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FOREWORD

BALANCING COINCIDENT WORLDS
THE EMOTIONAL IMPACT OF PATIENTS' RELATIVES AND PROFESSIONALS IN THE INTENSIVE CARE

World has a broader overall meaning than planet Earth; especially, together with the life
it supports, or the universe, in a broader philosophical context. This world is connected
to other planets (e.g., the sun, the moon); however, the influence and closeness might
vary by days, months or years. More figuratively, the word world also has the connotation
of a group of people with common characteristics or pursuits, for example, the world of
musicians, or a particular realm, such as the world of imagination. World can also refer
to a particular way of life, all that relates to the life of a person, or a state of existence. In
this thesis, | consider the worlds in these symbolic senses.

An intensive care unit (ICU) is a world of monitors, mechanical ventilators, infusion
pumps, and other life-supporting technical devices, all with bleeps and alarming noises.
A tangible atmosphere of hectic and urgentissues often controls the organizational pro-
cesses. Patients stay in this ICU world with life threatening ilinesses, totally dependent on
the care of the professionals. Most of the time, they are comfortably sedated, sometimes
awake, and sometimes they are in an imaginary matrix, a surrealistic delirious world.
Patients’ relatives also stay in the ICU, living in a world of hope and fear; they are numb,
stuck to a glimmer of faith, and weighing every word of the professionals. Intensivists
and ICU nurses work in the ICU with all of their domain-specific knowledge and scientific
methods to treat the patients” diseases and complications. These coincident worlds,
from different perspectives and mainly in harmonized balance, are working intensively
together to provide the best care to the patient.

Staying and working in the ICU can be two sides of the same coin; patients and their
relatives on the one side and healthcare professionals on the other side, are strongly
connected to each other. Acting as separate and distinct entities, with their own inter-
ests and values, they might mutually influence personal life experiences. Staying in the
ICU is never desirable; nevertheless, working in the ICU is challenging and versatile with
all the required technical competences, providing emotional support, enlarging medical
knowledge, comprehensive understanding and responsibilities. The ICU is a beautiful
world in which to work, but it may be too much of a good thing; having to be present
and empathic at all times with distancing or dehumanization as the result. The continu-
ous weighing and balancing in professional proximity is an individual equilibrium, a per-
sonal world of engagement and detachment, which varies by days, months, and years.



The nursing profession is predominantly a practical domain; traditionally, a world with
a holistic vision for patient care and executing protocols or medical orders from other
disciplines. However, this world is increasingly subject to change. Nursing leadership is
the effectuation of a pivotal role and qualified knowledge in advocacy to patient care. It
can contribute in delivering person-centered care, patient safety, teamwork, and clear
communication; thus, optimizing the quality of care for patients. Particularly in the ICU,
nurses should present leadership in the complex care to frail patients and their relatives.
In a valuable addition, health psychology brought tools to further deepen comprehen-
sion and insight in human experiences in the ICU to me personally. In a broader sense,
it also offers profound health behavior theories and approaches to occupational health,
which may support patients, their relatives, and the professionals as well. Furthermore,
psychology provides sound methods to implement new interventions and to invest in
their effectiveness. Similar expert skills are essential in both psychology and the ICU for
professionals to provide optimal care. For example, support and communication, which
are core elements in both fields, require the awareness and empathy of caregivers.
Therefore, combining psychological theoretical viewpoints with daily ICU practice may
integrate the best of these two intertwined worlds.

In contrast, the scientific worlds of medicine and psychology sometimes seem miles
away from each other, with in each domain hidden “do’s and don‘ts” for conducting
research and their respective publications. For example, an ICU article needs a short
introduction, whereas psychology articles require extended explanations, theories and
hypotheses. It is a challenge, and a pleasure, to bridge the differences between these
two worlds and join them together in an optimal balance.

This thesis reflects all these coincident worlds. An interrelationship may be reinforcing
and powerful, leading to positive consequences, such as excellent quality of care and
a healthy alliance between professionals and patients. A connection also may be too
suffocating, for example, generating a heavy emotional workload and the inextricable
negative emotions of a burnout. Personally, | prefer to start with an encouraging ap-
proach and to let the sunshine come into the world.

Margo van Mol



| can’t change the direction of the wind,
but I can adjust my sails to always reach my destination.

(Jimmy Dean)
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1 General introduction






General introduction

Healthcare is changing, partly influenced by demographic, societal, economic, and
technological trends'. First, an increasing aging population is a critical worldwide trend,
due to longer life expectancy and lower birth rates®. This development is associated with
rising rates of chronic diseases and comorbidities. Furthermore, a free market system
and questions regarding the costs of treatment with respect to efficacy have intrusive
effects on the delivering of care®*. Value, defined as outcomes relative to costs, should
meet the overarching goals of the patient. These goals direct the choices and combined
efforts of healthcare providers in the full circle of care®. Additionally, medical treatment
is expanding with ongoing technical improvements®. Among other areas, these changes
are evident in the environment of an intensive care unit (ICU)%, the hospital ward that
cares for patients with severe and life-threatening illnesses and injuries.

Essential characteristics of an ICU include support from highly trained staff, continu-
ous monitoring, specialist equipment, exhaustive administration of medications, and
innovative technical treatment. Intensive care or critical care has evolved from the
historical recognition that the treatment of patients with acute, life-threatening
diseases was better organized when such patients were grouped together in specific
areas in the hospital. Florence Nightingale (1820-1910) is considered to be the first to
utilize this idea’. During the Crimean War (1850-1854), she brought the most heavily
wounded soldiers into the “Monitoring Unit”, an area close to the nursing station. In this
area Nightingale and her colleagues maintained continuous observation and provided
immediate care when needed. She wrote in 1852, “It is valuable to have one place in the
hospital where post-operative and patients needing close attention can be watched”®.
However, since the 18th century, systems have distributed healthcare among wounded
and sick soldiers in field hospitals during war’. Grouping together critically ill patients
does not constitute an ICU. According to current definitions, there is no ICU without
profound understanding of disease pathophysiology, without unambiguous measuring
and monitoring, and without lifesaving interventions to react to the deterioration of
patients (such as reanimation, blood transfer, vasoactive medication, or organ function
replacement treatments)'®'". Two crucial elements of ICU care are the prevention of
and the rapid response to life-threatening complications in critically ill patients and the
temporary substitution for the physiological function of one or more organ systems that
have failed. Automatic artificial ventilation of the lungs during chest surgery was not
known before 1896'% Therefore, linking Nightingale to the ICU seems artificial, romantic,
and inaccurate according to its current definition. In 1926, Dr. W. E. Dandy opened a
three-bed unit for critically ill postoperative neurosurgical patients” ™. In 1953, Dr. B.
Ibsen established the first medical and surgical ICU during the worldwide epidemic of
poliomyelitis under the guidance of Mogens Bjérneboe'. These ICUs began as a tech-
nologic system of tools, knowledge and highly trained skills, where nurses” traditional
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Chapter 1

practices of intensive observation and triage provided the model for caring for the most
critically ill patients™. In recent decades, the success of mechanical ventilation has
spread quickly™ and intensive care medicine has grown as a bastion of technology and
advanced treatments®. Currently, providing intensive care also means utilizing an ex-
tensive multidisciplinary approach, which includes the use of teamwork to deliver care
to patients and valuable discussions when making treatment desicions'®. The necessity
of working together to achieve the goal of providing safe and excellent patient care in-
volves interconnected activities and interventions among diverse healthcare providers.
Each professional’s skills, knowledge, and expertise must be valued, and cooperation
and the realistic division of tasks in order to achieve a unified goal are also necessary.

Finally, in addition to the generally changing trends, the current World Health Organiza-
tion definition of health has been proposed for reformulation in a more positive direc-
tion'’. Two main aspects considered to integrate are ‘adaptation’ and ‘human balance
in nature’ This new idea is positively expressed as “Health as the ability to adapt and to

n18

self-manage in the face of social, physical and emotional challenges”'®. Therefore, it is es-

sential to involve the individual as an active partner in professional care and treatment.

PERSON-CENTERED CARE

This alignment of partnership, which is labeled ‘person-centered care, subsequently
implies the shifting thoughts and attitudes of the healthcare professionals'®. Person-
centered care stresses patients and healthcare professionals as equal partners in plan-
ning, developing and monitoring care to ensure that it meets patients” needs. It includes
elements such as respecting individual values and preferences, compassion, optimal
communication, physical comfort, and emotional support®®?'. Patients admitted to an
ICU are typically less able to receive information or to make deliberate decisions regard-
ing medical treatment due to the severity of their medical conditions or the adminis-
tration of sedative medications. Therefore, clinical decision-making in the ICU should
occur as part of a collaborative process with the relatives acting as representatives for
the patients®.

Professionals in the ICU increasingly view the patient as an integral component of a
family unit and therefore include the relatives in their caring activities”™ **. A compe-
tent healthcare professional with appropriate skills and attitude can utilize person-
centeredness. Not only during direct treatment but also by employing dignity, sharing
information concerning the medical treatment and condition of the patient, and show-
ing empathy towards patients and their relatives. Although there is an ongoing debate

14



General introduction

2527 'in this thesis those are considered as

on the theories of compassion and empathy
two different constructs. Compassion includes noticing when someone is suffering and
experiencing a mutual emotional reaction to this suffering, subsequently stimulating
meaningful action in the relationship®. Empathy is the cognitive understanding and
consideration of the perspective of other human beings in distress, leading to support®,
even though caregivers do not have to feel the pain and suffering of these individu-
als®. Person-centeredness requires awareness and knowledge by the professionals of
all relevant and important aspects of the caring process together with empathy for the
needs and preferences of patients and their relatives. Overall, today’s challenge is to
create an organizational culture based on person-centered care, thus contributing to an

excellent quality of care.

QUALITY OF CARE FOR THE RELATIVES OF PATIENTS: STAYING IN THE ICU

An ICU is an uncertain and stressful place for ICU patients and their relatives®, which
may result in long-term physical, cognitive, and psychological distress®'. Recently, the
Post Intensive Care Syndrome (PICS) has been defined to emphasize the total impact of
an ICU admission; the new or worsening impairments in health status arising and the
persistence of critical illness after hospitalization®" *. In addition to the challenges of
recovering from the underlying disease and physical revalidation, the emotional distress
needs to be addressed. Patients'relatives may suffer from PICS as well, although it may be
restricted to emotional consequences over the long term?*. The ability to adapt and self-
manage their emotional turmoil might weaken and negatively affect their health. Many
researchers have suggested that the relatives of patients need accessibility, support, and
information to best cope with their anxiety and imbalance®. Healthcare professionals
usually respond to these needs intuitively rather than based on evidence®. Therefore, it
is necessary tailor the delivery of care to relatives in agreement with their perspectives,
also named the ‘Patient/Person Reported Experience Measures’ (PREMs). Communica-
tion is one of the most important factors in the perceived quality of care from the point
of view of the relatives®. The Dutch Society of Intensive Care (NVIC) acknowledges the
relevance of optimal communication and suggests that every ICU needs to monitor this
quality of care®. However, an evidence-based, valid, and reliable Dutch instrument that
evaluates actual experiences and the perceived quality of care from the perspective
of the relatives was lacking until 2014, Therefore, it was desirable to develop a new
measurement instrument as a logical follow-up to all previous international studies.

The development process of this measurement instrument is based on standards for
determining the experiences with provided care from the perspective of a client group,
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according to the Consumer Quality Index (CQI) method™®. In the Netherlands, the CQI
method is a scientific and standardized process for developing measurement instru-
ments in healthcare quality to promote person-centered care. The development process
is generally prescribed in a manual®, guided and controlled by an external scientific
advisory board. The content validity of newly developed instruments are ascertained
during a qualitative phase including a literature search, in-depth interviews, and focus
groups®®*'. The CQl method is characterized by combining perceived actual experiences
with the relative importance of each aspect of care, resulting in a list of priorities for
improvement of the quality of care. Until now, several CQls have been conducted in a
variety of care settings and condition-specific patients’ groups such as in cataract*, pal-
liative”, and general hospital care*. The newly developed questionnaire regarding the
quality of care in the ICU was labeled CQI‘Relatives in Intensive Care Unit’ (CQI‘R-ICU")*.

The CQl instruments are theoretically founded by the CAHPS' instruments and QUOTE’
methodology, both of which are based on a discrepancy model*. To deliver a sufficient
quality of care, the expectations regarding the quality should be in agreement with the
perceptions of the actual experiences according to these methodologies. It is prefer-
able to measure experiences rather than satisfaction, as it results in more objective and
specific information for quality improvement”. An important step in the development
of a CQl is determining the measurable aspects of care (quality indicators), for which
many authors have adopted structure, process and outcome indicators*®**°. Concerning
the relatives of ICU patients, the structure indicators refer to the organization of the ICU,
including the waiting room, visiting hours, coordination of care, and the availability of
healthcare professionals. Process indicators primarily concern communication, with a
distinction toward 1) providing information, for example about treatment and progno-
sis, and 2) affective aspects, such as the attitudes of healthcare professionals, honesty,
and respect. Outcome indicators include the overall judgement of support provided by
the ICU staff.

DELICATE EMOTIONAL BALANCE OF HEALTHCARE PROFESSIONALS:
WORKING INTHE ICU

On the one hand, the ICU work environment is changing, as high-tech medical care
requires more expert technical skills. The increased use of treatments such as advanced
life-sustaining medical therapies for patients with poor long-term expectations may lead
to disproportionate care®'. On the other hand, delivering person-centered and value-
based healthcare requires a focus on the patient as a human being in their own values®.
This includes empathy from the healthcare providers, in open and meaningful commu-

16



General introduction

nication with the person who needs care. In the ICU, the most stressful interactions for
the professionals occur with the relatives rather than with the patients®>. Therefore, an
essential skill for reducing work-related stress, particularly when supporting relatives of
the ICU patient, is the ability to respond with empathy. However, unwarranted immer-
sion with ICU patients and their relatives or excessive proximity may lead to numbness
and emotional exhaustion. To care for ICU patients and their relatives with empathy is
about finding a delicate emotional balance for each individual professional. However,
it is still unclear how proceeding this emotional investment affects work engagement,
quality of work life, and sustained employability among ICU professionals.

WORK-RELATED STRESS, A HEALTH IMPAIRMENT PROCESS

Stress reactions are the first indications of emotional trauma. These reactions are defined
as a set of conscious and unconscious behaviors, cognitions and emotions, developed
to cope with the stressor”. It has been suggested that ICU professionals could be
emotionally affected by end-of-life issues*, the continuous suffering of patients®, ethi-
cal decision making®, miscommunication®’, disproportionate care*®, and demanding

d®* ¢, alarm fatigue®, conflicts®®, and the role of

family members®. Additionally, workloa
supervisors® could also provoke work-related stress. The stress process could ultimately
cause poor individual health and less successful working. This might also lead to profes-
sionals leaving their jobs, thus impacting society through lost economic investment® %,
It might even reduce the quality of care for patients and relatives ¢ thereby threatening

patient safety®.

A growing body of evidence suggests that burnout among ICU healthcare professionals
is a result of the demanding and continuously high-stress work environment®. Burnout
has been defined as a combination of three factors: emotional exhaustion, depersonal-
ization, and personal accomplishment’. A closely related concept, compassion fatigue,
has been described as a loss of compassion due to repeated exposure to suffering during
work’"”2, Furthermore, both post- and secondary traumatic stress include the persistent,
deliberate avoidance of distressing trauma-related stimuli’®. All of these concepts in the
health impairment process are considered together in this thesis as ‘emotional distress’
because they underscore the same causes and consequences of work-related stress.

WORK ENGAGEMENT, A MOTIVATIONAL PROCESS

In the past, several studies have focused on the negative emotions of work stress and
burnout in the ICU’ 7>, However, studies on positive emotions may provide valuable
perspectives as well. In relation to the proposed definition of health, which is repre-
sented as the ability to adapt and self-manage, the focus has shifted towards employees
adapting to their work environment. Positive occupational health psychology aims to
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Chapter 1

understand and foster the factors that allow individuals and communities to flourish.
It seems of utmost importance to focus research on the motivational process affecting
personal health and successful working”®”2. Flourishing (or engaged) employees believe
in themselves, generate positive feedback, set higher goals, have values that match with
the organization, and can maintain long-lasting personal health. Work engagement,
with its positive labeled elements, is a counterbalance to work-related stress’® . It is
operationalized as a positive work-related state of mind and characterized by vigour,
dedication, and absorption®. Vigour represents the level of energy and mental resilience
while working; dedication refers to experiencing a sense of significance, enthusiasm, and
challenge; and absorption is characterized by being focused and absorbed by work. In
general, work engagement is influenced by job autonomy, social support, performance
feedback, and personal resources such as self-efficacy, flexibility and adaptability®.
Work engagement is firmly grounded in the Job-Demands-Resources (JD-R) theory.

THE JOB-DEMANDS-RESOURCES THEORY

The JD-R theory describes both the health impairment process and the motivational
process in its relationship to the influencing factors in adapting to and self-managing
stress®"®2. Many previous models and theories have inclined the JD-R theory, including
early burnout models (Leiter, 1993), stress models (Seyle, 1976), the demands-control
model (Karasek, 1979), job characteristics theory (Hackman & Oldham, 1980), and
conservation of resources theory (Hobfoll, 2001)®. The therefrom derived JD-R model
(Fig. 1) encompasses the negative aspects of work-related stress (ultimately resulting
in burnout) as well as the positive aspects (resulting in work engagement). This JD-R
model has been used in many studies of healthcare workers, and it is assumed that every
occupation has its own demands, resources and associated factors®®®. Thus, ICU profes-
sionals may have different aspects of their jobs related to work engagement compared
to general employees. Until now, the JD-R model and work engagement have not been
applied to ICU professionals.

The stressful environment in which both ICU nurses and intensivists work is increas-
ingly challenging in physical, cognitive and emotional terms®* 7% These job demands,
together with the workload, might negatively affect an individual’s level of energy
while working. Recent research has shown that the level of work engagement is primar-
ily related to job resources®, that is, the social aspects (i.e., team spirit, team efficacy
and social support from colleagues); the aspects personal of grow (i.e., autonomy and
performance feedback); and the organizational aspects (i.e., peer communication). Em-
ployees with adequate job resources will feel efficacious, important to the organization,
and optimistic about their future®. The JD-R model includes personal resources as well,
which refer to the perception of employees regarding their ability to successfully control
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Motivational process

Work engagement

Job resources
Social support
Team spirit
Communication
Team efficacy

Healthy
working

Personal
resources

Leadership

Successful
working

Job demands
*  Emotional
*  Cognitive

*  Physical
Burnout

Health impairment process

i93,94

Figure 1. JD-R model, adapted from Triple i Human Capital, Schaufeli and Schaufeli

and have an impact on their work environment®®, Personal resources interact with job
resources, as employees who score high on optimism, hope, self-efficacy, resilience, and
self-esteem succeed more often in mobilizing their job resources. This boosting effect
may change the relationship between job resources and work engagement®. Personal
resources, such as personality traits, may partly explain different reactions to work-relat-
ed stress and the level of work engagement® . Another personal resource, specifically
applicable to healthcare, is the ability to respond with empathy to a person in distress
or suffering® °'. Traditionally, healthcare professionals interact with their clients. Strong
relational skills are needed to contact and impact people who need care. There is some
evidence that relational job characteristics, such as empathy, may be associated with
work engagement®.
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OVERALL PURPOSE AND RESEARCH QUESTIONS

The overall purpose of this thesis is to gain a better understanding of the emotional
challenges in ICU practices from the perspectives of both patients’ relatives and health-
care professionals. The ultimate goal is to provide recommendations to further improve
staying and working in the ICU.

This thesis will answer six central questions:

- Is the Consumer Quality Index ‘Relatives in the Intensive Care Unit, which measures
the experiences of ICU patients’ relatives regarding the quality of care, evidence
based, valid and reliable? (Chapter 2)

- What is the effect of additional supportive interventions to ICU patients’ relatives on
the perceived quality of care in the context of person-centered care? (Chapter 3)

- Which aspects are most relevant to providing person-centered care, and what will be
the effects on the healthcare professionals? (Chapter 4)

- What is the prevalence of emotional distress (i.e.,, burnout, compassion fatigue,
secondary traumatic stress) among ICU professionals? Which preventive strategies
have been successfully applied to reduce this emotional distress? (Chapter 6)

- Whatis the historical perspective regarding work-related stress reactions, and which
current trends need (no) further exploration. (Chapter 7)

- How are job resources and job demands associated with work engagement? Is
empathy, acting as a personal resource, related to work engagement among ICU
professionals? (Chapter 8)

SCOPE AND OUTLINE OF THE THESIS

The main content of this thesis is divided into two parts. The first part (Section 1) pres-
ents studies related to the quality of care and person-centered care. The world of ICU
patients, and especially the experiences of their relatives (e.g., informational aspects of
the healthcare providers, organizational aspects regarding their stay the ICU, and an
overall judgment of the quality of care) contribute to these overarching themes. The
studies underscore the relevance of Patient/Person-reported experience measures
(PREMs) to further improve the care provided in the ICU. In the second part (Section 2),
work-related stress and work engagement become the central themes. Working in an
ICU may influence the worldview of ICU professionals, with both positive and negative
consequences. The studies describe and analyze this theme and provide state-of-the-art
reflections that can be applied to ICU professionals. Finally, a summary and discussion of
the main findings of these parts follows in Section 3.
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Chapter 2 examines the potential of the Consumer Quality Index Relatives in the
intensive care unit” questionnaire (CQIl ‘R-ICU’), to assess the quality of care from the
perspective of relatives in the ICU. This newly developed instrument, measuring PREMs,
can be used to provide feedback to healthcare professionals and policy makers in order
to evaluate quality improvement projects concerning relatives in the ICU.

In Chapter 2bis we formulate a reaction to an article by Jensen et al., in Journal of Critical
Care. The authors present the development of another Dutch questionnaire addressing
the needs of relatives in the ICU, which might be helpful to provide high valued care in
ICUs. However, to our opinion, there are some relevant theoretical and methodological
problems concerning this study that we explained in this letter.

Chapter 3 describes the evaluation of a bundle of additional support specifically
designed for relatives, such as intake interviews, encouragement to keep a diary, and
weekly psychosocial rounds. The CQI ‘R-ICU’ was used for the assessment of these inter-
ventions in Erasmus MC. Additionally, person-centered care still requires a change in the
mindset of healthcare professionals. This new point of view should overcome perceived
barriers and foster a culture of partnership with the relatives of ICU patients.

Chapter 4 presents the joined forces of a Dutch national network, thus combining the
strengths of different disciplines, scientists, and involving patient-experts and their
relatives to reduce the emotional impact of an ICU admission. This approach is the core
of person-centered care; the views, values, and needs of the experts are the sources of
change in ICU policies. We extensively describe the key-concepts of person-centered
care, such as respect, empathy, and compassion while considering that this person-
centeredness puts additional weight on the shoulders of the ICU professionals. The
needs of the healthcare professionals should be recognized as well.

In Chapter 5.1 we deliberate if intensive care professionals will become more empathic
by watching films and documentaries about suffering. Furthermore, chapter 5.2, involves
a provoking consideration of dehumanizing patients in the ICU, which seems to contrast
with an attitude of empathy by the healthcare professionals. This dehumanizing process
may be inevitable, adaptive, and even morally and psychologically acceptable.

Chapter 6 concludes with the prevalences of burnout, compassion fatigue, secondary
traumatic stress and vicarious trauma among ICU professionals. We suggest in this
systematic review that the true magnitude of work-related stress remains unclear due
to a lack of unified concepts, related measurement instruments, and cut-off points.
Additionally, a thorough exploration of emotional distress concerning communication
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skills, ethical rounds, and mindfulness may provide an appropriate starting point for the
development of further preventive strategies.

Chapter 7 provides a historical impression and trends in work-related stress responses
among ICU professionals, such as burnout. In this book chapter we also address cur-
rent opinions on post- and secondary traumatic stress and compassion fatigue among
healthcare professionals.

Chapter 8 aims to explore the relationship between job demands, job resources, personal
resources (i.e., personality traits and empathic ability), and work engagement among ICU
professionals. The relatively high workload in the ICUs, with a high emotional burden in
particular, may be acknowledged as an integral part of ICU work. Although it is essential
to take care of the professionals, we emphasize that working in the ICU can be inspiring
as well, as long as they adapt and self-manage the challenges.
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ABSTRACT

Objective
To examine the potential of a questionnaire (CQI ‘R-ICU’) to measure the quality of care
from the perspective of relatives in the Intensive Care Unit (ICU).

Methods

A quantitative survey study has been undertaken to explore the psychometric properties
of the instrument, which was sent to 282 relatives of ICU patients from the Erasmus MC,
an academic hospital in Rotterdam, the Netherlands. Factor-analyses were performed to
explore the underlying theoretical structure.

Results

Survey data from 211 relatives (response rate 78%) were used for the analysis. The overall
reliability of the questionnaire was sufficiently high; two of the four underlying factors,
namely ‘Communication’ and ‘Involvement;, were significant predictors. Two specific
aspects of care that needed the most improvement were missing information about
meals and offering an ICU diary. There is a significant difference in mean communication
with nurses among the four wards in Erasmus MC.

Conclusions
The CQI‘R-ICU’ seems to be a valid, reliable and usable instrument. The theoretical fun-
dament appears to be related to communication.

Practice implications

The newly developed instrument can be used to provide feedback to health care profes-
sionals and policy makers in order to evaluate quality improvement projects with regard
to relatives in the ICU.

Keywords: Consumer Quality Index, CQl, Quality of Care, Quality Assessment, Satisfac-
tion, Communication, Intensive Care Unit, Critical Care, Relatives, Family Support, Health
Care Surveys.
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INTRODUCTION

Severe illness and subsequent admission of a family member or friend to an intensive
care unit (ICU) can have a serious impact on the psycho-social well-being of the rela-
tives/friends. They can become confused and anxious, may experience severe sadness
and depression or even develop a ‘Post intensive care syndrome-family’">. The mental
distress may be caused by the gravity of the situation, uncertainty about the course
of the medical situation or the unexpected death of the patient. In addition, the ICU
environment with a multitude of unfamiliar equipment, sounds, smells, staff and other
patients might contribute to the level of stress. Health care providers should develop the
skills to observe this stress to address the needs of relatives.

Relatives could have an important role in the physical and psycho-social recovery pro-
cess of the ICU-patient™”. They can support their loved ones in an emotional, cognitive
and practical way, provided that they themselves are able to cope with the stressful situ-
ation. They also might enhance the trust of the patient, a significant aid in the recovery
process®. Most ICU-patients are not able to receive information or make decisions, due
to the severity of their medical condition and/or the administration of sedative medi-
cation, leaving the relatives as surrogate decision makers’. This role requires a careful
communication process that begins immediately after hospitalization.

Both nurses and doctors seem to underestimate the relatives’ need for information®°.
Inadequate communication might lead to dissatisfied patients and/or relatives, result-
ing in formal and informal complaints about the provided care''. Moreover, ideally
patient and family communication leads to an elevated level of knowledge, less fear
and decreases in insecurity and stress'?. From the relatives’ perspective, communication
is assumed to be one of the most important factors in the perceived quality of care in
the ICU, whereas most caregivers think the physical aspects of patient care are the most
important factors for the relatives of ICU patients.

Currently, there is insufficient insight into the quality of care offered to relatives in the
ICU because an evidence-based measurement tool is missing in the Netherlands®. The
‘Family Satisfaction in the ICU Survey’ (FS-ICU)" and the ‘Critical Care Family Satisfaction
Survey’ (CCFSS)™ were developed previously to measure the satisfaction of relatives in
the ICU. However, these instruments were developed in non-Dutch situations. It seems
reasonable that some items will be experienced as more or less important by relatives
from different countries or even continents'®. Moreover, although these instruments
proved to be valid and reliable, the utilized concept of satisfaction might raise some
bottlenecks such as ceiling effects, cognitive dissonance and socially desirable answers".

33



Chapter 2

A discrepancy model, which describes satisfaction as a result of expectation minus
the perceived experience, could overcome these problems'®. Accordingly, developing
a measurement instrument to establish the quality of care to relatives in ICUs in the
Netherlands is a logical follow-up of these previous studies.

The development of the new instrument was built upon the Consumer Quality Index
(CQI), which is a scientific and standardized method to determine the experiences of
customers with the provided care'®?'. The CQI instruments are theoretically founded
by the CAHPS’ instruments and QUOTE™ methodology®, both based on a discrepancy

model*

. To meet a sufficient quality of care, the expectations regarding the quality
should be in accordance with the perceptions of the actual experiences according to
these methodologies® ?*. Although this method judges the quality of care, there is no
instrument under the umbrella of the CQI instruments available addressed to relatives
in the ICU. Therefore, a CQIl ‘Relatives on Intensive Care Unit, in short CQI ‘R-ICU;, was
accordingly developed within the Netherlands as a co-creation among HAN University
of Applied Sciences, three hospitals (Erasmus MC, Rotterdam, Gelderse Vallei and Ken-

nemer Gasthuis), and Open University of the Netherlands®.

The theoretical framework of the CQI‘R-ICU’is partly derived from the ‘Theoretical Model
for Patient Focused Communication, which is applied to the communication between
relatives and caregivers. This model distinguishes between an instrumental need, ‘the
need to know and to understand’ and in an emotional need, ‘the need to be known and
understood’. Subsequently, the caregivers should respond appropriately to these needs
to influence coping mechanisms of the relatives. Communication is stated to consist of
content aspects, such as information on medical treatment or visiting hours, and rela-
tional aspects such as respectfulness and hopefulness®. Both clusters of elements are
expected to influence the quality of care given to relatives. This manuscript describes
the theoretical framework and developmental process of the CQl ‘R-ICU" instrument and
explores the psychometric properties of this new tool.

METHODS

The research protocol for the study was approved by the Medical Ethics Committee
(MEC) of Erasmus MC, Rotterdam (MEC-2011-189). The committee judged that the study
complied with the Dutch law on Medical Research in Humans (WMO).
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STUDY DESIGN

The total process of development and validation was performed by the HAN University
of Applied Sciences. The overall research plan, which was based on the Manual CQI, con-
sisted of qualitative and quantitative survey studies®'. This method, as shown in figure
1, contains four phases: the preparation, performance, psychometric and discriminatory
phases.

Development process

Preparing phase

Literature study:

*Needs of relatives in ICU
*Communication theories
*Measuring satisfaction in ICU
*Quality indicators in ICU

Conducting phase

ocsron disss
Concept CQl
*Focus group discussion with 7 relatives pacd

Qualitative study (2): cQl ‘R-ICVU’ 3.0
*Comprehension test with 5 relatives :> 57 experience items

Facevalidity with 12 professionals * 44 importance items

Psychometric test phase

Advise from Scientific Advice Board CQl
. CQl ‘R-ICVU’ 4.0
Quantitative study . )
N * 39 experience items
*Data analysis

. . . *0 importance items
Review of questionnaire

L

Discriminating phase

Figure 1. Flow chart of the total development process which is carried out by the HAN University of Applied
Sciences in order to meet the CQI method

The preparation phase started with a literature research to create a list of quality of care
domains for the relatives of ICU-patients. To determine relevant topics, some previous
questionnaires were studied for useful content, including the ‘Critical Care Family Needs
Inventory’ (CCFNI)** *, the FS/ICU, the CCFSS and the CQl-palliative care Relatives®'.
Subsequently, in the performance phase, focus group interviews with relatives were
held to verify the quality items according to their perceptions. The answers and spon-
taneous statements formed the foundation of the items in the concept questionnaire.
Some aspects in the draft of the CQI ‘R-ICU" were prescribed by the CQI Manual, such
as obligatory general questions and the layout. Questions relating to the experiences
of relatives with communication, already clustered by subject, formed the core of the
instrument. These experience items (57) were formulated with respect to how often the
quality aspect occurred; ‘never, ‘sometimes, ‘often’ or ‘always’ (e.g., “The caregiver takes
me seriously”). Other questions referred to more general aspects of care (e.g., “Commu-
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nication by nurses”) using a scale from 1 (poor) to 10 (excellent). Finally, the respondents
scored the relative importance of the quality of care aspects; these important items
(44) were rated as ‘not important, ‘somewhat important, ‘important’ or ‘very important’
The questionnaire was subsequently tested for comprehensiveness by the relatives and
face validity by the health care professionals. With all the feedback, the concept CQlI
was revised in version 3.0 of the CQI‘R-ICU’ which consists of 116 items in total. Then, in
the psychometric phase, this questionnaire was tested among the relatives of patients.
The resulting quantitative dataset provided insight into the validity and reliability of
the CQI ‘R-ICU Finally, in the last phase, the instrument will be tested with respect to
its discriminatory power. The total process of development, including the qualitative
study results, and validation of the instrument will be described in a separate article.
The current study, which was conducted from October 2011 to April 2012 in Erasmus
MC, Rotterdam, comprises data from the quantitative psychometric phase to pretest the
potential of the questionnaire and support the theoretical foundation.

STUDY POPULATION

Erasmus MC is a university medical center with one of the largest ICUs in the Nether-
lands. The level Il ICU for adult patients contains 32 operational beds and is divided
into four units: the cardiological ICU (ICCU), thoracic surgery ICU (ICV-1) and two mixed
units for neurological, neurosurgical, transplantation surgery and medical patients (ICV-
2 and ICV-3). Relatives who were included in the psychometric phase met the following
criteria: older than 18 years, understanding the Dutch language and related to an ICU
patient who did not die within 24 hours after admission. Figure 2, the study flowchart,
illustrates that a total of 420 relatives met the inclusion criteria. All relatives were re-
cruited based upon availability, and a convenience sample of 282 respondents (67.1%)
agreed to participate.

The CQI'R-ICU; accompanied by a cover letter, was sent to the home address after receiv-
ing Informed Consent and discharge of the patient from the ICU. According to the Total
Design Method this contact was followed by first and second reminders when there
was no response after two and four weeks respectively®’. A strict separation between
the files with research data and with personal data files was maintained throughout the
entire process, and the completed questionnaires included no traceable private data.

