European Journal of Pediatrics (2022) 181:823-831
https://doi.org/10.1007/s00431-021-04279-6

ORIGINAL ARTICLE q

Check for
updates

Parental presence at the bedside of critically ill children
in the pediatric intensive care unit: A scoping review

Lauren Miller' - Monique Richard? - Kristina Krmpotic?3>® - Anne Kennedy* - Jamie Seabrook®%’

Corey Slumkoski® - Martha Walls® - Jennifer Foster®>’

Received: 30 June 2021/ Revised: 14 September 2021 / Accepted: 30 September 2021 / Published online: 9 October 2021
© The Author(s), under exclusive licence to Springer-Verlag GmbH Germany, part of Springer Nature 2021

Abstract
Parental presence at the bedside (PPB) of critically ill children in the pediatric intensive care unit (PICU) is necessary for
operationalizing family-centred care. Previous evidence syntheses emphasize parent-healthcare provider interactions at rounds
and resuscitation; our focus is the parent—child dyad. Prior to embarking on further study, we performed a scoping review
to determine the breadth and scope of the literature addressing PPB of critically ill children in the PICU. We searched five
online databases (MEDLINE, EMBASE, CINAHL, Cochrane Library, and PSYCHINFO) and the grey literature to identify
English and French reports from January 1960 to June 2020 addressing physical parental presence with children (birth to
18 years) in intensive care units, without limitation by methodology. Screening, reference selection, and data extraction were
performed by two independent reviewers. Data were extracted into a researcher-designed tool. We identified 204 publica-
tions (81 quantitative, 68 qualitative, 22 mixed methods, and 9 descriptive case or practice change studies, and a further 24
non-study reports). PPB was directly assessed in 78 (38%) reports, and was the primary objective in 64 (31%). Amount or
quality of presence was addressed by 114 reports, barriers and enablers by 152 sources, and impacts and outcomes by 134
sources. While only 6 reports were published in the first two decades of our search (1960-1980), 17 reports were published
in 2019 alone.

Conclusions: A relatively large body of literature exists addressing PPB of critically ill children. Separate systematic
evidence syntheses to assess each element of PPB are warranted.

Scoping review protocol registration: Open science framework, protocol nx6v3, registered 9-September-2019.

What is Known:

o Parental presence at the bedside of critically ill children must be enabled to facilitate family centeredness in care.

o Systematic evidence syntheses have focused on parental presence at rounds or resuscitation, rather than with the child throughout the inten-
sive care journey.

What is New:

o Many reports (n=204) address parental presence at the bedside in the pediatric intensive care unit, though most do as incidental findings

o [dentifies studies addressing key elements of parental presence in the PICU including barriers and enablers to, amount and quality of, and
impact and outcomes of parental presence, and demonstrates trends over time and geography.

Keywords Parent - Child - Visitation - Family presence - Pediatric intensive care unit - Scoping

Abbreviations PPB Parental Presence at the Bedside
COVID-19 coronavirus disease 2019 PICU Pediatric Intensive Care Unit
NICU Neonatal intensive care unit
. ) Introduction

Communicated by Piet Leroy
54 Jennifer Foster For critically ill children admitted to the pediatric intensive

jennifer.foster@iwk.nshealth.ca care unit (PICU), parental presence at the bedside (PPB) is
Extended author information available on the last page of the article a source of comfort [1] and a recognized human right [2].
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Historically, visiting hours and lack of privacy limited PPB
[3]. In today’s evolving healthcare climate, a more family-
centered approach has addressed some of these issues
through pediatric critical care teams encouraging parental
presence and involvement in care [4, 5]. As has become evi-
dent in the wake of the coronavirus disease 2019 (COVID-
19) pandemic, unlimited parent and family presence may face
significant barriers and is still seen as an optional element of
care [6, 7]. Before designing research on PPB, an understand-
ing of the scope of existing literature on the topic is needed.

