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Purpose: Post-traumatic stress disorder rates in parents following PICU admission ranged between 12.2% and 42%.
Despite the numbers affected and themagnitude of parents' distress, little is known about parents' experience in
the PICU that could be a source of their stress. This study sought to describe parents' experience of the PICU dur-
ing their child's stay, including their perceived stressors.
Design andmethods: Single occasion interviewswith 15 parents of children with complexmedical conditions ad-
mitted for 48 or more hours to a tertiary PICU in the USA. Interviews were inductively coded using methods
adapted from Grounded Theory.
Results:Riding a Roller Coasterwas the core construct that explainedparents' experiences. Analyses revealed four
domains: Being in a New Stressful World, My Brain Is Burning All the Time, Going through a Hurricane of Emo-
tions, and Being in a Safe Place with Great People.
Conclusion: Despite outstanding medical services, parents were traumatized by seeing their child in a life-
threatening situation and were buffeted by a tidal wave of emotions. Parents lived in a constant state of uncer-
tainty, helplessness and fear, not knowing if their child would survive or have devastating outcomes or perma-
nent disabilities.
Practice implications: Supporting parents during their emotional roller coaster ride requires targeted services
throughout the child's illness trajectory, including ways to interpret what is happening in the PICU, helping par-
ents self-regulate their stress, and offering services around parents' fears, concerns, and strategies to manage
their uncertainty and feelings of helplessness.
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Introduction

An estimated 230,000 ormore children are admitted to the Pediatric
Intensive Care Unit (PICU) annually in the United States (Watson &
Hartman, 2014). Posttraumatic stress disorder (PTSD) rates in parents
after PICU discharge ranged between 12.2 (Bronner et al., 2009) and
42% (Colville & Pierce, 2012). Despite the numbers affected and the
magnitude of parents' distress, very little is known about how and
what parents experience in the PICU that could be a source of their
stress or long-term trauma. This hinders providers and scientists from
developing evidence-based programs to minimize or assist parents in
managing the impact of the PICU on the parent. A close examination
of the parental experience in the PICU could help establish a deeper
and more comprehensive understanding of potential sources of paren-
tal stress and fear.
What it is known about the parent's experience with the modern
PICU is limited to two studies, one led by Dahav and Sjostrom-Strand
(2018) and one led by Hagstrom (2017). Dahav and Sjostrom-Strand
(2018) interviewed twelve parents (seven mothers, two fathers and
three couples) one to four weeks after their child's discharge from the
PICU using a semi-structured interview. Parents viewed the PICU as a
chaotic and unfamiliar environment, experienced feelings of unreality
and felt they were “in another world” (Dahav & Sjostrom-Strand,
2018, p. 365). The authors also reported that parents felt uncertain
about their child surviving and felt powerless because of not being
able to take care of their child in the overwhelming environment.

Hagstrom (2017) conducted a mixed methods study whose goal
was to explore sources of parents' stress and to describe family experi-
ences with their child's admission to the PICU. Nine parents (eight
mothers and one father) from eight families were interviewed during
their PICU stay ranging from five days to two weeks. Parents identified
three main sources of stress that included: separation from other chil-
dren at home, their child's illness, and not knowing about the child's
course of recovery and outcomes. Parents in the study described the
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Table 1
Interview questions.

Interview questions

1) Describe what the PICU environment is like for you?
2) How do you feel physically when you are in the PICU?
3) How do you feel emotionally when you are in the PICU?
4) How has your child's admission to the PICU affected your life right now?
5) What concerns you about your child being in the PICU?
6) What is the top most concern you have right now?
7) What fears, if any, do you have while your child in the PICU?
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ups and downs in the PICU and the trajectory of their childs condition as
a roller coaster.

What is still needed is a study that focuses on parents' experiences in
the PICU during the acute period of hospitalization of their child that is
not confounded by recall error or bias. A study that enables the parents
to elaborate their experiences in their ownwords in real time as the par-
ent is going through them is also needed. The timing of the report of ex-
periences matters because it is linked with the timing and duration of
stress development (Gee & Casey, 2015). This study was designed to
fill these gaps. The current study has two aims: (1) To describe the pa-
rental experience in the modern PICU during acute hospitalization of
their child; and (2) To elaborate, in the parent's own words, the poten-
tial types and sources of parental stress.

Conceptual framework

The Transactional Theory of Stress and Coping guided this study
(Carter & Miles, 1989; Carter, Miles, Buford, & Hassanein, 1985;
Lazarus, 1966, 1991; Lazarus & Folkman, 1984; Lazarus & Launier,
1978; McGrath, 1982; Miles, Carter, Hennessey, Eberly, & Riddle,
1989). From the perspective of that theory, parents' psychological stress
response in the PICU is a result of a complex transaction between the in-
dividual parent's characteristics along with their situational and envi-
ronmental factors. Individual factors such as the parent's age, level of
education, gender, parental role, and other life stresses. Situational fac-
tors such as the type of admission (planned vs. unplanned), the severity
of the child's illness, and the child's diagnosis. Environmental factors in-
clude physical aspects of the PICU environment such as alarms, moni-
tors, and machines.

