Each of the participants shared stories that were very ditferent from each other. However,
when all the stories were analyzed and compared, it became evident that the participants had
identified common factors surrounding the children's deaths that tended to infiluence their grief
responses. These included such conditions as the integrity of their relationship with the child
and family, suddenness and unexpectedness of the death, preventability of the death, number
of deaths to which they had been exposed, and the support received within the work
environment. The next section examines in more detail the contextual factors of the death that

influenced the participants’ grief.

Section 3: Contextual Factors That Influence The Nurses' Grief Response

3.1 An Overview

What is essential to understanding the nature of the nurses' griel response to the death
of achild for whom they cared was an understanding of the contextual factors of the child's
death. Panticipants began their discussions with alengthy history filled with details about events
surrounding the death. it was as though the participants were saying ‘before | can help you
understand how Ifelt, you must understand what happened and what the child and family meant
to me.' Therefore this section will discuss those factors that the participants described as
influencing their grief response to the death of achild.

Every death was different. Therefore, every time a chid died, the participants
experienced a different grief response, although there were common elements. Their stories
told that there was no pattern to their reactions to the deaths because there were always
ditferent contextual factors involved with the period before, at the time of, and following the
death. Therefore, there could be no habituation to their responses to the death of a child.
There were aisc personal factors that influenced the participants' grief responses and these

could be different for every death. For example, several nurses described how they had been
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exposed 1o three or more deaths in a row and they {ound their grief responses to be more
intense and “harder to deal with." They stated they wanted to see just one child live and do weli
in order to feel asense of joy again. They ail described how the morale of the nursing staff also
affected their own general mood while at work. They described how they tended to carry the
emotions of their colleagues, such as their sense of gloom and sadness or even their guilt or
anger. Then, it they experienced the death of achild during this time, they felt a more intense
grief response. The degree of support by staff was also diminished when the unit had been
exposed to alarge number of deaths in a short period of time. It was perceived that the staff
would not have the emotional energy to help others as each nurse would be trying to manage
his/her own griet during these times of multiple deaths in the unit.

The personal events in one’s life, such as the recent death of a significant other, was
another example of apersonal factor that influenced their grief response when a child for whom
they cared died. As Alex stated, her grief responses now were "definitely harder” since she had
experienced her own personal losses. She stated that she had had to fortity her social support
system outside of work and had redefined her personal limits of coping in order to manage the
teelings of griet in both her personal and professional lives.

These findings are consistent with the research on health care providers stress and
coping with multiple losses (Adams, et al., 1991; Benoliel, 1983: Eakes, 1980; Munley, 1985;
Vachon & Pakes, 1985). ltis interesting to note that the perceived non availability of suppont
systems and/or other recent losses in one's life which occur concurrently with the death of a
significant other are considered factors that place the bereaved at high risk for atypical or
complicated grieving, current terms for pathological grieving (Katz & Florian, 1986-87: Parkes,
1972; Rando, 1984, Stylianos & Vachon, 1993; Worden, 1991). These personal factors,
particularly the non availability of support systems, may be present for many of the deaths to
which nurses are exposed in their working life.

The contextual factors that influenced the participants' grief in a child’'s death were
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ditferent for each individual. This explained why nurses who had the same child death exposure
did not necessarily share the same grief experience. For example. the inexperienced nurse may
have had strong feelings of culpability atthe time of achild's death due to her lack of knowledge
and skill, while the experienced nurse may have felt a sense of relief that the suffering of the
child was now over, The meaning that these individuals placed on the death of the child was
also ditferent due to the differences in their experiential ieaming. In addition, it appeared that
the participants “weighed” the variables within each situation of death according to their own
value system. As apoint of illustration, Alex stated that she felt more sadness when the family's
choice of how the child would die was not congruent with her own. But the sadness "wasn't
long lasting" because the family's choice had been respected. Respecting the parent's choice
was of higher value than meeting her own expectation of the best way to die. Therefore. her
feelings of griet were not of long duration. Each person's value system appeared to have
“eveloped, or was developing, based on both their personal and professional experiential
foundations.

It appeared that the presence of particular variables potentiated the participants’ griel
responses. The findings of this study have similarities to Bugen's (1977) theory. In his 2x2
matrix, Bugen suggested that, if the bereaved perceived the death was preventable and the
deceased was considered acentral person in his or her life, then the grief experience would be
intense and prolonged. The opposite would be the hereaved who had only a peripheral
relationship with the deceased and believed that the death could not have been prevented.
Then, the grieving process would be predicted to be both mild and brief. Just as has been
sugéested by Bugen's theory, the closeness of the relationship and the perception of
preventability of the death appeared to have increased the intensity and duration of the
participants’ feelings of grief. However, in Bugen's theory, preventability refers only to "the
general belief that the factors contributing to the death mayhave been sufficiently controfied so

that the death might have been avoided” (p. 199). Although the preventabiltiy of the child's



death was a component of this variable for these participants, the perception of preventability
also extended to the dying process. That is, if the participants perceived that the death could
have been abetter one, then the intensity and duration of their grief responses were increased.
Additionally, Bugen's matrix appears too simple, because it appeared that a sense of
predictability of the child’s death was another critical factor that contributed to both the intensity
and the duration of their grief responses. For example, it appeared that when there was no
sense of personal loss atthe child's death and no sense of preventability and/or the death wasa
predictable one, then there was no anger or guilt and the feelings of sadness did not linger. On
the other hand, if there was an intense emotional connectedness with the child and family, in
addition to feelings of preventability, and/or the death was sudden and unexpected, then
feelings of anger and guilt augmented their profound sense of sadness and their grief was more
difficuit to manage. In contrast, it appeared that if there wasa strong sense of attachment to the
child and/or family but no perception of preventability and/or the death was anticipated,
although there wasintense feelings of sadness that may have been of long duration, these did
not seem to be compounded by feelings of guilt or anger. Feelings of acceptance appeared to
be easier to achieve.

However, their feelings of grief were even more complex than the above matrix suggests.
For interwoven through each of these variables wasthe variable of experience. For axample, as
the participants gained knowledge and skill, there was an increased ability to let go of the
feelings of culpability related to the perception that they could have prevented the child's
death. In addition, some of the participants had learned to establish boundaries around the type
of relationship that they would develop with the children and their families. Therefore, their grief
responses changed over time as they gained more experience and learned about what helped
them to manage their grief and what variables influenced their grief responses. As a point of
illustration, Casey, a less experienced intensive care nurse, told a story of a child that had

continued to haunt her many months after the child's death. She had had a strong sense of
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emotional attachment 1o the child and also felt that the child's death could have been
prevented. She believed that had she been able to find some indication to delay the child's
discharge home, the child would not have died. In addition, because of her lack of experience
with death, she had not developed coping strategies to help her manage her feelings of
sadness and guilt. She described her feelings asbeing overwhelming and her only way to cope
at present wasto avoid the painful feelings. It appeared she had not yet come to terms with this

child’s death.

“The one that so affected me, it wasalittle boy who, he was aBPDer and he was my
primary patient. And |had taken care of him for about 2 months. .... And his parents lived
quite far away so | was, they, Ireally, Imean |don't know how healthy it was, but Ireally telt
like he was, you know, my fittie baby. Imean !sincerely think |loved this littie baby. [tempo
ot voice very slow and voice cracks atthis point] He was very important to me. And uh, he
went home and within 4 days of being home, he died. ... And allwrapped up in my sort of
feeling sadness and loss wasthis feeling of responsibility that [ couldn't shake. .. Ifelt like
there was something Imissed. That um, [pause] you know, Icould have stopped the
discharge or something, if 1had, if Ihad uh, been able to catch something [crying].” (less
than 5 years intensive care experience)

Two themes have been identified that describe the contextual factors thatl were common
to allithe participants and that have influenced their grief responses. They are: (1) the nature of

the nurse-family unit relationship and (2) dissonance.

3.2 Theme - The Nature of the Nurse-Family Unit Relationship

Being involved with the child and family appeared to have aftected how the nurses felt at
the time of the child's d-ath. As was described under the ethos of pediatric intensive care
nursing, these participants highly valued being involved in and committed to the nurse-family
unit relationship. The participants described a strong sense of satisfaction from having shared in
their lives and having been able to help the child and family cope with this life crisis. The
development of atrusting relationship helped them to be partners with the parents in care of
the child and being empathetic helped them to provide support and comfort to the family in

crisis.
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Forming a "close relationship”, becoming “emotionally bound”, “becoming attached"”, or
having a“connectedness” were words introduced by allthe participants in the study. The type,
quality, closeness, intensity, and importance of the relationship appeared to affect the duration
and intensity of the nurses' grief. The participants appeared to be involved in a range of
refationships with the child and family, similar to those that have been described by Morse
(1992) in her exploratory studies on the development of various types of riurse-patient
relationships. For example, the participants stated that on occasion there was no sense of
connectedness at all. Their relationship with the child and family was strictly related to the
physical care given to the child. They stated this had happened when achild came into the unit
and died within a few hours of admission or when the participant had peripherally assisted
another nurse with the physical care of a child during a crisis situation. For example, Dale
described one death where the child had been in her care for less than haif a shift and therefore
she wasable to “easily overcome the death.” Jamie described that, although she felt sad when
the chiid died, she wasnot as affected by the child's death in those situations where she did not
have time to get 1o know the child and family because the circumstances of the child's dying
process had kept her very task orientated while the team attempted to save the child's fife. She
stated that in these cases "you don't even have time to look at the face of who is there." She
acknowledged that if another nurse had cared for this child and family during the days prior to
the death, that nurse might have been devastated upon hearing of the death. However, the
death did not affect her asmuch. There wasittle personal emotional involvement and therefore
the nurses rarely remembered these children's names or the details of the child’s death, as long
asthere were no other contextual factors that had influenced the death ina negative way, such
asfeelings of preventability.

A few participants had worked with adults and were thus able to compare their feelings of
grief when a patient for whom they had cared died. They stated that feelings of emotional

connectedness were not as prevalent in their adult nursing experiences and as a result, their
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feelings of grief were less intense and of shorter duration. The following account suggests tha!
this less intimate connectedness enabled the nurse to continue to tunction effectively for the
remainder of her shift because it was not difficult for her to manage her feelings of sadness.

Pat: *It's very different [ in reference to her grief for adult patients]. 1don1 tind you get as
close to the patients. You're not asclose to the family. ... | mean [felt sad for the family, ..
but it's not the same kind of impact lets say. Imean after you take care of the patient
afterwards it's just - 'Okay. Keep going. Do your day.’ [in reference 1o children] ithink it's
because here you're so close to the family. You're 50 close to this one baby or child or
whatever. You in asense get attached. In asense develop areally much stronger
relationship.” (5 plus years intensive care experience)

However, for the most part, the participants described having what Morse (1992) would
referto as a connected relationship with the child and/or family. This connected relationship
appeared to have occurred at two levels. In the first, the nurses described having had an
emotional connectedness to the child and tamily in which there was not a personal sense of
loss when the child died, but rather feelings of having shared the lived experience of grief with
the family. In the second, they described having had more connected relationships that
involved feelings of personal loss when the child died. This stronger sense of “attachment”
occurred with either the child, the family, or both. Bugen (1977) would refer to the former
relationship as aperipheral one and the latter asacentral relationship. The degree of emotional
connectedness that the participants felt for the child and/or tamily attected the intensity and
duration of their feelings of grief and is illustrated by Alex.

"Certainly the ones that I've actually cared for have, |would say, have agreater im pacton
me. Particularly it it's achild and family that I've looked after for awhile and had some time
to develop arelationship with. As compared to someone who comes in, and achitd comes
in and dies within acouple of hours. #tpresents aditferent type of grief iguess. Interms of
the children who died in the unit that | haven't directly looked after, Ithink there's acertain
element of sadness that goes along with that. ... Iguess the easiest level would be
children who [haven't looked after, but I'm aware of their death in the unit. Ancther level
might be children who | have looked after. Not alot. But have developed some
relationship with the child and family. Who die when 'mnot there. And then there wouid
be agroup of children and families who I've developed more of arelationship with, who
may or may not die when I'mlooking after them. But it would affect me more. And then
there's agroup of kids and families who I guess I've developed astronger relationship
with. And they would die on my shift, when I'm looking after them. And then there's also
the factors that somehow get put into this and 'mnot sure how this all relates.” (S plus
yearsintensive care experience)
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Sharing the lived experience of grief - the empathetic relationship

Being connected to the families through an empathetic relationship was highly valued by
these participants. The participants stated that being able to meet the needs of the family and
being able to comtort them meant that they must truly “be with” the family. As Jamie said, “being
with” the family meant that she needed to live what they were living in order 1o make it easier for
themn and to make it easier for her to work in partnership towards mutually shared goals for the
child. The rewards of an empathetic relationship were seen as positive. They stated that it made
them “teel good”, “feel great about” themselves, or that they felt “a sense of satisfaction” when
they knew they had helped the parents and had eased their burdens for a short period of time.
The participants had found it rewarding to be allowed to share very personal, intense feelings.

These participants have expressed what Liehr (1989) has noted in her work on the value
of presence in nursing. She has written that:

“true presence is an experience of genuinely engaging with another, perhaps for only a

fleeting moment, perhaps intermittently tor an extended time. The person with whom one

is engaging moves to the foreground with allthe anger, joy, fear, or pain the shared
moment willhold. To attend in this way, the nurse’s sensitive awareness of the other
extends beyond afacial expression or beyond the content of verbal interchange. The
nurse’s sensitivity is expressed as a shared feeling. ... To share another's loneliness is to
touch one’s own and to stay with it, channeling energies to understand the meaning of

ihe moment” (p. 7).

Being involved in an empathetic relationship helped these participants provide the comfort and
supportive component of their nursing practice. The more experienced nurses had learned that
emotional closeness and sharing the lived experience assisted families through the grieving
process and protected them from institutional depersonalization. These findings are similar to
those found in other [iterature with the terminally ill. Martocchio (1987) has written of her work
with nurses caring for the terminally ill, that they have learned “to engage in empathetic
refationships because during chaotic Iife experiences, loss is changed to gain when there is a

teeling of understanding” (p. 23).

The value of this type of relationship for these participants is congruent with other
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tindings in the literature. In an exploratory-descriptive study by Eriksson (1992) . she examined
the ways in which nurses communicate caring to the patients and families. From bot* the
patients’ and nurses' point of view. the expetience implied “the ability 1o cry with those who
cried, laugh with those who laughed. grieve with those who grieved and be happy with those
who were happy” (p. 93). Demonstrating that they cared for the patients by sharing the patients’
and families’ experiences were said to have positively affected the healing process for the
tamilies and had eventually led to afeeling of joy and satistaction for the nurse. The nurses in
her study stated that they felt they had matured ashuman beings and that their own lite vaiues
were involved. Eriksson found that time as a quantity was of no great significance, but the
experience of sharing time was important. Communicating caring implied choices which
included both joy and pain (p. 93).

Williams (1982) has written that successtul enactment of the suppontive professional role,
perhaps even more so than the therapeutic role, requires the capacity to empathetically
experience with the patient or family. Empathy involves mentally imagining oneself in the role of
the other and experiencing the associated emotions. Therefore, an outcome of sharing the
death with the family was that the participants also shared the families’ feelings of grief and
these shared feelings became par of the feelings of grief experienced by the nurses For
example, Pat stated that the presence of the family in pediatric nursing had made her feelings of
grief more intense than they had been when she had worked in adult nursing. Although she
acknowledged that the level of attachment she had developed with the children had influenced
the change in the intensity of the feelings of grief, she also stated that her grief had been
exacerbated by seeing and sharing the grief of the family. Although meant to faciltate meeting
the goals ot the child and family, sharing the family's feelings ot grief and becoming “part of
them” resulted in sharing the loss of the child with the family. She had not established this type
of empathetic relationship with the tamilies in the adult setting and therefore found her grief with

adult patients less difficult.
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“ Ithink it's just um afeeling that you're kind of part of them. You feel like you're part of
them. And you feel like the loss, you're also having the same kind of loss. And ultimately
you're all, we're all working towards the same thing which is the best for the baby or the
child, Iguess that's why you, |eventually end up feeling like I'mpart of them. |see what
they're going through and Itry and make it the best Ican. ... Definitely makes the person
real. Whereas !found when Iworked with adults it was, it didn't seem asrea!to me
because it seemed like nobody wasgrieving and nobody really gave ahoot. So it makes it
aheck of alot more uh areality.." (5 plus years intensive care experience)

Sharing the family's grief did not necessarily require a deep sense of emotional
connectedness to the child or family. In the following story, Dale stated that she had not
developed a deeper level of emotional connectedness to the child or family due to the short
period of time that the child was in the unit. However; the intense griet lived by the parents,
particularly those emotions expressed both visibly and audibly by the mother, “marked" her. In
addition, the emotions displayed by other health care providers intensified her feelings of
sadness. This story has “haunted” Dale for many years even though there appeared to be no
personal sense of loss of the child.

“The first time it really marked me was alittle 21/2 year old that drowned in apool. ...

And the mother wasjust basically crying and crying and [saying] 'Thisisit. I'mlosing my
whole lite. I'm losing my only daughter.’ And alot of the family, she invited her whole
family members over 1o be with her and they were allreally grieving. ... So |wasreally in the
midst of the family members that would come and walk by and kiss her and hug her. And
she even told her [other children] once o ‘Well this is it. Just say good-bye. This isthe last
time you'll see her.' You feel so weird inside. And then they look up atme, the chaplain
wasin front of me looking at me, his eyes were red, tearing. | myself wastrying to uh hold
back alot. Which is difficult. ... Having allthese emotions go through you and just try to
keep astraight face. Be [long pause] Tryto be reassuring as much as possible. Yet you
teel you're falling apartinside.” (5 plus years intensive care experience)

Dale also described how once the tamily members left the unit, their feelings of grief were taken
with them. Therefore, the energy that she had used to share the families emotions with them
became available to help her cope with the death of the child.

"As long asthe family members are around, 1find it very, very ditticutt. They carryallthe
emotion. When they leave, it seems allthe emotion goes with them. Then icould be
dlone with the child. Ifeel very sorry but I'm able to regain my strength atter that and be
abie to continue on. But during that moment of time it was extremely difficult. Just to be
there and seeing allthese people walkone atter the other.” (5 plus years intensive care
experience)
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In contrast, when families were not present or when their emotions were not displayed, the
nurse’s own grief experience was perceived as easier. Dale described a situation in which the
child’s death did not haunt her that much because there was no requirement to share in parental

emotions.

“And the parents did not carry that much emotion. They walked in and they see the

child. We did not even see atear from the parents, neither the father or the mother. And

they walked back out and they were gone. And for us well, it they don't carmy much

emotions, you don't have that much yourse!f.”
Pat's account also illustrated that although painful feelings of griet were still experienced at the
time of the child’s death, the duration of those feelings was less because she did not carry the
additional burden of the parent's teelings of grief.

“That's why too Iguess in a sense the baby that uh died when he wasalone, |was able to

get over it even though it was very painful atthe time, because Ididn't see the family. So if

whatever grief they were feeling, Ididn't end up carrying it around basically and feeling for
them, like feeling bad for them, because to me, Idon't even know what they look like. So it
can definitely atfect your griet. Definitely.” (5 plus years intensive care experience)

The participants stated that how the emotions were expressed by the family had had a
profound effect on their grief responses. For example, the nurses’ own feelings of sadness
and feelings of helplessness appeared to have been less intense and easier to manage when
the parents’ feelings of sadness, helplessness, and hopelessness were shared in a more
controlled and reserved manner. In contrast, the burden of grief carried by the participants as a
result of sharing the family's lived experience appeared to be greater when the parents had
expressed violent emotion. twas as if the amount of grief carried was greater when more of it
was released by the family members.

The participants also described how they shared the parental teelings of anger and hon
gcceptance of the child's death. The sharing of these feelings of anger influenced the
participants’ own feelings of grief which were described as “harder”, often longer, and it was

more difficult for them to achieve a sense of acceptance. These thoughts were expressed in

the following account by Dale. An adolescent had chosen to have heart surgery for which
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chances of survival were poor. The father had not been able to accept his daughter’s decision
and the anger he felt wasdirected atthe caregivers. Despite this, Dale had developed a trusting
relationship with the family. She understood that the father's anger was an expression of his
grief. Dale described how she carried the tather's anger and the siblings feelings of grief.

*And things did not go well at all. t was getting worse and worse. We had to sedate her

tor her not to feel anything. She arrested many times. And it wasdifficult. The tamily was

very mad at the medical system. And basically |had been taking care of the ¢hild so much,
that lwas the only person that the family could really relate to. And alithe anger was
thrown partly, well, at me. They told me: ‘We're not mad at you, we're mad at the syslem.’

But being that | was alwayswith them, allthe anger waslike channeled through me, and

back to the medical people. So it was extremely difficult. ..." (5 plus yearsintensive care

experience)
The sharing of the family's feelings of grief intensified Dale’'s own grief response and stil
“haunted” her even years later. The sharing of their anger had made it more ditficult to accept
the child’s death.

Even when anger was perceived as a normal part of the grieving process, and the
participants stated they were able to understand this response, they were affected by the anger
and had difficulty coping with it. But they 2'so described situations when parental anger turned
to blame and as aresult the nurse’s own feelings of griet were further intensified. Under these
circumstances, they not only had great difficulty accepting the children’s deaths, but they also
expressed having feelings of anger, guilt, and powerlessness. Even the experiehced nurses,
who telt more contident in their knowledge and skills, stated they had these feelings as part of
their grief response. In the following account, Pat described how being exposed to extreme
parental anger and blame resulted in feelings of responsibility for the child’s death, even when
she realized that it was illogical thinking. Sharing the anger of the parents caused her 1o relive
the circumstances of the death in order to tind someone or something to biame. She became
angry with the system, others, and self.

“Basically the one {mtalking about was very negative. They [in reference to the parents)

were very negative. And it just uh it made me carryit around that much longer 1think,

because fike it really became questioning what we were doing. It really had me look at- did

we do allwe could? And it also made me alot more like, think alot more that I didn't do
what Icould. And you know | could have done this, this, and this that would have been



better or made it more. It wouldn't have been better. It's abad experience and that's it.
You know? But it could have maybe helped.” (5 plus years intensive care experience)

She stated she was not able to readily accept this child's death and it caused her to question her
previous understanding of iife and death and her role asanurse.

In studies that have examined the stress and coping in adult and necnatal intensive care
nursing, families’ grief, reactions to families' grief, parental anger and guilt were considered
stressful {or neonatal nurses (Caldwell & Weiner, 1981). Similarly, pediatric hospice nurses have
reported that certain negative responses of families, especially anger (hidden or overt),
helplessness, and criticism of staff are ditficult 1o cope with (Woolley, Stein, Forrest, and Baum,
1988). Although these studies have identified that these teelings are considered stressful {or
the nurses, they did not examine why this would be so. The participants in this study have
possibly given an explanation as to the reason. Sharing of these feelings, makes their grief
experiences more ditficult.

Certain factors in the participants personal lives also appeared to have affected the
meaning of the shared experience and thus influenced the intensity of their own responses.
These variable were: (1) becoming aparent and (2) the death of a signiticant other. In the main
study , the one participant with children commented that she now shared more of the parent's
grief because her understanding of what it might mean to lose achild had changed for her when
she had become aparent. She stated her feelings of sadness when achild died were now more
intense. These thoughts had also been expressed by the participants with children in the pilot
study. twas asif they were saying: ‘Now that | truly know the feelings of love a parent has for a
child, 1am closer to understanding what the loss of this child would mean to me. | can empathize
even more now.’

