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ABSTRACT

Background: Family involvement in the intensive care unit (ICU) is recognized as important, yet its implementation is complex
and varies across contexts, including Scandinavian settings.

Aim: This integrative review aimed to synthesize and integrate the evidence on family involvement in Scandinavian ICUs across
the perspectives of family members, patients, and healthcare professionals. Findings are presented thematically rather than by
perspective to capture shared and contrasting dimensions within overarching concepts.

Design: An integrative review was conducted following Whittemore and Knafl's framework.

Methods: A systematic search was conducted in five databases (PubMed, PsycINFO, and CINAHL) covering January 2010—
October 2023, with an update in January 2025. A systematic search strategy was applied, and reporting adhered to PRISMA
guidelines. Peer-reviewed studies published between 2013 and 2024 in English, Danish, Swedish, or Norwegian were included.
Findings: Fourteen studies met the inclusion criteria: nine qualitative (including one case-oriented) and five cross-sectional sur-
veys. The review highlights the critical role of family involvement in the ICU, emphasizing its positive impact on patient care and
family wellbeing. Active participation by family members provides both practical assistance and emotional support, fostering a
patient-centred approach that improves patient outcomes. However, integrating families into care also presents significant chal-
lenges. Healthcare professionals' attitudes and behaviours, along with institutional policies and resource limitations, strongly
influence the experience of family involvement. Families often face emotional stress and uncertainty, which can affect their en-
gagement and lead to varying levels of participation. These findings underscore the need for strategies that balance collaboration
with sensitivity to contextual and individual factors.

Conclusions: Family involvement in Scandinavian ICUs is a complex, context-dependent phenomenon shaped by relational,
emotional, and organizational factors. It requires healthcare teams to balance challenges with the benefits for patients and
families.

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium,
provided the original work is properly cited.
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1 | Background

The engagement and impact of patients have become a priority
in Scandinavian healthcare, emphasizing participatory health-
care [1-6]. However, patient involvement in settings like the
Intensive Care Unit (ICU) is challenging due to patients' com-
plex conditions and sedative medications, which limit their
participation in care decisions. This elevates the role of family
members, making them crucial in the patient's care process.
As a result, the care model for ICU patients has shifted from a
Person-centred approach to a Patient and Family Centred Care
(PFCC) model, emphasizing the engagement of patient and fam-
ily [7]. This model promotes a collaborative relationship between
healthcare providers, patients, and families to enhance health-
care delivery, health outcomes, safety and quality [8]. However,
there is a lack of a comprehensive overview and synthesis of how
family involvement is practiced within Scandinavian ICUs.

1.1 | Cultural and Legal Foundations of Family
Involvement in Scandinavian ICUs

The organization and delivery of intensive care in Scandinavian
countries are shaped by unique cultural, social, and healthcare
system characteristics. Since the 1950s, care for the elderly and
healthcare services have been regarded as a societal responsi-
bility in Scandinavia. Within this welfare-state framework, the
provision of care and support for elderly and ill individuals is
organized to ensure equity and to relieve families of the primary
caregiving obligation, reflecting its construction as a societal re-
sponsibility. Scandinavian countries have relatively few private
ICUs, fewer restrictions on visits [9], and relatively high staff-
ing levels [10]. Furthermore, in the Scandinavian context, the
family assumes an advisory role when the patient is unable to
express their wishes. In situations where the patient's wishes
cannot be ascertained (e.g., due to unconsciousness), healthcare
professionals (HCPs) are responsible for providing the necessary
treatment to prevent imminent and serious threats to the pa-
tient's life or health [11]. Given these structural and contextual
factors, there is a clear need to explore how family involvement
is expressed, implemented, and evaluated within the region. A
focused review of Scandinavian literature can provide valuable
insights into current practices, challenges, and possibilities, and
help identify areas for future research and improvement.

1.2 | Defining and Understanding Family
Involvement in Healthcare and ICU

Involvement is commonly defined in European and Nordic dic-
tionaries as the act or process of taking part in something [12]
bringing someone in [13], engaging or including someone [14],
or actively participating in something [15]. In other contexts, in-
volvement has been described as knowing what's going on or
looking after someone [16]. However, Olding et al. (2016) [17]
argue that involvement is more complex than a single definition
and should be understood as a dynamic process, particularly in
the ICU [17].

Family involvement includes both the support relatives provide
to the patient and the support they receive in their caregiving

roles [18]. In Scandinavian health legislation, family is defined as
those individuals whom the patient regards as family, regardless
of legal or biological ties [5, 19-20]. This broad definition reflects
the person-centred approach that characterizes Scandinavian
healthcare. Despite its frequent use, key concepts related to fam-
ily involvement have often been applied interchangeably in re-
search, which contributes to conceptual ambiguity. Clarifying
what constitutes family involvement in the ICU context is there-
fore essential for both clinical practice and research.