Lazarus (1991) posited that stress was a relational concept and not
defined as specific kinds of external stimulus nor a specific pattern of
physiological, behavioral, or subjective reactions. Instead, “Psychologi-
cal stress refers to a relationship with the environment that the person
appraises as significant for his or her well-being and in which the de-
mands tax or exceed available coping resources” (Lazarus & Folkman,
1986, p. 63).

Methods

Study design

The studywas a single occasion interview studywith parents of chil-
dren admitted to the PICU.

Participants and setting

Parents of consecutively admitted children in the PICU were re-
cruitedwhen theymet eligibility criteria andwere approved for recruit-
ment by a site intermediary,most typically the primary or charge nurse.
A total of 15 parents were enrolled from a 32-bed PICU at a comprehen-
sive medical center providing tertiary care to critically ill children in the
Pacific Northwest United States. Parents were eligible if their child had
been admitted for more than 48 h to the PICU. A parent was defined
as a person who served in a primary caregiving role and provided con-
stant and sustained care to the child during the child's stay in the PICU.
This included biological parents, foster parents, grandparents, or guard-
ians. It did not include family members or friends providing respite care
when the parent was absent.

Exclusion criteria were readmission of the child within the month,
receiving end-of life treatment, insufficient English to complete ques-
tionnaires, and identified by the clinical team as inappropriate to enroll.
The lattermight occur formany reasons, including knowledge about the
child that only the clinical team knew. For example: (a) if a child was
suspected or recently diagnosed with a tumor and the parents were
not yet ready to talk about their experience; (b)when the childwas ter-
minally ill with unstable condition and expected to die; and (c) when
healthcare providerswere in the process of having end-of life discussion
with the parents.

Recruitment strategy

Study participants were recruited after review and approval from
the institutional review board (IRB). An IRB-approved brief recruitment
script was used that included a description of the study. Parents were
offered signed informed consent if they agreed to participate in the
study. Enrolled parents were asked to complete a demographic ques-
tionnaire. Demographic information of the 15 children was obtained
from the electronic medical record.

Study interview

Semi-structured face-to-face interviews were conducted in the PICU
at the ill child's bedside or in the “quiet rooms” located in the PICU, de-
pending on parent preference. Data collection for this paper focused on
seven broad-band open-ended questions (Table 1). During each inter-
view the investigator encouraged full elaboration of the parent's re-
sponse to each question.

Demographic tools

Demographic variables were obtained from parents using a stan-
dardized demographic data sheet that included parent's age, gender, ed-
ucational level, employment, marital status, previous experience in the
PICU, past history with their child's illness, number of children living in
the home, previous stressful life events in the last month such as death
or serious injury of another immediate family member. Data on the
child's demographic and clinical datawere extracted from the electronic
medical record and included child's age, gender, diagnoses, length of
PICU stay, use of sedation, mechanical ventilation, planned versus un-
planned admission, illness severity (e.g. The Pediatric Risk of Mortality
(PRISM), Pediatric Logistic Organ Dysfunction (PELOD-2), and delirium
score).

Analysis

Interviews were digitally audio-recorded and converted to mp3
audio-files for transcription and analysis. Transcriptions were verified
for 100% accuracy by two different transcriptionists.

Interviews were inductively coded using methods adapted from
Grounded Theory (Shands, Lewis, & Zahlis, 2000; Thomas, 2006;
Zahlis & Lewis, 2010). Initially, transcribed data were unitized into
units. The unit of analysis that was coded was the complete idea, not
the complete sentence. Units were next sorted into initial categories.
Initially each question was coded separately and categories were la-
beled using parents' words, not labels imposed from the study authors.
Initial categories were increasingly refined and defined. As coding
proceeded and was continually refined, categories were aggregated
across questions, enabling us to achieve greater parsimony in summa-
rizing parents' experiences. Refined categories were organized into
higher order domains that shared common properties.



Table 3
Demographic characteristics of the children (n = 15).

ID. Child age Gender Diagnoses

102 13 months Male Bone marrow transplant, acute respiratory failure
103 2 months Male Acute bronchiolitis, E-coli UTI
106 8 years Female Acute respiratory failure
108 8 years Female Respiratory distress, developmental disorder
110 11 months Male Alagille syndrome, liver transplant
113 39 months Male Acute respiratory failure
114 4 months Female Chronic GERD
117 9 months Male Acute respiratory failure, chronic illness
119 35 months Male Wilms tumor
122 16 years Male Kidney transplant
124 6 months Male Chronic respiratory failure, chronic illness
127 1 month Female Respiratory distress, chronic illness
129 13 months Male Tracheomalacia, chronic illness
130 5 years Male Brain tumor
131 17 years Female Brain tumor
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Constant comparative analysis was carried out to verify the unique
fit of each unit with each category and the fit of each category with
each domain (Zahlis & Lewis, 2010). After all domains were identified,
the final step in the analysis involved identifying the core construct,
the central explanatory process that explained the parents' experiences
in the PICU (Zahlis & Lewis, 2010).

Credibility was protected by peer debriefing on the units, categories,
domains, and core construct. The first and second authors conducted
face-to-face regular meetings to discuss the coding process, categories
and domains, resolve any discrepancies, and discuss study findings
throughout data collection and analysis.