Dale: " Ithink the big ditference waswhen |had my children. Ihad a. [pause] Ife!t befare,

but Icouldn't really know how a parent would fee! losing achild. ... ljust cant imagine

myself losing achild. ... i'shard. | see and ifeel alot more. Before that |was sad for them
but there was something missing. |could not really fully comprehend what it was with the
child, that bond that we have. And now |do know. And Iwould have an aextremely ditticult

time if Ihad to lose achild. And Ifeel alot more for these parents that go through this [big
intake of breath).” (5 plus years intensive care experience)
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However, an experienced participant with children from the pilot study stated that she believed
that the intensity of her grief was not just a product of being a parent, but rather having shared
the griet of numerous parents over the years? She described her current teelings of grief
when she was exposed to the death of achild asmore intense than they had been in her earlier
years of inlensive care (although she stated she had leamed to manage her feelings better).
She saw that the intensity of her feelings of grief was a direct result of the learning that came
from her numerous expetiences with death and having shared the intense emotional pain of
these parents. This participant's experience confirmed what the grief literature states, that is,
parental grief is one of the most intense grief reactions, taking from years to a lifetime to resolve
(Demi & Miles, 1986; Rando, 1984). This helped to discriminate between sharing the lived
experience and projection of the child's death onto self. The participants described sharing the
parents’ feelings of grief more intensely, not having increased feelings of vulnerability.
P2: "Itis avery ditferent situation when achild dies, asopposed to when an adult dies.
So by virtue of that | probably project that into this situation is that |l can't imagine that
there is dnything [tone of voice strong, emphatic on this word] worse for parents than a
child’s death, their child's death. Ican'timagine anything worse. And so to me itisthe
ultimate grief that they teel. Where aswhen Iwasanew nurse in PICU Ididn't have that
appreciation [in reference to the fact that she had come from an adult ICU). Isthat a
product of being a parent? Idon't think it is. Ithink it's a product of seeing parents lose
children. That's where Ithink that comes from. As much as | have sean the physical pain. |
have seen parents hurt. |have seen it go on. [have seen the fact my learning of whatisa
normal grieving period and it's not 4 months. It's not 8 months. | mean we're talking ysars
[tone of voice strong, emphatic on this word).” (5 plus years intensive care experience)
inaddition, those participants who had experienced the loss of a significant other in their
personal life, atter they had started to work in pediatric intensive care, stated that the sharing of
the families’ teelings of grief was now deeper because they had aditferent understanding of the
parent's pain and what this loss might mean to them. They recognized that the death of a child
and seeing the pain of the family caused them to relive some of their own emotions of their

personal loss. However, they also felt they were more empathetic and shared more of the

? Pilot study data has been included here to report the varience in the meaning that two nurses had
ascribed to their grief experiences as a result of becoming parents.
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families’ grief. Both of these factors resulted in feelings of grief that were more intense.

Sharing the lived experience of the family did not alwaysresuit in the more paintul feelings
of griet, such as sadness or anger. Sharing parental feelings of grief sometimes helped the
participants to manage their own grief when the feelings of the family were ones of strength,
courage, and acceptance. They helped the nurse to see that grief could be endured, faced
with a sense of control, and that survival was possible. This was reflected in the following
participants’ account. Despite many exposures to death, this was the only positive death
experience to which Pat had been exposed. Pat had had the privilege of sharing the lived
experience of parents who demonstrated strength in the face of adversity and who had been
able to come to terms with their child's death while the child was still in the unit,

“Strength of the parents. The overwhelming strength of the parents. Ifind they were

very brave, strong, and admirable people. twasjust unreal when to go and even

think of buying atuxedo for their son for his funeral and then you know. She wastelling

me things like what she’d planned is on their first Christmas, father and son would be

dressed the same, inthe same tuxedo, in the same colors, in the same way you know. |
found Ishared more in their lives because of that. ... And to go right around to accepting it
and being strong enough 1o be able to go out and buy something for the baby for his
funeral and for atter he died and thinking of these things. [would never even think of that.

Like |don't think Iwould have the strength to go out there and do it. ... And it was just

seeing their remarkable strength and their togetherness. it wasjust unreal. Ithink that's

what stands out more than the others. The others kind of grieved and did it more privately

Iguess. Iwasn'tin [voice punctuated this word by getting louder and stronger} as much

with their feelings and stuff. But this family Iquess really made me alot more part of it than

others have. And Ithink that's why it was more positive and it really sticks out.” (5 plus

years intensive care experience) *

The child in this story died from multi-organ failure following open heart surgery for a complex
congenital heart defect. Despite having this physiologic rationale for the death, Pat still needed
adeeper understanding of why the child had died. it was through sharing the lived experience
of the parents and their strategies for creating meaning and memories around his death that
she was able to create something positive from the death. Although her griet experience still
consisted of profound feelings of sadness, she was able to accept this child's death and find
meaning in the positive feelings she had experienced with the family.

Other participants expressed similar feelings when they were able to share the
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experiences of families who had "strong beliets in another power.” They found deaths “easier
to grieve” when the family prayed together, sang at the child's bedside, or were involved in
rituals that appeared 1o provide the family with asense of comfort. Sharing the lived experience
ot the tamily in these circumstances helped them cope with their own feelings of grief and they
felt "less sadness”.

When the participants were able to continue to share in the experiences of families where
there was a perceived sense of growth through the grieving process, the nurses similarly
shared the same feelings and this helped them to achieve an acceptance of the child's death.
Thisis reflected in Sean's comments about being with the parents of a child for whom she felt
attached and who had died many months previously.

*I saw them last weekend and uh they were at awedding with me for agirl from here. And |

saw them with a smile and dancing and so. In awayto see them abit more happy that also

makes me more happy. To see that they were feeling abit better {crying]. |felt better
because the both parents [both refers to another mother she had previously described]
are growing in their grieving.” (5 pius years intensive care experience)

One participant shared the experience of the death of achild for whom she has continued
to experience grief, not because she had not accepted the death of the child, but becauée she
has continued to share the grief experience of one of the survivors through frequent contact
with that individual in the work setting.

Dale: “That was hard because that was amember of the personnel and every time | see

her also it's, Iind it hard because |alwaysthink of her brother. t's her brother and i1ry to

talk to her just in aneutral way as like we used to before, but in my mind, idon't know.

Every time she's going 1o look at me she's probably going o see her brother. And Ifind

that hard. Even though Iwasso. The time | spent with them was short and | was able to

overcome also the death. But now it's. Ihave more problem with the, this person than |
did with the brother. That Ido find hard.” (5 plus years intensive care experience)

To help clarify and prevent a misunderstanding of her thoughts, Dale continued in her account
to compare this death to another colleague who had also lost a child in the unit. The emotions
that this peer displayed have been different and thus Dale did not share the same grief

experience. This father visually and audibly projected a picture of acceptance to the staff and

1
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thus Dale had been able to also share in these feelings of acceptance.

The emotionally involved relationshi

The emotional connectedness that these nurses developed with the children and
tamilies often created asense of personal loss when the child wasdying or atthetime of death.
The participants stated that forming an emotional connectedness that resulted in a sense ot
personal loss when the child died, usually required time together. The participants stated, that
in general, the greater the length of time that they cared for the child and family, the more they
were able to get to know them. As Pat said, the more time there is to get to know them, the
more there is to miss. Alex described:

“The ones that I've become attached to, Iguess it's, um (pause) 'mtrying to think of the

right word to describe it. Pethaps it's adeeper level of grief. Because |know them more. |

mean tguess the more | know people, the more difficult it is for me to experience the loss,

When [don't know someone that well there's certainly an element of loss but it's not as

strong. And iguess it reflects the type of retationship that | have with the individuals. The

closer the relationship, the stronger the griet experience.” (5 plus years intensive care
experience)

Time, however, was a relative term because the process of getting to know the family was
usually accelerated due to the child's or family's extreme needs. The parficipants also identified
that the quality and intensity of the relationship also had to do with “the chemistry” that occurred
between them. As Alex said, “there are those children or parents that for whatever reason are
more appealing, just like in any relationship.” In the following account, Dale described the
complexity of the establishment of the nurse-tamily unit relationship. She stated that on various
occasions, she had established an emotional connectedness with the child directly, with the
child indirectly through the tamily, or with various family members. The variables of time and
“chemistry” influenced the degree of attachment she felt. For those children and/or families to
whom there i:ad been the establishment of this degree of closeness, she stated that it was like

losing apart of her life when the child died.
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“It really depends on my direct involvement with the child. How much of an emotional
attachment | have with them. [long pause]. ... Patients can come into your life so briefly
and be gone and sometimes they can come in for days and weeks and are gone.
Sometimes you'll have a patient for weeks and it doesn't upset you as much as sometimes
you'd have them for a couple of days. You know that's not a true rule, but | wouid say for
the most part, the more I've had them, and the more | get to know them, and quite often
you don't get to know the patient verbally, but you can get to know them through pictures
and what the parents tell you about them. And you get to know the parents and the
siblings and all the extended family [long pause]. And so when you lose them you sort of
feel, you know, you could have lost a friend or you could have lost, you know, not a part

of you, but a um a part of your Iife. And um (long pause] But | would say for the most part,

that the emotional attachment just depends on the people and the patients. And | guess

more on the length of time that you have them, although like | say that's not a true rule, but
often. It's the patients you've had over several days.” (5 plus years intensive care
experience)

Itappeared that the intensity and duration of the participants’ feelings of grief were greater
when the emotional connectedness had been made directly with the child than it the nurses
became connected to the child through the family. For some, it was the age of the child that
affected the nurses’ relationship with him/er. For three participants, the death of child in the
older age groups resulted in more intense teelings of griet because it had been easier for them
to get to know the child. As Sean said, although she found the death of babies really ditficult,
she found the older children even harder because they had just had more time to become a
person, to develop their own personalities, had been involved in their own decision making
regarding their care, and because their parents were full of stories about them. On the other
hand, others stated that they became more emotionally attached 10 the infants for whom they
cared. As Pat said, she felt a strong sense of satisfaction when the infants responded to her
voice by smiling or when their oxygen requirements were reduced when she soothed them.
She felt it was easier to form an emotional connectedness to the infants because they were
totally dependent on her for all their needs. She found that her grief responses were often
more intense when ababy died.

The degree of attachment to the children varied, but in some cases, the attachment
became so strong that the participants described having felt adeep and abiding love for a child,

almost as it the child were herhis own. In these stories, the nurses had become surrogate

118



parents and the bonds were strengthened by the reactions of the child to the nurse. This
usually occurred when the parents were infrequent visitors and the child wasin the unit for more
than afew days. As predicted by Bugen's (1977) theory, the nurses described an acute grief
reaction that was of long duration and great intensity when the child died because the child had
become a central figure in their lives. Jamie recounted just such a story. She felt profound
sadness and feelings of emptiness that were expressed through crying that lasted for many
months. She stated that although she had been exposed 1o other children's deaths prior to the
death of this child, this was her first experience with a child to whom she felt a strong emotional
attachment that resulted in a sense of personal loss when the child died. As this story
demonstrated, the contextual factors in the situation were complex. Jamie had not experienced
this type of emotional connectedness to a child before, and therefore had not developed the
strategies necessary to cope with the intense feelings of grief that she experienced at the time
of this child's death. While others had described having learned from their experiences with loss
fo establish boundaries on their emotional connectedness with patients and their families,
Jamie had not had 1o face this problem in the past and so had not learned how 1o set limits to her
relationships. She stated that she did not know why this strong attachment had occurred with
this child and not with another before him. But, it was inferred from her story that it may have
been his personalily, the reciprocal nature of their relationship which was unusual in this
environment, the length of time he had been in the unit {(more than 3 years), the fact that his
mother had not been present throughout much of his hospital stay, and the gratitude the
mother expressed to Jamie tor giving her child the love and care he needed in her absence.
“He wason our unit for so long because he had pulmonary hypertension. This child was
very alert. ... And he was so manipulative but he was so funny. He wouldn't eat because,
let's say if you couldn't spend time with him, if you were very busy, well then he wouldn't
eat. He would only eat if you sat there with him. He was very, very cute. And aimost every
shift Iworked, Ihad this child. And he's so beautiful. And we got very attached to each
other, this child and |. And Iwould go in and | would kiss him and Iwould rock him. To the
point where [would go in on my days off to see him. And Iknow, when people tell you
you shouldn't get attached to these kids. And 1think. And |put myself through hell and

when he died it was awful. t wasthe most awlul thing in the world. But, if ihadto do it all
over again lwould. Because just to see the smile on his face when Iwould walkin the door
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would be enough. ..." (less than 5 years intensive care experience)

Many of the children within this setting are not fully responsive due to the nature of the
iliness or the treatments being administered. Therefore, it was not possible to form strong
emotional attachments to the child directly. The participants described that it was through their
attachment to the family, that they were able to establish an emotional connectedness to the
chitd. The family made the child real to them through their stories of past events and through
sharing their hopes and dreams for the future. Pictures of the child within the family unit
displayed atthe bedside or the playing of tamily video recordings facilitated this attachment.

Dale: "And like | said, some of these kids can be unconscious, paralyzed and everything

else and this child never even opened his eyes for me. But Igot attached to him, because

Igot attached to the family. ... The family knew that this wasn't just anumber for me. This

wasachild with a personality and. [pause] That's why we ask them to bring pictures of this

child when they're well and so we can see allittle bit of what they're like. And you get
attached to the child through the tamily.” (5 plus years intensive care experience)

Sometimes, it was the attachment that the participants devcloped with the family
members that could cause intense grief reactions when the child died. As Dale said, “you do
become within that family.” She described how often she had been able to get to know parents
well during their child's illness because they had a strong need to open up and share many
aspects of their personal lives during this crisis. As a result, she became pan of the family and
then when the child passed away, she felt sadder and sometimes it was more difficult to cope
with their child's death. Jamie described the death of achild to whose family she had been very
attached. Because of this attachment, she had found it difficult to manage her own grief with the
coping strategies she had previously used. For this child’s death, she chose to go to the child's
funeral which was something she had never done before because siie felt astrong need to
find asense of closure with the family. Pat also described a deep relationship she had had with
the parents of a terminally ill child. This strong emotional connectedness had been formed in

the course of only three shitts but due to the urgency of the needs of the parents, it had been

established quickly. Pat described how she had entered into the nurse-family unit relationship
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cautiously and with some anxiety because she had been informed that the parents had blamed
the staff for the child's condition. However, she stated that in order to meet the needs of the
child, she needed to earn the parents trust and within the first shift they had established a bond
that developed into a strong emotional connectedness over the remaining two days. She
described how the parents stated they were grateful for the care she had given to them and
their child. it had atso been apositive experience for her because she believed that her care had
made adifference to the child's dying process and to the family. Although the relationship did
not continue following the child's death. Pat stated she would not forget their relationship. She
said that she felt agreat sadness at the time of the chiid's death, but her positive feelings about
their relationship was one waythat she coped with her feelings of grief.

“We definitely got closer. We were able to speak fairly on avery open level. We atiained |

think adeeper relationship than I've ever had with alot of other parents. We got down 1o

the basics of what you did iast summer just about [chuckie]. Igot to find out alot about

them asacouple and how hard the pregnancy was and how she went through and

they didn't even know at first when the baby was born that he had adefect and allthe

things she went through, how difficult it was and how she had felt kind of mismanaged in

the fact that nothing wasfigured out until he wasquite sick. So we went through alot of
changes in three days.” (5 plus years intensive care experience}

Sometimes the degree of emotional connectedness to a family member appeared 1o be
as strong asthose that had been formed with the children. The variables for how these strong
relationships developed with the family were described as similarto those for the child and “ the
chemistry” between the nurse and the family appeared to have been astrong influencing factor,
Sean described just such arefationship. She stated that she did not normally form friendships
with the families for whom she cared. She stated that she had learned over the years to
establish boundaries on the type of relationship and degree of closeness she established with
the families and children. She had iearned that controlling the level of involvement had helped
her manage her feelings of grief and the emotional pain she experienced when the child died.

However, despite these boundaries, she had formed astrong emotional connectedness to the

mother of achild for whom she had cared over aperiod of one month. She stated that she had
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enjoyed atype of friendship with this woman, and although it had not extended beyond the
work environment, they enjoyed talking with one another and shared their concerns with each
other. When the child died. Sean experienced a profound sense of guilt, which she believed
was related to the type of attachment and feelings of closeness she had for the mother.
Although she acknowledged her feelings of guilt were illogical, the attachment resulted in a
beliet that maybe she could have prevented the death of the child. As predicted by Bugen's
(1977) theory, her feelings of sadness and guilt were of long duration and she described how
she had difficulty managing these feelings with her normal coping strategies. She intentionally
continued her relationship with the mother until she was able to come to terms with the child's
death,

For the nurses, being deeply attached to the children or the family was a fairly common
experience. Attachments were rewarding. They brought a sense of satisfaction and facilitated
the meeting of the children’s needs and their families’ needs. In most cases, however, the more
experienced participants had learned to control the level of involvement and the extent to which
their attachments carried over into their personal lives. Jamie, a less experienced nurse,
described her current struggle to find the right level of involvement for her with the children and
families. Jamie described how she had not aflowed herself 1o get close to another child since
the death of the child for whom she had afelt such a profound sense of personal loss. She
staled that she had been trying to protect herself and therefore had not even hugged adhi!d
because she was"so afraid of getting back into the same thing.” But at the same time, she had
begun 1o realize that her attachments with the children and tamilies were an integral part of her
job. She had discovered that attachment brought her a deep sense of satistaction. She had
also learned that limiting attachment, as a strategy ‘or coping with her grief, wasnot beneficial to
her on along term basis,

"Itry not to attach myselt by, for exampie, not going in the room, uh, you know, to just

spend time with the child. Where normally iwould. And Ithink nurses should do that. |

mean we're there for that. That's why we have one to one nursing. So as much free time
asyou have you should be spending it there. So I've been very, you know, on guard
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about doing stuff like that. But to really not get attached Idon't think it's possible. don't
think I'd enjoy my work it |couldn't get attached. Ithink you do whether you want to or not.
You can' control your feelings. ... Idon't know why [get so attached 10 these kids. |
wouldn't say 'm more attached than others, but Ithink everyone has their own little pattern
they go through. Some people maybe get more attached than others and il twere to
describe myself Iwould say that Ido. Iget more attached than most peaple in genera!. But
what's led me to be that way Idon't know. Like ! said ljust. Itit was my child in the hospital
that's the way I'd want it to be. And that's just my personality Iguess. ... And like | said after
this thing happened with [child to whom there was strong attachment | sometimes Iwas
trying not to give the maximum that Icould give. Just trying to hold back. But 'm siowly
finding myself going back into it.” (less than 5 years intensive care experience)

Jamie's chronicle of this child's death also provided evidence that she had leamned that
she could cope with the most painful emotions of grief she had experienced to date. Because
of this, and because she had not experienced a sense of satisfaction since distancing herself
from other children, she had decided that she would be willing to feel the pain of grie! again.
She wanted to experience the joys of truly “being with" the children. Jamie stated that now that
she wasbeginning to come to terms with this child's death, she believed she would begin to
become more involved again with other children in the unit. She did not perceive that her
feelings of griet would be any less if one of these children should die. She just believed that

she would survive the pain,

“... asmuch asyou tryto go into work and not get attached and be different, Ican't. ljust
can't. S0 'mnot sure that it would be ditferent. Ithink the experience {have would in the
back of my mind say: ‘okay, asbad asyou feel now it'll get better.’ And if this happened
again for example like with [reference 1o the child to whom she was strongly attached], |
didn't want to go to work any more and {had this empty feeling when |went to work. Well
now that feeling is going away. !don't feel empty any more. So Iguess in that sense my
experience would say it will get better. Centainly make it easier to move on. But other than
that. No Ithink #t would be the samething.”

Jamie also described how in an attempt to manage her feelings of gref, she had kept in
contact with the family. She had not been ready to “let go” of either the child or her relationship
with the parents and felt the parents also needed her support. However, Jamie had begun to
question whether this coping strategy was beneficial to her or the parents. She had never

experienced these profound feelings of grief before and had no other experiences with an

ongoing family relationship after the death of a child to which she could compare her teelings
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and thoughts. Jamie appeared to be ready to accept the child’s death and to establish a new
level of involvement with the parents. She also acknowledged that this new type of relationship
could possibly be beneficial in managing both her feelings of grief and those of the parents
over the long term. Jamie had used seff reflection and experimertation with different coping
strategies to help her manage her feelings of grief that had resulted from this strong level of
attachment with this child.

‘I don't know which is better for her and which is better for me. Ithink I'm going to call her
again. ... But Idon't know if iwant 10 go over there. |want her 1o move on with her life as
well. .. Ifyou hang on to something, you're trying to hang on to something that's not
there. And I'msaying: ' Am Ifriends with her because of this child? Wall obviously. Oram!
friends with her because |really care for her asaperson and how she's doing? And (think
it's abit of both Iguess. idont know. ... So I'mthinking is this agood thing or? And I'm
thinking you know maybe we can stil communicate and maybe it won't be so sad each
time. You know? Maybe it'll get better and maybe we do need to support each other
through this because she knows how |felt about this child. And Iknew that he wasavery
important part of her e aswell. And we can reminisce about this child and maybe we'll
reminisce and it won't alwaysbe atear jerker. Maybe we'll think happy things."

in summary the foliowing account by Alex sloquently describes the theme of nurse-
family unit refationships, its complexity, and its influence on the participants’ grief response
when the child dies.

“What makes the attachment? I'm not sure. |mean it just evolves. Itjust (long pause]. |
guess acertain type of connectedness with the child and tamily. Imean |don’t expect that
Ihave to like allthe children and their famities that | look after, nor do lexpect that they
have to like me. But 'mthere to do ajob and so |, it's nicer i Ihappen 1o like the group that
I'mworking with. 1guess the ones that for whatever reason are more appealing to me, |
tend to get 1o know them better and um, a sort of relationship develops. f'sjust like any
relationship. You share some things and Iguess again thase type of patients thave some
time to develop arelationship with. ... And when |say some time it doesn't hecessarily
have to be along time. ... And so just get to know the parents and the child and il's nice.
i'snot just alittle kid lying in bed who has had heart surgery. it'sachild with 4 name and
who has brothers dnd sisters and adog at home and likes to do differant things. It just
makes it less technical. it's more personal. it'smore human. So Iguess in some ways|
don't see becoming attached to achild and familyis that much ditferent than maeting
individuals outside of work. However, thera clearly is aditference. Uh, as i've said before,
I've nevar deveiopad friendships outside of the hospital with any of the children or
parents. 'mnot sure if that's something I've really made aconscious effort not to do. Or if
it's just that you know our lives go different ways. .... The ones that I've become attached
to. lguess it's um [pause]. I'mtrying to think of the right word to describe it [long pause]
Perhaps it's adeeper level of griet. Because |do know them more. Imean Iguess the
more lknow people, the more difficult it isfor me to experience the loss.” {5 plus years
intensive care experience)
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3.3 Theme - Dissonance

The participants stated that they worked in pediatric intensive care because they valued
and received great satisfaction from saving children’s lives. This was the goal of the unit,
However, when it was not possible to save the child's lite, then the nurses' wanted a good
death for the child. Unfortunately, the stories they shared demonstrated that dissonance was
one of the most poweriul contextual tactors affecting the type, intensity, and duration of the
nurses’ grief responses. Sometimes, this dissonance resulted tfrom a conflict between their
ideals about death and the dying process and the realities of fite and death in an intensive care
unit. Sometimes, it was an incongruity between their expectations of what would happen and
the actual outcome of the situation. Somstimes it was apersonal dissonance. Other times, it was
aninterpersonal form of dissonance which occurred between the nurse and the child's family,
one’s colleagues, or the “system”. As previously identified, dissonance refers here to the
clashing of coexisting beliefs, values or éxpectations within themselves or others when the
reality of the child's death contradicted their expectations about death and the dying process.
Aternatively, a personally held belief, perception or opinion sometimes contradicted the
participant's knowledge or actions.

