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I n the past, a child born with or
sustaining a condition leading to
profound limitation in neurologic
function died during infancy or at

most had a very brief life span (1). Be-
cause of today’s medical technology,
many of these children now survive for
years in a persistent vegetative state
(PVS). Because of a lack of acceptable
diagnostic criteria and coding, the prev-
alence of children in a PVS is unknown.
Earlier publications have reported that
there are between 4,000 and 10,000 chil-
dren in the United States living in a PVS
(2). However, more recent data suggest
that approximately 3,000 U.S. children

under the age of 15 yrs are living in a PVS
(3). PVS in children has numerous
causes. Most cases fall into one of three
main categories: traumatic or nontrau-
matic brain injury, degenerative and met-
abolic brain disorders, or severe congen-
ital malformations of the nervous system
(2) (Table 1). Although the life span is
shortened (1, 4), many children survive
into the second and even third decade of
life. Comorbidities and technological de-
pendence result in multiple hospitaliza-
tions for most of these children. Last,
there is often a delay in the transition to
adult care. Therefore, pediatric nurses
may care for these patients throughout
the patient’s lifetime.

Caring for a child in a PVS is complex
and presents multiple challenges for the
healthcare team. The manner in which
children in a PVS and their families affect
clinicians is unknown, and may be under-
stood through their stories. For purposes of
this study, PVS was viewed as “a clinical
condition of complete unawareness of the
self and the environment, accompanied by
sleep-wake cycles, with either complete or
partial preservation of hypothalamic and
brainstem autonomic functions. Individu-
als in this condition show no evidence of
sustained, reproducible, purposeful, or vol-

untary behavioral responses to visual, audi-
tory, tactile, or noxious stimuli; and show
no language comprehension or expression”
(2). When first defined by Drs. Jennett and
Plum (5), the term persistent vegetative
state referred to a condition of past and
continuing disability with an uncertain fu-
ture, whereas permanent implied irrevers-
ibility.

Nursing care is critical in the manage-
ment of patients in a PVS. The patient’s
survival is related to the quality of med-
ical treatment and nursing care that they
receive (2). Several authors have explored
nurses’ feelings regarding caring for the
neurologically devastated adult. In the
absence of a conventional nurse–patient
relationship, nurses may find themselves
depersonalizing the patient and becom-
ing task-oriented. Critical care nurses
caring for unresponsive adult patients
secondary to traumatic brain injury or
neuromuscular blocking agents strug-
gled with the dilemma of “forgetting
there is a person” (6). Some nurses used
negative terms (e.g., anxious, detached,
discouraged) when describing their expe-
rience of caring for this population of
patients (7–10). Nurses lacking personal
connection with neurologically devas-
tated adult patients report that they de-
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Objective: The number of children surviving in a persistent
vegetative state is increasing with advances in medical technol-
ogy. Caring for a neurologically devastated child presents unique
challenges not previously described. Our objective was to gain an
understanding of the pediatric nurse’s experience of caring for
children in a persistent vegetative state.

Design: Qualitative phenomenologic study using in-depth in-
terviews.

Setting: Monitored step-down care unit of an academic chil-
dren’s hospital.

Participants: Eight registered nurses employed at a step-down
care unit.

Interventions: None.
Measurements and Main Results: Nurses in this study de-

scribed caring for children in a persistent vegetative state as a

dynamic process with negative and positive aspects. Six themes
emerged from this study: focusing on the parents, delivering
sensorially offensive physical care, enduring conflicting emotions,
suffering moral distress, finding relief and comfort, and gaining
perspective.

Conclusions: Our qualitative study suggests that caring for a
child in a persistent vegetative state is difficult. Pediatric nurses
described the experience as emotionally stressful and ethically
challenging. To cope with the demands of caring for the child in
a persistent vegetative state, the nurses in this study modified the
traditional concept of the pediatric nurse–patient relationship.
(Pediatr Crit Care Med 2007; 8:440–446)
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rived affirmation of their value as nurses
by delivering expert care (e.g., providing
good hygiene) to the patient (7). Little is
known about the pediatric nurse caring
for children in similar situations.

