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Abstract 

Background: Family engagement is increasingly recognized as a key component of patient care, 

especially in intensive care settings. Involving family members in patient care may enhance 

patient and family outcomes and improve overall care quality. As a result, professional societies 

support the routine provision of family engagement policies and practices in intensive care 

settings. However, the actual practices and impact of family engagement in intensive care remain 

underexplored. 

Objectives: The overarching aim was to investigate family engagement practices in intensive 

care. The specific aims were to (1) systematically observe and describe how family members 

engage in the care of patients within a cardiovascular intensive care unit (CVICU) and (2) 

explore the relationship between family presence and patient outcomes. 

Methods: A comprehensive literature search was performed to explore the role of family 

engagement in ICUs and key engagement domains were defined. The “Direct Observation of 

Family Engagement Practice in a Cardiovascular Intensive Care Unit” study involved methodical 

observation to capture and characterize family engagement practices in a CVICU. Observations 

focused on documenting instances of family presence and participation in patient care activities 

across multiple sessions.  

Results: Over a two-month period from October to December 2022, 104 patients were observed, 

with family present for a majority (59%) of patients. Family engagement was primarily through 

communication (100%), active family presence (59%), and direct involvement in care tasks 

(57%). Family presence was associated with reduced 30-day hospital readmission rates but not 

CVICU or hospital length of stay. 
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Conclusions: By observing family engagement practices in an intensive care setting, the study 

highlights the various forms of engagement activities that families actively participate in. A 

relationship between family presence during intensive care stay and patient outcomes was 

identified. Further research is needed to assess the causal effects of family engagement on patient 

outcomes, understand the mechanisms behind these effects, and develop standardized tools to 

measure and improve family engagement activities in ICU settings.  
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Résumé 

Contexte: La participation des familles devient de plus en plus un élément essentiel dans les 

soins prodigués aux patients, particulièrement dans le cadre de soins intensifs. La participation 

des familles pourrait améliorer les conséquences pour les patients et les familles, ainsi que la 

qualité globale des soins. Par conséquent, les organisations professionnelles encouragent la mise 

en place systématique de politiques et de pratiques d'implication de la famille dans le cadre des 

soins intensifs. Néanmoins, les pratiques actuelles et l'impact de l'implication de la famille dans 

les soins intensifs demeurent insuffisamment explorés. 

Objectifs: L'objectif général était d'étudier les pratiques d'engagement familial dans les soins 

intensifs. Les objectifs spécifiques étaient (1) d'observer et de décrire de manière systématique la 

façon dont les membres de la famille participent aux soins des patients dans le cadre des unités 

de soins intensifs cardiovasculaires (USIC) et (2) d'explorer la relation entre la présence de la 

famille et les conséquences pour les patients. 

Méthodes: Une recherche documentaire exhaustive a été effectuée pour explorer le rôle de 

l'engagement des familles dans les unités de soins intensifs et les domaines principaux de 

l'engagement ont été définis. L'étude « Direct Observation of Family Engagement Practice in a 

Cardiovascular Intensive Care Unit » (Observation directe des pratiques d'engagement familial 

dans une USIC) a consisté d'une observation méthodique pour capturer et caractériser les 

pratiques d'engagement familial dans une USIC. Les observations visaient à documenter la 

présence et la participation des familles aux activités de soins des patients au cours de plusieurs 

sessions. 

Résultats: Au cours d'une période de deux mois, entre octobre et décembre 2022, 104 patients 

ont été observés et la famille était présente pour la majorité (59%) entre eux. L'engagement de la 
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famille s'est principalement manifesté sous la forme de communication (100 %), d'une présence 

active (59%) et d'une participation directe aux tâches de soins des patients (57%). La présence de 

la famille a été associée à une réduction des réadmissions à l'hôpital à 30 jours, mais non à une 

réduction de la durée de séjour à l'USIC ou à l'hôpital. 

Conclusions: En observant les pratiques d'engagement de la famille dans le cadre de soins 

intensifs, cette étude illustre les différentes formes d'activités d'engagement auxquelles la famille 

participe activement. Une association entre la présence de la famille pendant le séjour en soins 

intensifs et les conséquences pour le patient a été identifiée. D'autres recherches sont nécessaires 

pour déterminer les effets causaux de l'engagement familial sur les conséquences pour les 

patients, comprendre les mécanismes à l'origine de ces effets, et développer des instruments 

standards permettant la mesure et l'amélioration des activités d'engagement familial dans le cadre 

des soins intensifs. 
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Introduction 

Hospitalization in an Intensive Care Unit (ICU) is an overwhelming and stressful 

experience for patients and their families due to the nature of critical illness, the care 

environment, and the uncertainty surrounding the patient's condition.1 In such circumstances, 

families often feel overwhelmed, powerless, and struggle to understand their loved one’s 

condition and treatment plan.2 This can exacerbate their stress and emotional burden, which may 

lead to lasting psychological symptoms, such as depression, anxiety and post-traumatic stress.3  

Engaging families in critical care delivery has emerged as a vital and effective strategy to 

improve experiences and outcomes for both patients and their families.4,5 A patient- and family-

centred care approach, which has been promoted by medical professional societies, health care 

organizations, and governmental agencies, emphasizes the importance of engaging patients and 

families in care.6-10 Family engagement may include the active involvement of family members 

in delivering health care services, such as aiding in daily patient care activities, providing 

emotional support, and participating in communication with healthcare providers.5,11,12 This 

approach underscores the collaborative partnership among healthcare providers, patients, and 

their families, acknowledging the pivotal role that families play in supporting the patient's health 

and well-being.12,13 The term ‘family’ is broadly defined to include anyone whom the patient 

wants involved in their care and may involve biological, legal, or other connections.5 

Patient- and family-centred care interventions in the ICU are associated with 

improvements in patient and family satisfaction, family mental health, and resource utilization, 

such as decreased ICU length of stay.4 However, despite evidence supporting the benefits of 

family engagement in ICU care, a critical gap remains in understanding actual family 

engagement practice in the ICU setting. While surveys have provided insights into policies and 
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general practices across ICUs, scant data on how family members are actively involved in patient 

care remains.4,14 Understanding the various ways in which families participate in care – whether 

through decision-making processes, communication with healthcare teams, or direct involvement 

in daily caregiving activities – is essential to optimize their role in the ICU. Observing and 

documenting these interactions may provide actionable insights into how families are currently 

engaging in the ICU, highlighting areas for strengthening practices and identifying gaps in 

involvement. Furthermore, there is limited knowledge about the impact of the family’s role on 

patient outcomes.15 

Thus, the objective of this thesis was to explore the specific ways in which families 

participate in care in a cardiovascular intensive care unit (CVICU). In addition, this thesis will 

also explore the potential impact of family engagement on patient outcomes. 

