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Abstract

Background: Children with medical complexities (CMC) represent a significant and growing
demographic within pediatric healthcare, characterized by high hospitalization rates and complex care
needs. This population often experiences lower satisfaction with inpatient care due to challenges in
communication and collaboration between healthcare professionals and families.

Methods: This scoping review aimed to consolidate existing literature on the inpatient care experiences
of CMC and their families. A comprehensive search of databases including EMBASE, CINAHL, MEDLINE,
and others was conducted. The review focused on identifying key themes related to parent-nurse
communication, shared decision-making, and the integration of parental expertise into care.

Results: The findings revealed that effective communication and collaborative decision-making are
crucial for enhancing the care experience of CMC. Parents expressed a desire for active participation in
care decisions, emphasizing the importance of establishing mutual goals with healthcare professionals.
Additionally, the study highlighted the need for improved continuity of care and the integration of
parental knowledge into treatment plans. Barriers to effective communication, such as inconsistent
messaging and lack of empathy from healthcare providers, were identified as significant challenges.

Conclusion: Enhancing parent-nurse communication and fostering collaborative relationships are
essential for improving the inpatient care experience of CMC and their families. Future research should
focus on developing and evaluating interventions that promote shared decision-making and effective
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communication strategies. Addressing these areas will not only improve patient satisfaction but also
contribute to better health outcomes for children with medical complexities.
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inpatient care, healthcare collaboration.
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1. Introduction

Child with medical complexities (CMC) have the highest inpatient use rates in pediatrics, representing up
to fifty percent of admissions to tertiary care pediatric hospitals [1, 2]. Chronic illnesses exhibit features
such as elevated healthcare utilization, significant care requirements in home and community settings,
and functional impairments [3]. They represent one of the most rapidly expanding demographics in
pediatrics, together constituting one-third of expenditures on child health [4, 5]. Significant efforts have
been directed towards identifying optimal care strategies for these kids [6, 7]. A significant portion of this
effort has concentrated on outpatient care coordinating programs. Nonetheless, as a significant consumer
of inpatient resources, assessing and developing hospitalization models is a critical concern.

Patients with chronic medical conditions are at heightened risk of negative occurrences and incidents
throughout hospital stays. Various variables impede the management of CMC in hospitals, including
polypharmacy, uncommon disorders, the requirement for multispecialty and interdisciplinary treatment,
sophisticated technology, and intrinsic fragility [8, 9]. Their hospitalizations tend to be extended, and they
have elevated readmission rates compared to comparable pediatric cohorts [10, 11]. They are more prone
to need acute care and have elevated mortality rates [12-14]. Side effects and medication mistakes are
more prevalent amongst CMC [11, 15, 16]. Children with medical complexity (CMC) and their families
exhibit lower satisfaction with inpatient treatment compared to kids who have acute illnesses or those
with uncomplicated chronic disorders [17, 18].

The Academy for Healthcare Improvement paradigm for value-based care prioritizes patient experience
as a fundamental objective [19]. The experience of care encompasses all interactions, influenced by an
organization's society, that affect an individual's perspective of the care received [20, 21]. This includes
functional components like wait times and relational aspects such as interactions with healthcare
professionals (HCPs) [22]. This result demonstrates continuous favorable correlations with patient safety,
compliance with treatment protocols, and objectively assessed health outcomes [22]. The patients and
their family's perception of care include their views and evaluations of the provided care, which may be
affected by individual circumstances and prior experiences [23, 24].

It is thus unsurprising that CMC and their relatives frequently evaluate their treatment experience less
favorably than other patient demographics [24]. This may be associated with their increased incidence of
negative consequences. Nevertheless, qualitative research indicates other possible factors. Parents
providing extensive professional care at home may have difficulties with a lack of authority in the hospital
environment [25]. Healthcare professionals lack a framework for incorporating parental knowledge into
hospital treatment [26]. The necessity to negotiate positions between knowledgeable parents and
healthcare professionals might create supplementary stress and anxiety [27]. The vulnerability of young
children and the regularity of their hospitalizations must not be overlooked as significant stressors for
families [28, 29].