Family involvement can occur at various levels within the health-
care system. At an organizational level, family involvement can
create organizational learning, drive care improvements, and
enhance development processes [5]. At the point-of-care level,
the focus of this review, patients and families provide valuable
insights into preferences and needs, which, when systemati-
cally integrated into care, enable care to best meet individual
needs [2, 21]. HCPs, and especially ICU nurses, play a pivotal
role in facilitating family involvement in patient care. Their re-
sponsibilities extend beyond clinical tasks to include creating
an environment that supports family presence and engagement
[22]. To our knowledge, studies on patient outcomes related to
family involvement report varied effects, including reduced
need for pain relief, shorter duration on the ventilator, and im-
proved physiological parameters [23-26]. Family involvement's
impact on relatives’ mental health, such as dissatisfaction, psy-
chological distress, depression, and PTSD; needs, expectations,
communication gaps, and training, however, remains unclear
as studies show varying results [27-29]. Finally, it is also worth
noting that recent advancements in ICU treatment, such as re-
duced sedation, less invasive ventilation, and early mobilization,
have facilitated greater patient and family involvement [30].
Despite these developments, few reviews have synthesized how
families, patients, and HCPs perceive family involvement within
Scandinavian intensive care settings. Integrating existing evi-
dence across Denmark, Norway, and Sweden can identify both
converging and diverging patterns, highlight best practices,
and uncover gaps in knowledge that warrant further research.
Moreover, a review can inform clinical guidelines and policy
development by offering insights into strategies that enhance
collaboration between families and HCPs, ultimately improving
patient outcomes and family well-being. An integrative review
approach was selected for this study because it enables a com-
prehensive synthesis of empirical evidence—both quantitative
and qualitative—alongside theoretical perspectives. This meth-
odology is particularly suited to exploring family involvement in
ICUs across Scandinavian countries, as it allows for a nuanced
understanding of complex interactions and contextual factors.
These findings are expected to inform the development of tai-
lored strategies that enhance family engagement in intensive
care settings and ultimately contribute to improved patient and
family outcomes.

2 | Method

This study used an integrative review design with a systematic
search strategy, reported according to Whittemore and Knafl [31]
and the Preferred Reporting Items for Systematic Reviews and
Meta-Analyses (PRISMA) guidelines [32, 33]. An integrative re-
view approach was adopted to capture diverse methodological,
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empirical, and theoretical perspectives on family involvement
in the ICU, incorporating critical appraisal to enhance overall
understanding.

2.1 | Problem Identification and Review Aim

Family involvement in the ICU is widely recognized as benefi-
cial for both patients and their relatives, yet its implementation
remains complex and inconsistent. It is also well established
that family members of patients admitted to ICUs represent a
vulnerable group, as they are at risk of developing post-intensive
care syndrome-family (PICS-F) [28]. Evidence indicates that
between 11.1% and 45.8% of ICU families experience PICS-F,
manifested through anxiety, depression, post-traumatic stress
disorder, and physical impairments [34]. PICS-F arises from a
combination of psychological vulnerability, traumatic events
related to the patient's condition, and the stressful ICU environ-
ment [35, 36]. Recognizing the international consensus on the
importance and effectiveness of family-centred care (FCC), this
review aimed to synthesize and integrate the evidence on fam-
ily involvement in Scandinavian ICUs across the perspectives
of family members, patients, and HCPs. The integrated find-
ings are presented thematically rather than by perspective, to
capture shared and contrasting dimensions within overarching
concepts.

2.2 | Literature Search

A systematic search was conducted in four databases
(PubMed, PsycINFO, Central and CINAHL) covering January
2010 to October 2023, with an update in January 2025 (see
Appendix S1). The keyword strategy was developed from an
initial search of the literature in collaboration with four li-
brarians, using MeSH mapped terms for Population (Intensive
Care Units, Critical care), Interest (Patient, Family, care-
givers), Context (Scandinavian Countries), and Outcome
(Professional-Family Relation*, Involvement, Participation,
Presence*, Engagement, Empowerment, Communication; See
Appendix S1). EndNote was used for reference management
(EndNote Program). The searches included reference and ci-
tation tracking, as well as hand-searching two additional jour-
nals (Scandinavian Journal of Caring Sciences and Intensive
and Critical Care Nursing).

2.2.1 | Inclusion and Exclusion Criteria

Criteria were defined based on the problem formulation and
aim. We included peer-reviewed empirical qualitative, quanti-
tative, and mixed-method studies published in English, Danish,
Swedish, or Norwegian from 2013 onwards, when family in-
volvement became a political vision [2, 37]. Eligible studies ex-
plored the perspectives on family involvement among adult ICU
patients in a Scandinavian context. Exclusion criteria were non-
empirical studies (reviews, grey literature, theoretical papers),
studies involving paediatric patients or palliative care popula-
tions, studies related to organ donation, COVID19-related stud-
ies, post-ICU studies, and those outside the Scandinavian ICU
context.