Family-centered care is standard in
pediatrics as the child and family are rec-
ognized as a unit. Indeed, pediatric
nurses often find job satisfaction in estab-
lishing a caring, reciprocal relationship
with both the child and the family (11).
The neurologic status of the child in a
PVS prevents the development of the typ-
ical nurse–patient relationship. Nurses
caring for unresponsive adult patients es-
tablish relationships with the patient’s
family, helping to find meaning and gain
perspective (9, 10). Likewise, nurses car-
ing for children in a PVS may report
similar experiences.

Patients in a PVS routinely receive
life-sustaining interventions, such as en-
teral nutrition, but during times of med-
ical crisis they are at risk for escalation of
more intensive care. Controversy exists
regarding the provision of excessively
burdensome therapy for patients in a PVS
(12). Moral distress is evoked when
nurses question the appropriateness of
care they consider futile or when they
believe quality of life no longer super-
sedes quantity of life (7, 8). The nurse’s
duty to provide prescribed treatment cou-
pled with feelings of powerlessness re-
garding treatment decisions may lead to
moral distress (13).

The objective of this qualitative phe-
nomenologic study was to describe the
pediatric nurse’s experience of caring
for children in a PVS. This research was
expected to heighten awareness of the
effects on nurses of providing care to
these children and their families. Un-
derstanding the critical aspects of this

unique nurse-patient relationship is
important, because healthcare provid-
ers are caring for a population of chil-
dren who survive in PVS for increasing
periods.

MATERIALS AND METHODS

Participants. Thirty-nine registered nurses
with at least 2 yrs of experience providing
patient care in a 36-bed monitored step-down
unit in a 450-bed children’s hospital in the
southwestern United States were invited by
letter to participate in this study. This unit has
�1600 admissions annually, of which approx-
imately 25% (400) are technology-dependent
patients in a PVS. The hospital and its affili-
ated institutional review board approved the
study. Nurses provided written informed con-
sent before participation. As part of informed
consent, the interviewer (BAM) provided in-
formation on the availability of free counsel-
ing through the hospital’s employee assistance
program.

Interviews. Nurses chose to be interviewed
either before the start of their 12-hr shift or on
their day off. Reimbursement for parking was
provided. Each participant completed a short
demographic questionnaire before the inter-
view. Individual, face-to-face interviews were
conducted in a private office by one researcher
(BAM). The interviews began with the inter-
viewer reading the Multi-Society Task Force
on Persistent Vegetative State definition of
PVS to the participant (2). The nurse was then
asked to, “Tell me what it is like for you to care
for children in a PVS.” Clarification was
sought by the interviewer when indicated. No
additional preset questions guided the inter-
view. The audiotaped interviews averaged 60
mins in length and were transcribed verbatim.
Interviews were conducted over 7 months be-
tween July 2004 and February 2005. A phe-
nomenologic approach was chosen because it
relies on the search of the structures or pat-
terns of a phenomenon (14). Through this
process of discovery, the meaning of the
phenomenon as a lived experience is illumi-

nated, and the result is a comprehensive
description of the phenomenon under inves-
tigation (15, 16).

Data Analysis. Immediately following each
interview, the interviewer listened to the au-
dio-recording, read notes taken during the
interview, and made final notations. The tran-
scribed text was compared with the audio-
recorded interview and corrections made to
ensure accuracy. A modified, well-established
method of phenomenologic analysis described
by Dr. van Kaam (14) was utilized. One re-
searcher (BAM) has experience with the study
phenomenon and interviewing and one re-
searcher (AME) has training in qualitative re-
search education and experience in employing
Dr. van Kaam’s method. The researchers com-
pleted the first step of the analysis indepen-
dently and carried out the remaining steps
together. Whenever there was disagreement
with an interpretation, both researchers re-
read participant interviews and discussed the
interpretation until consensus was reached.