STATISTICAL ANALYSIS

The data were analyzed using Microsoft SPSS (version 18.0). An item was removed when
a single answer category accounted for more than 90% of its score’. In addition, the
non-response per item revealed the relevance and understanding by the respondents;
if the non-response rate was higher than 5%, the item was considered for removal. For
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Relatives included
N =420

Wrongly included (32.9% n=138)
*Unapproachable at ICU (22.4% n=94)
sLanguage barrier in reading (6.0% n=25)
*Not ethical to ask (3.8% n=16)

*Refusal (0.7% n=3)

Relatives approached
N = 282 (67.1%)

Logistic failure (3.9% n=11)

*Double informed consent (0.7% n=2)
*Undeliverable (0.7% n=2)

*Sent back empty (2.1% n=6)

*Wrong address (0.4% n=1)

Net approached
N = 272 (64.8%)

Loss of respondents (22.1% n=60)
*Non-response (19.9% n=54)

*Not filled in by respondent (1.1% n=3)
eInsufficient items answered (1.1% n=3)

Net response
N =211 (50.2%)

Figure 2. Flowchart of the respondents in Erasmus MC, Rotterdam

an inter item correlation between two items of greater than .85, one of the items was
removed because of a non-unique contribution. Subsequently, an explorative factor
analysis, a Principal Component Analysis (PCA), was conducted to examine the coher-
ence of the items with respect to certain factors. An oblique rotation was used because
some factors were presumed to potentially be related to each other. The oblique rota-
tion was also meant to load a larger number of items into one factor. The aim of this
analysis was to explore the underlying theoretical structure of the questionnaire. The
preliminary requirements were a Kaiser-Maier-Olkin Measure of Sampling Adequacy
(KMO-value) = 0.60 and significant results of Barlett’s test of sphericity (p > .05), indicat-
ing that the number of respondents was sufficiently large and the correlations between
the variables was high enough to detect a factor loading®. All factors with eigenvalue
> 1.0 and factor loadings = 0.40 were considered important. The internal consistency of
the different subscales was analyzed using Cronbach’s alpha, with a > 0.70 indicating
that a subscale was sufficiently reliable, an Item Total Correlation (ITC) > 0.40 indicated
that an item belonged to a certain subscale.

Furthermore, a Multiple Regression Analysis (MRA) to explain the relative importance of
the variables was performed with the established factors and the demographic items as
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independent variables and ‘Total quality assessment’ as the dependent variables. The
‘Total quality assessment’ was computed by ‘What rating on a scale of 1 to 10 would
you give nurses for communication?; ‘What rating on a scale of 1 to 10 would you give
doctors for communication?” and ‘What rating on a scale of 1 to 10 would you give
for support and care in general?’. Then, an analysis of variance (One Way ANOVA) was
conducted to compare the total quality assessment among the four ICUs. Finally, the
Quality Improvement Scores (QIS) were computed with the formula ([mean importance
item y1*[%'negative’ experience item y])/100 to explore the usability of the new tool**.

RESULTS

RESPONDENT CHARACTERISTICS

The CQI 'R-ICU" was sent to 282 relatives of ICU patients treated at Erasmus MC, Rot-
terdam. Due to logistic failure, 11 questionnaires (3.9%) were unusable for the analysis.
With a loss of 60 respondents (22.1%), merely through a non-response rate of 19.9% (n
= 54), the final sample included 211 questionnaires (a response rate of 77.9%) as shown
in Figure 2.

The female-male ratio was 66/34%. Partners of the patients accounted for 56% of the
respondents and individuals in the age group of 45-64 years accounted for 49.7%. The
mean average of the patient’s length of stay in the ICU was 18.93 days, with 43.9% of all
patients were still in the hospital and 21.5% were deceased at the time of the survey.
Other characteristics are presented in Table 1.

Table 1 Characteristics of respondents Erasmus MC, Rotterdam

Relation to patient

Partner 56.0
Father/mother 124
Son/daughter 225
Brother/sister 53
Other 3.8

Woman 65.6

Age Modus 55-64
18-24 33
25-34 7.7
35-44 17.2
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Table 1 Characteristics of respondents Erasmus MC, Rotterdam (continued)

45-54 239
55-64 25.8
65-74 17.7
75 and older 43
Health indication
Excellent 18.7
Very good 234
Good 49.3
Reasonably well 8.1
Bad 0.5
Education
Non/Primary school 34
GCSE 37.7
A-levels 304
College/university 27.0
Other 14
Ethnic background
The Netherlands 89.9
Other 10.1
ICU Erasmus MC
ICV-1 14.3
ICV-2 36.7
ICV-3 383
ICCU 10.2
IC-indication
Planned 413
Not planned 58.7
Length of stay (mean in days, St. Dev.) 18.93 (26.64)
ICV-1 12.46 (range 1-99)
ICV-2 18.08 (range 1-99)
ICV-3 22.66 (range 1-167)
ICCU 8.75 (range 1-28)
Current situation of the patient
Hospital 439
At home 30.2
Deceased 21.5
Other 44
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FACTOR AND RELIABILITY ANALYSIS

Of all the items only ‘Did you receive information by digital means?’and ‘Did the hospital
offer you peer support? showed a skewed distribution. These items were disregarded
in the analyses due to non-applicability. Furthermore, it turned out that 16 items had
a non-response rate > 5%, with five being obligatory and another four rated as very
important to the relatives according to the focus group interview; therefore these items
were retained for the analysis. The other seven items with high non-response rates were
excluded from further analysis. None of the importance items were deleted. ‘Peer sup-
port through the hospital’seemed to be the least important item from the perspective of
the relatives; altogether 82.0% scored this item as’not’or ‘somewhat’important (n=169).
This was followed by ‘Contact with clergy’, ‘Contact with psychologist’and ‘Contact with
social worker’; 64.3% (n=133),63.1% (n=130) and 56.5% (n=117) respectively. In contrast,
as presented in Table 2, the most important to the relatives was ‘Conflicting information’.

Table 2 Ten most important aspects of care to relatives (all items with median = 4)

Conflicting information 3.71(0.52) 23.4 74.2
Health care providers take you seriously 3.69 (0.46) 30.8 69.2
Information doctors understandable 3.69 (0.54) 23.6 72.6
Information nurses understandable 3.66 (0.54) 29.2 68.4
Nurses listen carefully 3.62(0.53) 34.1 63.9
Doctors listen carefully 3.59(0.55) 356 61.5
Health care provider at first entrance 3.49(0.71) 30.1 60.3
Enough time for you 3.46 (0.60) 435 51.2
Professional contact person in reach 3.46 (0.64) 44.4 52.2
Involved in decision making 3.45 (0.68) 36.2 55.1

Factor analyses were conducted on 27 experience items (all using a 4 point Likert scale)
to determine the underlying structure of the newly developed questionnaire. The PCA
met all the requirements, with KMO being excellent (.84) and Bartlett’s test of sphericity
being significant (N = 163 en p < .000). The first analysis contained seven factors with
an eigenvalue > 1.0, and 61.19% explained the total variance. The scree-plot presented
a first drop after two factors and stabilized after four factors. These factors were ‘Com-
munication;, ‘Involvement;, ‘Organization of care’ and ‘Nuisance’ Table 3 shows that the
factor ‘Nuisance’ was skewed to the left and had a high kurtosis value, reflecting that
most of the respondents did not report any nuisance at all. As also shown in Table 3, the
internal consistency of all items together amounts to .89 with a range between .51 and
.87 for the separate subscales.
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Table 3 Descriptive statistics of the four factors and the mean ‘Total quality assessment’

Communication 176 3.37 (0.49) 1.90-4.00 .85 -0.76 0.06

Involvement 184 2.39(0.76) 1.11-4.00 .86 0.35 -0.81

Organization of care 192 2.03(0.79) 1.00-4.00 .54 0.50 -0.71

Nuisance 200 3.64(0.39) 1.50-4.00 51 -1.74 5.15

Total quality assessment 198 7.36 (1.83) 1.00-10.0 .87 -1.02 1.51

Overall 163 2.91(0.47) 1.78-3.89 .89 0.10 -0.57
TOTAL SCORES

The correlation between the ‘Total quality assessment’and the factor ‘Communication’
was very strongly positive (r = .82, p > .000). In addition, the factor ‘Involvement’ was
strongly positive (r =.69, p >.000), with the factor ‘Organization of care’ was moderately
positive (r =.33 p >.000), and with the factor ‘Nuisance’ was weakly positive (r=.30p >
.000). Hierarchic MRA, with the standardized Z-scores of the four factors as independent
variables and ‘Total quality assessment’as a dependent variable in step one, presented
a significant model (F (4, 155) = 102.69, p < .000). The explained variance was 72.6% (R?
=.73). The beta coefficients for the factors ‘Communication’ (8 = .64) and ‘Involvement’
(B = .28) were significant and contributed the most to the ‘Total quality assessment.
The factors ‘Organization of care’ and ‘Nuisance’ were not significant. In step two, the
socio-demographic dummy variables of gender, age, ethnic background, education,
relationship to patient, health of relative, current situation and length of stay, were
added as covariables (see Table 4). This model was also significant (F (12,141) =38.07,p <
.000), and the explained variance was barely changed (R* change = .03 with Fehange (8,141)
= 2.06, p < .05) with only a significant contribution from level of education. However,
the mean score for the “Total quality assessment” for the level of education showed no
significant difference (Mhigh educated = 7.29 and Moy educated = 7.43, 1(173.05) =-.51 ns).

Subsequently, the total quality assessment was compared among the four ICUs of the
Erasmus MC: ICV-1, ICV-2, ICV-3 and ICCU (see Table 5). The cardiological ICU, ICCU,
yielded the highest mean scores for the ‘Total quality assessment’ (Mccy = 8.46), whereas
the thoracic surgery ICU, ICV-1, yielded the lowest mean scores for the ‘Total quality
assessment’ (Mcy.; = 7.11). Table 5 also reveals that the scores for communication were
higher for nurses than doctors. The scores for ‘Total quality assessment’ where not differ-
ent between men and women (Myomen = 7.38 and M., = 7.31, t(194) = -.25 ns).

The item analysis showed some remarkable results, such as 58.3% answering‘sometimes’
or 'never’in response to ‘Did health care providers pay attention to what you needed?’.
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Table 4 Results MRA; Total quality assessment as dependent variable with four factors in step 1 and eight socio-
demographic as dummy variables in step 2 (N=154)

Step 1

(Constant)

Factor communication
Factor Involvement

Factor Organization of care
Factor Nuisance

Step 2

(Constant)

Factor Communication
Factor Involvement

Factor Organization of care
Factor Nuisance

Gender

Age

Ethnic background (Dutch to non-Dutch)

Education (low to high)

Relationship with patient (partner to non-partner)

Health of relative (good to bad)

Current situation (home to not-home)

Length of stay (less or more than one week)

745
1.07"
46"
-03
12

6.27
99"
517
-03
RE]
.16
39
-.06
557
-14
-32
.08
-.06

.07
.10
.09
.08
.07

.82
.10
.09

.08
15
.23
.25
15
15
27
17
15

.64
27
-.02
.07

.59

-.02
.08
.05
.07

=11
A7

-.04

-.05
.02

-.02

106.92
11.27
4.92
-42
1.61

7.63
10.14
5.47
-44
1.68
1.09
1.57
=25
3.74
.90
-1.18
A7
-42

.00
.00
.00
.67
1

.00
.00
.00
.66
.10
.30
12
.80
.00
37
24
.64
.68

) Significant

Table 5 Mean ‘Total quality assessment’ and marks on communication and support divided per ICU

ICV-1 (n=28) 7.96 (1.80)
ICV-2 (n=72) 7.59 (1.67)
ICV-3 (n=76) 7.86 (1.66)
ICCU (n=20) 9.11(0.90)"
Total 7.90 (1.64)

6.77 (3.13)
7.30(2.02)
6.86 (2.62)
8.33(1.24)
7.17(2.38)

7.04(2.39)
6.93 (1.92)
6.92(2.27)
7.85(1.14)
7.06 (2.07)

7.11(2.31)
7.30 (1.65)
7.19(1.95)
8.46 (0.98)"
7.58(1.72)

ICCU = cardiological ICU, ICV-1 = thoracic surgery, ICV-2 and ICV-3 are two mixed units with neurological,
neurosurgical, transplantation surgery and medical patients
"The test results with an analysis of variance (ANOVA) showed a significant difference for ICCU compared to
ICV-1,ICV-2 and ICV-3, F(3,185) = 4.20 p < .05), n’ = .064
" The test results with an analysis of variance (ANOVA) showed a significant difference for ICCU compared
to ICV-2 and ICV-3, F(3,179) = 2.60 p < .05), n° = .042
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The respondents seemed most satisfied with (no) nuisance of noise from visitors (M =
3.82) and (no) nuisance of noise from employees (M = 3.75). Both information given
by doctors (M = 3.69) or nurses (M =3.66) and careful listening by doctors (M = 3.59) or
nurses (M =3.62) also scored high. The respondents seemed to be least satisfied with
the provision of information by digital means such as email or a website (M = 1.09),
information on meals (M = 1.69) and offering to write in an ICU diary (M = 1.85). The latter
two, together with participating in taking the care of the patient, also represented the
highest Quality Improvement Scores.

DISCUSSION

The aim of this study was to develop and provide a theoretical framework for a new
instrument to measure the experiences of relatives with the quality of care in the ICU.
This tool, the CQI'R-ICU; has been elaborated by the HAN University of Applied Sciences
using a standardized scientific approach and has resulted in a tailor-made questionnaire
for the relatives of ICU patients. Two strengths of the CQI ‘R-ICU’ questionnaire are that
it attempts to overcome the conceptual and methodological problems associated with
satisfaction surveys and that the relatives were directly involved in the instrument’s de-
velopment. The questionnaire focuses on “reports” of the quality of care rather than on
highly subjective ratings of satisfaction. With a focus on the data from Erasmus MC, Rot-
terdam, the internal consistency of the questionnaire overall and of most subscales was
satisfactory except for the ‘Organization of care’ Reconsidering this four-item subscale
appears necessary®. A highly internal consistency was found for both the ‘Total quality
assessment’ and all the items in the questionnaire combined. Therefore, the CQI ‘R-ICU’
promises to be a reliable measurement instrument.

The correlation between the ‘Total quality assessment’and the factors ‘Communication’
and ‘Involvement’ appeared to be (very) strongly positive. Inevitably, ‘Communication’
explained most of the Total quality assessment” and was hence the most important
predictor of the quality of care given to the relatives, followed by ‘Involvement’. The
different items within these two factors all belong to the process indicators, which was
in accordance with the expectations®. At the same time, the relative importance of com-
munication items in quality improvements is in line with the results of previous studies
and seems applicable to various health care professionals®. The respondents judged the
items of controversial information and being taken seriously as very important. These
findings illustrate that the Theoretical Model in Communications conveyed in the ques-
tionnaire - both as instrumental needs, such as providing understandable information,
and emotional needs, such as carefully listening - clearly emerged.
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The established QIS provided insight into a ranking of improvement points, merely based
on individual weighting of aspects of care combined with their experience. In accordance
with the discrepancy model and the promising results of a new method to measure sat-
isfaction®, it has become clear that importance questions should be a permanent part of
this questionnaire. The QIS takes into account the real weighting of the respondents, and
strikingly showed information about meals as one of the highest requiring improvement.
The potential for a relationship between some demographic variables and how relatives
experience their needs was previously mentioned' *’. Nevertheless, the present study
demonstrated no significant influence of age or education on the respondents’ total qual-
ity assessment of care. Thus, it is conceivable that a difference in neediness is not reflected
in the perspective of relatives in their judgment of communication. This outcome is in line
with the indicated theory stating that a difference between expectations and experiences
determines satisfaction. Needs may control the quality aspects in some ways but are not
predominantly decisive. Thus, it might be established that women are familiar with other
needs that arise during the stressful ICU period, but that these other needs will not result
in a significant deviance in their judgment of communication.

In accordance with the Expectation Violence Theory, a considerable part of how posi-
tive or negative an experience with a communicator is assessed to be will be based on
physical attractiveness, task expertise and knowledge, similarity and other non-verbal
items®. This bias means that the same behavior by different professionals might be
interpreted in different ways. In small sample sizes, such as in current study, this effect
could influence the mean total quality assessment.

LIMITATIONS

This study was performed in one hospital with four ICUs, resulting in a relatively small
number of respondents. Therefore, the results are not generally applicable. A multi-
center study, which has already been conducted, is necessary to confirm or disapprove
the identified results. Another restriction must be made regarding the development
process; which will continue until the discriminatory phase has finished. To address
these issues, a subsequent study is already in progress in 21 regional and 2 academic
hospitals in the Netherlands.

Additionally, some statistical decisions were made with respect to the used guideline
despite valuable completeness to current practice and the real world of an ICU. For
example, some items were formulated as screener questions with an answer category of
‘if no, then go to question xx. This set-up appeared very confusing for respondents and
resulted in a high percentage of missing values, which were subsequently not analyzed.
However, those items could have revealed some important information.
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CONCLUSIONS

As noted in the discussion, it is clear that the CQI ‘R-ICU’ appeared to be a valid, reliable
and usable instrument. Thus, further development and large-scale implementation are
recommended. Professionals can learn from the experiences of relatives by using this
instrument. Moreover, the measurement instrument will provide insight into the points re-
quiring improvement with respect to the care for relatives. The relatives’ quality judgment
on communication and support by the health care professionals in ICUs has a value to the
establishment and/or maintenance of good interventions in caring. It is rather unlikely
that demographic variables have any influence on this judgment. The results indicate that
the theoretical framework of the CQI'R-ICU" has a sound basis that there is a good possibil-
ity of a sufficient discriminatory power. More research on this aspect is needed.

PRACTICAL IMPLICATIONS

The newly developed questionnaire will provide feedback to health care professionals and
policy makers for the evaluation of quality improvement projects with regard to relatives
in the ICU. The tool is expected to measure the effects of upcoming interventions in the
policy on relatives in the ICU (e.g., open visiting policies, participation in patient care and
adherence to doctor’s rounds). The identified Quality Improvement Scores are especially
useful indicators to strive for professional progression in the care given to relatives. This
instrument identifies and sets priorities regarding specific aspects that need improvement
in the quality of care given to relatives. For these reasons, the new tool is not a goal in itself
but mainly a practical instrument in the care given to relatives.
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In response to: Families’ experiences of ICU quality of care

Dear Editor

With great interest we read the article by Jensen, et al.,'. Addressing the needs of rela-
tives in the Intensive Care Unit (ICU) is a contemporary issue, and measuring their ex-
periences is an important work assessment for healthcare providers and organizations.
Therefore, the work from Jensen et al. might be helpful to provide high valued care in
ICUs. However, to our opinion, there are some relevant theoretical and methodological
problems concerning this study that we would like to explain in this letter.

As stated by the authors, the euroQ2 is based on items from the "Quality of Dying and Death’
(QODD) questionnaire’ and the ‘Family Satisfaction in the ICU survey’ (FS-ICU)*. However,
only 32% of the original items in the QODD and 37% of the FS-ICU have been used as origi-
nally formulated. The euroQ2 should therefore be considered as a new questionnaire. The
development process is not well described by the study, leading to indistinct questions. For
example, the initial draft of the euroQ2 was primarily reviewed in English, then adjusted, and
subsequently translated into Danish and Dutch. Items corresponding to end-of-life often
elicit a semantic discussion, for that reason it seems difficult to judge these items in English
for non-native speakers. Yet, another striking disadvantage of these instruments is the
elaboration in ICUs outside Denmark and The Netherlands. It seems reasonable that items
will be experienced as more or less important by relatives from different countries or even
different continents®. The authors argue that the items have been adapted to the European
environment, although it remains a mystery how and what they have done to scientifically
underpin this proposition. The validation of the euroQ2 in two countries of different cultures
and language requires a profound analysis of sensitivity and specificity.

Moreover, there is no reasoning behind the choice for the aforementioned measure-
ment instruments. For example, why did the authors not use the ‘Critical Care Family
Needs Inventory’ (CCFNI), which measures the needs of relatives in the ICU° or the ‘Care
Family Satisfaction Survey’ (CCFSS) to measure the satisfaction of relatives®. Both have
been assessed in former studies as reliable and valid. Furthermore, the QODD has been
recognized with many limitations; the developers themselves even stated that the
questionnaire was not ready for use as a primary outcome measure in intervention stud-
ies after studying over 4,000 patient deaths’. Then, the items of the FS-ICU were based
on an existing framework to measure patient satisfaction, in a combination with items
related to end-of-life care. Quite apart from the fact that satisfaction of patients might
not at all correlate with the satisfaction of the relatives, it is preferable to measure expe-
riences rather than satisfaction as they give more objective and specific information for
quality improvement®. The authors misuse the concepts of “satisfaction’, ‘experiences’
and ‘quality of care” as one and the same and without further explanation.
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In the Netherlands, the government introduced a national framework for evaluating
quality of care that contains a set of indicators referring to experiences of consumers of
care’. A Consumer Quality Index (CQI) was subsequently developed as the measurement
standard, and since then it has been applied to the experiences of special target groups.
The recently established Consumer Quality Index ‘Relatives in the ICU; which has been
developed according to these national standards to assess the quality of care through
the perspectives of relatives in the ICU, proved to be valid and reliable in a pretest'®. A
sample of 564 respondents from six ICUs and nearly 1400 respondents of more than 20
ICUs in general and academic hospitals in the Netherlands, has been analysed to establish
the psychometric characteristics and discriminative power, in respective. The authors do
not mention this European instrument focussing on the same topic and target group, nor
discuss why it was not integrated in the euroQ2 instead of the American FS-ICU.

Undoubtedly, it is basic knowledge that professionals should meet and integrate
relatives” needs in the provided care. Assessing these policies from the perspective of
relatives is necessary to consolidate and further improve the process of caring. However,
the items of the euroQ2 mostly relate to the care for the patient, for example ‘pain under
control’, ‘'emotional support for patient’, and “end-of-life care according to wishes’. The
authors do not explain how these items correspond to the needs of the relatives them-
selves. Furthermore, the assumption that these items correlate with post-ICU symptoms
of anxiety, depression, and post-traumatic stress disorder (PTSD) of relatives, is short-
sighted and need further theoretical explanation.

The PTSD diagnostic criteria were revised in the fifth edition of the Diagnostic and
Statistical Manual of Mental Disorders (DSM-5) and require persistence of symptoms for
more than one month'". Thus, three weeks after discharge from the ICU or the death of
a relative is far too early to assess PTSD. In the same way, to measure some symptoms
of anxiety or depression in mourning relatives, is within the normal range of emotions
after three weeks and not a psychopathological process. The impact of the ICU period
can indeed have negative consequences in the long run, which are currently described
in the Post Intensive Care Syndrome-Family'2.

In conclusion, we agree with the authors that assessing the needs of relatives of ICU
patients is of utmost importance. However, due to the abovementioned arguments, we
question the added value of the euroQ2 above existing, validated instruments, like the
Consumer Quality Index ‘Relatives in the ICU" Especially as the instrument is only vali-
dated in two European countries in relatively small samples with several methodological
errors.
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Chapter 3

ABSTRACT

Aims and objectives

The aim of this study was to evaluate the impact of supportive interventions, such as
deferred intake interviews for providing information and discussing the emotional
impacts, encouragement to keep a diary, and the introduction of weekly psychosocial
rounds, as perceived by both the ICU patients” relatives and the healthcare providers.

Background

Patient- and family-centered care is gaining interest, with a shift from provider-centric
norms to care arranged around patients” and relatives individual beliefs and needs. This
is expected to have a positive influence on the quality of care. Communication is one of
the most important factors impacting the perceived quality of care in the intensive care
unit from the perspective of patients’ relatives. New interventions have been introduced
to help the patients” relatives in order to meet their communication needs.

Design and methods

A time-trend quantitative design was used to analyse the perceived quality of care. Two
convenience samples of relatives were included (in 2012 and 2013) in four different
intensive care units from a large university medical centre in the Netherlands.

Results

Survey data from 211 relatives (75% net response rate in 2012) and 123 relatives (66%
net response rate in 2013) were used for the analysis. The second measurement showed
significant improvements regarding informational aspects of care, clarification of roles
in participatory caretaking, and shared-decision making.

Conclusion

The results suggest that the additional support offered to patients” relatives increased
perceived quality of care, particularly with respect to informational needs. However,
patient- and family-centred care still requires a change in the mindset of healthcare
professionals. This new point of view should overcome perceived barriers and foster a
culture of partnership with patients” relatives in the ICU.

Relevance to clinical practice

Training in providing psychosocial support for the needs of relatives leads to a stronger
perception of patient-centredness.
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Keywords: Communication, Patient and family centered care, Critical Care, Family Sup-
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INTRODUCTION

Patient- and family-centered care (PFCC) is gaining interest, with a shift from traditional
provider-centric norms to care that meets individual beliefs and needs'. PFCC includes
elements such as respect and communication, which may improve the overall quality of
care’. To strive for and to maintain an excellent quality of care is essential for effective
care, improving patient outcomes, and aligning care to what healthcare users need>.
There is no universally accepted definition of quality of care and the different aspects,
mainly due varieties in opinion on the valuation of different stakeholders such as
patients, relatives, caregivers and managers®. Subsequently, PFCC needs to respect,
value and understand how patients may perceive the different aspects of quality of care
improvements® ®. These patient-reported measures are essential to quality improve-
ment programs as they will provide feedback regarding patient-centeredness in daily
practice to healthcare professionals and policy makers. The Institute of Medicine (IOM)
recognizes six patient-centeredness aspects in defining qualitatively good healthcare:
1) it is respectful to patients’ values, preferences, and expressed needs, 2) it is coordi-
nated and integrated, 3) it provides information, communication, and education, 4) it
ensures physical comfort, 5) it provides emotional support, and 6) it involves family and
friends®”. This IOM patient-centered framework provides the theoretical background in
caring of this article.

BACKGROUND

Professionals in the Intensive Care Unit (ICU) are increasingly approaching the relatives
as an integral part of the family unit and subsequently expanding the care provided
from the patient to their relatives (i.e., family members and close friends visiting the
patient) as well®°. Most ICU patients are not able to receive information or make
decisions due to the severity of their medical condition and/or the administration of
sedative medication, leaving their relatives as surrogate decision makers. Therefore, the
clinical decision making in the ICU should occur as part of a collaborative process with
the relatives acting as representatives for the patients'’. However, relatives can become
confused and anxious due to the stressful environment of the ICU'" "2, Both daytime
sleepiness, reported by more than half of respondents®, and a ‘Family ICU Syndrome’,
which describes cognitive blunting with associated impairments in decision-making
during an ICU stay, have been suggested as cognitive dysfunctions in relatives resulting
from ICU stays'®. In addition, a fair number (i.e. 30-42% at three months and even 32-80%
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after twelve months) of relatives have developed posttraumatic stress'*, with depressive
symptoms increasing from 20% to 34% in wives of patients hospitalized with severe
sepsis'®, and 52% responded having had a significant degree of learned helplessness'®.

" Therefore,

These symptoms were addressed as a‘Post intensive care syndrome-Family
in accordance with PFCC, there is a need to develop and implement interventions to

support patients” relatives in this tumultuous period.

Several supportive interventions for relatives have been introduced in the last decade to
improve the quality of care throughout hospitals in the USA and Western Europe, such
as family rounds, adjusting the environment to meet family needs, an intensive commu-
nication structure, and the introduction of a family support specialist’’'. Although the

d*?*, there

problems in communication and life-support decisions are well recognize
is still a lack of large scale evidence-based interventions directed at these problems”'.
Communication skills of healthcare professionals are key factors of the quality of care in
the ICU in the perception of the relatives. Relatives have a need for general information
as well as medical information related to the specific situation of the patient®%. More-
over, this information should be unambiguous, devoid of inconsistencies, and presented
in an effective, intelligible way®®. To meet these communication needs of relatives in the
ICU, and ultimately improve the quality of care, new supportive interventions have been
introduced in the current study. These interventions include a deferred intake interview
to provide information and discuss the emotional impact, encourage the relatives to
keep a diary, and the introduction of weekly psychosocial rounds. A change in profes-
sional attention by introducing these interventions is desirable in the highly technical
ICU environment and potentially leads to positive feedback from the patients” relatives.

Involving ICU professionals in PFCC has posed some challenges. Although empathy and
a holistic perspective of the patients has been applied for very long times now, PFCC re-
quires more than that. A paradigm change from a paternalistic attitude (“l know what is
best for you”) to a supporting role (“What can | do for you to help?) means a challenging
adjustment in attitude and vision on caring in daily practice. It may be a difficult problem
to combine a service-oriented attitude in the fast-paced ICU environment. Healthcare
providers moving quickly to beeping machines and deteriorating patient situations,
leaving less time to interact with patients and relatives”. Other barriers implementing
new interventions in the light of PFCC might play a role as well.

DESCRIPTION OF THE MULTI-INTERVENTION PROGRAM

The usual procedure for supporting the relatives of patients in the ICUs of Erasmus MC, a
large medical centre in the Netherlands, consists of general information leaflets, visiting
hours from 11 am to 8 pm, daily updates from the nurses, and regular meetings with
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the physicians. Although the professionals certainly value the communication process
as an important part of their work, a structured and constant approach is lacking. To
address this practical problem, an intake interview with the relatives on the second day
of admission into the ICU was implemented. This deferred intake interview is performed
by nurses in a quiet room away from the bedside. The conversation, semi-structured
using a checklist, provided general information such as the visiting policy, organization
of the ICU, contact with the physician(s), restaurant facilities, parking, and the medita-
tion centre’®*°, In addition, this intake interview also provided time and space on the
emotional impact of the situation. ICU nurses were trained to react to feelings of anxiety,
frustration or grief”*'. Two of the researchers (MvM and TB) trained most of the 175
nurses (92%) in a half-day course on how to perform this intake interview. The training
consisted of education about the needs of relatives, using the checklist, and practicing
communication skills activities. It was emphasized being present, allow silence, use of
touch and being sensitive to worries of the relatives. The nurses were not specifically
assessed on their practical skills to perform this deferred intake interview.

In addition to oral communication realized by the intake interview, relatives were of-
fered written information. This included a detailed brochure with information about the
possible physical, cognitive and emotional effects in the long run of the ICU period®,
specific leaflets about social work, parking, meals, and lodging in the hospital, and a di-
ary. The relatives were encouraged to keep this handwritten diary, they were instructed
to write liberally in the diaries without guidance from the ICU professionals. Journaling
can be valuable for both patients and their relatives in documenting the presence of visi-
tors, describing the timeline of the situation, and expressing feelings and emotions®***.
It can be beneficial for the patients in their understanding of the ICU experience while
recovering. Moreover, relatives who keep a journal might look at the stressful situation
from a less upsetting point of view, thus improving their coping abilities®.

At the same time, a weekly psychosocial round was introduced as a component of this
multi-stage intervention program. In these rounds, the situations of all of the relatives
were discussed by a multidisciplinary collaborative team involving a social worker, a
spiritual care worker, the nurse in charge of the patient and a staff nurse. Intensivists
aimed to participate, however, most of the time their workload did not allow for their
presence in this meeting. If deemed necessary from the perspective of one of the psy-
chosocial team members, the relatives could be approached for further counselling with
the psychosocial service of the hospital. This service from a social worker, a clergy or a
psychologist, provide standard care to patients if needed. In case of the ICU this is ex-
panded to the relatives as well. The counselling included some “small talk’, listening, or
additional appointments. All of the nurses were instructed to consult the psychosocial
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service providers using a digital form to arrange additional support for the relatives in
an easily accessible way.

The development, implementation, and sustainability of the new measures was an itera-
tive and active process in the development of the multi-intervention programme. The
model of Wensing and Grol (2010) was used to develop a successful plan®. First, the
goals (which were Specific, Measurable, Acceptable, Realistic, and Timely), priorities, and
a risk management strategy were determined by a joint workforce composed of nurses,
a psychosocial worker, an intensivist and a quality manager from the four ICUs. A mix of
implementation strategies was then chosen. These included informing strategies, such
as a newsletter and team discussions; motivating strategies, such as personal contact,
positive feedback, and champions of PFCC; educational strategies, such as training and
bedside teaching; logistic strategies, such as adaptation of the electronic patient data
management system with reminders; and facilitating strategies, such as time manage-
ment. These strategies were adapted to the culture-specific environment of each ICU.
The multi-intervention programme and used implementation strategies have been sup-
ported by the management team, including the medical staff, and the nursing staff at
each ICU. Some dedicated nurses coached their colleagues through on-the-job training.

STUDY AIM

The aim of this study is to evaluate the effects of new PFCC interventions, such as
deferred intake interviews for providing information and discussing the emotional
impacts, encouragement to keep a diary, and the introduction of weekly psychosocial
rounds, as perceived by both the ICU patients” relatives and the healthcare providers.

METHODS

The research protocol for the study was approved by the Medical Ethics Committee
(MEC) for the medical centre (MEC-2011-189). The committee judged that the study
complied with the Dutch law on Medical Research in Humans (WMO). All personal iden-
tifiers have been removed or disguised so the persons described cannot be recognized
through the provided details.

STUDY DESIGN

A quantitative survey study in using a time-trend design was applied to analyse the per-
ceived quality of care before (2012) and after (2013) the interventions were introduced.
In the Netherlands, the government introduced a national framework for evaluating
quality of care that contains a set of indicators which includes each person’s experi-
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ences®®. The Consumer Quality Index (CQI) questionnaires are methodologically founded
by the CAHPS’ instruments and QUOTE" questionnaires®, which are both theoretically
based on the discrepancy (GAP) model®®. For sufficient quality of care, the expectations
regarding quality should be in accordance with the perceptions of the person’s actual
experiences according to these methodologies®. This CQl was subsequently developed
as the measurement standard and since then, has been applied to the experiences of
special target groups*. The newly developed Consumer Quality Index ‘Relatives in the
ICU’ (CQI'R-ICU’) has been proven to be a valid, reliable and feasible instrument with a
sound basis in communication factors*'. The first part of the questionnaire consists of 44
items divided into six categories, namely: introduction (e.g., “Was the hospitalization of
your relative unexpected to you?”), support (e.g.,"Was a professional present during your
first contact with the patient?”), communication (e.g., “"Have you been taken seriously?”),
provided information (e.g., “Did the professionals talk to you about keeping a diary?”),
organization (e.g., “Did the visiting hours sufficiently serve your needs?”) and general
judgment (e.g., “If you could change one thing about the support of the professionals,
what would that be?”). The second part of the survey was related to demographic items.
The internal consistency of the items was sufficient, with a Cronbach’s alpha of 0.89
for all the items together (in a range of 0.51 to 0.87 in four established factors). The CQlI
‘R-ICU’ (version 4.0) was used for measurements in 2012 and 2013.