2.3 | Data Evaluation and Extraction

Data extraction was conducted following Whittemore and Knafl's
(2005) five-step integrative review model [31], which is based on
Cooper's (1998) framework [38]. The PICO model was used to
guide problem identification and structure the search strategy
(Appendix S1). Step 2 involved conducting the systematic search.
In Step 3, all retrieved studies were read and appraised for quality
using the approach described by Aromataris [39]. After appraisal,
eligible studies were organized into a study matrix (Table 1). In
Step 4, two authors (first and last) independently extracted relevant
text segments, identified key findings, and interpreted the find-
ings. Finally, in Step 5, the extracted data were synthesized and
presented according to Whittemore and Knafl's guidelines [31].

2.3.1 | Quality Appraisal

The Joanna Briggs Institute (JBI) methodology was applied for
quality assessment [39], using the appropriate checklists for
qualitative and quantitative studies [40, 41]. Two reviewers in-
dependently appraised each study, and any discrepancies were
resolved through discussion. The appraisal results are sum-
marized in tables (Appendix S2). In line with JBI recommen-
dations, no cut-off scores were used; therefore, no studies were
excluded based on appraisal outcomes [39].

2.4 | Data Analysis and Synthesis

Analysis followed Popenoe et al. [42]. Qualitative data were
coded into meaningful units, condensed into codes, subcate-
gories, and a main category. Quantitative findings (sentences/
statistics relevant to the aim) were extracted, condensed, and
similarly organized. Studies were read in full, summarized, and
analyzed iteratively across methodologies. Data were synthe-
sized into integrated categories addressing the review aim and
questions. Reporting followed PRISMA-ScR guidelines [43].

An Artificial intelligence tool (copilot) was utilized to support
grammar correction, spelling checks, and language editing
throughout the manuscript preparation.

3 | Findings
3.1 | Search Outcomes

The systematic search identified 3011 studies, and an additional
3 through reference and citation searches (Figure 1). After dupli-
cate removal, 2551 were excluded, leaving 463 for title/abstract
screening. Of these, 401 were excluded and 62 were assessed at
full text level. Following full-text screening, 48 were excluded, re-
sulting in 14 included studies. All authors independently screened
studies at the title, abstract, and full-text levels; disagreements
were resolved by consensus among three authors (Figure 1).

3.2 | Critical Appraisal

Overall, all studies were rated as high quality, except for Frivold
et al. [45], which showed minor limitations. For qualitative
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FIGURE1 | PRISMA flow diagram for integrative review on family involvement (adapted from [44]).

studies, concerns were noted regarding reflexivity and researcher
positionality [46]. For quantitative studies, common issues in-
cluded lack of sample size justification and frequent confound-
ing factors [40]. These observations are reflected in the cells
under the JBI Critical Appraisal Summary in Table 1 where each
cell summarizes key strengths and limitations identified during
the appraisal process. A full item-level appraisal is available in
Appendix S2.

3.3 | Study Characteristics

The 14 studies were published between 2013 and 2024, and
eight (57%) were published in 2020 or later [45, 47-53]. In total,
three countries were represented. Ten studies were performed
in Norway [45, 47, 49, 50, 52-57] one in Sweden [58], one in
Finland [45] and three in Denmark [48, 51, 59]. Nine studies had
a qualitative design [47-50, 52, 54, 55, 57-58], of which one had
a case-case-oriented study design [51], and five studies had a
cross-sectional survey design [45, 51, 53, 56, 59], see Table 1. The
two studies [51] and [52] originate from the same overarching
fieldwork dataset but are reported as separate analyses address-
ing different research questions.

The studies highlighted the roles of family involvement
from multiple perspectives. In the qualitative studies, a
total of 60 family members [48, 50, 52, 55, 57-58], 56 HCPs
[49, 50, 52, 54], and 37 patients [47, 48, 50, 52| were inter-
viewed. Seven studies collected data through individual in-
depth interviews [47, 50, 52, 54, 55, 57-58], one used dyadic
interview with patients and family members [48], and one
conducted focus group interviews with nurses and physi-
cians [49].

