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Objectives: To examine parent perception of how the physical and cultural environment of the paediatric
intensive care unit impacted the implementation of family-centred care as outlined by the Institute for
Patient and Family Centered Care.

Research design: A qualitative descriptive design utilizing secondary analysis from a longitudinal study.
Sixty-one interviews with three mothers and three fathers (31 interviews with mothers, 30 interviews
with fathers) of infants with complex congenital heart defects treated in a paediatric intensive care unit
were subjected to secondary analysis via content analysis. The previously completed individual inter-
views with parents took place at least monthly ranging from soon after birth of their infant to one year
of age or infant death, whichever occurred first.

Findings: The family-centred care core concepts of information sharing, participation, respect and dignity
were present in parent interviews. Parents indicated that the physical and cultural environment of the
pediatric intensive care unit impacted their perceptions of how each of the core concepts was imple-
mented by clinicians. The unit environment both positively and negatively impacted how parents expe-
rienced their infant’s hospitalisation.

Conclusion: In the paediatric intensive care unit, family centred care operationalised as policy differed
from actual parent experiences. The impact of the physical and cultural environment should be consid-
ered in the delivery of critical care, as the environment was shown to impact implementation of each of
the core concepts.
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Implications for Clinical Practice

e The physical and cultural environment of the PICU can both alleviate and add to parent distress.

e Parents of infants in the PICU encounter uncertainty and added stress due to the fragile nature of their infant’s condition. Frequent
and honest communication from clinicians that acknowledges this uncertainty is important to support parents.

e Parents of infants with extended PICU stays seek consistency in those caring for their infants. Establishing consistent nurse care-
givers in the PICU is important to maintain a sense of stability for the patient and parents.

Introduction

Parents have described the paediatric intensive care unit (PICU)
environment as a “wilderness of another world without any
landmarks” (Hall, 2005, p. 181). Contributing to this perception is
that the work of sustaining lives of critically ill children requires
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the use of technology. Thus PICUs are often filled with constant
noise from the multitude of alarms, monitors and machinery. The
PICU physical environment can be congested with life-saving
equipment often minimising the child patient in his or her hospital
bed and leaving precious little free space at the bedside for parents
or family members to participate. Since becoming a subspecialty in
paediatric care in the 1960’s (Foglia and Milonovich, 2011), PICU
policies in the United States often limit parent visitation thereby
contributing to a culture that has minimised the importance and
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value of parental presence at the bedside and parental involvement
in decision making (Kuo et al., 2012). Parents and clinicians in the
United States have expressed differing views on restricting visita-
tion to specific daytime hours, at shift changeover, medical round-
ing and resuscitation events (Baird et al., 2015; Uhl et al., 2013),
with parents favouring less restriction and clinicians favouring
more. However in other countries this has not been the case and
over the past few decades there has been a renewed effort to
engage in family-centred care (FCC) across paediatric units in the
United States (American Academy of Pediatrics, 2003, 2012;
American Nurses Association, 2008, 2015). With the push for pae-
diatric care to be family-centred, the PICU culture is slowly shifting
to include parents in every aspect of their child’s care and to
encourage partnerships between parents and members of the
health care team. The aim of this study is to describe parent per-
ceptions of FCC in the PICU, specifically how the PICU as a physical
and cultural environment impacted parents of critically ill infants.
Understanding the experience of parents of children in the PICU
and their perception of family-centred care will inform this ongo-
ing work and potentially lead to more effective implementation
strategies.

Background/significance

The Institute for Patient and Family-Centered Care (IPFCC)
defines FCC as a partnership between families and health care pro-
fessionals that contributes to better outcomes for patients and
their family members, increased quality and safety, superior health
care experiences and enhanced satisfaction with care (www.ipfcc.
org). According to the IPFCC, FCC includes four concepts: respect
and dignity, information sharing, participation in care and decision
making and collaboration between patients, families and the
healthcare team (www.ipfcc.org). Multiple professional organisa-
tions have advocated for the delivery of pediatric health care in a
manner that is patient and family-centred (The Institute of
Medicine, 2001; American Academy of Pediatrics, 2003, 2012;
American Nurses Association, 2008, 2015).

