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Abstract

Background We aimed to synthesize the qualitative evidence on the impacts of COVID-19-related restricted family
presence policies from the perspective of patients, families, and healthcare professionals from neonatal (NICU),
pediatric (PICU), or adult ICUs.

Methods We searched MEDLINE, EMBASE, Cochrane Databases of Reviews and Clinical Trials, CINAHL, Scopus,
PsycINFO, and Web of Science. Two researchers independently reviewed titles/abstracts and full-text articles for
inclusion. Thematic analysis was completed following appraising article quality and assessing confidence in the
individual review findings using standardized tools.

Results We synthesized 54 findings from 184 studies, revealing the impacts of these policies in children and adults
on: (1) Family integrated care and patient and family-centered care (e.g., disruption to breastfeeding/kangaroo

care, dehumanizing of patients); (2) Patients, families, and healthcare professionals (e.g., negative mental health
consequences, moral distress); (3) Support systems (e.g., loss of support from friends/families); and (4) Relationships
(e.g. loss of essential bonding with infant, struggle to develop trust). Strategies to mitigate these impacts are reported.

Conclusion This review highlights the multifaceted impacts of restricted visitation policies across distinct care
settings and strategies to mitigate the harmful effects of these policies and guide the creation of compassionate
family presence policies in future health crises.

Registration https://www.crd.york.ac.uk/PROSPERO/display_record.php?RecordiD=290263.
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Background

Restricted family presence policies enacted by hospitals
to limit the spread of severe acute respiratory syndrome
coronavirus 2 (SARS-CoV-2) had unintended but damag-
ing consequences for critically ill patients, families, and
healthcare professionals. Though previously published
studies demonstrate the negative psychosocial impacts
of these policies, the full breadth of impacts on patients,
families, and healthcare professionals are not fully under-
stood. During the 2002-2004 SARS-CoV-1 epidemic,
data demonstrating the negative impacts of visitation
was generated [1-4] but not synthesized or widely dis-
seminated, thus limiting the impact on informing poli-
cies during the SARS-CoV-2 pandemic. Overly restrictive
visitation policies will continue to be enacted in future
pandemics unless policy makers have access to a syn-
thesis of the available evidence to best inform the bal-
ance between mitigating the risk of disease spread and
the negative impacts to patients, families, and healthcare
professionals.

Prior to the COVID-19 pandemic, family presence in
the neonatal intensive care unit (NICU), pediatric inten-
sive care unit (PICU), and adult intensive care unit (ICU)
was increasingly encouraged in many hospitals through
the implementation of open (i.e., 24-hr) visitation policies
[5-9]. These visitation policies were supported by evi-
dence-based models such as patient- and family-centered
care (PFCC) [10], which focuses on the involvement of
patients and families in health care, and family integrated
care (FiCare) [11], which advocates for the integration of
parents into the NICU care team. Family presence is an
essential component of care for all ages. Families, often
defined in policies as essential care partners or desig-
nated family/support persons, provide emotional, psy-
chological, or physical support to a patient and are active
partners in care. This support may reduce a patient’s risk
for developing delirium and has been demonstrated to
moderate a patient’s (and family’s) symptoms of anxi-
ety and stress during their ICU stay [12-18]. Addition-
ally, family participation in ICU care has been shown to
reduce the prevalence of post-intensive care syndrome,
which affects both patients and their families with last-
ing cognitive, psychological, and physical impairments
well after their ICU stay [19]. Family involvement in a
patient’s care and decision-making improves family and
ICU care team interactions [20] and often helps families
cope with their loved one being admitted to an ICU [21].

Families experience immediate stress and anxiety due
to the uncertainty and unpredictability of health out-
comes and survival when a loved one is admitted to
the ICU. These feelings are further intensified by the
uncertainty associated with leaving a suffering loved
one behind during times of restricted family presence.
Additionally, the number of family members and visitors
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permitted at the bedside varied day-to-day as hospital
leaders adjusted policies based on government directives.
This disproportionally impacted those families who are
used to experiencing illness as a collective or who rely
on spiritual or religious practices. The absence of fami-
lies in the ICU is therefore not a trivial matter and health
outcomes of both patients and families are negatively
impacted when we exclude families from the bedside
[22-24, 23, 25-30]. Restricted family presence policies
were especially detrimental to hospitalized children and
newborns who have a greater dependence on families
for emotional health and well-being [31, 32]. Absence
of family at the bedside made it more challenging for
the healthcare team to keep families informed of patient
progress [33]. Consequently, families were less prepared
to participate in shared decision-making, particularly
when the patient’s condition necessitated the re-evalua-
tion of their goals of care [34].

The lived experiences of patients, families, and health-
care professionals should inform policy decisions, and is
best captured using qualitative methods. To maximize
the utility of these insights for policy decisions, a rig-
orous approach to synthesis of qualitative literature is
essential. As such, we aimed to synthesize the available
qualitative evidence reporting the impacts of restricted
family presence policies during the COVID-19 pan-
demic, from the perspective of patients, families, and
healthcare professionals from neonatal (NICU), pediatric
(PICU), and adult ICUs. The secondary objective was to
generate actionable policy recommendations for any situ-
ation which restricts family or caregiver presence (e.g.,
future infectious disease outbreaks, threatening situa-
tions, or mass casualty incidents), based on this evidence
synthesis.

Methods

We registered the protocol for this review on PROS-
PERO prior to data extraction and analysis (https://
www.crd.york.ac.uk/PROSPERO/display_record.
php?RecordID=290263). We report the findings of this
systematic review according to the items included in
the PRISMA 2020 checklist [35] (See Supplementary
Table 1, Additional File 1) and the Enhancing Transpar-
ency in Reporting the Synthesis of Qualitative Research
(ENTREQ) statement (See Supplementary Table 2, Addi-
tional File 1) [36].