Dependability was ensured through transparently describing the re-
search steps and recording the research path taken from the start of the
research project to the development and reporting of the findings, in-
cluding maintaining an audit trail (Polit & Beck, 2012). Conformability
of the data and results was ensured through verbatim transcription of
the audio recordings and using parents' words to describe categories
and domains (Polit & Beck, 2012). Transferability “refers to the potential
for extrapolation, that is, the extent towhichfindings can be transferred
to have applicability to other setting or groups” (Polit & Beck, 2012,
p. 585). Parents in this study provided robust description of their expe-
riences in a naturalistic setting.

Study results

Fifteen parents completed the elicitation interviews: two fathers and
13 mothers. Fourteen interviews were conducted at the child's bedside
and one was conducted in the quiet room. Interviews were digitally
audio recorded and lasted 10.18 to 80 min, median 22 min.

Parents were 20 to 60 years old, averaging 34.40 (SD = 11.79)
with a median age of 34. The median length of PICU stay was
4 days (range: 2 to 171 days). Fifty-three percent of the parents
had no prior experience with a PICU admission (Table 2). The study
sample was comparable to admitted cases into the PICU at the refer-
ring hospital for the same populations. Children in the larger popula-
tion admitted to the PICU between January and December 2018
averaged 7.6 (median 5.25 years), and their average length of stay
was 5.27 days (range: 0.02–220). The total number of admission
was 1941 and 265 patients (17.5%) had a previous admission to the
PICU during their current hospitalization.

The majority of the parents' children admitted to PICU were male
(67%). The type of PICU admission was almost evenly split between
Table 2
Demographic characteristics for the interviewed parents (n = 15).

Characteristic n %

Parent gender
Male 2 13.3
Female 13 86.7

Marital status
Married 10 66.7
Single 2 13.3
Divorced 3 20

Education
bHigh school 1 6.7
High school 3 20
Some college or technical training 4 26.7
College graduate 7 46.7

Employment
Full-time 3 20
Not working 11 73.3
Retired 1 6.7

Ethnicity
White 13 86.6
Hispanic 1 6.7
Other 1 6.7

Previous PICU admission
Yes 7 46.7
No 8 53.3
unplanned admissions n = 7 (47%) and planned admissions n = 8
(53%) (Table 3). Some children were admitted to PICU due to unex-
pected life-threatening conditions and some were admitted after
planned or elective surgery because they needed special medical sup-
port and services after an operation.
Core construct

The core construct that explained parental experience in the PICU
was Riding a Roller Coaster on which there were sharp peaks and
plunges, bad moments and better ones, unfamiliar noises, fast mov-
ing staff, and loud sounds and noises. Parents felt the ride was
“crazy,” unpredictable, and perplexing. They anticipated good and
bad things that could happen at any time. As the roller coaster
reached a peak, parents reported heightened stress. This stress sub-
sided when the ride slowed down. Parents reported a whirlwind of
feelings during this ride, which varied for each parent, depending
on their prior experience with their ill child and the length of hospi-
talization in the PICU.

During the roller coaster ride, parents tried not to scream, attempted
to contain themselves, and worked hard to hold onto every ounce of
positivity they could. During the ride, parents worked to change their
mindset so they could stay away from negativity. They knew how to
speak positively even during the darkest points and plunges of the
ride. They hoped that the ride would safely and peacefully stop and
they would be able to get off the ride one day. The PICU environment
was “constantly like rapid-fire,” “crazy” and “just wild” for parents.
Analyses of interviewdata yielded four domains of parents' experiences,
each of which is summarized below (Table 4).
Table 4
Domains and categories.

Domain Categories

Being in a Stressful New World Suffocating with what is unreal
Being sketchier a couple of days ago
Being stressful
Not being super comfortable
Never having quiet

My Brain Is Burning All the Time Feeling I am losing my mind
Fearing my child will die
Overthinking impossible things

Going through a Hurricane of
Emotions

Going through a tidal wave of feelings
Not having a hopeful outlook
Feeling helpless

Being in a Safe Place with Great
People

Feeling safe and peaceful being here
Everyone is helping heal and comfort my
child
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Domain 1: Being in a Stressful NewWorld

Parents described how frightening, hostile and perplexing the phys-
ical PICU environment appeared to them. They also reported some un-
comfortable aspects of the environment that contributed to their
stress. Most parents reported that physical aspects of the PICU caused
sleep disruption due to limited privacy, their beds, noise, light, and
beeping monitors. Parents reported that they expected uncomfortable
environmental factors as a hallmark of the PICU. Other parents reported
that they got used to the uncomfortable environment. This domain
consisted of five categories.

Suffocating with what is unreal
At the beginning of PICU admission, parents were shocked when

they realized their child was in a life-threatening situation. One mother
explained, “you feel like you're suffocating” (mother 110). They ex-
plained that their child's illness and admission to the PICU happened
so fast, felt “unreal” and everything looked “very surreal.” Amother ex-
plained, “it's just kind of been like a lot of adrenaline, because it was so
unexpected” (mother 130).