STUDY POPULATION

The study was undertaken in four ICUs in a large university medical centre in the Neth-
erlands. The level Ill ICU for adult patients contains 32 operational beds in total and is
divided into three units: the thoracic surgery ICU and two mixed units for neurological,
neurosurgical, transplantation, general and trauma surgery, and medical patients. The
cardiology ICU contains 16 beds, 8 of which have ventilation available. Eligible relatives
met the following criteria: relation to an ICU patient who did not die within 24 hours of
admission, age of at least 18 years, and understanding of the Dutch language.

The CQI 'R-ICU" was accompanied by a cover letter and sent by digital link to a given
e-mail address or to a postal address after Informed Consent was given and after the
patient was discharged from the ICU. According to the Total Design Method, first and
second reminders were sent after two and four weeks, respectively*’. To guarantee
anonymity, strict separation of the research data and personal data files was maintained
throughout the entire process, and the completed questionnaires included no traceable
private data. Two convenience samples (2012 and 2013) of relatives of ICU patients in
the four different ICUs were included, with a total of 282 and 187 respondents, respec-
tively. The final samples included 211 (response rate 75%) and 123 (response rate 66%)
questionnaires, respectively (see Figure 1).
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STATISTICAL ANALYSIS

The data were analyzed using Microsoft SPSS (version 22.0), with the classical definition
of p < .05 applied for statistical significance®. The characteristics of the respondents
were presented as counts and percentages or mean values with standard deviations.
Normality was first assessed by kurtosis, skew and histogram analyses. Additionally, a
Kolmogorov-Smirnoff test and the Shapiro-Wilk test were performed with visually in-
spections of the Normal Q-Q plots for deviations. Descriptive statistics (means, standard
deviations, and percentages) were calculated for responses to the items of the question-
naire. A two sample t-test for the normally distributed variables was used to compare
the data from the first and second measurements, a Mann-Whitney test was used in
case of non-normal distributed variables®. An analysis of variance (one way ANOVA)
was conducted to compare the Total quality assessment” among the four ICUs. This
variable was computed by averaging the items ‘What rating on a scale of 1 to 10 would
you give the nurses for communication?, ‘What rating on a scale of 1 to 10 would you
give the doctors for communication?’and "What rating on a scale of 1 (worst) to 10 (best)
would you give for the support and care you received in general?’, altogether. An a priori
power calculation, with t tests “difference between two independent means” (1- = 95%,
p < .05, two-tailed, d = .5), indicated that a total of 210 respondents were needed to
detect a medium effect size on the total quality judgment between 2012 and 2013*.
The observed effect was analyzed as the combination of all the applied interventions
together. No stratification of unique measures could be performed because the measur-
ing instrument was too general for this purpose.

RESULTS

All of the questionnaires were sent by post in 2012, in contrast to 72% being sent with a
link to the survey by emailin 2013. No difference in response rates was observed between
mailed and digital questionnaires, although the respondents to the digitally-completed
surveys were slightly more likely to be men, of a younger age, and with more education.
The respondents at both times were significantly similar in their relationships to the
patients, gender, age, own health, education, and ethnic background, as presented in
Table 1. The current status of the patient, e.g., still in the hospital or at home, refers to
the time of completion of the CQI ‘R-ICU" by the relative. More than 20% of the relatives
in 2012 and 16% in 2013 made efforts to complete this questionnaire after the death of
their loved ones.

A significant difference in the two groups of respondents was found for ICU hospitaliza-
tion, with 41% planned in 2012 and 23% in 2013, and in mean length of stay, at 19
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Table 1 Characteristics of the respondents in 2012 and 2013

Relation to patient

Partner 117 (55.5) 68 (55.3)
Father/mother 26 (12.3) 18 (14.6)
Son/daughter 47 (22.3) 23(18.7)
Brother/sister 11(5.2) 12(9.8)
Other 8(3.8) 2(1.6)
Female 137 (64.9) 78 (63.4)
Male 72 (34.1) 45 (36.6)
Age Modus 55-64 Mean 52.8 (SD 11.8)
Range 18-75 Range 22-77
Health indication
Excellent 39(18.5) 17 (13.8)
Very good 49 (23.2) 30 (24.4)
Good 103 (48.8) 66 (53.7)
Reasonably well 17 (8.1) 8 (6.5)
Bad 1(0.5) 2(1.6)
Education
Non/Primary school 7 (3.3) 3(2.4)
GCSE 78 (37.0) 39(32.0)
A-levels 63(29.9) 36(29.0)
College/university 56 (26.5) 43 (35.3)
Other 3(1.4) 1(0.8)
Ethnic background
Caucasian 187 (89.6) 110 (89.4)
Other ethnicities 22(10.4) 13(10.6)
ICU Erasmus MC"™
ICV-1 28(13.3) 4(3.3)
ICV-2 72 (34.1) 38(30.9)
ICV-3 75 (35.5) 58 (47.2)
ICCU 20 (9.5) 23(18.7)
ICU hospitalization
Planned 86 (41.3) 28(22.8)
Not planned 122 (58.7) 95(77.2)
Length of stay (mean in days) 18.93 (SD 26.6) 1543 (SD 17.8)
Median [Q1,Q3] 9.0 [4.0,21.0] 8.5[4.0,21.0]
Current situation of the patient
In the hospital 90 (42.7) 62 (50.4)

66



A challenge in the daily practice of healthcare professionals

Table 1 Characteristics of the respondents in 2012 and 2013 (continued)

Back at home 62 (29.4) 33(26.8)
Deceased during/after the ICU 44 (20.9) 20(16.3)
Other, e.g nursing home 9(4.3) 8(6.5)

"The respondents were not significantly different among the four ICUs (p > .05)
"ICV-1, the thoracic surgery ICU; ICV-2 and ICV-3, the mixed ICUs; ICCU, the cardiology ICU

and 15 days, respectively. This difference is explained by the study ending for logistic
reasons after one month in the thoracic surgery ICU which is characterized by planned
and short-stay hospitalizations. During the first two months no more than four eligible
relatives could be included due to the high patient turnover. Therefore, in mutual agree-
ment with the nursing staff, it was decided to concede no further inclusions or relatives
in this ICU.

Most quality of care aspects as measured by the CQl ‘R-ICU” improved between 2012
and 2013. For example, the item “Did the professionals pay attention to what you
needed?” increased from 39% of the respondents stating “always” or “mostly” in 2012
to 80% in 2013. On average, respondents experienced significantly (t(304.229) = -7.13,
p<.05) more attention to their needs in 2013 (M = 3.09, SE = .08) than in 2012 (M = 2.33,
SE = .8) with a medium effect size (r = .38). Additionally, significant improvements were
observed in 2013 with regard to the provided information, such as keeping a diary, op-
portunity to participate in the care of the patient, and to be involved in clinical decisions
on medical targets in the recovery process of their beloved one. Other items, such as
nurses and doctors giving comprehensive information and taking the relatives seriously,
scored equally high in both measurements. A few items, such as attentive listening by
doctors and not receiving contradictory information, declined in 2013 (see Table 2).

Although not statistically significant, the mean scores for communication with nurses
and intensivists and general support increased in 2013. The highest score was given to
communication by nurses (Myy3= 8.20 and Myg;,= 7.90), followed by communication by
doctors (My13= 7.41 and M,g,= 7.17) and general support (M,g13= 7.42 and Myg;,= 7.06).
Relatives with higher education levels scored lowest on “Total quality judgment” (Mygn=
7.26, Mp Lever= 8.12 and My,,= 7.39). No differences were observed in “Total quality judg-
ment’ for the relationship to the patient, age, gender, and ethnic background. Moreover,
the current status of the patient showed no difference as well. Relatives of patients who
died during or soon after the ICU period evaluated the ‘Total quality judgment” and
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Table 2 Summary per item related to experiences of relatives in the CQl ‘R-ICU"

Support

Support at first contact moment
Prepared to first contact with patient

Information to contribute to patient
care

Opportunity to contribute to patient
care

To be present during visiting rounds
Felt listened to in decision-making™
Sounds in the ICU explained
Attention to the relative

Contact with professional after ICU

Communication

Understandable information by doctors
Understandable information by nurses
No contradictory information

Relatives feel taken seriously
Professionals enough time to relatives
Listening attentively by doctors
Listening attentively by nurses

Nuisance in changes medical team

Provided information

Written information leaflet given™
Information through digital means™
To know function of professionals
Information on keeping a diary
Information on parking policy
Information on meals

Informed about translocation patient

Organization

68

Accessible professional contact
person”

Sufficient privacy in the situation
Nuisance of other visitors

Family room supports needs of
relatives

The visiting hours according the needs

89.4%
56.1%
24.0%

36.2%

48.0%
44.3%
52.2%
39.0%
30.6%

80.6%
88.2%
94.4%
88.5%
77.5%
82.9%
87.9%
94.0%

27.2%
3.0%

68.8%
25.0%
51.9%
21.1%
61.7%

42.8%

94.4%
1.5%
66.2%

95.0%

88.4%
65.0%
53.7%

56.9%

63.1%
73.2%
72.4%
79.6%
37.1%

87.8%
94.3%
92.7%
90.2%
86.1%
81.1%
93.5%
94.3%

95.8%
12.3%
82.1%
51.2%
73.8%
44.3%
75.2%

39.9%

96.7%
1.6%
54.5%

97.6%

1.46 (.09)*
-22(.23)

=76 (11)*

-19(.10)
-.13(.08)

-.07 (.08)
-.07 (.09)

-.10(.08)

-.04 (.09)
-.04 (.05)
8.77 (1.64)*
.34 (.10)*
.90 (.10)*
.24 (.09)*
5.58 (8.61)

4.11(1.33)*

13.19
(2.31)*

-.02(.07)

1.28
-46

-97

-38
-.28

-24
-24

-30

-17
-12
5.14
15
71
.07
-11.36

1.48

8.64

-16

1.64
.02

-55

.01
.02

.09

.06

17
.05
12.40
.53
1.1
42
2251

6.73

17.74

7330.0 (-6.57)*

9199.0 (-4.19)*

10070.5 (-2.98)*
9153.5 (-4.18)*
9739.0 (-3.19)*

7917.0 (-3.68)*

1074.5 (-14.42)*

9388.0 (-3.43)*

1162.5 (-14.43)*

4931.5(-9.53)*

120.5 (-16.5)*
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Table 2 Summary per item related to experiences of relatives in the CQI "R-ICU " (continued)

General judgement

Recommending this ICU 91.6% 95.1% 10261.0 (-2.97)*
Marks for communication doctors -24(26) -74 26
Marks for communication nurses -31(17) -64 .02
Marks for general support -36(22) -79 .07

" Significant p < .05

“Other formulation of the item in the second measurement

""Mean Difference of Independent Samples T-Test (Standard Error), grouping variable ‘time” 2012 and 2013
" Mann-Whitney U with Z test statistic, grouping variable ‘time” 2012 and 2013

communication aspects similarly as relatives with their beloved ones at home. No data
on severity of illness were measured in current study. The test results with an analysis of
variance (ANOVA) on ‘Total quality judgement” showed a significant difference for the
cardiology ICU compared to the two mixed ICUs (F(2,114) = 4.27, p = .02) with means
8.35 (£0.91), 7.60 (£1.20), and 7.41 (+1.44) in respective for 2013. Similarly, communica-
tion with doctors, 7.96 (£1.30), 7.29 (£2.00), and 7.14 (£2.16) in respective. Although not
significant, communication with nurses resulted in higher means in the cardiology ICU
as well, 8.96 (£1.02), 7.84 (+1.59), and 8.24 (£0.91) in respective.

DISCUSSION

In comparing the measurements in 2012 and 2013, almost all of the quality of care
aspects as measured by the CQIl 'R-ICU" showed a more positive valuation. These results
might reflect the effectiveness of the interventions, including the intake interview to
provide information and discuss the ICU’s emotional impact, the encouragement to
keep a diary, and the weekly multidisciplinary psychosocial rounds. In respect to the
Institute of Medicine (IOM) recommendations, the results of the current study suggest
a preliminary contribution to the six endorsed patient-centeredness aspects applied to
the field of intensive care.

1) RESPECTFUL TO A PERSONS’ VALUES, PREFERENCES, AND EXPRESSED NEEDS

Relatives themselves are most knowledgeable about whether organizational policies
aligns with their needs®’. As an example, the CQI ‘R-ICU" is an instrument to express the
relatives’ values and assess their experiences in the quality of care. Measuring these ex-
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perience provides insight into the impact of the provided services and focuses on efforts
around what matters to them. Therefore, these measurements meet the first domain in
PFCC and correspond to respectfulness of the needs of patient’ relatives. The training of
the nurses in the relevance of PFCC and the emphasis on psychosocial support might
have led to a stronger awareness of the needs of patients'relatives. This is shown through
the more positive valuation of most items on the questionnaire. Although it is impos-
sible to specify exactly which measure best conveys the impact for the implementation
of this set of interventions, it certainly encourages the continuation of this new process.

2) COORDINATED AND INTEGRATED CARE

This domain refers mainly to timely and up-to-date medical information’, which was not
measured in this study.

3) INFORMATION, COMMUNICATION, AND EDUCATION

This domain describes that information should be clear, accurate, and understandable,
with attentive listening by the healthcare professionals’. It also intends for the relatives
in the ICU to be taken seriously and feeling involved in the care of their beloved ones.
The results of this study suggest that the provided additional support offered to the
patients” relatives increase their perceived quality of care, particularly with respect to
informational aspects. For example, the significant increase of the items related to infor-
mation on keeping a diary, parking and meals, as well as information on contributing to
patient care, demonstrate the positive effect of the intake interview and the folder with
informational materials. This article focuses primarily on the interventions and commu-
nication with nurses, however, intensivists also play an important role in the support of
relatives. The assessment of communication with both nurses and doctors showed an
increase in 2013, although the results might suggest that communication was already
highly appreciated in 2012. Communication regarding palliative care is perceived as
being very important to relatives® *. Not only are the timing and frequency of the
conversations important to the perceived quality of care, but the ability of providers to
respond and listen to relatives has an impact as well”®. However, this study did not take
this particular factor into account because the CQl 'R-ICU" is not suitable for measuring
the experiences of relatives with regard to palliative care.

4) PHYSICAL COMFORT

IOM recommends providing appropriate pain reliefand attending to physical symptoms’.
At first sight, this domain is hardly applicable with regard to patient’s relatives. How-
ever, taking the possible stress reactions of the relatives into account, ICU-professionals
should recognize the physical components of stress in the relatives. Subsequently, the
ICU environment could be adjusted with comfortable chairs for the relatives to relieve
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muscle tension or low back pain due to stress and long waiting. Investing and improving
the facilities would also help the relatives to feel more at ease and comfortable in their
precarious situation.

5) EMOTIONAL SUPPORT

The IOM states that healthcare should also address emotional distress, such as insecurity
and anxiety’. To meet this need in particular, the intake interview was introduced to
discuss the emotional impact of the situation to relatives and spend some one-to-one
time supporting their feelings of worrying, frustration or grief.

6) INVOLVE FAMILY AND FRIENDS

Research has extensively established that relatives play a significant role in ICU patients’
recovery and accordingly, must be involved in patient care”. The presence of relatives
is not an issue of ‘why’, but merely to what extent’ relatives want to be involved. The
results of this study are inconclusive with regards to this aspect. For example, the item
‘Opportunity to contribute to patient care” showed a significant increase, although the
measure did not specify how to do this. Under the condition that a relative wanted to
contribute to the provision of care, this contribution might have varied between mois-
turizing the lips of the patient, reading the news out loud, feeding, or taking care of the
patient’s hair and nails. There was no specific change in this usual practice during the
study. The relatives likely felt that they had more time and space to be involved in caring
for their loved ones due to the professional’s higher awareness of the relative’s needs.
Involving the relatives could also mean rooming-in for 24/7 or allowing pets to visit the
patient. Other encouraging interventions to implement in the context of PFCC include
having family presence at visiting rounds, medical interventions or resuscitation, and
assisting with technical interventions such as suctioning. However, further discussion
on how to meet the preferences of the relatives in the involvement of patient care is
certainly needed. The management staff of the ICUs are currently considering how to
adjust the family policy based on the results of the current study. It seems important to
create opportunities for relatives to choose the role they need. One approach does not
fit all.

PERCEIVED BARRIERS IN THE IMPLEMENTATION OF THE INTERVENTIONS

The process evaluation from the perspective of the healthcare professionals was pre-
dominantly informal. Talking with the key users brought some insights on the barriers to
implement patient-centered interventions. A multifaceted implementation strategy was
followed to introduce the multi-intervention program?®®, however, the adoption of the
intake interview was difficult. Although it should have worked well, this did not mean it
actually worked well overall. Contextual factors, which were not well understood from
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previous studies, may have influenced the effectiveness of the quality improvement in-
terventions®. Time constraints, daily rushed workloads, and competing priorities might
be key barriers to performing intake interviews. This also might have influenced the re-
cruitment of eligible relatives, as the intake interview provides could have a side effect of
a trustful relationship asking to participate in the study. Lack of motivation to complete
the intake interview, such as what might result from a sceptical attitude towards quality
improvement, could also be an influencing and conditional factor*. The expression of
feelings might be considered to be one of the least important tasks within the technical
ICU setting®, which suggests that interpersonal relationships are less relevant than criti-
cal medical care®. While not specifically studied, the researchers (MvM and TB) observed
a low degree of intake interview completion. Nurses appeared to have reservations
about initiating structured conversations with relatives away from the patient’s bedside.
They are used to answering questions and having daily informal discussions, however,
performing the intake interview requires a new, more proactive role. This hesitation
might be explained by perceived barriers such as over involvement with relatives with a
conflicting professional and personal role in treatment as a consequence®’. This tension
between distance and proximity is a matter of individual consideration and has been
reflected in a different level of connections with relatives each day. The presence of rela-
tives could also cause work stress for ICU-professionals®. Professionals might perceive
to have less time to accomplish tasks, might not want emotional interference in the
technical requirements of their work, or may even feel threatened. Moreover, they might
feel uncertain to ask a colleague to look after their patient during their time away while
performing the intake interview, or feeling too busy to spent their time with relatives.
Sometimes there was no-one available to watch their patient, which made them unable
to leave the ward. Insufficient training in relevant communication skills might also play
an important role, which is a learning curve that could not be measured in this study. For
these reasons, the utility of the intake interview remains a work in progress.

The results of the current study are preliminary and can be considered as a pilot for
further research. This could be done using a process of Intervention Mapping, with a
first step of in-depth interviews with relatives to extensively explore their views and
values. This process could evoke more meaningful and richer data to rely on. Thereafter,
one intervention could be chosen and the best applied methods known from literature
could be selected for implementation, taking into account the perceived barriers identi-
fied in the current study. Finally, a thorough evaluation of the intervention itself and the
process followed should be conducted with a longitudinal design to draw conclusions
regarding the causal effect(s) of the applied interventions.
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While we do not claim that these results represent all relatives across the country, or
even more broadly in Europe or worldwide, our research provides insights into potential
improvements to the daily practice of PFCC that could be applied to ICUs at an interna-
tional level. On the whole, today’s challenge is to create an organizational culture based
on PFCC. This approach changes the relationship between professionals and the rela-
tives from “caring for” to “collaborating with". PFCC requires a multidisciplinary cultural
change, broadly supported by all professionals.

LIMITATIONS

Although the current study found no worth mentioning barriers to overcome, it has
some limitations. To begin with, it was performed in one hospital with four ICUs, result-
ing in a relatively small number of respondents. Especially the difference in sample sizes
and variances on some of the items in 2012 and 2013 gave rise to concern in evaluating
the results. Therefore, the external validity of the study is open to question. An inter-
national multicenter study is necessary to confirm or disprove the presented results.
Another restriction is the study design, which was a non-random cross-sectional design
with pre- and post-intervention measurements. It was not a totally well performed inter-
vention study, because of the lack of reproducible product and process evaluation. The
total multi-intervention programme was evaluated as a bundle of interventions. It is not
known if one part had a stronger effect than others because the outcome was measured
as an assessment of the entire programme. Therefore, a clear sight on the effect of each
measure could not be established. For ethical reasons, no control group was used, there-
fore, the effectiveness of the interventions remains open for discussion. Additionally, the
data were collected retrospectively by sending out questionnaires three to six days after
patients were discharged to the general ward. For this reason, some bias could occur
due to other experiences during the hospital stay. However, distributing the question-
naires during treatment in the ICU might result in socially desirable answers. Another
shortcoming of this study is a lack of personality variables. It is conceivable that different
levels of introversion and different coping mechanisms among relatives might influence
their personal needs for social support®'. This, in turn, might affect their judgment of the
care provided by the professionals in the ICU. Finally, this study was performed in four
ICUs with completely different patient categories, such as a cardiologic versus a mixed
population, numbers of ICU beds ranging from 8 to 16, severities of patient conditions
in a range from post-operative to dying, staff composition, and cultural backgrounds. All
of these factors may influence the experiences of the relatives and lead to variances in
the outcomes.
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CONCLUSION

This study presented new supportive interventions for patients’ relatives in the ICU. The
results suggest that the bundle of additional support specifically designed for relatives,
such as intake interviews, encouragement to keep a diary, and weekly psychosocial
rounds, increases the perceived quality of care, particularly with respect to informa-
tional factors. Consequently, the continuation and further development of interven-
tions related to PFCC could lead to improvements in the quality of care as perceived by
patients’ relatives. Moving towards PFCC requires a challenging shift in the mindset of
the healthcare professionals. This new point of view should overcome perceived barriers
and foster a culture of partnership with patients” relatives in the ICU.

RELEVANCE TO CLINICAL PRACTICE

The concept of patient- and family centered care has been described and studied in
different healthcare settings, however, in the ICU it might be difficult to operationalize
this framework in daily practice. Further research is needed to identify factors that act
as barriers or facilitators in the organizational cultural change of professionals in taking
care from the perspective of PFCC. Training in providing psychosocial support to the
needs of relatives leads to stronger awareness in patient-centeredness. Continuous ef-
forts to change the mindset of professionals will contribute to an optimal quality of care
in the ICU.
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ABSTRACT

Aim

First, to describe the state of the art of joined forces in person-centered care of profes-
sionals and patients with their relatives, in the context of intensive care units (ICUs) in
the Netherlands. Second, to explore the aspects that are relevant to the professionals
providing this compassionate care.

Background

Person-centered care is gaining increasing interest, with the shift from provider-centric
norms to care arranged around individual beliefs and needs. Current daily practice in the
ICU corresponds increasingly to this idea of person-centered care.

Case presentation

The realization of ‘best practices” in the emotional support of ICU patients” relatives
in three hospitals in the Netherlands enables the sharing of the successful ICU qual-
ity improvements nationwide. While other organizations have implemented similar
evidence-based interventions, it seemed that professionals were sometimes inclined to
reinvent the wheel as they were not aware of other successful initiatives and results.
The ‘Family and patient Centered Intensive Care” (FCIC) foundation acts as a center of
expertise, aiming to exchange knowledge, to maintain (inter)national contacts, and is an
inspirational force in reducing the emotional effects of ICU admission on patients and
their relatives.

Conclusion

Quiality improvement programs to support the emotional distress of an ICU admission
are ideally designed combining the strengths of different disciplines and involving
patient-experts and their relatives. This approach is the core of person-centered care;
the views, values and needs of the experts are the basis of change in ICU policies. FCIC
ensures that these joined forces of professionals and experts improve the quality of
care during and after ICU admission. However, person-centered care puts an additional
emotional effort on the shoulders of the ICU professionals. This needs to be recognized
as well.

Keywords person-centered care, patient-centeredness, compassion, intensive care unit,
patient-experts, ICU professionals
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BACKGROUND

Person-centered care is gaining increasing interest, with the shift from provider-focused
norms to care that is focused on individual beliefs and needs'>. So called “paternalistic
healthcare” focuses on an ‘I know what is the best for you” approach, whereas person-
centered care emphasizes an equal relationship with the patient and a holistic approach
that can be summarized as ‘What can | do to improve your health?*. It is therefore
essential to involve the individual as an active partner in professional care and treat-
ment’. However, patients admitted to the intensive care unit (ICU) are typically not
able to receive any information or make decisions due to the severity of their medical
conditions or the administration of sedative medications. Thus leaving their relatives as
surrogate decision makers. For this reason, professionals in the ICU increasingly view the
patient as an integral part of a family unit and subsequently include the care provided
to the patient with the experiences of their loved ones as well (i.e., family members and
close friends visiting the patient)®®. Person-centered care considers patients and their
relatives as equal partners in planning, developing and monitoring care to make sure
it meets their needs. It includes elements such as respect, compassion, involvement
of close relatives, communication, physical comfort and the supply of emotional sup-
port'®. Current daily practice in the ICU increasingly corresponds to this idea of person-
centered care, although occasionally, terms such as person-focused care, patient- and
family-centered care, relationship-centered care, humanizing care, individualized-care,
or family-oriented care, are used interchangeably* ''"°. The central objective of all of
these concepts is the inclusion of the persons” individual experiences to preserve or
improve the quality of care' . This means seeing them as valuable persons, working
alongside professionals to get the best outcome.

Communication is a complex two-way process in which the relatives must be respected
as a part of the team. Not only to provide information on the severity of illness and
targeted medical treatment goals, also to discuss the preferences and values in personal
life of the patient. For example, a relative providing the intensivist personal information
on the health status of her husband before admission into the ICU, might be valuable
for targeting the medical aims of treatment. Cronenwett and colleagues (2007) defined
person-centered care as follows: “recognize the patient or designee as the source of
control and a full partner in providing compassionate and coordinated care based on
respect for patient’s preferences, values and needs”*'’. It is foreseen that in the near
future communication and sharing of treatment goals will be considered as important
as technical targets in the ICU". This shared decision making might be burdensome for
relatives as well. The importance of clear communication in a timely and understand-
able manner to the person being treated and their relatives, might support the coping
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mechanism managing the stressful surroundings and critically unstable situation. For
example, to the patients, professionals can respect individual preferences and choices
in bathing, waking and sleep times, visiting hours and privacy'®. Professionals can sup-
port the relatives discussing on general information, talking over possible emotional
and cognitive consequences, recovering from a delirium or the revalidation process of
their loved ones ahead. As this conversations particularly provide time and space on
the emotional impact of the situation, ICU professionals can react to feelings of anxiety,
frustration or grief. Being present, allowing silence, using of touch and being sensitive to
worries of the relatives are important attitudes to relieve the burdens.

Because the patient’s survival has priority, person-centered care in the ICU requires a
high level of clinical expertise, far-reaching knowledge, and extensive “soft-skills” on the
parts of the professionals. A change in professional attention is desirable in the highly
technical ICU environment and could potentially lead to positive feedback from the
patients and relatives'®"”. This feedback might increase satisfaction with healthcare and

the assessments of the overall quality of care in the ICU™ 8",

STUDY AIM

The aims of this case report are 1) to describe the state of the art of joined forces in
person-centered care of professionals and patients with their relatives, in the context
of intensive care units (ICUs) in the Netherlands, and 2) to explore the aspects that are
relevant to the professionals providing compassionate care.

KEYS CONCEPTS IN PERSON-CENTERED CARE

HOLISTIC, INDIVIDUAL, RESPECTFUL AND EMPOWERING

Morgan and Yoder (2011) identified in a concept analysis of person-centered care the
four most associated attributes in a post-acute healthcare setting, namely: holistic, in-
dividual, respectful and empowering'®. This framework provides the context of current
study. Providing holistic care allows the professionals to better understand the entire
person and how to respond to their needs. Through individualized care, the profes-
sionals recognize and meet the unique personality of people and their perspectives.
Being respectful is approaching the patients and their relatives as active health care
consumers with own choices in receiving support and care. Effective communication
and collaboration are needed for a person to sincerely feel empowered to be involved
in healthcare decisions™.
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COMPASSION

Another key concept in person-centered care is compassion® *'. Compassion is a re-
lational caring activity for other human beings. It involves experiencing an emotional
reaction and noticing when someone is suffering, thus stimulating meaningful action
in the relationship. Compassion has traditionally been related to most major religions™.
It can be described as the sensitivity to another’s pain, concerns or distress coupled
with a deep desire taking action to ameliorate them®*2. A compassionate attitude re-
quires attention to cultural aspects, beliefs, behaviors and personal needs. According to

Youngson (2012), compassion is feeling the pain as your own; it is mutual®

.The provider
and receiver are one, similar to the concept of ‘open-hearted compassion with non-
attachment’”. However, healthcare professionals trying to alleviate that pain, should
not claim ownership. Additionally, this mutual feeling might have a too demanding

emotional effort on the ICU professionals, which needs to be recognized as well.

EMPATHY

As a closely related concept, empathy is the cognitive understanding of other human
beings in which caregivers do not have to feel the pain and suffering of their patients* %,
Acknowledgements of the patient’s pain and suffering with understanding, kind words
of sympathy, and the display of a profound interest in the person lying in the hospi-
tal bed are factors that are as important as the medical and nursing care per se. The
meaning of empathy begins from the philosophy of aesthetics and was first applied
by German philosophers as ‘Einfiihling . It characterizes the human ability to get
‘inside” a beautiful piece of art, for example a painting or a piece of music. It was the
psychologist Tichener who adapted this word and first used empathy in 1909”. The idea
of getting into a feeling is vital in human nature, particularly to see and feel the world
form the other’s perspective trying to understand and relate with those in the nearby
surroundings®. Empathy covers three dimensions®: 1) cognitive empathy is the ability
to perceive, recognize and discriminate emotional states in the other person; 2) affective
empathy is the feeling or the experience of the other’s emotional state; 3) perspective
taking, also known as Theory of Mind, metalizing and mind-reading, is seeing things
from the other person’s point of view”.

A critical review stated that the majority of the 38 identified measurement instruments
lacked a clear definition of empathy and were based on aspects relatively far away from
daily healthcare practice®. For example, an item used in the Jefferson Scale of Physician
Empathy is: ‘I do not enjoy reading non-medical literature or experiencing the arts’.
The majority of the explored studies in the critical review applied neither a cognitive
nor an affective perspective of empathy, although some studies explicitly adhered to
a cognitive process. From a phenomenological background, empathy is the one-sided
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cognitive awareness and imaginative perspective taking of others in contrast to the
two-sided sharing of affects®'.

Studies in neuroscience have explored brain regions related to empathy®. The results
indicate an activation in special areas, e.g. the anterior insula and anterior cingulate
cortex, when participants empathized with people in pain. However, some factors might
modulate empathy®. These factors are the intensity of displayed emotion, attention,
situational context, features of the target, and characteristics of the empathizer. These
characteristics in particular might play a role in healthcare providers. It is shown that
physicians, compared to naive participants, have reduced empathic brain responses
when seeing animated pictures of needles being inserted into the human body”. To
conclude, empathy is resonating with another person’s feelings. It is the basic of holistic,
individualized and respectful caring in an empowering way. In contrast, sympathy is
“an emotional response stemming from another’s emotional state or condition that is
not identical to the other’s emotion, but consist of feelings of sorrow or concern for

another’s welfare”?

.Therefore, sympathy is me-oriented while empathy is you-oriented.
In addition, persons who feel sympathy might have difficulty to detach own feelings
from the others” while persons experiencing empathy are able to detangle themselves

from others® 3.

CASE PRESENTATION

JOINED INITIATIVE

Citation:“Last year, my father was acutely admitted to the ICU with a septic shock, result-
ing from an anastomotic leak following bowel tumor surgery. His situation remained
instable for two weeks. This period was a rollercoaster for our family, constantly juggling
with hope and fear. It was also a time where we had to rely on each other in order to
cope with the stressful events, understand the provided information, make choices and

to look for ways to continuously supporting my father while keeping ourselves afloat.”*.

Relatives can become confused and anxious due to the stressful environment of the
ICU***, The admission into the ICU may have physical, cognitive, and psychological con-
sequences in the long term for patients and psychological consequences for relatives
as well. Therefore, three ICUs in the Netherlands jointly implemented new interventions
in a quality improvement program to support relatives in the ICU (Spaarne Hospital
in Haarlem, Gelderse Vallei in Ede, and Erasmus MC in Rotterdam). Some examples of
these interventions are: prolonged visiting hours, encouragement of the relatives to
keep a diary, a deferred intake interview with a close relative to provide information and
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discuss the emotional impact, a personalized poster with pictures and other personal
facts of the patient, an individual tailored ICU-webportal, and the introduction of weekly
multidisciplinary psychosocial rounds. The effects of these interventions on the quality
of care as perceived by the relatives were measured using the Consumer Quality Index
‘Relatives in the ICU’, which is a validated Dutch questionnaire for measuring person-
reported outcomes'®*. It is important to involve all disciplines, including nurses, physi-
cians, social workers, chaplains, psychologists, quality advisors, and a clinical ethicist, in
this process of person-centeredness in the ICU.

KNOWLEDGE EXCHANGE AND PATIENT-EXPERTS

Citation: “Fantastic, to feel so much energy [throughout the "Open Space meeting’] to
formalize the recognition, facts and improvements during and after an ICU admission. It
brought up a lot in me, | needed some time to react. The ICU period has more impact on

daily life than you can think of. Powerful, all of us together!"*.

Best practices in the support of ICU patients” relatives in three hospitals in the Nether-
lands enables the sharing of the successful ICU quality improvements with colleagues at
national symposia. Other organizations have similarly implemented several evidence-
based interventions'”*"**. However, during these symposia it seemed that professionals
were occasionally inclined to reinvent the wheel because they were not aware of other
successful initiatives and results. For example, the provision of a general information
leaflet about the effects of an ICU admission has been an isolated effort in many
hospitals, although the contents were similar across hospitals. Extensive knowledge
exchange regarding daily practices is therefore desirable; however, a useful communica-
tion platform was lacking.