Chapter 1: Literature Review 

1.1 Overview and Rationale 

This literature review endeavours to provide an understanding of family engagement in 

ICU care, its’ theoretical underpinnings, current practices, and impact on patient and family 

outcomes. The review will comprehensively examine family engagement in critical care, 

exploring the various elements that contribute to its effective implementation and measurement. 

It will begin with an exploration of the theoretical frameworks and models that support family 

engagement and patient- and family-centred care. The review will then describe the current 

practices of family engagement in critical care, detailing the strategies and approaches that 

healthcare providers use to integrate families into the care process and the impact of family 

engagement on patient and family outcomes. Finally, known barriers and facilitators to family 
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engagement in ICU care will be described, identifying the obstacles that hinder effective family 

participation, and highlighting factors that promote and encourage family involvement.  

1.2 Theoretical Frameworks and Current Practices of Family Engagement in Critical Care 

Patient-Centred Care (PCC) is a fundamental approach to healthcare delivery that 

personalizes medical treatment and support services to the specific needs, preferences, and 

values of each patient.16 This approach endeavours to foster a collaborative and respectful 

environment for patients and healthcare providers.17 This involves a paradigm shift that moves 

away from traditional paternalistic models of care. Instead, it aims to empower patients to 

actively participate in their own care decisions, ensuring their preferences and values are at the 

heart of the care they receive.16,18 The benefits of PCC include improved patient outcomes, 

greater adherence to treatment plans, increased patient satisfaction, reduced healthcare costs, and 

more efficient use of healthcare resources.16,19 

However, PCC may overlook the broader systemic impacts highlighted by Family 

Systems Theory (FST), which emphasizes the interconnectedness of family dynamics and their 

influence on various aspects of patient care and outcomes.20 Family Systems Theory was 

developed in the mid-20th century as a basis for understanding the shaping of healthcare 

environments by familial interactions and their impact on those same interactions.21 FST 

highlights how family members interact with each other and with other systems.20,22 It defines a 

family as an interconnected group of interdependent individuals within a larger network of 

interacting parts.20 This theory suggests that changes in one family member may have ripple 

effects on the entire system, affecting the dynamics and functioning of the family as a whole.21,22 

By applying FST principles, healthcare providers can gain a better understanding of how each 

family member’s actions, roles, and relationships impact the overall family system.20,23 This 
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understanding is crucial in critical care settings, where patient outcomes may be influenced by 

familial support and dynamics.24 Recognizing and leveraging the principles of FST enables 

healthcare teams to adopt collaborative approaches that support both patients and their families, 

thereby enhancing overall care quality and patient and family satisfaction in critical care 

environments.20,23,24 

This gap highlights the need for Family-Centred Care (FCC), which extends the focus 

beyond individual patients to include their families in the care process.25 FCC represents an 

evolution beyond PCC, recognizing that healthcare decisions and outcomes are deeply 

intertwined with family dynamics and support systems.25,26 Family-centred care is a healthcare 

approach that prioritizes and respects the unique needs and values of each family.27 Healthcare 

providers can gain a better understanding of the broader context in which patients exist and 

receive care by involving families in the care process. This collaborative approach aims not only 

to enhance decision-making and communication but also to improve patient and family 

satisfaction, and ultimately achieve better health outcomes.28  

Building upon the foundations of both PCC and FCC, Patient- and Family-Centred Care 

(PFCC) integrates the preferences, values, and needs of both patients and their families into 

every aspect of care delivery.29 This approach ensures that care is tailored to meet medical needs 

while also addressing the emotional, social, and practical aspects of patient and family well-

being.12,30 The four concepts that lie at the heart of PFCC include: (1) Dignity and Respect, (2) 

Information Sharing, (3) Participation, and (4) Collaboration.31 The Dignity and Respect domain 

involves the healthcare team prioritizing and integrating patient and family beliefs, values, and 

opinions into the care they receive.31 To achieve this, the care team must build relationships, 

personalize care, and respect the patient and family’s time.31 Actual practices of Dignity and 



 

 15 

Respect may include minimizing wait times, being attentive, expressing empathy, fostering 

personal connections, practicing cultural competence, and ensuring open communication 

channels with patients and their families.30 The Information Sharing domain entails healthcare 

providers delivering thorough and impartial information to patients and families in a supportive 

manner, empowering them to actively engage in care and decision-making processes.31 

Information Sharing practices may entail discussions about test results, disease prognosis, 

treatment options, health-related advice, guidance and support in making decisions, providing 

educational materials, and the use of technologies to facilitate communication.30 For the 

Participation domain, patients and families are encouraged and empowered to actively participate 

and partner in care and decision-making at their preferred level of engagement.31 Actual 

practices entail shared decision-making through understanding the patient and family’s values, 

exploring options, and considering alternatives that align with patient and family decisions and 

priorities.30 To foster partnership with patients and their families, the healthcare team may offer 

guidance and mentoring, recognizing the patient and family's roles and responsibilities in care 

decisions.30 The fourth and final domain, Collaboration, involves patients, families, and 

healthcare providers working together in various aspects of care delivery and improvement, 

whether that be through patient and family experience surveys or participating in focus groups.30  

Current practices of family engagement encompass a spectrum of activities that extend 

beyond mere presence. Olding et al. characterized family engagement in critical care along a 

spectrum, spanning from passive presence to active involvement.32,33 The categories identified to 

classify domains of family engagement in the ICU setting are: (1) Family presence, (2) Family 

needs, (3) Communication and receiving information, (4) Decision-making, and (5) Contribution 

to care.33 The most passive component, ‘Family presence’, involves the presence of family 
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members at the bedside or as witnesses to invasive procedures.34 The ‘Family needs’ domain, a 

slightly more active domain than ‘family presence’, addresses the psychological, social, and 

physical needs of families, with actual practices including the provision of emotional support 

through counselling services or arranging accommodations for family members.35 Actual 

practices of ‘Communication and receiving information’ may entail maintaining regular contact 

between care providers and family, educating families on the patient’s condition, and keeping 

them informed about treatment plans and any changes in the patient's health status.33,34 