In their grounded theory study examining the social and phys-
ical environments of the PICU, Butler et al. (2019) found that the
environment impacted parent-provider relationships at end of life,
but how does the PICU environment impact parent perception of
the delivery of FCC? The importance of the physical environment
(i.e., the makeup of the unit, patient room, and waiting room) in
the enactment of respect and dignity, information sharing, and par-
ticipation while in the PICU is understandable. However, to under-
stand the impact of the cultural environment, or the shared
attitudes, values, goals, and behavioural practices of the PICU,
one must understand how care has been delivered historically. In
the past, hospitalised children were cared for exclusively by staff
with little involvement in care or decision making by parents; par-
ental visitation was also severely restricted (Johnson, 1990; Jolley,
2007; Jolley and Shields, 2009). As care of the hospitalised child
changed in the late 20th and early 21st centuries, parents became
more directly involved in care and decision making for hospitalised
children. This necessitated family-centred partnerships with hos-
pital staff, specifically nurses and physicians. While the care of
children hospitalised in acute settings in the United States has
made strides in the transition to a more family-centred model,
PICUs have been slower to adopt this method of care delivery
(Butler et al., 2013; Foglia and Milonovich, 2011), perhaps due to
their use of technology, the critical conditions of their patients
and the history of limited visitation and participation by parents.
Generally speaking, the PICU cultural environment can be charac-
terised as having limited family visitation and/or involvement in
direct care and decision making (Baird et al., 2015; Frazier et al.,

2010; Kuo et al., 2012). As a result of these constraints on the fam-
ily, the PICU nurses were the child’s primary and often only direct
caregiver. Parents have reported feeling that their infant “belonged
to the staff” (Cantwell-Bartl and Tibballs, 2013) and have perceived
nurses as both facilitators (Ames et al., 2011; Latour et al., 2011;
Mattsson et al., 2014) and barriers (Ames et al., 2011; Carnevale
et al., 2007; Macdonald et al., 2012) to parent participation in the
child’s care.

Parents are integral members of the partnership that is needed
to ensure the successful delivery of FCC in paediatric critical care
settings. As such, their perspective on how well FCC is being imple-
mented is critical. The evidence has shown that parents have both
positive and negative perceptions of the implementation of FCC in
the PICU. We conducted a secondary analysis of data from a longi-
tudinal study of parent involvement in decision-making in an
intensive care environment to further elaborate the role of the
physical and cultural environment in parent perception of the
delivery of FCC.

Methods

This secondary analysis was based on interview data from a
subsample of parents enrolled in a primary study that examined
the trajectory of decision making for infants with complex life-
threatening conditions (RO1INR010548, P.I. Docherty). The third
author of this manuscript was the PI for the primary study; the
first, second and fourth authors were primarily responsible for this
secondary analysis and were not involved with the primary study.
Institutional review board (IRB) approval (16-1439) was obtained
from the first author’s academic institution as well as from the
IRB responsible for oversight of the primary study. An overview
of the primary study is presented below.

Primary study

The primary study (RO1INR010548, P.I. Docherty) from which
the data for this secondary analysis was obtained took place in a
major academic children’s hospital in the Southeastern United
States. This PICU environment was one with few private rooms
which were reserved for children requiring isolation. The majority
of the infants were cared for in a large, open area that contained 6-
8 bed spaces with retractable curtains present between each bed
space for limited privacy. The unit allowed for visitation, however
visitors were asked to leave during shift changeover, morning
medical rounds and emergent situations. Only those over the age
of 12 were allowed to visit and one family member could stay
overnight at bedside in a portable recliner. A waiting room was
adjacent to this PICU and all visitors were required to request
access from staff members when entering the unit. A longitudinal
mixed-methods case-study design was used to examine the trajec-
tory of parental decision making for infants with complex life-
threatening conditions. Parent enrollment in the primary study
was initiated at the birth of their infant (for infants whose condi-
tion was diagnosed prenatally) or within days of the diagnosis
(for infants whose condition was diagnosed in the post-natal per-
iod). Subsequently, interview data, parent reported outcome data
and infant clinical data were collected at least monthly for one year
for those infants who lived, and at least monthly until death and at
6 and 12 months following death for those infants who did not sur-
vive. In addition to monthly data collection, the investigators col-
lected data when a major treatment event or decision occurred;
there were multiple instances for which the monthly and event/
decision data collections coincided and were combined to mini-
mize parent burden.
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Secondary analysis