The first step involved reading the tran-
scribed text several times to promote famil-
iarity with the data, followed by identifica-
tion and sorting of every descriptive
expression relative to the study’s objective.
Compatible descriptive expressions (reveal-
ing statements, phrases, and sentences
about the study phenomenon) were grouped
together and named in the language of the
participant. This process was completed for
each interview independent of the other in-
terviews. The second step entailed finding
and grouping compatible descriptive expres-
sions or common elements across all partic-
ipant interviews. The third step was exam-
ining and synthesizing the common
elements. Elements not related to the phe-
nomenon under investigation were elimi-
nated. Only the essential structural ele-
ments remained, and they were then
translated into the abstract language of the
researchers. An essential structural element
had to have been present implicitly or ex-
plicitly in at least half of the nurse inter-
views (Table 2). Step four occurred as the
essential structural elements were synthe-
sized, creating a hypothetical definition of
the experience of pediatric nurses caring for
children in a PVS. The fifth step involved
application of the hypothetical definition to
each participant interview to ensure a fit
between the essential structural elements
and the essence of the nurses’ experience of
the studied phenomenon. Next, one study
participant and one registered nurse, who
had �25 yrs of experience caring for chil-
dren in a PVS and had not participated in
the interviews, read the study findings. This
process, known as member checks, is often
used in phenomenologic research studies to
enhance the rigor of the study (16). Both
nurses considered the findings true to their
experiences, and this became the final and
sixth step, identifying the final structural
definition.

Table 1. Common diagnoses leading to persistent vegetative state in the pediatric population

Brain Injury Brain Disorders
Congenital

Malformations of CNS

Traumatic Degenerative and/or metabolic Developmental
Birth injury Ganglioside storage disease Anencephaly
Inflicted neurotrauma Neuronal ceroid lipofuscinosis Lissencephaly
Direct cerebral injury (MVA, falls) Adrenoleukodystrophy Holoprosencephaly

Mitochondrial encephalopathy
Organic aciduria

Congenital
hydrocephalus

Severe microcephaly
Nontraumatic

Hypoxic-ischemic encephalopathy
CNS infection
CNS tumor

CNS, central nervous system; MVA, motor vehicle accident.
Adapted, with permission, from Multi-Society Task Force on the Persistent Vegetative State (2).
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RESULTS

Demographics

Eight nurses were interviewed. The re-
searchers anticipated that a sample size
of ten nurses would allow participation of
approximately 25% of the eligible nurs-
ing staff and yield sufficient information-
rich data (“essence” of the experience)
regarding the phenomena being studied
(17). Analysis of the interviews revealed
repetition of themes with no new themes
emerging from the eighth interview.
Thirty-one nurses who met criteria did
not volunteer to be interviewed. Partici-
pants were recruited by mail, and there-
fore we were unable to survey nurses to
determine reasons for nonparticipation.
Table 3 reflects participant demograph-
ics. Only one nurse received education
regarding caring for children in a PVS in
the basic nursing curriculum. Two
nurses had experience caring for children
in a PVS before working in the step-down
unit. Work experience in the step-down
unit ranged from 2 to �10 yrs.

Themes

Caring for children in a PVS was ex-
perienced by pediatric nurses as focusing
on the parents, delivering sensorially of-
fensive physical care, enduring conflict-
ing emotions, suffering moral distress,
finding relief and comfort, and gaining
perspective. Each essential structural el-

ement or theme is described below sup-
ported by descriptive expressions from
participants.

Focusing on the Parents. Nurses de-
liberately concentrated their attention on
parents, with whom they often developed
an interactive and meaningful relation-
ship. Nurses emphasized that they cared
for the children in a PVS by making their
parents the center of care. As one nurse
said, “I take care of these kids . . . doing
this more for the parents.” Nurses were
able to connect with parents, teaching
and supporting them through the contin-
uum of care for their child in a PVS. They
expressed respect for parents who were
actively involved in the care of their
child. Respect was shown by being pa-
tient with parents and taking time to
listen to them, “Let the parents talk
about it. Do not try and tell the parent.”
Nurses acknowledged parental feelings of
powerlessness by giving them as much
control as possible. One nurse described
this as, “Focus parents. The one little bit
of something they can do positive. You
can protect your child by putting the roll
under his knees.” Allaying parental con-
cerns when the child was hospitalized
gave not only physical but emotional re-
spite to parents. As one nurse observed,
“Sometimes they [parents] may be abso-
lutely totally exhausted. I encourage
them to phone and keep in touch and not
feel guilty [about not staying with the
child].” Ensuring that the children

looked their best was one way nurses
found to comfort parents, “Putting pretty
dresses on [the child] gives them [the
parents] a lot of satisfaction, keeping
their [the child’s] hair nice.”