‘Decision-making’ is a more active form of family engagement that may involve surrogate 

decision-making, where the family may assume the responsibility of making care decisions for 

the patient when the patient is unable to do so themselves.36 Another form is shared decision-

making, where the family collaborates with the patient and care providers to make decisions that 

align with patient and family preferences and values.8 ‘Contribution to care’ is the most active 

form of family engagement and entails family members participating in essential patient care 

tasks.33 These tasks may involve families assisting the patient with bathing, massaging, cleaning, 

emotional support, mobility assistance and delirium detection.33,34 

While Olding et al.’s model offers a structured framework for categorizing family 

engagement strategies, the categories are not mutually exclusive and there is significant overlap 

between them. This spectrum of engagement underscores the complexity and fluidity of family 

roles in critical care environments. Recognizing and understanding the fluidity and overlaps 

between these categories is essential for developing effective strategies to engage families. 

Healthcare providers must be flexible and responsive, adapting their approaches to meet the 

dynamic needs of both patients and their families.24 By fostering a collaborative environment and 
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promoting active family involvement, care teams can enhance the quality of care and improve 

outcomes for critically ill patients.33  

Another important framework for understanding patient and family engagement in health 

and healthcare delivery was proposed by Carman et al.12 The multidimensional framework 

proposed occurs along a continuum of engagement from consultation to involvement to 

partnership and shared leadership.12 Consultation involves patients participating but possessing 

restricted power or decision-making authority.12 Involvement includes patients and families 

possessing a more active role in discussions and decision-making processes, contributing their 

perspectives and experiences to inform healthcare practices and policies.12 Partnership and 

shared leadership entail patients and families being fully integrated into decision-making 

processes and sharing authority alongside care providers and leaders.12 At each stage of the 

continuum, three different levels of engagement can occur: direct care interactions, 

organizational design and governance, and policy making.12 Direct care engagement involves 

incorporating patients’ values, experiences, and perspectives in relation to preventing, 

diagnosing, and treating conditions.12 At the level of organization design and governance, 

engagement integrates patients’ and families’ values, experiences, and perspectives into the 

structure and management of healthcare institutions.12,37 Healthcare institutions may consult 

patients and families by seeking their feedback through surveys and involving them in hospital 

advisory councils.12 At the partnership end of the continuum, patients and families may act as 

integral decision-makers on hospital safety and quality improvement committees.12,38 Policy 

making includes patients and families as equal and active partners in setting priorities and 

making decisions on health policy, program development, and implementation.12  
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Patient, organizational, and societal factors can influence patient or family readiness and 

their ability to engage at each level. Patient factors encompass individual attributes such as their 

beliefs, knowledge and attitudes; organizational factors include policies, practices and resources; 

and societal factors include social, economic and political influences.12 

This framework highlights the multifaceted nature of patient and family engagement in 

healthcare. Carman et al.’s framework complements existing models of PFCC while also 

providing a comprehensive guide for healthcare providers and administrators to assess, 

strategize, and implement patient and family engagement initiatives. 

By prioritizing the needs of the patient and the family, encouraging collaboration in 

decision-making, and incorporating patient and family preferences into care practices, the 

models and frameworks discussed offer important insights on how to improve the delivery of 

healthcare. With this information, healthcare providers can better address patient and family 

needs and foster meaningful partnerships with them while enhancing the overall quality of 

healthcare delivery. 

1.3 Impact on Patient and Family Outcomes  

Engaging families in patient care within critical care settings has been linked to numerous 

beneficial outcomes. A systematic review of family engagement strategies found that engaging 

families in critical care delivery leads to improved patient, family, and health care provider 

outcomes.39 The engagement interventions that most often led to improvements in family-centred 

outcomes mainly involved communication and information dissemination.39 Specific strategies 

used were giving families educational resources such as pamphlets and videos, including 

families in patient rounds, providing access to technology (e.g., phone calls, texts, web platform) 

to facilitate updates from the healthcare team about the patient’s condition, and scheduling 
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regular meetings with specially trained family navigators.39,40 Providing families with clear and 

consistent information improves their understanding of the patient's condition and care plan, 

which also facilitates decision-making.24,40,41 This increased involvement may reduce the sense 

of powerlessness and alleviate mental health symptoms experienced by the family, leading to 

improved family satisfaction with care.24,39,40,42 Wang et al. identified three studies that reported 

negative family-centred outcomes. Each of these interventions utilized somewhat depersonalized 

approaches, such as avatars or letters, and involved following up with family members whose 

loved ones died in the ICU.39 These findings underscore the importance of personalized and 

timely support strategies in family engagement interventions to mitigate negative mental health 

outcomes.  

Another systematic review of family engagement interventions in the ICU illustrated that 

increased family involvement in critical care benefits not only the family but also patients.15 

Improvements in mental health symptoms, care satisfaction, and health-related quality of life 

were consistently observed across various studies.15,39 Furthermore, the literature consistently 

shows that family engagement interventions, at the very least, are not harmful; there were no 

interventional studies that lead to worsened patient outcomes.4,15,39,43  

The benefits of family engagement extend beyond the patient and family to better 

healthcare system outcomes. Implementing PFCC approaches at the institutional or unit level has 

led to improvements in employee recruitment and retention, reduced operating costs and costs 

per case, a decrease in resource utilization, and an increase in the efficiency of care through 

shorter lengths of stay and reduced diagnostic tests and referrals.4,13,24,37,44-47 Thus, family 

engagement in critical care enhances the care experience for patients and families while 

contributing to the overall effectiveness and sustainability of healthcare systems. 
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1.4 Barriers and Facilitators 

Understanding the barriers and facilitators to family engagement in critical care settings 

is essential for optimizing PFCC and enhancing outcomes for patients, families, and healthcare 

systems. Barriers and facilitators to family engagement can be studied at the level of the patient 

and family, provider, and healthcare system. 