Design. In this secondary analysis, a qualitative descriptive
design was used to examine parents’ experience with the core con-
cepts of FCC and how the physical and cultural environment of the
PICU influenced those experiences.

Sample Selection. The primary study sample consisted of infants
(n=30) diagnosed with three categories of conditions: complex
congenital heart anomalies (n = 10); extreme prematurity (n=9);
metabolic conditions requiring stem cell transplantation (n=11).
Since our study aims focused on the PICU environment, we used
only data from parents of infants with complex congenital heart
anomalies who were cared for in a PICU environment. The cases
(defined as an index infant, the infant’s mother and the infant’s
father) selected for this analysis were purposively sampled, with
assistance from the primary study investigators. The cases were
sampled sequentially, based upon the following criteria: (a) quan-
tity and depth of information related to FCC contained in parent
interview data; (b) informational variability based upon time of
diagnosis (i.e., pre/post natal diagnosis) and (c) length of PICU stay.
For example, the first case was purposively chosen based on pri-
mary study investigators’ perceptions of the quantity and informa-
tion richness related to parenting an infant in the PICU. The second
case was then chosen based upon the timing of diagnosis (post-
natal versus prenatal) to determine any variability based on diag-
nosis timing. The third case was chosen based on a reduced med-
ical complexity and a shortened length of PICU stay that was
different from the two previously analysed cases. Our sampling
goal was to achieve what Hennink et al. (2017) have called “mean-
ing saturation” or the point at which themes or issues have been
fully elaborated and “no further dimensions, nuances or insights
of issues can be found” (p. 594). The authors determined that sat-
uration was achieved after completing the analysis of data from
three cases (61 interviews, approximately 1500 pages of data).
Each case contained an infant with a complex congenital heart
anomaly and as a matter of chance, a married mother and father
in their 30’s. The first case infant (C1) was a female of minority
race/ethnicity with a prenatal diagnosis who spent approximately
150 days in the PICU. The second infant (C2) was a non-minority
female with a post-natal diagnosis who spent approximately 300
days in the PICU, while the third infant (C3) was a non-minority
male with a pre-natal diagnosis who was hospitalised in the PICU
for just under a month.

Data Analysis. Data analysis entailed careful reading of the inter-
view transcripts for each case and development of codes that were
applied to the entire data set. A data management program was
used to support data coding and analysis (Atlas. Ti, Scientific Soft-
ware Development, Berlin, Germany). Using directed content anal-
ysis (Hsieh and Shannon, 2005) the first author coded the data
using the FCC core concepts as defined by the IPFCC as the initial
start list of codes. Following this initial round of coding, data
related to each of the core concepts were reviewed to identify
the nature of parents’ experiences related to each of the core con-
cepts and the PICU physical and cultural environment. A working
codebook was developed that included definitions and text exam-
ples of all FCC codes (Miles et al., 2014).

Trustworthiness. Given the first authors’ clinical experience in a
PICU and impressions regarding the implementation of FCC in that
setting, analytic memos were routinely composed throughout data
analysis to track her assumptions and biases, and as a means to
preserve analytic insights (Saldana, 2013). The working codebook
was reviewed and refined during data analysis with input from
the second author, an expert in qualitative research. In the interest
of supporting trustworthiness and to evaluate the reliability of the
coding, the second author performed code checks on 20% of the
interview transcripts. The first and second authors met frequently

to discuss the application of codes and to resolve discrepancies in
coding, if any.