Delivering Sensorially Offensive Phys-
ical Care. Nurses described providing
bodily care to the child in a PVS as being
disagreeable to the nurses’ sense of sight,
sound, and smell. They described the care
delivered to the children in a PVS as
“basic nursing.” Suctioning, providing
tracheostomy care, turning, feedings,
changing diapers, bathing, and dressing
were viewed as routine care. While the
physical care itself was not technically
difficult, the “unpleasant” sensations ex-
perienced when providing care, particu-
larly when the “child got bigger and big-
ger,” made the tasks offensive. As the
children in a PVS grow, their increasing
size makes care physically difficult, often
necessitating the assistance of coworkers
when turning the child and changing the
child’s diaper and clothing. Just as fre-
quently, nurses described the child’s eyes,
finding “lubing their eyeballs” to be dis-
turbing, as well as adjusting to “these
children always having their eyes open”
and to those who “do not even blink.”
Nurses also were bothered by the child’s
mouth always being open, and one by the
child’s “unnaturally big head.” Several
nurses described children in a PVS as
appearing “perverse” and uncomfortable,
often in awkward and “contorted” posi-
tions and “sweaty and dirty” even though
the child was bathed frequently. Sensing

Table 2. Essential structural elements and common elements

Essential Structural Elements Common Elements

Focusing on the parents Respecting parents
Providing emotional support to parents
Making parents the center of care
Maintaining the child’s appearance

Delivering sensorially offensive physical care Caring for the living dead
Providing basic physical nursing care
Caring for child is disgusting to the senses

Enduring conflicting emotions Feeling relief and sadness when child dies
Blaming the parents for their child’s PVS
Feeling sorrow for child who was once well
Feeling compassion
Providing nursing care for the child with acquired PVS

is more difficult than for the child born in a PVS
Suffering moral distress Feeling uncertainty

Fearing that child experiences pain and suffering
Questioning care

Finding relief and comfort Supporting each other
Knowing there will be an end
Finding comfort in faith and rituals
Receiving personal satisfaction from parents

Gaining perspective Putting things in perspective
Counting your blessings

PVS, persistent vegetative state.

Table 3. Participant demographics

Age, yrs
21–30 � 4
31–40 � 2
�40 � 2

Gender
Female � 7
Male � 1

Race/ethnicity
Asian � 2
African-American � 1
White � 4
Hispanic � 1

Basic nursing education
Diploma � 1
Associate degree � 2
Baccalaureate � 5

Nursing experience, yrs
2–5 � 4
6–10 � 1
�10 � 3

Nursing experience in step-down unit, yrs
2–5 � 6
6–10 � 1
�10 � 1
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noxious smells from the patient, one
nurse described it as “the smell of death,”
while one nurse found the sound and
sight of the patient with copious secre-
tions (coughing) to be unpleasant. The
frequent alarms for children in a PVS
were distressing for another nurse, who
stated that while at home she might ac-
tually “hear a bird singing . . . but [think
she] heard ventilator alarms.”

Nurses commented on the unrespon-
siveness of children in a PVS, referring to
them as “going nowhere.” Furthermore,
“caring for the living dead,” as one nurse
put it, described how nurses perceived
the child in a PVS as “technically alive”
but essentially without life.

“You are taking care of someone that
is dead in a way . . . they’re alive, but they
are dead.” Nurses referred to caring for
the child in a PVS as “watering and grow-
ing” a “vegetable garden” or “flower,” or
used comparisons to inanimate objects in
describing their experiences, such as
“dressing a doll,” “bandaging a ship with
holes that goes out to sea,” “rolling
around a carcass,” and “hooking up a
cadaver to a ventilator.”