At the patient and family level, barriers to family involvement in care typically revolve 

around emotional distress, patient acuity, unrealistic expectations, communication challenges and 

other personal characteristics, such as personal and cultural beliefs, health literacy, prior 

experiences with healthcare, and a lack of access to resources.14,16,34,40,48-54 Facilitators at this 

level include family presence in the ICU and emotional support, coaching, encouragement, and 

practical guidance from hospital staff.16,40,48,51,53,55  

At the provider level, barriers often stem from unsupportive care provider attitudes, 

inadequate training and support for involving families in care, time constraints due to increased 

workloads, and resource availability.16,34,40,51,52,56 Facilitators at this level include comprehensive 

training programs, support for healthcare providers, characteristics of communication, skills and 

knowledge, empathy, respect, compassion, and mutual goal setting between patients, families, 

and providers.16,34,40,51,56,57  

At the healthcare system level, barriers frequently originate from organization policies or 

practices that do not prioritize or adequately support family engagement in care, such as 

visitation restrictions and insufficient training for clinicians, the lack of leadership support, and 

resource limitations, such as insufficient staffing, environment and budgetary 

constraints.16,34,50,51,58 Facilitators at this level include policies and practices promoting family 

involvement, clinician orientation programs, staff morale and positive staff relations, adequate 
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personnel and support from individuals in leadership positions, and unit characteristics and 

resources, such as private rooms, unrestricted visitation policies, educational materials for 

patients, families, and staff.48,49,51,54,55 Healthcare teams and organizations can address the 

challenges at the different levels and implement strategies to support family engagement in 

intensive care, improving care quality and outcomes. 

This review has described the theoretical frameworks, current knowledge base, and 

challenges and strategies for family engagement in intensive care. Yet there are significant gaps 

in our understanding of the role of family engagement in the intensive care setting. There is a 

lack of empirical data on how family members actually engage in care in the intensive care 

setting. There is also a lack of data on the impact of family presence in the ICU on patient 

outcomes. Addressing these gaps may provide crucial insights into how involving families more 

actively in care can potentially enhance patient outcomes, improve overall care satisfaction, and 

contribute to the development of evidence-based guidelines for family engagement in intensive 

care settings. 

Due to these gaps identified in the literature regarding actual family engagement practices 

in intensive care and their impacts on patient outcomes, the "Direct Observation of Family 

Engagement Practice in a Cardiovascular Intensive Care Unit" study was designed to empirically 

examine how families participate in care and investigate their influence on patient health and 

recovery. 
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Chapter 2: Direct Observation of Family Engagement Practice in a Cardiovascular 

Intensive Care Unit 

The study was presented as an abstract at the Canadian Cardiovascular Congress – Vascular 

2023 on October 27th, 2023. 

The manuscript has not yet been submitted for publication.  
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ABSTRACT 

Background: Engaging families in care delivery is recommended by cardiovascular and critical 

care professional societies. However, there is limited data on how family members actually 

engage in care in the intensive care unit setting and the relationship to patient outcomes. 

Methods: Family members in a cardiovascular intensive care unit (CVICU) were observed 

between October and December 2022. Data was collected on family presence, number of family 

members present, type and amount of engagement activity, and observation time per patient. The 

type of family engagement observed was categorized as active family presence, communication, 

direct contribution to care, decision-making, or family needs. The relationship between family 

presence and patient clinical data was explored. 

Results: There were 104 patients with 151 observation periods (AM, n=47; PM, n=50; evening, 

n=55). 74 patients had one observation period and 30 had multiple observation periods. The 

mean observation time per period per patient was 161.0±47.7 minutes. Most patients (n=61; 

58%) had family members visit. The mean number of family members present per period per 

patient was 1.3±0.6. Family members were present, on average, for 69% of the observation 

period. The most common types of family engagement domains were communication (n=61; 

100%), active family presence (n=36; 59%), and direct contribution to care (n=35; 57%). The 

most common active family presence activity was presence for physician rounds (n=20; 56%). 

The most common direct contribution to care activity was assisting with feeding behaviors 

(n=23; 66%). Patients who had family present were three times less likely to be re-admitted to 

the hospital at 30 days compared to those without family present (5% vs 16%; P=0.05).  

Conclusion: This study reported direct observations of family engagement practice in an 

intensive care setting and explored the association between family presence and patient 
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outcomes. The data generated will inform efforts to design interventions to increase family 

engagement in intensive care. 
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INTRODUCTION 

Family engagement is a collaborative approach to care wherein family members are 

actively involved in patient care as partners alongside the healthcare team.1 Engaging families in 

care is recommended by cardiovascular and critical care professional societies and is recognized 

as a fundamental goal of healthcare delivery.2 In critical care settings, where acute illness, 

sedation, and analgesia may limit the patient’s ability to be involved in their own care, family 

involvement is particularly important.3 Beyond the family role in providing physical and 

emotional support to patients, family members may also be involved in communication with the 

healthcare team, surrogate and shared decision-making, and providing care directly to their loved 

ones. Family involvement in Intensive Care Unit (ICU) care has been shown to improve the care 

quality and lead to improved patient- and family-centred outcomes.4  

Prior studies exploring patient- and family-centred care strategies in the ICU have 

reported on overall unit practices and policies in critical care settings.5,6 However, there is 

limited data on how family members actually engage in care in the ICU. There is also a need to 

explore the relationship between family engagement practices and patient outcomes. Insufficient 

knowledge of the actual engagement practices of family members within the ICU environment is 

a gap in our understanding of the impact of family engagement in patient care.7,8  

The purpose of this study is to describe the actual engagement practices in a 

cardiovascular intensive care unit (CVICU) and to explore the relationship between family 

engagement and patient outcomes. Understanding how family members engage in care is crucial 

for developing targeted strategies and interventions and, ultimately, improving patient- and 

family-centred outcomes in the ICU. 
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METHODS 

Study Design and Setting 

This was a prospective naturalistic observational study in the CVICU of the Jewish 

General Hospital (JGH), an academic tertiary care center in Montreal, Canada, between October 

to December 2022. The study was performed as a quality improvement (QI) project and was 

approved by the institutional quality improvement department. Institutional research ethics 

approval was subsequently obtained for retrospective patient-level data for this study. The 

reporting of this study was done in accordance with the Strengthening the Reporting of 

Observational Studies in Epidemiology (STROBE) guidelines.9,10 

The JGH is situated in an urban setting and has a catchment area of considerable ethnic, 

cultural, and linguistic diversity. The JGH’s CVICU has 16 beds equipped for advanced 

hemodynamic and ventilator support and admits adult patients with medical and surgical 

cardiovascular conditions. The CVICU has an open visitation policy and allows family presence 

at all times. Family visitors receive information regarding the ways in which they can assist with 

the care of their loved one (i.e., assistance with mobility, oral care, or nutrition). Other family 

engagement strategies such as family presence during daily team rounds, resuscitation, or 

invasive procedures and routine structured family care conferences to establish goals of care in 

high-risk patients are not within the usual standard of practice. 