The original joint initiative also provided an impetus to the development and imple-
mentation of evidence based interventions to reduce the emotional influence of ICU
admission for both patients and relatives in a nationwide collaboration. For example, to
gather, improve and disseminate professional activities to prepare and support the visit
of children to their loved ones in the ICU. Additionally, this initiative was the beginning
of a structural involvement of field-experts, active and passionate ex-ICU patients and
relatives, which has not been set up in this style previously.

FOUNDATION FAMILY AND PATIENT CENTERED INTENSIVE CARE

The nationwide collaboration of professionals and field-experts resulted in the Family
and patient Centered Intensive Care (FCIC) foundation in January 2015. The FCIC acts as
a center of expertise, aiming to exchange knowledge, maintain (inter)national contacts,
and to inspire the professionals reducing the impact of an ICU admission in patients and
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their relatives. Moreover, other professionals and field-experts disseminate additional
empirical examples and informational material via the FCIC. A strength of the FCIC is
this structural collaboration, the exchange of knowledge and daily practices with field-
experts.

FUTURE TARGETS OF THE FCIC

Citation: “It wasn 't easy, those weeks. So much grief in me about my lost health and my
dark and uncertain future. About my former work which | loved so dearly. Grief over the
critical days in the ICU of which | know only from hearsay, about the bewildering and
scary events during the following days. Grief about my prednisone face and moth-eaten
hair, the incredible fatigue and about all my thoughts ‘What: if-then’. About the long,
heavy, and tough beautiful year in the medical rehabilitation center. About the worries
and sorrows for my family, my kin and parents. My tears come in waves; minutes, hours,
days, weeks in succession. | gave way to it, knowing | need time to shed all those tears
and to bury my grief with love and tender care. Again, | count my blessings; there are so
many people wanting to listen, willing to help, and really being able to help me to come

over all the incredible events of the past one and a half year/*.

Recently, Post Intensive Care Syndrome (PICS) has been recognized as a syndrome to
emphasize the long term consequences of admission into the ICU** . In addition to
challenges in recovering from the underlying critical iliness and physical rehabilitation,
emotional distress also needs to be addressed. Sustained support for both the patients
and their relatives after the ICU period is frequently lacking'®. This gap might be due
to insufficient knowledge about the physical, emotional, and cognitive consequences
of the ICU experience in general ward nurses, general practitioners and the healthcare
insurance companies. In general, quality improvement programs of ICU aftercare are
ideally designed combining the strengths of different disciplines and involving patient-
experts. This approach is the core of person-centered care; the views, values and needs
of the experts are the basis of change in ICU policies. For example, patient-experts in
FCIC have launched a powerful lobby to introduce aftercare inside and outside the direct
work field. This raised the awareness of healthcare organizations, as stated in personal
correspondence, to address the long term health problems.

Another target is the involvement of field-experts through innovative methods, such
as social media or web applications. Inspiring examples are the communication app
‘volCe” for intubated patients®, the general support app ‘MyICU’, which serves as a
communication tool to better engage ICU patients and family members in decisions®,
and the webportal ‘IC Portal” in which relatives and family members receive tailored
information, can keep a journal, plan visits, and request family conversations®. These
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applications should relate to the person’s cultural background, health literacy level and
communication needs. An important point is understanding and speaking the same
language as expert and professional. The development of a well-designed, easy acces-
sible, safe and wide-ranging web application to support and mobilize field-experts is a
work in progress for the FCIC.

The FCIC ensures that field-experts are heard via story-telling and active participation in
a fully integrated network. The FCIC will convey the idea of person-centered care.

DISCUSSION

Citation: “I don't think the word ‘dehumanize’ is an intentional action. It is a result of
doctors and nurses being so committed to numbers and treatment that there can be a
disconnection with the patient. In my own experience in the MICU [medium intensive
care unit], | was in a nowhere bubble with no past, present, future, or hope. | could only
imagine what their world was like not being in my condition. | knew nothing and felt
I was being told nothing and it was the lowest | have ever felt. But then my physical
therapist introduced himself with an everyday greeting and his name. | was here, and |
was real, and | was a person! Hope had found its way to me. That one action improved
my mood like nothing else. There was much to be done and my understanding was still
nowhere to be found but that greeting was the initial cut in that bubble. The doctors
and nurses were amazing, they saved me, and here | am and able to type this because
of them. Maybe dehumanizing is the base effort to get someone living again and the
focus and efforts surrounding that. However, once that base effort is no longer needed

humanizing should come once again to the fore!”'.

FCIC foundation expresses person-centered care with an empathic attitude in holistic,
individualized and respectful caring in an empowering way. FCIC foundation stimulates
the professionals to better understand the ICU patients and their relatives through
storytelling and intensive cooperation. As a consequence, the professionals recognize
and meet the unique personality of people and their perspectives. FCIC foundation is
the binding factor between professionals and the patients and their relatives. These
joined forces are empowering the frail persons to speak up and feel listened to. A few
aspects that are relevant to the professionals providing compassionate care need more
discussion. The presented case study provides some grasp on person-centered care
based on the transformation towards the holistic vision and application of an empathic
attitude in daily practice. An adjustment of the current common approach to patients
and relatives in terms of a change toward an organizational culture based on person-
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centeredness is needed. This approach will alter the relationship between professionals
and patients and their relatives from ‘caring for” to ‘collaborating with’. A starting point
is to acknowledge and respect the person in the whole. Still, professional attitudes in
person-centered care require a multidisciplinary cultural change, that is broadly sup-

ported by all professionals® .

Too much compassion might upset healthcare providers emotionally, sometimes lead-
ing to burnout and compassion fatigue®***. This process, in turn, can lead to profession-
als ultimately leaving their job and influence society via lost economic investment®. A
concept at the other end of the spectrum is dehumanization, or deindividuation®®. This
process emphasizes the need of caregivers to regulate the negative emotions linked to
human suffering, deterioration, and dying®’. Subtle dehumanization of patients may be
a protective mechanism with which professionals cope with negative and devastating
inhuman situations®®. To dehumanize a person has a dark meaning; however, it is not
meant to emphasize a malicious intent on the part of the professionals. In this case re-
port, dehumanization refers to an unconscious cognitive functioning, a manner in which
humans’ evolved minds interact with the social practices and functional requirements
of hospitals®’. Especially in an ICU, work is incredibly demanding both physically and
emotionally, due to the need to continuously and vigilantly monitor of the patient, the
unpredictable life-threatening changes in patient conditions, the use of life-sustaining
highly technological strategies, and obtrusive family presence®®. Although dehumaniza-
tion never must be encouraged, it is a known side-effect of working in an ICU and a
common practice in the work of physicians and nurses. At the same time, solutions to
reduce dehumanization have to be stimulated. For example, practitioners should talk to
patients and relatives not only about the atelectasis, blood values, and failing organs,
but also about how the patient feels, what his/her values and desires are, and what type
of work he/she does (or did). Talk among professionals not merely about the disease or
‘the interesting X-ray in box one’, but call the patient by name in acknowledging the
person he/she is. Thus, the goal is to personalize the patient in an environment in which
professionals who focus on failing organs and organ systems are busy with life-saving
work. Relatives can re-humanize their loved ones as well through reassurance, trust,
telling personal stories or news reading.

Empathic concern, as opposed to detached concern, which has been promoted among
nurses and physicians in previous decennia®, refers to the motivation to care for persons
in need®'. Empathic concern allows professionals to change their perspectives and fit
the provided care to the specific values, preferences, and needs of the individuals. The
ability to feel concern has deep evolutionary roots that are anchored in interacting
neural circuits, including the brainstem, amygdala, hypothalamus and somatosensory
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cortex®. According to Decety and colleagues (2014), the patterns of neural response is
highly flexible and can be modulated by a number of contextual, cognitive, social and
interpersonal factors®” %, For example, the neurophysiological response to the percep-
tion of another person’s pain involves significantly less arousal in brain areas in physi-
cians than in non-physicians. Therefore, not feeling patients’ misery might be a natural,
unconscious coping process in healthcare professionals. Consequently, compassionate
caring in the definition of sharing mutual feeling might not be desirable in the stressful
environment of ICU professionals. Additionally, sympathy must be restrained in clini-
cal situations whereas empathic communication should be used in all patient related
contacts. Although some authors will disagree, the same difference might be true for
compassion®**** Knowing a person’s suffering, without specifically feeling the distress,
and alleviating that suffering to the best of a practitioner’s professional ability through
presence and the provision of support is a valuable contribution to person-centered
care.

Both compassionate caring as well as the all-encompassing process of dehumanization
might have negative consequences for ICU professionals themselves; therefore, sup-
portive strategies to protect the health of the professionals are necessary. To meet the
needs of professionals and to acknowledge their emotional well-being is a key aspect
when providing person-centered care in the ICU'*®. The most important factor might
be an open communication to explore emotional experiences among the profession-
als. This goal can be achieved by informal talks, interventions from social workers or
psychologists, and discussion groups regarding topics such as a moral deliberation.
Additionally, training in “soft-skills’, including relationship-building and communication
capabilities, is an essential element for the development of an empathic attitude in ICU
professionals. Furthermore, recognition on the parts of management and policymakers
of the efforts to provide person-centered care is a well-intentioned condition. These
strategies will improve the better balance for professionals between highly technical
ICU care and seeing the patient as the person he/she is.

CONCLUSION

The FCIC foundation is a beautiful example of person-centered care in the world of ICU
care. On the one hand, professionals must respond to the suffering and needs of patients
and relatives with empathy, compassion, and sensitivity inherent for person-centered
care. They need to do more than simply know persons are suffering; they have to allevi-
ate that suffering to the best of their abilities and should be able to be there as a witness
and to provide support through their presence. On the other hand, excessive immersing
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with ICU patients and their relatives or an overload of proximity might lead to numbness
and emotional exhaustion. Empathic caring is about finding a delicate balance for each
individual professional.
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Will we become more empathic intensive care professionals by watching films and documentaries about suffering?

‘Extremis’ is a 24-minute, documentary about end-of-life care in the intensive care unit
at Highland Hospital in Oakland, California. It was made and directed by Dan Krauss in
2016 and it can be watched on Netflix '. The film provides insight in the daily ethical
dilemmas which physicians, nurses, patients and their relatives face in the inevitability
of death. The documentary follows dr Jessica Zitter, who is a palliative care specialist
helping patients without hope on recovery. She prepares her patients to die. It shows,
among others, a ventilated patient desperately trying to write her last wishes on a piece
of paper. And Donna, a woman with myotonic muscular dystrophy who is eventually
freed from her endotracheal tube so she can peacefully die in the presence of her loved-
ones. We also see the daughter of Selena who will not stop looking for another miracle,
but her mother suffered severe cerebral damage after a circulatory arrest making such
hope in vain. However, her daughter feels that stopping the mechanical ventilator is
taking an active role in Selena’s death. The way of filming, the editing, the music, the
emotions shown and deliberations make this film heavy and heart-breaking to watch.

In ourintensive care, we have five days a week, half an hour of teaching during lunchtime.
One day we showed ‘Extremis’ to a group of twenty-five intensivists, fellows, interns, and
researchers. They gathered together in the conference room. Some of them enjoying a
good cup of coffee or a sandwich. During the documentary they all were quiet, so we
observed them for nonverbal behaviour. We watched their facial expressions. We tried
to read them. In the hours before they joined their colleagues in the conference room
and before watching the documentary, most of them were confronted with severely ill
patients on the ward, facing disturbed and emotional confused relatives, and making
treatment decisions. Now they were watching the same situations, but on a screen with
music, from a distance.

Empathy can be divided in three forms: cognitive empathy, emotional empathy and
compassionate empathy. With cognitive empathy we know how the other person feels
and what he/she might be experiencing or thinking. Emotional empathy means that you
can feel physically and emotionally along with the other person, as though the emotions
are contagious. In compassionate empathy we understand and feel the same emotions,
but we are spontaneously moved to help the other’.

‘Extremis’is emotionally provocative, as we observed on the faces of some of the attend-
ing (mostly female) doctors. But is watching a movie even more emotionally provocative
than actual working with patients and their relatives on the intensive care? Do we, as
professionals working on the intensive care, experience more mental pain when we are
watching a film or documentary or reading a fictional book about suffering than when
we experience this in real life? No, a different form of empathy is in action. In patient-
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care almost all healthcare workers use cognitive empathy in coping with the experience
of suffering. While watching a movie, a documentary and reading a novel we experience
emotional empathy.

Why do we want to read a novel or watch a movie about the pain and suffering of others
in the first place? That we appreciate experiencing the kinds of emotions that we tend
to consider unpleasant in daily life, like death, end-of-life, suffering, may seems rather
illogical®. This is called the ‘tragic paradox™ ®. Hanich and colleagues® formulated the
‘being moved hypothesis'. People experience a positive experience of feeling emotion-
ally moved, for that reason they seek out such films or read such books. The watcher
or reader opens his/her mind for feeling to be moved for experiencing an ‘overall posi-
tive emotional state’. Something we do not allow ourselves when confronted with the
same feelings during our real work on the intensive care. We ‘simply liked to be moved’
with fiction or a documentary. We identify ourselves emotionally with the characters
(emotional empathy), but obviously we do not identify ourselves emotionally with most
of the patients and their relatives we care for on the intensive care (cognitive empathy).

Empathy is needed in every healthcare provider-patient relationship’. We suppose that
readers (of a novel on suffering) or watchers (of a movie or documentary) of suffering
can become unsettled and after that consider the same suffering in real life in a different
(more empathic) way. Possibly this leads to better empathic understanding of events in
real life>. Exposure to films, documentaries and fictional literature can have a positive
effect on empathic understanding®. In combination with sad music the effect is even
stronger’.

To conclude, we strongly believe that including reading fiction and watching movies
or documentaries on suffering can make healthcare professionals more empathic per-
sons % Watching such documentaries and movies should be included in educational
programs of ICU professionals.
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'l just have admitted an interesting sepsis. Do we dehumanize our patients?

‘I just admitted an interesting sepsis’; ‘Do you have the lactate of that oesophagectomy on
ICU-27’; ‘| asked the neurosurgeon to take a look at that bad-looking subarachnoid haemor-
rhage (SAH) in box three. Three examples the first author overheard physicians talking to
each other about patients on the intensive care. They were talking about Mr B. a 63-year
old male patient (‘the interesting sepsis’), Mrs C. a 69-year old frail woman (‘the oesopha-
gectomy'),and Mrs D. a 49-year old mother of three (‘the bad-looking SAH’). We wondered,
would the young doctors also talk about ‘an interesting sepsis’, ‘an oesophagectomy’ or
‘a bad looking SAH" when it concerns their father, mother, sister, colleague or spouse?
Probably not, that would be seen as impropriate. It would be less empathic. But why do
we so often talk about patients as if they were just diseases, operation techniques or
organs? Why do we depersonalize or dehumanize them?

Another example. An 18-year old girl was run over by a car when the driver neglected a
red stopping light. She was admitted to the hospital with severe traumatic brain injury.
Her pupils were fixed and dilated, 3 on the Glasgow Coma Scale. One of us saw the
senior intensivist, a resident and a nurse entering the family room to bring the bad news
to the parents that their daughter was going to die. One hour later the intensivist and
the resident were seen in the hospital restaurant, laughing, making jokes and enjoying
lunch. Where they indifferent of the immense catastrophe the parents just had to deal
with?

Every experienced healthcare provider will recognize these examples. Over time, most
healthcare providers become desensitized to the physical and emotional pain, the
distress, anxieties, fears and death of their patients, but usually retain the ability to know
when a patient is in pain or distress. The dulling of their empathic sense is essential for
practicing medicine™ A region in our frontal lobes, the medial prefrontal cortex (MPFC)
ensures that we can make inferences about the state of mind of others. When you think
about how you can please someone, you use your MPFC. The intensivist speaking to
the parents of the young dying girl did not really feel the pain of parents, but he calmly
inferred their pain'>. When people are unlike us, or more distant from our personal
social networks (as our patients are), they become less likely to engage our MPFC, mak-
ing us more indifferent about the pain and suffering of others. That doesn’t make bad
healthcare providers. We don’t want the healthcare providers to be suffering with the
patients, but we want them to know that they suffer. Nothing more, nothing less.

Healthcare providers who are sometimes speaking about patients in terms of diseases,
organs or operation techniques do so because it is practical. It is easier to remember
in communication about the patient than using their real names. Because our primary
interest lay in the disease, the failing organ, the patho-physiological puzzle, and not in
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the person behind this, it is easier to communicate with colleagues in terms like 'the
interesting sepsis’ or the ‘bad-looking SAH' Furthermore, the patients do not engage
our MPFC, because of social-economic differences; conditions resulting from lifestyle
choices that are not ours, sometimes even true disgust and because they, most impor-
tantly, are very distant from our social network. Thirdly; disease, pain, suffering and
death is a daily part of the work on the ICU. The healthcare providers expect it, are not
shocked or surprised to see it every day, 24/7/365. Through the partly dehumanization
of our patients we can deal with this.

An additional explanation can be found in the theory of cognitive dissociation. Accord-
ing to Festinger (1957), a person can holds two cognitions that are inconsistent with
one another; he will experience the tension of an aversive motivational state, a pressure
that he will seek to remove, among other ways, by altering one of the two dissonant
cognitions®”°. How do they reduce this tension? By changing his/her attitudes so that
they are in line with our behaviour (‘dehumanising’ patients so they don't feel the pain
and suffering). Failing to do so can lead to burnout, compassion fatigue or even post-
traumatic stress disorder.

So, yes, we dehumanize some of our patients. But this is inevitable and even adaptive,

and even morally and psychologically acceptable. As long as healthcare providers know
their patients are suffering and in pain, they don't have to feel it.
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ABSTRACT

Background

Working in the stressful environment of the Intensive Care Unit (ICU) is an emotionally
charged challenge that might affect the emotional stability of medical staff. The qual-
ity of care for ICU patients and their relatives might be threatened through long-term
absenteeism or a brain and skill drain if the healthcare professionals leave their jobs
prematurely in order to preserve their own health.

Purpose

The purpose of this review is to evaluate the literature related to emotional distress
among healthcare professionals in the ICU, with an emphasis on the prevalence of
burnout and compassion fatigue and the available preventive strategies.

Methods

A systematic literature review was conducted, using Embase, Medline OvidSP, Cinahl,
Web-of-science, PsychINFO, PubMed publisher, Cochrane and Google Scholar for articles
published between 1992 and June, 2014. Studies reporting the prevalence of burnout,
compassion fatigue, secondary traumatic stress and vicarious trauma in ICU healthcare
professionals were included, as well as related intervention studies.

Results

Forty of the 1623 identified publications, which included 14,770 respondents, met the
selection criteria. Two studies reported the prevalence of compassion fatigue as 7.3%
and 40%; five studies described the prevalence of secondary traumatic stress ranging
from 0% to 38.5%. The reported prevalence of burnout in the ICU varied from 0% to
70.1%. A wide range of intervention strategies emerged from the recent literature
search, such as different intensivist work schedules, educational programs on coping
with emotional distress, improving communication skills, and relaxation methods.

Conclusions

The true prevalence of burnout, compassion fatigue, secondary traumatic stress and vi-
carious trauma in ICU healthcare professionals remains open for discussion. A thorough
exploration of emotional distress in relation to communication skills, ethical rounds, and
mindfulness might provide an appropriate starting point for the development of further
preventive strategies.

Keywords Burnout, Compassion fatigue, Vicarious trauma, Secondary Traumatic Stress
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INTRODUCTION

An Intensive Care Unit (ICU) can be full of stressful situations for patients, relatives and
healthcare professionals. A growing body of evidence suggests that burnout among ICU
nurses' and ICU physicians’ is a remarkable result of the demanding and continuously
high-stress work environment. It has been suggested that ICU professionals could be
emotionally affected by end-of-life issues®, ethical decision making®, observing the
continuous suffering of patients’, disproportionate care or medical futility®, miscom-
munication’, and demanding relatives of the patients®. Moreover, many patients in
the ICU lack decision-making capacity; therefore, the healthcare professionals depend
on communication with relatives for decision making, which can complicate the com-
munication process’. In addition, the ICU work environment has become increasingly
technical, which requires extended skills in advanced life sustaining medical therapies.
These aspects may lead to moral distress or avoidance behavior'®, and consequently
increase emotional distress. This job stress can have a negative effect on an individual’s
enjoyment of work. It might even result in long-term absenteeism or a threatening brain
and skill drain if the professionals leave their jobs prematurely to preserve their own
health, ultimately leading to economic burdens''. In addition, these processes may even
reduce the quality of care for patients and relatives'.

Work-related stress with the accompanying emotions provoked specifically in ICU is well
documented over the previous years'*"”. The high-stakes, high stress environment that
ICU professionals practice in, are incredibly demanding intellectually, physically, and
emotionally. Both physical warning signs (such as headaches, sleeping disturbances,
low back pain and stomach problems) and mental responses (such as irritability or hos-
tility, loss of concentration, low self-confidence and emotional instability) could indicate
individual stress reactions'®'®, However, these are non-specific symptoms which cannot
depict the origin of stress and subsequently constrain effective coping mechanisms or
the developing of preventive strategies for this ongoing process.

Stress reactions are the first indication of the presence of an emotional trauma. These
reactions are defined as a set of conscious and unconscious behaviors, cognitions and
emotions, to deal with the stressor'®. In the research field of traumatization, which focuses
on the process and origin of developing stress symptoms, there is a distinct difference in
primary and secondary traumatization®. Primary traumatization is the process that can
occur from having persistent, intense and direct contact with a traumatic event, such as
a situation of war, violence or sexual abuse. This process can lead to posttraumatic stress
disorder”'. Secondary traumatization is the process via an indirect exposure, which
may develop from hearing about a traumatic event or caring for someone who has
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experienced a traumatic event. This process may lead to burnout, compassion fatigue,

vicarious trauma, and secondary traumatic stress’® >,

BURNOUT

Burnout (BO), an emotional and behavioral impairment that results from the exposure to
high levels of occupational stress, has been described as a combination of three factors:
emotional exhaustion, depersonalization and personal accomplishment®. Individuals
who are at risk of a BO, usually have some level of perfectionism and feel guilty if they
do not perform as well as they would like to. This goal-oriented mindset could cause an
extreme imbalance in work-related situations and might lead to long-term absentee-
ism. Although BO can be severe, it has also been viewed as a contagious syndrome?*.
The social context, and especially the interaction with complaining colleagues, might
play an important role in the development of BO. Furthermore, BO has been mentioned
as a fashionable diagnosis because a clear and standardized definition is lacking® **. A
substantial number of studies on BO in a broad range of professions were published
and a peak in media coverage occurred since the first description®. However, since its
origination, the operationalization and measurement of BO have differed enormously.

COMPASSION FATIGUE

Compassion fatigue (CF) has been defined as a state of physical or psychological distress
in caregivers, which occurs as a consequence of an ongoing and snowballing process
in a demanding relationship with needy individuals” %, It has been associated with a
‘helper syndrome’ that results from continuous disappointing situations and leads to
moral distress®®. CF was described for the first time in the early nineties as the loss of
compassion in result of repeated exposure to suffering during work®. A little later, CF
was defined as secondary traumatic stress (STS) resulting from a deep involvement with
a primarily traumatized person, because of the “more friendly framing”*. From this time
on, CF has interchangeably been referred to as secondary- and posttraumatic stress (S/
PTS) or vicarious trauma (VT)? 3!, CF consists of two parts. The first part contains issues
such as exhaustion, frustration, and depression, typical associated with BO. The second
part is the negative feeling driven by concerns such as hyper-vigilance, avoidance, fear
and intrusion, which are also characteristics of S/PTS.

RELATIONSHIPS OF CONCEPTS

Although BO is closely related to CF, the underlying mechanism most likely differs. BO is
believed to be related to occupational factors, such as workload, autonomy, and rewarding,
rather than personal relationships®. In contrast, an inability to engage, or enter into a caring
relationship, is considered to be the core of CF**. What becomes more and more apparent
is the level of complexity in the various concepts and mutual relationships. Besides the
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already mentioned interchangeably usage of CF and STS, a significant positive correlation
between CF and BO was found in some studies, suggesting an overlay in one or more of the
components of these phenomena® *’. According to Elkonin and Lizelle, BO illustrates the
end result of traumatic stress in the professional life of the caregiver and could be an ex-
treme case of CF?. Conversely, Sabo suggested BO as a pre-condition for CF*, and Aycock
proposed that CF replaces the outdated notion of BO in describing the phenomenon in
oncology nurses*. This review explores all mentioned concepts because of the same range
of causes, coping mechanisms, and consequences in the field of traumatization.

AIM OF THE STUDY

The main purpose of this review was to evaluate the literature on emotional distress
among professionals in the ICU according the PRISMA method, with an emphasis on the
prevalence of burnout and compassion fatigue. We enhanced some new knowledge in
this field to assess the current literature precisely and compare the measuring instruments
and the results of the studies. Furthermore, while the sometimes devastating personal and
organizational consequences of BO and CF have been published previously, very few stud-
ies have addressed the effectiveness of preventive strategies. This review aims to provide
a starting point for clinical practice guideline developers and summarizes interventions to
prevent the negative consequences of emotional distress among healthcare professionals
in the ICU. The following research questions have been addressed:
1. What is the prevalence of compassion fatigue and burnout among healthcare pro-
fessionals in the ICU?
2. Which preventive strategies have been successfully applied to reduce emotional
distress among ICU professionals?

METHODS

A systematic review of the scientific literature was conducted to obtain original articles
for appraisal. Pre-determined search strategies were followed and quality criteria were
applied as guidelines to conduct the review process®. The current study was performed
in accordance with the PRISMA statement (PRISMA 2009 Checklist)**. This review study
did not need ethical approval nor was individual consent needed.

SEARCH STRATEGY

A systematic search in the computerized databases of Embase, Medline OvidSP, Cinahl,
Web-of-science, PsychINFO, PubMed publisher, Cochrane and Google Scholar has been
performed. The following Medical Subject Headings (MeSH) were used: burnout, empathy
and fatigue. This search was supplemented with compassion fatigue and secondary trau-
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matic stress as free text words. The Boolean indicator 'AND’ was used to select the studies
applied to the ICU healthcare professionals. All terms were tailored to the thesaurus of
each database, the complete search strategy is recorded in the protocol (Additional File
S1). Local unpublished surveys, unpublished reports and academic theses were not in-
cluded. All references were retrieved, organized and stored with EndNote X7.1 version 17.

ELIGIBILITY CRITERIA

In the first round, the references from each database were screened by the title and ab-
stract for relevancy. We included studies that 1) dealt with the prevalence as described in
the article or calculated from the presented data, or 2) described an intervention on BO,
CF, VT or S/PTS. All studies were set within an ICU, Critical Care Unit, Neonatology Intensive
Care Unit or Pediatric Intensive Care Unit, and were applicable to healthcare professionals
i.e. nurses or physicians. We were particularly interested in effects of the interventions
on the professional quality of life of the individual workers. We chose 1992 as the initial
search year because the first article on CF in nurses was published that year®’, the search
included original articles written in the English language all years through 30 June 2014.
We excluded studies on coping with work stress and the causes and consequences of BO.

After the full text was read in the second selection round, the articles were limited to the
prevalence presented as percentages or numbers of BO, CF, VT or S/PTS and intervention
studies in which respondents are being pre- and post-tested or compared in two groups
in different regimes. Finally, the included articles were manually checked for new refer-
ences until no further studies were identified.

QUALITATIVE DATA EXTRACTION

27, 35[ see

A set of quality criteria was developed to assess the methodological soundness
Table 1. The total study quality has been computed as 12.5% for each positive scored
criterion, at least six of eight criteria should be applicable. Three of the authors (MvM,
MN and EK) independently extracted qualitative information from each article. The fol-
lowing information was determined: ‘bibliographic information” (e.g., first author, year
of publication), ‘aim of the study’, “definition of concepts’, “setting” (e.g., general or
academic hospital), ‘population and sample size” (e.g., nurses or physicians), ‘'method
design’, ‘'measuring instrument, validation and reliability’, and "prevalence’. Disagree-
ments between the three reviewers were discussed until a consensus was reached.
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Table 1. Set of criteria used to appraise the study quality

_ Qulwetenon Yo
1 Clear research questions and objectives

A definition of the measured concept(s)

Valid and reliable measuring instrument(s)

Method description in detail

Information on the size and type of the target population

Information on the number and characteristics of the subjects who agreed to participate

Addressing missing values

0 N o0 A wWwN

Appropriate statistical analysis

RESULTS

The review process, which isillustrated in Figure 1, began with 2580 references retrieved
from the electronic databases. Deleting duplicate references (n=1620) and a manual
search (n=3) resulted in 136 relevant publications after the first selection round. Sub-
sequently, the references only published as an abstract (n=39) or non English (n=30)
were removed. A few studies were excluded because prevalence could not be calculated

from the data® ™

or effects of the intervention were not measured". Finally, a sample
of 30 eligible articles on the prevalence of emotional distress and 10 associated inter-
vention studies were appraised as methodologically sound and included for extensive
review?” 22477 The assessment of all articles which were read in full text, as indicated in

additional file S2, had an excellent inter-rater agreement using Cohen’s kappa (k=0.912).

An overview of the included publications, with the study characteristics such as setting,
sample size, sample characteristics and quality assessment, is provided in Table 2. Most
of the studies were conducted in Europe and North-America (70%), nine studies were
conducted in an academic or tertiary hospital setting (22.5%) and other study settings
included small, large or a mix of hospital samples. The number of respondents varied
between 25 and 3,052; in most studies female respondents were over-represented. The
response rates varied between 24.8%° and 98.8%”’. In Table 3 all the sample character-
istics are summarized.

PREVALENCE

Studies on the prevalence of CF and S/PTS in the ICU were less frequent than studies of
BO, as shown in Table 4, and only one study mentioned VT**. The Professional Quality
of Care (ProQOL) questionnaire, which was used in some of the reviewed studies, was
developed to measure both CF and BO’®. Additionally, this questionnaire distinguishes
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also the positive effects of caring, referred to as compassion satisfaction. Over time,
this tool has been validated in various healthcare work environments and has proven
to be reliable and feasible for medical staff”” ’°. According to the ProQOL-revisited V,
two different studies showed 7.3%° and 40%? of the respondents who scored high on
CF compared with 1.2% and 23%, respectively, who had severe BO. Two other studies,
which were using the ProQOL, measured a 0% high risk for BO, as well as S/PTS, as stated
by the authors®” . However, succeeding studies described the prevalence of S/PTS as
17%, using the Posttraumatic Diagnostic Scale*, and 38.5% using the Davidson Trauma
Scale”. Additionally, 24% of 230 full-time working ICU nurses in a university hospital
experienced some symptoms of S/PTS, such as nightmares, according to results from the
Post Traumatic Stress Syndrome 10 Questions Inventory, compared to 14% in general
nurses and 29% in the control group®.

Results without duplicates
Publications retrieved -Embase (n=872)
from electronically -Medline OvidSP (n=132)
database search -Cinahl (n=267)

(n=1620) -Web-of-science (n=165)
-PsycINFO (n=47)
-Pubmed publisher (n=11)
-Cochrane (n=6)

-Google Scholar (n=120)

Publications retrieved
from manual search
(n=3)

Excluded in first selection round
-Double reference (n=16)
Publications included -Stress and coping in work (n=85)
with relevant title or -Causes and consequences (n=183)
-Other work setting (n=60)

-Other health care professionals (n=1)
-Older than 1992 (n=102)

-Letters, comments, thesis (n=41)
-Irrelevant on topic (n=999)

abstract
(n=136)

Excluded in second selection round
. . -Only abstract published (n=39)
Potential studies -Not written in English (n=30)
identified for analysis -Prevalence not in percentages (n=25)
(n=41) -Not effect of intervention (n=1)

Excluded on methodological soundness
-Less than 6 out of 8 criteria (n=1)

Eligible sample of Eligible sample of
intervention studies studies on prevalence
(n=10) (n=30)

Figure 1. An adapted PRISMA flowchart of the total review process on the prevalence of compassion fatigue
and burnout among healthcare professionals in the intensive care unit.
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Table 3. The sample characteristics of the included studies

Continent
Europe 14 (35.0%)
North-America 14 (35.0%)
Asia 8(20.0%)
South-America 2(5.0%)
Australia 1(2.5%)
Africa 1(2.5%)
Hospital setting
Academic or tertiary hospital setting 9 (22.5%)
Other 31(77.5%)
Specialism
Intensive care unit 25 (62.5%)
Corony care unit 2 (5.0%)
Neonatology intensive care unit and pediatric intensive care unit 8(20.0%)
Comparison of different wards 5(12.5%)
Occupation
Nursing profession 20 (50.0%)
Medical profession 8(20.0%)
Mix of nurses and physicians 11 (27.5%)
Other 1(2.5%)
Range in number of respondents 25 to 3,052
Total respondents 14,770
Response rate 24.8% to 98.8%
Range in percentage of female respondents 8.0% to 100.0%

Table 4. Amount of articles on the prevalence of emotional distress and prevalence range

Burnout 28 (93.3%) 0.0-70.1
Emotional exhaustion 7.6-52.0
Depersonalization 33-418
Personal accomplishment 6.0-759

Compassion fatigue 5(16.7%) 7.3-40.0

Secondary- and post-traumatic stress 6 (20.0%) 0.0-38.5

Vicarious trauma or stress 1(3.3%)
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BO is mostly assessed with the Maslach Burnout Inventory (MBI), according to some
authors as the standard tool for measuring the severity of BO**""%. The MBI is a highly re-
liable and validated 22-item self-report questionnaire that evaluates the three domains
of BO in independent subscales: emotional exhaustion, depersonalization and personal
accomplishment. The MBI was predominately used (n=22, 70.0%), including the French
(n=4), the Portuguese (n=2), the Chinese (n=2), the Korean (n=1) and the German (n=1)
validated versions, in addition to the original English version.