Enhancing the management of children with medical complexity in the hospital environment is a growing
emphasis in pediatric hospital medicine. In 2020, a Canadian national James Lind Alliance (JLA)
prioritized collaboration highlighted the need of identifying optimal methods and models of inpatient
treatment for CMC [30]. Creating these models requires meticulous focus on all aspects of care—patient
security, clinical efficacy, and care experience—to have maximum impact. Scientific data about the process
of treatment for CMC may elucidate critical pressure points, although it is now dispersed across several
fields. Moreover, existing research are constrained by small sample numbers from particular groups in
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isolated clinical environments, which probably do not represent the whole experience of CMC. If
consolidated, this information might serve as a crucial basis for the development of new care models.

This scoping review aimed to consolidate research about the inpatient care experience of CMC and their
relatives in order to inform the future growth and evaluation of hospitalized medical care for this
demographic.

2. Search Methodology

A scoping evaluation was selected as the most suitable approach to delineate the available literature about
a subject.The search was created under the direction of an academic health sciences librarian. The
databases examined were CINAHL, EMBASE, MEDLINE, Web of Science Core Collection, as well as APA
PsycInfo.

3. Agreement of Healthcare Responsibilities

Treatment duties must be discussed and defined at various points during inpatient treatment, fostering a
feeling of collaboration and cooperation [25, 31, 32]. A transparent dialogue on the duties and
responsibilities of both nurses and families fostered trust and mutual comprehension [33]. The discussion
of care limits required considerable time and effort to create, sometimes resulting in friction stemming
from ambiguous job definitions. Certain parents discovered that they had to contend with healthcare
professionals to fulfill their obligations and provide the necessary parental care for their kid, but this was
not a common observation. Occasionally, bargaining over a parent's preparedness to understand care
interventions and technology was necessary [31, 34]. Authors of a review study proposed that
modifications in parental responsibilities inside hospitals are crucial for guaranteeing safe and high-
quality treatment, especially for kids with intellectual impairments [35].

4. Collaborative Decision-Making

Numerous research has elucidated parents' desire to collaborate in decision-making for care of their kids
[27, 35-40]. Parents valued participation in decision-making or exerting control over decision-making [35,
36]. Many anticipated becoming equal members of the team and sought involvement in decisions about
their child's therapy. Parents prioritized that selections were tailored to their own kid rather than just
based on the diagnosis [38]. Children articulated their want to participate in decision-making. Shared
Decision-Making (SDM) was facilitated by effective communication skills and attentive listening,
especially on family values and concerns, together with parental expertise and information sources.
Obstacles to shared decision-making included inadequate healthcare provider communication skills, an
extensive medical team that may be frightening, inadequate time for families to prepare, and health
system issues such as the availability of certain healthcare providers. The temporal urgency of the issue
impacted parental involvement in shared decision-making [58, 41]. Despite their desire for significant
engagement, parents often conveyed uncertainty over decision-making, which was inadequately
addressed [41]. Quantitative research indicated that a considerable number of parents (40%) prefer
shared decision-making (SDM), although a notable percentage (41%) want to retain the authority to make
the ultimate choice alone. In singular research done in the Middle East, participants (mothers) expressed
that decision-making ought to be the physician's duty [42].

5. Universal Objective Establishment

Directly associated with particular, contextual shared decision-making was the establishment of agreed
objectives for hospitalization. Physicians often failed to inquire about parents' objectives for their child at
the onset of hospitalization; yet several parents want to communicate their objectives to physicians.
Parents articulated that establishing broader objectives for their kid or the hospital stay was a significant
aspect of their responsibility [43]. Generally, clinicians and parents united in the primary objective of
facilitating the child's recovery for discharge. Discrepancies in objectives between parents and doctors
were also seen [35, 44-48]. Parents identified several unaddressed goals, including the limitation of
unnecessary testing, the establishment of follow-up plans, comprehension of their child's healthcare
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prognosis and diagnosis, the development of strategies to avert future hospitalizations, enhancement of
their child's daily life, the creation of palliative care plans, and the empowerment of parents. In a study,
researchers discovered that parents tended to prioritize goals associated with their child's life skills, such
as fostering independence and enhancing communication, while physicians were more inclined to
concentrate on reducing parental burden, preventing hospitalizations, avoiding complications, and
managing care [42].