Enduring Conflicting Emotions.
Nurses in this study described emotions
with which they were often at odds, as if
having negative emotions was not appro-
priate for a nurse. Anger, bitterness, de-
spair, frustration, grief, and sorrow were
expressed by the nurses when providing
care to children in a PVS and their par-
ents. While most nurses felt sorrow for
the once-well child in a PVS, some nurses
expressed relief coupled with sadness
when a child in a PVS died. As one nurse
described it, “My relief was for [the
child’s] sake, that finally he’s resting and
finally the family can rest, and I was sad
for the family because it seems that their
lives revolved around [the child].” Nurses
described feelings of compassion for and
empathy with the parents of a child in a
PVS. One nurse said, “We listen to them
[parents] mercifully, and if they ask di-
rect questions, then I’ll answer truth-
fully.” Other nurses discussed blaming
some parents, whom they felt were re-
sponsible for their child’s PVS (e.g., non-
accidental trauma inflicted by parents)
and expressed anger and bitterness for
those parents whom they saw as “pro-
longing their [child’s] life to avoid possi-
ble legal consequences.”

Every nurse discussed at length that
caring for the once-well child who “ac-
quired PVS” as a result of trauma (acci-
dental or intentional) was the most diffi-

cult thing to handle. Seeing pictures of
the “child running, smiling,” and
“healthy, normal” was “devastating”
when they, as one nurse put it, “knew this
child was playing, laughing, giggling in
the swimming pool.” Nurses described
having “different feelings” for the child
who had acquired a PVS vs. the one who
was “born that way.”

Suffering Moral Distress. Bedside
nurses are responsible for high-intensity,
hands-on contact with patients and fam-
ily, but may have little input into treat-
ment decision-making. Given these
conflicting conditions, nurses may ex-
perience feelings of powerlessness when
carrying out a treatment plan that they
believe is of no benefit and may result in
patient suffering (13). Moral distress oc-
curs when the nurse is required to act in
a manner that is contrary to personal
and professional values, and that under-
mines integrity and authenticity (18).

The majority of nurses interviewed re-
peatedly voiced grave concern about the
powerless feeling of being required to
continue what they perceived as medi-
cally inappropriate life-support measures
for the child in a PVS. They agonized over
and questioned the escalation of care. As
one nurse said, “When they’re all broken
inside . . . and the doctors have charted
this, yet we trach them and keep them
alive, what do we do now?” Moral distress
often arose from the nurses’ uncertainty
regarding the child’s ability to experience
pain and suffering. One nurse com-
mented, “We’re basically torturing these
kids. How do we know she’s not scream-
ing on the inside?” Even when the child’s
vegetative condition is substantiated by
medical evidence, nurses remained
doubtful as to the child’s level of aware-
ness, as one nurse said, “We say they are
in a PVS because of the technology that
we have to see that their brain is not
working . . . they are not feeling. But how
are we really to know?” Nurses described
the conflict between wanting to advocate
for the child in a PVS and prolonging the
dying process. One nurse poignantly re-
counted the difficulty that surfaced while
attempting to honor a family’s wishes.
“We were keeping her alive until her
brother left for vacation. And I had to bag
her for an hour to keep her alive . . . It
tore me apart . . . This poor patient was
trying to die and we weren’t letting her.”
Feelings of moral distress were illustrated
by another participant’s comment, “As a
nurse, as a doctor, we are so focused on
preserving life as much as we can . . . we

forget or just do not know when to stop-
. . . but then where is the line between
using technology for good quality of life
or using technology for just prolonging
pain?”

Cultural background also influenced
nurses’ interpretation of their experi-
ences. One nurse explained, “Being from
a developing country, we do not have all
this equipment we are using to prolong
life. These kids would have been at peace
by now and the family would have moved
on instead of hanging there for many
years.”

Finding Relief and Comfort. Every
nurse discovered ways to lessen the dis-
tress of caring for children in a PVS and
their parents. Finding a strong support
network, most often in other nurses, was
described as a means of comfort. Nurses
described receiving support from more
experienced coworkers, and over time
seeking out less seasoned colleagues to
support in turn. Additionally, nurses de-
scribed specific ways to find relief at
work, such as taking breaks, accepting
help from other nurses, sharing helpful
information about parental preferences
surrounding care, and changing patient-
care assignments when they needed a hi-
atus from caring for a particular child.
Self-care activities—such as physical ex-
ercise, yoga, writing, and taking vaca-
tions—were described by nurses as help-
ful to them in “recharging mentally,
physically, spiritually.” Nurses found
comfort in their spiritual beliefs and
practices, such as reading scripture and
going to church. Others commented spe-
cifically on how prayer helped to release
distressing thoughts about the child in a
PVS and brought comfort to the nurses.
Several nurses described their prayers for
these children and their parents, as one
nurse commented, “I pray for my patients
just quietly while I’m taking care of
them, just for their peace, for their fam-
ilies’ peace,” and another prayed, “to re-
lease this child from suffering.” Others
described willingly praying with parents
when asked to join them.