Being sketchier a couple of days ago
Parents viewed the actual admission to the PICU was viewed as a

low point. They described their initial feelings when their child was ad-
mitted to the PICU and claimed that admissionwas a “hurdle” or “bitter-
sweet.” Parents said that it was “harder,” or “rougher” when they first
arrived to the PICU. One father said, “I'm talking about it from the per-
spective of the last couple days when the couple days before that
were sketchier like really being worried about is, you know, is he
gonna keep getting worse?” Parents felt they were “stuck here at the
PICU” (father 119).

Being stressful
Many parents reported that the PICU environment was “a stressful

world”, even if they were expecting it. One mother said, “it's probably
the most stressful place I think that you could ever be, only because
it's your child” (mother, 110). The stressful environment impacted par-
ents' lives; this mother said, “it's definitely been a stressful impact on
our lives, but it is to be expected” (mother 102).

Parents claimed that the PICU was not the source of their stress but
rather it was their child's condition that affected their stress. This
mother explained, “I think it's stressful, just because our child is here
sick” (mother 127).

Not being super comfortable
Parents felt they were “living in an unfamiliar environment”

(mother 122). They explained that it was not “super comfortable living
in front of people, and beds are uncomfortable aspects of being here”
(father 119). This father also said, “from a like day-to-day life perspec-
tive, it's a little tough, actually like basically living here, and like that's
a little tougher just because it's—you don't normally live in front of ev-
eryone, right? You know, even though it's kind of our space, it's still
somewhat public with people coming in and out.” Parents tried to ad-
just to living in the PICU, “it's kind of how you have to get used to that
cadence of bringing changes of clothes and going home to shower and
things like that to” (mother 117).

Parents explained that beds were hard to sleep on or not at a com-
fortable length. One father said, “I'm somewhat tall, so these things
[beds] aren't nearly long enough, tall enough for me, so my feet hang
off the end” (father 106). However, parents made some effort to make
their beds comfortable and brought their favorite sheets or blanket,
“I've made my bed quite comfortable for myself over there, so some-
times I sleep there” (mother 124).

Parents talked about the difficulty of needing to be in isolation pre-
cautions which severely limited their activities and social life. Isolation
precaution was a measure implemented to minimize pathogen
transmission and mitigate against the risk of hospital-acquired infec-
tion. However, parents felt that this restriction was “just a whole mess
by its own” (mother 102). Being in isolation restricted parents from
going to the main cooking area and family lounge and created
inconveniences.

Some children were on Extracorporeal Membrane Oxygenation
(ECMO) that was overwhelming for parents to see; it also overly
congested the physical space of the room. “Hewas on a lot of machines.
And then just coming in here when hewas on life support, there was no
room in here at all” (mother 113).

Never having quiet
Because of the constant noise and interruptions, the PICUwas “not a

restful environment” (father 106). Parents explained that they were
constantly surrounded by lots of machines, bright lights, and something
beeping. Many parents reported, “there is no quiet,” (mother 110)
“there is always something going on,” and “a lot of hurry up” (mother
108). Parents described some of the constant challenging environmen-
tal factors: in-room-interruptions (e.g. nurses checking on the child,
“doctors rush in,” “there's always tests,” “and people to round back on
you.”) Another mother said, “it is draining just being here in a hospital
and constantly, you know, there's something going on. There's some-
thing beeping. They're (nurses) having to check on my child” (mother
127).

Parents had different responses to the challenging environment.
Parents' responses included: acceptance, stress trigger, and exhaustion.
Parents claimed that the noise of the monitors was expected, “just the
way it is,” and was reassuring, “it's just like kind of the level of care
that he needs right now.” One father (106) said, “you're always gettin'
messed with just the way it is. So they come like whenever he needs
it or whenever they have to do labs or do diaper.”

For other parents, the beeping monitors triggered their stress. One
mother said “you'd think, oh no, what's wrong, every time something
beeps” (mother 130). Parents claimed that noises from the monitor in-
terfered with their ability to sleep in the PICU, “it's hard to sleep with
monitors are goin' off, and everything like that” (mother 103). One
mother explained that not sleeping and eating well would make her
body more tired of everything. Parents shared some reasons for not
being able to sleep that included their child needing to undergo long
surgery, their child was not sleeping, or having someone constantly
around the child. However, sleeping was not an important matter for
parents, because their primary focus was on their child. Many parents
felt that they were “exhausted,” “completely drained,” “extremely
tired,” and “worn out” from being in the PICU. The monitors were ini-
tially “overwhelming” and “used to scare” parents. Upon the PICU ad-
mission, parents felt “overwhelmed” because “there were so many
faces, so many doctors, nurses. It's just a lot of people at a lot of times”
(mother 110).

Domain 2: My Brain Is Burning All the Time

Parents describedways inwhich the PICU experience and admission
affected them mentally. They felt their brains were on fire. They were
“mentally burning” from the flame of “what is happening,” “what
could happen tomorrow,” “is my baby going to die?” and “is this treat-
ment going towork”? Parents had severalwondering questions that oc-
cupied their minds about their child's current condition and future
health outcomes. Others kept feeling they were going to “lose their
minds.” One father (106) said, “mentally, I'm kinda—cuz your brain's
burnin' all the time.” Three categories comprised this domain.