The participants implied, from their stories and comments, that they all perceived that
there wasaright or ideal wayto die. This ideal death scenario included the individual dying atthe
right time, in the right place, and under the right circumstances. It also implied that it be the right
time for the nurse and that even 1he right nurse be present atthe child's death. The paticipants
identitied numerous contextual factors that interfered with what they perceived asthe right way
to die. These factors increased the complexity of the situation and prevented the participants
from ever being able to develop a sense of control over the deaths in the unit or to become
habituated fo children’s deaths.

From these participants' stories, the characteristics of an ideal death seemed to be

timeliness, painlessness, consciousness, and preparedness.

125



Firstly, death would come in later years; it would not be premature.

Dale: "I worked, remember working with adults and | had a patient pass away, but the

patient was 70 some years old. idon't accept anybody dying, but you can say at least that

person had achance, had alife, did things. Uh. Kids may have had 10 years, might have

had 5 years, might have had acouple of months.” (5 plus years intensive care

experience)
"t is understandable that this would be an expectation held by these nurses. North American
society is reluctant to acknowledge and accept death. The attitude is that death is antithetical to
living and that it is not a natural part of human existence (Rando, 1984). Intensive care
epitomizes our society's death defying and death denying nature. Not only do the children's
deaths violate the natural order, children are not expected to die in this setting. As Dale said,
this is not geriatric or palliative care. Therefore, the death of a child, for whom they cared in this
environment, became the first expectation to be shattered.

Secondly, the participants held ideal expectations about the dying process. Death would
not occur suddenly but rather eventually, and the child (as appropriate to age) and the family
would have time for both spiritual and emotional preparation. The child would be in control of
hisher faculties, be alert and able to communicate. There would be time for closure, and there
would be aquiet dignity both 1o the child's death and to the expression of grief by the loved
ones. These perceptions about the ideal death had then been transiated into expectations
they had for their nursing practice. For example, the participants reporied they felt they
managed their grief more effectively when they believed they had helped the child die a good
death, which included the following conditions: (a) the nurses had relieved the child's and
tamily's emotional and physica! sutfering; (b) the nurses believed that they had delivered the
best quality of care possible for the child and family; (c) the family had a chance to comblete
some untillad dreams with their child, thus creating positive memories for the survivors; and (d)
the child’s death was contextually appropriate. The participants' beliets are comparable to those
of other nurses reported in the literature. Hospice nurses have described similarexpectations in

their nursing practice of the terminally il (Adams, et al., 1991; Cooper & Mitchell, 1890; Eakes,
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1980; Munley, 1985; Saunders & Valente, 1994) while contfticting expectations, such as
¢hanges in the trajectory of illness, the death of young patients, and sudden and uhexpacted
deaths, have been reported as stressors for nurses in neonatal, pediatric and adult intensive

care settings (Caldwell & Weiner, 1981 Vachon, 1987, Vachon & Pakes, 1985).

Personal Dissonance

The participants' grief responses were strongly influenced by the personal dissonance
that resulted from the contextual factors impacting on the death of a child for whom they had
cared. These included (1) the participant's beliefs about the ideal death, (2) their philosophy of
what intensive care nursing is and how the provision of care to the dying child conformed to this
philosophy, and (3) the nurses’ protessional responsibilities and their own emotional needs.

From the interviews, # wasevident that allthe participants’ grief reactions were influenced
by their inability to reconcile their personal beliefs about the right way to dia with the reality of
how children sometimes died in this setting. Their grief reactions were more intense, longer in
duration, and often included feelings of anger and/or guilt and thus became more ditticult to
manage. For example, a “senseless” or “preventable” death was the one aspect of children's
deaths that all participants identified as hard to accept. Children who died as a result of child
abuse, drownings, being run over by cars and trucks, and from not wearing their bicycle helmets
were atew examples of senseless deaths. The difficuity with these deaths wasthat they did not
meet the nurses' expectations of why a child should die and as Alex said. ali of these deaths
could have been prevented so easily. Alex described how the first child's death she
experienced was an infant who had sutfocated in the plastic from dry cleaning. This was a
‘needless” death and one she did not “find particularly very easy to deal with." Her prior
experiences with death had been in the adult population. In the teling of her story, it became
| clear that why this child had died had not fit into her previously created understanding of why

people died. This child's death did not fit her expectations that she had created from the adult
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deaths she had experienced. As Alex said, people died from disease, not from murder.
“I'd never experienced this type of death before. Mast of the deaths that |had
experienced in working with adults were as aresult of heart attacks and disease and stuft
like that. ... And in certain waysthey'd contributed to their own heart disease and things
like that. And Iguess Iwasable to justity their deaths. itwas really hard for me to justify the
death of this little baby who got tangled up in plastic because the mother left it on the
bed.” (5 plus years intensive care experience)
These types of deaths also resulted in feelings of anger that prolonged the nurses' grieving,
Sean stated that because she was not able to understand these types of deaths, she had to
think about them for alonger period of time and they made her angry. As aresult, her grief was
more intense, of longer duration, and more difficult for her to manage. As her words and tone of
voice so poignantly portrayed when she talked about children dying from near drownings or
from being hit by cars when they had run out the front door:

*Close your door or do something with your pool [crying but firmly and emphatically

stated]. " (5 plus years intensive care experience)

Sudden and unexpected deaths were also incongruent with the participants'
expectations of the fight way to die. They conflicted with their definition of timeliness of the
death. Frequently, these types of deaths were associated with those that were senseless and
preveniabie. But sometimes, they were associated with sudden and unexpected deaths of
children already being cared for in the unit. For example, the participants deseribed deaths
where it was not anticipated the child would die. They also told stories in which the child had
died before the expected death trajectory. These types of deaths often resulted in feelings of
guilt, even if only briefly, until they had proven to themselves they were not responsible. This is
illustrated in the following account. Dale described a child for whom she had cared following
complex cardiovascular surgery. The prognosis prior to surgety had been poor and it had not
been expected that the child would survive given the development of sepsis and mutti-organ

failure. However, Dale stated that it had not been anticipated that the child would imminently die.

Bacause of this, information about the child's current condition was presented to the parents in
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such a way as to offer some hope of stability for the next few days. When the child diegd
suddenly and unexpectedly, Dalefelt guilty for having given the parents afalse sense of hope.
Not only had the child's death been sudden and unexpected, it had resulted in a violent and
graphic one. All these factors had been in conflict with this nurse's vision of how a child should
die. This death has continued “to haunt” her even years later.

"... Surgery went well but within 48 hours started to have more and more problems. Went

on ECMO. And came back and then just lingered on and on in the ICU. And never really

recuperated with allthe other problems that came afterwards. ... Then we seemed 1o be
getting in that better mode where things had gotten better. And uh the day that she
passed away, Itelt very bad. | had this child and in the morning the parents called me and |
basically told them well uh things are getting better. tjust put an NG down and we are
going to startto feed the child. So she wasgetting strength back. 1think Ihung up the
phone, Iturned around, and looked atthe child and um [long pause] the bed was full of
blood. You know. Like 'Oh! (incredulous tone of voice] What happened?' ... We found
out later on there was an esophageal-aortic fistula that ruptured, had opened.” (5 plus
years intensive care experience)
This is similar to the findings in the grief iiterature. Lindemann (1844), for example, identified
that the bereaved often had prolonged and complicated grief when the loss was sudden and
unexpected. This finding continues to be contirmed by others, both in the grief literature on the
loss of a significant other (Osterweis, et al., 1984, Parkes & Weiss, 1983 Rando, 1986;
Raphael; 1983) and in the Iiterature on caregiver's grief or stress both in the palliative care
setting (Adams, et al., 1991 Eakes, 1990; Munley, 1985; Vachon, 1987) and in the intensive
care setting (Bailey, et al., 1980: Cooper & Mitchell, 1990; Quint, 1966; Vachon & Pakes,
1985).

In contrast, anticipated deaths were more congruent with their values and therefore, their
teelings of grief were “not as hard” to manage. Once again, this is similar to other researchers’
findings in the intensive care literature {(Cooper & Mitchell, 1930; Eakes, 1990). It was easier for
the participants 1o achieve asense of acceptance with anticipated deaths.

Dale: “Ithought it wouldn't haunt me that much. It wasmy first death ... Probably because

from the very beginning Iknew this child would die. As soon aswe had the CT scan #t was

kind of obvious that it is only amatter of time. Everybody has time to prepare.” (5 plus
years intensive care experience)
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When a death was anticipated, the nurse could better control the events of the death. As
Casey said, “when you know achild is going to leave you, it is very special to be able 1o detine
that process.” The participants commented that anticipated deaths were easier to grieve
because there was time to help the parents and other family members to resolve their own
feelings and say their tarewells. These thoughts were best refiected by Alex.

*... Itind that when this child finally passes away, the parents do have alot of time to

prepare themselves. ... They [the parents] are sad but the emotion they carryis ditferent

from asudden death. Because they are prepared and they know, well, now the child is
probably resting more peacetully. So that's probably ohe way | probably find those deaths
alot easier than ... [when] the death is unexpected.” (5 plus years intensive care
experience)

Itmight also be suggested that the same was true for the nurses working with the child
and family. They had been able to psychologically prepare themselves for the death of the child
and put strategies into place that had helped them cope with their feelings of grief. As Sean
stated, when the deaths were anticipated, they could begin their grieving process. For this type
of death, it wasimplied, from their stories that, they had had time to reassess the situation and
create a new set of expectations that would be congruent with the actual outcome. They had
been able to create asense of control over the death.

The participants not oniy had expectations related to why children die but also to how a
child should die. As part of their values and expectations of the death experience, the
participants had created a picture of the right way to die. As stated by Sean, “peaceful or
uneventtul” deaths were easier to grieve. However, the very nature of the intensive care unit
often interfered with this. The technology and need to intervene atany cost to save a child's life
often conflicted with the desire to offer the child a peaceful and comforting death. All
participants discussed the same issue, but Alex's account best articulates their thoughts.

"Probably most kids who die are hooked up to all kinds of equipment and probably are

not aware either because they're not cognitively developed to that level or they're

sedated to such an extent... Does that bother me? Iguess it comes back to idon't think
that's anice wayto die. ... But it clearly refiects the environment which Iwork in. And it

reflects the type of health care system that we have. ... Idon't think being hooked up to
52 different pieces of equipment is anice wayto die...."
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Alex further described her perceptions of how a chiid should die. Similar to ail the participants,
she identified it was easierto accept and grieve the death when the child washeld and cuddled
by loving parents, unencumbered by all the technology. The feelings of satistaction, that
resulted from having facilitated the meeting of this goal of a peaceful death for the child and

family, helped her to cope with the child's death.

“Ithink it would be nice if we could offer the parents and the child something more
{pause] pleasurable. And Iguess from my perspective that would be not having them
hooked up to allkinds of things and allowing the parents to hold the child if they want,
before the child dies, not atter. But that's not usually the waytis. ... And lguess maybe
it's abit of atantasy. Maybe it presents anice little rosy picture, to have the child teel
comfortable in the mother's and father's arms. It's harder to envision that when they're
hooked up to arespirator and that. ... Iguess it's [pause) to see, you know, the child and
the parents cuddling, is somehow comforting. Idon't know. You know it's a nice picture.
Itsanicer picture than seeing parents kind of leaning over abed where their child is lying.
You don't get to see that on Hallmarkcards you know [sarcastic fone]. Iguess it's my
perception that it would, it's better..." (5 plus years intensive care experience)

But Aiex also acknowledged that her expectations of the best way that a child should die was
not necessarily the same way that the family would envision it. She was able to reconcile this
through astronger belief that the family's grief was facilitated by being able 10 choose what was
most important for them.

Alex elaborated that her feelings of grief were then affected in different ways. She stated
that she felt more sadness when the family’s choice of how the child would die was not
congruent with her own. But the sadness wasn't ‘long lasting” because the family's choice had
been respected. However, her grief reactions were more intense and she felt angry when the
child did not die in the best way envisioned by both herself and the parents because the
parents had not been offered this opportunity or given choices by the stafi. She found it more
difficult to come to terms with the child's death when she knew the death could have been
better for the child and parent,

‘I guess | experience alittle more sadness. But that's because it's my perception that it
would be better. [don't know if it would be better. And clearly for families who aren't able
or don't want to or whatever, if the child remains hooked up to everything, that's the way
they're coping, and that, you know, ican respect that. it'snot how Iwould want it. Idon't
know, Inever had achild die. So Idon't know how would want it. And so thave to go by
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what Ikind of perceive and think Iwould want. Yeah, it aflects me alittle bit but you know

it 1am aware of what the parents want and if it's different from what Iwant, that's alittle

easier than seeing kids die who we're not aware of what the parents want. ... But [think

in most cases the parents would want to be given that opportunity and that's probably

because we don't offer it."

Violent or graphic deaths also did not fit into the preexisting representations of how a
child should die. These types of deaths made the participants’ feelings of grie! more intense
and a sense of acceplance harder to achieve. Even though they wanted to save these
children’s lives, they often described feeling “so angry” that children should have had to die in
this way. For example, Alex stated that she found her “griet very difticult” for those children who
had been run over by cars, resulting in multiple broken bones and tire tracks that you could still
see on their bodies. Dale, Jamie, and Sean vividly described pictures that had remained
imprinted on their minds of children who had bled 1o death. As Jamie said, she remembered
blood everywhere and thinking that * it was just horritic.” Dale stated that the child's death was
incredibly graphic and the child had just bled and bled and bled.

Sean: “... the kid wasin shock and she coded. So like we were pushing blood and doing

heart compressions. Anyway she ... died atter an hour of resuscitation. |looked at the

room and there wasblood everywhere. It wasamess. A messin her room. ... And the

parents were just put out of the room when it happened. This Ifound avery difficult

moment.” (5 plus years intensive care experience)
Sean commented further that she had reflected on the course of events for several days
following this child’s death. The child had been diagnosed with aterminal form of cancer, but
there had been an anticipated death trajectory of several months and the staff had expected a
more peaceful death with palliative care providing support and comfort to the child and tamily.
Therefore, Sean's feelings of grief had been influenced by the dissonance of her ideal
expectations for this child and the reality of her death. She found this child's death difficu't to
accept despite having come to terms with the rightness of having attempied to save her Ife at

this point in the child’s iliness. However, Sean had a sense of remorsetul that it could not have

been abetter death. Sean said it was more difficult to cope with these types of deaths because
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there were no answers to help her understand why this should happen.
“... knowing that this kid would die, that helped. ... But oh, looking atthe room and seeing
how [pause]. 1asked myself what did you do 10 her? How did we do that? But finally when
we think about, when [think about it after, like we couldn't do anything else about trying to

save her. You know? |aiwaysthink about would there have been abetter waylodo it?
When lask myself this big question after, Ifind it hard because we have no real answer for

it.”

As part of their expectations of the right way to die, the participants also implied, through
their stories, that this should include the presence of the right nurse. For example, Dale, Alex,
and Pat stated that they believed, that whenever possible, it wasin the family'sbest interest if a
nurse was present at the time of the child’s death to whom there had already been an
established sense of closeness. The family could best be supported and comforted by
someone who aiready knew and understood their needs. It was “not fair" to expect the family
and nurse, unfamiliarto the child and tamily, to develop a close relationship at this most horrible
moment in the family'slite. They described experiencing feelings of guilt or remorse when they
had not been able to be with the family when the child died. in addition to helping the family,
their presence atthe time of death facilitated their own sense of acceptance and gave them the
opportunity to say good-bye to the child and family. Therefore, when they were not present for
the death of achild with whom they had become emotionally involved, they stated they found it
harder to come to terms with it.

The participants stated that sometimes there had been no options. There had been no
right nurse for the situation. The more experienced nurses stated they had learned “to cope”
with these situations and they managed their feelings of grief by using a strategy they believed
would help them atthat time. For example, if they had not been working the day the child died,
they sometimes had attended the child's funeral. Sean recounted one story in which she had
been called upon to provide comfort and support to parents she had not met prior to the death
of their child. She had expected to care for this family's child in the immediate post operative

period but the child had died unexpectedly during the operation. Sean had never experienced
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this type of death before. During the interview, she had ditficulty describing how she had felt.
She expressed feeling a sense of sadness for the family but also felt “peculiar.” (Inthe following
excerpl the term “kid" has not been used to depersonalize the child. Sean has used this word
respectfully throughout the interview.)

"Also |had another case where | was expecting akid from the OR and she died in the OR.

So Ihad 1o, it wasme who had to bring the baby to the parents. |was more sad 1o see the

sadness, to deal with the sadness of the family. But the kid herself, |didn't know her at all.

So it was peculiar. t was very peculiar [ pause] to bring abody of akid that you didn't know.

[pause] Twaslike, it was not the same. Like | really didn't feel sad at losing somebody |

didn't know. But Ifelt uh [ pause]. Idon't know how { long pause] Idon't know what is the

word really. [pause] Ittelt bizarre [ whispers the word).” (5 plus years intensive care
experience)
She described managing her feelings by focusing on those aspects of her nursing care she
believed would help the family deal with this crisis. She had been able to feel a sense of
satisfaction because she had a betiet in the value of this supportive role. Feeling a sense of
satistaction had helped her to manage her sadness and the “bizarre” teelings she had been
experiencing.

On a few occasions, the participants perceived that differences in opinion existed
between colleagues about the allocation of a nurse at the bedside because she was
competent to care for the child versus assigning anurse familiarwith the child and family. In the
following account, the participant felt that the right nurse had not been present athe time of the
child's death when another option had been possible.

Pat: *| wasthrown in right atthe end. !didn't know this familyat all. ... Ithought this is very

cruel, to everybody, you know. They don't know me from ahole in the wall and here they

are; they're going to lose their baby with somebody they don't even know.” (5 plus years
intensive care experience)
Therefore, the nurses' feelings of sadness were compounded by feelings of remorsefulness
and anger which prolonged their grief and were "harder” to manage.
Sometimes, the participants had conflicting internal expectations of themselves regarding

their presence atthe child's death and this compounded their grief. For example, several of the



participants described that sometimes they had not been ready to accept the child's death and
therefore they had had conflicting feelings. On the one hand, they felt they should have been
present 1o meet the family's needs. They had had a strong sense of professional responsibility
to the family. However, they had also wanted to meet their own emotional needs and felt they
would not have been able to cope with their feelings of grief if they had been present atthe time
of the child's death. Jamie described this struggle with her feelings atthe time of the death of a
child to whom she had been strongly attached. In this situation. the condition of the child had
rapidly deteriorated and it had not been expected he would live past the next few days. Jamie
had not been scheduled to work and had planned a trip out of town. She had been torn
between canceling her vacation to be with the child and family and not wanting to be present at
his death. She had not been ready to come 1o terms with the probability that this child would die.
“‘And 1thought you know he's going to get better. ...[ so she leaves on vacation]. And |
called every day to find out how he wasdoing. And on Thursday Icalled my answering
machine to get my messages. And it's aimost fike [knew. And there was amessage from a
nurse: 'Please call me. 'matthe hospital.’ And then Iget another message from his father:
‘Please callme. I'matthe hospital.' |aimost didn't want to call. 1didn't want to know that he
had died. And Ididn't callthat day. | called only the next day because |was, fjust knew that
he had died. And the next morning I called and they said yes, he passed away. They
took him off the ventilator. And ifelt so out of control. And Ifelt that I should have been
there. But yet 1don't think Icould handle being there. And Iremember telling him: ‘Don't

do it while Imhere.’ So Ithought the little bugger, he made sure Iwasn't there. . So then
Icut my trip short and | went back and everything. ..." (less than 5 yearsintensive care

experience)
inthe months that followed this child's death, Jamie struggied with her inner conflicts. Just as
Benner and Wrubel (1989) noted in their work on coping with caregiving, Jamie was trying to
find the right level and kind of involvement with the children and their tamilies that would prevent

this dissonance in the future, through a process of self reflection,

Interpersonal Dissonance
The participanis also expressed that they had experienced interpersonal and

organizational conflicts related to differences in values, beliefs and/ar expectations and these
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contlicts had affected the type, intensity, and duration of their grief responses. Sometimes, the
dissonance occurred when their set of expectations regarding ideal family behavior at the time
of the child's death was different from that demonstrated by the family. For example, the
presence of the family at the death of the child was part of the perceptions that the participants
had developed for how achild should die. Therefore, when the parents had been present in a
loving way with their child, the death had been more acceptable. For example, Sean stated that
when the parents gave their love to the child at the last moment, when they held them, kissed
them, and put their favorite music on, then she had been able to begin to come to terms with
the child's death and to start her own grieving.
This was in direct contrast to those children's deaths where the parents were not present.
The participants had astrong belief that children should not die alone. Although they tried to be
non judgmental and rationalized why parents might not have been present, they could not
emotionally understand it. The nurses had provided loving care to the child on behalt of the
parents & the time of the death, but they found that they had felt more sadness, and
sometimes they had been angry with the parents, and the deaths had been harder to accept
because they had not wanted the child to die alone.
Sean: “lalso saw parents that were not even here. That they were almost calling to see it
the kid was dead or not. Ifound that really hard also. Because Iwas feeling that the kid
wasn't receiving what he deserved in his last moments. Of course we try atthat point. ...
like to hold the kid, to talk to him, being the same thing asthe mom would have done. But |
didnt live the dying of these kids, the death of this kid, as easily. Okay? Because |found
that the kids in their last moments they deserved better, deserved better things than
what we can give them. And then ltry to understand the parents, ... ltry to not judge
them... But not being there at the last moment, this Ihave alot of trouble with that " (5
plus yearsintensive care experience)
Similar thoughts were expressed by allthe participants. Dale added that even though it had
been more difficult to see and share the sadness of the parents, she ultimately found it had
been easier to grieve the death of the child when the parents had been present at the time of
death. twashis lack of understanding of why a parent would purposely let their child die alone

that had made it more difficult to cope with her feelings of grief. The presence of a grieving
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family acknowledged that the child was loved and valued. The child's life was imponiant.

* But 1always question why amother or even the father does not Cry or express more

feeling. That some of them just come in and walk out.... And these parents basically just

left and that wasit. Ifelt sorry for the child because ifelt like he was abandoned. Even

though he wasn't but it wasafeeling Ihad. ... You don't understand someone that loses a

child and basically has no emotion, turns around and leaves. Ithink ! prefer someone to

really just cry it allout there, Then |know.” (5 plus years intensive care experience)

Itis also possible that the absence of family might have represented the participants’ own
fears that no one would grieve their loss if they should die. Pat staled that one of the reasons
she had had fears of death and dying when she had worked in the adult setting was that, in her
experiences, adults frequently had been left in the hospital to die alone. Because famnily had
not been present to visibly express their grief, she questioned if any one had really cared about
them. Jamie stated that she only wanted for the children and families what she would want for
hersel! or her loved ones in the same situation. Perhaps the presence of the loved ones at the
children's deaths represented the participants’ universal hope that compassion, jove, and
caring will be present in each of their own personal experiences with death and dying, either for
those of their loved ones, or more particularly, for their own.

The participants stated that coming to terms with the child’s death had been facilitated
when the families’ emotions had been expressed in a manner that fit the expectations of how
the bereaved grieve in this society. That is, the participants had found the death of the child
easier to cope with when there had been aquiet dignity to the family’s expressions of grief.

Pat: *The other ones are, kind of, go along and don't do anything out of what you

consider Iguess norm. They don't rant and wail and falt apartand need to go into

psychiatric care or you know what ! mean. Like those that just kind of accept it and things
just kind of flow. And they were not Questioning and they're not, you know. Or they may
question but it's not to that extent where you really begin 16 wonder about everything
and. Iguess those that are just not asverbal in asense and those that arerasigned to the
fact that their baby is not going 1o survive. Ithink those eventually they just kind of fade in.

You know they, they, you go through it and it hurts atthe time and you know you grieve

for them, you say afew prayers, and you move on. it'sthe other ones that are at the

extremes of things you know. They're the ones that make it more difficult. The family that

totally were not accepting and were very, very angry at everybody, everybody. ..." (5 plus
years intensive care experience)
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Incontrast, the nurses had experienced more feelings of helpfessness when there had been
violent expressions of sadness, loss, or non acceptance and a sense of death process
accountability when the parents had expressed extreme anger.