Inclusion criteria

Participants Patients and/or families (i.e., relatives,
friends, or designated visitor) who were in an NICU/
PICU/ICU during the COVID-19 pandemic, and/or
healthcare professionals (including administrative per-
sonnel) who worked in an NICU/PICU/ICU during the
COVID-19 pandemic.


https://www.crd.york.ac.uk/PROSPERO/display_record.php?RecordID=290263
https://www.crd.york.ac.uk/PROSPERO/display_record.php?RecordID=290263
https://www.crd.york.ac.uk/PROSPERO/display_record.php?RecordID=290263

Krewulak et al. BMC Health Services Research (2024) 24:936

Phenomena of interest Studies that presented the self-
reported perceptions (e.g., perceptions on mitigation
strategies, effectiveness of restricted family presence
policies) and experiences (e.g., physical, psychosocial,
financial, spiritual) of patients, families, and/or health-
care professionals with restricted family presence policies
enacted during the COVID-19 pandemic.

Context All studies conducted in any NICU/PICU/ICU
in any country in which the phenomena of interest (i.e.,
patient, family, and/or healthcare professional’s percep-
tions of and/or experiences with restricted family presence
policies during the COVID-19 pandemic) was explored.

Types of studies Any study that used qualitative meth-
ods for data collection (e.g., observation, interviews)
and/or qualitative methods for data analysis (e.g., the-
matic/content analysis). We included English-language
peer-reviewed journal articles and excluded conference
abstracts, narrative reviews, editorials, and expert con-
sensus documents. Inclusion/exclusion criteria are listed
in Table 1.

Information sources

We searched MEDLINE, EMBASE, Cochrane Databases
of Reviews and Clinical Trials, CINAHL, Scopus, Psy-
cINFO, and Web of Science for studies published from
December 2019 (documented beginning of SARS-CoV-2
cases) to May 17, 2023, using terms related to COVID-
19, NICU/PICU/ICU, and hospital policy. We used an
adaptation of a search strategy from a related study con-
ducted by our research team [37, 38] (See Supplementary
Table 3, Additional File 1) and screened reference lists of
relevant papers to identify other potential studies.

Table 1 Inclusion and exclusion criteria
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Study records

Data management

We uploaded all identified citations into EndNote X9
(Clarivate Analytics, PA, USA) and removed duplicates
using the strategy outlined by Bramer et al. [39]. Unique
records were uploaded to Covidence systematic review
software (www.covidence.org; Veritas Health Innovation,
Melbourne, Australia) for title/abstract and full-text arti-
cle review.

Selection process

Prior to title/abstract screening, 50 random records
were selected to be reviewed by three researchers (KK
with two research assistants trained in systematic review
methods). All researchers discussed the discrepancies
until 100% agreement was reached. No changes to the
inclusion/exclusion criteria were made during this pro-
cess as discrepancies were due to researcher errors (e.g.,
missing that the context was not an ICU, studies that
include medical students). The same three researchers
reviewed the remaining titles/abstracts independently
and in duplicate for inclusion. We included any abstract
identified by at least one researcher as potentially rel-
evant for full-text review. The same researchers reviewed
full-text articles independently and in duplicate for
inclusion. We captured reasons for exclusion at full-text
review. When there was disagreement regarding eligibil-
ity or the exclusion reason between reviewers, we used
a third reviewer for blinded adjudication. We did not
exclude studies based on the quality assessment.

Data items

We extracted the following information from each arti-
cle: (1) Study characteristics (author, date of publication,
location of study [continent/country], study design, date
of study conduct, data collection methods, data analysis

Variable Inclusion criteria

Exclusion criteria

Language
Types of studies

English language

Participants

Any peer-reviewed, original study that used qualitative methods for data collection (e.g., observation,
interviews) and/or qualitative methods for data analysis (e.g., thematic/content analysis).

Not written in English
Conference abstracts,
commentaries, opinions,
editorials, letters to the
editor

Patients and/or families (i.e,, relatives, friends, or designated visitor) who were in an NICU/PICU/ICU dur-

ing the COVID-19 pandemic, and/or healthcare professionals (including administrative personnel) who
worked in an NICU/PICU/ICU during the COVID-19 pandemic.

Phenomena of
interest

enacted during the COVID-19 pandemic.

Context

Discussed the self-reported perceptions (e.g., perceptions on mitigation strategies, effectiveness of
restricted family presence policies), experiences (e.g., physical, psychosocial, financial, spiritual), and
impacts of patients, families, and/or healthcare professionals with restricted family presence policies

Not related to self-
reported perceptions of
and experiences/impacts
with restricted family
presence policies during
COVID-19 pandemic

All studies conducted in any NICU/PICU/ICU in any country in which the phenomena of interest (i.e,,

patient, family, and/or healthcare professional’s perceptions of and/or experiences with restricted family
presence policies during the COVID-19 pandemic) was explored.
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techniques, theoretical approaches, sample size); (2) Pop-
ulation/setting information (inclusion/exclusion char-
acteristics, hospital type, participant characteristics); (3)
Results (themes, subthemes, quotations, and text labelled
as “results” or “findings”). One researcher (KK) created a
data extraction sheet in Microsoft Excel and a data dic-
tionary (e.g., integer, number, text) for the study charac-
teristics and population/setting data.

Data synthesis

Three researchers (KK with two research assistants
trained in and with experience in systematic review
methods) pilot tested the data extraction form and data
dictionary using the same subset of studies (n=10). We
compared extracted data and adapted the data extrac-
tion form and associated data dictionary as required to
ensure consistency. We extracted data from the remain-
ing articles, independently and in duplicate. We resolved
disagreements in data extraction using discussion, and
third-party adjudication, if required.

We entered the results (i.e., textual data) from included
studies into NVivo-12 (QSR International, Melbourne,
Australia) for data storage and analysis. These textual
data from NICU, PICU, and ICU settings were analyzed
separately to identify distinct themes for each group. Two
researchers (from NICU: JSL, PICU: LL, or adult ICU:
KK, ML, NJ, OD) conducted the thematic analysis using
NVivo-12 and Thomas and Hardens’ three stage the-
matic synthesis approach to analyze the summary data
(Table 2), which includes the following steps: (1) Line-by-
line coding of the extracted textual data to develop a list
of codes and concepts between studies; (2) Organizing
the list of codes into related categories to develop a list
of descriptive themes; and (3) Comparing categories with
other categories, and merging related categories into
higher level constructs and then analytical themes [40].
To ensure the analytical themes represented the data,
researchers met to discuss the initial list of codes. Sub-
sequent meetings focused on organizing the list of codes
into themes, and lastly key findings.