Feeling I am losing my mind
Parents, the “mental exhaustion” and “confusion” of being in the

PICU were more burdensome than the physical impact of the environ-
ment. Parents explained that their minds were constantly asking,
“what is happening,” “what can happen” and “is my baby going to
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die?”One father (119) said, “you just lose yourmind in here.” The father
explained that his mental exhaustion was due to feeling helpless,
“you're justwatching fromafar cause you can't really help.” Twoparents
said that trying to make sense of how and why everything had hap-
pened would “drive you crazy” (mother 110, and father 106).

Overthinking impossible things
Parents were “overthinking” about “what will happen to my child”

(mother 117, and mother 113) when they were not around, which led
them to “think about the impossible things” (mother 108). For example,
parents felt “nervous” to leave the PICU room even for a short time and
that their child might “pass out” or something could happen to their
child. One mother expressed her fears whenever she leaves her child
for a short time to grab coffee or have a walk, “when you walk back
up is your door gonna be open, and is there gonna be 50 doctors in
here? And all you did was go change a load of laundry or go get some-
thing to eat, and you come back” (mother 131).

Fearing my child will die
Parents were lost in a maze of emotions, their thoughts wandering

far and wide, especially when they lived in uncertainty of not knowing
if their childwould survive or not. Parents harbored initial fears, worries
and concerns that they would lose their child when the child was in a
“life threatening” situation. “The one fear I have, that she's not gonna
make it, that she might die. That's the biggest fear I have.” Another
mother said, “my biggest concern was: Is my baby going to die?”
(mother 114). Thinking of death was “terrifying” and “real tough” for
the parents. They lived in uncertainty of not knowing whether their
childwould survive and if theywould have to dealwith death. Amother
described her fear, “I feel like the way I kind of emotionally process
things, I feel like I'm just like numb, almost. It's weird. Cause it was so
unexpected. So, and then sometimes I just feel like I can't handle it, or
like sometimes I feel like I'm having a panic attack. Um, it's just I think
it's gonna take a while for it all to sink in, because it happened so fast”
(mother 131).

Domain 3: Going through a Hurricane of Emotions

This domain represented the emotional toll on parents from the con-
stant highs and lows of being in the PICU. Parents went through “a hur-
ricane of emotions.” This domain involved three categories.

Going through a tidal wave of feelings
Parents' emotions involved “ups and downs” like “tidal waves.” One

mother described it this way, “it's not a slow wave coming in, and it
smacks you, and you're still going, what's going on?” Parents' “tidal
wave of feelings” occurred at two junctures in their child's illness:
when their child showed signs of improvement or signs of deterioration.
A mother said, “my emotion varied hour by hour or even minute-to-
minute depends on like how he's doing because, one minute, we think
he's doing good, and the next minute, well, he's not” (mother 113). An-
other mother explained:

“I feel every single emotion all at the same time. I'm extremely
stressed. I'm extremely depressed that my child has to go through
something like this. This tiny little person should never have to suf-
fer thismuch, but I'mhappy that he's still here, and I'mhappywhen I
get to hold him. And there's nothing like seeing him smile. It makes
my heart complete [crying], so I'd say my emotions run the gamut
every day. I go all the way from so sad to so happy, at least once a
day.” (mother 124).
Furthermore, parents felt as they were “going downhill” and it was
“nerve-wracking” when their child was “rolling downhill” in re-
sponse to deterioration in their child's condition. Other parents car-
ried two opposite emotions at the same time, “being hopeful and
optimistic even when I am sad” (mother 114). Onemother said, “it's
like you got these two (being hopeful and sad) kinda going on at the
same time” (mother 130).
Parents experienced positive emotions when their child showed

steady improvement or had "a really good prognosis, and felt “comfort-
able,” “pretty good,” hopeful and “optimistic.” One mother said, “if I get
like good news about how he's recovering, I squeeze every little ounce
of like positivity I can out of that and continue to be happy” (mother
113). One father (119) said, “emotionally, it's closely tied to how well
he's doing and when we see him getting better or even staying the
same, then emotionally I'm pretty-pretty comfortable.”

Parents reported they felt panic, anxious, nervous or worried about
their child's uncertain treatment and outcomes. One parent said, “that
nervousness of not knowing if this treatment's gonna work right or if
this treatment's gonna work right kind of, you know, going against the
grain on some of it” (mother 108). Parents often experienced uncer-
tainty characterized by the unpredictability of their child's condition
and what could happen in the next hour; they had no idea what the fu-
ture held. Onemother elaborated, “down here, this is, like, anything can
happen at any minute” (mother 102). Another mother said, “one hour,
things can be crazy, and the next, nothing's really going on” (mother
110).

Feeling helpless
Parents reached a state of mental exhaustion from feeling helpless.

There were four explicit triggers that caused parents to feel “helpless”
and “sad”: seeing other “sick children,” “struggling parents,” “hearing
the code calls,” and “seeing your child in pain.” Parents felt helpless see-
ing other suffering children and parents and were not able to reduce
others' suffering. One mother said, “it's very sad to see children being
sick and being ill” (mother 114). They also felt “sad” and “sympathetic
to all mothers that have to go through this.” Parents said it was “hard”
for them to see “cryingparents,”whowere “struggling” and “clearly suf-
fering” (mother 130). They wished they “could do something to make
that (suffering) go away.” Parents said they were “extremely de-
pressed,” because it was hard for them to see their child going through
hard time and “suffer this much.” They felt helpless when their child
suffered from pain, “if he is feeling pain, I cannot do anything. So that's,
that makes me sometimes stressed” (mother 117). Another mother
(130) said, “seeing your child in pain is the worst thing in the world”
as they described. Another mother said, “it's kind of a helpless situation
because it's your kid” (mother 110).