Whenever possible, the participants stated that they tried to create an environment they
believed would help the families cope with their feelings of grief atthe time of the child's death.
They believed that the parents (and child it appropriate to the situation) needed to be part of the
decision making process asto the timing of the child's death and how that child should die. This
meant that the family had to have full information of their child's progress and prognosis
throughout the entire length of stay in the hospital. There aiso had to have been congruency
between allhealth care professionals. Therefore, their grief had been compounded by feelings
of anger when they perceived that there had been limited communication with the family and/or
when physicians had offered only partial truths. They had felt angry when parents had been
given afalse sense of hope because the physicians had only reported on the system for which
they had been responsible rather than looking atthe child holistically. The {amilies had not been
enabled 1o anticipate the death and to make informed choices about how their child should die.

Dale: * But allthe other people that come for consults basically don't look at the child as

being awhole child. tthe cardiologist comes: ‘The heart is fine. t's beating strongly. it's

pumping blood.’ So the parents think, oh well the heart isgood. And then this poor chiid
succumbs to kidney failure soon atterwards. Oh well then we have to go on dialysis. So
you got the nephrologist, the real people to come in to start dialysis. "The dialysis is
working well, so don't worry." Dialysisis working weli! They're just looking at the kidney.

Dialysis s working well so to the parents it's going well. The cardiologist goes: ‘The heart's

going well, the kidney's going, well the kidney's not working, but the dialysis is well.’

Suddenly you have some liver problems that appear. So you calithe Glspecialistin. They

come in, try atew things and they're able to, to help the liver heal abit more. So they tell

the parents: ‘Well it's fine, the liver seems to be getting better.’ But it you look atthe child
asawhole, nothing is working properly. And you asanurse, you're stuck into this. You
hear these guys say well, to the parents: ‘t'sgood. Keep on. Hold on'. But in the end you
say, if you do continue on, 1o fight, the child is not going 1o go anywhare and probably will
sutler more than anything eise.” (5 plus years intensive care experiance)
The participants had also experienced feelings of guilt or a sense of powerlessness when they
thought they might have been able to better prepare the family for the child's death. They

believed that the quality of the child's death process had been compromised when the team
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had not been truthful with the parents.

Sometimes, poor communication meant that the family had not been prepared 1o make a
decision about the implementation of extraordinary life saving measures for their child. The team
had then been forced to attempt to save the child's fife in a futile situation, resulting in the chitd
having had a violent death, rather than a peacefu! and digniied one. The participants felt that
“enough wasenough” and the quality of the child's death process needed to be respected. In
addition, the participants expressed concerns that it had been these finai moments that became
the memories with which the parents had to live. As Pat described, both the statf and famity
were left with the “awful” mental picture of a child with his chest open, a once beautiful baby
whose ears had become so distoried from the fluid that had been retained, that the baby wasno
longer recognizable.

“ Because Ireally feel like, at some point, where are we going with this? And why are we
still doing this if we know the outcome one way or the other? And that |find very hard. |
find that hard to to keep going and put families and babies and everybody through all
these things we know arefutile. You know, at some point we can't play God any more.” (5
plus yearsintensive care experience)

Al the time of the child's death, the participants appeared to have struggled to create an
atmosphere they befieved would help the families cope. The Iiterature has supported this
aspect of caring for bereaved parents in intensive care settings (Hazinski, 1892 Miles, 1985;
Miles & Demi, 1986; Rando, 1984) and it was also supported by their experiential knowledge.
They believed that the family deserved to be with their child in a private and quiet atmosphere,
to stay with their child as long as was necessary to say good-bye, and to perform any rituals at
the time of the child’s death that would tacilitate their grief process. When the circumstances
within the unit prevented the nurses from ministering to the needs of the family in this manner,
anger, guiltt, and/or feelings of powerlessness became a part of their grief response. For
example, Pat described a negative death where she experienced incongruity between what
she had theoretically known would facilitate the family’s grieving and what measures had been

availableto the famity.
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“... And Ididn't feel like Idid what Icould have. Ireally would have wanted them in aprivate
room. There was no private room. This was ike a horrendous time in the summer. Every
bed space was, you know, there wasthe noise level and everything else. So here you've
got awhole pile of people behind this one itty-bitty littie curtain and you have to get out
from the bed because the mum was holding him. And (just, Ididn't feel like they really got
good carein that sense, you know. And it left me feeling very, Iwasangry atthe system.”
(5 plus years intensive care experience)
The policies and procedures of the organization related to the care of the deceased were
dlso incongruent with the participants' values. For example, many of the policies related to a
coroner’s case interfered with how they wanted to care for the child after the death. They were
not able 1o remove tubes so that the family could hold the child or touch the child in the same
manner asthey w.uld have without all the equipment. Sometimes, the mandated autopsy had
not been the preferred choice of the parents and funeral arrangements occasionally had to be
delayed. Another example refated to the shrouding and preparing of the body for transportation
to the morgue. These procedures often intensitied their feelings of grief. They felt sadder if
they had been sad; angrier, if angry; guiltier, if they had felt guilt. The wrapping of the bodies in
plastic, the tying of their limbs together, and the placing of infants in a suitcase- like structure for
transportation, were all considered disrespecttul, inhumane, and dehumanizing activities. This
latter procedure is implemented in order to be respectful to the visitors and stafl, but once
again, demonstrate our society's refusal to confront death, even in a hospital setting. The
system required the nurses to perform actions that were in conflict with their values. These
death related activities also forced the nurses to face their own mortality. This finding was also
identified by the datain the pilot study. The participants stated that the nurses had to fransport
the child's body to the morgue as part of their hospital policy. All the participants stated how
difficul it was for them to leave the child in a cold, barren environment. The following account
most poignantly illustrates this dissonance.
"But the worst, the worst feeling in [pause] | had was when | brought him to the morgue.
[shudders] Ihope Inever have to go to the morgue again. [deep sigh] We went there and
Idid what |had to do. Iwrapped him up in awarmcover and and you know what nurses do

when apatient dies. And uh we went into the morgue where they put the bodies and
there wasnobody in there, and it wascold. hwas {[pause] horrific. Like |, Iput [child's
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name] down and |gave him agreat big hug and abig kiss [crying] and he was going to be
alone in there [pause) allnight. [sniffles) it wouldn't have been so bad lguess if it wasn't
cold. [crying, long pause). |just hope Inever have to walk into abasement and put
anybody down there, in there again. Iihave to do it, Iknow, but. [pause). Uhit's just

[voice very soft, almost inaudible; tempo slow]. |was just, there wasn' no more, it was just
like it you were bringing abody and there was no more respect, there wasno more love,
there was no more eeling. Here you are. You're dead. They put you on the table. You're
cold. We'll see you tomorrow morning when we do an autopsy on you, you know. When
we cut you open. [voice raised and switt]. Just. [sigh] It was ruthless. Idon't know if that's a
good word to use, but [sigh). it wasbad.”

On many occasions, this dissonance appeared o have been further compounded by
conflicts associated with the timeliness of “saying good-bye.” The organization's procedures for
caring for the deceased body required them to face the finality of the child's death before they
were emotionally ready to do so. Once again, the reality of the situation necessitated they
perform tasks that were incongruent with their own needs. Dale’s accourt demonstrated that
emotional readiness to say good-bye did not always occur at the same time as the cognitive
acceptance of the death.

“And and since you're young, people tell you don't put any plastic things on your head

and all. And when you wrapthe child, it's as i you're going to sutlocate this poor child.

You know he's dead and you don't find it appropriate to put aplastic bag on his head. But

the shroud is being made of plastic and you wrap him quite tight and then they ask you to

put three ties around, one around the neck , around the waist, and it feels waird doing
that. Every time you do it, it's like ugh [release of breath). So this, this is really the end.

The child passed awaybut the there's still some, the body's there and you have to wrap

him up and as soon as you finally cross the shroud over the face is, it's the end.” 5

plus years intensive care experience)

A variety of coping strategies were developed by the nurses to help them manage their
teelings of grief while performing these tasks, such asthe use of black humor, peer support,
and the impiementation of rituals, such as prayers, that were integrated into the hospital's
procedures. These personal rituals helped them cope with the inhumane aspects of the tasks
they were required to perform and helped them manage their feelings of grief. Unfortunately,
sometimes the unit was so busy that when the child died, the nurses were required to hasten
their care for the deceased. In these situations, there had been no time to integrate their

personal rituals with the organization's procedures. Therefore, the means by which they



normally coped with their feelings of grief had been removed. In fact, their feelings appeared to
have been intensified by the addition of feelings of anger resuiting from the perceived
insensilivity of others. For example, Pat stated that sometimes she felt like she was working at
the SPCA when a colleague would push her to hasten the removal of the body because the
bed was needed for another admission. She stated that she did not fee! supported by anybody
in these circumstances and her anger was so inense that she wanted to hit someone or
something. She stated that she found these deaths very difficult to accept and her feelings of
grief hard to manage.

Occasionally, the participants were just not able to complete the post mortem care. Their
emotional involvement with the child had been so strong that the dissonance between their
readiness to say good-bye to the child and being forced to end the relationship through the
shrouding ritual (or transporting the child to the morgue) was too great. in the following
illustration, Sean described how it had been the support of her peers that had helped her to
manage her feelings of grief when the child died. Their sensitivity to her needs permitted her to
choose the time and the waythat would be appropriate for her to saygood-bye.

“Oh [laughs]. Why is #? Oh it's just uh. To do the bath and alfthat, that's fine. Icantouch

the child and talk to the child. Sometimes we joke when we do that [taughs). But just to,

not to close, like uh, the sheet, the plastic, on their face, and to not see them and just to

know you aregoing to send them to the morgue, it is so morbid. Aahh [shudders). 1

cannot seem to put words [long pause]. Iknow that it's only the body. 1know aliof that.

But in my head, like she, the little soul wasin the body atew hours ago and now we are

just taking the body to the morgue. But Ifind it really morbid. Like with [in reference to the

child who she had known for nearly 4 years and had previously stated: Like every,
everybody knew him so much that he felt like our son to everybody] who wasthe 4 year
old, three nurses were there and like we couldn't do it. {laughs) {t waslike anurse from the
float team who didn't have him asmuch. So she came and she said; ‘You just 9o and | will
do it." And we were allfeeling the same way. Like we needed someone who knew him
less to be able to cover his face. For us, we don't see them after, so, well, for him | saw him
atter, but for the others, Idon't see them after their tace is covered. So it's the last good-
bye.” (5 plus years intensive care experience)

Ithas been established that children’s deaths are frequent in the pediatric intensive care
environmeni and that the participants commonly experience grief when the children for whom

they care die. it has been identified that their feelings of grief are intensitied and of longer
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duration when certain contextual factors are present at the time of the child's death. For
example, the participants said their grief was more difficult, harder, or more painful when multiple
deaths were encountered in ashort period of time, when they had shared the family’s feelings
of grief, had become emotionally attached to the child, or when a conflict about the death had
occurred. The participants stated that with experience, they had leamed to cope or manage
their feelings of grief in order that they could continue to survive in the intensive care unit. The

next section examines in more detail the coping strategies that the participants used to manage

their feelings of grief.

Section 4: Coping With Grief

4.1 An Qverview

All of the participants in this study had sustained multiple patient losses, some of which
were more significant to them than others. it has been documented in the literature that
repeated exposure to the deaths of patients places the nurse at increased risk of burnout, with
subsequent withdrawal from the care setting (Caldwell & Weiner, 1981; Hay & Oken, 1972;
Munley, 1985). The fact that the experienced participants in this study had sustained recurrent
losses of children for whom they had cared, yet described strong feelings of satistaction in their
jobs and continued emotional commitment to the children and their families, appears to be
contradictory to these reports. The experienced panticipants repeatedly stated that it had not
been their feelings of grief that had changed over the years, but rather, how they had learned 1o
manage them more eftectively. Parkes (1972) emphasizes that experience with loss tends to
make subsequent losses easier to resolve due to the fact that coping strategies have been
established and the fear of the unknown has been reduced. One might suggest, therefore, that
the participants’ ongoing experiences with children's deaths may have assisted them in the

development of effective coping strategies. Some of the coping mechanisms, such as self
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nuriurance and termination of relationship activities, helped them to survive the immediate
feelings of grief when a child died. Other strategies, such as selt reflection, helped them to
thrive in this environment, not ‘in spite of' their exposures to death, but ‘because of their
personal growth that resuited from their coping with children’s deaths. The literature on coping
with stress is cerainly congruent with this premise. Ithas been suggested in the stress literature
that, whether work-related stress leads to burnout, a career change, or to feelings ot job
satistaction, depends upon the nurse’s ability to develop and utilize constructive coping
strategies (Benoliel, 1985; Saunders & Valente, 1994; Vachon, 1987).

Just asthe participants had learned, through diverse experiences with death, about the
wide scope of their grief responses and the broad range of contextual factors that could
influence their grief reactions, they also learned how to effectively cope with their grief.
Learning to cope appeared to have been a work in progress and a trial and error process.
Because each death was different, there could be no predictability to their grief responses.
Therelore, they could not predict which coping strategies would help them manage their grief,
ih dddition, it appeared from their accounts, that it was necessary for them to have developed a
vanety of coping resources because there was no one strategy that was eftective for all nurses
orfor alldeaths. Therefore, the participants had to implement a variety of coping strategies for
each death until they had successtully found one that would help them manage their grie!. One
might be reminded of the sea-god Proteus of Greek mythology who had the power to change
his shape at will. When captured, Proteus would assume any number of {errible shapes such as
alion, adragon, many other animals, and even atree until he found a shape that caused his
captors to release him. His ability was one of adaptation that was necessary for his survival
(Hamitton, 1942): Like Proteus, each time the parlicipants experienced another death, they had
to change their coping strategies until they found one that successfully released them from
their feelings of grief. The ability to change their coping strategies gave them the power to

adapt 1o the ever changing factors in each child's death and to manage their resulting grief.
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W appeared that the experienced nurses could hanage their feelings of griet more quickly
than the inexperienced nurses. It seemed this was related 1o the number of strategies they had
developed through a process of trial and error and due 1o the simple fact that they had had
more opportunities to discover which strategies were successful for them. Similar to Benner's
(1984) work on the nurse's devefopment from beginner to expert nurse, a parallel process
appeared to have occurred in the participants’ development of strategies for coping with their
grief. For example, Saunders & Valente (1994) suggest that the first time a child's death is
encountered, nurses, inexperienced with death, may rely on primitive defense mechanisms
such as avoidance and denial. The nurses’ feelings of grief prompt them 1o revert 1o the only
coping mechanisms with which they are familiar. For example, Casey, inexperienced to both
intensive care and children's deaths, stated that she was overwhelmed with the painful
emotions she was experiencing. Because she did not know what to do about it, she said she
had been avoiding dealing with her feelings. However, she realized that avoidance was not
helping her to effectively cope with the deaths she had experienced. Casey described how she
had tried to manage her grief by attending the children’s funerals and writing follow-up letters to
the families because she thought these strategies were supposed to help. She had found they
had not been effective in managing her feelings of grief. it appeared that Casey had not yel
developed a cache of resources that would be effective for her and the ditferent types of
deatﬁs she would experience, nor had she discovered those coping strategies that are

developed from within.
| This section describes how these participants managed their grief. Five themaes related 1o
coping have been identified. They are (1) self expression, (2) self nurturance, {3) termination of

relationship activities, (4) engaging in control taking behaviors, and (5) self-reftection.

4.2 Theme- Sell Expression

All of the participants inlerviewed cited expression or ventilation of their feelings as
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heipful to them in working through the deaths of children for whom they had cared. Self
expression appeared to have had both a public and private domain. For example, several
participants cited that they had written articles, presented at conferences, or had worked on
ditferent projects associated with death, dying, and grief as a means of acquiring and
understanding more about these topics. They had examined their role as a nurse in these
issues and as Alex stated, this process had helped her cope with her own grief. In addition,
sharing that knowledge with other nurses had been important to her. This was one example of
griet expressed in the public domain.

Alex: “So within aprofessional milieu, 1guess I've done things that have helped me

understand personally and then taken it one step further and um, helped other people

understand things. t, you know, comes back to acquiring more knowledge and using

your knowledge to cope.” (5 plus years intensive care experience)

Incontrast, several of the participants expressed their feelings in amore private domain through
the keeping of ajournal or adiary. For example, Pat stated that she kept a journal of the events
of the death and her feelings because it helped her to release some of the painful emotions she
wasexperiencing, especially her anger,

Several of the participants spoke of using humor, especially black or gallows humor, when
they felt particularly challenged in dealing with their grief in the work place. For example, they
mentioned laughing with their peers when they had to prepare the child's body for transfer to
the morgue. For abrief period, humor served to keep the participants from acknowledging the
painful emotions that they were experiencing. It permitted them to release some of their
emotions in a manner that was more personally acceptable to them in this environment. They
found it easier fo laugh and remain in control than to cry. They were quick to note that they were
careful how and where the humor was exhibited. tt was only with their colleagues in a private
setting.

*I have 1o joke alot. Even in abad situation if | can step away. won't do it in front of the

patient, but it Ican step awayfor five minutes, I'ijoke with somebody, you know. {1llaugh.
ljoke. thave to do that."
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Other authors, such as Hay & Oken (1972) and Vachon (1987), have reported similar findings in
their work on coping with stress in ¢ritical care environments. Vachon stated that it has been
hypothesized that the intensive care unit or emergency room that does not have black humor
going back and forth mayin fact be one that is experiencing considerable stress (p. 206).

All the participants stated that they dealt with their grief by talking to colleagues and
friends from work on an informal basis, and/or with friends and tamily in their personal world.
How much each participant talked, what they chose 1o share, when they wished to share it, and
with whom they spoke about different aspects of the death experience was very individual and
varied from one death to another. As Alex said:

“Itis good to talk about it to acertain extent, but sometimes it is not helplul. Sometimes it

just makes it hurt more. Ithink you really have to talk about it when you're ready. When it

feels good 1o talk about it, not just to talk about it.” (5 plus yearsintensive care
experience)

From the participants' stories, it was discovered that they had otten had great ditficulty
discussing or talking about their feelings of grief at atime when such discussion would have
been most appreciated and needed, such asatthe time of the death itsell. In some cases, this
difticulty appeared to have stemmed from the paricipants’ reluctance to upset others,
particularly their friends and family or their cotleagues. Most of the participants stated they had
limited their discussions with their loved ones because they wanted 10 spare them exposure to
the “shit job" with which they were sometimes confronted.

Sean: “iotten don't want to come home and unioad the whole day on my, you know, on

my boyfriend's shoulders. Um. Not that Ican't, just that Idon't think sometimes that's really

tairto him. But | certainly can and get alot of support if 1do.” (5 plus years intensive care
experience)

In other cases, they were not ready to share their feelings. However, it was quite evident from

their stories that, atthough they may not have been able to talk about their feelings and/or the

events of the death, there wasthe paradoxical need not to have been alone and/or to have had
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their feelings ignored. The support of peers who would share their grief by the mere power of
their presence helped them 1o manage their feelings and facilitated the release of the grief and
decreased the acuity of emotions. As noted by Knapp (1988), the simple physical presence of
another individual who can feel the depth of what agrieving person may be experiencing tends
1o remove the sense of isolation that often crushes these individuals. In the following account,
Dale described how her feelings of griet had been made easier by having her iived experience
of grief shared by her nurse manager. Dale had been cared for in the same way that she had
cared for the grieving families.

Dale: “Often it uh times are really hard [the head nurse] will be one of them, wilicome to

us and just basically take our puise, see how we feel. I we need some help, { head nurse]

is avery good counselor and basically I think camies alot of um, Idon't know, Heel like

[head nurse] carries alot of power just by, coming along and touching my shoulder and

saying: ‘Are things okay?" Just that touch iskind of, [ee! better [voice tempo and tone

have changed - lighter]. Idon't know, just [head nurse] presence there is enough 1o

help alot of us. And it you do have more problems, if you 05, ihead nurse] willask us to

come into the office. [Head nurse] willtake part of our griet.” (5 plus years intensive care

experience)
In contrast, Casey stated that she had transferred from one nursing unit because her nurse
manager had told her that, if she could not work without that support when a child died, then
she was not agood nurse. She was told she needed to get her support from within her self or
outside of the work sefling. As Casey so insightfully stated:

“We work asateam in every other aspect, you krnow. Idon't see why we cant sort of

support each other asateam100.” {less than 5 years intensive care experience)

The participants recognized that signiticant people in their lives, such as close friends or
family, were not interested in discussing deaths of children in the unit. This was particularly
evident when the participants had been new to intensive care. They had not yet developed a
support network of colleagues with whom they could discuss the issues of the death and their
teelings of grief so they did not have 1o bring them home. Instead they dealt with their grief by

attempting to discuss their problems with people outside the work environment whom they

knew belore they started working in the unit. This is congruent with the findings by Gribbins &
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Marshall (1982) in their research on stress and coping in the neonatal intensive care staf nurse.
However, the participants had quickly leamed that no one understood their world and therefore
could not eMectively support them. This is Mustrated in the following account by Casey.
inexperienced to intensive care and with children's deaths.

‘I really don't talk about it with, with anybody. You know. |. it's funny. Like my mum was

very supportive when, when [name of child] died and it wasthe first time that | sort of, you

know, discussed with her and, you know, she's the only one, you know, um just how how
kind of. Itfelt so unfair and like Ijust, 1didn't wanna, 1didn't wanna see this. ... And iguess
that’s what's, that's what's so frustrating is that you kind of watk out and, you know, you
meet atriend for dinner and they don’t want to hear about this stuff. Like they don't want
to, and so you kind of, just sort of put it, put #t behind you, but il, you know, Idont, that's
not, that's not the answer [crying)."
The inexperienced nurses Ihen‘ had no one to whom they could ventilate their feelings and
trom whom they could receive support. This inability or decision not to communicate seemed to
have amplified the emotional feelings and extended them over a much longer perigd of time.
More important, the longer the silence continued, the harder it seemed 1o be to deal with their
feelings. Infact, for several participants, it appeared that the interview situation itself was the first
time they had had the kind of in-depth opportunity to discuss openly the details, as well as the
hurt, surrounding the death of some of these children.