In the five quantitative, cross-sectional studies, six different
questionnaires were used. Four of them were aimed at family
members: Family Satisfaction in the Intensive Care Unit (FS-
ICU 24) 53, 56], a self-made questionnaire focusing on family
members' follow-up needs [56], the euroQ2 questionnaire, and
the euroFS-ICU [59]. Two cross-sectional studies focused on
general ICU routines [45, 51] and their questionnaires were
answered by ICU representatives (ICU nurse, research nurse
or nurse coordinator) [45, 51]. These studies examined ICU
procedures affecting family involvement, including visitation
policies and how HCPs facilitate or limit such involvement
[45, 51]. In total, 753 family members responded to question-
naires [53, 56, 59].
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3.4 | Family Involvement in Scandinavian ICUs

One main category: “Navigating family involvement in
Scandinavian ICU” and two subcategories emerged from
the synthesis: “The power of family involvement in ICU” and
“Balancing the challenges of family involvement in ICU”
(Figure 2). The subcategories integrate codes reflecting experi-
ences from all perspectives. When HCPs describe relatives’ ex-
periences, these descriptions are based on their interpretations
rather than direct accounts.

3.4.1 | The Power of Family Involvement in ICU

Thirteen of the 14 articles described beneficial impacts of fam-
ily involvement in ICU [45, 47-49, 51-59]. Three codes emerged:
Family members’ direct, practical contributions to care and
support, A way to safeguard the patient’s interests, and Meeting
Family Members' Needs.

In summary, this subcategory is about how navigating family
involvement in the ICU is vital for patient care, significantly im-
pacting the wellbeing of both patients and their families. When
family members actively participate, they provide practical help
and emotional support, ensuring that patients' needs and prefer-
ences are met. This involvement also benefits family members,
giving them a sense of purpose and connection. By fostering a
collaborative environment, the ICU team can support a holis-
tic, patient-centred approach to care, ultimately enhancing out-
comes for both patients and family members.

3.4.1.1 | Family Members' Direct, Practical Contribu-
tions to Care and Support. From the HCPs' perspective,

many family members described finding strength and mean-
ing in contributing directly to the care of their loved ones.
Their involvement included practical tasks such as assist-
ing with patient care, accompanying patients on wheelchair
walks, participating in medical rounds, supporting commu-
nication through aids, and helping with breathing techniques
for dyspnoea [48, 52]. Furthermore, HCPs acknowledged
that families played a crucial role in providing comfort
and safety, especially for patients experiencing delirium [51]
and were described as valuable resources for understanding
the patient and individualizing care [51, 52]. Families also
emphasized the importance of providing emotional support
and reassurance [48, 52, 58]. Some family members expressed
that their contribution was crucial not only for the patient
but also for their own sense of purpose, actively engaging
in daily routines and feeling satisfied when their presence
helped distinguish between habitual behaviour and delirium
or provided comfort during distress [48]. Families valued
being acknowledged as individuals rather than merely exten-
sions of the patient [48, 58]. According to families, practical
involvement extended beyond bedside care to tasks such as
managing household responsibilities or communicating with
the patient's workplace [48]. Some family members docu-
mented daily events to process their experiences and preserve
memories [48]. Family members reported that meaning-
ful involvement was facilitated when they received support
and recognition from HCPs [58]. This was important for fam-
ilies of both survivors and non-survivors, as active partici-
pation provided a sense of purpose and alleviated emotional
distress during a challenging time [58]. However, some fam-
ily members expressed surprise when their knowledge about
the patient was not sought [55]. From the patients’ perspective,
family presence was described as encouraging and motivating

The Power of family involvement
inICU

Family members' direct,

Navigating family
involvement in
Scandinavian ICU

Balancing the challenges of family
involvement in ICU

Healthcare professionals’

practical contributions to care
and support

Meeting Family Members'
Needs

A way to safeguard the
patient’s interests

inhibiting attitudes and
behaviours

Families” emotional or
psychological stress

External stressors or
constraints

FIGURE2 | A summary of the main category, the two subcategories, and their six codes. (Picture from colourbox https://www.colourbox.com/).
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https://www.colourbox.com/

during recovery [47]. Visits from family members were per-
ceived as important breaks from daily distress and reinforced
patients' sense of significance to loved ones, strengthening
their determination to recover and maintain their roles within
the family [47]. Patients’ primary memories of their ICU stay
were often related to family interactions, underscoring their
central importance in the ICU experience [47, 52, 54].