Participants 

All patients who were admitted to the CVICU during the observational periods were 

included in the study. Family members of these patients were included in the observation. Family 

members were defined broadly as individuals with a biological, legal, or emotional relationship 

with the patient, and included anyone whom the patient wished to be involved in their care.11 
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Patients who were in the CVICU but not admitted to the CVICU, such as for a short period of 

monitoring post-procedure, were excluded from the current study. No formal sample size 

calculation was performed due to the nature of this observational study. 

Data Sources and Measurement  

Observation sessions took place on weekday mornings (7:30am-11:30am), afternoons 

(11:30am-3:30pm), and evenings (3:30pm-7:45pm). The dates of observation sessions were 

discontinuous and were based on study personnel availability. On dates of observation, study 

personnel systematically walked through the CVICU at 15-minute intervals. Each observation 

period was carried out in time blocks lasting approximately 2 to 4 hours. Study personnel 

recorded whether family was present in the patient’s room. If family was present in the room, 

study personnel recorded the number of family members present as well as the specific 

engagement activities and behaviors observed. Family members were not approached by study 

personnel in order to conduct observations as unobtrusively as possible.  

Family engagement domains in the ICU were categorized based on the classification 

system developed by Olding and colleagues: family presence, family needs, communication and 

education, decision-making, and direct care contribution.12 Within each domain, specific 

engagement behaviors were identified based on our prior research.13 Family presence included 

behaviors such as active family presence during rounds, procedures, and resuscitation, 

personalization of the patient's room, and passive in-room presence. Communication behaviors 

encompassed interactions with the patient, nurses, physicians, and other healthcare providers, as 

well as family members facilitating patient communication with other family members (phone 

and video calls). Direct contributions to care included mobilizing the patient, grooming and 

hygiene, feeding, and assisting with medication administration. Decision-making behaviors 
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involved participation in surrogate or shared decision-making processes. Family needs included 

the presence of other family members, involvement with social workers, and engagement in 

educational or informational activities like reading leaflets or watching videos. A checklist was 

developed for study personnel to record the specific engagement behaviors observed. 

Data Collection 

The following data was collected prospectively by study personnel: observation duration, 

time of day of observation (AM, PM, EVE), family visitor presence, number of family members 

present per patient, type of family engagement category, and specific family engagement 

behaviors or activities. During the data collection process, any behaviors that were not explicitly 

described or categorized in the checklist were documented under the 'other' category. This 

ensured that all relevant behaviors observed during the study could be included.  

The following patient data was collected from the electronic health record: age, sex, 

admission for a medical or surgical condition, length of CVICU and overall hospital stay, 

discharge location, death in hospital, emergency room visit within 30 days or 1 year, and re-

hospitalization within 30 days or 1 year. 

Bias  

Bias was minimized by including all admitted patients and their family members who 

were present. 

Statistical Analysis 

Continuous data are presented as mean with standard deviation and categorical data are 

presented as frequencies and percentages. Subgroup analyses were performed by categorizing 

patients into groups based on those with family present versus those without family present. For 

categorical data, chi-squared tests were used, and Fisher's exact test was employed when two or 
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more cells had expected counts less than five to ensure robust statistical analysis. For continuous 

data, between-group differences were tested with the independent samples t-test. All p values are 

two-sided with values ≤ 0.05 indicating statistical significance. Statistical tests were done using 

the SPSS 29.0.1.1 statistical software (IBM Corp, Armonk, New York). 

RESULTS 

There were 104 patients observed within 151 observation periods (AM, n=47; PM, n=50; 

EVE, n=54). 74 patients were observed only for one session and 30 patients were observed over 

multiple sessions (range 2 to 6 observation periods). The mean observation time per period per 

patient was 161.2±47.9 minutes. Most patients (n=61; 59%) had family members visit. Family 

was present for 49% of patients in the morning, 62% of patients in the afternoon, and 54% of 

patients in the evening. The mean number of family members present per period per patient was 

1.3±0.6. Family members were present, on average, for 69% of the observation period.  

The most common types of family engagement domains were communication (n=61; 

100%; mean time=74.5±39.1 minutes), active family presence (n=36; 59%; mean 

time=24.7±14.1 minutes), and direct contribution to care (n=35; 57%; mean time=27.8±16.1 

minutes; Figure 1). The most common communication activity was communication with the 

patient (n=61; 100%; mean time=70.8±39.6 minutes; Table 1). The most common active family 

presence activity was presence for physician rounds (n=20; 33%; mean time=23.3±10.6 

minutes). The most common direct contribution to care activity was assisting with feeding 

behaviors (n=23; 38%; mean time=25.8±15.1 minutes).   

There were no differences in patient age, CVICU length of stay, or hospital length of stay 

for patients who had family present compared to those who did not have family present during 

the observation period (all P>0.05; Table 2). Patients who had family present were more likely 



 

 31 

to die in the hospital as compared to those without family present (10% vs 0%, P=0.04) but, 

when discharged, were three times less likely to be re-admitted to the hospital at 30-days (5% vs 

16%; P=0.05). No significant differences were found in 1-year re-admission rates or 1-year 

emergency room visits between the groups.  

For patients with family present, males were less likely to die and more likely to be 

discharged home than females (P<0.05 for both; Supplemental Table S1). For patients without 

family present, there were no sex-specific differences in demographic and clinical 

characteristics. 

DISCUSSION 

The purpose of this study was to observe family engagement practices in a CVICU and 

explore the relationship between family presence and patient outcomes. We found that family 

presence was common, with 59% of patients observed having family present during an 

observation period. Family members were primarily engaged in communication, active family 

presence, and direct contribution to care. Family presence was not associated with CVICU or 

hospital length of stay but was associated with a reduced likelihood of hospital re-admission. 