Appraisal of study quality

We (KK, ML, OD, NJ) evaluated the quality of each
included article using the 10-item Critical Appraisal Skills
Program qualitative studies checklist (CASP) [41] inde-
pendently and in duplicate. Disagreements were resolved
by discussion and, if necessary, involvement of a third
researcher. We assessed confidence in the findings using
the GRADE-CERQual (Confidence in the Evidence from
Reviews of Qualitative research) approach to contextual-
ize the findings of the review [42]. Initially, two research-
ers (JSL, LL, KK, ML, NJ, OD) assessed four components
of CERQual based on our concerns (no or very minor
concerns, minor concerns, moderate concerns, serious
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concerns): (1) Methodological limitations (we evaluated
the potential biases and weaknesses in design and execu-
tion, consistent with CASP criteria such as the appropri-
ateness of the research design, recruitment strategies,
and data collection methods of each study contributing
to the key finding), (2) Relevance (we evaluated the extent
to which the evidence from individual studies support a
key finding based on the context (perspective or popu-
lation, phenomenon of interest, setting) specified in the
review question), (3) Coherence (evaluating the consis-
tency and support of the key findings by examining the
themes from each studies contributing to the key find-
ing), and (4) Data adequacy (evaluating the richness and
volume of data supporting each finding). After assessing
the CERQual components, we consolidated all evalua-
tions and determined our confidence level in each find-
ing, categorizing it as either high, moderate, low, or very
low.

Changes from the original protocol

The protocol was developed a priori and made avail-
able on PROSPERO prior to conducting data extraction
and analysis. There are three changes from the original
study protocol. Originally, we planned to summarize the
experience of restricted family presence. However, while
extracting data, we noticed that most studies described
the outcomes and consequences of these policies. As a
result, we revised the wording of the stated objective to
better reflect the data. We also planned to do a separate
sub-analysis for patients, families, and HCPs. However,
we did not proceed with this plan because the available
data was insufficient to support meaningful sub-analyses.
Last, we originally specified we would use the Joanna
Briggs Institute Critical Appraisal Checklist for Qualita-
tive Research. We made the shift to CASP because it bet-
ter aligned with the methodological limitations section of
the GRADE-CERQual.

Results
Characteristics of included studies
From 17,886 unique citations, we included 184 studies
(Fig. 1). These studies included NICU (n=28/184, 15.2%),
PICU (n=8/184, 4.3%), or ICU (n=144/184, 78.3%) pop-
ulations. Three studies (#=3/184, 1.6%) included a mixed
age population and one (n=1/184, 0.5%) did not specify
which population was included. The included studies
described the experiences of patients (n=225, 16 stud-
ies), family members (n=3,135, 67 studies), or healthcare
professionals (n=7,335, 124 studies). Included

studies represent six continents (Africa, Asia, Europe,
North America, Oceania, South America), of which most
studies were conducted in Europe (n=82/184, 44.6%) or
North America (#=65/184, 35.3%). Most studies col-
lected qualitative data via interviews (n=124/184, 67.4%)
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Records identified through
database searching
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Records after duplicates removed

(n=17,885)
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Records excluded

(n=17,885)

Full-text articles assessed

for eligibility —

(n=682)

(n=17,203)

Included

Additional records
identified through

reference lists
(n=12)

Full-text articles excluded
(n=510)

Not a journal article (n=224)
Does not use qualitative methods or
analysis (n=120)
Not related to self-reported perceptions
of and experiences/impacts with
restricted visitation policies during
COVID-19 pandemic (n=95)
Does not focus on patients, families, or
clinicians in an ICU, NICU, or PICU (n=48)
Not published in English (n=23)

Studies included in the
qualitative synthesis
(n=184)

Fig. 1 PRISMA flow diagram
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or free-text survey questions (n#=40/184, 21.7%). Com-
plete study characteristics and references are listed in
Supplementary Tables 4—6 (See Additional File 1). The
level of restrictions varied across NICUs, PICUs, and
ICUs as the pandemic progressed. In ICUs, this varied
from extreme restrictions (barring all visitors, even at
end of life) to policies which permitted one designated
visitor. Generally, NICUs and PICUs did not bar all
visitation, although this varied from policies where par-
ents were restricted from entering the NICU/PICU to
instances where only one parent was allowed entry or the
duration of the visit was limited (e.g., length of time, vis-
iting hours).

Methodological limitations

Nearly all (n=180/184; 97.8%) studies included a clear
statement of the aims of the research and included suf-
ficient details for a researcher to assess whether ethical
standards were maintained (n7=164/184; 89.1%). Most
studies did not report (i.e., “No” or “Can’t Tell”) if the
relationship between the researcher and the participants
had been adequately considered (n=151/184, 82.1%) and,
as such, the potential for bias (i.e. influence) is unknown.
CASP assessments for individual studies are displayed in
Supplementary Table 7 (See Additional File 1).

GRADE-CERQual assessments

Key findings from the NICU (n=18), PICU (#=8), and
ICU (n=24) settings were divided into the following 8
categories: (1) Impacts to Family Integrated Care (FiCare-
NICU) or patient and family-centered care (PICU/ICU)
or; (2) Personal and professional impacts; (3) Transition-
ing to virtual communication; (4) Impacts to support sys-
tems; (5) Impacts to relationships; (6) Equity, diversity,
inclusion (EDI) or related impacts; (7) Policy-specific
factors; and (8) Strategies to mitigate impacts. Synthe-
sis of key findings and contributing studies are displayed
in Supplementary Tables 8—14 (See Additional File 1).
Based on the GRADE-CERQual assessments, we had
high or moderate confidence in key findings in NICU
(n=17), PICU (n=4), and adult ICU (n=17) settings.
The main limitations leading to low or very low certainty
findings were data relevance (e.g., studies represent only
one/two continents or the views of only one impacted
group [patients/families/healthcare professionals]) or
adequacy (i.e., few studies contributing to the finding).
We also identified issues related to coherence as in some
cases, the data supporting the findings were conflicting.