Preliminary searches of PROSPERO, MEDLINE, the
Cochrane Database of Systematic Reviews, CINAHL, and
JBI Evidence Synthesis prior to protocol development (Feb-
ruary 11, 2019) and to manuscript preparation (June 11,
2021) did not identify any systematic or scoping reviews
on the topic. A 2018 integrative review examined whether
research on parental perspectives of family-centered care
demonstrated implementation of its 4 core concepts, which
include participation in care but not presence at the bedside
specifically [8]. A systematic review of hospital visitation
policies explored reported impacts but was not PICU-specific
and examined policy rather than actual presence [9]. A sys-
tematic review of PICU parental presence during resusci-
tation and invasive procedures identified that being present
improved coping and satisfaction with care [10] but did not
address presence through the entirety of the admission.

We define PPB as physical parental presence in the PICU
room with their critically ill child. The presence may be
active, in which the parent is engaged in provision of care,
or passive, in which the parent is present though not involved
in providing comfort or care. Unlike research focusing on
parental presence on rounds, which emphasizes the parent-
healthcare team interactions, our research question focuses
on the parent—child dyad. Based on our literature review
and clinical experience and expertise as PICU clinicians,
our study team conceptualizes that studies addressing PPB

Fig.1 Proposed framework for
elements of Parental Presence at
the Bedside (PPB)
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may consider the amount and nature of time spent together
in the PICU, barriers and enablers to parent presence with
their critically ill child, and the impact of this interaction on
health-related outcomes (Fig. 1).

The amount and nature of time that parents spend with
their critically ill child is unknown, as is the quantity and
type of literature addressing the topic. There may be multi-
ple barriers or enablers that impact PPB, not least of which
are restrictions triggered by the COVID-19 pandemic. [11,
12]. One can conceptualize that hospital and PICU policy
and practice [13], elements of the child’s illness [3, 14],
PICU environment [13, 15], external factors such as sib-
lings [16], and parents’ intrinsic motivations and capabilities
[17] may all act as barriers or enablers to presence, though
the extent of the literature addressing the topic is unknown.
Finally, preliminary evidence in adults demonstrated asso-
ciations between unrestricted family presence policy and
improved bio-[18], psycho-[19] social [20] outcomes.
While it seems intuitive that PPB would benefit children,
even if potentially stressful or distressing for parents, the
evidence has not been systematically explored. There is a
need to develop an understanding of family and parental
presence in the PICU, and to identify what elements have
been investigated. Prior to undertaking such an assessment,
a scoping review is needed to systematically map the exist-
ing literature. The primary objective of this review was to
detail the breadth and depth of the current body of literature
addressing PPB of critically ill children in PICU, including
the number and types of studies addressing each of the con-
cepts outlined in the researcher-proposed PPB framework
(Fig. 1). We secondarily sought to understand the breadth
of literature that directly investigates PPB and to identify the
works for which an aspect of PPB was the primary objec-
tive. This overview will be used to determine the need for
and feasibility of future investigations, including systematic
reviews, in the area.

Parents

Potential
outcomes studied

Parent-child dyad:

Quantity, nature

Actual
outcomes
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Methods
Review question

What is the scope and nature of literature addressing paren-
tal presence at the bedside of critically ill children in the
PICU?

Study design

This scoping review was conducted using the methodology
described by Arksey and O’Malley [21] and the enhance-
ments proposed by Levac and colleagues [22]. The protocol
was registered prospectively with the Open Science Frame-
work on 9 September 2019 (osf.io/nx6v3). The Preferred
Reporting Items for Systematic reviews and Meta-Analyses
extension for Scoping Reviews (PRISMA-ScR) checklist
was used in designing and reporting the study and is avail-
able as Supplementary File 1.

Eligibility criteria

The search started at 1960, which marks the earliest refer-
ences to pediatric intensive or critical care units in the pub-
lished literature, and ended in 2020 (Database searches June
20, 2020, website searches July 15, 2020), enabling assess-
ment of trends over time. The search was limited to records
published in English or French, the working languages of
the study team.

Population: Studies were eligible for inclusion if they
described parents of critically ill children (ages birth to
18 years [23]) who were admitted to a PICU. We included
studies that defined parents in any study-defined manner.
Studies that considered visitors generally without specific
reference to parents were not included.