Not having a hopeful outlook
Parents felt hopeless when the treatment plan did not work or their

child continually deteriorated, “I don't have a hopeful outlook because
of the decline” (father 106). Another said, “I guess at first, like, for a
while, you feel that, like, nothing is gonna happen, like, nothing good
is gonna happen. There's no progress” (mother 102).

Domain 4: Being in a Safe Place with Great People

Despite the stressful environment and intensity of parents' emo-
tional response to the PICU environment, parents felt “pretty good”
and “safe” being in the PICU. Parents positively appraised the PICU as
the “best possible place,” “a great place”, and that the PICU staff were
“great” and “extraordinary.” Staff included nurses, physicians, social
workers, mental health professionals, and sitters. One mother said hav-
ing a great team helped her when she was experiencing an emotional
breakdown, “there's a lot of great people that make me—even when I
am—you know, when I'm emotionally crashing, there's a lot of great
people that help me here” (mother 114). This domain involved two
categories.

Feeling safe and peaceful here
Parents felt “a lot safer,” “pretty comfortable,” and more “peaceful”

being in the PICU with their child than anywhere else. One father
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(119) explained, “I'd use theword comfort becausewe just know it's the
best place for him to be in terms of getting care.”Anothermother said, “I
actually feel really comfortable with how well everybody takes care of
my son.”

One mother added, “I don't feel comfortable bringing him home”
(mother 113). Although parents were unhappy to be in the PICU and
see their child being in close monitoring, they believed this was the
type of care their child needed, which gave them “a little bit of
peace of mind.” Parents felt “reassured” when surrounded by a mul-
tidisciplinary team during daily rounds to discuss the child's case and
plan of care. One mother said, “it's really great to see, like I said, a
team of 30 people, everymorning, come together and talk about a lit-
tle, tiny 11-month-old baby who's fought so hard for his life in the
last year.” Another mother said, “they all might be, like, 15 different
opinions, but they're all here to figure out what's going on” (mother
110).

Healing and comforting my child
Parents said that theywere “in a newworld with a good team,”who

did “their best” to “heal” “cure” and “comfort” their child. Amother said,
“that's the biggest thing I've learned is just everyone's here to help him
and to cure him or fix him and make him comfortable” (mother 102).
Parents also shared their positive experience on how doctors
approached them, “doctors are very good and careful how they ap-
proach me as a mother” (mother 114).

Discussion

The PICU was like a turbulent roller coaster ride for parents that
turned them upside down. Similar to results from Hagstrom's (2017)
study, the ride was characterized by uncertainty, helplessness, unpre-
dictability, and occasional hopelessness. Results in the current study
elaborated Hagstrom's findings by offering a more in-depth description
of parents' emotional and mental states: parents were in a constant
state of emotional arousal and activation. There was no “down” or
“quiet” time. There was no safe emotional space for them. Parents felt
theywere “deer in the headlights” andworked to hang onto any and ev-
erything positive they could, even in the throes of uncertainty and un-
predictability. This emotional turbulence and uncertainty occurred
even in the presence of what they appraised as outstanding medical
Fig. 1. Proposed explanation of PTSD developmen
care and nursing services. Parents' view of reality, the world, and self
were altered: they felt they were living in another world, suffocating
with unreality, and felt “numbed.” A sense of unreality is consistent
with findings in Dahav and Sjostrom-Strand's study in Sweden. Parents
in both studies felt they were in a chaotic world in which everything
was “surreal” (Dahav & Sjostrom-Strand, 2018).

Parents viewed their child at a constant risk for “going downhill” and
having their child in the PICU often challenged parents' beliefs about
their child's survival. Parents' “tidal wave” of emotions depended on
the child's condition and what they understood at the time. For parents
“a hurricane of emotions” grew inside them and swirled around con-
stantly and forcefully. Parents found their emotions swinging quickly
“hour by hour,” flipping them from sad and hopeless to happy and opti-
mistic and back again, everything “happened so fast.”

We began this study aware of the high rates of PTSD in parents of
children admitted to the PICU, hoping to better understand factors in
the PICU that could be plausible explanations of these high rates.
Four categories of data in our results suggest three plausible sources:
(a) exposure to a constant threat (never having quiet, and feeling I
am losing my mind); (b) uncontrollable and unpredictable stimuli
(going through a tidal wave of feelings), and (c) intense emotions
(going through a tidal wave of feeling), all of which are summarized
in Fig. 1. We speculate that living in a constant state of threat
(Lancaster, Teeters, Gros, & Back, 2016) with no predictability (Foa
& Kozak, 1991) has the potential to trigger development of PTSD
symptoms. Additionally, study results revealed that parents mani-
fested three potential categories of PTSD symptoms during PICU hos-
pitalization: emotional avoidance, numbing (feeling I am losing my
mind fearing my child will die), and dissociative symptoms (i.e. de-
realization and depersonalization) (suffocating with what is unreal).