3.41.2 | A Way to Safeguard the Patient’s Inter-
ests. Acrossall three perspectives, safeguarding the patient's
interests was described as a key responsibility for families,
achieved through presence, communication, structured infor-
mation exchange, involvement in panels, and access through
generous visitation policies. In studies describing HCPs' per-
spectives, physical presence was the most frequently men-
tioned form of involvement [45, 48, 51, 52, 55, 57, 59]. However,
families also emphasized that being present—whether
physically or symbolically—was essential for the patient's
well-being, representing a lifeline and hope in the alienat-
ing ICU environment [48, 52]. Physical presence included
actions such as holding the patient's hand and offering com-
fort [48], while symbolic presence involved emotional close-
ness or reminders, such as photographs [58]. Families reported
high satisfaction with opportunities to be at the bedside, both
in a questionnaire study (88.5%, n=572) [59] and interviews
[45, 55]. They described their presence as meaningful regard-
less of the patient's level of consciousness [48] and viewed it
as an essential contribution to recovery [57]. Family mem-
bers referred to decision-making processes ranging from rou-
tine daily treatment choices to more critical matters, such as
determining limitations on life-prolonging interventions [55].
For some, being present provided comfort and a way to express
love and care during difficult times [57]. Presence could also
be maintained virtually through video calls, tablets, or phone
communication [45, 51, 54, 58]. Families valued observing
care from a distance, participating in daily routines, and join-
ing ward rounds or decision-making processes [45, 55, 57].
Observing individualized care reinforced trust and confidence
in nursing care [50, 57]. Communication and information
sharing served two distinct functions in the included studies:
(1) meeting families' needs for clarity, continuity, and support,
and (2) enabling families to safeguard the patient's interests by
sharing essential knowledge about symptoms and preferences.
From the HCPs' perspective, family involvement was facili-
tated through effective communication and information shar-
ing [45, 49, 50, 52, 54]. From a family perspective, continuous
updates and support were also considered essential for enhanc-
ing participation and satisfaction [48, 58]. Communication
methods included verbal updates, written materials, phone
calls, and informal conversations during visits [48, 58]. Fami-
lies expressed that telecommunication was particularly helpful
when visiting was restricted [48]. Families contributed valu-
able information about patients’ pain or discomfort, helping
clinicians personalize care [52]. However, information-sharing
was often described by HCPs as spontaneous and dependent on
individual nurses [45, 49-51, 54]. Families reported that wait-
ing for updates was stressful, especially when scheduled calls
were delayed or contacting busy ICU staff was difficult [48,
49]. Structured information exchange was rarely implemented,
though families recommended systematic procedures and val-
ued formal consultations with HCPs for detailed updates [48].

Patients, family members, and HCPs all reported that families
played a critical role by sharing medical history, preferences,
and signs of discomfort [47, 50, 51, 54, 55, 57]. Family members
also emphasized the importance of clarity, honesty, and con-
sistency in communication [59] and suggested additional mea-
sures such as counselling resources, involvement during
care transitions, and mandatory discharge meetings [48].

Other facilitating factors included public involvement (PPI)
panels and visitation policies. PPI panels were described as
opportunities for dialogue, feedback, and collaboration, rang-
ing from informal conversations to structured meetings and
conferences [48, 51]. These panels were considered effective
for improving family involvement, though participation was
limited (reported by only 25% of nurses in one study) [51].
Visitation policies also shaped involvement: open visiting
hours were standard in most Scandinavian ICUs [45, 51],
though some units restricted visits to two people or made in-
dividual agreements with families [45]. Families appreciated
flexible visiting times, with some reporting being welcome to
stay as long as they wished [52].

3.4.1.3 | Meeting Family Members' Needs. Both fam-
ilies and HCPs perceived that it was HCPs who possessed
the capacity to facilitate and create conditions conducive to
family involvement [45, 49, 51, 55, 58]. Examples of meeting
families' needs encompassed adopting an inviting and open
approach, building trust through ongoing conversations,
engaging in inclusive and collaborative dialogues, and, when
appropriate, involving families in shared decision-making.
Although family members were not always able or expected to
contribute to medical decisions, they emphasized the impor-
tance of being asked for their opinions and having the oppor-
tunity to voice them [55]. Families generally understood
the complexity and stressfulness of the ICU environment
and recognized the severity of their loved ones' illnesses, which
shaped their expectations of decision-making processes [54].
In situations where treatment-level decisions were required,
HCPs often relied on family members to provide information
about patient preferences, particularly when patients were
unable to participate themselves [51]. Several studies showed
that families accepted decisions made by HCPs and expressed
respect for these decisions, even in cases with unfavorable
outcomes [54]. Many family members also appreciated that
HCPs ultimately assumed responsibility for final decisions,
especially in highly complex medical situations [55]. More-
over, two studies evaluating family satisfaction reported that a
majority felt included in the decision-making process and sup-
ported by HCPs throughout these discussions [53, 59].

From a HCP perspective, meeting families’ needs began with an
inviting approach, characterized by active and welcoming be-
haviors such as making eye contact, positioning themselves be-
side caregivers and patients during conversations, maintaining
a friendly and accessible presence, and explicitly inviting fam-
ilies into the ICU [49]. This initial openness created the foun-
dation for trust-building, which was further facilitated through
inclusive, professionally guided conversations.