Findings

Our analysis revealed the IPFCC core concepts of information
sharing, participation, respect and dignity in the data from three
cases. Based on parents’ report, we describe how each core concept
was manifested in the PICU. We also examine how the parents per-
ceived the physical and cultural environment of the PICU as influ-
encing implementation of FCC, and parenting in the PICU.

Information sharing

Impact of the physical and cultural environment on information
sharing. Parents of infants in the PICU valued regular, in-depth
information exchanges with members of the health care team that
explained options for treatment, provided details regarding their
infant’s condition and care plan and was conveyed using language
that parents understood. The parents in each case indicated that
after admission to the PICU and prior to any surgical procedures,
the infant’s clinicians communicated information using images of
the infant’s anatomy to thoroughly explain diagnoses and recom-
mended procedures. Parents indicated that “he brought it down to
a level that we understood and wasn’t over our head” (C1) and that
this type of information exchange “made it so black and white for
me” (C1) and helped to allay parents’ initial experience of being
overwhelmed by the amount and complex nature of information
received. Additionally, when preparing parents for procedures such
as placement of tracheostomy and/or nasogastric feeding tubes,
parents described how nurses used dolls and booklets to show
how each tube would look and how to care for it. Parents described
the dolls as a non-threatening approach that helped them become
comfortable with the appearance and care of these medical
devices. Parents discussed how they felt comfortable asking ques-
tions about their infant’s care and gained valuable information
from the nurses who were a constant presence at the infant’s bed-
side. One mother stated, “The nurses. .. will give me information and
they kind of explain things and I'm sitting there and they’re doing
things and we talk all day long” (C2).

Parent satisfaction with information sharing was diminished
when, in situations of prognostic uncertainty, they perceived clin-
icians as purposefully vague about their infant’s prognosis or treat-
ment. In two of the three cases, the infant’s medical condition was
complicated by multiple setbacks and did not follow the course ini-
tially anticipated by the clinicians. Both sets of parents (C1, C2)
indicated that when they asked physicians for more information,
they were given “non-committal” answers to questions and vague
date ranges for recovery or subsequent surgeries. Parents indicated
decreased satisfaction with communication when this occurred
and subsequently pushed physicians for more concrete informa-
tion about their infant’s condition and treatment plan.

Each infant in this study had a complex congenital heart anom-
aly requiring life-saving intervention from multiple providers soon
after birth. As the infants’ conditions and treatment courses
evolved, the number and type of clinicians involved increased.
Although parents were satisfied with how individual clinicians
communicated with them, each parent reported that miscommu-
nication between clinicians created conflict and parental mistrust.
One mother commented that she felt clinicians were “passing the
buck” (C1) by suggesting that another clinician was responsible
for critical decisions; she reported that no one was willing to take
the lead and oversee her daughter’s care.

As PICU stays lengthened and their infant’s condition evolved,
parents experienced the team as no longer giving specific timelines
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for recovery and also as modifying and broadening treatment
goals. Two parent dyads reported being frustrated by this; one of
these fathers indicated that this vagueness was so the PICU team
could “cover their asses” (C2) in case of a negative outcome. One
mother described resigning herself to this approach to communi-
cation saying, “That’s just how it works here” (C1) indicating her
perception of the culture in the PICU. One father stated that vague
goals and timelines benefitted his infant by allowing her to pro-
gress at her own pace without pressure. All parents expressed that
the frequent changes in the plan of care were both overwhelming
and difficult to understand.

Participation

Impact of the physical and cultural environment on participation.
The impact of the physical and cultural environment on parent
participation was evident in the data. Parents wanted to actively
participate in their infant’s care, and were initially involved in per-
forming basic parenting tasks such as holding the infant, changing
diapers and bathing. Over time, participation progressed to include
more complex aspects of parenting such as involvement in treat-
ment decision making and care planning. Parents experienced this
as being included as part of the team and their input being valued
by clinicians; one mother stated, “My vote really counts” (C1). Par-
ents of each of the three infants reported they were comfortable
participating in bedside medical rounds, which provided an oppor-
tunity to exchange information with the care team.