6. Interrelationships Among CMC, Families, and Healthcare Professionals

Relationships with healthcare professionals, as articulated by children with medical complexities and
their relatives, were founded on rapport, continuity of treatment, and trust [49]. A recent study by English
et al. provided an additional definition of rapport in healthcare interactions: 'a sense of connection with
another human characterized by acceptance, respect, empathy, and a reciprocal commitment to the
relationship’ [49]. Parents participating in this research identified healthcare provider elements that
fostered rapport, including trustworthiness, honesty, respect, and helpful knowledge and behaviors [31,
36, 50]. The healthcare professional's capacity to understand the problem from the parent's viewpoint
and consider the broader context fostered rapport, as did an absence of prejudice about the kid [45].
Rapport was sustained throughout challenging circumstances when healthcare professionals exhibited
flexibility, open-mindedness, compassion, and humility [45]. Rapport was hindered when healthcare
professionals misinterpreted a child's baseline in connection to their present condition or neglected to
recognize parental intuition. Unempathetic personnel and the medical culture, characterized by the
anxiety of being categorized as a 'difficult’ parent, were obstacles to establishing rapport. Quantitative
studies demonstrate that parents of children with complicated medical conditions (CMC) express
diminished perceptions of staff understanding of their child's requirements in comparison to families of
non-complex children; yet they frequently cite 'respectful and supportive care' as one of their most
favorable experiences.

The literature defines continuity of care as including two primary elements: an ongoing caring connection
and seamless collaboration across providers and systems [51]. Parents in this study underscored the
significance of these elements in their medical encounters [27, 43-45, 52, 53] and the adverse effects
resulting from a lack of continuity [54-56]. Continuity positively influenced the quality of service and
promoted tailored care. CMC supported ongoing interactions and explicitly indicated that this would
provide support and comfort [25]. A deficiency in continuity adversely affected care experiences related
to integrated treatment strategies, patient administration, and readmissions [43, 48, 51, 56, 56, 57].
Parents were apprehensive that a lack of consistency might result in healthcare professionals lacking
sufficient understanding of the kid to provide appropriate treatment [43]. Parents recognized disruptions
in continuity of treatment and the consequent negative experiences that shaped their expectations for
future hospitalizations [56]. Continuity was seen as the cornerstone for rapport, trust, and a feeling of
security with healthcare professionals, as well as fostering stable bonds among patients and nurses or
families.

Trust was fundamental to the link among CMC/family as well as HCP [45, 46]. Trust was established via
collaborative experiences with healthcare professionals throughout the child's sickness, effective
communication, continuity of care, cooperation, and the observation of cohesive healthcare teams.
Giambra et al. discovered that trust was the paramount demand recognized by parents [37]. Certain
parents expressed a deficiency of faith in healthcare professionals. In the absence of established
confidence, parents may hesitate to depart from their kid's bedside [58]. Adverse prior experiences with
hospitalizations may negatively affect the establishment of confidence in future connections and
interactions [59].

The many types of competence were emphasized in several research. Alongside the professional and
technical proficiency of healthcare professionals, there existed parental competence derived from
information accumulation, familiarity with the kid, and intuition.Parental competence was attained via
the caregiving of their difficult kid at home, skill enhancement, independent investigation, and networking
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with other families [43, 60]. Collaboration was enabled when parents' unique knowledge and skills about
their child were acknowledged and integrated into decision-making and care provision [60-62]. Parents
said that healthcare professionals must see families as authorities in their child's treatment [60, 62, 63],
and they conveyed discontent when nurses attempted to dictate the provision of care [62]. Certain
parents believed that their interaction with the medical staff should vary from that of parents of non-
complex medical children (CMC) because to their specialized knowledge of their intricate kid.

Parents often felt that their knowledge was unappreciated, resulting in suboptimal hospital experiences
[64]. Certain parents experienced exclusion from caregiving, hindering their ability to perform parental
tasks and feeling unacknowledged for the care they rendered to their kid. Parents saw their role as
knowledgeable caregivers as a safeguard for guaranteeing high-quality care and mitigating mistakes [55].
In a study, researchers discovered that the advanced understanding of some families might substantially
modify the care flow [65].

Parents emphasized the significance of healthcare professional skills in fostering healthy connections.
They need healthcare professionals to exhibit specialized training and expertise in their child's situation
[25, 60], capabilities in specialized care, management of intricate medical scenarios, understanding of
diverse intellectual disability classifications, and advocacy skills [27, 55, 66]. Healthcare professionals and
parents successfully established collaborations when the competence of healthcare professionals was
evident and boldly used. Parents indicated that insufficient understanding among healthcare
professionals, resulting in erroneous assumptions about complex medical conditions, might lead to
substandard treatment [55]. In research including interviews with children, participants indicated a
desire for their physicians and nurses to exhibit competence, knowledge, and order [25].