Incontrast, the more experienced participants described how they had leamed over the
years that they could not manage their feelings of grief by bringing them home. They had
needed to develop a variety of networks to fultill various needs. Sometimes they spoke with
their peers who had also been exposed 1o the same death. Sometimes they shared their
teelings with others who they knew had similar values about death and dying. On other
occasions, they talked with the bereavement coordinator or the nurse manager for the unit. As
Sean stated, she had discovered that her feglings of grief were prolonged if she could not talk
about the death with someone from work. Sean's words best refiect what the others had
similarly articulated. Her words demonstrate the experiential nature of learning this coping

strategy.
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* S0 just like o get support and to feel tha somebody else wasfeeling the same way as
me has helped me. Because lunderstood over the years that it is not in bringing all my
sadness and my angriness at home that will resolve this. Ireally understood this because |
was bringing at first, maybe not only with, when [had akid that died, but uh, like Iwas
bringing alot of my things athome and uh nobody can understand what we can live here,
like mostly in the ICU. Others just can't understand it. So Ikind of changed my way of
getting support. Like I'mtrying to find my support here instead of athome. And when lam
@t home, it doesn't mean that |won't talk about it, but Iwon't be asemotional because |
would have lived my emotions here. But Ifind that it's important to do it. Because if Idon't
do it, Ikind of bring it with me too long." (S plus years intensive care experience)
it appeared that alithe participants had eventually developed afundamenta! need to talk
about their feelings and what they remembered about the death of the child. They needed to
reveal their sadness, to re!=ase their anger, to dllay their guiit, and to have someone else
understand their reactions. This was one of the ways they were able to confront the reality of
what had happened. twasameansof normalizing their reactions. Talking was: areaffirmation of
the death, their sutfering, their beliets: a venue for giving words to their sorrow; comforting,
comprehending, healing, remembering. Sean expressed these thoughts when she described
how her grief had been tacititated when it had been shared by one of her fellow nurses.
Sean: “There's some cases like him [in reference 10 astory that haunts her], some stories,
that afew people are gonna live the same thing atthe sametime, so we can really
understand each other. So when Ifee! that somebody understands me, |fee! like arelief,
arelease, arelease. ... You need them to sit and talk with you. ... There's always anice
person we can share with.” (5 plus years intensive care experience)
Sean further described that from har learning of how shared griet had provided some release
trom the intensity of the emotions, she had helped others with their grieving by sharing their
grief with them. Sean went on to describe asituation of anovice nursing colleague who had just
axperienced her first death of achild who had died suddenly and unexpectedly. She pulled the
curtains around the child's bedside to provide her with privacy and came to talk with her. As she
described, it wasnot bacause she wanted her to stop crying, but because she felt a lot of her
sadness and felt, it the nurse could talk about it and share some of her feelings, this might help

her manage her feelings of griet.
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Most of the participants had attended the bereavement workshops that were offered
annually for the staff in the unit. Alex stated that she had participated because gaining
knowledge helped her to understand her own feelings of grief. Others had attended as one
means in which they could share their experiences with others or to hear from others how they
felt and how they had leamed to manage their grief. However, not all the participants had
availed themselves of the organized opportunities for support, although they acknowiedged
they were of some help to some people. They stated they were not comfortable discussing
their feelings of grief and their experiences with death in this type of open forum. For example,
Casey said that because she had not been in the unit long encugh, she would not feel
comfortable having a general group of nurses see her upset. From another perspective, Dale
stated she had not attended the workshop because “it's nothing tangible; *it's too
psychological.” She said that it helped her more to talk about a child’'s death with one or two of
her peers at coffee.

Because each death had been different, the participants stated their need to talk had
varied. Sometimes they needed 1o talk about the death right away, 1o get feedback from
colleagues, especially if the death had been unexpected or particularly graphic. Other times, it
had been better for them to be alone. But what was the most important thing to all these
participants was the knowledge that they could talk with someone if they wanted to; that they
had achoice.

Being able to express one's feelings of grief, in the presence of those who understand,
not just at the time of death, but over time, is well supported by the grief iiterature. Vachon
(1987) reporied that nurses, who expressed burnout, or who had made career changes,
frequently felt isolated and unable to discuss with colleagues their feeiings about a patient's
death. When apatient died, nurses felt areal sense of loss but hesitated 1o share their sadness
and vuinerability. They felt asif they were the only person with feelings of anger, helpiessness,

guilt, and hopelessness. Seemingly, other colleagues acted as it nothing unusual had
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happened. Such nursing authors as Adams et al. (1991) and Eakes (1990) reported that
hospice nurses who had resolved their grief had developed a strong informal support network,

often within their place of work.

4.3 Theme - Self Nurturance

The participants discussed their use of a variety of self nurturing activities that helped
them to restore a sense of equilibrium in their teelings, even if only temporarily. Doing
something special for themselves helped them to reduce their teelings of sadness and the
selected activity sometimes helped them release their emotions, such as anger, in a way that
was acceptable to them. For example, several participants discussed buying something for
themselves, exercising, gardening, or soaking in a hot bubble bath was helpful.  They
described these activities as mindless, requiring little concentration and energy. Howevar, the
physical activity allowed them to do something they enjoyed. One participant talked about
making arrangements with friends to see a movie or 1o go out to dinner, when she had iust
experienced the death of a child. Others described surrounding themselves with things that
were alive. Those who had children said they would go home atter a death in the unit just to be
with their own families. This was described by one of the parents in the study who not only got a
sense of pleasure from her young child’s presence, but was also able to release some of her
feelings of grief by talking with someone who would enjoy the pleasure of her company without
being atfectad by the words. _

“That's how Icompensate and 1go home now and igrab my little fellah and Italk to him. |

tafk to him like an adult; 1alk to him you know about what 1go through sometimes and just

to see him smile you know but he doesn't know what I'm talking about.”
One participant discussed being involved with community service activities working with
heatthy, normal chitdren. These selt nurturing activities have been discussed in the literature by
Vachon (1987) in her work on how heaith care professionals cope with work related stress.

Eakes (1990} also reported that hospice nurses often practiced similar lifestyle management
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activities, such as exercise and hobbies, to help them cope with their grief.

4.4 Theme - Termination of Relationship Activities

Even though contact with the family after the death of a child was not a requirement of
their jobs, all the participants cited some form of follow-up with the families for some of the
chiidren for whom they had cared. Family follow-up was described by the participants as yet
another strategy they found helpfu! in assisting them to come 1o terms with the c¢hild’s death.
These foilow-up contacts often involved afiending the chiid's wake, going to the funeral, writing
a letter, making follow-up phone calls, making a home visit, or seeking word of the families'
progress through others. This specific need to establish a sense of closure regarding the
nurse-family unit relationship following the child's death was also noted by Gray-Tolt &
Anderson (1986-87) and Eakes (1990) when they explored how hospice nurses coped with
stress. Further, Sheard (1984) identified follow-up with the deceased patient's family as a
strategy for fostering nurses' resolution of grief and viewed this as a viable method for
terminating the extended relationship nurses often develop with families.

However, they all cited that they did not routinely do this. It was only used as a coping
strategy tor certain deaths. Sometimes, family follow-up had been necessary because the nurse
had not been ready 10 say good-bye 10 the child. This appeared to have occurred primarily when
there had been a strong feeling of personal loss when the child died. This was illustrated by
Jamie { and discussed previously under the theme of the nurse-family unit relationship) who
described, how in an attempt to manage her feelings of griet, she had kept in contact with the
family. She had attended the funeral, visited the home, and had made phone calls as
necessary. She had not been ready to “let go” of either the child or her relationship with the
parents and feit the parents also needed her support. i appeared that ongoing contacts
provided the nurses with an opportunity to recount the child's death with the family and 1o both

give and receive support and reinforcement for the care provided. Such a process not only
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served 10 hasten acceptance of the reality of the death but also aliowed for mutual sharing of
feelings associated with the loss. Numerous sources agree that individuals must disengage
from the deceased before they are able to reinvest in new relationships (Bowlby, 1961;
Kavanaugh, 1972; Parkes, 1972; Worden, 1991). As stated by Marocchio (1985), processing
through the loss situation and openly sharing the associated emotions are considered vital to
the resolution of griet. The fact that these nurses had felt comfortable contacting the families
again is viewed as another effective strategy in managing their feelings of grief.

Sometimes, the family follow-up provided the nurses with the opportunity to terminate
their relationship with the family members. The participants wished 10 show the family how much
the child and family had meant to them; to demonstrate that the caring portion of the
relationship had not been just part of their job.

Dale:" If we were very close to the parents well we'll attend the funeral. ... What {like

though isuh, often the department wili send sympathy cards to the parents and then

we're able 1o write one last word for them.”
K was frequently during these contacts that the nurses received positive feedback from the
family members.

Other merits were also associated with this contact with the family. Sometimes, family
follow-up was needed to release them from feelings of death process accountability. They were
dble to terminate the retationship with the family and come to terms with the child's death when
they had been able to resolve their painful feelings of guilt. For example, Dale described how
she had felt very guilty for having gone home at the end of her shitt instead of staying with the
family when their child had died. She said she felt asif she had abandoned them at a time when
they really needed her support. She had not been able to manage her {eelings of grief through
the use of her other coping strategies and had continued to feel “really, really bad for the next
few days." Therefore, she made the decision 1o attend the child's funeral service. The family’s
expressions of appreciation for the care she had given, to both the child and the family, helped

Daleto resolve her feelings and to come to terms with the child's death. She had finally been
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able to emotionally terminate her relationship with the family.

“I went to the um funeral. Then, when |walked in, the father looked at me and kind of

opened his amsand he gave me abig hug. And Ifelt so reassured. Being that, okay, the

parents don't, are not mad at me for leaving them at the last minute. And that kind of said,
oh, okay, this is it. | kind of accomplished what fwas missing. And from, from that point on,
well lof course, |, Ifett much better.” (5 plus years inlensive care experience)

The need for family follow-up to help the nurse manage her teelings of death process
accountabiiity is also illustrated by Sean's story. Sean had developed a strong emotional
connectedness o the mother of a child who died suddenly and unexpectedly. Sean had
experienced feelings of guilt about the chiid's death, even though she acknowledged those
feelings were illogical and illegitimate. It had been her emotional connectedness to the mother
that had caused her o feel that she had let the mother down. Similar to vale, Sean's normal
strategies for coping had not been effective in helping her 1o manage her feelings of grief.
Therefore, she had not been able to detach or terminate her relationship with the mother.
Talking with the mother and sharing the mother's sense of acceptance helped Sean cope with
her own feelings of grief and facilitated her coming to terms with the child's death.

“But the way Icoped with it afterwards, fike | didn't know, um, if I should like call the mom

and talk with her. But [dig callher. That helped me alot to hear her like talk about it. And

also, after that #t was her calling me back and giving me an update about how she was

feeling at that point. So that was like the end of the story. itwas, it has been like my wayto

grieve finally, like to talk to the mom after.” (5 pius yearsintensive care experience)
However, Sean stated that this means of managing her griet had not been a helptu! coping
strategy for all children or families to whom she had had an emotional connectedness. It had
been through experience, atrial and error process, that she had discovared that this coping
strategy was only effective for her in certain circumstances. She noted this in the following
account,

“Like Ithink last June, the person that follows the tamily after, she wasgoing on vacation,

she asked me to follow one family. So Idid say yes because |had remembered that story

of the little girl and remembered that had helped me 10 close my grieving. ... was a kid
that !1oliowed alot, that Iwasbound 1o this family.... And when Iwas coming to call every

week, like atfirst we call every week and after every month, each time Iwas so nervous.
Like lwas so nervous about what they wouid feel, what uh, Iwouldn't know what to
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answer them. But uh, |wasthinking: 'l hope |saythe right things.’ So. |guess uh atter

that | realized maybe it wasnot agood wayfor me, for everybody {every death], to grieve. |

thought it would be agood way for me to finish my grieving but maybe it has been agood

way with this particular story at first. But maybe not for everybody. And like iwasdoing that
from home. So it was my day off. 1don't need to feel that stress in my house, you know. ...

So Iknow that Iwillnot do it again. Just because Idon't need to feel how |felt.” (5plus

years intensive care experience)

Traditionally, involvement in the funeral ritual or other follow-up activities has been
encouraged as a mechanism for reinforcing the reality of the loss and stimulating emotional
withdrawal from the deceased for the bereaved (Gray-Tott& Anderson, 1986-87; Rando, 1984
Sheard, 1984). However, just as has been noted with Sean's account, none of the other
participants interviewed in this study cited attendance at funerals or other forms of contact as a
routine coping strategy they employed. The majority of the grief literature is related 1o the
bereaved who had experienced the loss of asignificant other with whom there had usually been
an intimate relationship of long duration. Therefore, the time required to detach from the
retationship was also a lengthy one. Inthe case of these participants, the relationships were
frequently of short duration and, although there was a degree of emotional connectedness to
facilitate the meeting of the family's needs, a deeper sense of emotional involvement héd not
always been established. Therefore, the rituals performed atthe child's death appeared 10 have
helped them to say their good-byes to both the child and the family. Other strategies were then
implemented to help them cope with their feelings of grief.

Ali the participants stated they enjoyed receiving intermittent accounts of the families’
progress after the death of their child. Receiving information that the parents were successfully
surviving the loss of their child appeared to have facilitated the nurses’ dealing with their own
feelings of grief. For example, they stated # made them feel happy that the parents were
expecting ancther child or that they had resumed former activities in their lives, such as
returning to work. On the other hand, it appeared that when the participants received word that

families were divorcing or had suddenly moved away, then their own feelings of grief were

intensified. it had made the child's death more ditficutt to accept if they had not already done so.
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ftappeared to accentuale their concerns that perhaps they had not done all they could have in
the death process which they believed could have facilitated amore positive grief recovery.

Pat: * And that familytoday is like not doing well.. they're not doing well. So Idon't know if
they'll end up staying together but it's like really contlict between the husband and wife
and. | think like from what | hear, statistics are very high with people who separate after
this, you know. And tHeel that this is something that maybe ,would not have been avoided
or whatever, ... but if maybe things had been different, maybe it would have been a
ditferent experience for them. ... Like feeling that, you know, maybe they would have, it's
aditficult time, and Idon't think much would have made it better, but these few litlle
things, had we been able to put them in a side room, allthese little factors that maybe it
would have been different. Ilinever know. Imean, i'ltnever know.” (5 plus years intensive
care experience)

4.5 Theme - Engaging In Conirol Taking Behaviors

One strategy that the participants appeared to have utilized for managing their feelings of
grief was to develop control over certain aspects of their practice. This seemed to have
developed from aknowtedge of one's role and expected role performance, which evolved over
time because of the accumulation of more and more experiences. As noted by Vachon (1987),
engaging in control taking activities is a more active coping mechanism that implies actively
seeking to change a part of one's work environment andfor one's nursing practice.
Operationally, this coping strategy appeared to have involved setting limits on one or more
aspects of their clinical practice and organizing their work to manage their feelings of grief and
sometimes, to even give them a sense of personal satisfaction at the time of the child's death.
These behaviors inciuded (1) establishing boundaries, (2) withdrawing or distancing oneself,

and (3) fulfilling personal death rituals.

Establishing boundaries

Establishing boundaries or setting limfts on aspect's of their practice was a coping strategy
that the more experienced participants had learned how 1o do. Establishing boundaries helped
to protect them from the bombardment of painful emotions they could potentially experience

given the mulliple deaths to which they were exposed. For example, as has been previously
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identified, the participants had established boundaries on the implementation of the coping
strategy, self expression. The participants described how they had leamed through
experience, who they would share their feelings of grief with, where they would talk about the
deaths, under what conditions, when they would talk, and even how much and what they were
willing to share with others. Similarly, it has been previously discussed under the expressions of
grief, that boundaries had been established around the release of tears. They had established
their own personal limits on how much they would cry and under what conditions they would
permit themselves to do so. They had leamed how 1o suppress their pain and to control their
emotions until such time they felt it was safe.

The more experienced participants described how they had needed to set limits on what
they feit they could competently handie at a certain point in time. For example, some nurses
had learned to set limits on the type of children or families with whom they would work for a shift
or two while they were feeling emotionally drained. They appeared to have known their own
personal limits of what they could psychologically give of themselves during their grieving, They
just could not spend time with certain types of patients or families who they knew would be
emotionally difficult. Sometimes, it was because they needed time 1o reflect on the child's
death and so they requesied a patient assignment that would fagilitate this. In the following
account. Pat described how she had requested a specific type of patient assignment after she
had experienced three successive deaths so that she could manage her teelings of grief
without having to miss work,

Pat: “ had apatient in a side room. Isolation room. And it was so nice because |had my

radio. iwas able 1o shut out the worid and not hear it. And Ireally needed that. You know. |

needed to kind of come back to work and just be able to just shut the door and be alone
with my thoughts you know.”

When exposed to multiple deaths, the participants also stated that they needed to feel
the joys and happiness and the sense of personal satisfaction they experienced when a child

successtully recovered from an acute i!lness. There was a limit to the number of deaths they
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could experience without feeling these rewards of the job. As Dale said, you only need to see
one child pull through 1o help bring back the meaning of working in the unit.
"I mean when Itake over achild and the child goes well and leaves the ICU, #t's great. 'sa

good feeling. It beats probably the ten last deaths |had. At least one left and I'm happy,
we're allhappy, the family's happy and it's ajoyful moment.” (5 plus years intensive care

experience)

In other words, the parlicipants had had to learn when they had reached their personal
threshold of being able to etfectively manage their feelings of grief and when they needed 1o
restore a sense of equilibrium in their feelings. Therefore, they had leamed to request
assignments that would allow them to regain a sense of balance in their practice. All the more
experienced participants expressed these boundaries, but it was best articulated by Pat.

* So I'm trying 1o be careful with myself in if | think oo much is too much then I'm gonna go

around and say it, you know. ! mean | let people know | was, it was too much. ... But uh

I'm, |think part of coping is aiso being able to say woah. You know. I've had enough. And |

know at one point uh, with that one family, after | just lost the one that was very difficult and

| ended up with this one ... people asked me if | wanted it, my um assignment switched
and | said no, |can'tdo that. | can't do that to the tamily. As ditficult as it will be for me, |
cannot just get up and leave them at this worst hour kind of thing. |, | can't do it you know.

But | said after this, after this, | want a break. Atter this | want something happy, someone

who's going to get extubated and down to the floor on the next day.” (5 plus years

intensive care experience)

The experienced participants spoke of the need 1o set limitson their level of involvement
in the relationship. Establishing limits on the nurse-lamily unit relationship was described as
making the teelings of grief iess intense and easier to manage. However, there was a delicate
balance between emotional involvement and detachment. As described earlier in the section
on emotionally involved relationships, the nurses had described their struggles with jearning to
find just the right level of emotional connectedness that brought them feefings of satisfaction
while at the same time reduced the intensity and duration of feelings of grief. It appeared that
the less experienced nurses had not yet found arange of involvement that was comfortable for

them. Jamie had been struggling with the establishment of this balance through a process of

trial and error, while Casey seemed 10 be still overidentifying with some of the bereaved families.
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All of the nurses recognized and accepted the fact that they could easily become more attached
to some children and families than o others for all those reasons identified in the theme nurse-
family unit relationship. However, at no point during the interviews did any of the nurses give
evidence of having withdrawn 1o the point of being cold or emotionally unattached. They did not
seem to be saying the nurse should have no involvement; rather, they were implying that there
was a problem in becoming consumed with the situation. Sean's summary of her thoughts
about the need to set limits on the nurse-family unit relationship reflects the inner struggle she
has experienced in the process of achieving an appropriate balance. Sean is a seasoned nurse
but she acknowledged that the balance has soraetimes been difficult 1o maintain, although it
has been anecessary one in order to be able to manage the grief she has experienced when
the children die. Inthe following account, Sean refers to the strong emotional involvement she
had had with the mother of a child for whom she had cared. She stated she had had ditticulty
coming to ferms with the child's death because of this attachment. Sean had learned to
establish boundaries regarding the leve! of involvement with the children and their families, but
also described how those boundaries in no way precluded the development of attachments in
the working environment. Rather she had made attempts 1o establish boundaries between her
personal and professional commitments.
“But |have tried [pause]. Like Ithink |lwouidn't liketo live the situation with the tirst mom
glithe time. Because 1try to stop. | have seen. ican see some nurses doing that. And 1
don't find it very healthy. Because |have my own life and my own problems. thave death
in my tamilyt0o. So Itryto, I'mtrying to separate the bo'n. That's okay to live plenty what
I'mliving when 'mhere. Like if 1feel more bound to sumebody. ‘Cause |think it's normal
that we fee! bound with some parents and to fee! iess bound with other parents. So Ifind
it's okay when I'mhere to give everything that they need to them when tfeel really bound.
But 1don't want 1o become friends with allthese parents. [think it's away 10 protect
mysell.” (5 plus years intensive care experience)
Like Sean, most of the participants had learned, or were leaming, 1o regulate the intensity of the
attachment and the extent to which their attachments carmried over into their non professional

lives. This is similarto the research findings of accumulated loss phenomenon among hospice

caregivers (Adams, et al.,, 1991). In this population, grief was found 1o have been intensified



and prolonged when there had been a blurring of personal and caregiving commitments. For
these participants of this study, the capacity to stay in the intensive care unit appeared to have
rested on the nurses coming to terms with regulating their attachments and monitoring their
own grief levels. As Alex illustrated in the following account, she had quickly leamed to separate
her two worlds and to not take her work home with her. She said # she had allowed herself o
dwell on every death that she had experianced she would have been chronically depressed.
*I think I've always been able to not allow my professional lfe to interfere or to overflow 100
much on my days off. 1wouldn't say that you know when I'd leave at the end of the shift
that that's # and Idon't have any recollection of what happened in the previous 12 hours.
But Idon, 1don't dwell on it. And Ithink that's helped me [pause] survive and work in this
areaso long. ... You know, Ithink that Imaintain acertain level of professionatism in the
sense that lhave never been the type of nurse to develop {riendships with any of my
patients. Whether adults or working with kids. And that has helped me." (5 plus years
intensive care experience)
Alex continued to reflect that part of the way that she had been able to establish limits on the
leve! of her involvement with the child and family, without feeling that she had compromised
their care, was through her belief that the care of the family unit was a team etfort. Alex had
found that sharing the child’s care, also meant that the feelings of grief were shared. She did not
feel so isolated when the child died ang this helped her cope with the painful emotions she was
experiencing.
“Although over the years I've had certain patients that |looked atter alot and have
become attached to, |'ve never been the type of nurse that um, got overly possessive
about my patients. They weren't 'my’ patients. They were patients that were in the unit
and {just happen 1o be anurse who happens to work in that particular unit. Um whereas |
know of some other nurses tend not o fee! that way. But Iguess that's the way | have of
helping me cope with things. it's a shared responsibility. And therefore, at some level, it's

ashared grief experience when they die. And that for me doesn't make it asisolating for
me and it's not aslonely. And so Ithink that helps.”

Distancing
Closely aligned to establishing limits wasthe use of withdrawal and distancing to cope with
feelings of griet. For the purposes of this study, distancing differed from the previous

description of controlling one's level of attachment. Establishing boundaries on the leve! of
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emotional attachment was used 1o help reduce the intensity and duration of painfu! emotions
because of the threat that children could die. In contrast, distancing was needed to manage
their feelings of grief when they anticipated the patient was going to die orimmediately after the
death of achild and seemed 10 be of short duration. it appeared that both inexperienced and
experienced nurses used distancing 1o manage their griet.

The participants described distancing themselves by either depersonalizing the child or
detaching themselves emotionally from the child and family through task oriented behavior.
The participants indicated that they distanced themselves in order to remain in control of their
painful emotions until they felt it was a safe time and place to express them. They also used
distancing in order to retain the emotional energy required to grieve the chilg’s death and heal
themselves. They had leamed through experience that giving of themselves too quickly
drained them of their last reserves of energy and then it took longer to grieve the child's death.
Distancing or withdrawal appeared to have occurred both in their personal and professional
lives. For example, one of the participants from the pilot study who had children described how
she needed to withdraw from her personal commitments immediately after the death of a child
tor whom she had cared. She said it often ook several days until she felt that she could give of
herself 1ully to her friends and tamily. She stated this was even more necessary if she had to
teturn to work the next day.

P3: “If somebody athome were 1o sayto me | got abooboo," Iwould go ‘Idon’t care. You

have abooboeo, that's nothing to what I've seen today. Take care of your booboo

yoursell." ... Whereas on the normal day I'd say 'Oh come here.’ you know, l'llook atit or

Ilitix it. But |just don't want to hear it.... Fix your own booboo. |gotta fix mine, Mine is too

[pause). ... ljust don't want to take care of anybody right now. Iwant to take care of

myself.” (less than S years intensive care experience)

While at work, Dale described how "you can build awall around you" if you are assigned to care
for achild that you know is going to die.” She stated that she would still give a hundred per

cent care, but that she would try not to think about what was going to happen. She would use

strategies that would prevent her from getting to know the child.
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The fact that caregivers tend to avoid dying patients and their famiies has been
documented from the work of Munley (1985) and Quint (1966). In Vachon's (1987) siudy,
nurses reported avoiding and distancing from patients more than did the other professional
groups. Infact, those working in specialty areas such asadult and pediatric intensive care units,
reported using this coping mechanism more than other nursing groups. However, in this study,
the participant also stated that, although they could try and depersonalize the child, it was
impossible to “shut themselves off” from the family when they were present. Even during these
difficult circumstances, the nurses appeared o have been committed to meeting the emotional
needs of the family. The participants still became emotionally connected to the family through
sharing the tamily’s grief and as a result, identitied more readily with the family members.
Therefore, their grief was intensified despite having attempted to distance themselves from the
child. These latter findings have also been described by Borozny (1990) in her study of caring
for the brain dead patient in an adult critical care unit and by others who have studied nurses
working with the terminally ill in a pafliative care home environment (Adams, et al,, 1991; Eakes,
1990).