All parents perceived the nurses as gatekeepers to participation
in the basic aspects of their infant’s care. One mother stated, “It
depends on the nurse working as to how involved I can be with daily
cares” (C2), and another stated, It would be really nice if the nurse
decides you can play a part in your baby’s care, ‘cause if I would've
known that day one I think it would've been a tremendous relief
and I don’t think I would've been as sad. (C1)

Two of the mothers (C1, C3) expressed feelings of not being a
mother to their infants because of the abnormal circumstances in
the immediate post-natal period and perceived barriers to partici-
pating in their infant’s care posed by the PICU staff and environ-
ment. In the first weeks of life, each infant was attached to
multiple machines with varying numbers of tubes and lines snak-
ing around the bedside; parents reported having to be taught how
to safely perform basic parenting tasks made more difficult
because of the equipment and tubes connected to their infant. Par-
ents commented that their participation was also impacted by the
nurse and respiratory therapist assigned to their infant on a given
shift. Parents had definite preferences regarding staff but little con-
trol over staff assignments. One mother indicated her stress level
varied based on how “on top of things” (C2) she needed to be, based
on which nurse and respiratory therapist were on duty.

Parents in this study reported participation in medical rounds,
yet the specific nature of their participation was based on unit pol-
icy. Parents indicated that they were not “allowed” (C2) on morning
rounds in which the entire interdisciplinary team was present, but
could participate in afternoon rounds which involved only the
medical team; they had not been given an explicit explanation
for this distinction. Although parents reported modifying their vis-
itation schedule to participate in afternoon rounds they nonethe-
less would have appreciated the option of participating in the
rounds that best suited their schedules.

Parent participation was also impacted by unit policies when
there were emergencies or cardiac arrests (codes) affecting chil-
dren in the PICU. Parents indicated that they were “kicked out”
(C2) of the unit during codes and often not permitted to return
for many hours. One mother reported that she unintentionally wit-
nessed emergencies and code events for other children. According
to unit policy, she should have left during this time but was hold-

ing her infant who was attached to an array of equipment and
would have required the assistance of multiple nurses to return
the infant to bed. This mother reported that witnessing the code
was “scary” because although the curtains were pulled during the
emergency, “you could still hear everything” (C2). Parents reported
barriers to spending the night with their infant, indicating there
were no actual bed spaces for overnight visitation and limited
room at the bedside for the reclining chairs that were provided.

Respect and dignity

Impact of the physical and cultural environment on respect and
dignity. Parents had individual impressions of the physical and cul-
tural environment of the PICU and how this impacted the way they
were treated. Parents frequently referred to the “way things work”
(€C1) in the PICU. For example, parents discussed the hierarchy of
power in the PICU (as they perceived it to be) and how this influ-
enced who they believed could implement their requests. One
mother stated, “The nurse practitioners I try and get to change things
‘cause they seem to kind of have more power”(C2). Another mother
believed that her understanding of what goes on in the PICU
stemmed from being there when doctors “drop by” and listening
to the nurses “talk to each other” (C1).

Parents noted how support from the health care team conveyed
respect and dignity. Parents were positively affected by what they
viewed as clinicians’ investment in their infant’s care and survival,
they identified instances when nurses showed genuine excitement
or disappointment related to changes of their infant’s illness trajec-
tory; a mother commented that the nurses were her infant’s
“cheerleaders” (C1). One mother was moved when she was told that
nurses had called or visited on their days off to check on her infant
after surgery and another mother was deeply moved when nurses
came in from home to support her when her daughter died in the
PICU. Parents frequently talked of the rapport with their nurses;
the parents whose infants experienced prolonged PICU stays devel-
oped relationships with staff that they described as feeling more
like “friends than nurse and parent”(C1, C2). Likewise, a mother
whose infant spent minimal time in the PICU commented on her
experience, I will say everybody in the unit was almost um... so
respectful to the primary parents, I mean just really... I mean they
make you feel special as the parents and make you feel, I mean I really
feel like they go out of their way to sort of bring you into the fold. (C3)

Parents also indicated that staff displayed respect for their spir-
itual needs by praying with them while their infant was in the
PICU.