Impacts to FiCare or PFCC

There are six descriptive themes and 13 findings under
this category from the NICU (n=6/13, 46.1%), PICU
(n=1/13, 7.7%), and adult ICU (n=6/13, 46.2%) (Fig. 2;
Supplementary Table 8, Additional File 1). This category
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demonstrates how restricted family presence impacted
the provision of FiCare (NICU) or PFCC (PICU/ICU)
around the world.

Restricted family presence policies impacted the pro-
vision of FiCare in NICUs, particularly in the pillars of
parent education, NICU environment, and psychoso-
cial support. Eleven studies described the impact that
restricted family presence had on parent education (e.g.,
other partners [often the father] missing out on opportu-
nities to learn about how to care for their baby and par-
ents not feeling prepared to care for their baby at home).
Families reported being left out of usual care decisions
made during daily medical rounds, one parent (often the
mother) having to make decisions about baby’s care due
to single visitor policies, and disruptions to breastfeeding
(i.e., when COVID positive mothers were unable to visit
or when visits were restricted to certain hours) and kan-
garoo care (i.e., skin-to-skin care; when COVID positive
parents were restricted from visiting). Lastly, supportive
measures (e.g., parent rooms and groups) were discontin-
ued, resulting in reduced psychosocial support.

“ They didn’t seem to acknowledge that it's a very
difficult time to have a baby in NICU never mind
during the pandemic. Some nurses were mean and
nowhere near as supportive as they should have
been. A couple of nurses were AMAZING. Some
doctors were also harsh and only seemed to see us as
another number and not humans needing individ-
ual care” (Mixed-race mother NICU patient) [43].

Restricted family presence policies impacted the pro-
vision of PFCC in PICUs and ICUs. For example, these
policies impacted the PFCC core concept of respect and
dignity. Participants from thirty-four ICU studies from
four continents perceived that restricted family presence
dehumanized patients (i.e., treated in ways that disregard
their humanity and individuality) and the family to the
healthcare professionals caring for them.

“ “First, it was the total de-identification of the
patient. There was a common thread between these
patients; they were “COVID patients” but many of
them had something more. Many had heart failure
and other diseases, but everyone became a COVID
patient. The other thing that I thought was perhaps
the worst was the absence of relatives. These relatives
who previously gave an identity to the patient and
who were almost always at the ICU. You get to know
he, the patient, likes to fish; he likes to do more than
one thing. It is a person, when you talk to relatives,
and then you could almost talk to the patient as if
“yes, now it’s starting to look like it would be good
fishing weather today’. This totally disappeared!
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% risk of delirium
= . i
w
=
E Restricted family presences policies changed the way families received information from healthcare
5 professionals (i.e., telephone, video conferences) with families reporting divergent information, unmet
7 information needs (e.g., breast feeding, status of their child, treatments). Families and healthcare
o s professionals reported feeling disconnected from one another.
& J
3
o
3
] Parents reported concerns related to accessing educational materials, in-person teaching, or limited
=
£ opportunities to participate in their infant's care. When other partners (often the fathers) were not
E permitted in the NICU, there were limited on opportunities to learn about how to care for their infant
or actively participate in their infant's care. One parent (often the mother) was required to teach
W family members at home about infant care. This often led to a sense of unpreparedness when
S contemplating taking their infants home.
£ y,
o
L
v
E - Families were left out of usual care decisions, which included exclusion of parents from rounds.
o (=
E g 7 N
£ There was a disruption to breastfeeding which included mothers who were not allowed to breastfeed
S because they were COVID positive or were limited in duration or ability to visit the NICU.
c . v
= - N
o There was a disruption of kangaroo care when families or other partners (often the father) could not
= visit. Babies experienced sensory deprivation.
. 7
I
(5} -
§ Supportive parental measures such as psychological support, parent rooms and parental groups were
-E>, lacking during periods of restricted family presence.
.
0"
o

Fig. 2 Descriptive and analytical themes for impacts to patient and family centered care (PFCC) and FiCare
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"(ICU nurse) [44].

Twenty-three studies described how healthcare pro-
fessionals were aware of the dehumanizing effects of
restricted family presence and the efforts that they made
to mitigate those effects (e.g., window visits, using their
personal cell phones to facilitate calls between families
and patients, or hanging photos).

Restricted family presence policies also impacted infor-
mation sharing (e.g., difficulty describing clinical prog-
nosis over the phone, unmet information needs) and
participation (e.g., participating in patient care and medi-
cal decision making).
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“Before the Covid, it was already difficult to make
the family understand the health situation of their
relatives, despite they could see them. During the
pandemic it was absolutely impossible” (ICU physi-
cian) [45].

Personal and professional impacts

There are three descriptive themes and six findings under
this category from the NICU (n=1/6, 16.7%), PICU
(n=2/6, 33.3%), and adult ICU (n=4/6, 66.7%) (Fig. 3;
Supplementary Table 9, Additional File 1). Patients
(ICU) and families (NICU, PICU, ICU) used the follow-
ing words to describe their experience of being separated

ANALYTICAL THEMES

(Parents described dysphoric emotions (e.g., stress, sadness, worry, morally distressed, feelings of \
difficulty, chaos, trauma, depression, worry, anger, and anxiety) due to policies that limited family
presence during periods of high emotional burden. One parent (often the mother) experienced

distress because they were often alone, separated from their partners or from their families. Often

Negative mental health consequences

one parent made decisions about baby’s care without their partner present or received difficult news

/

with no support person present (NICU).

Families and healthcare professionals described mental health consequences (i.e., anxiety, stress, fear)
due to restricted visitation policies limiting family presence during periods of high emotional burden
(PICU/ICU).