The participants also described how they used task oriented behavior to manage their
feelings of grief. As Dale said, “she will just work; she just has to work™ as soon as the parenis
leave after the child dies. The participants described focusing on one's technological role,
relating more to the physicat needs of the child or assisting others in the care of other children in
the unit. Being task oriented appeared to be one way of remaining in control of their feelings of
grie!. For example, Casey stated that she had been able to remain in control of her crying by
“doing more” with the ¢hild asopposed to "talking with" the family about their loss, Being task
otiented also allowed them to psychologically distance themselves from the families to protect
themselves from identifying with the tamily and experiencing the feelings that such
identification might precipitate. As both Jamie and Casey said, in order to get through the rest of

the shift, after the child had died, they had to go to the intermediate care unit and play or read
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books to one of the children and that made them “happy.” By being “wrapped up” in the chiid
who was alive, they had been able to avoid the painful emotions of their grief. Once again,
Borozny (1990) and Vachon (1987) noted that being task oriented wasa strategy used 10 cope

with the stress of dealing with death and dying.

Eulfilling personal bereavement rituals

Being involved in the care of the child after the death appeared to have helped many of
the participants manage their feelings of grief. As noted by Rando (1988), "personal
bereavement rituals give form, structure, and meaning to our feelings. They are unique
opportunities for communication, ventilation, and appropriate acting out” {p. 261). Rituals have
many specific therapeutic properties that can help the individual certain teelings and thoughts.

"t appeared that engaging in personal bereavement rituals enabled the participants to do
something constructive to overcome their feelings of emptiness and powerlessness that
somelimes accompanied their feelings of sadness. t gave them asense of contro! and provided
an immediate focus for their grief. Rituals allowed them to channel their feelings into an activity
that had adistinct beginning and ended with a clear purpose. In this way it made the feelings
more manageable. For example, Dale said that when she had completed the child's bath and
the shrouding and the child had been taken from the unit, it wasasif allher emotions had been
carried awaywith the child. With the completion of all these rituals, she had then been able to
continue on with her work for the rest of the shift. For some nurses, the organization’s rituals
sometimes helped them to manage their feelings of grief, particularly their sense of loss of
control over the situation, by prescribing specific actions 1o help them get through the
emotional chaos al the time of the child's death.

Performing the personal bereavement rituals also alfowed them 1o express and display
their feelings if they so desired. As Pat said, it was often during the bathing of the child, behind

closed doors, that she wouild finally permit herself to cry.
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Some of the nurses used symbols to express their teelings of grief. For example, Pat, in
the main study, and two of the participants in the pilot study wore angeis on their lapels and
gently touched them throughout the interviews when they were speaking of the deceased
children. They stated that when achild passed awaythey would say that God had made another
little ange! today and their eyes litted upward when they talked of them. They stated ihis had
heiped them 1o cope. As Rando said: “Rituals give you permission to outwardly express your
teelings. They provide acceptable outlets for your feelings and give you symbols to focus
upon.”

Participation in rituals also appeared 1o have given the participants the opportunity to
acknowledge that aloss had occurred and to say their good-byes. As Dale said, being present
atthe child's death and doing what needed to be done, was sometimes necessary for her own
closure. She needed to see and not just hear that it had happened. Performing the personal
bereavement rituals helped the nurses in the necessary process of withdrawing their emotional
aftachment {9 the chilg and family and coming to terms with the child's gdeath. This ultimately
helped them to cope with their feelings of grief. Dale described how she needed 1o perform the
care after the child's death as her way of terminating her relationship with the child. Although
she understood that some of her colleagues wanted to reduce her emotional pain by
performing the rituals on her behalf, she preferred to complete the tasks herself,

Dale:"... Of course when death comes they basically all come to you. Al they wantisto

lend ahand and I see many situations ... when acolleague would come along and : ‘well

it you want to leave, go into the nurse's lounge, sit down and just rest and we'll take care

of the rest.’ To my mind, it's NO [stated forcefully]. Don't take care of the rest. Ihave to

finish. Ineed asense of completion here. It Igo and sit down over there Il just be thinking

I'mmissing something. ... Like Ifind they're trying to be nice in sending me away. But |

don't want to go away. imight need just tive minutes. But Idon't want you to do athing

here. tt'smy patient. |want to be with him ‘il the end. Iwant to do things. Imight need

help. ... But Idon't want you to do athing until iget back. And even though they want to

do good, like allthey want is to be nice to me. Still [small faugh] don't be 100 nice. |

want to be there.” (5 plus yearsintensive care experience)

Dale also expressed what all the participants stated and that was they wanted the choice to

complete the care alone, or with help, or to have someone else complete it tor them. As Sean
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had described in her care of a child, to whom many of the nurses had become emotionally
attached, they could not perform allthe rituals of care at the time of the death because they had
not been ready to say good-bye. Others, less attached 1o the child completed the care. On the
other hand, Pat stated that she had needed to be alone 10 say her good-byes by hersell. She
had never had the courage 1o tell her colleagues to leave her alone because she had not
wanted 10 appear rude. In summary, the participants stated they just wanted and needed to
have the choice. Dale also noted that this was particularly imporiant for new nurses because
often the more senior staf, in their desire 1o heip, would push them out of the way. The new
statf then tended 1o pull themselves out of the situation because they did not feel comfortable
enough to acknowledge that it was not what they wanted. This was also noted by anurse in the
pilot study who stated that when she was a novice in intensive care, she was told to go for a
break atter her first experience with the death of achild. The nurse in charge stated that others
would care for the deceased child's body. Because she felt overwhelmed by the death, she did
asshe wastold. However, she stated she had feelings of guilt for having lefi her patient and feit
like she had never had the chance 10 say good-bye. She said that she had eventually learned
to say 10 her peers that she was not going to leave because she needed io stay for a sense of
closure with her patient.

For some of the participants, the bereavement rituals also promoted the social interaction
that they found was necessary for them to cope with their feelings of grief. As noted by Dale
earlier, allthe nurses wanted to lend a hand. The team wished o support one another in their
grieving and were willing to be present to help with the care and/or just1o talk. Sean stated that
she could not be alone for the shrouding of the child and there had always been someone
there with her 1o complete iha! task. Sometimes they laughed together. sometimes they ¢ried
together.

Finally, the integration of personal bereavement rituals into the organization's prescribed

policies and procedures helped some of the panticipants cope with the dissonance of their
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expectations for the ideal death and the reality of the situation. This integration gave them a
sense of satistaction and helped them to have realized some of their nursing goals for the child
and the family. Some described the need to talk to the child even though they realized the child
had died. Others stated they needed to say special prayers for the child. Pat described the
rituals she performed at the time of a child's death that helped her come to terms with it. The
rituals also gave her asense of satistaction and peace because of the knowledge that she had

done everything she could for the child.

“Ifett like | was able to give. Like it's really bizarre. But atter a baby dies | ike to, ! take time. |
take the tape off with the alcohol remover and | want 1o put powder on or the cream or
whatever, And other people | find, it's okay just like: ‘Okay, it's done. Let's get the things
out. Get everything cleaned up. Out the door.' To me | guess it doesn't give me time to
say good-bye and time 10 end. And | need that. And | need to take my time. ... And | find
too that I'm like, I'm very careful, you know. To me it's still a baby. It's still and | guess | think
about the tamily members or it it was me if somebody was you know ripping off the tape
and ! wouldn't want me taken care of like that. | take the best care | can... And | guess
that's why | prefer to just to do it on my own. Because | find that people do it not the way |
would do it.” (5 plus years intensive care experience)

4.6 Theme.-. Sell Reflection

*Some form of separation is taking place. Some part of me is falling away. | am slipping

guiltily, even furtively, into another life. And in another life | could cry out, 'Haunt me.

Haunt me," as teenagers we once called out, ‘Haunt me, Cathy,' o add intensity 1o it all.

But | am not Heathclift . . . nor was meant to be. Am an attendant . . widower. One who

waits, pathetically, for some rhythm, to bring him back to some form of life.”

Hart, 1995, p. 197

From the outset of the interviews, all t.ut one of the participants identified that there had
been certain deaths in the unit that had continued to “haunt them.” They described "these
stories” asones that had “affected them the most,” either in a negative or a positive way. From
an analysis of their transcripts, this appeared to have meant that, for anegative experience, their
feelings of grief were the most intense, of long duration, and had been the most difficult to
manage. Incontrast, a positive experience left them with astrong sense of satisfaction and their
grief had been more easily managed, despite having experienced painful emotions, Pat, Dale,

Jamie, and Sean identified three deaths that had continued 1o *haunt” them, and they told

167



these stories in great depth and detail. They constantly referred to them when making
comparisons to other deaths that were less difficult. Casey said she had experienced five
deaths and she still thought about them all and continued to relive her feelings of grief for them,
Four of these had occurred in the pediatric intensive care unit. Casey shared all her stories. Oniy
Alex was not able to recount specific cases. For this particular participant, who had been
exposed to many deaths over along career in pediatric intensive care, her grief response and
the contextual faclors were identifieti through an aggregation of the experiences, and
tragments of individual stories were offered as examples to clarify her thoughts. Alex had also
identified that the coping strategy she used to deal with her griel was one of inteliectualization
and therefore, describing her experiences of grief was done through a more depersonalized
process. For all participants, the identification and telling of the stories that haunted them did
not preciude them from relating other stories throughout the interview, but it was these deaths
that they had wished o share in order that their grief be understood. As stated by Dale:

‘I really wanted to talk about those three people that really haunted me.” (5 plus years

intensive care experience)

Why did these deaths continue “to haunt them even years later? Why had the participants
continued to "hang on” to these stories? From one perspective, the stories that “haunt” them
seemed to have been a means of reaffirming that they have continued to be caring human
beings in this highly technical environment. As one of the participants in the pilot study said,
because these children vere still part of her memories, she wasnot acold hearted machine who
wasonly able to attend 1o the child in physical crisis. She still remembered what the chiidren had
meant to her.

p2:°... I':stil awarm person. I'm still afeeling person. haven't forgotten those children,

those situations or people. And that Ithink we can get um hung up on what we identify are

the skills that are important, or who, what do !define asagood critical care nurse. Yeah,

Fmacertified [critical care nurse], you know, you get these lovely letters there. 1think

almost want to put ‘and human’ atterwards, you know." (5 plus years intensive care
experience)
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In addition, it seemed 1that the stories had been a critical component of their experiential
leaming. The participants appeared to have frequently retlected upon these *best” and *worst”
deaths, particularly when they were exposed to another death. inone respect, it was as il these
stories were the gold standard against which all other deaths had been compared. The nurses
had survived the worst deaths they had experienced and had leamed ways to cope with their
feelings of grief. When they had had to grieve the death of another child, they simply
remembered how bad their grief had been in the past by recalling those deaths tha! had
represented the worst they hasi had to face. They used the memories from these stories as a
healing tool for allsubsequent deaths.

Dale: “Those arethe ones that haunt me the most because they're alwaysin my mind. If

t's anice day outside Idon't think of them at all. Things go well. As soon aslencounter a

very bad situation, they come back. 1don’t know. Maybe they are my kind of pop-up valve

in my mind. That just by thinking of them, uh, sort of they're there helping me to just

overcome what just happened. So they're people that kind of do now Iguess occupy a

very important place in my mind and in my Ife now. Because luse them allthe time just to

get over acertain bad situation.... They haunt me or at least they stay there for probably
agood reason. ‘Cause they're there and uh just by thinking of them okay they give me the
strength okay. It's like my grieving process for the people atthe hospital.” (5 plus years
intensive care experience)

The ability to engage in self refiection, a necessary element of experiential learning,
appeared 1o have been necessary to survive and thrive in this environment. Sel reflection
helped them to (a)come to terms with a child's death: (b) create meaning; and (c) accept their
own feelings of emotional pain when a child died, all necessary to cope with their exposure to
muftiple deaths. Coming to terms with death, creating meaning, and accepting their grief, what
Worden (1985) hastermed tasks of bereavement, did not appearto be a linear process. in fact,
it appeared from these interviews, that self reflection atfected all these “tasks" simultaneously.
Reflecting upon one area impacted on another. For example, it seemed that as the participants
began to find meaning in their experiences, this helped them 10 come to terms with children's

deaths. In addition, ! the participants found that creating new understanding through a self

reflective process had facilitated their coping with a child's death, then this appeared 1o have

169



enabled them to accep! their feelings of grief.  This finding can be related to certain
observations about grieving reported in some of the literature. For example, both Bowlby
(1961) and Parkes (1972} have noted a sense of the continued presence of the deceased
among bereaved persons. Parkesfound that there is painful repetitious recoliection of the loss
experience, which isthe equivalent of worry work and which must occur it th‘e loss is to be fully
accepled. He stated that these recurrent patterns of thought seem to enable people to ward of!
anxiety while atthe same time attempting to grapple with the problem (p. 85).

Experiencing muttiple deaths appeared to have atzred the lives of these nurses, but the
changes that grief had brought about were variable ang hiahly individual. A common feature of
the participants' accounts were statements indicating that their grief had been associated with a
learning process that had brought about changes over time. These changes included new
perspectives about life, death, and dying, grief and grieving, and sometimes, even their
personal philosophy regarding their professional role. This ongoing learning process appeared
to have required that they be exposed to many children’s deaths. Through a process of
reflection they had learned to: (a) understand how they reacted to the death of a chilg: {s)]
identify what factors of the death affected their grief response; and finally (¢) understand which
coping strategies helped them manage their grief. It appeared that it had been the constant
bringing forward of past experiences with death and reliving them in light of new feelings and
new knowledge that had led to new understandings and changed perspectives. Inthe following
account, Jamie described how her grief experiences were different now after working in
intensive carefor several years simply due to the acquisition of a greater amount of knowledge.

* So they're different in that [ long pause] that initiafly your knowledge base just

scralched the surface so you really couldn't figure out the whys of the thing, the whys of

it. And now you can figure out the whys of it much easier ... so cognitively # makes it

easier, but emotionally it doesn't.” (less than 5 yearsintensive care experience)
A similar experientia! process of change was identified by Harper (1977). She found that health

care professionals who continued *- genuinely care for their patients despite multiple and
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repeated exposures to death had learned to accept their own feelings of pain and grieving.
They had leamed how to recover from their griet by developing a new set of personal values
that brought them a strong sense of satisfaction when working with the dying. This too was
reported by Eakes (1990) in her study of grief resolution in hospice nurses.

When asked what they felt attected their grief, the participants answered that the number
of deaths they had been exposed to had been an influencing factor. It was the learning that
resulted from each past experience that had helped them cope with their feelings of grief with
future losses. Each new exposure 1o death with its resulting feelings of grief took on different
dimensions depending upon the nurse's past exposures. Each new experience added 1o the
depth and breadth of each of the elements of grief. Thus the nurses leamed from each new
experience. For exampie, Jamie was able to recall that with her first experience of death she had
not known how 1o behave or what to do. She had not known if there was acorrect way or an
expected way 10 behave towards the family, colleagues, or self. She stated that she had
withdrawn from the bedside and watched the nurses and the child. However, once they had
lived through that experience and had reflected upon it, they were able to bring to the next
death the iessons they had leamed from the past, such aswhat factors in the death had caused
them to react the waythey did and what had helped them to manage their feelings of grief. As
Alex said, if some of the unknown becomes known then it's easier to cope with.

As another example, some patticipants described how they had made changes in their
approaches to the care of the child or they had incorporated new coping strategies in light of
what they had discovered during their seff reflections. In the following example, Pat described
how she had spent her vacation time refiecting on a death that had bean “difficult” for her and
had caused her own grieving 1o be “very hard". She had discovered thai having a sense of
accomplishment with her care of the child and family waswhat she needed to be able o accept
the death. ithad been this acceptance that had enabled her to let go of her feelings of anger

and guilt. Once she had identified this, she had empowered herself by implementing actions
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that she perceived would give her control over those factors that influenced her feelings of grie!
in anegative way. She fet better able to face future exposures 1o death.

“Irealize that |am going to have 1o be stronger in dealing with certain people. That when
it's going to be ‘Forget it. Stop pushing. Back off.' ... Iwill not it people have their way
kind of thing. If Ihad achild dying 1think |would be aheck of iot more aggressive to get
this kid in the side room and do the comfort measures and things like that that | know are
right, within me. Imean not everybody deals with it like that, that's fine. But [have 1o be
able to live with myself after this. And 1have to know within myself that I've done what |
think is the best for the family and the baby or child. So Ithink that’s how in asense Icame
back stronger.” (5 plus years intensive care experience)

Reflecting upon new experiences in both their professional and personal lives appeared
to have resulted in new perspectives that enabled the participants to reinterpret a past
experience with a child's death. From the new vantage point, ditferent aspects of past
situations stood out and assumed a new importance. For example, Casey recounted the story
of her first and only experience with the death of achild from a sudden and unexpected illness.
She had cared for this child during the diagnostic determining of brain death and the
subsequent preparation of the body for organ donation. She had experienced feelings of guilt
associated with the dissonance of the situation. She described how the withdrawal of large
amounts of blood for diagnostic purposes had made her feel that she had contributed to this
child's death. She also expressed that she had been overwhelmed by her feelings of
helplessness and with how “incredibly unfair" she had found the death. This was a story that in
the telling was still acutely painful for her. She was still in the process of coming to terms with this
child's death. However, it was while caring for an organ recipient several months later that she
had found herself undergoing an extensive review and possible reinterpretation of that death
in light of her new experience. She had felt excited and happy that achild's Iife had been saved
because he had received aheart transplant.

*... And talmostfelt, |almostfelt like | was, |was sort of um, acontributing factor in this.

That, that, Iwas sort of playing arole in taking their daughter away. You know we had to do

um, we had to do the, the preparation for [crying] for organ transplant and you know,

taking ahundred cc's out of this gifiand it just, it, it, #t didn't, it didnt feel, it dign't feel right.

But then atthe same time, you know, two months later we were, lwastaking careof a
baby who was getting aheart fransplant and | mean | was so excited [voice momentum
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faster, lit to voice). We were so happy we were saving this little, this litile boy's life. And at
that point, |started to look back on, on the experience with [child who donated organs) a
little bit differently, but till atthe time it was, it was a twasa, it waslousy.” (lessthan 5
yearsintensive care experience)
As described by Kolb (1985), when an individual, such as Casey, experiences a conflict
between their feelings or thoughts, they are forced to resolve the dialectically opposed views.
One way of managing this is through selt reflection of the differing experiences and

transforming one of the events by giving it new meaning in light of new understanding. This is

experiential learning.

Coming to terms with children's deaths

it appeared that those participants who had worked in intensive care for many years and
still found it highiy satistying, despite the frequent deaths of children, had also leamed how to
cope with death. They were no ionger afraid of death because they had comes 1o terms with it.
Alex: “ldon't necessarily see alldeaths asanegative thing. Imean there's lots of kids that
lacknowledge for whatever reason, there justisnt anything that we can offer to them.
other than making their death more comfortabie for them, for the child and for the family.”
(5 plus years of intensive care experience)
When and how the participants had been able to come 1o terms with children’s deaths had been
individually determined. This was reflected in two participants' accounts of the same disease
process, septic shock. Inthe tollowing examples, lack of control over the disease process and
the suddenness and unexpectedness of the death were the contexiual factors that had
intensified their feelings of grief. But the same aspects of the death had been viewed from two
entirely different perspectives and therefore how they had managed their feelings hagd been
different. Inthe first account, the suddenness with which this disease works, the devastation it
creates, and not having an immediate diagnosis were the foci of this participant’s thoughts. Alex
stated that it had been more ditficult for her to cope with this type of death because she had not

been ableto inteflectualize it.
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“Like the kids who come in in septic shock ... I've seen several kids come in awake and

alert, talking and within several hours deteriorate to the point that they're intubated,

totally unresponsive, on all kinds of drugs to maintain their hemodynamic status, blood

pressure and things like that. And then they die. And it just amazes me that they can die

from bugs so quickly. And to be able to see the physical change in the child. ... And atthe
time where we really don't know what's wrong with the chitd 1find it difficutt and Iguess that
reflects my need to intellectualize things. I'm better able to dea! with the death of the child
if Iknow what's wrong and if there's adiagnosis. Itit just helps me understand it. And |
cope by understanding things. ... " (5 plus years intensive care experience)
Inthis second account, Sean stated that she had been able to accept the deaths caused by this
disease aslong as she had perceived that the best possible care had been given to the child.
She believed that the disease process was ultimately out of the teams' control. Sean had coped
with her feelings of grief through her focus on this understanding of the situation.

“A child that dies of meningococcemia, that doesn't haunt me, if the death, if the

process came away with something that I've defined as positive about it. Because there's

very little you can do for that thing, with that disease anyway if I'vemanaged it, if lasan ICU

nurse and the group have managed it well, then that doesn't bother me." (5 plus years
intensive care experience)

But for all the participants, there had been a strong need to understand why the child
died. Asnoted by Parkes and Weiss (1983), understanding gives one a sense of control over
the situation and therefore, making sense of the death is an initial and enduring task o grieving,
regardless of the circumstances of the death. For these participants, understanding had been a
way of coping with the death. Sometimes, understanding had relieved them from feelings of
culpability. Other times, it had helped them 1o manage their feelings of powerlessness or
feelings of vulnerability. For example, this was inferred by Alex who described that she had had
more difficulty coping with her feelings of grief in those situations when there had been no
explanations for the child’s death.

itappeared that coming to terms with death as a part of life was associated with feeling a
sense of “reliel” or “release.” In some of the participants’ stories, it seemed that once they had
come to terms with children’s deaths, then they began to view some deaths as a release for
the child from physical sutfering and arelease for the familyfrom the emotional pain of watching

their child die. In other stories, it appeared that once the participants had acknowledged a



feeling of release, they may had been able to come to terms with some children's deaths. In
either case, they described that it had been easier to cope with the children’s deaths when this

occurred.

Dale: *Because in my mind it was probably better for the child to pass away. Because he
was like suffering alot more than anything else. That's probably also another thing that
helps us overcome the grief. That when we see that there's no outcome for the child. And
the child passes away, well for us, it's more deliverance than anything else.” (5 plus years
intensive care experience)

Coming to terms with death in their professional world also appeared to have helped
some participants manage their feelings of griet when they had suffered aloss of a significant
other in their personal lives. As apoint of illustration, Pat described how her feelings of grief had
changed over the years by stating that she was no longer afraid of death and that death was not
always an undesired choice in life. She had recently experienced the death of aloved one in
her personal Iife and she stated that having had to live through the deaths of many children had
even helped her accept the death of this significant other in her life. Her experiences with
death and her reflections on the meaning of Iife had lead her to view life not just in terms of
longevity but also in terms of the quality of an individual's living. She had wanted her Ioved one
released from the emotionally sutfering of having had to have all his needs taken care of by
everyone else. She believed that her loved one wasin amuch better place.