Another emphasis in current research is to the pragmatic dimensions of communication, irrespective of
the kind of healthcare professional connection and the presence or lack of continuity.The capacity to
convey information clearly and precisely was a significant factor in the relationship [45, 48, 57, 63, 67,
68]. Parents want to be informed about the treatment plan, daily objectives, and test outcomes. In several
instances, parents sought more information and dialogue to elucidate the risks and advantages of
treatment alternatives [57]. Communication problems were apparent in the insufficient incorporation of
home care schedules and habits within inpatient care, leading to mistakes and issues upon discharge [67,
68]. Parents believed that enhanced information exchange might facilitate the transfer of school services
after hospitalization [45]. In quantitative research, parents of CMC report 'sharing general knowledge' as
one of the lowest satisfaction levels, much lower than those of families of non-CMC [27, 65, 69].

Multiple tactics were outlined that improved the level of interaction [70]. Parents appreciated having
healthcare professionals who were available, dependable in addressing inquiries, participated in regular
in-person conversations [80], and had strong listening abilities [46, 48, 60, 71]. Expressions of
compassion and generosity enhanced communication between parents and nurses [71]. Children
appreciated nurses who explained uncomfortable procedures and used humor to alleviate tension [25].
Giambra et al. delineated the Theory of Shared Collaboration (TSC) [70], emphasizing the necessity of
honoring both personal and collective expertise, as well as essential communication behaviors such as
behaves (questioning and listening), acts (describing and promoting), and results (establishing
comprehending and establishing responsibilities) [46, 47].

Various detrimental communication methods were delineated, including 'rude’ or brusque behaviors [60].
Inconsistent information from various healthcare professionals was seen as ineffective communication, as
was the revelation of a diagnosis devoid of sufficient empathy or support. Assumptions, preconceptions,
and judgmental language toward the kid frequently resulted in ineffective communication [55].

7. Hospital Context and Surroundings

Parents elaborated on how disruptions to routine affected their caregiving experience [65]. Standard
hospital protocols, including regular monitoring of vital signs, interrupted the child's habit and adversely
affected the quality of care received [51, 57, 71]. Baird et al. delineated implicit and explicit regulations

https://reviewofconphil.co 6425



inside the Pediatric Intensive Care Unit (PICU) [33]. Families were inherently expected to be aware of the
nursing staff's working hours, the educational requirements of the resident doctors, and the scheduled
delivery periods for materials and prescriptions [42]. Requests from parents to modify or disrupt this
timetable were unwelcome [42]. Regulations may be modified to provide individualized care;
nevertheless, this led to confusion when adjustments were made for certain families but not for others
[42]. Modifying hospital protocols to accommodate the requirements of each CMC was seen as enhancing
the treatment experience [60].

The hospital's social and physical setting influenced the experiences of children and their families. The
environment may jeopardize connections among parents and their kids owing to insufficient
confidentiality, a shortage of autonomy, and a diminished sense of individuality [25, 59, 62]. Hospitals
disrupted sleep, generated noise, and exposed children to the danger of nosocomial infections [24, 25, 59,
60, 62, 66, 72]. The use of medical technology in pediatric care induced concern [73]. Parents recognized
difficulties related to 'hospital life,’ including the availability of suitable lodgings for themselves [48]. The
need for sufficient sleep clashed with the parent's obligation to remain at their kid's bedtime to provide
optimal care [73].

8. Discussion

This scoping review aimed to delineate the current literature about the outcomes of inpatient treatment
for children with medical complexities (CMC) and their families, elucidate the many elements and
techniques, and identify knowledge deficiencies. This evaluation explicitly addresses the process of care
from the perspective of a 'user' of medical care [20, 37]. CMC and family members who took part in this
research had diverse experiences of care compared to their 'ideal’ condition. Participants articulated the
significance of elements including interactions, relationships, and the integration of knowledge from CMC,
their families, and healthcare professionals, as well as the considerable effects of the hospital
environment, using both qualitative and quantitative methodologies.