Gaining insight into the perspective of
parents whose child was in a PVS pro-
vided some nurses with a sense of relief,
as indicated by one nurse’s comment:
“Getting to know the family helps you
understand why it is hard for them to let
go, where the kids come from and what
happened in their lives. And then . . . I
have this relief.” “Remembering why I
became a nurse” was helpful to other
nurses. Knowing the child in a PVS will
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eventually succumb helped, as one nurse
described, “It was easier mentally for me
to deal with [knowing] there was going to
be an end.”

Gaining Perspective. Gaining perspec-
tive describes the positive viewpoint
nurses reached through careful examina-
tion of their experiences caring for chil-
dren in a PVS. Nurses described an
emerging awareness of personal grati-
tude. As one nurse put it: “They [children
in a PVS] make me look at my own life
and be very grateful, if nothing else. And
maybe that’s their purpose on earth.”

Acknowledgments of the limited time
commitment required of them as nurses,
“working 12 hrs only with this child is
nothing compared to what the parents
have to do for a lifetime” contributed to
attaining insight. The nurses’ perspective
evolved with time and experience. As one
described: “Before I became a nurse, I was
naïve and thought you do everything pos-
sible . . . now seeing this for 6 yrs, I have
a different way of thinking about things.
Your baseline shifts.” Caring for children
with other medical conditions, in whom a
positive outcome was expected, helped
nurses gain a “balanced perspective.” As
one said: “I see the full spectrum. I have
children who come in and out and then I
have the other child who’s 20 [yrs old]
. . . who’s been devastated for life. It helps
you balance that better. You know that
[living in a PVS] is not the only thing.”

DISCUSSION

In this study, pediatric nurses working
in a step-down unit caring for many chil-
dren in a PVS described their lived expe-
rience with these children as physically
and emotionally difficult. While six essen-
tial structural elements were identified to
make up the nurse’s experience of caring
for children in a PVS, it is important to
illuminate the elements within the con-
text of the situation as they naturally
occurred, intertwining and overlapping
among one another. Because nurses
found it repulsive to see, hear, and smell
the child, they focused on the parents,
who were the nurses’ only source of sat-
isfaction, often forming a reciprocal rela-
tionship. The nurse–parent relationship
allowed the positive efforts of the nurse to
be acknowledged. At the same time,
nurses were able to suppress the disturb-
ing reality of the unresponsive child.
However, when nurses provided care to
the child, they were sometimes dis-
traught with emotion, confronting issues

that surfaced as they tried to respect the
parents’ values, which were often incon-
sistent with the nurses’ values. While
nurses spent the major portion of their
interviews describing the negative as-
pects of caring for these children and
their parents, they briefly, almost as an
afterthought, mentioned ways they found
to momentarily mitigate the negativity by
focusing on some of the more positive
aspects (e.g., grateful parents, personal
gratitude). Despite the grim reality of the
child’s situation, nurses serendipitously
benefited from these experiences. The
nurses’ experience can be understood as a
process of dynamic balance, in which the
nurse vacillates between the negative and
positive aspects surrounding the provi-
sion of care to children in a PVS and their
parents.