Once an inviting atmosphere had been established,
HCPs worked to build trust by prioritizing transparent
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communication about the patient’s condition, offering timely
updates on clinical progress and planned interventions, in-
cluding actively encouraging family participation in care and
decision-making [49]. Proactively sharing information, before
families requested it, was highlighted as an important strat-
egy for fostering both involvement and trust. Examples in-
cluded informing families when diagnostic procedures (e.g.,
X-rays) were completed or offering to arrange consultations
with the attending physician [49]. When communication from
one HCP was unclear, clarification from another helped fami-
lies feel more included [55].

A large Danish study showed that 63% (n=1077) of family
members reported insufficient involvement, identifying this
as the most common reason for dissatisfaction with ICU care
[59]. According to both families and HCPs, involvement was fa-
cilitated when staff softened the presentation of difficult infor-
mation [58], took time for conversations [58], used simple and
understandable language, and listened attentively while still
providing guidance [49]. HCPs also supported involvement by
facilitating consultations with social workers, priests, or psy-
chologists [51]. Finally, discussing typical thoughts and feelings
experienced by family members was described as helpful for
promoting their engagement [49].

3.4.2 | Balancing the Challenges of Family Involvement
in ICU

In total, nine of the fourteen articles [45, 47-49, 51, 52, 54, 55, 58]
described challenges of family involvement in the ICU. These
factors were categorized into three codes: Healthcare profession-
als’ inhibiting attitudes and behaviours, Families' emotional or
psychological stress, and Family members’' view of their role.

In summary, this subcategory explores how navigating family
involvement in the ICU presents unique challenges that require
careful balance. The behavior and characteristics of ICU HCP
play a significant role in shaping the experiences of both patients
and their families. External factors, such as hospital policies and
limited resources, can further complicate family involvement.
Families often face emotional and psychological stress, which
can affect their ability to support patients. Additionally, families
may have varying perspectives on their role, ranging from active
participation to hesitation or reluctance to engage in care.

3.4.2.1 | Healthcare Professionals’ Inhibiting Attitudes
and Behaviours. According to HCPs, their own approaches,
conversations, and decision-making could create barriers to
family involvement [49, 50, 54]. Some clinicians described
adopting a passive communication style, in which discussions
focused narrowly on immediate clinical parameters, such as
temperature or blood test results, and additional information
was provided only when families explicitly asked for it. Observa-
tional data supported this, showing behaviors such as avoiding
eye contact, refraining from asking questions, and offering min-
imal or no information; these actions were collectively described
as a “passive” approach [49].

Families were highly sensitive to such demeanour and commu-
nication patterns. Two studies reported that when information

was delivered using medical jargon or without sufficient expla-
nation, families found it difficult to understand and participate
[55, 58]. When patients or families felt objectified or dehuman-
ized, this contributed to additional suffering [58].

HCPs also reflected on how prolonged exposure to critically
ill patients could alter their perception of severity, developing
what one ICU physician termed “speed blindness”, resulting
in a higher threshold for recognizing and communicating seri-
ousness [49]. In addition, clinicians noted that insecurity about
managing both patient care and family needs simultaneously, as
well as low tolerance linked to workload, resilience, and experi-
ence, could further hinder effective engagement [49].

3.4.2.2 | External Stressors or Constraints. According
to HCPs, several external circumstances could hinder family
involvement. These included institutional routines and physi-
cal constraints (e.g., visiting hours, shift changes, room layout),
the complexity of advanced care, and patient-related factors
such as clinical condition, fatigue, and the need for rest [45,
47, 49, 51, 54]. Patient activities, such as rest periods, medical
rounds, and procedures for neighbouring patients, were viewed
as unavoidable yet reduced opportunities for family presence
[45].

Communication-related barriers were also common. HCPs de-
scribed how linguistic challenges and cultural diversity some-
times complicated interactions, leading to misunderstandings
[54]. Families similarly reported difficulties understanding
medical language and decision-making processes, which lim-
ited their ability to participate [48, 54]. When practical support
or guidance was lacking, families experienced additional uncer-
tainty and complexity during communication [48].

Environmental and organizational constraints further restricted
involvement. Long waiting periods away from the patient, lim-
ited privacy in multi-bedrooms, and restrictions on visitor num-
bers due to simultaneous care for other patients contributed to
frustration [45].

3.4.2.3 | Familiess @ Emotional or  Psychological
Stress. HCPsreported that families’ expectations could some-
times clash with the clinical reality, creating challenges in com-
munication and involvement [49, 54]. Family members with
healthcare backgrounds or higher education were occasionally
perceived as more demanding, particularly when expressing
unrealistic hopes for elderly or frail patients [54]. Stress among
family members further contributed to difficulties; some fam-
ilies sought repeated clarification, required detailed expla-
nations, or reacted with frustration, at times directing blame
towards staff when outcomes were unfavorable [54]. In more
severe situations, family members struggled to accept the seri-
ousness of the patient's condition, questioned clinical decisions,
or expressed mistrust, which added emotional strain for ICU
staff [54].