Prior studies on family engagement in the critical care setting have reported the landscape 

of family engagement policies and practices but have not described the actual performance of 

family engagement practices. A survey from the World Federation of Societies of Intensive and 

Critical Care Medicine of 345 ICUs from 40 countries reported the frequency of how often 

family engagement strategies were fully, somewhat or not in place.14 Another survey of 39 

cardiac ICUs in the United States and Canada similarly reported on the frequency of family 

engagement strategies in their institutions.15 However, neither of these studies reported on how 
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family members were actually involved in care. There was one observational study of 7 ICUs in 

Canada that found that a family member was present in only 23% of rounds.16 

To our knowledge, there has been only one prior study reported in the literature of 

naturalistic observations of family engagement practices in a critical care environment. 

Papautsky and colleagues observed family activities in a single medical ICU.17 The focus of this 

study was to characterize the interactions of visitors with the clinical care team, as well as the 

location of these interactions, and to categorize the engagement activities performed. Visitor 

activities were considered as either information exchanges with the healthcare team or as 

nonclinical patient care, and then further divided into subcategories. Similar to our study, a 

trained observer visualized the presence and activities of family members unobtrusively from 

outside the patient room. They also did not include overnight observations or observations during 

holiday periods. However, there were several key differences as compared to our study. Our 

study quantified the time spent performing each engagement activity in a cardiac ICU using 

established engagement categories, whereas the study by Papautsky and colleagues qualitatively 

described the type of engagement activities performed and developed a new categorization 

scheme of engagement activities based on their observations. Our study also explored the 

relationship between family engagement and patient outcomes. Thus, our study complements 

and adds to the only prior reported naturalistic observational study in this population and setting. 

The most prevalent engagement activities observed were communication with the patient 

and healthcare team members, active presence during rounds, and direct contribution to patient 

care. Evidence-based strategies can be implemented into standard critical care practice to support 

the performance of these activities. ICU communication facilitators have been shown to reduce 

family depression.18 Family participation in ICU rounds is another engagement strategy that has 



 

 33 

shown promise but has not been widely implemented.14,15,19 Novel strategies can also be 

developed to target areas where engagement may be lacking, such as shared decision-making. In 

addition, many family members may wish to be more involved in care but do not have the 

knowledge or opportunity on how to increase their level of participation.20 Digital tools may be a 

useful approach to instruct family members on how to be more involved in care. There is 

evidence that the use of digital tools to improve family engagement is feasible and may improve 

family comprehension and satisfaction.21. Further research is needed to understand which 

engagement strategies family members wish to be more involved in. 

Our study advances the understanding of family engagement in ICUs by linking family 

presence with patient factors and outcomes. We identified an association between family being 

present during an observation period and reduced likelihood of re-admission following hospital 

discharge. It is possible that family members who were present were more likely to act as 

caregivers for ICU survivors, and that ICU survivors who have caregivers were less likely to 

require hospital re-admission. Family-centred interventions have been shown to improve both 

patient-centred and clinical outcomes.22 Our study provides additional evidence of this 

relationship between family engagement and patient outcomes. Generating evidence that 

supports the role of family engagement in ICU care is crucial, as a lack of evidence that family 

engagement improves patient outcomes may be a limiting factor for family engagement uptake 

in routine critical care delivery.  

Another interesting finding is that patients who had family present were more likely to 

die in the CVICU than those without family present. Family may be more likely to be present 

when their loved ones are critically ill or in a palliative state, either to spend more time with 

them or to participate in shared decision-making. The relationship between family presence and 
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mortality, and the potential linkage between them, needs to be explored in future research 

studies. 

There were several limitations to this study. First, this was an observational study 

performed in a single CVICU, which limits the generalizability of the findings to other critical 

care settings or geographic regions. Studies in other ICU settings and locations are warranted to 

improve the characterization of family involvement in care. Second, detailed family member 

demographic data was not collected since approaching the family member to collect this data 

could influence their behavior and skew the naturalistic observations. Family characteristics such 

as age, gender, race and ethnicity, socioeconomic status, and relationship to the patient may 

influence family engagement practice. Third, observations were only conducted on weekdays, 

potentially overlooking variations in family engagement practices on weekends or holidays. 

Future studies could consider longitudinal data collection spanning multiple days or weeks to 

provide a more comprehensive understanding of family engagement patterns. Fourth, certain 

aspects of family engagement, such as private conversations or interactions behind closed 

curtains, may not have been fully captured during observations. Finally, as an observational 

study, no determination can be made regarding causality between engagement practices and 

patient outcomes. 

CONCLUSIONS 

Our study represents an initial effort to characterize actual family engagement behaviors 

in a critical care setting. This information can be used to plan engagement strategies with ICUs. 

Further studies are needed to better characterize family engagement across a broad range of ICU 

types and settings.  
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Table 1. Percentage of Patients by Family Engagement Domain 

Family Engagement Domain and Activities N (%) Mean duration (mins) ± SD 

ACTIVE FAMILY PRESENCE 36 (59%) 24.7 ± 14.1 

During physician rounds 20 (33%) 23.3 ± 10.6 

During procedures 14 (23%) 20.9 ± 9.4 

During resuscitation 0 (0%) 0 

Personalization of room 9 (15%) 20.8 ± 9.0 

COMMUNICATION 61 (100%) 74.5 ± 39.1 

With patient 61 (100%) 70.8 ± 39.6 

With nurses 45 (74%) 29.7 ± 16.7 

With physicians 22 (36%) 18.4 ± 7.6 

With other health care professionals 19 (31%) 19.7 ± 6.7 

Facilitates with others (phone, video, etc.,) 10 (16%) 24.0 ± 14.5 

DECISION-MAKING 8 (13%) 16.9 ± 5.3 

Surrogate decision-making 1 (2%) 30.0 

Shared decision-making 7 (11%) 15.0 ± 0 

DIRECT CARE 35 (57%) 27.8 ± 16.1 

Mobilization 21 (34%) 20.0 ± 11.0 

Personal hygiene 11 (18%) 15.0 ± 0 

Feeding 23 (38%) 25.8 ± 15.1 

Assisting with medication 2 (3%) 15.0 ± 0 

FAMILY NEEDS 14 (23%) 15.0 ± 0 
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Legend. The percentages within each Family Engagement Domain may total more or less than 

100% since the activities listed are not mutually exclusive. Families could engage in multiple 

activities simultaneously within each domain and across different domains; thus, the percentages 

may overlap within and between domains. For example, within the "Active Family Presence" 

domain, a family member might be present during physician rounds or procedures and also 

personalize the room. Concurrently, they could be involved in activities from other domains, 

such as "Communication”, “Decision-Making", “Family Needs”, or "Direct Care." 