Pat. “I think when lused to work with the adults iused to fear death. Ididnt want to be

involved with it. fdidn't want to be around it. 1didn't want to know it existed. Period. Itried

to basically shut it out as much asicould because Icouldn't cope with that Iguess atthe
time. From coming here [to the PICU), ldidn't have much choice but 1o cope and deal with
it. ... And lfook at death differently now. Iguess it's just more of apan c! the cycle [of life]
you know. ... So it's gotten me to where Ididn't want to look at death. But now maybe that

it's the best afternative. That Idon't want to see people sutfer more than need be ..." (5

plus years intensive care experience)

When questioned about what had heiped them to grieve and accept those deaths which
they had not been able to logically understand, the participants identitied that it had been time
that facilitated their coming to terms with their feelings of griel associated with the loss of the

children. Daleidentified that the passing of time had been an ally in diminishing the emotional



pain associated with the loss of the children for whom she had cared. She described the
process as the * fading of pain.” Sean described how she had lived her feelings of grief
intensively when the child died and then # appeared asif her grieving had been tinished. But in
fact, if she had not been able to understand the death, her grieving had not been tinished
because she had been unable to come to terms with the death. She said time had allowed her
lo accept the death. Time provided them with the opportunity to reflect on their past
experiences parlicufarly in light of the ongoing experiences that would add 1o their
understanding and offer new appreciations. Time gave them the opportunity to create new

meanings.

Finding meaning - children's deaths are not in vain

Reliving the deaths that "haunt” them reminded the nurses what they had learned from
the deaths of these children. These stories represented the need to make the loss intelligible,
to facilitate understanding, 1o make the senseless, sensible. The nurses needed a way of
coping with all these children's deaths. Through the process of time and using other
experiences 1o compare, they had searched, or continued 10 search, for reasons for the death,
reasons they could accept, reasons with whicn they could feel comtortable. in essence they
had searched for assurances that the chiid's death had not been in vain. Saunders and Valente
(1984) stated that “finding meaning is an emotional and cognitive processing task that involves
symbolizing and understanding the emotional experience of the death” (p. 321). Similarto the
findings of this study, Saunders and Valente found that finding meaning becomes complex
when circumstances (such asuntimely, preventable deaths or inadequate treatment) contradict
the nurse’s values or evoke questions about the nurse's role or moral obligations in the
situation.

Creating meaning of both an individual death and many children's deaths occurred at a

much deeper level than searching for cause and eftect reasoning. Sean stated so simply what
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alithe participants expressed many times throughout the interviews: “Why this kid?" When the
participants asked why did this happen, it appeared that they had not been looking for the
Physical reasons for the child's death. The real questions being asked were: Why should a child
die? Why did this particular child have to die? As has been previously noted under the theme of
dissonance, children’s deaths did not fit the participant’s assumptions of the world. Therefore.
ashas been identified by Parkes (1972), there must be an attempt to make sense of the loss,
and if that death does not fit into one's set of assumptions about the world, then the individual
will have to modity those assumptions (p. 95). Rando (1886) has suggested that resolving the
meaninglessness of a child’s death may be an impossible task. In our society today, youthtul
deaths, particularly of infants and young children, are regarded as “ultimate tragedies.” Children
arenot supposed to die. Knapp (1986) has written that in fact, achild's death is philosophically
unintelligible in today's world. Rando has suggested then that it is perhaps more useful to focus
on the meaning of the chiid’s life instead (p. 188). This isthe strategy that the participants in this
study have used to cope. They have created meaning from their time spent caring for the child
and family.

Over time and with experience, the more seasoned participants realized that they had 1o
tind a new meaning, a new understanding about why these children died and why they have
continued to care for children who die. In fact the participants appeared to have been
constructing this new meaning allthrough the work of reliving their stories. Reliving the stories
allowed them to review, reassess and reconstruct the events in light of new understanding that
came with new experiences. It was through this process of reflecting upon all these ¢hildren's
deaths that each of the participants, in their own way, in their own time, had examined these
questions of why children die. As Pat stated:

“.. I'velearned alot. As difficult as some of them were. Things that Ithink in asense we're

only there 10 learn, I've learned through san:z of these things.” {5 plus years intensive
care experience)
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Therefore, one way that the participants had found meaning wasthrough the lessons they had
leamed from their experiences with death, particularly those deaths that have continued to
haunt them. Sometimes, the meaning of the child's death had been related to how the
participant had leamed to better meet the needs of the next child and tamily. Thus they have
learned 1o develop a sense of control over the event and this helped them cope with the
deaths of other children,
Sean: “And each experience that | have, also helps me work through the next experience
better. Like, uh, what the parents are feeling, how to prepare them, and um {long pause). |
kind of leamed to find the words better sometimes. So |have leamed from my
experiences.” (5 plus years intensive care experience)
Inthe foliowing excerpt, Dale described how acceptance of the death of a baby for whom she
had cared had partly been achieved because of the lesson she had learned from the child's
death. Inthis situation, the baby had been taken to the operating room for emergency surgery
atthe change of shift. Because she had not known how long the surgery would take, she made
the decisicn to go home. The baby died shortly after she left the unit. Dale had felt very guilty for
not having been there to support the parents at the time of their child's death. She had found it
more difficult to manage her griet because of these feelings. Dale ieamed from this death that
being available to support parents 1o whom she had established a connecledness would
tacilitate her future grief experiences. #t would better meet her own expectations of holistic care
and would faciltate the termination of her relationships with the family.
“But ljust could still, in my mind, it comes back every now and then. 1have {0 be probably
more careful not to leave the patients or the parents so fast, when they probably do need
afamiliar face. S6 many people pass and take care ot their chiid and maybe it one of us
couid be afamiliarone, well that would be nice.” (5 plus yearsintensive care experience)
Pat described the change in her experiences of grief as having moved from one stage to
another. In her early experiences with death, she had been unsure of what to do 1o help the

family. She had been uncomfortable being with the grieving family due to her feelings of

vuinerability and fear of death. However she had felt guilty for not having better met the families’
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~ heeds. She described how she was no longer afraid to be with the families because she had
learned through her experiences with death and trom their feedback that her presence was
valued. Her experiences had validated her professional role atthe time of achild's death.

Jamie described how she had been learning how to cope with the difficull deaths that
she had experienced by “finding something positive in the deaths.” For one experiance, she
believed it to be what she had brought to the child's life and that of his tamily that she found
meaningful. t had taken months of refiection and feeling the painful emotions of her loss before
she had been able 1o find this meaning. Her response involved apersonal philosophy that gave
value to what she was doing asanurse in intensive care, that validated her professional role,

“Like !said ljust think that 've made aditference in this chiid’s lite and thave 10 look at,

Itry to look at the positive things. If ljust keep thinking well he died and it's awiul, well

then lwon't move on. But | think, hey, you know, Ibrought him some good stutf and |

brought good stuft to his family. And I'mglad Iwasthere and that's how Ideal with it.... And
there's alwaysagood thing, no matter how awtul it is.” (less than 5 years intensive care

experience)

For some of the more experienced nurses, the meanings they had created ultimately had
had a significant change in their values within their nursing practice. This had helped them cope
with subsequent children's deaths. The following participant's account describes how her
whole philosophy of nursing practice in the intensive care unit had changed over the years due
the lessons she had ieamed from the deaths of some of the children and caring for their families
and the feelings of grief she had experienced.

Alex: “it's more the tamily concept. And that'sa big difference in me. Um, from where |

was as anew nurse in apediatric intensive care unit, um, to where lam now asan ICU

nurse and what I value ang what Ibelieve asanurse. Um, nursing’s role isin adeath of a

child um asasupportive, asa [pause). I'm secondary 1o what mum and dad are. Where as

back then, mum and dad were secondary to me. * (5 plus years intensive care experience)

For some of the more seasoned participants, their multiple exposures o death had also
changed their attitudes on a more existential level such as those toward life and death, As Pat

noted, many factors had brought about the changes in how she experienced grief. In part it

had been due to the infiuence of age and other life events. However, she also stated that it had
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been “living allthese grief experiences” over more than five years of intensive care nursing that
had strongly influenced her current philosophy of lite, which subsequently helped her manage
her feelings of grief.
“... And tguess over time Ithink I've become more of a spiritual person. ...And I've
leamed to enjoy alot more of what I've got because who knows when won't have if. ..
And Ifind that Imgetting closer to my parents. My sister keeps saying it's because you're
getting older. But I'mcoming to Iguess really value life. I'm getling to really see that we're
not here very long so better appreciate each other... 1dont think |would have come 1o
appreciate asmuch as |do now if Ihad:'; have been here and dealing with allthese
families and seeing the ditterent processes, the grief processes. And Ithink it's done alot
for me. t'sdone alot for me in life. Appreciating life. And even as tough as, Imeanif |
come back tomorrow and ihave another child who's dying, it's not that it's not going to be
tough. lt'sgonna be. Iknow it's going 1o be. But lalso know certain things that 'mgoing to
try and do to make it better. And |know where Istand on that and Ithink that helps " (5
plus years intensive care experience)
None of the participants made reference 1o strong religious convictions related to coping with
griel. The participants who had arrived at a perscnal philosophy of life and death referred more
to the deve!opment of a spiritual philosophy asresult of their exposures 1o children's deaths.
Sean also said her life had changed by having experienced many children's deaths. She
stated she had changed her perspective on her own personal problems. She no fonger fell
stressed over events in her life that she did not consider to be Ife threatening. It had been her
exposures to children's deaths and seeing the pain of the parents that had lead her to believe
that this life event was “the most horrible” probiem that one could face. She also felt better able
1o cope with her own daily life problems because she had learmed anumber of strategies 1o deal
with her feelings of grief with each of the losses she had experienced in her professional life.
Finding meaning is consistent with the griet literature on the loss of a significant other.
Schneider (1984), in his work with bereaved adults, has maintained that “the process of
abstracting what is fundamentally important about the loss involves reformulating and reframing
the context meaning of the loss” (p. 61). Rowe (1984), in her work on grief, wrote “the individual
world of meaning is acomplicated, interconnected network of meanings that encompasses not
only present relationships with people and things but past and future and the projects on which

one is engaged” (p. 14). Carter (1989) reported that the search for meaning overlapped the
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search for comfort for some of the bereaved adults in her study. The bereaved sought ways of
creating some kind of positive meaning which were revealed in such statements as * I'mon a
real quest of the meaning of life,” and “I want to use the experience 10 help others - make it
meaningful” (p. 356).

Vachon (1987) also reported a similar coping strategy in her study of 600 experienced
caregivers who care for the criticallyill, the dying and the bereaved. She found that in addition to
having a strong sense of professional competence and pleasure in their work, the caregivers
needed some type of philosophy to underpin the work that they did and to explain the suffering
to which they were exposed (p. 184). Vachon reported that some caregivers developed a
personal philosophy that put Ife and death into an atternate perspective. This may or may not
have had a religious or spiritual underpinning. For many caregivers their philosophies regarding
their professional roles helped to sustain them. These caregivers wanted to feel thal, because
they were there, the suffering was less than it might have been had they not been present.
These findings are consistent with how the participants in this study have learned to cope by
tinding away o believe that the children's deaths were not in vain.

These descriptions are all consistent with the finding of creating meaning in this study.
Grieving the loss of the children involved creating new meanings through discovering what
they value about working in intensive care and in caring for children who die. As well they

leamed to envision new possibilities of how to cope with their grief in light of this.

Accepting grief

Another significant feature of the more seasoned participants’ learning was their stated
willingness 10 accept their own feelings of pain and grieving. From the comments of the
participants, this seemed to have been associated with two factors. First, the nurses had found
meaning in their experiences with death. Second, the nurses had learmned that they had made a

difference in the lives of the children and their families even when the child died. They had
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aftirmed their value asanurse in this environment even when a child's lite had not been saved
Some of the participants, such as Pat, Alex. and Sean, stated they had even expetienced a
high degree of satisfaction from the role they played in these circumstances, in addition to the
joy they continued to feel from those children who survived As Pal said, as “tough™ as she
knew it would be to have another child who was dying. she also knew she was willing 1o face it
because she had leamed she had something to offer the child and the tamily and because she
knew what to do to make it better. Infact it appeared that in order to have cortinued 1o teel the
joys and happiness from those who lived, it had been necessary to accept the pain of those
who had not. It was through their involvement with the children and their families and the
integration of support and comfort measures into their practice, such as connecting and
sharing, that had enabled them to meet the holistic needs of the child and family. This was their
ethos of intensive care nursing. This was their reward.

Having leamed to face and accept the reality of their grief was not eviden! in the stories
and accounts of those panticipants who had had few grief experiences. In fact, as has been
previously noted, Casey, who was a novice 1o intensive care. was still trying to emotionally
survive the deaths she had experienced and had not yet leamed how to eftectively manage her
feelings of grief. In fact, she had stated that her coping strategy had been to try and avoid
dealing with her feelings. tt hurt too much.

" ... And ljust think aloss is s0, is 80 huge and Ithink one of the reasons (don't talk about

itis because there's not [long pause] there's almost nothing good about it. Imean there's

nothing. |don't really know if it can be resolved. Ijust, | know that whenever um, [see
something or do something that reminds me of one of these kids, You know, it makes me
very, it makes me really sad. But Idon't really delve any deeper than that. |just. It almost, it
almost hurts too much you know. ... 1think 1have some work to do on understanding how
it affects me. Because to be honest Ireally, [really try to avoid dealing with it. And Ithink
one of the reasons l{old [nurse manager] that lwould do this wasto try to, you know,
understand alittie bit more how it does affect me.” (lessthan 5 years intensive care
experience)

Because of these painful feelings Casey was struggling with the decision 1o stay in a intensive

care environment. She had not found meaning to the children’s deaths. She had not been able
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to work through the pain of her grief. In fact, she had strong concerns about her abilities to
handie her grief.

Harper (1977) found in her work with social workers working with the dying patients and
their families, that it had taken many experiences with deaths for the health care professionals in
her study to begin 1o accept their own feelings of pain and grieving. Intellectualization,
emotional survival, and depression were the steps necessary to achieving this acceptance. if
they were not able 1o do so, it was atter these three steps that the individual would leave the
work environment. Parkes (1972) affirms the need to acknowledge and work through the hurt
associated with griel. He says, * it is necessary for the bereaved person to go through the pain
of grief in order to get the work done. Anything that continually allows the person to avoid or
suppress this pain can be expected to prolong the course of mourning” (p. 173).

In summary, the participants' grie! experiences were varied and unique and were part of
an experiential learning process. Ongoing exposure to death had changed how they had
though! about pas! experiences and how they had learned to cope with future losses Self
reflection wasan antecedent for eflective coping. Those participants who had accepted death
and griet as part of the experience of nursing in the pediatric intensive care unit had continued

to feel astrong sense of purpose and satisfaction,
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CHAPTER 5

Conclusions

This chapter begins with a summary of the findings. It is followed by study limitations,

recommendations and implications for nursing practice and concludes with directions for further

research.
5.1 Summary

Grief for pediatric intensive care nurses, that oceurs when a child for whom they care dies,
has been defined in this study as a highly individualized phenomenon which pervades every
aspect (physical, emotional, sociat, spiritual) of their being. It is a complex phenomenon that
reguires a holistic view of the multiple contextual factors that interact with the deaths of the
children and the development of relevant coping skills over time, both of which influence the
griet response. Because they are exposed to many deaths on an onaoing basis, the nature of
their lived experiences of grief is an ongoing experiential iearning process. Therelore, the
situation ater the deaths of many children is characterized by cognitive, affective, and
behavioral changes in the nurses.

The experienced nurses in this study did not describe actually gaining freedom from griet,
yet they did not appear to be in apermanent state of grieving despite always being exposed to
death. Instead, they described an increased ability 1o effectively cope with their feelings.
Through aprocess of experiential learning, 1t appeared that they had moved from novice to
expert grievers. This could only have occurred by having been exposed to a variety of deaths;
by having aliowed themselves to feel the pain of their loss; and then by having reflected upon
their experiences. The participants described how they had discovered 1o effectively manage
their grief by learning from different people and ditferent deaths. They had ieamed from

observing and talking with their peers. Through a process of trial and error, they had learned
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what contextual factors influenced their grief responses. With each new exposure to death.
they had also leamed that there was a breadth and depin to their emotions that they could not
have known through their readings or from the stories of others.

The more experienced participants had learned to know what they couid change and
what wasbeyond their control. Then, they had found away to accept that which they could not
change and developed coping strategies tha! heiped them deal with their grief. Reflection on
their experiences told them what strategies made them feel good and under what
circumstances. A variety of approaches, such as helping parents create positive memories and
engaging in meaningful interactions with the bereaved families, facilitated coping with the
immediate pain of grief. Then, it appeared that they discovered that some of these same
strategies influenced how they had come to terms with the realty of children's deaths.
Therefore, a short term purpose resulted in a long term etect. It appeared that the more
experienced they became, both with the living and the dying, the more they learned. They
identitied what was personally acceptable 1o them in their nursing practice and then they
learned how to integrate and delicately balance the support and comfort measures of caring with
the cure goals of the intensive care setting. Each experience with death seemed to have been
aprocess of sell discovery, professional validation, and change. They had learned what brought
them a sense of accomplishment and personal satisfaction in their job. Then they had
discovered that, it they wanted to continue to experience the joys of saving children's lives,
they had needed to learnto: {a)come to terms with the reality of children's deaths as a part of
the world of intensive care nursing; (b) acknowledge and work through the painful emotions of
grief, and even to permit themselves to experience the positive feelings that sometimes
occurred, (c) find ways fo cope while experiencing their hun; and finally (d) establish a new
reality of pediatric intensive care nursing and their role in an environment where some children
die, despite allefforts to save them. Some of the experienced nurses had even come to terms

with the harsh but simple reality that cerlain deaths cannot be overcome. There have been
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deaths that they will never let go of; instead they have learned to manage therr feelings.

The experienced nurses in this study had survived and thrived in this environment
despite these muttiple exposures to death because of their personal growth and their strong
beliet in what they identified as caring behaviors, such as emotional commitment and sharing
the live: experience of grief. Despite having learned to set limits on the type of nurse-family
unit retationships, they had not permitted these limits to diminish their level of prolessional
commitment and degree of caring with the children and family. In tact, they had leamed that it
was this commitment. even to the dying child and grieving tamily, that ultimately had helped
them cope with their own feelings of grief. The experienced nurses in this study had been able
to obtain personal satistaction from caring for dying children and bereaved families and reported
that, aithough rewards were primarily from saving children’'s lives, rewards also came from
meaningfui interactions and from families’ gratitude for emotional support provided. In
summary, the experienced participants in this study had learmed to cope with their grief through
what Watson (1985) has called “transpersona! caring”, a situation in which “both the nurse and
the patient are changed by the actual caring event” (p. 58). Watsaon (1989) says,

“When both the care provider and the care receiver are co-participants in caring, the

release can potentiate self-healing and harmony in both. The release can allow the one

who is cared for to be the one who cares, through the reflection of the human condition
that in turn nourishes the humanness of the care provider” (p. 132).

5.2 Study Limitations

One of the limitations of the study arises from the sample. Because the sample was
selected from only one institotion and with only informants who could speak English, these
nurses wilt not necessarily be representative of the population of pediatric intensive care
nurses. This is of particular importance given that it was found in this study that the context
influenced the nature of the nurses’ grief. However, #t is also noteworthy that the findings from
the pilot study, conducted at another institution, indicated there were similarities in the nature

of their griet and there have been similarities reported in other nursing research. It is also
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impartant to remember that the purpose of qualitative research is to discover meaning. not 1o
measure the distribution of attributes within a population (Field & Morse, 1985, p. 59).
Therefore, the question of generalizability is not necessarily pertinent to exploratory research,

Another limitation of this study is this beginning researcher’'s knowledge of the
philosophical underpinnings of the various phenomenological approaches to qualitative
research. A researcher expert in Heideggerian phenomenology might have been abie to
uncover aspects of the analysis in greater depth,

Finally, this researcher's interview technique may have presented a limitation to the
study. Those participants who had had few exposures 1o death and were struggling to cope
with their feelings were more limited in the depth of their discussions as compared to the more
experienced nurses. Itis unclear whether this was asaresult of their inexperience or due to this
researcher’'s beginning skill level with phenomenological inquiry. Again, a more advanced
qualitative researcher might have been able to facilitate aluller disclosure of the participants'

lived experience of grief.

5.3 Recommendations and Implications for Nursing Practice

This section examines the implications and recommendations for nursing practice based
on the findings of this study. This is accomplishec! by presenting an integrated perspective of
the four major roles of the Clinica! Nurse Specialist (CNS) - educator, clinical practitioner,
consultant, and researcher (Hamric & Spross, 1989).

The proposed recommendations focus on recognizing and honoring the grief of nurses,
and assisting nurses to learn how to effectively manage these feelings rather than ‘doing
something for' the nurses 1o take their grief away. A wide variety of furmal and informal
resources arerecommended. Itis proposed that the CNS working with pediatric intensive care
nurses should have experienced the death of children and can effectively cope with his or her

own feelings of griet. ltis also recommended that the CNS be comfortable discussing death and
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dying and grief and grieving so that issues around nursing griet and bereavement can be
brought to the forefront. Itis recommended that the CNS create a supportive environment in

which discussions around these issues become part of the unit culture.

Irnplications for educator role

Ithas been found that to cope effectively with their feelings of grief, nurses must come 10
lerms with issues and feelings of vulnerability, issues related to the mortality of their loved ones
and maybe even to their own dying. Coming 1o terms with these issues requires self reflection,
a critical element to the experiential learning process. The CNS has a role in providing the
nurses with educational oppontunities that enhance reflection. This should ideally begin even
before nurses, inexperienced with intensive care nursing and/or with death, are faced with a
child’s death in this setting. The CNS can help the nurses recognize their own mortality and
explore with them their coping strategies. For example, it is recommended that the orientation
program be developed to include the opportunity to explore one's attitudes and feelings
towards death, utilizing exercises such asthose offered by Benoliel (1982}, Rando (1884). and
Worden (1891). Even the questionnaire by Shneidman that appeared in Psychology Today
(1970) offers an excellent opportunity for each individual to reflect upon their perceptions of
death in a less threatening way and establishes amilieu in which death and dying and grief and
grieving are discussed openly.

Itis also recommended that ongoing opportunities for similar explorations be offered
through such exercises as suggested by Saunders & Valente (1994). These exercises can
help nurses examine their responses to death. They can be done privately or shared in a group
discussion. In addition, the development of a nursing caregiver bereavement resource
package, similarto the one developed by Mings (1995), is an example of a cost effective and
low resource-intensive educational intervention that nurses can engage in privately. Any of

these exercises woulid provide abeginning step for anurse's awareness of feelings of sadness
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or of vuinerability about death. As noted by Benoliel (1985), nurses who accept these feelings,
acknowledge them, and then allow them to pass will have a greater polential for developing an
“emotional muscle” which builds expertise in caring for dying children, their bereaved families.
and for one's own self.

Ongoing educational workshops on death and dying. and grief and grieving, such as
those conducled by Saunders & Valente (1854), are also recommended from the findings of
this study. Bereavement workshops serve three functions. They allow the attendees to (1)
intellectualize the experience; (2) recognize their emotions as part of grief, and {3) listen and/or
share their thoughts and feelings with those who truly understand in a supportive environment.
However, it is strongly recommended that the structure and content of these workshops be
developed and conducted using the research findings from caregivers' griet rather than
primarily focusing on theories developed from patient and family loss. It is proposed that these
former findings may be more beneficial for normalizing the nurse’s bereavement and for
recognizing individual and cultural ditferences.

The CNS can also develop a bereavement resource center that could contain such items
as books, pamphlets, articles, and video and audio cassettes on death and dying. grief and
grieving, and stress and coping. All resources should he current and related to care of the
caregiver, in addition to care of the child and family. This type of activity would facilitate those
times when the individuals need 1o work through their grief privately.