The reported prevalence rate of BO in the ICU, measured with the MBI, varied from 14.0%,
after a preventive intervention®, to 70.1% when BO was defined as a high score on only
one subscale*'. The latter study also stated that the prevalence would be 17.7% if BO had
been defined as a high score on the combined subscales. Similarly, Czaja et al. reported
a prevalence rate of 68.0% with BO defined as a high score on any BO symptom, and
45% for the emotional exhaustion subscale*. Some other studies defined a high risk
for BO by a cut-off score in the emotional exhaustion subscale, leading to estimates of
prevalence varying from 25.0% to 51.9%°%°"*>% 7% four studies defined BO by a total
MBI score of > -9 and reported the prevalence in the range of 28.0% to 46.5% *"5* 7,

One study presented a significantly lower prevalence of BO in ICU healthcare profession-
als (n=121); 14.5% in the ICU compared to 21.9% in the oncology department (n=82),
17.5% in the operating theatre (n=88), 17.2% in the surgical department (n=134), and
12.4% in the medical department (n=109)%. No difference for the Neonatology Intensive
Care Unit or Pediatric Intensive Care Unit, with the prevalence ranging from 1.2%” to
41%", was found compared to the adult ICU, with the prevalence ranging from 16%” to
46.5%", measured with the MBI. Correspondingly, no clustering of prevalence rates was
identified for specific hospital settings (i.e., an academic or regional hospital), profes-
sional role (i.e., doctors or nurses), or number of respondents in the study group.

A summary of the diverse measurement instruments, cut-off scores and reported preva-
lence, are shown in Table 5.

The included studies reported a broad range of variables related to emotional distress,

22,46, 68,74 61,67 46, 64

see Table 6. Work environment , professional role and conflicts™ " were sig-

nificantly and positively related to the measured phenomenon. However, some studies
stated opposite results. Most confusing variable was the female sex, with an increas-

s 46, 66 42,50, 52,64

ing versus a decreasing® effect, and no significantly measured influence on

emotional distress.
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Table 5 A summary of the diverse measuring instruments, cut-off scores and found prevalences

CF

S/PTS

BO

Professional Quality of Care - Revision IV, CF subscale
CF > 17 high, 8-17 average and <8 low risk

Professional Quality of Care - Revision V, CF subscale
BO >56 high, 55-43 moderate and < 42 low risk

Posttraumatic Diagnostic Scale
Post Traumatic Stress Syndrome 10 Questions Inventory
Davidson Trauma Scale

Professional Quality of Care — Revision IV, BO subscale
BO >27 high, 18-27 moderate and < 18 low risk

Professional Quality of Care - Revision V, BO subscale
BO >56 high, 55-44 moderate and < 43 low risk

Maslach Burnout Inventory with three subscales; EE”(9 items),
DP”(5 items) and PA”(8 items)

A high score on EE subscale
EE > 27 high, 19-26 moderate and < 19 low score

A high score on EE, cut-off score not defined

A high score in one subscale

EE > 27 high, 19-26 moderate and < 19 low score, DP > 12
high, 6-11 moderate and < 6 low score, PA 0-33 high, 34-39
moderate, and > 40 low score

A high score in one subscale
EE>24,DP >90rPA<29

A high score in one subscale
EE>27,DP>100rPA<33

A high score in one subscale or a total score > -9
EE >30,DP >12 or PA < 33

A high score on EE and DP

EE > 30 high, 18-29 moderate and < 17 low score, DP > 10
high, 6-9 moderate and < 6 low score, PA 0-33 high, 34-39
moderate, and > 40 low score

A high score in two of the three subscales

EE > 25 high, 15-24 moderate and < 14 low score, DP > 190
high, 4-9 moderate and < 3 low score, PA 0-32 high, 33-39
moderate, and = 40 low score

A high score on EE and DP with a low score on PA subscales
EE > 27 high, 17-26 moderate and < 16 low score, DP > 14
high, 9-13 moderate and < 8 low score, PA 0-30 high, 31-36
moderate, and = 37 low score

A high score on EE and DP with a low score on PA subscales
EE > 30 high, 18-29 moderate and < 17 low score, DP > 10
high, 6-9 moderate and < 6 low score, PA 0-33 high, 34-39
moderate, and > 40 low score

Elkonin 2011
Meadors 2010

Young 2011
Mason 2014

Czaja 2012
Mealer 2007
Su 2007

Elkonin 2011
Meadors 2010

Young 2011
Mason 2014

Cho 2009
Liu 2012

Rochefort 2010

Barbosa 2012
Galvan 2012

Raggio2007

Liu 2013

Quenot 2012

Raftopoulos

2012

Teixeira 2013

Guntupalli 2014

Karanikola 2012

40.0%
7.3%

0.0%
0.0%

17.0%
24.0%
38.5%

23.0%
1.2%

0.0%
0.0%

53.0%
37.3%

35.7%

70.1%
41.0%

EE 32.0%

EE 51.9%

28.0% before
14.0% after

14.5%

31.0%

EE 25.0%

25.0%
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Table 5 A summary of the diverse measuring instruments, cut-off scores and found prevalences (continued)

A high score on EE and DP with a low score on PA subscales  Guntupalli 1996 EE 29.0%
EE > 31 high, 21-30 moderate and <20 low score, DP > 11 Zhang 2014 16.0%
high, 6-10 moderate and < 5 low score, PA 0-35 high, 36-41

moderate, and > 42 low score

A moderate to high score one subscale Czaja 68.0%
EE>17,DP >7and PA <39

A total MBI score > -9 Embriaco 2007 46.5%
Merlani 2011 28.0%
Poncet 2007 32.8%
Verdon 2008 28.0%
High level not defined Shehabi 2008 EE 42.0%
Maslach Burnout Inventory, with four subscales; EE (9 items), DP  Lederer 2008 34.4%
(5 items), PA (7 items) and consternation (4 items)
Link Burnout Questionnaire Bellieni 2012 30.0%
The Arbeisbezogene Verhaltens- und Erlebensmuster (Burnout Goetz 2012 17.7%
pattern)

" CF = Compassion fatigue, S/PTS = Secondary- and post-traumatic stress, BO = Burnout
“EE = Emotional exhaustion, DP = Depersonalization, PA = Personal accomplishment

PREVENTIVE STRATEGIES

A wide range of intervention strategies to reduce emotional distress among ICU profes-

sionals emerge from the recent literature, see Table 7. Ten studies measured the effect of

an intervention, such as different intensivist work schedules*® “®

45, 58

, educational programs

on emotional distress
56, 65, 71

, improving elements of family-centered care and commu-

62, 63

nication skills , and relaxation

59,75

, strategies regarding personality and coping
such as yoga and mindfulness. In addition, seven of the included studies

suggested preventive strategies, varying from improving the work environment* >,

exercises

focussing more on social support and individual coping strategies®, changing team
composition to include a greater number of women®, developing teambuilding and
periodic job rotation*, and a mix of all these elements®’.

According to Quenot and colleagues %, the implementation of a set of active, intensive
communication strategies regarding end-of-life care in the ICU has been associated with
significantly lower rates of BO after the intervention. These strategies comprised elements
in the organization, (i.e., the introduction of unrestricted visiting hours and the availability
of a staff psychologist for consultation on demand), communication, (i.e., daily meetings
of the caregiving team with the patient and/or their family and the discussion of palliative
care options), ethics, (i.e., a special section in every patient’s medical record or ethical
rounds), and stress debriefings and conflict prevention. Reductions of almost 50% and
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Table 6 Relationship of a variable with emotional distress, pro and con

High workload Embriaco 2007 Barbosa 2012
Poncet 2007
Short work experience Bellieni 2012 Karakinola 2012
Liu 2012
Zhang 2014
Work environment Elkonin 2011
Embriaco 2007
Verdon 2008
Rochefort 2010
Nurse/patient ratio Cho 2009
Professional role (nurse-doctor) Raggio 2007 (nurse)
Merlani 2001 (nurse ass)
End-of-life care Poncet 2007 Czaja 2012
Mortality rate Merlanie 2011 Embriaco 2007
Demographic variables Poncet 2007 (age) Czaja 2012
Raftopoulos 2012 (age) Karakinola 2012
Bellieni 2012 (age) Lederer 2008

Merlanie 2011 (age) Guntupalli 1996 (age)

Liu 2012 (age) Guntupalli 2014 (age)
Having children Bellieni 2012
Female sex Embriaco 2007 (increased) Poncet 2007

Raggio 2007 (increased EE) Bellieni 2012

Merlani 2011 (decreased) Guntupalli 1996

Raftopoulos 2012 (increased) Karakinola 2012

Guntupalli 2014

Conflicts Embriaco 2007

Poncet 2007

Number of ICU beds Guntupalli 1996

60% were reported in the relative risk of BO and depression, respectively, after some of
these interventions. Another promising preventive strategy is mindfulness training. West
and colleagues® measured a positive effect of 19 biweekly discussion groups, which
included elements of mindfulness, reflection and shared experience, on physician well-
being. Furthermore, Lederer and colleagues® mentioned a positive influence on the prev-
alence of a fully developed BO due to the support of a facilitator. An external psychologist
provided support whenever needed in two of the five ICUs included in this study; more
specifically, individuals with a high risk of BO were less likely to consult the psychologist.
In contrast, peer support had no significant effect on BO™. Finally, educational seminars
on CF increased both awareness and resources for the prevention of emotional distress in
the future®. The participants in that study felt significantly less tense and reported being
more calm and peaceful after the intervention.
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Table 7. Summary of the interventions on emotional distress

Organization-directed interventions

Work schedules of intensivist Alietal 2011
Garland et al. 2012

Improving work environment Goets etal. 2012
Liuetal 2013
Rochefort et al. 2010

Change team composition Merlani etal. 2011

Teambuilding and job rotation Bellieni et al. 2012

Person-directed interventions

Practical
Educational programs, seminars Eagle et al. 2012
Meadors, et al 2008
West et al. 2014
Improve communication skills Loiselle et al. 2012
Quenot etal. 2012
Sluiter et al. 2005
Relaxation exercises West etal. 2014
Mehrabi et al. 2012
Mindfulness West et al. 2014
Personal
Personality and coping Nooryan etal. 2011
Nooryan et al. 2012
Social support and individual coping Liu et al. 2012
Counselling Lederer et al. 2008
DISCUSSION

This comprehensive systematic review identified thirty studies that investigated the
prevalence of BO, CF, VT or S/PTS among healthcare professionals working in ICUs. It
is clear that working at an ICU correlates with a substantial risk of emotional distress,
all of the included studies underscored the stressful environment in the ICU. From this
perspective, it is even more strikingly to find contradictory results with lower percent-
ages or means on BO, CF or S/PTS in the ICU compared to other wards®** % 72 which
is also esthablished in supplementary studies’ ®'. This anomaly might be explained
through unique personal qualities, such as resilience or emotional intelligence, and
environmental factors, such as training, mental support, organizational culture or the
differences between cultures and countries.
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Although the risk of emotional distress has been recognized in this review, the true
magnitude of the explored phenomena remains unclear for several reasons. First, the
definitions of the types of distress have been used interchangeably across studies; more
specifically, CF has been measured with the same subscale of the ProQOL as S/PTS****7°,
One of the key elements in the ProQOL model is the empathic ability of the caregivers
and the therapeutic relationship with clients. However, a profound analysis has shown
that STS and CF really differ regarding their content validity®. In contrast to STS, which
refers to symptoms related to a process of indirect traumatization, CF is stressing the
diminished sympathy to someone’s suffering, and the lessened desire to help in a broad
context through the meaning of compassion® ®, The loss of this compassionate energy
is also mentioned in a conceptual analysis of CF, in which is stated that the synonymous
use of CF with STS is far removed from Joinson’s original meaning®. In addition, Sabo
suggested that the binary dimension of CF in the ProQOL (i.e., you either have it or not),
is not congruent human nature, which is characterized by gradual responses similar to
slightly, moderately or severely. More fundamentally, the model also failed to clearly
conceptualize empathy, thus making it difficult to understand the background of CF*,
Therefore, Coetzee and Klopper’®?’ distinguished CF again as a loss of the nurturing
ability that is vital to compassionate care. The essential issue of the caring professionals
is to deliver themselves; being present and empathic. If this process stagnates, the emo-
tional price of caring can become a burden in personal life, manifested by emotional
distress such as CF.

The Secondary Traumatic Stress Scale is the only instrument that is designed to assess
the symptoms of STS by a 17-item Likert scale'®, however, this questionnaire has not
been used among ICU professionals. The ProQOL has been used in many healthcare
settings, is profoundly tested, and marked as a valid and reliable instrument®’. However,
the STS/CF subscale is fundamentally based on the concept of STS, with items explicitly
pointing at traumatic stress reactions such as a startle reflex, intrusive and frightening
thoughts, re-experiencing situations, and avoidance. To sum up, there is no measure-
ment instrument to assess CF in the meaning of a lost ability to care.

Second, the reported prevalence of emotional distress differed based on the applied
measurement instruments. The ProQOL seemed incapable of detecting a risk for severe

burnout, which is illustrated with prevalence rates around zero® *"7¢

, in comparison,
the prevalence with the MBI ranged from 14.0% up to 70.1%. Meadors and colleagues
provided a valuable and comprehensive overview of the mental trauma literature in
the non-adult ICUs, and found a low prevalence of CF (7.3%) and BO (1.2%) with the
ProQOL*. They suggested that drop out by the already over-exhausted individuals

participating in the study to explain their results; this reason of self-selection bias may
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have a substantial role in all of the studies on this topic. In contrast to these results,
another study among 162 intensivists working at a paediatric intensive care in Argentina

|47

described a 41% BO prevalence measured by the MBI*, and a study of 173 nurses work-
ing at a tertiary children’s hospital found that 68% of respondents had at least one BO
symptom*. In short, the MBI is characterized by a more discriminative power than the
ProQOL. Nevertheless, the highest prevalence of CF, defined by the authors as such and
measured by the ProQOL, was 40.0% and reported in a study of 30 registered nurses in
two ICUs in South Africa®; a 23% prevalence of BO was found in the same study. It was
stated that there was a noteworthy shortage of ICU nurses in that country, and most of
the participants were not trained for nursing critically ill patients. Thus, the work environ-
ment might have been particularly stressful due to a lack of appropriate nursing skills
and ICU knowledge. The highest prevalence of S/PTS, 38.5%, was measured with the
Davidson Trauma Scale in a study of 26 ICU-nurses in a SARS unit in Taiwan; this group
was compared to 17 critical care and 15 neurology nurses working in two non-SARS
units’””. However, a study using the ProQOL in an academic hospital with 68 nurses in the
United States did not find a severe risk for S/PTS’®. This difference might be explained
partially by the extreme working conditions associated with the SARS outbreak and the
difference in measuring instruments. Although the last two studies addressed relevant
issues, it may be difficult to identify changeable determinants in the work setting to
prevent the consequences of emotional distress.

Third, the outcome scales or cut-off points used to indicate the prevalence of burnout
measured with the MBI have a wide range, as presented in Table 5. A great deal of work
has been done with the MBI, both conceptualizing and measuring BO in a valid and
reliable way85. However, it should be used uniformly, with an evaluation of all three
subscales together. As shown, Czaja and colleagues* used a moderate to high score
in one subscale with emotional exhaustion above 17 to establish the prevalence of BO,
with 68% as a result. In contrast, Zhang and colleagues’’ found a prevalence of 16%,
with BO defined a high score on emotional exhaustion (above 31), depersonalization
(above 11), and a low score on personal accomplishment (above 42). Schaufeli and Van
Dierendonk (1995) stated that caution is needed when cut-off points are used to classify
the severity of BO, which could also be nation specific®. All in all, the prevalence might
be affected by the used measuring instrument as well as the different cut-off points
and subscales. Finally, the variety of research variables, i.e., whether the variables are
significantly related to emotional distress in the ICU, perpetuates the lack of clarity.

Therefore, the true prevalence of BO, CF, S/PTS and VT in ICU-professionals remains open
for discussion, which might emphasize the need for a “‘gold standard” which will be used
in all future research. To begin, the concepts specifically related to the ICU healthcare
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environment have to be defined by a wide-ranging consensus committee, e.g., by
conducting a Delphi study. Subsequently, more agreement is needed to address the
discrepancies in measurement issues, and to better investigate emotional distress with
a large international quantitative observational multicenter study. Only one such study
has been published to date®, from which an impressive amount of data on burnout were
already gathered in 1994. The results were reported not sooner than 2005 because they
formed part of a larger study on the organizational influence on the effectiveness and
efficiency of ICUs. This study is still of importance because of the focus on fundamental
psychological processes, such as emotional contagion in burnout, and the relationships
between variables. However, the prevalence of BO among ICU professionals might
change over time and a broader view on emotional distress would be preferable.

It is highly recommended to further investigate and compare the consequences of
emotional distress in the ICU in a valid comparative manner to indicate the relevance of
the problem. However, cross-sectional study designs cannot reveal causal relationships
between contributing variables, individual coping mechanisms or organizational pre-
ventive strategies to emotional distress. A prospective longitudinal study design would
be recommended to bridge this gap. In addition, a pitfall of these approaches is the
focus on questionnaires and scoring systems because of the reliance on a cut-off points
intended to ‘establish” a phenomenon and socially desirable or exaggerated answers of
the respondents. Besides quantitative research, in-depth semi-structured interviews are
required to stress the deeper driving forces in an individual to provide more insights into
the thoughts and behaviors in reaction to a stressful work environment.

To develop adequate preventive strategies for emotional distress, it is essential to
know the individual’s incentive to choose a caring profession in addition to ones un-
consciously chosen coping strategies to deal with the stressful work settings. Some en-
couraging preventive strategies to combat emotional distress in ICU professionals have
been developed recently® 7>, A review study of intervention programs for BO found
that most of the person-directed interventions, such as cognitive behavioural training,
counselling, and relaxation exercises, led to a significant reduction in BO lasting for at
least 6 months after the intervention. Although the organization-directed interventions,
such as primary nursing, management skills, and social support, were classified by this
study as having less study evidence, they were also significantly effective®. Combined
person- and organization-directed multifaceted interventions with refresher courses
reported the best results. At this point, it might be interesting to investigate the effect of
a combination of relevant and changeable determinants, such as communication skills,
educational sessions in stress management, and mindfulness training for ICU profes-
sionals.
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The improvement of communications skills might support the interaction with patients
and relatives, and reduce conflicts with colleagues or management” ®. An intensive
three-day training for oncologists resulted in the integration of many of the key com-
munication skills in their daily practice, for up to 15 months post-course®. Furthermore,
significantly more expressions of empathy were reported in this study and successively
interpreted as an increase of self-efficacy. This, in turn, could enhance compassionate
care and increase personal well-being. Educational sessions in stress management
might expand the awareness of emotional distress and methods to apply in response to
this distress* ** %2, The awareness of stressful situations and knowing the vital signs of
BO or CF, are the first steps in maintaining a healthy work life. In a lack of awareness the
ongoing devastating process may continue until a total mental or physical breakdown.
Personality® and emotional intelligence®, especially the meta-cognitive capacity of the
individual, might provide some clues for the energy in trying to change thingsin the "here
and now at the bedside” within their level of responsibility. Mindful meditation might be
a source of strength for preventing the hidden effects of stress, and gives the individual
healthcare professional the ability to pay attention in the present moment and respond
wisely, instead of reacting later with negative feelings® *°. Balancing human intimacy
and professional distance, and remaining appropriately present and compassionate,
may be recognized as a valuable personal ability. This ability could be taught, and ef-
fectively enhanced, through self-awareness and mindful meditation which is potentially

useful in promoting well-being and stress management in healthcare professionals®®'.

STRENGTHS AND METHODOLOGICAL LIMITATIONS

The main strengths of this review were the systematic approach and reproducible
method. It was based on explicit search strategies, eight applicable databases and un-
ambiguous criteria for selecting suitable and high-quality studies. Because randomized
controlled trials or rigorous observational studies are rare in this area, a meta-analysis
could not be performed®.

Although measures in the included studies have been taken to prevent social desirability
(e.g. guaranteed anonymity), the internal validity might be threatened due to self-report
questionnaires. Furthermore, the Hawthorne effect could have biased the results of the
reported studies. Some of these studies tried to limit this bias by explicitly not mention-
ing the measured concept to the respondents* ®. Moreover, the response rates in the
very low ends, e.g. selection bias, and high ends, e.g. mandatory participation, could be
questioned.

This literature review aimed to be highly sensitive in order to be as comprehensive as
possible, and therefore had a lower precision. Thus, many irrelevant references were
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included in the beginning of the review process. This could lead to an erroneous exclu-
sion of a relevant reference. Further, the search was limited to original articles, which
suggests the potential to miss information on the topic. However, because of the focus
on the prevalence rather than the causes or consequences, this approach was a justified
decision. The restriction in language could also have caused an incomplete overview of
the relevant studies. As in every review, a publication bias may have occurred. Positive
results are more likely to be submitted and published in scientific journals than incon-
clusive or negative results, and insignificant outcomes will probably not be mentioned

929 accordingly putting too much emphasis on the significant mental ef-

in an abstract
fects of stress in the ICU. Moreover, negative or inconclusive results remain unpublished;
consequently, there might be an over reported prevalence of burnout or compassion

fatigue.

CONCLUSIONS

Working in the ICU environment is an emotionally charged challenge, and the emo-
tional price of caring might become a burden for professionals’ personal lives, possibly
manifested in compassion fatigue or burnout. This study adds some new viewpoints in
the lack of common understanding of the theoretical constructs, which is reflected by
the variously defined (and interpreted) negative outcomes of providing care in the ICU
setting among the included studies. The true magnitude of the emotional distress in the
ICU healthcare professionals remains unclear due to a lack of unity in measurements
as well. This study also suggests that policymakers should introduce interventions to
prevent the negative consequences of emotional distress. A longitudinal experimental
study is needed to examine the emotional distress among ICU professionals in relation
to their communication skills, educational sessions on stress management, and mindful-
ness. Only in this way evidence-based best practice interventions can be formulated.
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Data collection process
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Risk of bias in individual
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both.
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participants, and interventions; study appraisal and synthesis
methods; results; limitations; conclusions and implications of
key findings; systematic review registration number.

Describe the rationale for the review in the context of what is 3-5
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Specify study characteristics (e.g., PICOS, length of follow-up) 6-7
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including any limits used, such that it could be repeated. file S1

State the process for selecting studies (i.e., screening, eligibility, 6
included in systematic review, and, if applicable, included in the Table 1
meta-analysis).

Describe method of data extraction from reports (e.g., piloted Inapplicable
forms, independently, in duplicate) and any processes for
obtaining and confirming data from investigators.

List and define all variables for which data were sought 6-7
(e.g., PICOS, funding sources) and any assumptions and
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study or outcome level), and how this information is to be used

in any data synthesis.
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Risk of bias across studies
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SUPPORTIVE INFORMATION S2

SEARCH PROTOCOL

Number of found references

Embase 875 872
Medline OvidSP 513 132
Cinahl 493 267
Web-of-science 335 165
PsycINFO 138 47
PubMed publisher 12 11
Cochrane 14 6
Google Scholar 200 120
Total* 2580 1620

" Results of systematic searching in electronical databases until 30 June, 2014

SEARCH STRATEGIES

EMBASE 872

(‘posttraumatic stress disorder’/de OR ((‘emotional attachment’/de OR empathy/de OR
‘emotional stress’/de OR ‘nurse patient relationship’/de OR ‘doctor patient relation’/de
OR’coping behavior'/de OR‘runaway behavior’/de OR ‘stress management’/de OR‘adap-
tive behavior'/de) AND (fatigue/de OR exhaustion/de OR burnout/de OR Workload/de
OR ‘job stress’/de)) OR (((compass* OR empath* OR vicarious OR attach* OR emotion*
OR coping OR runaway) NEAR/6 (fatigue* OR satisf* OR stress OR trauma* OR exhaust*
OR burnout* OR tired*)) OR ((secondar* OR posttraumat* OR ‘post traumatic’) NEAR/3
stress)):ab,ti) AND ((("health care personnel’/exp OR nursing/exp OR ‘health personnel
attitude’/exp OR (personnel* OR nurs* OR doctor* OR physician* OR caregiver* OR
provider* OR paramedic* OR profession* OR staff):ab,ti) AND (‘intensive care’/exp OR
‘intensive care unit’/de OR (‘intensive care’ OR ‘critical care’ OR icu OR picu OR nicu OR
icus OR picus OR nicus):ab,ti)) OR ‘intensive care nursing'/exp)

MEDLINE OVIDSP 132

(“Stress Disorders, Post-Traumatic”/ OR ((empathy/ OR “Stress, Psychological”/ OR exp
“Professional-Patient Relations”/ OR “Adaptation, Psychological”’/ OR “runaway behav-
ior”/) AND (exp fatigue/ OR“Burnout, Professional”/ OR“Workload”/)) OR (((compass* OR
empath* OR vicarious OR attach* OR emotion* OR coping OR runaway) ADJ6 (fatigue*
OR satisf* OR stress OR trauma* OR exhaust* OR burnout* OR tired*)) OR ((secondar* OR
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posttraumat®* OR“post traumatic”) ADJ3 stress)).ab,ti.) AND (((exp “health personnel”/ OR
exp nursing/ OR nursing.xs. OR exp “Attitude of Health Personnel”/ OR exp “Professional
Role”/ OR (personnel* OR nurs* OR doctor* OR physician* OR caregiver* OR provider* OR
paramedic* OR profession* OR staff).ab,ti.) AND (exp “Critical Care”/ OR exp “intensive
care units”/ OR (“intensive care” OR “critical care” OR icu OR picu OR nicu OR icus OR picus
OR nicus).ab,ti.))

COCHRANE 6

((((compass* OR empath* OR vicarious OR attach* OR emotion* OR coping OR runaway)
NEAR/6 (fatigue* OR satisf* OR stress OR trauma* OR exhaust* OR burnout* OR tired*))
OR ((secondar* OR posttraumat* OR ‘post traumatic’) NEAR/3 stress)):ab,ti) AND ((((per-
sonnel* OR nurs* OR doctor* OR physician* OR caregiver* OR provider* OR paramedic*
OR profession* OR staff):ab,ti) AND ((‘intensive care’ OR ‘critical care’ OR icu OR picu OR
nicu OR icus OR picus OR nicus):ab,ti)) )

WEB-OF-SCIENCE 165

TS=(((((compass* OR empath* OR vicarious OR attach* OR emotion* OR coping OR
runaway) NEAR/6 (fatigue* OR satisf* OR stress OR trauma* OR exhaust* OR burnout*
OR tired*)) OR ((secondar* OR posttraumat* OR “post traumatic”) NEAR/3 stress))) AND
((((personnel* OR nurs* OR doctor* OR physician* OR caregiver* OR provider* OR para-
medic* OR profession* OR staff)) AND ((“intensive care” OR “critical care” OR icu OR picu
OR nicu OR icus OR picus OR nicus)))))

PSYCINFO OVIDSP 47

("Posttraumatic Stress Disorder”/ OR ((empathy/ OR “Psychological Stress”/ OR “Adapta-
tion”/ OR “runaway behavior”/) AND (exp fatigue/ OR “Occupational Stress”/ OR “Work
load”/)) OR (((compass* OR empath* OR vicarious OR attach* OR emotion* OR coping OR
runaway) ADJ6 (fatigue* OR satisf* OR stress OR trauma* OR exhaust* OR burnout* OR
tired*)) OR ((secondar* OR posttraumat®* OR “post traumatic”) ADJ3 stress)).ab,ti.) AND
(((exp “health personnel”/ OR exp nursing/ OR“Health Personnel Attitudes”/ OR (person-
nel* OR nurs* OR doctor* OR physician* OR caregiver* OR provider* OR paramedic* OR
profession* OR staff).ab,ti.) AND (exp “intensive care”/ OR (“intensive care” OR “critical
care” OR icu OR picu OR nicu OR icus OR picus OR nicus).ab,ti.)))

CINAHL 267

(MH “Stress Disorders, Post-Traumatic+” OR ((MH empathy+ OR MH “Stress, Psychologi-
cal+" OR MH “Professional-Patient Relations+” OR MH “Adaptation, Psychological+") AND
(MH fatigue+ OR MH “Burnout, Professional+” OR MH “Workload+")) OR (((compass* OR
empath* OR vicarious OR attach* OR emotion* OR coping OR runaway) N6 (fatigue* OR

142



A systematic review

satisf* OR stress OR trauma* OR exhaust* OR burnout* OR tired*)) OR ((secondar* OR
posttraumat®* OR “post traumatic”) N3 stress))) AND (((MH “health personnel+” OR MH
“Attitude of Health Personnel+” OR MH “Professional Role+" OR (personnel* OR nurs* OR
doctor* OR physician* OR caregiver* OR provider* OR paramedic* OR profession®* OR
staff)) AND (MH “Critical Care+” OR MH “intensive care units+” OR (“intensive care” OR
“critical care” OR icu OR picu OR nicu OR icus OR picus OR nicus))) OR MH “Critical Care
Nursing+")

PUBMED PUBLISHER 11

((((compass*[tiab] OR empath*[tiab] OR vicarious[tiab] OR attach*[tiab] OR
emotion*[tiab] OR coping[tiab] OR runawayl[tiab]l) AND (fatigue*[tiab] OR satisf*[tiab]
OR stress[tiab] OR trauma*[tiab] OR exhaust*[tiab] OR burnout*[tiab] OR tired*[tiab]))
OR ((secondar*[tiab] OR posttraumat*[tiab] OR post traumatic[tiab]) AND stress[tiab])))
AND ((((personnel*[tiab] OR nurs*[tiab] OR doctor*[tiab] OR physician*[tiab] OR
caregiver*[tiab] OR provider*[tiab] OR paramedic*[tiab] OR profession*[tiab] OR staff))
AND ((intensive care[tiab] OR critical care[tiab] OR icu[tiab] OR picu[tiab] OR nicul[tiab]
ORicus[tiab] OR picus[tiab] OR nicus[tiab])))) AND publisher[sb]

GOOGLE SCHOLAR 120

“compassion|empathy|vicarious|attachment|emotional fatigue|satisfaction|stress|exha
ustion”|ptss|ptsd personnel|nursing|nurses|doctors|physicians|caregivers|providers|par
amedics|professionallstaff icu|picu|niculicus|picus|nicus

143



Chapter 6

SUPPORTIVE INFORMATION S3

ASSESSMENT OF ARTICLES

Box $3.1. Inclusion criteria

Studies dealing with the prevalence of burnout, compassion fatigue, vicarious trauma or secondary
traumatic stress, and intervention studies on these kind of emotional distress.

Studies in the Intensive Care Unit, Critical Care Unit, Neonatology Intensive Care Unit, Pediatric Intensive
Care Unit,

Studies on nurses or physicians,
Studies published from 1992 until 23 May 2014,
Inclusion criteria second selection round after whole article inspection:
Studies in English (or Dutch) language,
Original and review articles available in complete form
Inclusion criteria on methodological soundness:
Prevalence defined as percentages of burnout or compassion fatigue

At least six of eight criteria on soundness must be available:
- Research questions and objectives are described precisely
- Clear definition of compassion fatigue
- A valid and reliable measuring instrument
- Method is described in detail
- Information given on size and type of the target populations
- Information given on number and characteristics of subjects who agreed to participate
- Drop out/missing values are addressed
- Statistical analysis appropriate
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Table S3.1. References included/excluded after whole text reading

Studies dealing with the prevalence of burnout, compassion fatigue, vicarious trauma or secondary traumatic

stress

1 Include

2 Include

3 Exclude, not prevalence

10

"

12

13

Include

Include

Exclude, other work
setting

Include

Exclude, other work
setting

Exclude, other work
setting

Include

Exclude, only fatigue
not CF

Exclude, not prevalence

Exclude, not prevalence

Galvan, M.E., J.C.
Vassallo, et al.

Barbosa, F. T, B. A.
Leao, et al.

Rama-Maceiras, P,
S. Parente, et al.

Bellieni, C. V., P.
Righetti, et al.

Shehabi, Y., G.
Dobb, et al.

Kholdebarin, R., R.
M. Helewa, et al.

Embriaco, N., E.
Azoulay, et al

Chiron, B., E.
Michinov, et al.

Shanafelt, T.D., C.
M. Balch, et al.

Elkonin, D. and
Lizelle

Ruggiero, J. S

Todaro-Franceschi,

V.

Marcial, L., M.
Brazina, et al.

2012

2012

2012

2012

2008

2011

2007

2010

2010

2011

2003

2013

2013

Physician’s burnout in pediatric
intensive care units from
Argentina

Burnout syndrome and weekly
workload of on-call physicians:
Cross-sectional study.

Job satisfaction, stress and
burnout in anesthesia:
Relevant topics for
anesthesiologists and
healthcare managers?

Assessing burnout among
neonatologists

Burnout syndrome among
Australian intensivists: a
survey.

Evaluation of a regional
acute care surgery service by
residents in general surgery.

High level of burnout in
intensivists: prevalence and
associated factors.

Job Satisfaction, Life
Satisfaction and Burnout in
French Anesthetists.

Burnout and Medical Errors
Among American Surgeons

Positive and negative
emotional responses to work-
related trauma of intensive
care nurses in private health
care facilities.

Correlates of fatigue in critical
care nurses.

Critical care nurses’
perceptions of preparedness
and ability to care for the
dying and their professional
quality of life

A brief article: is this the cost of
caring? A student perspective
on compassion fatigue.

Arch Argent
Pediatr 110(6):
466-473

Sao Paulo Med
J130(5): 282-
288.

EurJ
Anaesthesiol
29(7):311-319

J Matern -Fetal
Neonatal Med
25(10): 2130-
2134.

Crit Care Resusc
10(4): 312-315.

J Surg Educ
68(4): 290-293.

Am J Resp
Crit Care Med
175(7): 686-692

J Health Psych
15(6): 948-958.