On the other hand, parents also reported behaviour that they
experienced as not conveying respect and dignity. Parents of one
infant perceived that members of the health care team had “given
up” (C2) on their infant when the physicians mentioned with-
drawal of intensive care as opposed to more treatment options;
they indicated this was a source of distress and contributed to a
sense of distrust and conflict with this physician.

Another environmental factor that parents perceived as impact-
ing dignified and respectful care in the PICU was the lack of consis-
tency in those providing care to their infant. Parents commented
on the frequency with which the nurses responsible for their
infant’s care had little, if any, experience caring for an infant in
the PICU. This lack of consistent providers with PICU experience
was especially disturbing to parents in one prolonged-stay family.
For example, this mother stated, Maybe people should just be able to
stay in little homes where they know their people and stuff and place
and. . .I know why floats have to happen, and stuff like that but just
seems like...you're taking people out of their comfort zone putting
them in a place where they're not quite sure and in those situa-
tions. . .it seems like it’s a little more critical to have those people in
place. (C2)
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This parent dyad eventually requested that a consistent core
group of nurses be assigned to care for their daughter.

As previously mentioned, one of the parent dyads in this study
experienced trust issues with an attending physician; these trust
issues developed into more pervasive conflicts with other health
care team members. They perceived this physician as not respect-
ing their care preferences and questioned whether the physician
might engage in care that would harm their daughter. Given their
understanding of the power hierarchy in the PICU and the institu-
tion overall, the parents of C2 expressed concerns that there wer-
en't “checks and balances” in place for disagreements between
parents and attending physicians. This particular mother stated:
There needs to be more accountability at that level.. If I have a prob-
lem with the nurse I go to the charge nurse. If I have a problem with
the charge nurse I'll go to the NP, fellow, whoever like if I have a prob-
lem with them I go to the attending. Well what if I have a problem
with the attending? (C2)

Since these parents perceived that no one was responsible for
oversight of attending physicians, they were concerned for their
infant’s safety when this particular physician was on duty.

Discussion

A research study investigating FCC practices once asked the
question “an office or a bedroom?” when referring to the PICU
environment (Macdonald et al., 2012). These authors found that
FCC as theorised and operationalised as policy differed from
actual parent experiences in the PICU. The parents in our study
described multiple environmental factors that played a role in
their perception of FCC in the PICU, indicating that the physical
and cultural environment of the PICU exerts contextual influence
in the delivery of care that encompasses the concepts of informa-
tion sharing, participation and respect and dignity. We found no
evidence of collaboration that reflected our operationalisation of
the IPFCC definition as involvement in programmatic and policy
level collaboration. We did find evidence of collaboration
between parents and clinicians related to care coordination, treat-
ment plans and delivery of care. Given the primary study’s aims,
participants were not asked about their involvement in program-
matic and policy level collaboration and collaboration as defined
for this study was unlikely to be in our data. Accordingly, we can-
not definitively refute the inclusion of collaboration in the PICU
FCC conceptual model (Fig. 1).

Information sharing

Infants cared for in the PICU can have unstable medical condi-
tions and as such their plan of care can change quickly and without
notice; this unpredictability was a source of uncertainty and thus
stress for parents in this study. In her work with parents of hospi-
talised children, Mishel (1988) discussed uncertainty as a major
variable in how parents perceived their child’s illness and thus
their ability to incorporate information was largely impacted by
their uncertainty. The situation this creates for parents and clini-
cians alike is both difficult and unavoidable given the critical, com-
plex and sometimes rare nature of the illnesses faced by infants
and children hospitalised in the PICU, compounded by the unfamil-
iar environment. Parents expressed that their satisfaction with
information sharing and communication was decreased when they
perceived clinicians as giving vague or broad answers to parental
questions, however because of the tenuous and unpredictable
nature of pediatric critical care, clinicians might be unable to give
information that will be perceived as anything but vague.