Context: As the context of interest we included all PICUs,
including trauma, neuro-critical care, burn, cardiac, medi-
cal, and surgical units, or critical care units. We included
mixed NICU-PICU and adult intensive care unit-PICU stud-
ies where pediatric patients and their families were clearly
defined and distinguishable. We included step-up/step-down
units where the described scope included acute therapy or
monitoring that would normally be delivered in a PICU (e.g.,
non-invasive ventilation, continuous salbutamol [23]). Stud-
ies limited to descriptions of parents or families of patients
in NICUs were not included as the context and culture of
NICUs differ from those of PICUs [24].

Concept: Included studies specifically addressed the
concept of PPB, defined as active or passive physical pres-
ence of the parent(s) in the PICU with the child. Studies
addressing family-centered care (FCC) generally or family-
centric models of care were only included if they contained

a description of parental presence, or of the impact or out-
come of parental presence with respect to the care model.
For the purposes of this review, barriers and enablers are
conceptualized within a Capabilities, Opportunities, Moti-
vations behavior change framework [25] as factors that may
influence the ability, drive, and opportunities for the parents
to be present at the bedside. The quantity and nature of the
time spent at the bedside is conceptualized as any measure or
count of time or events of parents at the bedside, or descrip-
tions of the nature, quality, or type of presence at the bedside
including active participation in care activities (e.g., bathing,
soothing) and passive presence (e.g., sitting at the bedside).
Patient care rounding was only considered when the study
detailed rounds at the bedside to enable realization of the
child-parent dyad. Outcomes are broadly considered as any
impact on physiologic, psychologic, and/or psychosocial
health of patient, family members, or healthcare providers
or impact on nature and delivery of care.

Study types: Reports were not limited by methodology.
In addition, text and opinion papers were considered for
inclusion as we anticipated that they may address perceived
barriers and enablers, nature, and outcomes of PPB. We
included published conference abstracts but excluded the
abstract when a subsequent, corresponding peer-reviewed
publication could be identified that contained all the infor-
mation from the abstract. Systematic evidence syntheses and
literature reviews that reported on aspects of PPB were not
included; however, their citation lists were reviewed for pri-
mary studies that may have met eligibility criteria.

Information sources and search strategy

Search strategies were drafted by LM in collaboration with
an experienced research librarian and included the following
concepts: Pediatric; Intensive care unit; Parents. Five articles
known to fit inclusion criteria were identified [11-13, 26,
27], and their keywords were used to assist in the design
of the initial search strategy. The final search strategy for
MEDLINE can be found in Supplementary File 2 and was
adapted for EMBASE, CINAHL, Cochrane Library, and
PSYCHINFO. Bibliographic databases were searched from
January 1960 to June 20, 2020. We scoped the grey literature
(July 15, 2020) for relevant manuscripts and abstracts by
searching OpenGrey.eu, New York Academy of Medicine’s
Grey Literature Report, the first 100 hits in Google Scholar,
and the websites of the Society for Critical Care Medicine,
American Association of Critical Care Nurses, American
Academy of Pediatrics, European Society of Pediatric and
Neonatal Intensive Care, European Federation of Critical
Care Nurses, Canadian Critical Care Society, Critical Care
Forum Canada Academy, Canadian Association of Criti-
cal Care Nursing associations, Canadian Pediatric Society,
Planetree International, and Institute for Patient and Family
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Centered Care. The final search results were exported into
Covidence software (Covidence, Melbourne, Australia), and
duplicates were removed. The electronic database search
was supplemented with backward reference chaining of all
included reports.

Study selection process

Two independent reviewers screened citation titles and
abstracts for potential inclusion, erring on inclusion for full
text review. Pilot screening, whereby records were reviewed
10 at a time with follow-up team review, proceeded until
reviewers agreed >90% of the time. Inter-rater discrepan-
cies were resolved by discussion or by a third, independent
reviewer if consensus could not be attained. The inclusion/
exclusion criteria were revised during pilot screening to
exclude studies that addressed PPB in an exclusively NICU
setting; the significant differences in NICU culture and prac-
tices [24] made the context outside the scope of the study
objectives for this PICU-focused synthesis.

The full text reports for records retained after title and
abstract screening were obtained and imported into Covi-
dence software. Articles were then assessed for inclusion in
the final review following the same process as during title
and abstract screening. Reason for exclusion was recorded
for all reports that were not included at this stage.