From the family perspective, witnessing reduced responsiveness
or uncertainty about the patient's condition evoked fear, despair,
and helplessness [57]. Such emotional strain could hinder involve-
ment and communication, especially during the early stages of
the ICU stay when patients had difficulty expressing themselves
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[48, 57]. The presence of delirium was described as frightening,
yet families felt more capable and included when HCPs provided
clear explanations that it was a common ICU occurrence [48].

Additional barriers to engagement included not recognizing
the patient, facing language difficulties, or struggling with
communication challenges related to mechanical ventilation
[58]. Families also described feelings of being a nuisance, un-
certainty about how to approach the patient, and concern that
their presence might interrupt care, even though staff did not
perceive this as problematic [52, 55, 58]. Patient perspectives
added further nuance. Some worried that their altered physical
appearance might distress family members, while others feared
that HCPs might misinterpret their behavior, which could cause
additional concern for their families [47, 58].

4 | Discussion

In this integrative review, we identified 14 studies published
since 2013 addressing family involvement in Scandinavian
ICUs. This review aimed to explore how family involvement
in intensive care settings is characterized and described in the
Scandinavian context. We identified aspects indicating that
family involvement in the ICU is a complex and contextually
shaped phenomenon, influenced by relational, emotional, and
organizational factors. This aligns with findings from interna-
tional studies outside Scandinavia [60-62]. Navigating family
involvement requires balancing various challenges with the
potential benefits such involvement can offer. This balancing
act echoes findings from earlier international reviews showing
that family-centred care interventions often require clinicians to
negotiate tensions between relational, emotional, and organiza-
tional demands while protecting patient safety [63]. Challenges
may include HCP attitudes and behaviours, institutional barri-
ers, and the psychological burden placed on family members.
In contrast, meaningful involvement may enhance care through
families' practical support and their role in safeguarding patient
interests—a dynamic also emphasized in recent reviews and
a study of family participation and essential care [63-65]. Our
findings are consistent with other studies that have shown that
HCPs and ICU nurses play a crucial role in facilitating family
involvement [22, 66]. They not only provide clinical care but also
create conditions that allow families to be present at the bedside,
participate in decision-making, and engage in patient care. This
includes offering clear and honest information tailored to the
family's level of stress and understanding, explaining the ICU
environment, and assessing informational needs. By adopting
a family-centred approach and demonstrating empathy and
adaptability, nurses help families feel supported and included,
which strengthens collaboration and improves the overall qual-
ity of care [22]. However, an important challenge identified in
this review is that family presence can sometimes interfere with
medical procedures or reduce care efficiency. Similar tensions,
in which staff must balance protecting patient safety, dignity,
and clinical needs while enabling family participation, have
been explicitly described in prior studies and integrative reviews
[63, 64, 67]. Managing these situations, therefore, requires a
delicate balance between maintaining patient safety and hon-
ouring the principles of family-centred care. This responsibility
places additional demands on ICU nurses, who must navigate

emotional complexity while ensuring clinical standards are
upheld. Consequently, time, empathy, organizational support,
clear guidelines, and targeted training for ICU HCPs are essen-
tial to enable nurses to fulfil this role effectively. Developing
structured yet flexible strategies that empower nurses to man-
age these challenges is critical for promoting meaningful family
involvement without compromising care quality.

A core prerequisite for family involvement is the possibility
of physical presence at the bedside, as many forms of engage-
ment—such as supporting patient communication, observing
symptoms, and participating in conversations with HCPs can-
not be fully achieved remotely. Consistent with international
and Scandinavian studies [68, 69], families expressed a strong
desire to be physically present and actively involved in the ICU.
Scandinavian ICUs generally accommodate this through more
flexible visiting practices [70-72].

However, the organization of visiting access remains a debated
issue internationally, with studies reporting mixed views and no
clear consensus [73-75]. While open or flexible visiting policies
may enhance family connection and provide reassurance by
allowing them to witness or participate in care, staff perspec-
tives highlight potential challenges. ICU nurses have reported
concerns about working under observation, workflow interrup-
tions, and increased workload [73, 76]. One recent study further
indicated that enhanced opportunities for family involvement
did not necessarily translate into improved psychological out-
comes for relatives [29].

Taken together, these findings suggest that visiting access is
closely intertwined with the practical possibilities for family in-
volvement, but that its implementation requires a context-sensitive
balance between family needs, staff wellbeing, and the demands
of ICU care. In our findings, as in other Scandinavian studies
[77, 78], it was found that family expectations do not always align
with the patient's condition or the healthcare system'’s capacity.
In the Scandinavian region, extensive preventive healthcare has
contributed to a generally healthy but aging population, in which
many individuals experience illness primarily in old age, influ-
encing perceptions about healthcare's curative abilities. Clear,
compassionate communication and education about the possibili-
ties and limitations of medical interventions are essential to bridge
this gap and foster realistic expectations and cooperation.