 

  

Accompanied by another family member 9 (15%) 15.0 ± 0 

Involvement with social worker 1 (2%) 15.0 

Informational intent (reading leaflet, etc.) 5 (8%) 15.0 ± 0 
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Table 2. Comparison of Patient Outcomes with and without Family Present in the CVICU 

 With family 

present (N=61) 

Without family 

present (N=43) 

P-values 

Age (years) 72.9 ± 11.4 72.2 ± 10.7 0.74 

CVICU Length of stay (days) 2.1 ± 2.5 2.0 ± 1.9 0.96 

Hospital length of stay (days) 14.0 ± 14.4 13.4 ± 15.6 0.83 

Discharge Destination    

  Home 47 (77%) 36 (84%) 0.40 

  Rehab or acute care hospital 5 (8%) 6 (14%) 0.35 

  Long-term care facility 3 (5%) 1 (2%) 0.64 

  Death 6 (10%) 0 (0%) 0.04 

Post-Discharge Outcomes    

Hospital re-admission at 30-days 3 (5%) 7 (16%) 0.05 

Hospital re-admission at 1 year 17 (28%) 15 (35%) 0.45 

ER-Visit 30-days 6 (10%) 8 (19%)  0.20 

ER-Visit 1 year 22 (36%) 17 (40%) 0.72 

 

Abbreviations: CVICU, cardiovascular intensive care unit; ER, emergency room 
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Figure 1. Percentage of Patients by Family Engagement Domain 

 

 

 

  



 

 43 

Supplemental Table S1. Sex-Specific Comparison of Patient Outcomes With and Without Family Present in the CVICU 

 With family present (N=61) P-
values 

Without family present (N=43) P-
values 

 Male (N=38) Female (N=23)  Male (N=26) Female (N=17)  

Age (years) 70.5 ± 11.6 77.0 ± 9.6 0.03 70.6 ± 11.2 74.7 ± 9.6 0.23 

CVICU length of stay (days) 2.2 ± 2.2 1.9 ± 2.9 0.66 1.6 ± 0.9 2.7 ± 2.8 0.16 

Hospital length of stay (days) 12.0 ± 10.6 17.4 ± 18.9 0.21 11.4 ± 17.2 16.4 ± 12.6 0.32 

Discharge Destination      

  Home 33 (87%) 14 (61%) 0.02 23 (88%) 13 (76%) 0.41 

  Rehab or acute care hospital 2 (5%) 3 (13%) 0.36 2 (8%) 4 (24%) 0.19 

  Long-term care facility 2 (5%) 1 (4%) 1.0 1 (4%) 0 (0%) 1.0 

  Death 1 (3%) 5 (22%) 0.03 0 (0%) 0 (0%) N/A 

Post-Discharge Outcomes      

  Re-admission 30-days  3 (8%)  0 (0%) 0.28 4 (15%) 3 (18%) 1.0 

  Re-admission 1 year 11 (29%)  6 (26%)  0.81 10 (38%) 5 (29%) 0.54 

  ER-Visit 30-days 5 (13%)  1 (4%)  0.40 4 (15%) 4 (24%) 0.69 

  ER-Visit 1 year 13 (34%)  9 (39%)  0.70 11 (42%) 6 (35%) 0.65 

Abbreviations: CVICU, cardiovascular intensive care unit; ER, emergency room 
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Chapter 3: Discussion  

Direct observation of family engagement practices in a CVICU yielded a number of 

important insights. We found that family involvement in the CVICU is common with about 6 in 

10 patients observed having family present at some point during the study period. Family also 

participated in care in multiple ways, including communication, decision-making, hands-on care 

activities, maintaining an active presence at the patient’s bedside, and addressing their own needs 

through support and educational resources.  

Communication emerged as the most prevalent form of engagement, with families 

consistently interacting with both patients and members of the healthcare team. All family 

members observed communicated with the patient even though many patients did not appear to 

be responsive. Nevertheless, families still talked to their loved ones as if they could hear them or 

used gestures to communicate when the patient was unable to respond verbally due to intubation, 

oxygen masks, severe respiratory distress, heavy sedation, neurological conditions or 

postoperative complications. This shows how many families adapt their communication methods 

– whether through spoken words, gestures, or touch – to maintain a close bond and offer comfort 

despite the challenging circumstances. Family communication with healthcare team members 

was also routinely observed, with most interactions occurring between families and nurses more 

frequently than with any other healthcare team members such as physicians, social workers, 

patient care assistants, etc. This observation is likely due to nurses’ more frequent presence at the 

patient’s bedside due to their role in providing direct care and care coordination, making them 

the primary point of contact for families seeking information and support.59 While we observed 

that families frequently communicated with a healthcare team member, it is the quality of these 

interactions that plays a key role in ensuring that families feel informed, supported, and involved 
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in the care of their loved one.60-62 Existing literature highlights that when communication is clear 

and effective, families generally feel more comfortable and are more engaged, leading to a more 

supportive and collaborative environment and better patient- and family-centred outcomes.62,63 

Several factors can influence the effectiveness of the communication between families and the 

healthcare team, with challenges including health literacy, social and cultural factors, family 

emotional state, and the healthcare team’s competence and willingness to communicate clearly 

and effectively.60,63 Differences in health literacy can influence how well families grasp medical 

terms and instructions, while social and cultural factors like language differences, beliefs and 

traditions, race, and socioeconomic background can affect how clearly and sensitively 

information is conveyed.60,63 Moreover, family members’ emotional state, often influenced by 

stress and anxiety given their circumstances, can impact how well they are able to participate in 

care conversations.63,64 In addition, the healthcare team’s willingness and competence for 

communicating clearly and effectively can significantly impact the quality of these interactions, 

as their ability and readiness to convey information accurately and empathetically directly 

influences how well families understand and engage in the care process.63,65,66  

Our findings are consistent with literature emphasizing the importance of communication 

in improving patient outcomes. A recent review found that effective communication, whether 

through verbal exchanges, nonverbal gestures, or a mix of both, was essential for improving 

patient-centred outcomes, such as patient satisfaction, quality of life, and physical and mental 

health.67 Improvement in these patient-centred factors was associated with better recovery from 

illness.67,68 Our study found an association between family presence and reduced short-term 

hospital readmissions, but not long-term or emergency room visits, suggesting that family 

presence and participation in care during admission may be important factors in aiding recovery. 
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Improvements in communication and understanding of the acute illness through increased family 

presence enhance patient care and may contribute to lower short-term readmission rates. 