Data extraction

A data charting form was developed a priori, pilot tested
with 5 articles, and revised to optimize extraction efficiency.
The data extraction form was modified to remain consistent
with the study question and objectives when the objectives
changed for feasibility. Given the high volume of literature,
we removed the objectives of extracting and summarizing all
elements of PPB that were studied and the results of those
studies. Two members of the review team independently
extracted and charted the data, resolving discrepancies by
discussion or, if consensus could not be attained, by a third
independent reviewer.

We extracted data on article characteristics (author,
year of publication, country of origin), study character-
istics (study methodology [e.g. qualitative, quantitative,
mixed methods, other], methods, primary objective, num-
ber of study sites, sample size, population), aspect of PPB
addressed (barriers/enablers, amount/quality, outcomes)
and whether it was directly assessed or indirectly addressed,
and whether PPB was the primary objective or outcome.
We defined direct assessment as one in which PPB was
assessed through either the primary or secondary outcomes,
or intentional assessment and reporting of an element of
PPB through structured or semi-structured methods as part
of the study tools. We defined a study as having indirectly
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Fig.2 PRISMA 2020 flow diagram for identification, screening, assessment and inclusion of reports
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addressed PPB when elements of the proposed PPB frame-
work were reported as a finding without being the purpose of
the article, specifically sought, or when elements were part
of a questionnaire but the results as it pertains to PPB were
not specifically reported.

Findings were summarized descriptively using counts and
percentages, with studies separated according to whether
they addressed PPB directly or indirectly, the elements of
PPB that were addressed, and the type of study or report.

Results

We identified 6995 records through database searches.
After de-duplication and screening (n=4973) we reviewed
the full text of 379 reports. Most reports (n=96) were
excluded for investigational intent inconsistent with the
review question; in 83 of these, the parent—child dyad was
not addressed. We identified 158 reports for inclusion. A
further 125 records were identified for assessment through
screening the citations of all included reports and examina-
tion of websites, with 46 assessed as meeting inclusion and
no exclusion criteria. A total of 204 reports that studied or
reported on PPB in the PICU were included in the scoping
review (Fig. 2).

Table 1 outlines the study type, whether PPB was
addressed directly or indirectly, and whether each of the ele-
ments in the PPB framework (Fig. 1) were addressed directly
or indirectly. The references for reports associated with each
cell in Table 1 are supplied as Supplementary File 3 and the
data charted to address the study objectives are supplied as
Supplementary File 4. The reports included 180 studies: 68
qualitative, 81 quantitative, and 22 mixed methods studies,
and 9 descriptive studies of cases or practices changes. We
also identified 12 expert opinions, commentaries, or editorial
pieces, 4 practice points, 5 reflective pieces, and 3 clinical
practice guidelines or position statements. There were 8 PhD
dissertations and 19 reports in abstract form only.

Sixty-four (31%) reports addressed parental presence
as a primary objective. Most reports (62%) addressed PPB
indirectly, with only 38% assessing one or more elements
of PPB intentionally.

We identified that: 152 (76%) reports addressed barri-
ers or enablers to PPB, including factors related to parent
and child characteristics, healthcare provider attitudes,
policy and PICU practice, and program implementation;
114 (56%) addressed the amount or quality of time spent
at the bedside; and 134 (66%) addressed outcomes of
PPB, including outcomes related to health and mental
health of the patient and parents, medical practices and
patient safety, and healthcare provider experiences and
attitudes. Categorically, 66 (32%) addressed a single area,
80 (39%) addressed 2 areas, and 58 (28%) addressed all

three areas. However, in readdressing only those elements
assessed directly, 2 or 3 elements were simultaneously
addressed in 60% of the studies (Fig. 3).

Literature addressing PPB was infrequently published
before 2005, after which time it has steadily increased
(Fig. 4). Publications originated from 29 different coun-
tries (Fig. 5), with the majority from the United States
(n=97, 48%), Canada (n=26, 13%), and the United
Kingdom (n=18, 9%).