Our findings emphasize that fostering a supportive environ-
ment and trusting communication between families and HCPs
is fundamental to facilitating family involvement and ensuring
effective collaboration. Furthermore, a recent systematic review
highlights that ICU nurses must respond to families’ existential
needs, establish effective communication, and create a human-
izing atmosphere to optimize care outcomes [79]. Beyond medi-
cal and demographic factors, the secularization of Scandinavian
societies impacts the emotional and psychological support avail-
able to families. The decline of traditional communities or reli-
gious support places additional responsibility on HCPs to provide
holistic care that addresses emotional and existential needs.

Training HCPs in these areas and creating safe spaces for fam-
ilies to express concerns are vital strategies for improving the
ICU experience [80].
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Cultural and systemic barriers may also influence family in-
volvement in the ICU. Traditionally, the Scandinavian welfare
model places primary responsibility for patient care on HCPs,
with families expected to defer to clinical decisions [11]. This dy-
namic can leave family members feeling uncertain about how to
engage, sometimes feeling like a burden or struggling to navigate
and understand complex decision-making processes. However,
newer care models such as person-centred care [81, 82] and
family-centred care [83], supported by legislation in countries like
Sweden, aim to redefine these roles by recognizing families as es-
sential partners in patient well-being and recovery. Transitioning
to these approaches requires a cultural shift involving improved
communication, education, and organizational support that em-
powers families to participate actively in care decisions.

4.1 | Methodological Considerations

This review provides an overview of family involvement in
Scandinavian ICUs. The strength of this study lies in its focus
on family involvement, which has become a growing priority
in healthcare policy. Moreover, we included studies with sim-
ilar healthcare systems characterized by egalitarian values,
transparency, and a strong emphasis on family-centred care.
Cultural norms and practices related to family involvement dif-
fer from those in other countries, making it important to gen-
erate context-specific knowledge. However, limitations must be
mentioned, such as excluding papers before 2013 and grey liter-
ature, which may have excluded relevant findings. Most of the
studies included were qualitative, while the quantitative studies
varied in sample size. The studies also differed in terms of study
populations, including either patients or HCPs, which influ-
enced the synthesis of findings and limited the ability to gener-
alize findings. It should be noted that some of the quantitative
studies raised concerns about risk of bias, particularly related
to confounding variables and how these were addressed. Three
qualitative studies did not sufficiently reflect on the researchers’
influence on the findings, leaving alternative interpretations
unexplored. However, the findings from these studies were gen-
erally consistent with those from higher-quality studies.

5 | Conclusion

Family involvement in Scandinavian ICUs is a complex and mul-
tifaceted phenomenon shaped by interacting clinical, relational,
and organizational factors. Families contribute primarily through
their presence at the bedside, which provides reassurance and
emotional stability for both patients and relatives. They also offer
emotional support, helping to reduce distress and strengthen pa-
tients' sense of safety. In addition, families support care by shar-
ing personal knowledge about patient preferences, behaviors, and
symptoms, which can enhance individualized care. Finally, fam-
ilies participate in care, ranging from assisting with basic comfort
measures to supporting communication and decision-making.

Despite these contributions, families encounter barriers such as
stress, uncertainty about their role, communication challenges,
and organizational constraints. The degree to which involve-
ment is successfully facilitated depends largely on HCPs' atti-
tudes and practices, including trust-building dialogue, proactive

and clear information-sharing, and an inviting, inclusive ap-
proach. Structural conditions, particularly visitation policies,
also shape opportunities for involvement and influence how in-
volvement is enacted.

Overall, navigating family involvement requires balancing its
inherent challenges with the substantial benefits it offers for
patients, families, and HCPs. Effective, context-sensitive strat-
egies that support presence, emotional support, knowledge-
sharing, and participation are crucial for promoting meaningful
and sustainable family involvement within Scandinavian ICUs.

6 | Clinical Implications

This review reveals the complex interplay between challenges and
opportunities in family involvement within Scandinavian ICUs.
The subcategory Balancing the challenges of family involvement
in ICU highlights the need for ICU staff to manage emotional
burdens, systemic constraints, and diverse family expectations
with empathy and adaptability. Meanwhile, The Power of family
involvement in ICU demonstrates how families can enhance care
quality, advocate for patient interests, and experience meaningful
engagement. These insights call for structured, yet flexible, family-
inclusive practices that support both families and staff, ultimately
strengthening family-centered care in high-acuity settings.
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