The possibility exists that more frequent exchange of informa-
tion in the form of participation in family meetings or conferences

Information
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Fig. 1. Conceptualisation of FCC in the PICU. "Collaboration is tentatively present
pending further investigation and development.

and daily bedside medical rounds could help to lessen or at least
normalise and convey sensitivity to parent uncertainty and in turn,
distress related to changes in their child’s plan of care. Research on
family conferences in the PICU indicates that parent satisfaction
with communication increased when providers considered com-
peting demands on parent schedules (Levin et al., 2015) and dis-
cussed medical and treatment information in understandable
language (Michelson et al., 2017) and in a patient and family-
centred, empathetic manner (October et al., 2016). In our study,
two of the dyads indicated that family meetings were common-
place to discuss their infant’s condition and treatment plan; these
families had infants with prolonged stays where the plan of care
changed frequently. Additionally, if PICU clinicians are hesitant to
set specific treatment goals and timelines for a child because of
their ever-changing condition, sensitive communication with par-
ents that acknowledges the resultant uncertainty and impacts on
parental stress could improve parent perception of information
sharing. As a result, clinician sensitivity to and acknowledgement
of parental uncertainty may have implications for the development
of interventions that support information exchange with parents in
the PICU who are dealing with uncertainty related to their child’s
illness and treatment plan. Additionally, development of strategies
for information exchange that ensures parents both understand
and are satisfied with the nature and specificity of information pro-
vided by clinicians could aid in reducing the information uncer-
tainty experienced by parents in the PICU. Parents of children in
the PICU have indicated that “keeping them informed” and “being
honest” were important clinician strategies to support parent’s
while in the PICU (October et al.,, 2014). DeLemos et al. (2010)
found that parents in the PICU were better able to build trusting
relationships with their child’s providers when the parents per-
ceived communication to be honest, inclusive, compassionate,
clear, comprehensive, and coordinated. In Mishel’s uncertainty in
illness theory, the ability to establish trusting relationships with
clinicians caring for a loved one led to a lower level of overall
uncertainty (Mishel, 1988).

The American Academy of Pediatrics recommends bedside
medical rounds that are inclusive of family members as a pediatric
inpatient practice standard (American Academy of Pediatrics,
2012). All parents in this study indicated that while they were
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not allowed to participate in morning interdisciplinary bedside
rounds, they did attend afternoon bedside rounds as a means to
exchange information and participate in their child’s care. While
no parent spoke of policies that prohibited their participation in
morning rounds, two parent dyads frequently said they “weren’t
allowed on morning rounds” without further elaboration if this
was an explicit unit policy stated to parents upon admission or
one that was implicit in the PICU culture. Baird et al. (2015) found
that both explicit and implicit unit-based rules impacted parents of
children in the PICU. Additionally, the intersection of nurse and
parent perceptions of unit-based rules impacted the delivery of
family-centred care.

Participation

Early in our study, we found that all parents commented that
nurses both facilitated and inhibited parental involvement in
their infant’s physical care; this belief is echoed in the literature
regarding parent participation in the PICU (Ames et al., 2011;
Cantwell-Bartl and Tibballs, 2013; Geoghegan et al., 2016). As their
participation increased, parents began to view themselves as
experts in the care of their infant. Studies of parents whose infants
had prolonged hospitalizations reported that parents began their
infant’s stay in the PICU naive, but over time came to better under-
stand the unit and its culture. For example, Geoghegan et al. (2016)
found that parents either developed strong relationships with the
staff and came to know the culture of the unit, or became increas-
ingly stressed over time and their “needs and concerns escalated”.
This finding was true for our prolonged-stay parents as well in that
one of the two parent dyads formed a highly functional working
relationship with the health care team while the other dyad devel-
oped an active distrust of the clinicians and experienced multiple
conflicts related to their infant’s care. Nurses in the Geoghegan
et al. (2016) study also believed that prolonged stay parents
became “institutionalised” to the PICU, meaning they develop an
understanding of the environment and inner workings (or culture)
of the PICU. This too was observed in our study in part when par-
ents routinely used previously unknown medical terminology
when discussing their infant’s condition and their observations of
the PICU environment.