Annals of
Surgery 251(6):
995-1000.
Health SA
Gesondheid
16(1):1-8

Res Nurs Health
26(6): 434-444

DCCN 32(4):
184-190

DCCN 32(1):
18-21.
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Table S3.1. References included/excluded after whole text reading (continued)

14 Include Mealer, M. L., A. 2007 Increased prevalence of Am J Respir
Shelton, et al. post-traumatic stress disorder  Crit Care Med
symptoms in critical care 175(7): 693-697
nurses.
15 Include Raftopoulos, V., 2012 The factors associated with the BMC Public
A. Charalambous, burnout syndrome and fatigue Health 12
etal. in Cypriot nurses: a census
report.
16 Exclude, not prevalence  Smart, D., A. 2013  Compassion fatigue and Nurs Health Sci
English, et al. satisfaction: A cross-sectional
survey among US healthcare
workers.
17 Include Su,T.P,T.C.Lien, 2007  Prevalence of psychiatric J Psychiatr Res
etal. morbidity and psychological 41(1-2):119-130

adaptation of the nurses in a
structured SARS caring unit
during outbreak: A prospective
and periodic assessment study

in Taiwan.
18 Include Young, J.L,D.M. 2011 Compassion satisfaction, Crit Care Nurs Q
Derr, et al. burnout, and secondary 34(3): 227-234

traumatic stress in heart and
vascular nurses.

19 Exclude, not prevalence  Sluiter, J.K., A. P. 2005 s staff well-being and Intens Care
Bos, et al. communication enhanced by  Med 31(10):
multidisciplinary work shift 1409-1414
evaluations?

20 Exclude, not prevalence  Meadors, P.and A. 2008 Compassion Fatigue and J Pediatr Health
Lamson Secondary Traumatization: Care 22(1):
Provider Self Care on Intensive  24-34
Care Units for Children.

21 Include Czaja, A.S., M. 2012 Symptoms of Posttraumatic J Pediatr Nurs
Moss, et al. Stress Disorder Among 27(4): 357-365
Pediatric Acute Care Nurses.

22 Exclude, not prevalence  Ayala, E.and A.M. 2013 Determinants of Burnout in PLoS ONE 8(1).
Carnero Acute and Critical Care Military
Nursing Personnel: A Cross-
Sectional Study from Peru.

23 Include Liu, Y. E.,, A.While, 2013 Job satisfaction and work J Nurs Manag
etal. related variables in Chinese
cardiac critical care nurses.
24 Include Teixeira, C., O. 2013 Ethical decision making in J Med Ethics
Ribeiro, et al. intensive care units: a burnout

risk factor? Results from a
multicenter study conducted
with physicians and nurses.
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Table S3.1. References included/excluded after whole text reading (continued)

25 Exclude, not prevalence  Losa Iglesias, M.E. 2013 Prevalence and relationship DCCN 32(3):
and R. Becerro de between burnout, job 130-137.
Bengoa Vallejo satisfaction, stress, and clinical
manifestations in behavior
critical care nurses.

26 Exclude, not prevalence  Epp, K. 2012 Burnoutin critical care nurses:  Dynamics 23(4):
a literature review. 25-31.
27 Include Karanikola, 2012 Burnout syndrome indices in DCCN 31(2):
M.N., E.D. Greek intensive care nursing 94-101.
Papathanassoglou, personnel”
etal.
28 Include Goetz, K., S. Beutel, 2012 Work-related behavior and Int Nurs Rev
etal. experience patterns of nurses” 59(1): 88-93.
29 Include Liu, K., L.-M. You, 2012  Therelationship between J ClinNursi
etal. hospital work environment 21(9/10): 1476~
and nurse outcomes in 1485.

Guangdong, China: a nurse
questionnaire survey.

30 Exclude, not prevalence  Klopper,H.C,,S.K. 2012  Practice environment, job J Nurs Manage
Coetzee, et al. satisfaction and burnout of 20(5): 685-695.
critical care nurses in South
Africa.
31 Include Merlani, P, M. 2011 Burnout in ICU caregivers: a Am J Resp
Verdon, et al. multicenter study of factors Crit Care Med
associated to centers.” 184(10): 1140-
1146.
32 Exclude, not original Azoulay, E.and M. 2011 Understanding ICU staff Am J Respir
article Herridge burnout: The show must go on. Crit Care Med
184(10): 1099-
1100.
33 Include Rochefort, C. M. 2010  Nurses work environments, J Adv Nurs
and S. P. Clarke care rationing, job outcomes,  66(10): 2213-
and quality of care on neonatal 2224.
units.
34 Include Cho, S, K.J.June, 2009  Nurse staffing, quality of J ClinNurs
etal. nursing care and nurse job 18(12): 1729-
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Reflections on work-related stress among intensive care professionals, a historical impression

INTRODUCTION

Medical doctors have experienced significant changes in delivering healthcare over
time. Long and tensed working hours, increased administrative burden, impaired work-
life balance, and frequent burden of liability and lawsuits have changed daily practice’.
In addition, increased expectations from patients and families, and a complex process of
shared decision-making, lead to severe stress in healthcare providers®. This work-related
stress can have a negative impact on an individual’s joy in work, increase chances of
medical errors, and jeopardize quality of care®*. It might even result in long-term
absenteeism or a threatening brain and skill drain if the professionals leave their jobs
prematurely to preserve their own health, ultimately leading to economic burdens’. Re-
ports have indicated that this increased work-related stress might cause suicide among
doctors®. Physicians appeared to be more likely to die by suicide than other healthcare
professionals and twice as many compared to the general population, although, it is still
a quit rare occurrence. Each year approximately 400 physician in the USA die by suicide,
which is more than by motor vehicle, drowning, homicide, and plane crashes together’.
Historically, various healthcare professionals have been acknowledged as particularly
vulnerable to work-related stress, with a number of prevalent stress responses such as
burnout, compassion fatigue, and traumatic stress. See table 1 for an overview.

Table 1. Types of stress responses experienced by various healthcare professionals

Anxiety Moral distress

Burnout Posttraumatic stress
Compassion fatigue Secondary traumatic stress
Countertransference Secondary victimization
Depression Substance abuse
Empathic distress/strain/fatigue/overload Suicide

Emotional distress Vicarious trauma/stress
Exhaustion Wounded healer

A 2014 study on the prevalence of burnout among physicians in the USA found that
more than 54% reported at least one symptom of burnout, measured with the Maslach
Burnout Inventory (MBI)®. Among all domains, the field of critical care scored highest in
the prevalence of burnout (55%)°. However, during the same period, a nationwide study
on burnout among Dutch intensivists found a very low burnout rate with a prevalence
of only 4.4%'. In a recent systematic literature review on emotional distress among in-
tensive care professionals we suggested that the true magnitude of work-related stress
remains unclear due to a lack of unity in concepts, related measuring instruments, and
cut-off points'". In this book chapter we provide a historical impression and trends in the
work-related stress responses among intensive care professionals.
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THE ORIGIN OF STRESS

Stress describes a person’s response to a threat or some other change in its environment
which go beyond one’s resources for coping with the obstacles (events, people, and
situations). Similarly, in a psychological definition, stress is: “the condition in which per-
son - environment transactions lead to a perceived discrepancy between the physical
or psychological demands of a situation and the resources of the individuals biological,

psychological, or social systems”',

Stress increases immediately if a defiant change or threat occurs. A certain amount
of stress is necessary and important to perform activities and work tasks", also called
eustress. The pathogenic role of stress was identified by physiologist Walter B. Cannon
(1871-1945) in the “fight-or-flight” response, as this mobilizes an individual to combat
the threat or to flee in face of the stressful event'*. This process could have negative con-
sequences if the burden exceeds the individual’s capacity or when it becomes a chronic
stress. A little later, this theory was expanded to the General Adaption Syndrome by Hans
Selye (1907-1982), a medical doctor at Johns Hopkins University. He showed that envi-
ronmental stressors activate the HPA axis (hypothalamus, pituitary gland, and adrenal
cortex) and consequently increase cortisol levels associated with an immediate increase
in blood pressure and heart rate. In a chronic phase, these cortisol levels can lead to cell
damage and depletion of the body s energy reserves®. Finally, the psychologist Richard
Lazarus (1922-2002) found that cognitive appraisal processes can influence both the
stress and the emotional experience'®. The appraisal of a situation causes an emotional,
or affective, response that is going to be based on that appraisal. An important aspect of
this appraisal theory is that it accounts for individual variances of emotional reactions to
the same event. Therefore, work-related stress might have different effects in individual
healthcare professionals even in situations of equal stress. Both physical warning signs
(headaches, sleeping disturbances, low back pain and stomach problems) and mental
responses (irritability or hostility, loss of concentration, low self-confidence and emo-
tional instability) could indicate individual stress reactions'>. However, these are non-
specific symptoms that won’t depict the origin of stress and subsequently constrain
effective coping mechanisms and the developing of preventive strategies.

EXHAUSTION AND BURNOUT

The Roman physician Galen (129-269?) wrote one of the earliest discussions on exhaus-
tion, which he believed was an imbalance of the four humors blood, yellow bile, black
bile and phlegm. An increase of black bile “slowed the body’s circulation and clogged
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up the brain’s pathways, bringing about lethargy, torpor, weariness, sluggishness and
melancholy”". Although this idea found no scientific basis, even today many people
with exhaustion, and subsequent foggy thinking, experience their brains filled with a
tar-like liquid causing an extreme mental tiredness. Many people throughout history
have felt overtired, suggesting that fatigue and exhaustion could be part of the human
condition.

Burnout has first been described by Herbert J. Freudenberger (1926-1999). He borrowed
the term from the drug scene where it originally referred to the catastrophic influence of
chronic drug abuse, and applied this concept to volunteers of the St Mark’s Free Clinic in
New York’s East Village who felt a gradual emotional depletion, loss of motivation, and
reduced commitment'®. At the same time, burnout was used by Maslach in a description
of social workers who felt emotionally exhausted and developed negative perceptions
about their clients. From 1970 a considerable body of knowledge about the nature
of burnout, its causes and consequences, and its prevalences in specific domains has
emerged®.

Burnout is currently seen as the most prevalent career crisis of the twenty-first century.
Nowadays, it is characterized by a combination of three factors: emotional exhaustion,
depersonalization and personal accomplishment'® '°. An official Critical Care Societies
Collaborative statement provides an extensive summary of the symptoms, the causative
factors and consequences of burnout in the intensive care unit®®. Some of the risk factors
for burnout include individual characteristics, such as perfectionism, a compromised
work-life balance, and a neurotic personality. However, organizational aspects such as
an increased workload and too many work hours, are related to high rates of burnout
as well. Although some contradictions exists, younger professionals are at higher risk
of burnout compared to older and more experienced professionals''. Some studies
reported female ICU professionals to be at higher risk* ', whereas others found no ef-

fect?

The Maslach Burnout Inventory (MBI) is seen as the standard tool for measuring the
severity of burnout®"?*?, The MBI is a highly reliable and validated 22-item self-report
questionnaire that evaluates the three domains of burnout in independent subscales®.
However, since its origination, the operationalization and measurement of burnout have
differed across studies'"?°. Measuring only exhaustion, as an equivalent to burnout, is
not sufficient and induces erroneously high prevalence rates. The high burnout rates as
currently reported in public discussions is also confounded by the limited methodologic
quality of the majority of the studies”’. Cross-sectional studies might suffer from reverse
causation thus mixing cause and effect of work related stress to burnout and emotional
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exhaustion. In addition, the low response rates as seen in some studies to be as low as
19% 8, could result in selection bias. Therefore, this cost of caring is overestimated. The
concept of burnout might be misused to indicate an overall exhaustion with life; fatigue
and tiredness may result as a part of the human condition. It is highly recommended to
further investigate burnout with longitudinal international studies in a valid and com-
parative manner, with clear cut-off points in all three domains, to indicate the relevance
of the problem among intensive care professionals.

POSTTRAUMATIC STRESS DURING WAR

Crocq and Crocq (2000) provided an all-encompassing historical overview on the
diseases that are currently labeled as Post-Traumatic Stress Disorder (PTSD)*. The au-
thors stated that the first phenomena of psychological consequences after witnessing
terrifying situations emerged during early battles as: “The first case of chronic mental
symptoms caused by sudden fright in the battlefield is reported in the account of the
battle of Marathon by Herodotus, written in 440 BC" Hippocrates (460?-377 BC) also
mentioned frightening battle dreams, and centuries later, Shakespeare wrote a line of
poetry in his '/Romeo and Julia” on the awakening of soldiers by re-experiencing past
battles in their dreams. In 1678, a Swiss physician identified ‘Nostalgia“, which was fol-
lowed by the “Traumatic neurosis’ of the German physician Oppenheim in 1884, to label
similar psychological signs. In 1871, the physician Jacob Mendes Da Costa (1833-1900)
described psychological war symptoms as the so-called ‘Irritable heart’ He studied over
300 servicemen during the American Civil War (1861-1865) with complaints about chest
pain, fatigue, dyspnea, palpitations, headaches and dizziness. He assumed a somatic
cause in excessive marching *. However, later on, the irritable heart was also observed
in civilians, especially young women who performed strenuous work and who were
highly emotional. ‘Neurasthenia’ or ‘Nervous exhaustion’ was introduced in 1880 by the
neurologist George Beard (1839-1883) *° who assumed for the first time that there was
a certain predisposition in soldiers, which could be recognized before they were sent to
battle.

After the First World War (1914-1918), the cardiologist Thomas Lewis (1881-1945) de-
scribed ‘The soldier’s heart’ and the ‘Effort syndrome’*'. Complaints, again, were short-
ness of breath, dizziness, headache, sighing, palpitations, chest pain, fatigue, confusion,
forgetfulness and lack of concentration. The condition was explained to be somatically
caused, such as from lack of sleep in the trenches and the effects of poisonous gas. An-
other term used during this war was, ‘Shell shock’ (also named ‘trench neurosis, ‘gas neu-
rosis’ and ‘buried-alive neurosis’), which differed from the above mentioned syndromes
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by also giving rise to symptoms such as irritation, speech disorders, forgetfulness
and other cognitive complains. Soldiers with a history of a ‘weak” personality, family
psychiatric disorders and a fragile physical constitution were predisposed to develop
this condition. In the Second World War (1939-1945), once again, soldiers were suffering
from the previously described symptoms. The terms ‘Combat neurosis, ‘Battle fatigue,
‘Operational fatigue’ and ‘Combat exhaustion” were introduced to name these complex
of symptoms. Obviously, these conditions were more a psychological or a psychiatric
condition than that it could be related to somatic stresses. The symptoms were sup-
posed to disappear after the war, but the phrase “You can take the man out the war, but
you can never take the war out of the man” proved to be more truthful than expected.
Even the term ‘The old sergeant syndrome’was introduced when it became evident that
veterans might chronically suffer from their war experiences. During the Vietham War
(1955-1975), the incidence was much lower than in the previous wars, but still soldiers
suffered from ‘Combat stress’and ‘Battle stress reactions.

POSTTRAUMATIC STRESS IN HEALTHCARE

In 1952, the first edition of the Diagnostic and Statistical Manual of Mental Disorders
(DSM-1) was developed by the American Psychiatric Association (APA). This manual
included ‘Gross stress reaction” to mention a stress syndrome that is a response to an
exceptional physical or mental stress, such as a natural catastrophe or battle. In DSM-II
(1968), this category disappeared, perhaps because of the peaceful era in which the
manual was revised, only to be re-entered in DSM-III (1980), after the Vietnam War, as
‘Posttraumatic Stress Disorder’. The PTSD diagnostic criteria were again revised in DSM-
5,and are presented in table 2, including the persistent effortful avoidance of distressing
trauma-related stimuli among others®. A structured interview, such as the Clinician-
Administered PTSD Scale for DSM-5 or the PTSD Symptom Scale-Interview, establishes
the PTSD diagnose. Disadvantages of these interviews are the prolonged administration
time and the special training to guarantee the validity of the diagnosis. Although a
number of self-report measurement instruments, such as the Davidson Trauma Scale
or the Impact of Event Scale-Revised, assess the symptoms of PTSD, these measures
do not accomplish a diagnose of PTSD because of too much biased responses®. The
estimated lifetime prevalence of PTSD in the National Comorbidity Survey Replication
among adult Americans was 6.8% and a twelve-month prevalence of 3.5%.

Some researchers have suggested that intensive care professionals experience a trau-
matic work environment; these studies have found that 21%-29% of the respondents
tested positive for symptoms of PTSD* %, Most of the traumatic events presented in
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Table 2. Criteria of Posttraumatic Stress Disorder, adopted from DSM-5 manual

The person was exposed to: death, threatened death, actual or threatened serious injury, or actual or
threatened sexual violence, as follows: (one required)

1 Direct exposure.
2 Witnessing, in person.

3 Indirectly, by learning that a close relative or close friend was exposed to trauma. If the event involved
actual or threatened death, it must have been violent or accidental.

4 Repeated or extreme indirect exposure to aversive details of the event(s), usually in the course of
professional duties (e.g., first responders, collecting body parts; professionals repeatedly exposed to
details of child abuse). This does not include indirect non-professional exposure through electronic media,
television, movies, or pictures.

The traumatic event is persistently re-experienced in the following way(s): (one required)

1 Recurrent, involuntary, and intrusive memories. Note: Children older than six may express this symptom in
repetitive play.

2 Traumatic nightmares. Note: Children may have frightening dreams without content related to the
trauma(s).

3 Dissociative reactions (e.g., flashbacks) which may occur on a continuum from brief episodes to complete
loss of consciousness. Note: Children may reenact the event in play.

4 Intense or prolonged distress after exposure to traumatic reminders.

5  Marked physiologic reactivity after exposure to trauma-related stimuli.

Persistent effortful avoidance of distressing trauma-related stimuli after the event:(one required)

1 Trauma-related thoughts or feelings

2 Trauma-related external reminders (e.g., people, places, conversations, activities, objects, or situations).
Criterion D: negative alterations in cognitions and mood

Negative alterations in cognitions and mood that began or worsened after the traumatic event: (two required)

1 Inability to recall key features of the traumatic event (usually dissociative amnesia; not due to head injury,
alcohol, or drugs).

2 Persistent (and often distorted) negative beliefs and expectations about oneself or the world (e.g., “l am
bad,"“The world is completely dangerous”).

Persistent distorted blame of self or others for causing the traumatic event or for resulting consequences.
Persistent negative trauma-related emotions (e.g., fear, horror, anger, guilt, or shame).
Markedly diminished interest in (pre-traumatic) significant activities.

Feeling alienated from others (e.g., detachment or estrangement).

N o b~ w

Constricted affect: persistent inability to experience positive emotions.

Trauma-related alterations in arousal and reactivity that began or worsened after the traumatic event: (two
required)

1 lIrritable or aggressive behavior
2 Self-destructive or reckless behavior

3 Hypervigilance
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Table 2. Criteria of Posttraumatic Stress Disorder, adopted from DSM-5 manual (continued)

4 Exaggerated startle response
5 Problems in concentration

6  Sleep disturbance

Persistence of symptoms (in Criteria B, C, D, and E) for more than one month.

Significant symptom-related distress or functional impairment (e.g., social, occupational).

Disturbance is not due to medication, substance use, or other illness.

Specify if: With dissociative symptoms.
In addition to meeting criteria for diagnosis, an individual experiences high levels of either of the following in
reaction to trauma-related stimuli:

1 Depersonalization: experience of being an outside observer of or detached from oneself (e.g., feeling as if
“this is not happening to me” or one were in a dream).

2 Derealization: experience of unreality, distance, or distortion (e.g., “things are not real”).

Specify if: With delayed expression.
Full diagnosis is not met until at least six months after the trauma(s), although onset of symptoms may occur
immediately.

these studies on PTSD, such as verbal abuse, massive bleeding in the patient, or stress
related to feeling overextended due to an inadequate professional to patient ratio, do
not meet the DSM-5 criteria for PTSD. Although these situations may be stressful and
may result in negative personal effects, this should not lead to the medicalization of
normal human emotional responses or turn to over-diagnosis with potential overtreat-
ment”’. Witnessing a person’s death, which is stated as a potential risk for PTSD, and
providing palliative care might raise feelings of grief and pain in intensive care profes-
sionals, in particularly if that person is of a younger age or in a comparable situation to
the professionals” own surroundings. These feelings should be considered as regular
human reactions and part of the normal process of dealing with one’s emotion. The
majority of individuals recover spontaneously after a traumatic situation®®. Many people
are exposed to loss or potentially traumatic events throughout their life span. However,
most of them successfully endure the temporary emotional disturbance, with no appar-
ent interference in functioning at work or in close relationships®. This process typically
occurs because many individuals show resilience, which is the capacity to stay men-
tally healthy and to positively adapt after experiencing profound events. Intensive care
professionals may have adapted their individual coping strategies to the demanding
work environment to find emotional balance. Thus, apart from some exceptional cases,
such as being involved in a medical error, a natural disaster, or a war situation, it is very
unlikely that intensive care professionals are traumatized by their emotionally demand-
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ing work. PTSD, and its related symptoms stemming from war veterans, is completely
different from work-related stress in ICU professionals.

THE FOUNDATION OF COMPASSION FATIGUE

In the early 1980s, the term‘compassion fatigue’was used in American policy documents
in reference to immigration, and in the early 1990s to describe the lack of interest with
homeless people by the general public. In 1992, Carol Joinson, a nurse educator in Texas,
USA, described compassion fatigue as the loss of compassion due to repeated exposure
to suffering during work®. Slightly later, the psychologist Charles Figley, defined this
phenomenon as secondary traumatic stress resulting from a deep involvement with a
primarily traumatized person because of the “more friendly framing”*'. Figley proposed
in 1995 that compassion fatigue is an excessive empathic reaction after witnessing
another’s suffering, resulting in symptoms such as anxiety, irritability, intrusive thoughts,
hypervigilance or startle reactions, and avoidance of patient care. Although conceptu-
ally different, since then compassion fatigue and secondary traumatic stress have been
used interchangeably, with suggested similarities between vicarious traumatization and
burnout''. While compassion fatigue predominantly has been studied in the nursing

field***, high risks were also found in physicians ranging from 9% to 20%™*"**.

Some scientists posed critical notes on the empirical understanding of compassion as
a fundamental element of compassion fatigue, which is not equivalent to empathy, as
used by Figley® . His model identifies empathic ability as the capacity of healthcare
providers to notice pain in others, and in a response, project themselves into this emo-
tional energy, thus feeling the pain, grief, desperation, or anger. However, a fundamental
and profound theory on the concept of compassion is lacking. Thus, perhaps, it is too
much of a good thing being empathic all of the time, with distancing or dehumanization
as the result. Additionally, The Professional Quality of Life Scale, the newest modified
measuring instrument on compassion fatigue, evaluates items responding to secondary
stress*. This seems to be insufficient for meeting the concept of compassion in the first
place. In the last two decades, compassion fatigue has become a fashionable hype that
should be critically reexamined or erased in favor of a new debate on work-related stress
among intensive care professionals.
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THE POSITIVE APPROACH OF WORK ENGAGEMENT

In 1990 Robert Louis Kahn, an American psychologist, first described ‘personal engage-
ment’. He stressed the psychological conditions of personal engagement and disen-
gagement at work. In optimal engagement, the individual’s values coincide with the role
of performance in all aspects (physical, cognitive, and emotional) while working®. In a
further development, work engagement has been defined as a positive, fulfilling, work-
related state of mind, which is characterized by vigor, dedication, and absorption *.
Wilmar Schaufeli et al., (2002) stated that “Vigor is characterized by high levels of energy
and mental resilience while working, the willingness to invest effort in one’s work, and
persistence even in the face of difficulties; dedication by being strongly involved in one’s
work, and experiencing a sense of significance, enthusiasm, inspiration, pride, and chal-
lenge; and absorption by being fully concentrated and happily engrossed in one’s work,
whereby time passes quickly and one has difficulties with detaching oneself from work”
** Engaged employees believe in themselves, generate their own positive feedback, set
higher goals, have values that match with the organization, and show a sustained healthy
state. As illustrated in Figure 1, work engagement with its positive labeled elements is
the counterbalance to work-related stress. In general, work engagement is influenced
by job autonomy, social support, performance feedback, and personal resources such
as self-efficacy, flexibility and adaptability. Work engagement is firmly grounded in the

Job-Demands-Resources Model %.

Long working hours
Administrative burden
Impaired work-life balance
Increased expectations
Conflicts

Lawsuits

Wqo
Rk
Cu

Resilience
Enthusiasm
Sense of significance
Performance feedback
Social support

Team spirit

Figure 1. Work engagement in a counterbalance to work-related stress
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FROM HISTORICAL FACTS TO FUTURE DIRECTION

Healthcare organizations should think of improvements and provide support in
daily practice, in addition to the individual activities promoting their well-being, such
as self-care in nutrition, sleep, exercise, and spending time with family or friends*®. The
urge of a call for action has been heard and endorsed by all healthcare providers now.
Evidence-based interventions are needed to address the most effective contributing
factors; however, persuasive randomized controlled trials in this domain have not been
performed until now. Probably, there is not one simple or brilliant solution that will fit
all. Stimulating a healthy work environment is a multidimensional challenge, a traffic
map with multiple roads leading to the same point of interest. Some promising sug-
gestions are regulating the environment and workload, having adequate administrative
support systems, and finding meaning in work *. Education and early recognition of the
stress-related consequences among intensive care professionals could provide some
answers as well. Furthermore, the personal development of resilience might provide the
basic adaptability to flourish in the hectic and ever demanding intensive care unit. ICU
professionals have learned to respond in these emotionally difficult situations. Indeed,
we must take care of ourselves®, however, we should not forget that working in the
intensive care unit can be inspiring and pleasurable too.
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Chapter 8

ABSTRACT

Background and objectives

Working in an Intensive Care Unit (ICU) is increasingly complex and is also physically,
cognitively and emotionally demanding. Although the negative emotions of work-re-
lated stress have been well studied, the opposite perspective of work engagement
might also provide valuable insight. This study focuses on the work engagement of ICU
professionals and aims to explore how job resources and demands are associated with
work engagement while determining the advantageous personal resources required for
work engagement.

Methods

This was a cross-sectional survey study among ICU professionals in a single-centre
university hospital. Work engagement was measured by the Utrecht Work Engagement
Scale, which included items about opinions related to the respondent’s work environ-
ment. Additionally, 14 items based on the Jefferson Scale of Physician Empathy were
included to measure empathic ability. A digital link to the questionnaire was sent in
October 2015, and the sample size included 262 ICU nurses and 53 intensivists.

Results

The overall response rate was 61% (n=193). Work engagement was negatively related
both to cognitive demands among intensivists and to emotional demands among ICU
nurses. No significant relationship was found between work engagement and empathic
ability; however, agreeable, conscientious and emotionally stable persons showed
strong correlations with work engagement. Only the number of hours worked per week
remained as a confounding factor, with a negative effect of workload on work engage-
ment after controlling for the effect of weekly working hours.

Conclusion

Work engagement counterbalances work-related stress reactions. The relatively high
workload in ICUs, coupled with an especially heavy emotional burden, may be ac-
knowledged as an integral part of ICU work. This workload does not affect the level of
work engagement, which was high for both intensivists and nurses despite the known
high job demands. Specific factors that contribute to a healthy and successful work life
among ICU professionals remain to be discovered.

Keywords Empathy, ICU professionals, personality, well-being, work engagement, work-
related stress
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INTRODUCTION

Working in an Intensive Care Unit (ICU) is increasingly complex and is also physically,
cognitively and emotionally demanding for the professionals'. In addition to being
confronted by end-of-life issues, ethical decision making, continuous human suffering,
disproportionate care, miscommunication, and demanding family members, the ICU
work environment has become increasingly technical®. All these aspects require that
ICU professionals maintain an extended skill-set (e.g., advanced life sustaining medical
therapies, extended communication skills, and ethical deliberations). Furthermore, the
changing perspective on healthcare (from provider-focused norms to person-centered
care) often requires new competencies in ICU staff’. These raising demands, together
with persistent work-related stress, reduce individual job satisfaction, and augment the
risk of stress reactions, long-term absenteeism and burnout®®. This stress process could
ultimately result in poor individual health and less successful working, leading to profes-

sionals leaving their jobs and impacting society due to lost economic investment®'2,

In a recent systematic literature review on emotional distress among ICU professionals it
was suggested that the true magnitude of work-related stress, and burnout in particular,
remains unclear due to a lack of unity in concepts and related measurements®. Until
now, most research on work -related stress in ICUs has been directed at organizational
and job-related factors'. Although the negative emotions of work-related stress have
been well studied, an opposite perspective might also provide valuable insight. It seems
of utmost importance to focus research on the motivational process affecting personal
health positively''®. Work engagement is operationalized as a positive work-related
state of mind and is characterized by vigour, dedication, and absorption'® . Vigour
represents a high level of energy and mental resilience while working; dedication refers
to experiencing a sense of significance, enthusiasm, and challenge; and absorption is
characterized by being fully focused and absorbed in work'®. Exploring and understand-
ing personal factors might provide insights into new interventions that affect personal
health and promote successful working. Therefore, we commenced to study the work
engagement of ICU professionals in relationship to personal resources.

STUDY AIMS

This study focuses on the work engagement of ICU professionals and aims to 1) explore
how job resources and job demands are associated with work engagement, and 2)
determine the advantageous personal resources required for work engagement. Based
on previous findings, five hypotheses (Table 1) were formulated for work engagement
(1 and 2)'® " and for personal resources (3, 3a, and 3b)’>*’. The conceptual model is
illustrated in Figure 1.
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Table 1. Study Hypotheses

1 Job demands are negatively related to work engagement; when experiencing higher physical, cognitive
and emotional demands the level of work engagement is decreased.

2 Job resources are positively related to work engagement; when experiencing higher team spirit, team
efficacy, social support, autonomy, performance feedback, and better peer communication, the level of
work engagement is increased.

3 Personal resources, i.e., personality traits and empathic ability, have main effects on work engagement;
agreeableness, extraversion, conscientiousness, openness, and empathic ability have positive effects,
neuroticism has a negative effect.

3a Personal resources have a moderating effect on the relationship of job demands and work engagement;
having more favorable personal resources decrease the negative main effect of job demands on work
engagement.

3b Personal resources have a moderating effect on the relationship of job resources and work engagement;
having more favorable personal resources increase the positive main effect of job resources on work
engagement.

METHODS

Approval by the Medical Ethics Committee was not needed as the rules laid down in the
medical Research Involving Human Subjects Acts (also known by its Dutch abbreviation
WMO) did not apply to this study. All participants consented to participate through
completion of the survey.

STUDY DESIGN

The design of this study was a cross-sectional online survey study of ICU professionals at
a single-centre university hospital with one of the largest adult ICUs in the Netherlands.
A shortintroduction and a plain hyperlink to the tailored questionnaire were distributed
in October 2015 to the work email addresses provided by ICU management. Data were
gathered during four consecutive weeks. Weekly individual reminders and general
feedback on the response rates were provided twice to encourage ICU professionals
to participate. To guarantee confidentiality, a strict separation of the research data and
personal data files was maintained throughout the entire process.

STUDY POPULATION

The ICU setting under study contains 48 operational beds, divided into four units: two
mixed units for neurological, neurosurgical, transplantation, general and trauma surgery,
and medical patients; the cardio-thoracic surgery ICU; and the cardiology ICU. All profes-
sionals, i.e., 162 nurses/students in the mixed ICUs, 46 nurses/students in the thoracic ICU,
54 nurses/students in the cardiac ICU and 53 intensivists/medical doctors, who worked for
at least 12 hours/week (0.3 full time equivalent), were eligible to participate in the study.
Professionals not regularly working in the ICU were excluded from the study.
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MEASURES

The questionnaire used was based on a composition of existing validated reliable ques-
tionnaires and reflected the diverse concepts of interest. Most items on job demands (9
items) and job resources (21 items) stemmed from the Questionnaire on the Experience
and Evaluation of Work® and the National Working Conditions survey®, both generally
used in the Netherlands for psychosocial risk evaluation at work'®. The subscales have
proven good scale reliabilities, for example, social support of coworkers with three items
(e.g., ‘Do you feel recognized and appreciated by colleagues?’) with a = .85, performance
feedback with three items (e.g., ‘Do you get enough information about the results of your
work?") with a =. 80, and autonomy with seven items (e.g., ‘Do you have enough freedom
and independence in your work?") with a = .90. The Revised NEO Personality Inventory,
with 60 self-rated items on a five-point Likert-type scale (1=totally disagree; 5=totally
agree), was added to measure the Big V personality traits: neuroticism, extraversion, open-
ness, agreeableness, and conscientiousness *. The internal consistencies of the NEO-PI-R
(the 60 item domain only version) as reported in the manual were satisfactory (ranging
from .79 to0 .83). Furthermore, the test retest reliability has been proven to suffice for all five
dimensions. The Jefferson Scale of Physician Empathy was partly included, with 13 self-
rated items on a five-point Likert-type scale (1=never; 5=always), to measure empathic
ability in three subscales®. Cognitive empathy with five items (e.g., ‘Understanding the
feelings of patients and their relatives is important in caring.”), emotional empathy with
six items (e.g., ‘1 do not allow myself to be affected by intense emotional relationships with
patients or their relatives.”), and perspective taking with two items (e.g., ‘It's hard for me
to see things from the perspective of the patient or the patient’s family.” All items related
to empathy were rephrased and applied to the ICU environment and were thereafter pilot
tested for comprehensiveness (n = 5) so that the professionals could better understand
the statements provided. Validity nor reliability is known on these adapted subscales.
Work engagement was measured using the Utrecht Work Engagement Scale with 17
self-rated items on a five-point Likert-type scale (1=never; 5=always) in three subscales®.
Cronbach’s alpha of vigour (6 items, e.g., ‘At work, | feel like | am bursting with energy.”)
ranged between .81 and .90, dedication (5 items, e.g., ‘| am enthusiastic about my job.")
ranged between .88 and .95, and absorption (6 items, e.g., ‘| get carried away when | am
working.”) ranged between .70 and .88. Five items on sleeping quality, health quality and
sickness absence were taken together to measure a healthy state. Successful working
(five items) was measured as satisfaction in work, team commitment, institute commit-
ment, self-distancing, and intention to leave work. Although ordinal Likert-type rating
scales were used in all subscales, e.g.,‘Never’ to ‘Always’ with corresponding numbers one
through five, these were considered as rational scales®®. Previous studies have shown this
method as feasible, using parametric statistical tests to provide subgroup analyses and to
compare with benchmarks®. All items were in the Dutch language.
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A representative study sample (n = 1,213) of the Dutch working population was used as
a benchmark’®. This benchmark reflected the total industry according to the classifica-
tions of the National Bureau of Statistics. The largest groups were ‘health and welfare”
(17.4%), ‘commercial services” (14.4%), and “retail and repair” (13.1%). The employees in
the general benchmark working in “health and welfare domain “acted as the benchmark
for empathic ability.