Study limitations should be noted. Results are limited to a conve-
nience sample of English-speaking parents. Parents were excluded if
their children were admitted within the month, received end-of life
treatment, or were identified by the clinical team as inappropriate to
enroll. Single occasion data are limited in their ability to capture par-
ents' experiences over time. Most parents were college educated,
married, White, and were primarily mothers. Results may not gener-
alize to other less well-educated, non-White single parents. Further,
a single hospital may not represent what it is like for parents in all
PICUs.
t in parents of children admitted to the PICU.
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Practice implications

Multidisciplinary targeted services are warranted throughout the
child's illness trajectory in the PICU to support parents during their
emotional roller coaster ride. Such services need to focus on helping
parents find ways to interpret what is happening in the PICU, gain
ways to self-regulate their emotions, bettermanage their fears and con-
cerns, and help them add strategies to better manage their uncertainty
and feelings of helplessness. Even in a busy PICU, it would be wise to
train PICU professionals on techniques to help parents express and
label their feelings. Labeling emotions helps mitigate the intensity of
their stress (Frattaroli, 2006; Kircanski, Lieberman, & Craske, 2012). Put-
ting words to feelings may be one of the most important aspects of the
affect-language-cognition interaction (Frattaroli, 2006; Kircanski et al.,
2012). Evidence from prior studies by others shows that verbalizing
feelings leads to tension-regulation, self-soothing, and self-reflection
(Frattaroli, 2006; Kircanski et al., 2012).

By definition, PTSD occurs three months after a traumatic event, not
during the event. Even if nurses invited parental disclosure, naming, and
labeling their emotions, this may not be sufficient to minimize or pre-
vent PTSD. Instead, post-discharge support services may be needed as
a component in preventing PTSD following the PICU traumatic event.

Conclusion

Despite outstandingmedical services and nursing care, parentswere
traumatized by their experiences in the PICU with their child. Parents
lived in a constant state of uncertainty, helplessness and fear, not know-
ing if their child would survive or have devastating outcomes or perma-
nent disabilities. Researchers and healthcare providers including nurses,
physicians, social workers and mental health professionals need to de-
velop targeted services that that focus on improving psychological
wellbeing of parents during their child's PICU admission.

CRediT authorship contribution statement

Zainab Alzawad: Supervision, Writing - review & editing.
Frances MarcusLewis: Supervision, Writing - review & editing. Ira
Kantrowitz-Gordon: Supervision, Writing - review & editing. Amy
J. Howells: Supervision, Writing - review & editing.

Acknowledgments

This study was made possible by research funds awarded from the
Hester McLaws Nursing Scholarship from University of Washington,
the Saudi Arabian Cultural Mission (SACM), and King Fahad Specialist
Hospital-Dammam.We gratefully acknowledge the assistance of Seattle
Children's PICU staff, Dr. Karen Thomas andDr. Debra Ridling from Seat-
tle Children's Hospital. The authors dedicate this paper to the parents
who participated in this study. The content of the manuscript is solely
the responsibility of the authors.
References

Bronner, M. B., Kayser, A. -M., Knoester, H., Bos, A. P., Last, B. F., & Grootenhuis, M. A.
(2009). A pilot study on peritraumatic dissociation and coping styles as risk factors
for posttraumatic stress, anxiety and depression in parents after their child’s unex-
pected admission to a pediatric intensive care unit. Child and Adolescent Psychiatry
and Mental Health, 3. https://doi.org/10.1186/1753-2000-3-33.

Carter, M. C., & Miles, M. S. (1989). The parental stressor scale: Pediatric intensive care
unit. Maternal-Child Nursing Journal, 18(3), 187–198.

Carter, M. C., Miles, M. S., Buford, T. H., & Hassanein, R. S. (1985). Parental environmental
stress in pediatric intensive care units. Dimensions of Critical Care Nursing, 4(3),
180–188.

Colville, G., & Pierce, C. (2012). Patterns of post-traumatic stress symptoms in families
after paediatric intensive care. Intensive Care Medicine, 38(9), 1523–1531. https://
doi.org/10.1007/s00134-012-2612-2.

Dahav, P., & Sjostrom-Strand, A. (2018). Parents’ experiences of their child being admitted
to a paediatric intensive care unit: A qualitative study-like being in another world.
Scandinavian Journal of Caring Sciences, 32(1), 363–370. https://doi.org/10.1111/scs.
12470.

Foa, E. B., & Kozak, M. J. (1991). Emotion, psychotherapy, and change. In J. D (Ed.), Emo-
tional processing: Theory, research, and clinical implications for anxiety disorders
(pp. 21–49). NY: Guilford.

Frattaroli, J. (2006). Experimental disclosure and its moderators: A meta-analysis.
Psychological Bulletin, 132(6), 823–865. https://doi.org/10.1037/0033-2909.132.6.
823.

Gee, D. G., & Casey, B. J. (2015). The impact of developmental timing for stress and recov-
ery. Neurobiology of stress, 1, 184–194. https://doi.org/10.1016/j.ynstr.2015.02.001.