Workload or changing responsibilities

» \. J
g
@ o
s|| E
w — One parent (often the mother) navigated the PICU alone, experiencing the emotional burden of their
I c
= ,g child's critical condition while simultaneously managing their responsibilities at home, and
w
> f_) communicating updates to concerned family and friends (PICU).
'E. g \ J/
?‘5 ]
n [ )
LHl o
o o
[
o

\. J

When one designated visitor was allowed, one caregivers navigated the ICU alone, experiencing the
emotional burden of their relative's critical condition while simultaneously managing their
responsibilities at home, and communicating updates to concerned family and friends (ICU).

g

\

Restricted visitation policies changed the ICU work environment and daily routine of healthcare
professionals {ICU).

Ethicality

Healthcare professionals experienced moral distress due to restricted visitation policies and the lack of

family presence at patient bedside (ICU).

Fig. 3 Descriptive and analytical themes for personal and professional impacts
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from their loved one: fear, traumatic, abandoned, anx-
ious, stressed, sadness, anger, worry. Healthcare profes-
sionals described the moral distress they experienced:

“It goes against most nurse’s beliefs and values that
patients should not have to die alone with no family/
loved ones present. This has been the biggest stressor
while working” (ICU nurse) [46].

There were also changing responsibilities that impacted
all groups. Mothers (NICU), parents (PICU), and rela-
tives (ICU) navigated the ICU alone, experiencing the
emotional burden of their infant/child/relative’s critical
condition alone. ICU family members shared the added
responsibility of sharing regular updates with family back
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home. Thirty-two studies included ICU healthcare pro-
fessionals commenting on how restricted family presence
policies impacted their workload. Of these studies, 25
(n=25/34, 73.5%) studies described the intensified work-
load (e.g., frequent phone calls when families could not
be at the bedside) and seven (1=7/34, 20.6%) studies
described the eased workload (e.g., could schedule inter-
actions with families when not present).

Transitioning to virtual communication

There are three descriptive themes and eight key find-
ings under this category from the NICU (n=4/8, 50%),
PICU (n=2/8, 25%), and adult ICU (n=6/8, 75%) (Fig. 4;
Supplementary Table 10, Additional File 1). Studies
described how, although telephone and virtual commu-
nication provided a form of contact and communication

ANALYTICAL THEMES
' N
§ Although telephone and virtual communication provided a source of contact and communication for
g families, these modality changes were not a replacement for in-person presence (NICU/PICU/ICU).
s \ J
sl \
= Virtual communication modalities allowed families to see and interact with patients and facilitated a
g connection with the healthcare team remotely during periods of restricted family presence (NICU)
. v
4 N
= Privacy, confidentiality, and security were reported concerns with the use of virtual communication
2 modalities (NICU/ICU).
c
» S
E E Healthcare professionals reported difficulties with technology and workflows (NICU).
w
=) | S - N
g g . Technical limitations (e.g., availability of personal devices, technological literacy, connectivity issues,
E ‘S g.o audio quality, patient clinical condition) were challenges that affected virtual communication
g 8 %‘ visitations for families (PICU/ICU).
al [ £] [S] > L
a c ~ ™)
.g While technology provided opportunities for connections, families found the virtual visits upsetting due
g to patient clinical condition (e.g., intubated, and sedated patients, patients at end of life) (ICU).
© \. J
= N
Healthcare professionals found it difficult when their role at end of life changed to functioning as a
communication intermediary (e.g., holding devices, facilitating interactions between patients and
families) (ICU).
. J
. s ™~
& Virtual communication modalities allowed families to see and interact with patients and facilitated a
§ connection with the healthcare team remotely during periods of restricted visitation (ICU).
. J

Fig. 4 Descriptive and analytical themes for pivoting to virtual communication
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during restricted family presence, patients, families,
and healthcare professionals felt these communication
modality changes were inferior replacements for family
presence. While 80 studies reported advantages of vir-
tual communication when family presence (e.g., patient
seeing their family at home, family interacting with the
patient and healthcare team) was restricted (ICU [n=69],
PICU [n=1], NICU [n=10]), there were 18 studies [ICU
(n=15), PICU (n=1), NICU (n=2) that reported the
anxiety and distress experienced by families visiting their
loved one virtually.

“l FaceTimed with my baby. She had a hard time
breathing. I can’t get it out of my head. (Father of
NICU patient) [47].

“Seeing it just over a screen, I think would just be just
much more horrible. And there is no comfort I can
give her, that'’s just going to be etched in my mind’”
(Daughter of ICU patient) [48].

In 10 ICU studies, healthcare professionals described
their distress when their role at end of life changed to
functioning as a communication intermediary (e.g., hold-
ing devices, facilitating interactions between patients and
families) compared to when families were there in person
for last goodbyes (and the healthcare professionals could
step out of the room).

“I think it’s really taking a toll on our nurses...And
now literally the nurses are in there holding up the
iPad as all the family are crying. Because we are
right at the bedside doing all these things, you know,
can you put the scarf on my mother, can you brush
her hair, can you hold her hand” (ICU nurse) [22].

Forty-five studies (ICU [n=38/45, 84.4%], PICU [n=3/45,
6.7%], NICU [n=4/45, 8.9%]) described technical limita-
tions (e.g., availability of personal devices, ambient noise,
patient clinical condition, technological literacy, con-
nectivity issues) that impacted virtual communication
with families. This included four adult ICU studies that
described inequitable access to technology and individu-
als lacking familiarity with technology, which hindered
the ability of patients and families to participate in virtual
visits.

Impact to support systems

There are two descriptive themes and five key findings
under this category from the NICU (#=3/5, 60%), PICU
(n=1/5, 20%), and adult ICU (n=1/5, 20%) (Fig. 5; Sup-
plementary Table 11, Additional File 1). Studies across
NICU, PICU, and ICU settings reported how restrict-
ing family presence to only one person at the bedside
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effectively eliminated vital emotional and practical sup-
port for families. Included NICU (n=13), PICU (n=4),
and ICU (n=3) studies described the lack of emotional
support when only one family member was allowed at
the bedside. This included the inability to take turns
being at the bedside with another caregiver (ICU, PICU),
and leaving it to a single caregiver to ensure the patient
was not left alone during critical moments (NICU, PICU,
ICU). There was also a lack of organizational supports
(NICU, ICU) during periods of restricted family pres-
ence, which strained communication and trust between
families and healthcare providers.