However, long-term readmission rates and emergency room visits may not be directly affected 

by family engagement in care, as they are often influenced by factors unrelated to the initial 

admission.69-71 Our study did not include family-centred outcomes, which could be explored in 

future studies. 

We also found that family presence varied throughout the day with more frequent visits 

in the afternoon and evening. ICU team rounds, however, typically occur in the morning.72 In our 

study, only one-third of patients with family present at some time during the observation period 

had family members present during morning rounds. This may result in reduced communication 

opportunities between the family and the healthcare team. Family participation in ICU team 

rounds is associated with better patient and family-centred outcomes.50 Family members who 

participate in rounds report improved communication and this may be the mechanism that 

improves patient and family-centred outcomes.73-76 Thus, it is possible that the absence of family 

members during these morning rounds could contribute to less favorable outcomes. Families 

who missed rounds might have had fewer opportunities to engage in care decisions, 

communicate effectively with the care team, and contribute to the overall patient experience. 

Consequently, this lack of engagement could potentially affect care satisfaction, quality of care, 

length of stay, and hospital re-admission rates.15,77  

Family involvement in decision-making was the least common category of engagement 

observed. Families often play an integral role as surrogate decision-makers or as part of a shared 

decision-making approach with the healthcare team. There are several potential explanations for 

the low frequency of decision-making observed in our study. First, it is possible that family 
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involvement in decision-making was not part of the culture of the unit observed (i.e., family 

members may not be invited to participate in decision-making). Second, patients may have been 

able to participate themselves in the decision-making process. Since we did not collect 

information on patient acuity, it is possible that patients may have had the capacity to participate 

in decision-making instead of their family members. Third, much of the decision-making 

process, particularly about the daily care plan, occurs during morning team rounds. As most 

patients did not have family present during team rounds, it is possible that this was a missed 

opportunity to participate in shared decision-making along with the healthcare team. Several 

ways to increase family participation in decision-making in the ICU setting have been described 

including appointing family liaisons to facilitate interactions, organizing regular structured 

family meetings with the healthcare team, incorporating digital tools, and providing family 

members with validated decision aids.40,78-81 Decision aids, in particular, have been shown to 

increase the knowledge level of family surrogate decision-makers and reduce decisional 

conflict.80,82 

Family members attending to their own needs were not commonly observed in our study. 

Families rarely interacted with social workers and had minimal use of informational resources. 

Yet taking care of family needs is primordial to ensuring that family members are capable of 

participating in their loved one’s care. The ICU experience has been characterized by family 

members as that of shock and disorientation and more than half of family members report the 

need for physical, emotional and/or mental support.2,3 Fostering a family-friendly environment 

can provide the needed family support and promote greater engagement in care.40,83,84 

Developing policies to ensure families receive adequate support, increasing the availability of 

educational resources and access to counselling services, and creating a more welcoming 
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atmosphere can help meet family needs more effectively.40,49,84 Digital tools may also provide 

families with access to needed resources in a timely manner.81 

There may also be racial/ethnic and gender differences in the family engagement in 

care.85 An observational study of 226 family members in three ICUs reported that families who 

self-identify as Black are more likely than White family members to participate in support 

methods that include touch, personal care, and spiritual care, as well as incorporate audio/sound 

in their interactions.85 Gender has also been shown to influence the caregiver role and may 

influence engagement in ICU care.86 Due to the naturalistic nature of our study, we did not 

capture family member demographics. Future studies could explore the ways that different 

ecological groups engage in care, as this would provide insights into designing interventions for 

diverse groups.  

To encourage effective family engagement and ensure providers can identify and meet 

family needs, there is a need to educate healthcare professionals on PFCC principles and 

opportunities. These programs could also focus on cultivating key traits such as respect and 

empathy and could incorporate training in cultural competence and sensitivity to ensure effective 

and meaningful engagement with families from diverse backgrounds.16,30,51 Although this 

training can lead to improved communication and better relationships with patients and families, 

efforts to collect data on the impact of PFCC education on professional-family interactions 

remain scarce.16,32,87 More research may be required for a better understanding of the 

effectiveness of these educational programs. 

Hospital administrators could also promote family engagement by integrating feedback 

mechanisms like family satisfaction surveys into their routine care policies. By regularly 

collecting and analyzing these insights, institutions could identify areas for improvement and 
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devise strategies accordingly to be responsive to the needs of patients and their families. This 

approach may help in refining strategies to enhance family engagement and support, potentially 

leading to better patient- and family-centred outcomes in intensive care settings.  

While the observation of actual family engagement practice has provided us with 

important insights into the family role in intensive care, there is a need to develop other methods 

that could potentially capture and characterize actual family engagement practice on a wider 

scale. Recently, the FAMily Engagement (FAME) tool was developed and validated in a single-

center study to measure the degree of family engagement in intensive care.88,89 The FAME tool is 

a 12-item self-reported questionnaire filled out by family members to report how they are 

engaged in care. FAME quantifies the 5 engagement domains explored in our study: family 

presence, family needs, communication, decision-making, and direct care contribution. FAME 

can be reported as an overall score and as engagement domain scores.88 Further research is 

needed to validate FAME in a multicenter cohort and with diverse patient/family populations, as 

well as to see if the tool can be used in real-time during hospitalization to evaluate the impact of 

family-centred interventions on family engagement. The FAME tool has the potential to 

benchmark and compare performance internally and across institutions.  

 

Conclusions 

This was the first study to directly observe and quantitatively report on actual family 

engagement practices in a critical care setting, as well as to find a relationship between family 

presence and patient outcomes. The insights gained offer a valuable foundation for developing 

targeted interventions to increase family engagement in acute cardiovascular and intensive care. 

These findings suggest a compelling need to integrate structured family engagement practices 
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into routine ICU care to optimize patient outcomes and enhance overall healthcare delivery. 

Additional studies investigating PFCC interventions are needed to define evidence-based care 

strategies, which will inform cardiac and critical care professional society guidelines and change 

practice. Family engagement improves collaboration between healthcare providers and families 

and improves the quality of care while also reducing healthcare costs. Building strong 

partnerships between the medical team, patient, and family is the essence of PFCC and ensures 

that critically ill patients and their families receive care that meets their specific needs. 
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