Discussion

This is the first scoping or systematic review to determine
the scope and type of literature addressing PPB and was
strengthened by following rigorous methodology and the
PRISMA-ScR guidance. This scoping review identified
a relatively large body of literature addressing PPB of
critically ill children, and a smaller but important body
of literature assessing PPB either in the objectives or as
part of a study tool. The scope of the literature identified
was so broad and varied that, to ensure review feasibil-
ity, it necessitated eliminating the intended objectives to

Table 1 Description of included studies by study type, and whether
parental presence at the bedside (PPB) was assessed directly or indi-
rectly. Direct or indirect assessment is indicated overall for each study
type, and for each element of PPB (barriers and enablers, amount and
type, or outcomes)

Direct Indirect
n=78(38%) n=126 (62%)
Qualitative (n=68) 8 60
Barriers/enablers 4 55
Amount/quality 5 35
Outcomes 3 47
Quantitative (n=81) 51 30
Barriers/enablers 18 27
Amount/quality 22 20
Outcomes 32 23
Mixed Methods (n=22) 9 13
Barriers/enablers 3 13
Amount/quality 4 8
Outcomes 6 8
Descriptive cases/ practice 4 5
change (n=9)
Barriers/enablers 4 5
Amount/quality 3 1
Outcomes 1 5
Other (n=24) 6 18
Barriers/enablers 5 19
Amount/quality 2 14
Outcomes 2 7
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Fig.3 Reports addressing
aspects of parental presence at
the bedside (Fig. 1), considering
only those reports that assessed
an element directly through
primary or secondary outcome,
or as a direct measure in a study
tool

12

Barriers and Enablers

alat

chart the exact elements studied and the results of those
investigations. Acknowledging this limitation, we have
identified a need to follow this scoping review with sys-
tematic evidence syntheses in each of the three elements
of the researcher-proposed PPB framework: barriers and
enablers; amount and nature; and outcomes.

Most literature addressing PPB does so only inciden-
tally. It is notable that quantitative research was more
likely to directly assess PPB—particularly outcomes—and
that qualitative studies were more likely to incidentally
address the topic. As most included qualitative studies
involved open-ended interview questions, we surmise that
parents are raising PPB for discussion more frequently
than they are being explicitly asked about it. This topic
— which is clearly important to families — warrants further
direct assessment. Although further systematic evidence
syntheses should include only those studies that address
PPB as a primary or secondary outcome measure, future
researchers may be assisted and inspired by references
addressing the topic incidentally.

This review identified a clear increase in the PPB-related
literature over the last 20 years, which parallels the increase
in general publication volume; MEDLINE searches for
“family centered care” or “pediatric intensive care” demon-
strate similar increases in the literature volume over the same

@ Springer

Amount and Quality

10

12

Outcomes
22

years. Although we only identified 8 reports in the first half
of 2020, we anticipate that the sweeping restrictions to fam-
ily presence implemented during the COVID-19 pandemic
[13] will lead to a significant increase in reports addressing
the issue. This may warrant a specific review to highlight
COVID-19 related PPB literature in the coming years.

Our study also highlights the narrow lens through which
most of the research addressing PPB has occurred, with
Westernized nations accounting for the vast majority of
publications. This may be somewhat expected by our
review’s language limitations (French and English). Also,
the Global South is still developing its abilities to provide
pediatric critical care, [28] and may lack the governmental
support for research on topics such as family presence in
critical illness [29]. It is nonetheless crucial that future
studies explore family presence in an international and
multicultural context, as family relationships and the role
of family in the healthcare system may vary between coun-
tries and cultures, and cultural competence is necessary
care that is truly patient-centred [30].

In addition to language limitations, we did not critically
appraise the quality of studies, including examination of
funding sources that may have biased study results. Pre-
senting numbers for reports that address PPB incidentally
is both a strength of this review, in being highly inclusive
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and providing future investigators many potential sources
to guide future assessment, and a limitation in that it seems
likely that we missed some literature, despite performing
a highly inclusive full text review. Finally, by focusing on
parental presence, rather than that of the entire family, our
review is limited in scope. We would advocate for further
studies and evidence syntheses that address the entire fam-
ily of a critically ill child, as their presence or absence may
have significant implications for the child’s best interest by
impacting both the child and their parents [31, 32]

Conclusions

Although a large body of work addresses PPB of criti-
cally ill children, the majority is indirect or as minor find-
ings. Systematic reviews of the literature that directly
assesses barriers and enablers to, amount and quality of,
and impact and outcomes of parental and family presence
at the bedside are warranted to guide best practice and
future research.
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