Impacts to relationships

There are three descriptive themes and six key findings
under this category from the NICU (n=2/6, 33.3%),
PICU (n=1/6, 16.7%), and adult ICU (n=3/6, 50%)
(Fig. 6; Supplementary Table 12, Additional File 1). This
included NICU fathers experiencing a loss of essential
bonding with their critically ill infant (NICU) or lost
opportunities for siblings to bond with the infant (NICU)
or support their critically ill sibling (PICU).

“Some decisions from the Trust have made an
extremely heart-breaking situation worse. It has
split our family apart and isolated our son from
time with his sister” (PICU Mother) [49].

“To allow just family bubble to visit there [sic]
brother his now 9 weeks and has never met his sis-
ters only by video call” (NICU parent) [50].

Twenty-seven (n=27/145, 18.6%) ICU studies described
the changes to relationships between patients/fami-
lies and healthcare professionals. Families struggled to
develop trust when they were unable to see the health-
care team or the healthcare team enforced restricted
family presence (e.g., at end of life).

“We just had to believe whatever the nurse or the
doctor was saying...I got so stressed out that I even
asked one of the doctors to see a picture of him

because I was doubting myself that he was still alive:
(ICU sibling) [51].

Forty-four (n=44/145, 30.3%) ICU studies described
health care professional’s shift towards a therapeutic
presence, acting a patient’s hospital family (e.g., holding
hands at end of life).

“.. When we first told him that his family wasn’t
able to come in and visit, he just took my hand and
looked at me and he goes, ‘Don’t worry, I'm never
going to be alone. You're my hospital family. I though
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ANALYTICAL THEMES

(often the mother).
\.

Absence of the other partner (often the father) during critical moments in the NICU journey
profoundly impacts the emotional well-being and support networks of the NICU parent at the bedside

~

J/

7

\.

NICU parents expressed a profound sense of longing for the support and presence of their friends and
family members (their support networks) during this challenging time

N\

7

Need more than one person at the bedside

\,

Restricting PICU family presence to only one person at the bedside effectively eliminated vital
emotional and practical support for families (PICU).

DESCRIPTIVE THEMES
Impacts to support systems

communication and trust (NICU/ICU).

In response to the evolving circumstances, healthcare organizations often changed the family presence
policies, leading to confusion among patients, families, and healthcare professionals which strained

Organizational supports

Fig. 5 Descriptive and analytical themes for impacts to support systems

that’s what we are—hospital family—and we'll be
with him every day and even if it’s just sometimes,
[to]sit in the room and hold his hand.” (ICU nurse)
[52].

Equity, diversity, and inclusion or related impacts

There is one descriptive theme and key finding under this
category from the adult ICU (Fig. 7; Supplementary Table
13, Additional File 1). During restricted family pres-
ence, 19 adult ICU studies described language, cultural,
and disability barriers that challenged communication
with patients and families during periods of restricted
visitation. This included patients who were unable to
communicate with the care team due to language bar-
riers or cognitive impairment. Though these barriers
were overcome with interpretive services or virtual visits
with family, they provided another layer of complexity to
communication.

“..the vast majority of people we have in the ICU
that were really sick don't speak English or their family
doesn’t speak English which is adding to the communica-
tion challenges. like I was on service one week with 10
COVID patients and 9 of the 10 their primary language

was not English, and the 1 who’s primarily language
was English was African American. So, it was just such
a striking thing... We fortunately at [this hospital] have
really good interpretive services, so in general you still
can communicate, but it feels like another layer like not
only can you not see families in person, now you're also
doing it with an interpreter on top of it” (ICU physician)
[53].

Other EDI-related impacts include families who could
not be present at end of life to participate in cultural ritu-
als and families who, due to socioeconomic status, did
not have access to communication devices.

"...[families] couldn’t be present when stopping [life
support] and they couldn’t have the rituals they wanted
performed” (ICU nurse) [54].

Understanding of mitigation strategies/policies

There are two descriptive themes and three key findings
under this category from the NICU (n=2/3 66.7%), PICU
(n=1/3, 133.3%), and adult ICU (n=3/3, 100%) (Fig. 7;
Supplementary Table 14, Additional File 1). Nine stud-
ies (ICU [n=1], PICU [n=1], NICU [n=7]) described
how patients, families, and healthcare professionals
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Fig. 6 Descriptive and analytical themes for impacts to relationships

understood the importance of restricted family presence
to ensure the safety and well-being of patients, healthcare
professionals, and the broader community. Conversely,
six studies (ICU [n=1], PICU [rn=2], NICU [n=3])
described how patients, families, and healthcare pro-
fessionals did not understand the rationale of restricted
family presence policies. For example, the participants
did not understand how multiple family members were
not allowed to visit when they were in the same house-
hold. When there was a lack of understanding about
the purposes of restricted visitation, this eroded trust
between families and healthcare providers.

“Why is it possible to provide pastoral care for a Meth-
icillin-resistant Staphylococcus aureus patient [.] and
NOT for a COVID-patient? In my opinion, everything is
possible as usual with appropriate care and hygienic mea-
sures! (ICU healthcare professional) [55].