DATA ANALYSIS

The data were analyzed using Microsoft® SPSS version 22 with the classical definition of
p<.05 applied for statistical significance. Reliability was tested with Cronbach’s alpha,
descriptive statistics (means, standard deviations, and percentages) were calculated®.
The relationships between the means of subscale scores as independent variables and
work engagement as the outcome variable were analyzed by Pearson’s (i.e., normally and
linear distributed variables) and Spearman’s (i.e., ordinal scale or non-normally distrib-
uted variables) correlation coefficients. Variable correlations below .3 were considered
weakly, between .3 and .5 moderately, and between .5 and 1.0 strongly associated™®.
Furthermore, linear regression models of work engagement as a function of potential
personal and professional risk factors were constructed using a stepwise method.
The total model was built after checking the assumptions of non-zero variance and
multicollinearity of the variables, homoscedasticity from the graph of residual terms,
and independent errors with the Durbin-Watson test. An analysis of covariance was
performed (ANCOVA) to control the bias of confounding variables. To run the ANCOVA,
workload was split into three categories based on frequencies (approximately 25% low,
50% middle and 25% high workload). Two additional assumptions were checked: the
independence of the covariate and the independent variable; and the homogeneity of
regression slopes™®. Finally, moderation was tested with the PROCESS-tool.

RESULTS

DESCRIPTIVE STATISTICS AND SCALE RELIABILITY

The overall response rate was 61.3% (n=193) and none of the responses had to be ex-
cluded because of an incomplete questionnaire. Seven respondents were excluded from
further analysis because of limited working hours or because they had an administrative
or supporting staff occupation. Most respondents were female, ICU nurses, middle-aged,
Dutch, college-level educated and living with a partner and children. Table 2 presents
all background characteristics of the respondents. The respondents from the four ICUs
showed the same characteristics however, the characteristics between ICU nurses and
intensivists differed in the male-female ratio (0.39 versus 1.13, p<.05), educational level
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Table 2 Demographic characteristics of respondents

Woman

Age

Ethnic background Dutch
Family situation
Families with children
Single with children
Married/living with partner
Single
Education
Non/Primary school
GCSE
A-levels
College
University
Occupation
Nurse
Doctor
Other

Working hours per week (contract)

Working hours per week (reality)

Years working in the ICU

ICU team, working in
Cardio-thoracic surgery ICU
Mixed ICU, unit 1
Mixed ICU, unit 2
Cardiology ICU
All units

Health indication
Excellent
Very good
Good
Reasonably well
Bad

Good sleeping quality
Disagree
Neutral

Agree

132 (68.4)

188 (97.4)

11(5.7)

11(5.7)

31(16.1)
103 (53.4)
37(19.2)

146 (75.6)
32(16.6)
15(7.6)

29(15)
41(21.2)
44(22.8)

43(22.3)

6(18.7)

10(5.2)
49 (25.4)
116 (60.1)

17 (8.8)

1(.5)

37(19.2)
32(16.6)
124 (64.3)

44.5(11.79)
22-67

31.1(9.1)
0-48

33.6(11.7)
0-90

14.1 (10.1)
1-41
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(mostly college versus all university, p<.001 respectively), mean number of years work-
ing in ICU (15.4 £10.1 versus 8.1 £8.02, p<.001), and the mean overtime hours worked
(0.20 £3.0 versus 11.97 +15.9).

The scale reliability, represented as Cronbach’s a, and the means of job demands, job
resources, personal resources, work engagement, and healthy work are shown in Table
3. The Cronbach’s a values were 0.86 for vigour, 0.89 for dedication, and 0.82 for ab-
sorption, which indicated reliable subscales. Only emotional empathy (a=0.65) and the
ICU-specific subscale (a=0.58) showed limited internal consistency, while most other
variables exceeded 0.70.

INDEPENDENT VARIABLES: JOB DEMANDS AND JOB RESOURCES

The mean job demands were 2.4 (+0.7), 2.9 (£0.6), and 2.5 (x0.6) for the physical, cogni-
tive and emotional domains respectively (Table 3). These job demands exceeded the
general Dutch benchmark, with 2.0, 2.5, and 1.8, respectively. However, 89.7%, 98.8%,
and 94.3% of the participants reported rarely having problems with the physical, cogni-
tive, and emotional demands, respectively. Only 3.1% of the ICU professionals reported
the workload to be too high, which was considerably lower when compared to the 3.6%
reported by the benchmark.

As also shown in Table 3, the job resources of social support, communication, team ef-
ficacy, and team spirit resulted in similar means in the ICU professionals compared to the
benchmark, while both performance feedback (2.3+0.7) and autonomy (2.5+0.7) scored
lower than the average for Dutch employees (2.7 and 2.9 respectively, non-significant).
ICU professionals showed equal scores on the cognitive component (3.9 compared to
a 4.0 benchmark, non-significant) and a lower score on the emotional component (3.0
compared to 3.8 benchmark, p<.05).

OUTCOME VARIABLES: WORK ENGAGEMENT AND HEALTHY WORK

Regarding work engagement, ICU professionals scored the same on vigour (3.5+0.7),
higher on dedication (3.9£0.7) and lower on absorption (2.8+0.7) compared to the
average Dutch employee (3.7, 3.5, and 3.4, respectively). Although the results for the in-
tensivists and ICU nurses were predominantly the same, a statistically significant higher
mean for physical demand was observed in nurses. In addition, the nurses scored lower
on dedication and absorption.

The same results were found for healthy work among intensivists and ICU nurses. Both
professions reported only few stress-related symptoms such as self-distancing, health
complaints and sleeping disorders. Almost 55% of the respondents reported absentee-
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ism in the past year, with a statistically significant difference of 60% for ICU nurses and
31% for intensivists. Further details on absenteeism were not analysed because of high
non-response rates. Six percent of participants were planning to leave their job in the
upcoming year.

THE EFFECT OF AGE, YEARS OF EXPERIENCE, AND WORKING HOURS

The covariates of age and years of experience showed non-significant results. Only the
number of hours worked per week remained as a confounding factor, with a negative
effect of workload on work engagement after controlling for the effect of the number
of hours worked per week (F(1,179)=5.40, p=.02, 95% confidence interval [0.00;0.02],
n?=.03). The estimated means were 3.49 (+0.08), 3.46 (+0.05), and 3.23 (+0.74) for the
low, middle, and high workload, respectively.

HYPOTHESIS TESTING

A weak negative correlation was found for total job demands and work engagement
(r=-.20, p<.01) for all respondents combined. However, the cognitive demands for in-
tensivists only (r=-.46, p < .001) and the emotional demands for ICU nurses only (r=-.27,
p<.00) were moderately and weakly related to work engagement. Moderately positive
correlations between job resources and work engagement were found for team efficacy
(r=.37 p<.00) and team spirit (r=.36 p<.00), whereas the personal resource of empathy
was non-significant and personality was moderately negatively correlated for Neuroti-
cism (r=-.38 p<.00).

In all ICU professionals, the personality traits showed significant correlations to work
engagement and the subscales of vigour, dedication and absorption. Mean cognitive
empathy correlated weakly to work engagement (r=.18, p<.05). However, emotional
empathy, perspective taking nor the ICU specific items were statistically significant. The
model summary of multiple linear regression analysis on work engagement is shown in
Table 4. Highly work-engaged respondents were more likely to experience good team
efficacy (8=0.14, p=.01), to feel higher team spirit (3=0.13, p=0.03), to be more conscien-
tious (8=0.21, p=.00), to be more agreeable (8=0.35, p=.00), and to have an emotion-
ally stable personality (neuroticism) (8=-0.23, p=.00). The most confined multiple linear
regression model was found to have an explained variance of 34% (adjusted r’=.32).

Furthermore, no moderation effect was found for the personality factors of conscien-
tiousness, agreeableness or neuroticism in the relationship between job demands and
work engagement. Although the conditional effects of workload moderated by the
personality factors were found to be statistically significant for team efficacy and team
spirit, no interaction terms produced an effect on workload *.
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Table 3 Scale reliabilities and means (+ Standard deviations) on job demands, job resources, personal resourc-
es, work engagement, and healthy working

Job demands 74
Workload n.a 3.47 (£0.6) 3.49 (£0.6) 3.53(x0.6)
Physical demand na 240 (x07)" 254 (x0.7) 1.84 (+0.7) 2.0
Cognitive demand n.a 2.94(£0.6)" 295 (x0.6) 2.98 (+0.7) 2.5
Emotional demand n.a 2.51(£0.6)" 253 (0.6) 2.57 (£0.7) 18
Job resources
Social support .76 3.73 (+0.8) 3.79 (+0.7) 3.55 (+0.8) 3.5
Feedback 77 2.32(£0.6)" 230 (x0.7) 2.36 (+£0.6) 2.7
Autonomy 87 2.53(£0.7)" 253 (x0.7) 2.34 (+0.8) 2.9
Communication 71 3.14 (+0.6) 11 (x£0.6) 3.17 (x0.7) 3.3
Team efficiency .80 3.37 (+0.7) 3.37 (+0.7) 3.41 (+0.7) 3.5
Team spirit .85 3.88(+0.7) 3.99 (£0.7) 3.53(x0.7) 3.8
Personal resources
Empathic ability 73
Cognitive empathy .87 3.95(+0.6) 4.00 (+0.6) 4.02 (+0.6) 4.0
Emotional empathy 65 3.03 (+0.5)" 3.05 (+0.4) 3.04 (+0.5) 3.8
Perspective taking n.a 2.67 (£0.4) 2.68 (+0.4) 2.73 (+0.3)
ICU-specific .58 2.27 (0.5) 2.30 (£0.5) 2.16 (+0.5)
Personality factors
Neuroticism .83 2.34 (+0.6) 2.30 (+0.6) 2.32 (+0.5) 2.5
Extraversion .80 3.62 (+0.5) 3.64 (+0.5) 3.61 (+0.6) 3.6
Openness .76 3.82(+0.5)"  3.76 (x0.5)" 4.11 (x0.6) 34
Agreeableness .70 3.93 (+0.4) 3.95 (+0.4) 3.87 (+0.5) 3.9
Conscientiousness 78 3.98 (+0.4) 3.99 (+0.4) 4.00 (+0.4) 3.8
Work engagement
Vigor .86 3.53(+0.7) 3.51(+0.6) 3.70 (+0.6) 37
Dedication 89 3.87(x0.7)"  3.83(x0.7)  4.11(x0.6) 3.5
Absorption 82 283(x0.7)" 274 (x0.6) 3.26 (+0.6) 34
Healthy working
Health symptoms n.a 1.76 (+1.0) 1.71 (£1.0) 1.81 (£1.0)
Work satisfaction n.a 3.97 (+0.7) 3.97 (+0.7) 4.00 (+0.8)
Team commitment n.a 3.89 (+0.7) 3.90 (+0.6) 3.94 (+0.7)
Institute commitment n.a 3.30 (+0.7) 3.24 (+0.7) 3.41 (+0.9)
Intention to leave n.a 1.76 (+1.0) 1.75 (£0.9) 1.81 (£1.1) 2.2
Self-distancing 74 1.65 (£0.5) 1.70 (x0.5)" 1.51 (+0.4) 1.5

n.a not applicable

# General Dutch employees served as benchmark, except for cognitive and emotional empathy which were
general healthcare practitioners.

" Difference is significant at 0.05 level (2-tailed) between nurses and doctors

" Difference is significant at 0.05 level (2-tailed) overall respondents compared to benchmark
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Table 4 Model summary of multiple linear regression analysis on work engagement

Model 1, r’ = 0.341, adjusted r’=.32, p=0.000

Team efficacy 0.14 (+0.06) 0.05;0.28 0.006
Team spirit 0.13 (+0.06) 0.01;0.24 0.029
Agreeable personality 0.35 (+0.09) 0.08; 0.42 0.004
Conscientious personality 0.21 (+0.08) 0.09; 0.42 0.003
Emotionally instable personality -0.23 (+0.07) -0.34;-0.09 0.001
Model 2, r* = 0.407, adjusted r’=.38, p=0.001
Step 1
Team efficacy 0.09 (+0.06) 0.04; 0.37 0.016
Team spirit 0.09 (+0.06) -0.00;0.33 0.055
Agreeable personality 0.20 (+0.08) -0.26;0.01 0.075
Conscientious personality 0.16 (+0.08) -0.03;0.22 0.144
Emotionally instable personality -0.12(+0.07) -0.03;0.21 0.133
Step 2, enter
IC-specific -0.29 (+0.08) -0.44;-0.14 0.000
Resilience 0.03 (+0.07) -0.11;0.17 0.661
Social support 0.02 (+0.06) -0.10;0.14 0.721
Autonomy 0.06 (+0.05) -0.04;0.15 0.254

Abbreviations: SE (Standard Error), Cl (confidence interval), P (p-value, significant at 0.05 level)

DISCUSSION

The overall aim of this study was to explore the relationships between job demands,
personal resources and work engagement among the ICU professionals. Job demands
were negatively related to work engagement; however, no significant relationship was
found between personal resources and work engagement.

The results showed that there were relatively high physical, cognitive and emotional
job demands in the ICU; in contrast, these job demands were not found to be prob-
lematic for most respondents. It seemed that a workload with a high emotional burden
is acknowledged as an integral part of ICU work. This was also reflected by minimally
reported symptoms of stress in the current study. Both ICU nurses and intensivists
responded within normal limits for vigour and were highly dedicated to their jobs. A
longitudinal study indicated similar results, with relatively high or average levels of work
engagement®’. A low absorption in nurses was identified in the current study which
might be explained by the type of their work situation, including having many different
tasks, facing sometimes hectic and life-threatening demands, experiencing continuous
alarms, needing to divide their attention between technical and psychosocial aspects of
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work, and dealing with multidisciplinary requests for help or information. Thus, it might
be difficult to experience flow while working in an ICU.

Overall, the relationships between the independent variables (i.e., job demands and job
resources), and the primary outcome (i.e., work engagement) confirmed the findings
in previous studies'® '* 2% As outlined in the introduction, it was assumed that job
demands were negatively related to work engagement (Hypothesis 1). The results that
were found partly supported this assumption, in that a cognitive demand for intensivists
and an emotional demand for ICU nurses were negatively related to the work engage-
ment. Therefore, the level of work engagement decreased if higher physical, cognitive
and emotional demands were experienced. Job resources were assumed to relate
positively with work engagement (Hypothesis 2). The results mainly supported this as-
sumption, since both intensivists and ICU nurses showed positive relationships between
job resources and work engagement. The level of work engagement increased when
experiencing higher team spirit, team efficacy, social support, autonomy, performance
feedback, and better peer communication. These findings were consistent with recent
research, stating that employees with sufficient job resources will feel an increased
sense of self-efficacy, important to the organization, and optimistic about their future
1820 Therefore, with good team spirit and optimal team efficacy, ICU professionals will be

able to flourish and focus on the provision of excellent care"*.

The importance of personal resources becomes clear when considering that employees
in one working unit or hospital are exposed to the same organizational and job-related
circumstances, sometimes demonstrating differences in their reactions to work-related
stress and their level of work engagement. Personal resources, such as personality traits,
might partly explain these differences®. The personality traits in the ICU professionals
reflected the normal population®**. As expected, the personality traits of agreeableness
and conscientiousness had positive main effects while neuroticism had a negative main
effect (Hypothesis 3). However, none of these personal resources had a moderating ef-
fect on the relationship between job demands and work engagement (Hypothesis 3a)
or on the relationship between job resources and work engagement (Hypothesis 3b).
The relationships between neuroticism on both work engagement and a healthy states
showed moderately negative correlations. These associations could be explained by the
general likelihood of persons with higher levels of neuroticism to experience negative
emotions or the probability that they will perceive their environment as more stressful
than can be managed by their poor coping abilities. For instance, neuroticism has been
linked to burnout in ICU nurses™®, as they view their work as being more stressful and are
less likely to seek help from friends or colleagues. This finding is consistent with studies
on work-related stress in physicians®®. Contrary to the negative impact of neuroticism, the
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personality traits of agreeableness and conscientiousness contributed substantially and
positively to work engagement. This finding might help establish an employee profile
that has a low vulnerability to stressful situations and that is particularly responsive with
a compassionate attitude towards other persons®. Although the data mostly support
the hypotheses, it might be argued to be more about the hospital culture than the ICU
professionals themselves®. A study on team climate suggested a positive relationship
between a team-satisfaction-oriented culture and a low level of work-related stress™.
Since team spirit, team efficacy, and social support scored high in current study, this
might also be reflective of the high scores on work engagement.

ICU professionals showed remarkably low scores in emotional empathy, whereas their
cognitive empathy matched those of general healthcare providers. Consequently, they
understood the patients and relatives but kept themselves at a certain emotional dis-
tance. This might be interpreted as being a protective reaction for one’s own emotional
health®. Excessive empathy also has another side, leading to over-engagement, which
can be damaging to the professionals” well-being®'. Revealing diminished emotional
empathy is of the utmostimportance in the performance of intensive and invasive treat-
ments> *2. Although preliminary, it seemed that ICU professionals used this strategy to
cope with the emotional demands of their work environment.

In contrast to the previously reported work-related stress levels and prevalence of burn-
out, in this study, a high work engagement and low levels of the symptoms of stress
were observed. Apparently, ICU professionals learned to cope with the stress of their
work environment. Because burnout has not been measured, conclusions based upon
burnout cannot be drawn. These results were not consistent with the current tendency
to emphasize the stress levels in healthcare; however, these results might be somewhat
disproportionate. In addition, resilience might also decrease the development of work-
related stress in ICU professionals®. Resilience is considered as the ability to maintain
mental equilibrium, which is an active and flexible process of the adaptation to life
changes, and operates as a protective factor against psychological distress and mental
disorders*. It is closely related to vigour, energy, motivation, and personal strength,
which enables one to cope with stressful situations when confronted with danger or
suffering. Subsequently, this ability to adopt and self-manage the challenging situations
in an ICU, might positively influence the emotional health of the clinical professionals.

PRACTICAL IMPLICATIONS

If ICU professionals have the personality traits that match the job, this might result
in improved workplace efficiency, work engagement and staff retention. Agreeable,
conscientious and emotionally stable persons might personify the characteristics
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needed to implement the appropriate interventions and coping strategies that address
workplace stressors. Accordingly, providing management team input to create a stable
and engaged team may help address the high emotional demands of the ICU. Thus, the
quality of care may improve. However, a team composed of professionals with the ‘right’
profile is difficult to establish and maintain. Due to work-related stress, even the most
resilient employees might potentially and gradually lose their positive mind-setting and
emotions while working. Therefore, preventive strategies that support the professionals

are needed to underscore the importance of their (emotional) health®.

STUDY LIMITATIONS

There are certain limitations that need to be acknowledged in the present study. First,
because of the cross-sectional design, an interpretation of the causality in the relation-
ships between variables is not possible. Longitudinal studies are needed to understand
the causal and reciprocal relationships between the constructs and to validate the find-
ings over time. Second, some of the non-responses might have been due to apathy, a
negative work attitude or even burnout. It could be speculated, in the context of this
healthy worker effect, that healthy professionals had a greater tendency to participate.
This might have led to more optimistic results. Third, the data were obtained exclusively
by self-report questionnaires, which could have led to socially desirable answers and
presents common method variance problems®. Approaches other than self-report
have rarely been applied to measure the used constructs*. Fourth, the items measuring
empathy were adapted to the specific culture of the ICU (i.e.,, some linguistic changes
were made). Therefore, more research on empathy using cross-cultural and psycho-
metrically validated instruments is needed. Finally, the data were collected exclusively
from a convenience sample of professionals working in the ICUs of a single university
hospital; thus, generalization of the study results is not warranted. Future research plans
have been made to replicate this study in various clinical settings and in an international
context.

CONCLUSIONS

Work engagement, which recognizes positively labelled elements, is the counterbalance
to work-related stress. The relatively high workload in ICUs, coupled with an especially
high emotional burden, may be acknowledged as an integral part of ICU work. This
workload does not affect the level of work engagement, which was high for both
intensivists and nurses despite the known high job demands. Both the job demands
and personal resources seemed to be sufficient for the respondents. Although there was
no influence of empathy on work engagement, the results of this study suggest that
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ICU professionals understand the feelings of patients and their families but remain at a
certain emotional distance. This finding may be interpreted as a protective reaction for
their own emotional health; however, specific factors that contribute to a healthy and
successful work life among ICU professionals remain to be discovered.
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General discussion

Staying and working in the ICU can be two sides of the same coin: patients and their
relatives, on the one side, and healthcare professionals, on the other side, are connected
to one another. Acting as separate and distinct entities, with their own interests and
values, they might mutually influence personal life experiences. Both staying and work-
ing in the ICU can have an emotional impact on one’s personal well-being. The overall
purpose of this thesis was to gain insight in the emotional challenges in ICU practices
from the perspectives of both the patients’ relatives and the healthcare professionals.
The six central questions regarding the emotional impact of staying and working in
the ICU, described in the introduction of this thesis, have certainly been answered in
six individual studies. This chapter discusses the main findings of these studies, the
methodological considerations, suggestions for further research, and implications for
clinical practice.

EMOTIONAL CHALLENGES IN ICU PRACTICE FROM THE PERSPECTIVE OF THE
PATIENTS’ RELATIVES

Admission into an ICU is associated with short- and long-term physical impairment,
cognitive deterioration, and emotional consequences for patients and their relatives'™.
Fewer than 10% of patients who received mechanical ventilation for more than four
days are alive and fully independent one year later®. Recently, a large population-based
cohort study found that 23% of ICU survivors were admitted to emergency departments
within 30 days of discharge, thus emphasizing that post-ICU care should be improved®.
Additionally, a considerable number (i.e. 30 to 42% at three months and even 32 to
80% after twelve months) of relatives have developed posttraumatic stress’. Depressive
symptoms have raised from 20% to 34% in partners of patients hospitalized with severe
sepsis®, and 52% of the relatives showed signs of learned helplessness’. These symptoms
have been labelled and acknowledged together as ‘Post Intensive Care Syndrome-Fam-
ily’ (PICS-F)'°. For these reasons, it is of utmost importance to develop and implement
interventions to support patients’ relatives in this tumultuous period (Chapters 3 and 4).

First, the potential of a newly developed questionnaire, the consumer Quality Index
‘Relatives in the intensive care unit” (CQI'R-ICU’) has been examined to assess the quality
of care from the perspective of relatives in the ICU (Chapter 2). This instrument, measur-
ing Patient/Person Reported Experience Measures (PREMs), aimed to provide feedback
and identify bottlenecks regarding the quality of care to healthcare professionals and
policymakers. The goal was to establish evidence-based quality improvement projects
to serve relatives in the ICU. It seemed that the CQI‘R-ICU’ is a valid, reliable and usable
instrument with a sound theoretical basis, which sets priorities regarding the aspects
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that need improvement''. The CQl method is fundamentally and methodologically
grounded in a discrepancy model, which describes the satisfaction of the target group,
i.e., the relatives of ICU patients, with the provided care evaluated as expectation
minus the perceived experience. The utilized concept of satisfaction in another newly
developed Dutch questionnaire related to the relatives in the ICU, the euroQ2, might
contain several methodological misconceptions. The euroQ2 appears to be developed
and preliminary validated with some bias, such as ceiling effects, cognitive dissonance
and socially desirable answers (Chapter 2). Therefore, in a letter to the editor, the added
value of this questionnaire in addition to the CQI‘R-ICU’ has been questioned'. From an
international perspective, no gold standard currently exists to evaluate the satisfaction
of relatives in the ICU". Defining family satisfaction is a complex and multifactorial pro-
cess, and it is possible that not all aspects have been included and accurately measured.
Nevertheless, to determine the discriminative power of the CQI‘R-ICU;, a follow-up study,
which has not been published, was conducted in 21 hospitals nationwide'. Although
the original measurement instrument was developed in the Dutch language, the
translated English version of the CQI ‘R-ICU""®* might be valuable from an international
perspective as well.

Subsequently, the effect of additional supportive interventions specifically designed
for ICU patients’ relatives, including intake interviews, encouragement to keep a diary,
and weekly psychosocial rounds, has been examined using the CQI‘R-ICU’ questionnaire
(Chapter 3). The results suggested that the implementation of these interventions in-
creased the perceived quality of care, particularly with respect to informational factors'®.
Other studies also found that clear and complete information, good communication,
and good decision-making, were key determinants of the satisfaction of the relatives'’.
Moreover, adequate communication promotes relationship building between the pa-
tients'relatives and healthcare professionals. Several studies evaluated the effectiveness
of supportive interventions that aim to increase the satisfaction of relatives with incon-
clusive results'®. A communication strategy that included a family conference and a writ-
ten summary afterwards to document the main topics, found no significant improve-
ments'®. It has been difficult to find evidence supporting these multifactorial quality
improvement and communication strategies, which underpins the results using the CQl
‘R-ICU" Another study found that some of the main limitations in communication voiced
by patients were vulnerability, a paternalistic manner when deciding on the treatment
plan, and limited discussion of psychosocial factors due to the time constraints of the

professional '’

. A positive experience in communication was centered on a tailored ap-
proach and individualized care, which emphasizes the importance of feeling personally
understood in one’s context'®. However, moving toward person-centered care requires

a challenging shift in the mindset of the healthcare professionals®. During the study it
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appeared that this paradigm shift remained a work in progress. Although multifaceted
implementation strategies were followed to introduce the intervention program dur-
ing the project®, the adoption and effectuation appeared difficult at some points. This
was similar to another study among pediatric healthcare providers from three different
countries on their perceptions towards policies in family-centered care®. A significant
discrepancy in preference was found between caring for the child and working with
the parents, thus suggesting that even if the child’s hospital claimed to provide family-
centered care in vision and strategy, daily practice appeared more restrictive in true col-
laboration on policies and practices with the parents. Management teams who want to
implement person-centered care should therefore emphasize these values and dimen-
sions in their stated policies and concrete support of the professionals®. Evaluation and
retrospective explanations of the challenges might include: the difficulty of changing
the behavior and prevailing practices of the involved professionals, a limited commit-
ment from the organization, non-systematic approaches for transforming problems
into tailored solutions, and insufficient or intuitively chosen intervention strategies.
In a scoping review of patient discharge from the ICU, thirty patients, providers, and
institutional factors in different phases of the transfer process were identified®. This
review reflected the complex overall process in changing attitudes of healthcare profes-
sionals describing facilitators (e.g., the use of best practices) and barriers (e.g., provider
workload, family anxiety). Therefore, it is unlikely that a simple universal answer will be
found to stimulate the adoption of person-centered interventions.

RECOMMENDED ICU POLICY ON “RELATIVES INCLUDED”

How should person-centered care be further adopted in the ICU setting? In addition to
the previously discussed interventions (Chapter 3 and 4), additional ICU policies involv-
ing patients’ relatives might further increase the provided quality of care. The evidence-
based ABCDEF-bundle (A: Assessment, prevention, and management of pain, B: Both
Spontaneous Awakening Trials and Spontaneous Breathing Trails, C: Choice of analgesia
and sedation, D: Delirium assess, prevent, and manage, E: early mobilization and exer-
cise, F: Family engagement and empowerment) suggests guidelines to improve family
participation®. Recently, it was found that higher compliance with the total bundle was
independently associated with improved patient survival and cognitive functioning,
with a dose-related effect of a partial implementation?. Therefore, the involvement of
relatives in the ICU should be targeted in every ICU. In the context of person-centered
care, a novel research approach engaging patients and relatives as researchers has been
suggested to explore and identify opportunities for ICU improvements®. The main find-
ings from this study include, among others, extensive emotional support for relatives
during the tumultuous period and effective communication that is consistent for all
healthcare providers. Wide-ranging information should be provided orally, in written
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material, and in digital form®. Digital user-friendly web portals with general information
on ICU treatments, several disease descriptions, long-term consequences of ICU admis-
sion, and tailored patient details might meet the informational needs of the relatives.
The utility of a web portal lies in its free and continuous availability 24/7%, although
it should never replace face-to-face communication between healthcare professionals
and relatives. Furthermore, a culture that integrates patients and their relatives as mem-
bers of the care team could be fostered, for example by inviting relatives to be present
during visiting rounds or (medical) interventions, encouraging shared decision-making,

26, 28, 31

and helping at the bedside if appropriate . Open visiting guidelines allowing

patient-tailored visitation is recommended to meet the relatives’ needs of proximity***>,
A review study in this domain found similarities and differences across countries and
disciplines. It seemed that nurses predominantly perceived open visiting hours with
doubts and organisational challenges, although, the benefits for patients and their rela-
tives were confirmed consistently®. Ideally, aftercare commences during ICU admission.
There is an increased awareness regarding the importance of alleviating the discharge
process from the ICU to the general ward®* **. However, continued emotional support
after the ICU period is frequently lacking or insufficient from the perspectives of former
ICU patients®*®, This gap is primarily due to insufficient knowledge about the possible
consequences of the ICU experience® *°. Thus, an increase of provider awareness on
the fragility of relatives and the long-term consequences of critical illness should be
addressed”. Because there is an increasing number of ICU survivors, PICS and PICS-F
are becoming public health issues’. Stakeholders, such as GPs, should be considered to
involve in the ongoing recovery chain of post ICU care. An extensive information pack-
age, education, and resources enabling optimal treatment are required to understand
and support individuals in their search for retrieval. ICU professionals might play an
important role in this public responsibility. Finally, a dedicated family liaison nurse could
provide all warranted care and profound emotional support for the relatives during and

after ICU admission'®4*',

PSYCHOLOGY PRACTICE IN THE ICU

A case study of the joint efforts of the Dutch national network and the Family and
Patient Centered Intensive Care (FCIC) foundation is presented as an example of person-
centered care (Chapter 4). The FCIC combines the strengths of different disciplines (e.g.,
nurses, doctors, psychologists, health counselors, and social workers), scientists, former
ICU patients, and their relatives, to exchange knowledge on reducing the emotional
impact of an ICU admission. In the ICU, with the priority on patient’s survival and the
technological aspects of treatment, person-centered care requires a high level of
clinical expertise, far-reaching knowledge, and extensive “soft-skills” on the part of the
professionals. However, providing care with an excess of empathy might have negative
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consequences for the ICU professionals themselves; therefore, supportive strategies to
protect the health of the professionals are also necessary*. Psychological support might
be effortful to the patients and their relatives as well as the professionals.

The role of psychologists in the ICU is still an area to explore. Despite the acknowledged
psychological symptoms in former ICU patients and their relatives, health service psy-
chologists have been minimally involved in the multidisciplinary treatment plans uti-
lized in the ICU®. Furthermore, occupational psychologists might be able to support the
emotional distress awareness and teaching activities of the professional staff. A recent
survey study in the US found that less than 35% of de psychologists in hospital set-
tings were involved in critical care on a weekly or daily basis*. Half of them had worked
less than 5 years in critical care, and most had seen patients with brain injury or other
neurological disorders such as delirium. Psychological practice in the ICU is seemingly a
relatively new area; however, it might fill a need for active guidance in quality improve-
ment related to the experiences of the patients and their relatives. It might also increase
the program development of preventive strategies for those working in emotionally
demanding situations.

AN INTERMEZZO ON EMPATHY

In a guest blog, Neil, a former ICU patient, commented on the case study**

“l experienced all of these [delirious thoughts and frightening nightmares] during my time
in the ICU, and yet there were no discussions about my mental condition between care staff
and myself or my relatives. [...] From a technical perspective, the care that | received was
superb, but | felt that there was a general lack of awareness, and unwillingness by the care
staffto accept that | had been through some terrifying nights in ICU. [...] | agree with van Mol
that some communication to me and my relatives before the operation might have made it
easier to cope with the stressful situation afterwards. Personally, | am sure that | would have
benefited from a more patient-centered approach to my care in ICU, specifically regarding
communication of information to enable me and my relatives to understand and cope with
the symptoms experienced during my highly unpleasant period of delirium.”**

From a nursing perspective, empathy and a holistic vision in caring for patients have
been applied for a long time. The special care administered to critically ill patients,
specified as watchful vigilance, set the tone for patient-centered care®. Bien van den
Brink Tjebbes (1924-2014), who wrote the first nursing theory in The Netherlands, stated
that the relationship between care taker and provider should address ‘focused-on the
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other, with the aim of supporting that person in his/her self-management and life
course®. In the last twenty years, healthcare has become so complex that humanity
might be threatened in a business market model”. In “Crossing the Quality Chasm: A
New Health System for the 21st Century “ the Institute of Medicine identified a medical
model of patient (person) centered care as the ideal, with a focus on interpersonal skills
in communication and clinical empathy‘“‘. In turn, current renewal of the holistic view,
similar to the concept of person-centeredness, has been used in many organizations and
healthcare settings to stimulate an attitude of hospitality in all healthcare professionals
(Chapter 4). A way of providing individual attention with dignity and respect, thus taking
responsibility to find meaning in caring for others, is an essential competence in every
healthcare provider. Professionals identified “treating patients with dignity and respect”
as one of the most important elements in providing right care®. Empathy, respect for a
person’s values, needs, and preferences, and optimal communication are core aspects
of person-centered care. Another important challenge has been how to best engage
patients and their relatives in medical treatments and general policies, helping them to
discover their strengths and weaknesses that might influence their own health®.