Some nurses in our study developed
an empathic nurse–parent relationship to
meet the emotional needs of the parents,
and in some instances gained positive
feelings as a result of their interaction.
These findings are consistent with previ-
ous research examining nurses who
showed compassion for the families of
neurologically devastated adult patients
under their care (6, 7, 9, 10). Similarly,
the key to obtaining job satisfaction for
the nurse is development of a good
nurse–parent relationship (19). However,
not all nurse–parent relationships were
easily established. Nurses told of their
struggles negotiating workable relation-
ships with some parents, whom they de-
scribed as demanding or unrealistic.
These circumstances are congruent with
Dr. Rubarth’s (20) finding that if the
nurse–parent relationship is formed dur-
ing an acute stressful situation (e.g., re-
cent diagnosis), parents may not be re-
ceptive to the nurse and the relationship
may be perceived by the nurse as nega-
tive. Supportive relationships in which
information is shared are usually de-
scribed as positive. Congruent with our
study, Drs. Ford and Turner (11) found
that nurses developed trusting relation-
ships with parents of hospitalized special-
needs children when the nurses recog-
nized the parents as experts in care and
allowed parents to get to know them.

Nurses in the current study did not
relate to the children in a PVS, but con-
nected with the child’s parents. These
findings are similar to those observed in
critical care nurses caring for brain-dead
organ-donor patients whose primary fo-
cus on care became the donor’s family
(10). Nurses provided parents with emo-

tional support by listening to them, not
taking away hope, and allowing them to
exercise some control over their child’s
care during hospitalization. Nurses per-
ceived the child’s appearance to be of
great importance to the parent. As a re-
sult, nurses ensured the child looked pre-
sentable and comfortable while under
their care, thus meeting the needs of the
parents and giving satisfaction to the
nurses. The relationship between basic
nursing functions and promotion of pos-
itive feelings for nurses and family mem-
bers is well documented (7, 10).

In addition to making sure that the
child was clean and appeared to be com-
fortable, they also took extra steps such
as providing familiar music or a favorite
toy for the child to hold. All were simple
ways to convey to parents that staff
viewed the patient as “somebody’s child.”
Similarly, Dr. Pearson and colleagues
(10) reported nurses carefully attended to
the physical needs of adult brain-dead
organ-donor patients in an effort to con-
vey to the family that their loved one was
not a mere object valued only for what it
could give to others. Nurses caring for
children in a PVS also gained perspective
as they grew to respect the parents, more
aware of the fragility of life and grateful
for their own circumstances. The nurse–
parent relationship greatly influenced the
nurse’s feeling about caring for a child in
a PVS.

The second common theme was pro-
viding physical care that was perceived by
the nurses as sensorially offensive. Pa-
tients in a PVS were characterized by one
nurse as being in a state of “living death.”
When describing the care of the older and
larger child in a PVS, nurses compared
the steadily increasing size of the child to
that of a growing plant, consistent with
the initial search by Jennett and Plum (5)
for nomenclature to describe this state of
unawareness, in which they referred to
the Oxford English dictionary for defin-
ing vegetative as “. . . an organic body
capable of growth and development but
devoid of sensation and thought.” Nurses
found it more acceptable to provide total
care to infants and toddlers, but repulsive
to have to provide it to unresponsive
older children. Moreover, nursing tasks
(e.g., diaper changes and baths) took a
physical toll on the nurses as the older,
heavier child became more difficult to
handle without help. Just as Dr. Bell (8)
found that nurses caring for comatose
adults with head injuries perceived them
as dirty, unpleasant, and imperfect,
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nurses in our study frequently described
children in a PVS as dirty, unnatural, and
repulsive.

The nurses often described children in
a PVS as “inanimate” objects. Deperson-
alization has been reported in other stud-
ies in which intensive care nurses caring
for adult organ donors focused on the
“organs to be donated” (9) and in which
nurses caring for unresponsive, trau-
matic brain-injured patients “forgot the
person” (6). One nurse in our study de-
scribed ventilating a patient in PVS as
“hooking up a cadaver to a ventilator so
you can see some lungs inflate.” Simi-
larly, nurses caring for adult organ do-
nors see themselves as “nursing usable
organs inside a corpse” (9).