ANALYTICAL THEMES
Partners experienced a loss of essential bonding with their infant when restricted family presence
o policies limited the duration of their visit or prohibited their presence altogether. These partners
'Fe (often fathers) reported not feeling “like a parent” until their baby came home days, weeks, or months
£ after they were born. (NICU)
= J/
&
i ( ™
‘s There was a lost opportunity for siblings to bond with the infant and, consequently, a loss of shared
‘g experiences as a family unit (NICU).
£ - J
v 3 Inaccessibility to siblings, friends, and extended family had a negative impact on PICU patients (PICU).
2 =
s G
o 5
= B el (. o . " . )
it o = Despite communication from healthcare professionals, families struggled to develop trust with
)
E ; § healthcare teams when they were unable to see the healthcare team or their critically ill family
Q. = 2 members in person. (ICU)
o 3 S
(@] Q o
(72) (C b =]
g Qo 3 4 )
§ 2 Families and healthcare professionals described complex situations when only a limited number of
E relatives were allowed to visit at end of life (ICU).
= . J
=
£ Healthcare professionals acted as a patient’s hospital family, providing a therapeutic presence for
S patients who could not have family members at bedside including end of life (ICU).
3
T

Strategies to mitigate impacts

Across included studies, we identified a total of 21 strat-
egies that were proposed to mitigate the impacts of
restricted family presence (Table 3). This included strate-
gies to preserve FiCare or PFCC (n=9), mitigate mental
health impacts (n=2), support virtual communication
(n=>5), mitigate impacts to relationships (n=1), and help
with the implementation and adherence to family pres-
ence policies (n=3).

Discussion

We synthesized NICU, PICU, and ICU patients, families,
and healthcare professional’s experiences with restricted
family presence policies. The findings demonstrate that
restricted family presence policies during the COVID-
19 pandemic impacted the delivery of FiCare/PFCC and
had mental health consequences on patients, families,
and healthcare professionals. Provision of virtual com-
munication modalities, though appreciated and found
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ANALYTICAL THEMES
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& £ = Language and cultural barriers provided an additional challenge to communication with
Q = S
=] 8 3 patients and families during periods of restricted visitation (ICU).
v
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Healthcare professionals and families did not understand the rationale for restricted family
presence, particularly when individuals in the same home were subject to visitation
limitations, allowing only one family member to be present with the patient (NICU/PICU/

J/

DESCRIPTIVE THEMES

broader community (NICU/ICU).
\_

Understanding of restrictions

Patients, families, and healthcare professional understood the importance of restricted family
present to ensure the safety and well-being of patients, healthcare professionals, and the

End of life

required after a visit (ICU).

ICUs often allowed families to visit at end-of-life, which included limited duration, limited

number of visitors, appropriate PPE or acceptance of risk of additional isolation precautions

Understanding of mitigation strategies/policies

Fig. 7 Descriptive and analytical themes for equity, diversity, and inclusion (EDI) considerations or related impacts and policy-specific factors

beneficial by some, was not an adequate replacement for
family presence and often was limited by availability (e.g.,
healthcare professional availability, device

access) and capability (e.g., reliance on WiFi, ability to
deal with background noises). Virtual communication
also had the potential to increase stress. Qualitative evi-
dence addressing the impacts of these restricted family
presence policies is important to guide the creation of
compassionate family presence policies going forward.

Despite their potential role in infection control, the
restricted family presence policies implemented dur-
ing the COVID-19 pandemic undermined the standard
of PFCC/FiCare in the NICU, PICU, and adult ICU set-
tings. These high-stress healthcare environments require
a supportive environment that acknowledges the emo-
tional and psychological needs of patients and families
and actively involves them in care decisions and plan-
ning. In the NICU, parents may experience stress due to
the events leading to admission (e.g., unexpected birth of
preterm infant, birth injury, or other complications) and

fear for their infant’s wellbeing. Parents’ presence is par-
amount to gain the skills and confidence in preparation
for their infant’s discharge. The Family Integrated Care
(FiCare) model, known for its positive impact on infant
and parent outcomes [56—59], highlights the importance
of parents’ active involvement in neonatal care and sug-
gests that parents should act as their infant’s primary
caregiver. Moreover, evidence and best practice guidance
[60] include engaging parents in care, 24/7 parental pres-
ence, early skin-to-skin contact, and breastfeeding sup-
port. We summarize the negative impact of restricting
parents’ access (e.g., one parent allowed, limited dura-
tion, COVID-19 positive mothers restricted from visits)
on infants and parents. Drawing on these experiences,
policymakers (i.e., infection and prevention and control
physicians, hospital executives, government representa-
tives) should consider the impacts of restricted family
presence and make every effort to support a minimum
of two parents/guardians at the bedside during regular
times and during emergencies where restricted family
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presence may be considered (e.g., pandemic, infectious
disease outbreak, mass casualty event).

Both children and their parents benefit from proximity
to each other [61, 62]. Research examining the needs of
families of critically ill children demonstrates that fami-
lies want information, assurance from staff, and proxim-
ity to their critically ill child [63, 64]. Siblings of critically
ill children experience stress related to parental absence,
and lack of information of their sibling’s illness [65].
Like the NICU, PICUs often had a one-parent visitation
policy. Like the NICU, future family presence policies
should allow both parents to be present, and include an
approach to sibling visits. The recognition of the child,
centered within the family, is essential in considering
future hospital-based policy development.

In the ICU, families act as an essential emotional sup-
port for patients. Restricted or limited family presence
impacts communication between families and health-
care professionals [66], which may lead to misunder-
standing about critical illness [67] and has been shown
to impact goals of care conversations [68]. Future family
presence policies should maintain respect and dignity of
the patients and families, include an approach to meet
information needs, and consider alternatives to include
families in patient care and decision-making through vir-
tual rounds [69], regular phone calls [70, 71], designated
COVID-19 and non-COVID-19 areas to facilitate access
for shared decision-making [72], or discharge planning as
an exception for a visitor to be able to be present in the
ICU [73].

We also synthesized the moral distress experienced by
healthcare professionals during restricted family pres-
ence. ICU healthcare professionals perceived they were
unable to provide adequate care due to restricted fam-
ily presence policies that contributed to a high work-
load (e.g., frequent phone calls, facilitating virtual visits),
patients dying alone without their family present, and lost
connections with families. Moral distress may contribute
to high turnover rates and staff burnout [74, 75] or result
in moral injury defined as “a durable mental wound char-
acterized by symptoms such as guilt, shame, existential or
moral conflict, a loss of trust in goodness, moral detach-
ment and/or moral disorientation” [76]. Future restricted
family presence policies should consider the balance
of the perceived benefits of restricted visitation against
the known negative impacts. Further resources should
be allotted to address symptoms of mortal distress and
identify strategies to deal with these symptoms (e.g., peer
support mechanisms, moral requirements/frameworks
[76], should restricted visitation be deemed unavoidable.