Hagstrom, S. (2017). Family stress in pediatric critical care. Journal of Pediatric Nursing, 32,
32–40. https://doi.org/10.1016/j.pedn.2016.10.007.

Kircanski, K., Lieberman, M. D., & Craske, M. G. (2012). Feelings into words: Contributions
of language to exposure therapy. Psychological Science, 23(10), 1086–1091. https://
doi.org/10.1177/0956797612443830.

Lancaster, C. L., Teeters, J. B., Gros, D. F., & Back, S. E. (2016). Posttraumatic stress disorder:
Overview of evidence-based assessment and treatment. Journal of Clinical Medicine, 5
(11). https://doi.org/10.3390/jcm5110105.

Lazarus, R. S. (1966). Psychological stress and the coping process. New York: McGraw-Hill.
Lazarus, R. S. (1991). Emotion and adaptation. New York: Oxford University Press.
Lazarus, R. S., & Folkman, S. (1984). Stress, appraisal, and coping. New York: Springer.
Lazarus, R. S., & Folkman, S. (1986). Cognitive theories of stress and the issue of circularity.

In M. H. Appley, & R. Trumbull (Eds.), Dynamics of stress (pp. 63–80). New York:
Plenum.

Lazarus, R. S., & Launier, R. (1978). Stress-related transactions between person and envi-
ronment. In L. A. Pervin, & M. Lewis (Eds.), Perspectives in interactional psychology
(pp. 287–327). New York: Plenum.

McGrath, J. E. (1982). Methodological problems in research on stress. In H. W. Krohne, &
L. Laux (Eds.), Achievement, stress, and anxiety (pp. 19–48). Washington, DC:
Hemisphere.

Miles, M. S., Carter, M. C., Hennessey, J., Eberly, T. W., & Riddle, I. (1989). Testing a theo-
retical model: Correlates of parental stress responses in the pediatric intensive care
unit. Maternal-Child Nursing Journal, 18(3), 207–219.

Polit, D. F., & Beck, C. T. (2012). Resource manual for nursing research: Generating and
assessing evidence for nursing practice. Philadelphia: Wolters Kluwer/Lippincott Wil-
liams & Wilkins.

Shands, M. E., Lewis, F. M., & Zahlis, E. H. (2000). Mother and child interactions about the
mother’s breast cancer: An interview study. Oncology Nursing Forum, 27(1), 77–85.

Thomas, D. R. (2006). A general inductive approach for analyzing qualitative evaluation
data. American Journal of Evaluation, 27(2), 237–246. https://doi.org/10.1177/
1098214005283748.

Watson, R. S., & Hartman,M. E. (2014). Epidemiology of critical illness. In D. S.Wheeler, H.
R. Wong, & T. P. Shanley (Eds.), Pediatric critical care medicine (pp. 29–33) (2nd ed.).
London: Springer.

Zahlis, E. H., & Lewis, F. M. (2010). Coming to grips with breast cancer: The spouse’s ex-
perience with his wife’s first six months. Journal of Psychosocial Oncology, 28(1),
79–97. https://doi.org/10.1080/07347330903438974.

https://doi.org/10.1186/1753-2000-3-33
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0010
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0010
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0015
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0015
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0015
https://doi.org/10.1007/s00134-012-2612-2
https://doi.org/10.1007/s00134-012-2612-2
https://doi.org/10.1111/scs.12470
https://doi.org/10.1111/scs.12470
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0030
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0030
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0030
https://doi.org/10.1037/0033-2909.132.6.823
https://doi.org/10.1037/0033-2909.132.6.823
https://doi.org/10.1016/j.ynstr.2015.02.001
https://doi.org/10.1016/j.pedn.2016.10.007
https://doi.org/10.1177/0956797612443830
https://doi.org/10.1177/0956797612443830
https://doi.org/10.3390/jcm5110105
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0060
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0065
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0070
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0075
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0075
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0075
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0080
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0080
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0080
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0085
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0085
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0085
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0090
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0090
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0090
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0095
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0095
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0095
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0100
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0100
https://doi.org/10.1177/1098214005283748
https://doi.org/10.1177/1098214005283748
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0110
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0110
http://refhub.elsevier.com/S0882-5963(19)30372-0/rf0110
https://doi.org/10.1080/07347330903438974

	A qualitative study of parents' experiences in the pediatric intensive care unit: Riding a roller coaster
	Introduction
	Conceptual framework
	Methods
	Study design
	Participants and setting
	Recruitment strategy
	Study interview
	Demographic tools
	Analysis

	Study results
	Core construct
	Domain 1: Being in a Stressful New World
	Suffocating with what is unreal
	Being sketchier a couple of days ago
	Being stressful
	Not being super comfortable
	Never having quiet

	Domain 2: My Brain Is Burning All the Time
	Feeling I am losing my mind
	Overthinking impossible things
	Fearing my child will die

	Domain 3: Going through a Hurricane of Emotions
	Going through a tidal wave of feelings
	Feeling helpless
	Not having a hopeful outlook

	Domain 4: Being in a Safe Place with Great People
	Feeling safe and peaceful here
	Healing and comforting my child


	Discussion
	Practice implications
	Conclusion
	CRediT authorship contribution statement
	Acknowledgments
	References