Respect and dignity

The parents in our study expressed that having consistent
nurses for their infant was important to them. Parents indicated
that they preferred nurses who had previously cared for their
infant; one parent dyad specifically requested that a core group
of such nurses be assigned. As a sign of respect for parent wishes,
every attempt should be made to establish a core group of consis-
tent nurses for each child in the PICU. Parents whose infants had
prolonged stays were especially impacted by the continuity of care
given the complicated nature of their infant’s condition and treat-
ment course. Parents evaluated care quality based on how well
nurses knew their infant and the infant’s unique characteristics.
As reported in Baird et al. (2016), parents preferred having consis-
tent nurses and expressed relief when this occurred; parents expe-
rienced frustration when faced with frequent new caregivers and
felt it necessary to remain vigilant at the bedside. Parents in the
Geoghegan et al. (2016) study also expressed that finding out
which nurse would be caring for their child would either produce
the sentiment “Oh thank goodness” or “Oh, my God, this is going to be
a hell of...” (p. e499). Perhaps one barrier to the implementation of
consistent caregivers in the PICU is the nurses themselves. Nurses
have indicated that they would prefer not to work with the same
patients for multiple shifts because it could create boredom or
possible attachment to a patient/family (Butler et al., 2015); many

PICU nurses indicated that caring for the same patient repeatedly
would not allow them to advance their knowledge or skills
(Baird et al., 2016). In addition to respecting parent preferences
for care of their infant and increasing satisfaction, neonatal inten-
sive care unit outcomes research has shown that length of stay and
duration of mechanical ventilation may be positively impacted by
consistent nurse assignments (Mefford and Alligood, 2011).

Limitations

As mentioned previously, because of the secondary nature of
this data, we were unable to control the course of each interview
and probe further on some of the data related to our study aims
(e.g., institution-wide programmatic and policy collaboration).
The primary study investigators were involved in selection of cases
for this analysis, as such one might conclude this introduces the
possibility of selection bias and is therefore a limitation; however
we posit that our purposeful sample benefitted from the expertise
and knowledge of the primary investigators. The small sample size
of 3 cases could also be identified as a limitation, however we
believe that the richness and amount of data analyzed mitigates
this as a limitation. Further, the study participants were all cared
for in the same institution and same PICU where the culture, man-
agement, and inherent policies may not reflect those at other insti-
tutions and PICUs. However, this data set was well suited to our
study aims and the amount and longitudinal nature of our data
allowed for analysis over time that revealed how parents of infants
with prolonged PICU stays perceptions of the environment chan-
ged over time. The rigorous data analysis and coding checks also
aided trustworthiness.

Recommendations for future research

Continued research is necessary to ensure that the care deliv-
ered to patients and families in the PICU is family-centered and
encompasses all core concepts. Parents of children in the PICU have
indicated their dissatisfaction with communication and informa-
tion sharing, focusing mainly on the uncertainty of their child’s
prognosis and the resultant vague and changing treatment plan.
Acknowledgement by clinicians of the unpredictability of a child’s
PICU trajectory as a source of stress for parents is needed. Further,
interventions to support consistent, regular communication and
improve parent satisfaction with information sharing are needed.
Additionally, parents of children with a prolonged PICU stay have
indicated their preference of having a consistent set of nurses care
for their children. Research should be performed to explicate the
barriers, both environmental and cultural, that have prevented
the assignment of consistent nurse caregivers from becoming a
reality in the PICU. Moreover, while this study focused specifically
on FCC in the PICU, the results found herein are not necessarily
unique to the PICU and could be generalizable to other pediatric
care environments where children with life-threatening conditions
receive care supported by technology.

Conclusions

Parents of infants hospitalised in the PICU endure considerable
stress as a result of their infant’s critical illness; the environment of
the PICU has been shown to both contribute to and alleviate paren-
tal distress. Parents expect that they will be able to participate in
the care of their infant, have open, honest and compassionate
information exchange on a regular basis via family meetings and
rounds, and that their wishes for consistent nurses will be
respected. The physical and cultural environment of the PICU
should be considered when attempting to deliver quality intensive
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care that is both patient, and family-centred as outlined by the
IPFCC.
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