Amidst the pandemic, decisions regarding family
presence happened rapidly and sometimes with little
evidence to support their implementation. Now is the
opportune time to establish a foundation for deliberate

NICU: [50, 101, 138]

PICU: [32,49]

ICU: [58, 108, 113, 143, 156, 159]

ICU: [33, 58,70, 73,81, 95,96, 108, 115,121, 131]

NICU: [43, 146]
ICU: [58, 96, 127]

ICU References
ICU: [96, 132]
NICU: [98]

u
u
u
u

NICU PICU

u
u
u
u

*The table displays suggestions that were reported (i) or not reported () in the included neonatal, pediatric or adult intensive care unit (ICU) studies

Siblings or broader support network should be allowed to visit to promote family bonding & provide essential support dur-

ing a difficult and uncertain time.
During periods of restricted family presence, there should be explicit definitions of roles within care teams (e.g.,, communi-

Create a dedicated and easily accessible platform where patients, families, and healthcare professionals can access up-to-
cation of the policy, enforcement).

date information on the family presence policies.

Table 3 (continued)
Policy-specific factors

Strategy

Those who are impacted by the policy should be included in the decision-making process.
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POLICY

INTERMEDIATE EFFECTS
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IMPACTS

NICU

| Disruption to FiCare/PFCC
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« 1parent

« Parents with
COVID-19 not

| Introduction of virtual modalities |

Perceived breaches of

allowed
« Limited

| Freguent policy changes

privacy/confidentiality

duration

Fig. 8 The reported impacts of restricted family presence policies

and thoughtful policy decisions for future emergen-
cies where restricted family presence may be considered
(e.g., global pandemic, infectious disease outbreak, mass
casualty event). This review supports the value of includ-
ing impacted persons (i.e., patients, families, healthcare
professionals) in the development and implementation
of NICU, PICU, and ICU family presence policies. By
actively engaging with the experiences and perspec-
tives of these impacted persons, policymakers gain valu-
able insights into the multifaceted negative sequalae of
restricted family presence policies in each of these dis-
tinct care environments. Involving healthcare profession-
als can provide insight on the impacts of restricted family
presence policies and potential solutions to mitigate
these impacts. For NICUs, involving impacted persons
can provide insight on the essential support needed for
parents and infants from admission through discharge. In
PICUs, it can elucidate the important role that both par-
ents and siblings have in the care and recovery process.
In adult ICUs, it can reveal the indispensable role families
play in patient care and considerations related to end-of-
life decision making (e.g., dignified death). Moreover, the
study emphasizes the need for policymakers to recognize
the limitations of virtual visits (i.e., lack of physical touch

0 .
R0 :
o : -
TQ)_ = Understood reasons for restricted family = Technical limitations of virtual
@ = presence : modalities
o PICU = .
S « 1parent . > - I " -
: : | Disruptions to nequitable |z - )
g « Parents with e P 9 . . | Negative mental health impacts
£ COVID-19 not : | kangaroo care accessto |
> allowed & wrtuvall
IE « Limited : | breastfeeding modalities  |= Loss of essential Moral
8 duration support networks distress
. Unmet :
.g = | Parent rooms inf i =
i3] ICU = | unavailable Information 1= | Delirium | | Change to role
= = needs .
] * Rangefromno |: :
0 visitors allowed |z : ]
o toldesignated |: | Parents navigated environment || Patients died |z Recjiucgd Miiensificatichiot
visitor alone alone | llitel ey workload
« Visitors with . p
COVID-19 not  |: - .
allowed H NICU PICU ICU : | Patients Families HCPs

such as holding hands or hugging, impersonal, limited
non-verbal cues or emotional exchanges) when used as
a replacement for in-person presence and acknowledge
the additional workload and support required to facilitate
these types of visits. Future policies that use virtual visit
should include allocating resources and support systems
to manage the increased workload and enhance the effec-
tiveness and availability of this approach. Figure 8 repre-
sents a logic model which demonstrates how restricted
family presence policies can lead to immediate (i.e., inter-
mediate effects) and lasting impacts reported in included
studies [77]. Careful planning of family presence policies
is crucial to ensure that policies are well-planned using
available evidence (quantitative and qualitative), ulti-
mately leading to better health outcomes and experiences
for patients, families, and healthcare professionals.

This review has several strengths and limitations.
We performed a comprehensive and up to date search
to incorporate enough time for studies describing the
impact of restricted family presence to be published. The
findings are likely generalizable to multiple jurisdictions
as we included 184 studies from six continents and a
wide range of settings and participants. However, it’s pos-
sible we missed terms that represent caregivers in other
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countries (e.g., attendant) and missed including articles.
Also, there were few studies conducted within PICUs,
thus further work is needed in this setting. The studies
included in this review used a qualitative design which
made it difficult to describe if the impacts were related to
the restricted family presence policies (vs. the pandemic).
Another limitation is that we only accessed and analyzed
the published quotes and research interpretations, not
the entire transcripts or free-text responses used in the
original studies. Lastly, we included only English lan-
guage studies, which primarily focused on the report-
ing and impacts of restricted family presence studies in
countries of the Global North with limited contribution
from South America, Africa, and Asia.

Conclusions

This comprehensive qualitative review synthesizes and
highlights the multifaceted impacts and negative sequa-
lae of restricted family presence policies across NICUs,
PICUs, and adult ICUs. The harmful effects of these poli-
cies are demonstrated across all impacted persons exam-
ined in this review: patients, families, and healthcare
providers. It provides valuable insights into strategies
and adaptations that can help mitigate challenges during
times of crisis. Balancing infection control measures with
compassionate, family-centered care remains paramount.
These findings contribute to the growing body of knowl-
edge on optimizing patient care and family support in
unprecedented healthcare situations.
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