Changes in the expected pediatric
nurse–patient relationship brought on by
the need to focus on the parent rather
than the child, coupled with the delivery
of depersonalizing sensorially offensive
physical care to the child who will never
improve, may have contributed to the
nurses’ emotional conflict and ultimate
feelings of moral distress. Moral distress
can occur when nurses feel frustration
about prolonging a patient’s inevitable
death to carry out the requests of the
family and the orders of the physician
(21). Trying to balance the wishes of the
family with the welfare of the child was a
source of anguish. Nurses were conflicted
with the need to advocate for the child
when they felt parents continued to seek
treatments and procedures that the
nurses believed would not improve the
child’s outcome and were perhaps painful
to the child. Of particular concern was
escalation of life-sustaining care (e.g.,
mechanical ventilation). Our findings
suggest nurses, experienced in the care of
patients in a PVS, often disagreed with
parental decisions to continue treatments
that served to delay the inevitable. Simi-
lar results were elicited from interviews
with seasoned nurses caring for infants
born at 22–23 wks’ gestation who strug-
gled with supporting prolonged care
likely to have disastrous outcomes (13).

Likewise, Dr. Hainsworth (7) found
that eight nurses who had cared for
brain-injured patients with lengthy hos-
pitalizations experienced a myriad of neg-
ative feelings and frequently verbalized
doubts about the rightness of what was
being done to patients whose treatment
seemed to be hopeless. Caring for the
neurologically devastated child who is
not expected to recover, or even improve,

evoked this teetering balance of similar
feelings in the pediatric nurse.

Our findings concur with other re-
ports that have shown a wide range of
emotions associated with caring for neu-
rologically devastated adult patients. Dr.
Bell (8) found nurses described their at-
titudes toward caring for the comatose
patient as slightly more positive (e.g.,
meaningful, worthwhile, compassionate)
than negative (e.g., discouraging, frus-
trating, unpleasant). However, our qual-
itative results suggested more negative
attitudes experienced by nurses caring for
children in a PVS. This could be due to
the dismal prognosis for children in a
PVS. While nurses spent most of the in-
terview talking about negative aspects of
their experiences, none described using
negative coping mechanisms or nega-
tively charged perspectives on life.
Whether this is the result of self-partici-
pation bias or some other unknown vari-
able, it is reasonable to expect that some
nurses do not cope as well as these nurse
participants. However, it is reasonable to
believe, as our findings indicate, that car-
ing for a child in a PVS is emotionally
stressful and ethically challenging.
Nurses enlisted a variety of means to mit-
igate these negative feelings. Paradoxi-
cally, by examining their personal expe-
riences, these nurses realized some,
although minimal, positive aspects,
which they perceived to evolve over time
and as they gained experience in provid-
ing care to children in a PVS.

This qualitative study described the
experiences of eight pediatric nurses
from one unit at a single children’s hos-
pital, thereby limiting the ability to gen-
eralize the findings to a larger popula-
tion. However, it does provide the first
attempt of which we are aware to describe
the experience of pediatric nurses caring
for children in a PVS. Exploring the ex-
perience of other members of the health-
care team caring for children in a PVS, as
well as the experience of the parents of
children in a PVS, could augment our
findings. Future research also could ex-
amine the usefulness of educational pro-
grams designed to facilitate adaptive re-
sponses for clinicians by focusing on the
realities of caring for these patients. Pro-
gram components need to include antic-
ipatory guidance on meeting parental ex-
pectations and supportive interventions
to mitigate the effects of clinician moral
distress (e.g., use of interdisciplinary fo-
rums to discuss patient goals and diver-
gent opinions). Implementing simple

strategies such as providing assistive per-
sonnel and fostering staff mentorship is a
practical way to help nurses caring for
children in a PVS.

CONCLUSION

Six themes emerged from the
nurses’ experiences of caring for chil-
dren in a PVS. The first theme—
focusing on the parents—allowed
nurses to modify the usual nurse–
patient relationship and derive feedback
on the care of a neurologically devas-
tated child. Three subsequent themes
illuminated the physical and emotional
requirements of the nurse: a) providing
physical care that was offensive to the
senses of hearing, sight, and smell; b)
dealing with conflicting emotions re-
garding providing care to devastated
children; and c) handling personal
moral distress created by caring for
children who would not improve. All
were perceived as challenging and dif-
ficult for the nurses. Two themes de-
scribed how nurses coped with provid-
ing this care: a) finding relief and
comfort; and b) gaining perspective.
Overall, the eight nurses in this study
experienced caring for children in a
PVS as a predominantly negative expe-
rience. This study suggests the need for
further exploration of ways to help the
nurse dealing with the challenge of car-
ing for children in a persistent vegeta-
tive state.
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