1tis also recommended that the CNS involve interested intensive care staff nurses in the
development of any or all of these educational endeavors. involvement in projects such as
these, becomes a catalyst for each individual's own self-exploratior.. “Involved individuals
cannot read, discuss, dissect, review and ponder issues around nursing griet and bereavement
without considering his or her own thoughts, feelings, aflitudes, and past events™ (Mings,

1995, p. 122).
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Implications for practitioner role

Theories ot dying. grief, and loss have been developed to help describe sequences and
stages and to predict how sorrow will manifest itselfl (Kubler-Ross. 1969. Parkes, 1972).
ARhough these theories are helpful in understanding what one is observing. they can become
constricting if professionals begin to use them as a “‘must do” i one is to grieve appropriately
Nursing has perhaps done itself a disservice by using such models in their educational
programs because they have suggesteo an orderliness and segmentation to a lite experience
which was not found in these participants’ experiences. Infact, it was found in this study that
there was no one right way to grieve; there was no one set of feelings for certain situations of
death: no two nurses grieved in the same way. In addition, each participant found that they did
not grieve the same way from one death to another Griet theorists, such as Parkes (1972) have
not addressed the grief experience confronting those individuals who face multiple and
accumulated losses. Therefore, it is recommended that the CNS help intensive care nurses
recognize the uniqueness of each person’s experience with the death of a child and their
resulting grief responses. Although griet is a universal human experience (Bowlby, 1961:
Freud, 1917, Parkes, 1972), each person ascribes her or his own meaning 1o the death and it
has been found that the meaning can change with more death experiences. Therefore, it is
recommended that the CNS assist the intensive care nurses to understand the uniqueness of
each of his or her own experiences, to recognize that there is a broad spectrum of feelings as
part of normal grief, and to explain the experiential nature of grieving. The CNS has a role in
sensitizing nurses to the need for choices at the time of the child's death as each person will
have his or her own way of coping with their griet responses. Offering one's presence at the
time of death 10 assist with the care of the deceased child acknowledges to one's colleagues
that grief hurts. However, respecting an individual's choice to deny that offer and to allow one's
peers the privacy and time 10 say good-bye, will facilitate coping with griel. Sensitizing others to

these issues can reduce anurse's sense of isolation at work and can facilitate collaboration with
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colleagues.

It has also been tound that each participant uniquely lived her or his loss by getting fully in
touch with the lived experience of sorrow and by having the presence of another who wouid
wilness and be supportive in bereavement. Support from others is required both at the time ot
the child’s death and over time. Therefore, 1 is recommended that the CNS be available to
provide both emotional and situational support to the nurses. This can be done by increasing
one’s visibility during the time of a child's death, particularly for those situations that may
intensity the grief, and being presest to support the nurse in the delivery of care to the child and
family. For example, the CNS could be available to the inexperienced nurse, when a nurse has
formed a strong attachment to the child and tamily, when feelings of anger and/or guilt have
been demonstrated, or when there have been numerous deaths in a short period of time.
Being available to help the sta care for a child at the time of death will also help the CNS
identify situationa! issues that may potentiate or hinder nurses’ griet. S/he can then work
towards making palicy change on behalf of the staff.

itis recommended that the CNS have the flexibility in his or her daily schedule to spend
time with agrieving staff nurse on an informal basis both atthe time of the child's death and over
time if the nurse should want and need to talk It has been found that one's presence to listen
and to “camry the burden of griet.” even for a short pericd of time, is therapeutic and
acknowledges that experiencing the death of a child and caring for the bereaved family is
difficult for the nurse. The nurses, particularly the novice intensive care nurse, maynot seek out
the support of the CNS or other peers. Therefore, it is recommended that the CNS offer
frequent opportunities for talking and for the sharing of their stories. Talking about the stories
enhances self reflection and is part of the experiential learning process. It has been found in
this study that their stories are highly significant. They can offer clues about who the deceased
child and family were to the nurse, the contextual factors within the death that have influenced

the nurse's grief response. how that grief may be expressed, and how effectively the nurse is
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coping with the death. Hhas been found that the nurses tend 1o use such occasions as cotiee
and lunch breaks to share bits and pieces of these stories It is recommended that the CNS
share in some of these times. Capturing the nurse's readiness o talk and to be retiective about
the meaning of the child's death will require flexibility and creativity on the par of the CNS

Rt is recommended that the CNS recognize that there may be a need for different
interventions for the novice intensive care nurse and for the more experienced nurses. Ideally,
it is recommended that the novice not be placed in situations in which errars, from lack of
knowledge or skill related to inexperience, could be perceived as contributing to the child's
death, for example assigning the novice 1o achild immediately following complex open heart
surgery. Inthis respect, the feelings of culpability can be reduced. It is also recommended that
the CNS be prepared to care for a dying patient along side the novice nurse and/or preceptor
the novice with asenior nurse, who has been identitied as an individua! who effectively copes
with her grief. Inthis way. the CNS or preceptor would be able to role model care of the dying
child and the provision of emotional support to grieving families. Sthe would be able to
emotionally support the inexperienced nurse in the care of the deceased child and
demonstrate and/or discuss the strategies that s/he has deveioped to efiectively cope with
herfhis feelings of griet. 1t also provides opportunities for the novice to receve positive
reinforcement throughout this new experience. Shanng in the care of the dying child may be
one way to diminish feelings of death process accountability as the care of the child will have
been a shared responsibility. It may also provide spontaneous opportunities to talk about
specific aspects of the situation that causes certain feelings 10 occur. This helps 1o normalize
teelings, faciltates self refiection, and creates a supportive environment that acknowledges
death as a difficult event for nurses and that discussions around issues of death and grief are
part of the unit norm. Additionally, #t is suggested that the CNS capitalize on the bereavement
experience of the more seasoned nurses.

ltis recommended that the CNS identity those patient care situations that may potentiate



the nurses’ grief reactions at the time of a child’s death, such as disagreements between the
physician, nurse andfor family concerning ethical issues around continuation of a child's
treatment, or patients who are having pain control issues. In these situations, it would be
beneficial for the CNS to provide aforum for dialogue so that these issues can be discussed
openly and honestly. Decisions about what is in the best interest of the child as it relates to the
dying process can be reached in acollaborative manner in this milieu. The CNS has arole to play
in sensitizing others to the dilemmas faced by both the families and the statf in these
situations. Talking about the child's death may begin the reflective process and will potentially
help the nurses to rally their coping resources, to don their emotional armor,

it is also recommended that the CNS faciltaie the organization of criticai incident
debriefings in situations that create the potential for amore intense grief reaction. These could
include, but are not limited 1o, such deaths as those that are sudden and unexpected, graphic
and/or violent deaths, situations in which errors may have contributed to the chid's death,
muttiple deaths in a short period of time, death after a lengthy resuscitation, and death of a
healtth team member. Rtis strongly recommended that any statf member be enabled to call. for a

debriefing session.

Implications for consultant role

Education alone regarding griet and grieving is not sutficient and the CNS cannot be the
sole provider of support. Both the organizationa! and irtensive care environments must be
conducive to the provision of supporting its statf. However, sometimes there are impedances to
this support. *People can't even imagine what our job ertails, they don't even have a clue”
how |{eel when ° I's a shit thing | sometimes have to do.” This fact makes it imperative that
nurses working in this sefting not only receive support from their peers in their work
environment, but that nursing management recognize and acknhowledge the intensity of their

grief reactions because of the depth of their commitment to humanistic care in this highly
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technical setting. 1tis recommended that the CNS communicate the ethos of intensive care
nursing and its impact on the nurses’ grief 1o non-intensive care personnel. In the consulting
role, the CNS can interpret the role of nursing in this specialized setting, ard in these specific
clinical patient care situations, to other nurses and professional stalf. The CNS can share with
others that pediatric intensive care nurses are not only masters of high technology but that they
are masters of high humanistic care. There has been the assumption that palliative care is
dichotomized from intensive care nursing. While those nurses who work in palliative care
become masters of comfort and support, it has been assumed that those working in intensive
care have solely focused on the therapeutic, high intervention and highly technical aspects of
nursing. On the contrary, these participants have demonstrated that they have had to master
both aspects of care. On many occasions, they have had o quickly, and sometimes suddenly,
move from their cure goals to apalliative care nursing role. One hour they have been involved
in advanced life support measures and in the next they have been trying to create positive
memories for the family during the child's dying process. it may be challenged that no one can
change this fast. But it was described by the nurses in this study that they valued a holistic
approach fo the care of both the child and tamily, including those situations in which the child
wasdying. Being able to shitt modes of care appeared to faciltate their grieving. Therelore, it is
recommended that the CNS act as aconsultant to the nurse manager of the intensive care area
to augment the educational programming 1o include meeting the bereavement needs of the
staft as well asthe clinical components of continuing education. In addition, the CNS can act as
a consuftant to health care educators in the academic environment to enhance their death
education programs for students. Nursing education has traditionally focused on client-
centered death and dying issues. I is recommended that the curriculum also address nurses’
grief. Seminars are an ideal format to discuss these more personal issues.

it is also recommended from these findings that the CNS act as consuftant to

administrators to facilitate policy and procedure changes related to the care of the deceased
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child. Many of the areas of carethat create dissonance for the nurse can be eliminated through
consideration to the current institutional practices. Nurses frequently have been required to
cary out tasks that have been considered by other heatth professionals as disgusting and
demeaning, with adisregard for the emotions that these activities render. For exampie, it is
suggested that the shrouding or transport of the deceased child to the morgue by a nurse who
has established a strong bond 1o the child and/or family is both inappropriate and insensitive to
the caregivers.

Inthe consultant role, the CNS can also provide nursing advocacy by sensitizing staff to
the dilemmas faced by nurses exposed to frequent deaths. Suggesting that nurses need
opportunities “to save lives” after achild's death or that management facilitate shift changes so

that anurse can attend achild's funeral it desired are illustrations of nursing advocacy.

Implications for researcher roie

One step in the process of assisting nurses with coping with their grief is for the CNS to
disseminate research fi;udings regarding caregivers’ grief, especially pediatric intensive care
nurses' grief. Nursing and multidisciplinary grand rounds provide opportunities for the CNS to
sensitize caregivers fo the importance of acknowledging caregiver grief both from a
psychological perspective but also asit relates to the research literature on stress and burnout.
Unit-based nursing and/or multidisciplinary research committees are another venue for
teviewing and critiquing current tindings on nursing bereavement. This would serve four
purposes: (1) to mentor bedside nurses in critiquing qualitative and quantitative research on
nurses’ grief; (2) 1o augment the utilization of nurses who are able to infiuence stafl in the
implementation of research findings related lo nurses' bereavement into practice; (3) to
encourage statf nurses to identity nursing bereavement issues in their own practice that warrant
investigation; and (4) 1o provide a forum for interested stall nurses to document their own

experiences for publication purposes. The CNS could provide support by assisting interested
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nurses in writing their thoughts and feelings in an anecdotal format and/or viewing their
experiences from the perspective o! a phenomenological diaiogue.

ltis recommended that the CNS be involved in unit-based research to determine the
efficacy of some of the interventions identified in the Iterature as enhancing support for the
bereaved nurse. tneeds to be determined i strategies, such ascriticalincident debriefing atter
achild’s death, are effective in helping the nurses’ cope more elfectively with their feelings of
grief. Collaborating with other disciplines and being involved in multi-centered research studies
exploring nursing bereavement issues, such asthe effectiveness of critical incident debriefing,
willincrease access to resources and enhance the generalizability of the findings.

Finally, it is recommended that the CNS conduct unit-based research to expiore, In
greater depth, the differences between the novice and experienced nurses asit relates 1o their
coping with grief. For example, the CNS could compare the responses of novice nurses to
those of experienced nurses on their perceptions of the adequacy of bereavement educational
interventions and their feelings of being supported with managing their grief. This type of
information would help to identify i levels of educational bereavement programming are
required. Publishing an analysis of personal inventories from nurses atlending the
bereavement workshops and its relationship to existing literature and personal clinical

experience is another recommended research related activity.

5.4 Directions for Further Research

The findings, that there is an ongoing presence of the deceased and atimelessness to
the nurse’s feelings of grief, challenge current medical science conceptualizations of
bereavement that postulate grief is time bound and that healthy racovery depends on
severance of emotional bonds with the deceased (Engel, 1961; Parkes, 1972). Furthermore,
qualitative and quantitative studies are needed to develop a substantive theory of nursing grief

that is contextually appropriate, accounts for variability by cause and circumstances surrounding
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the death, and is culturally relevant, For example, although findings of this study supported
components of Bugen's {1877) mode! of human grief, such as the interaction of closeness of
relationship and perception of preventability with the intensity and duration of nurses' grief, this
study highlighted that perception of preventability also encompassed the process of dying. As
well, two new dimensions, predictability and experientia! ieaming, appeared to be critical
infiuencing tactors. Therefore, research is needed before Bugen's model of prediction and
intervention can be consideted applicable for health care providers deaiing with multiple,
accumulated loss. Qualitative studies are needed to identity further the contextual factors
belore they can be considered as variablesin aguantitative study.

It has already been identified that professional caregiver bereavement has not been
addressed in the samedepth asfamily member grief. The findings of this study further support
the most current nursing literature (Carter, 1989; Demi & Miles 1987; Jacobs, 1993) that griet is
highly individualized and that there is no one recipe to effectively manage grief responses. For
example, this study has found that there is an experiential learning process to coping with
multiple, accumulated losses for pediatric intensive care nurses. Therefore, qualitative studies
are required to document in further depth the experiential learning process. A longitudinal
design would be advantageous in determining i there is a sequence of experiential learning 1o
coping with grief and it there are specific strategies that would be more helpful than others to
help the nurses manage their grief responses ateach of these stages.

Findings of this study reflect that certain contextual factors in this setting strongly
influenced the participants’ intensity and duration of griet and their abilities to effectively
manage their griel. These critical factors, such as presence of family, work support systems, and
the nursing ethos of the unit, need 1o be further examined. Given current efforts to strengthen
family participation in the care of the critically ill child and adult, the impact of more intense
involvement with families on nurses' grief needs 1o be examined. Studies should also examine

the impact of the environmenta! milieu on nurses’ griel. The experience of grieving should be
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further explored using aqualitative approach with a ditferent selection of parlicipants, such as
nurses working in aduft intensive care units, or pediatric nurses working in non-critical care
speci.iles. By exploring other nursing environments, researchers can better understand the
role of the environment on nurses’ grief versus the role of the contextual factors of the death
itself. They may also be able to identify if there are other contextual factors that influence
nurses’ griel. W is important to determine if there are commonalties to nurses' griet across
nursing environments in order that nurses be enabled to work collaboratively in their
development of interventions that can have more generalizability.

Hockley (1988) found that it was very hard to decide how to provide the bereavement
teaching that nurses need, and indeed, i it was possible to teach someone how to effectively
look atter dying patients or their bereaved relatives or even to deal with their own grief. (in
Spencer, 1994, p.1143). Studies need to be conducted that examine the eftectiveness of

educational and work support interventions on helping nurses’ grieve effectively.

5.5 Ending

While the topic of griet has received considerable attention and has been researched at
length, there is a paucity of literature that has focused on health care professionals' experience
of grief. The purpose of this study wasto investigate the grief experience of pediatric intensive
care nurses when their patients die.

A phenomenological method wasused in this study in order to obtain rich descriptions of
nurses’ experience of griet within their workplace. The purposive sample consisted of six
registered nurses employed in an intensive care unit in a university-teaching pediatric hospital.
All volunteers had experienced at least three children's deaths. In-depth, semi-structured
interviews were conducted with the study participants in order to generate the data base. The
audio-taped interviews were transcribed and analyzed for recurring themes emerging from the

data according to the procedure outlined by Colaizzi (1978). These nurses acknowledged they

198



sutfered multiple exposures to children's deaths and commonly experienced grief. The
interviews revealed eight themes that included one theme about their grief responses - hurting;
two themes that described the influencing contextual factors - nurse-family unit relationship and
dissonance; and five themes thal related to coping strategies employed to manage their
feefings of grief - sef expression, self nurturance, termination of relationship activities,
engaging in control taking activities and self reflection. Further analysis revealed that managing
their grief etectively wasan experiential learning process. The themes were compared with the
broader literature on grieving the loss of a significant other, grief and the heaith care
professional, and the literature that addressed issues of occupational stress in the care of the
critically ill, the dying, and the bereaved. The findings of this study could encourage further
research that examines interventions designed to enhance the type of education and support
needed in relation to the experience of nurses.
The following poem provides an summary of the veiled meaning contained in the

participants’ stories. It was written by Beth Perry (1996) from her exploration of the nature of
exceptionally competent oncology nursing practice but ideally this poem communicates the

emotions of this study.

Shared journey

Together,
nurse and patient
tise above the pain,
suffering,
and despair
of cancer,
to climb to the top of the mountain that
has no summit.

They take turns
carrying ohe another,
For they know that neither
can get there alone.

In their time together,
they share through touch,
silence,
and light-heartedness.
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In their time together,
they learn about themselves,
their needs,
their strengths,
their limitations.
But most of all
they learn about their similarities.
They both share a common fate
of mortality,
an understanding which makes
the pleasures of life more intense.
They both possess the potential
for knowing joy,
awe,
and wonder.
They both understand
that though the physical body
may be diseased,
disfigured,
distasteful,
the spiritual body can be healthy,
beautiful,
and whole.

Through the intimacy of their
relationship they discover
they are valued,
they are worthwhile,
that they can
and do,
make a ditference.

Each, in their own way,
creates meaning out of their experience.
As they reach higher and higher planes
the patient may leave {o take up challenges elsewhere,
while the nurse,
having gathered strength
from the journey
is able to carry on.

Perry, 1996, p. 6.
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APPENDIX A.

Questions for Semi-Structured Interview

General Information
Date of Interview (day/month/year)
Code Number

Pseudonym

Fknow that as a critical care nurse you are faced with recurrent and frequent experiences with
the loss of your patients. fam interested in understanding what this is like for you and | wonder if
you would share with me your experiences in dealing with the death of your patients? | will be
asking you to recall specific events and situations that you have experienced. !am asking you to
share with me your feelings, your thoughts, and behaviors, as well as the events and people
connected with your experiences. |really value your participation in this study and thank you for
your commitment of time, energy, and eftort. | will be asking you a few questions but mainly
would like to take direction from you in this interview. Do you have any questions or concerns
before we begin?

. How did you make the choice to work where you are working? (What is pediatric intensive
care nursing for you? Why do you stay in this area?)

. How long have you worked here ?

. How many children’s deaths might have occurred in that time?

. Will you share with me some of those experiences with me?

’ Describe to me a death of a child in the unit that still lingers in your mind as .. (use the word
of the participant that they have indicated as the worst or most difficutt).

. Describe to me a death of a child in the unit that still lingars in your mind &s .. (use the word
of the participant that they have indicated as the least ditficult)

. Is there anything else | should have asked you?

. Is there anything you wouid like to ask me?
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Before the end of the inlerview, the following demographic data will be obtained:

Age: 20-30 _____ 31-40 41-50 251

Sex: Female Male

Basic Nursing Education:

Hospital College University

Post Basic Education (Highest level achieved)

Work Experience
Total Years in Nursing

Years experience in pediatric 1.C.U. {Other institution)

Other Areas Position
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APPENDIX B

LETTER OF INFORMATION FOR RESEARCH STUDY

Tile of Project: The Grief Experience of Pediatric Intensive Care Nurses
Principal Investigator: Judy Rashotte
Tel: (613)-526-1651
Thesis Supervisor:  Dr. Frances Fothergill-Bourbonnais
Tel: (613)-562-5800 (ext. 8423}
Chair, FHS HREC:  Dr. Francis Reardon, Faculty of Health Sciences
451 Smyth Road, Ottawa, Ontario K1H 8M5
Tel: (613)-562-5800 (ext. 4270)

I am a registered nurse working towards a Master's of Science in Nursing degree at the
University of Ottawa. For my thesis, | am conducting a study to gain an understanding of the
grief experience of pediatric intensive care nurses when the children for whom they care die. |
hope the findings of this study will be valuable for nursing by heightening the awareness about
nurses' grief experiences so that appropriate supports can be offered and suitable educational
programs for nurses can be developed.

This letier isto invite you to participate in my study. The study will involve two interviews.
The first will take approximately 45 to 120 minutes (average 90 minutes) and is the time ot
ptimary data gathering for my study. | wil! ask you to share with me some of your experiences
with the deaths of your patients and your feelings related to those experiences. You will be free
to comment asyou wish about your perspective of caring for the dying patient and their families
and your grief experiences. The final interview is an opportunity for you to see the findings and
{o clarity and verify my understanding of your experience and will take approximately 30 to 60
minutes. The inlerviews will be scheduted at a mutually convenient time and place. The
intarview will be audiotaped to ensure accuracy in data collection. All responses will be kept in
strictest confidence and a coding system will exist to protect your anonymity. In addition
confidentiality of patient information will be protected. fthe names of patients and their families
are inadveriently mentioned during the taped interview, the names willnot be transcribed and at
no time during the research reporting will patients or families be referred 1o by name. All
information tape recorded in this interview will be destroyed by the investigator, Judy Rashotte,
once the tape istranscribed. Once the data is analyzed, no individual subject willbe identifiable.

The findings of the study will be presented at nursing forums and also submitted to
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professional nursing journals for publication in order to increase professional awareness of the
grief experience for pediatric critical care nurses.

You are under no obligation to participate in this study, and you are free to withdraw at any
time. Your decision not to participate will in no way affect your employment or work on the unit.
Should you decide 1o participate, you are also free to refuse to answer any questions and 10
withdraw an comments at any time.

Iwill be making afoliow up callto inquire asto your interest in participating in this study. At
this time 1will provide you with further information and answer any questions. However, you may
also callme if you are interested.or have any questions or concerns. If you are still interested in
participating, atime and date will be arranged for the first interview. At this interview | will ask you
fo sign a form consenting to your padticipation, and giving me permission fo audiotape our
interviews.

ltis realized that this topic is a very sensitive and emotional one. It is hoped that by talking
about it, it will not only help others working in this setting but that it may also be personally
helptul for the participants.

This research project has received approval from the University of Ottawa Human
Research Ethics Committee chaired by Dr. Francis Reardon (613-562-5800 ext. 4270).

Thank you for your interest.

Yours truly,

Judy Rashotte, RN, BN
University of Ottawa, MScN student
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APPENDIX C

CONSENT FORM FOR NURSING STAFF

Title of Project: The Grief Experience of Pediatric Intensive Care Nurses
Principal Investigator: Judy Rashotte, RN, BN, MScN Student
Tel: (613)-526-1651
Thesis Supervisor:  Dr. Frances Fothergill-Bourbonnais
Tel: (6183)-562-5800 (ext. 8423)
Chair, FHSHREC:  Dr. Francis Reardon, Faculty of Health Sciences
451 Smyth Road, Ottawa, Ontario K1H 8M5
Tel: (613)-562-5800 (ext. 4270)

| have been asked to participate in a nursing research study the purpose of which is to
explore the grief experiences of pediatric intensive care nurses. R has been expiained to me
that participation in the study involves an initial in-depth interview that will last approximately 45
to 120 minutes (average 90 minutes). lunderstand that | will be asked to recall my experiences
with the death of some of my patients in the pediatric intensive care unit and how | worked
through my feelings. There will be a final meeting, which will take approximately 30 to 60
minutes, in order for you to review the findings and to ctarify and verify my understanding of your
experiences. These will oceur at apiace and time which is mutually convenient. This information
will be valuable for nursing by heightening the awareness about nurses’ grief experiences so
that appropriate supports can be offered and suitable educational programs for nurses can be
developed.

Iunderstand that my responses will be audio recorded and that the tapes will be erased
once transcribed. Iknow ! have the right to request erasure of materials that | do not wish to be
taken outside of the interview room.. lam awarethat my name will not be used, that my identity
will be protected and a coding system will exist to protect my anonymity. | do understand,
however, that the overall results of the study may be published to promote protessional
awareness of the grief experiences of pediatric critical care nurses, | understand that ! also have
the right to withdraw from the study at any time and that my withdrawal will in no way aftect my
employment. or work on the unit. lalso have the right to refuse tc answer any question.

lunderstand that this research project has received approval from the University of Ottawa
Human Research Ethics Committee chaired by Dr. Francis Reardon (562-5800 axt. 4270).

| hereby give my consent to participate in this study.

Signed: Date:

Withess:
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