These findings validate and emphasize the importance that CMC and family members attribute to
essential factors during hospitalizations, including role negotiation, shared decision-making, and goal
alignment. The relational components of treatment are essential, aligning with findings from various
hospital environments and demographics [28, 36]. This study emphasized the importance of connections
with healthcare professionals (HCPs), the development and integration of knowledge from both
patients/parents and HCPs, and effective communication as crucial for facilitating pleasant experiences
for children with medical complexities (CMC) and their families. Healthcare system considerations not
only affect these relationship components but also foster an atmosphere that may be limiting, generic, and
unsupportive.

Numerous themes outlined in this comprehensive overview are fundamental principles of patient- and
family-centered care (PFCC). PFCC represents the benchmark in pediatric care delivery and aims to foster
collaborations with patients and their families [73]. PFCC underscores the significance of integrating
patient and family insights, effective communication strategies, collaborative decision-making, and
maintaining a supportive physical environment [23]. PFCC correlates with enhanced quality of care by
elevating contentment, diminishing stress, augmenting patient comprehension and self-management
abilities, and perhaps decreasing hospital period of stay [55, 59]. Concerningly, the patterns recognized in
this analysis that closely aligned with PFCC were frequently the approaches deemed most inadequate by
CMC and their relatives. This indicates a disparity between knowledge and practice in the application of
PFCC, particularly with this group of CMC and their relatives. The provision of patient- and Family-
Centered Care (PFCC) to Clinical Management Committees (CMC) in hospitals is further hampered by a
deficiency of evidence-based care models, as seen by our research, which identified just four
interventional studies. These were also constrained by restricted sample numbers, a single-institution
design, and the absence of a control group. Subsequent research should concentrate on the development
and assessment of inpatient therapies for CMC that aim to address the care experience defined in this
study, in conjunction with clinical, economic, and patient-centered outcomes.
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This review aimed to uncover deficiencies in the literature. Despite the availability of approved tools to
assess experience of care concepts, there is a notable lack of quantitative investigations. Most studies that
gathered quantitative data used non-validated survey tools, which limit their rigor and hinder replication
and comparability with other research [89]. There is a general deficiency of interventional studies,
particularly those that use substantial patient and family interaction (such as co-design) and include
patient- and family-centered outcomes into their evaluative framework. Such research may possess the
most potential to impact care experiences for children with medical complexities and their families.

Another possible limitation is if this research encompasses all the critical dimensions of the care
experience for CMC and their parents. Certain writers focused their study on certain features, including
SDM, while others aimed to depict the experience of care in a broader context [41, 54, 56, 59, 61, 69, 72].
The current study has certainly addressed several significant difficulties with CMC and their families;
nevertheless, it is still conceivable that some vital components were overlooked. Another factor is the
representativeness of the individuals in this research of the broader community of CMC and their families.
The demographic data of research participants were given, although often omitted elements that might
identify racial minorities or gender-diverse persons. Individuals with restricted English language
competence were almost always excluded. Likewise, dads were inadequately represented in these
investigations. Consequently, this account of care experiences may not accurately represent the
viewpoints of a heterogeneous CMC community.

9. Conclusion

This comprehensive review underscores the critical importance of effective communication and
collaboration between parents and healthcare professionals in pediatric wards, particularly for children
with medical complexities (CMC). The unique challenges faced by CMC and their families necessitate a
tailored approach to care that recognizes the value of parental expertise and active participation in
decision-making processes. Parents often feel overwhelmed by the complexities of their child's medical
condition, and their desire to engage meaningfully in their child's healthcare should be met with
supportive structures within the hospital environment. The findings indicate that fostering a culture of
shared decision-making not only enhances parents' experiences but also contributes to improved clinical
outcomes for CMC.

Healthcare professionals must be trained to communicate effectively, demonstrating empathy and
understanding towards the concerns of families. This includes establishing clear, consistent messaging
about treatment plans and care objectives, which can alleviate anxiety and foster trust. The integration of
parental knowledge into care strategies is essential; when parents feel recognized as knowledgeable
partners, they are more likely to engage positively in the treatment process. Given the growing prevalence
of CMC in pediatric healthcare, it is imperative that future research continues to explore effective
communication strategies and collaborative care models. This should include the development of
evidence-based interventions aimed at bridging the gap between parental expectations and healthcare
delivery. By prioritizing the experiences and insights of families, healthcare systems can transform the
inpatient care landscape, ensuring that CMC receive the high-quality, family-centered care they deserve.
Ultimately, enhancing parent-nurse communication is a vital step toward building a more responsive and
effective pediatric healthcare system.
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