Whether empathy is an innate competence derived from prosocial behavior® or whether
it can be taught during medical and nursing training®' is not a black or white issue. For
example, readers (of a novel) or watchers (of a movie or documentary) who read about
or view suffering can become unsettled and may thereafter consider the same anguish
in real life in a different (more empathic) way (Chapter 5.1). This feeling may lead to a bet-
ter empathic understanding of events in real life. Nevertheless, a systematic behavioral
training in this domain appears difficult to develop because of concerns that empathy is
a mysterious and intuitive process®"*’. Nearly all healthcare professionals use cognitive
empathy in daily patient management when coping with the experience of suffering.
They understand and respect the turmoil that patients and their relatives experience
(Chapter 8). Controversially, it is also stated that when it comes to decision making,
empathy works contra productively®. Instead of improving the lives of others, empathy
might be a capricious and irrational emotion that appeals to narrow prejudices. Without
empathy, decisions would be clearer, fairer, and ultimately more moral. Individuals differ
in their disposition to feel empathy®?.

ICU professionals might have adapted their individual coping strategies to maintain
their own emotional balance and to avoid being overwhelmed by the intense emotional
workload while supporting the patients and their relatives (Chapter 4, 5.1, 5.2, 7, and 8).
However, while watching a movie or documentary or reading a novel, they may experi-
ence emotional empathy that serves another aim in their personal life*. In that case,
they want to be touched and they want to identify themselves with the individuals in
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the film or book. In contrast to responding with empathy to ICU patients and their rela-
tives, dehumanization also occurs. Healthcare providers who sometimes speak about
patients in terms of specific diseases, organs or operation techniques do so because
it is practical. This appeared inevitable, adaptive, and even morally and psychologi-
cally acceptable (Chapter 5b). As long as healthcare providers know that their patients
are suffering and in pain, they do not have to feel it>>. This suggestion is questioned
by Sinclair and colleagues who stated that compassion is “extolled as a cornerstone of
quality healthcare,. Compassion was emphasized as a virtuous response of suffering with
another person coupled with actions to diminish this person’s distress®® >, Since 2012,
a sharp increase in published articles on compassion has emerged, dealing with con-
ceptualization, key dimensions, relational factors, and the development of compassion
among others®®. The idea of authentic emotional resonance with a person in distress is
described as a distinguishing feature of compassion. Thus, compassionate clinicians do
not distance themselves emotionally from patients, but rather integrate these emotions
into the patient-clinician relationship®. According to this reasoning, the purpose and
depth of this relationship should extend beyond simply acknowledging, understanding,
and relating to this person as a human being. An extensive empirical understanding of
compassion has been studied in a qualitative study among patients with cancer in the
palliative care setting®. Although the added value of the developed Compassion Model
and the three broad categories “seeking to understand, relational communicating, and
attending to needs” may be acknowledged®, the vulnerable role of the healthcare pro-
fessionals when deeply feeling another person’s distress and engaging in this suffering
must be considered. Clinicians and patients may differ in their perceptions of compas-
sionate care. For example, “going the extra mile” and “putting themselves out there, you
know, it could be their brother or sister” as exemplars of compassionate action from a
patient’s perspective®, represent a pure and beautiful interaction between two people.
Of course, that may happen and it is a valuable occurrence in time, place, and person.
However, if healthcare providers must respond in an extraordinary way exceeding their
own (emotional) boundaries and feelings at any time, this is doomed to result in work-
related stress.

Compassion may overlap with affective empathy; the seven identified dimensions as-
sociated with compassion (attentiveness, listening, confronting, involvement, helping,

presence, and understanding)*’

do not differ from with empathic behaviour. Further-
more, qualities such as honesty, fairness, kindness, dedicated presence, demonstrating
respect and dignity, relate to both concepts and are expected to be performed by every
healthcare provider daily. Therefore, professionals should address the suffering and
needs of patients and relatives with the sensitivity inherent to person-centered care.

They need to do more than simply know persons are suffering; they have to alleviate that
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suffering to the best of their abilities, and should be able to be there as a witness and to
provide support through their presence (Chapter 4 and 6). Both caring with an excess of
(affective) empathy and the all-encompassing process of dehumanization might have
negative consequences for ICU professionals themselves; therefore, supportive strate-
gies for protecting the health of these professionals are imperative (Chapter 6). Meeting
the needs of professionals and acknowledging their emotional well-being are important
aspects for providing person-centered care in the ICU. A study among nurses caring
for critically ill non-sedated mechanically ventilated patients underpinned the delicate
process between closeness and distance®. No strict boundaries can be formulated,
depending on individual psychological capital. Caring with empathy and compassion
involves finding a delicate balance for each individual professional.

EMOTIONAL CHALLENGES IN ICU PRACTICE FROM THE PERSPECTIVES OF THE
HEALTHCARE PROFESSIONALS

Traditionally, various healthcare professionals have been acknowledged as particularly
vulnerable to work-related stress, with several prevalent stress responses such as burn-
out, compassion fatigue, and traumatic stress (Chapter 6 and 7). Thirty percent of the
respondents reported high emotional exhaustion measured using the Maslach Burnout
Inventory (MBI) in a 2016 cross-sectional study among 13,077 nurses throughout Eu-
rope®'. A 2014 study on the prevalence of burnout among physicians in the USA found
that more than 54% reported at least one symptom of burnout, also measured using the
MBI®. Moreover, working in an ICU is increasingly complex and physically, cognitively
and emotionally demanding®®. In addition to being confronted with end-of-life is-
sues, ethical decision-making, continuous suffering of patients, disproportionate care,
miscommunication, and demanding relatives of the patients, the ICU work environment

has become increasingly technical®

. Among all domains, the field of critical care scored
highest in the prevalence of burnout (55%)%”. However, the systematic literature review
on emotional distress among ICU professionals (Chapter 6) suggested that the true
magnitude of work-related stress such as burnout remains unclear because of a lack
of unity in concepts, related measuring instruments, and cut-off points®. For example,
the reported prevalence rates of burnout in the ICU, measured using the MBI, varied
from 14.0%, after a preventive intervention®® to 70.1% when burnout was defined as a
high score on only one subscale on the same MBI® (Chapter 6, Table 4 and 5). The latter
study also stated that the prevalence would be 17.7% if burnout had been defined as a
high score on the combined subscales. A comparable systematic review conducted one
year later found, for the most part, similar results ’°. This study also identified risk factors
for ICU burnout, which included age, sex, work experience in nursing, and excessive
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workload. Contrasting results have been found in the broad range of related variables
among the studies on burnout (Chapter 6, Table 6). The most confusing variable was the
female sex, with an increasing, a decreasing, and no significantly measured influence on
emotional distress. Other risk factors included individualities, such as perfectionism, a
compromised work-life balance, and a neurotic personality (Chapter 8). However, orga-
nizational aspects such as an increased workload and excessive work hours, were related

I”". The interference of work-life and home activities due

to high rates of burnout as wel
to increased work hours might result in difficulties to “switch-off” from work responsibili-
ties and ruminative thoughts’. The ability to detach from work is essential for employee

to recover from daily stressors and challenges.

From a historical perspective, exhaustion during work life has been common (Chapter
7). Therefore, the concept of burnout might be a trend misused to indicate an overall
exhaustion with life; fatigue and tiredness may result as a part of the human condition.
Other researchers have suggested that ICU professionals experience a traumatic work
environment with posttraumatic stress responses or far-reaching depletion of compas-
sion as a consequence. However, ICU professionals have adapted their individual coping
strategies to the demanding work environment to find an emotional balance (Chapter
4, 53, 5b, 7, and 8). To underscore the positive process of dealing with ICU challenges,
we further explored work engagement as a counterbalance to the negative values of
emotional distress. The relatively high workload in ICUs, with a high emotional burden,
may be acknowledged as an integral part of ICU work. This workload does not affect the
level of work engagement; work engagement was high for both intensivists and nurses
despite the acknowledged high job demands (Chapter 8). Although there was no influ-
ence of empathic ability on work engagement, the results of this study suggested that
ICU professionals understood and respected the patients and relatives but remained at
a certain emotional distance. This process of self-management and adaptation may be
interpreted as a protective reaction for their own emotional health and well-being while
working”’.

Founded by the JD-R theory, an exploration of the relationships between job demands,
job resources, personal resources and work engagement among the ICU professionals
was made (Chapter 8). All job resources (i.e., autonomy, team spirit, social support, and
performance feedback) showed positive correlations with work engagement (Chapter
8, table 5), as expected according to the JD-R theory, although some differences were
found for nurses and intensivists. Job demands were negatively related to work engage-
ment, which was not predicted according to the model. Emotional workload among
ICU professionals was found higher than in the healthcare benchmark. This might relate
to personal resources such as empathic ability or resilience, which, in turn, could affect
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work engagement. Furthermore, no interaction effects were found between personal
resources (i.e., empathy and personality traits) and work engagement, which appeared
to contrast with our reasoning. Personal resources are assumed to control and affect the
work environment successfully as mediators between job resources and work engage-
ment. Similarly, empathy, considered a type of emotion regulation among healthcare
providers, might positively affect their well-being’. The JD-R theory is heuristic and
flexible in its meaning; however, this situation could also be the Achilles’ heel of the
model as this points to the specificity and the quality of the predictions”. Therefore, it is
essential to establish an undisputable idea regarding the role of each job characteristic
in the setting under study. Empathy may create individual ambiguity whether it acts as
a job demand or a job resource, thus, influencing the health impairment process or the
motivational process. This may even fluctuate across situations, timing, human interac-
tions, and may be influenced by other job demands, such as workload. However, the
JD-R theory is generally applied, and most organizations are interested in the demands,
resources, and subsequent well-being of entire departments instead of individual
scores’®. Only when there is ample unanimity, can scores be interpreted as reflecting
the common view of the quality of the specific job characteristic. Another consideration
should be observed: consistent with the appraisal of job demands, which can be both
challenging and hindering”’, empathy might be too complex to include straight forward
into the model. The psychological processes involved with work engagement in the JD-R
theory merit additional exploration’. To conclude, some unsettled questions should be
addressed regarding this theory.

The study also suggests that policymakers should introduce interventions to prevent
the negative consequences of emotional distress (Chapter 8). To develop adequate pre-
ventive strategies for emotional distress, it is essential to know the individuals incentive
for choosing a caring profession in addition to unconsciously chosen coping strategies
for addressing stressful work settings. Some encouraging preventive strategies for
combating emotional distress in ICU professionals have been developed recently® 7*7%;
nevertheless, not one‘golden standard intervention program’has been found until now.
Combined person- and organization-directed multifaceted interventions with refresher
courses have reported the best results in preventing emotional distress’’. Balancing hu-
man intimacy and professional distance, remaining appropriately present, and respond-
ing with empathy, may be recognized as a valuable personal abilities. These abilities
should be taught and effectively enhanced in striving for well-being at work.

SUSTAINABLE EMPLOYABILITY

The idea of well-being at work has diverse meanings within and between organizations
and countries®. The International Labour Organisation relates well-being “to all aspects
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of working life, from the quality and safety of the physical environment to how workers
feel about their work, their working environment, the climate at work and work organiza-
tion"®". Occupational well-being is originally accompanied by feeling energized, focused,
and optimistic. In healthcare professionals, dedication and attentiveness to achieving
optimal patient care has been described as well®>. Work engagement, with its influencing
factors, is a promising concept regarding establishing occupational well-being among
ICU professionals. Sprung and colleagues (2016) stated that “setting new goals, life-long
learning, acquiring new skills, and meaningful collaborations with colleagues in new
projects confer a sense of personal growth and can keep the pot boiling”®. It is indeed
important to express the joy of practicing excellent ICU care, even in today’s challenging
work environment. The urgent call for action in preventing emotional distress has been
heard and has now been endorsed by all healthcare providers’'. The question is: How
do we become or stay engaged while growing older and becoming more affected by

working in an emotionally demanding environment?

The overall aging of people has increased rapidly due to longer life expectancy and
lower birth rates®, which also influences the contribution in the workforce. In Europe
and Northern America, participating in the labor force beyond the age of 65 years has
increased gradually since 1990, and it is expected to further increase in the future®.
Because of this foreseeable demographic shift, employers should adopt a proactive
approach to align their policies to an ageing population. To encourage employees
to maintain a healthy lifestyle, stay engaged, and work productively until retirement,
exploring sustainable employability is critical® ®. Although still under discussion, sus-
tainable employability may refer to “the degree to which employees are able to work
throughout their entire working lives, and their work context enables them to do 50",
It is a multidimensional construct, in which both employer and employee are equally
responsible for maintaining the ability to work. Various work-related factors, both
physical and psychosocial, influence sustainable employability®” ®. Motivational factors
might influence sustainable employability as well, for example, by allocating meaning
in work® and work engagement®. Whereas previous research has focused on a general

84, 85

population®™ *, in healthcare professionals this domain is still relatively understudied.

More specifically, in the ICU the need to explore factors related to maintaining profes-
sionals” work ability in the ICU is warranted.

METHODOLOGICAL CONSIDERATIONS AND FUTURE RESEARCH

This thesis explored the emotional challenges in ICU practices from two perspectives.
Regarding the patients’ relatives, the newly established measurement instrument has
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been used to assess the overall quality of care provided to the target group. Although
this questionnaire seemed valid and reliable, it was still in the development process dur-
ing the research process. Looking back now, it turned out to be a risky and preliminary
choice, but it was the optimal choice. A limitation of the study organization was the
researcher’ role as an active member of the ICU team at that time. This situation might
have led to a tunnel vision, excessive endeavors to implement the interventions, or a
bias because of the role as a nurse-colleague. Long-term monitoring of the effective-
ness of interventions reducing the impact of ICU admission with respect to patients
and their relatives is important. The overall judgement of the quality of care to relatives
should be performed using the CQI ‘R-ICU’; however, specific interventions may better
be evaluated with a tailor-made short questionnaire. It is still questionable if the CQI'R-
ICU’is sensitive enough to detect a change due to this intervention'®. Because of a lack
of adequately powered multicenter trials, a network including large numbers of ICUs
worldwide should be established to study more extensive policies in person-centered
care in the ICU®. New studies should not only be conducted from the perspectives of
the ICU patients and their relatives, but they must also be in charge during the entire
research process®. This means, patient- and relatives-led research, from questioning to
reporting the results. Furthermore, to overcome barriers in implementing new policies
in person-centered care, procedures should be developed according to an intervention-
mapping process. This is an iterative six-step method, aiming to systematically develop
an intervention with explicit user involvement”'. Cost-effectiveness studies can be per-
formed and deliberately considered to maintain the supportive interventions after pilot
testing. In addition, the role of psychologists in an ICU setting should be explored in
the context of communication and shared decision-making, rehabilitation of former
ICU-patients, and preventive strategies in the emotional support of the professionals®.

More research, e.g., a grounded theory approach in qualitative design, is necessary
to address the fundamental questions on the complex nature and relationships of
empathy and compassion from the perspectives of healthcare professionals in different
healthcare settings. This research should be extended with a randomized controlled
trial to assess the effect of training empathy and communication skills. Regarding the
discussion as to whether empathy should be taught in isolation or embedded in a more
general training®, the latter will increase a broader acceptance of person-centeredness
in healthcare provision.

Regarding the healthcare professionals, it is recommended that the contradictory re-
sults in variables affecting burnout be clarified in a meta-analysis in order to quantify
the effect sizes by statistically pooling the data of the systematic review studies. Further-
more, the scope of this part on work engagement was narrowed to a limited number of
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measured variables based on previous literature and preferences of the researchers. This
situation might have led to exclude important associations, for example the relation-
ship of various types of leadership and work engagement, an extended exploration of
the role of social support, habituation to ICU work, resilience, and self-selection or the
profile of professionals working in the ICU. Authentic leadership, professional empow-
erment, and satisfying relationships with colleagues were suggested to be protective
for burnout®, which therefore might also be of utmost influence to work engagement.
Additionally, the current hospital policy on stimulating well-being was not considered,
which might have biased the professionals’focus on vitality and energy while working. It
is, therefore, highly recommended to more broadly explore and investigate the costs of
emotional distress in healthcare professionals and evaluate the meaning of sustainable
employability in a valid comparative manner to define the relevance of the problem. A
prospective longitudinal study design could bridge the gap in fundamental knowledge
on preventive strategies to stimulate occupational well-being of the care providers.
The follow-up period should extend over a one-year period and include at least two
measurement points after completing the intervention®. Furthermore, insight into
coping strategies used by the participants may uncover what individuals do to modify
the impact of job characteristics on their own well-being. In addition to quantitative
research, in-depth semi-structured interviews are required to stress the deeper driving
forces in an individual to provide more insight into the thoughts and coping behaviors
in reaction to the ICU work environment.

Finally, all data in this thesis were gathered in one university medical center limiting the
external validity and should be interpreted with caution regarding other ICU settings.
The empirical study designs were observational and cross-sectional in nature. Conse-
quently thereof, causal inferences from the data could not be drawn.

IMPLICATIONS FOR CLINICAL PRACTICE

Concerns about the gap between science and practice are longstanding, with consider-
able distance between the mind of a scientist and the mind of a practitioner. However,
small steps can be taken, one by one, to bridge the worlds of research and daily practice
in the ICU healthcare. During the last decade, more importance has been assigned to
use evidence derived from scientific studies and applying the results in clinical prac-
tice™. This thesis, in the coinciding research fields of the ICU, psychology, and nursing,
supports the necessary empirical changes in practice by accessible and applied science,
thus, providing meaning to warranted changes. Striving for improvement corresponds
with continuously changing the world in which individuals live and work in, as Steven
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Covey revealed: “If we keep doing what we have been doing, we are going to keep on

getting what we have been getting”®.

PROVIDING MEANING TO SUSTAINABLE EMPLOYABILITY

Healthcare organizations and ICU policy makers must develop, adopt, and implement
interventions in daily practice aimed to prevent emotional distress and establishing sus-
tainable employability among professionals. Evidence-based interventions are required
to address the most effective contributing factors; however, persuasive randomized
controlled trials in this domain have not been performed until now’" ®. The organiza-
tional improvements, in addition to individual activities promoting the well-being of the
professionals, including self-care in nutrition, sleep, exercise, spirituality, and spending
quality time with family or friends, should target an increase of personal fulfillment,
meaning in work life, and subsequently work engagement®” ®*. These organizational
efforts and the financial funding of a multiannual program on well-being and vitality
have been demonstrated to generate a positive return of investment®®’. Another factor
to target is autonomy, or the feeling of being in control and being able to influence
the work environment®. The personal experience of being in control is psychologi-
cally beneficial in itself, even without an actual manifestation of the phenomenon. By
contrast, perceptions of a lack of control result in more work-related stress. Therefore,
organizational interventions should increase perceived autonomy as well. Resilience
also might decrease the development of mental distress in ICU healthcare profession-
als®®. Resilience is considered the ability to maintain mental equilibrium, an active and
flexible process of adaptation to life changes, operating as a protective factor against
psychological distress and mental disorders'® "', This ability to "bounce back” may vary
during one’s life course'®. It is closely related to vigour, energy, motivation, and personal
strength, enabling one to cope with stressful situations when confronted with danger
or misfortune. Subsequently, this ability to adopt and self-manage the challenging situ-
ations in an ICU, can positively influence the health of ICU professionals'®. Individual
growth in autonomy and resilience might provide the basic skills to flourish in the hectic
and ever-demanding ICU environment, thereby successfully improving sustainable
employability.

The recently developed model of sustained employability includes the value-related as-
pects of work to assess individual well-being as a quality of one’s working life®”. Work has
become a life domain in which employees want to achieve important goals and fulfill
personal ambitions and values, in addition to having income security. This means that
an individual’s work situation should enable the execution of valued tasks, aiming for
goals that are both personally significant and valued by the organization®’. The model
suggests that for contemporary employees, it is not sufficient to have a good balance
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between job demands and job resources; the employees should also have a good fit
with the values important to their work. In turn, this could lead to personal growth, a
healthy work life, and sustained work engagement. Making a positive change in the lives
of frail people might provide significance and purpose for the employees’ own effort
while working, which may stimulate and contribute to the employees” dedication'®. For
ICU professionals in particular, this might generate some ideas in improving the work-
ing climate. The severity of illnesses, the emotional workload, and the often complex
situations with relatives cannot be changed. However, the perspectives and goalsetting
regarding medical therapies should be a topic of regular multidisciplinary discussion to
help professionals maintain their values in accordance with the implemented policies
and working climate.

OVERALL CONCLUSIONS; BALANCING COINCIDENT WORLDS

Staying in the uncertain world of the ICU is never desirable for patients and their rela-
tives; however, the negative impact of this stay might be diminished if they experience
receiving optimal and quality care. Interventions that focus on person-centered care
and encompass respect, dignity, and empathy will have a positive influence on the users’
experiences. If it is only being present, listened to and knowing to be taken seriously
by the professionals. Healthcare providers in the ICU may play a crucial role and make
a difference in the lives of the patients and their relatives. Working in the ICU can be
exciting in a positive way. The diverse proceedings that require various technical skills,
such as increasing one’s medical knowledge, providing emotional support, managing
intense treatment courses, and trying interesting new interventions, might satisfy an
individual’s work-related ambitions and life fulfillment. This may give meaning to the
work of ICU professionals. Both comprehensive insights into the patients” diseases and
circumstances as well as thoughtful discussions and subsequent patient care decisions
may offer ICU professionals ample opportunity to grow and to enjoy their work. In their
unsolicited role, patients and their relatives may contribute to this fulfillment. Overall,
the ICU is an inspiring world in which to work. We should keep it that way and strive for
a healthy and successful working environment.
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Summary and conclusions

The overall aim of this thesis was to gain insight into the emotional challenges associ-
ated with intensive care practice from the perspectives of both the patients’ relatives
and the professionals. The ultimate goal was to provide recommendations to further
improve staying and working in the intensive care unit (ICU).

First, the potential of a questionnaire, the Consumer Quality Index ‘Relatives in the
intensive care unit” (CQI 'R-ICU’) has been examined to assess the quality of care from
the perspective of relatives in the ICU (Chapter 2). This instrument, which measures
‘Patient/Person Reported Experience Measures’ (PREMs), is aimed to provide feedback
and identify bottlenecks regarding the quality of care to policy makers and healthcare
professionals. The CQI ‘R-ICU" appears to be a valid, reliable and usable instrument with
a sound theoretical basis, that establishes priorities regarding the aspects that need
improvement. Professionals can learn from the experiences of relatives by using this
instrument. For these reasons, the new tool is not a goal in itself but mainly a practical
instrument to assess the care given to relatives.

Two years later, Jensen et al. presented the development of another new Dutch ques-
tionnaire addressing the needs of relatives in the ICU, namely, the euroQ2, which might
prove helpful to provide high-quality care in ICUs. Assessing the needs of relatives of
ICU patients is of the utmost importance; however, the authors treated the concepts of
‘satisfaction’, ‘experiences” and ‘quality of care” as one and the same without further
explanation. In addition, the euroQ2 appears to have been developed and preliminary
validated using methodological errors. Most importantly, the utilized concept of satis-
faction might raise some biases due to ceiling effects, cognitive dissonance and socially
desirable answers. A discrepancy model, which describes satisfaction as a result of ex-
pectations minus the perceived experience, could overcome these problems. Therefore,
in a letter to the editor, the added value of this questionnaire in addition to the CQI
‘R-ICU’ has been questioned (Chapter 2bis).

Subsequently, the effect of additional supportive interventions specifically designed
for ICU patients’ relatives, such as intake interviews, encouragement to keep a diary,
and weekly multidisciplinary psychosocial rounds, has been examined using the CQl
‘R-ICU" questionnaire (Chapter 3). The results suggested that the implementation of
these interventions increased the perceived quality of care, particularly with respect
to informational factors. However, moving toward person-centered care requires a
challenging shift in the mindset of healthcare professionals. Training in providing psy-
chosocial support to meet the needs of relatives might lead to a stronger awareness of
person-centered care. Therefore, ongoing efforts to change the mindset of professionals
will contribute to an optimal quality of care in the ICU.
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Chapter 10.1

A case study of the joint efforts of the Dutch national network and the Family and
Patient Centered Intensive Care (FCIC) foundation is presented as an example of person-
centered care (Chapter 4). The FCIC combines the strengths of different disciplines and
input from scientists, former ICU patients and their relatives to exchange knowledge
about how to reduce the emotional impact of an ICU admission. This approach is the
core of person-centered care; the views, values and needs of experts are fundamental
to create changes in ICU policies. Empathy, respect to a person’s values, needs and
preferences, and comprehensive communication are key aspects of person-centered
care. In the ICU, with the priority on patient’s survival and the technological aspects
of treatments, a high level of clinical expertise, far-reaching knowledge, and extensive
“soft-skills” are required on the parts of the professionals. Although there is an ongoing
debate on the theories of compassion and empathy, in this thesis those are considered
as two different constructs. Compassion includes noticing when someone is suffering
and experiencing a mutual emotional reaction to this suffering, subsequently stimulat-
ing meaningful action in the relationship. Empathy is the cognitive understanding and
consideration of the perspective of other human beings in distress, leading to support,
even though caregivers do not have to feel the pain and suffering of these individuals.
However, providing care with an excess of empathy might have negative consequences
for ICU professionals themselves; therefore, supportive strategies to protect the health
of the professionals are necessary. This goal can be achieved by informal talks, inter-
ventions from social workers or psychologists, and discussion groups regarding topics
such as a moral deliberation. Additionally, training in relationship-building and com-
munication capabilities is an essential element for the development of empathy in ICU
professionals. Furthermore, recognition of and support for person-centered care on the
part of managers and policymakers is a well-intentioned condition. These strategies will
provide a better balance for professionals in terms of providing highly technical ICU care
while remaining emotionally distant and avoiding becoming overloaded by exhaustive
feelings and attachment.

Whether empathy is an innate competence derived from prosocial behavior or whether
it can be taught during medical and nursing training is not a black or white issue.
Readers (of a novel) or watchers (of a movie or documentary) who read about or view
suffering can become unsettled and may thereafter consider the same anguish in real
life in a different (more empathic) way (Chapter 5.1). This may lead to better empathic
understanding of events in real life. Nearly all healthcare professionals in their daily
patient management use cognitive empathy when coping with the experience of suf-
fering. However, while watching a movie or documentary or reading a novel, they may
experience emotional empathy that serves another aim in their personal life. In that
case, they want to be touched and identify themselves with the individuals in the film or
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book. In contrast to responding with empathy to ICU patients and their relatives, dehu-
manization also occurs. Healthcare providers, who sometimes speak about patients in
terms of specific diseases, organs or operation techniques, do so because it is practical.
It seems easier to communicate using these patient characteristics than using their real
names. Therefore, it was provocatively stated that ICU professionals dehumanize some
of their patients. However, this appeared inevitable, adaptive, and even morally and
psychologically acceptable (Chapter 5.2).

Inevitably, working in the ICU environment can be an emotionally charged challenge.
The emotional price of caring might become a burden for professionals’ personal lives,
which may possibly be manifested in compassion fatigue or burnout. However, a sys-
tematic review study showed that the true magnitude of the emotional distress of the
ICU professionals remains unclear due to a lack of unity in concepts, measurements,
and cut-off points (Chapter 6). Policymakers should introduce interventions to prevent
the negative consequences of emotional distress. Training communication skills, edu-
cational sessions on stress management, and mindfulness might be helpful to prevent
emotional distress among ICU professionals.

Traditionally, various healthcare professions have been acknowledged as particularly
vulnerable to work-related stress, with a number of prevalent stress responses such as
burnout, traumatic stress, and compassion fatigue. Burnout is currently seen as the most
prevalent career crisis of the twenty-first century. However, since the emergence of this
issue, the operationalization and measurement of burnout has differed across studies.
The concept of burnout might be misused to indicate an overall exhaustion with life.
Fatigue and tiredness may result as a part of the human condition. Other researchers
have suggested that ICU professionals experience a traumatic work environment, and
consequently, posttraumatic stress responses. By contrast, it was suggested that ICU
professionals have adapted their individual coping strategies to the demanding work
environment to find emotional balance (Chapter 7). Apart from some exceptional cases,
such as being involved in a medical error, a natural disaster, or a war situation, it is very
unlikely that ICU professionals are traumatized by their emotionally demanding work.
Post-traumatic stress disorder and its related symptoms in war veterans are completely
different from work-related stress in ICU professionals. Compassion fatigue, which has
been described as a loss of compassion due to repeated exposure to suffering during
work, raised conceptual confusion and questioning of symptoms. In the last two decades,
compassion fatigue has become a trending topic that should be critically reexamined or
abandoned in favor of a new debate on work-related stress among ICU professionals.
Work engagement, with its positively labeled elements, is the counterbalance to work-
related stress. Engaged employees believe in themselves, generate their own positive

221



Chapter 10.1

feedback, set higher goals, have values that match those of the organization, and show
a sustained healthy state.

In an empirical study among ICU professionals, the relatively high workload and espe-
cially the high emotional burden, was acknowledged as an integral part of ICU work
(Chapter 8). The emotional, cognitive and physical job demands did not affect the
level of work engagement; work engagement was found high for both intensivists and
nurses. In addition, there was no influence of empathic ability on work engagement.
The results of this study also suggested that ICU professionals understand their patients
and relatives but remain at a certain emotional distance. This self-management and
adaptation to the work environment may be interpreted as a means for professionals
to protect their emotional health. It is essential to take care of the professionals and
their emotional balance while working to support their health and allocate successful
management of care to patients and their relatives.

GENERAL DISCUSSION AND CONCLUSIONS

Healthcare organizations and ICU policy makers must develop, adopt, and implement
interventions in daily practice that are aimed to prevent emotional distress and estab-
lish sustainable employability among professionals. Organizational improvements, in
addition to individual activities to promote the well-being of the professionals, includ-
ing self-care in nutrition, sleep, exercise, spirituality, and spending quality time with
family or friends, should aim to increase personal fulfillment, meaning in work life and
subsequently work engagement. Work has become a life domain in which employees
want to achieve important goals and fulfill their personal ambitions and values, in addi-
tion to having income security. Therefore, an individual’s work situation should enable
the execution of valued tasks, aiming for goals that are both personally significant and
valued by the organization. Making a positive change in the lives of frail people might
provide meaning and purpose while working, which may stimulate and contribute to
employees” dedication.

Staying in the uncertain world of the ICU is never desirable; however, the negative
impact of this stay might be diminished if patients and their relatives perceive that they
are receiving optimal and quality care. Interventions that focus on person-centered care
and encompass respect, dignity, and empathy will have a positive influence on the pa-
tients’and relatives’ experiences. Healthcare providers in the ICU may play a crucial role
and make a difference in the lives of the patients and their relatives. Working in the ICU
can be exciting in a positive way. The diverse proceedings that require various technical
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skills, such as increasing one’s medical knowledge, providing emotional support, man-
aging intense treatment courses, and trying interesting new interventions, might satisfy
an individual’s work-related ambitions and life fulfillment. This may give meaning to the
work of ICU professionals. Both comprehensive insights into the patients” diseases and
circumstances as well as thoughtful discussions and subsequent patient care decisions
may offer ICU professionals ample opportunity to grow and to enjoy their work. In their
unsolicited role, patients and their relatives may contribute to this fulfillment. Overall,
the ICU is an inspiring world in which to work. We should keep it that way and strive for
a healthy and successful working environment.
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Samenvatting en conclusie

Dit proefschrift beoogt inzicht te verkrijgen in de emotionele uitdagingen in intensive
care (IC) zorg vanuit het perspectief van zowel de patiént en diens naasten als de profes-
sionals, in het bijzonder de intensivisten en verpleegkundigen. Het uiteindelijke doel
was om aanbevelingen op te stellen voor verdere verbetering van het verblijven en
werken op de IC-afdeling.

Ten eerste zijn de eigenschappen onderzocht van een vragenlijst, de Consumer Qual-
ity Index 'Naasten op de intensive care afdeling’ (CQI-Naasten op de IC’) waarmee
naasten van een IC-patiént de kwaliteit van zorg kunnen beoordelen (Hoofdstuk 2). Dit
instrument, dat de ‘Patient/Person Reported Experience Measures’' (PREMs) meet, streeft
ernaar om knelpunten in de geboden kwaliteit van zorg te bepalen en geeft feedback
aan beleidsmakers en professionals in de gezondheidszorg. De CQIl ‘Naasten op de
IC’ bleek een valide, betrouwbaar en nuttig instrument met een stevige theoretische
basis. Deze vragenlijst geeft ook prioriteiten aan in de aspecten waar verbetering nodig
is. Professionals kunnen van de ervaringen van naasten leren door het instrument te
gebruiken. Daarom is dit tool niet een doel op zichzelf, maar vooral bedoeld als een
praktisch instrument in de zorg voor de naasten.

Twee jaar later presenteren Jensen en collega’s de ontwikkeling van een andere Neder-
landstalige vragenlijst ten aanzien van de naasten op de IC, de EuroQ2, welke van nut kan
zijn om hoog gewaardeerde zorg op de IC te leveren. Het evalueren van de behoeften
van naasten van een IC-patiént is van groot belang, echter, de auteurs verwarren de
concepten van ‘tevredenheid’, ‘ervaringen’, en ‘kwaliteit van zorg” in het gebruik door
elkaar heen zonder verdere uitleg. Daarnaast lijken enkele methodologische fouten
een rol te spelen in de ontwikkeling en validering van de EuroQ2. Meest zwaarwegend
is dat het door hen gebruikte concept van tevredenheid bias kan geven als gevolg
van plafondeffecten, cognitieve dissonantie en sociaal wenselijke antwoorden. Een
discrepantie-model kan deze problemen voorkomen. Dit gaat uit van tevredenheid als
resultaat van de verwachting minus de waargenomen eigen ervaring, In een ‘letter to
the editor” werd getwijfeld aan de toegevoegde waarde van deze vragenlijst boven de
bestaande CQI ‘Naasten op de IC' (Hoofdstuk 2bis).

Vervolgens is met de CQIl ‘Naasten op de IC" het effect geévalueerd van ondersteunende
interventies die speciaal voor de naasten van IC-patiénten werden ontworpen, zoals een
opnamegesprek, aanreiken en stimuleren om een dagboek bij te houden, en wekelijks
multidisciplinair psychosociaal overleg (Hoofdstuk 3). De resultaten suggereren dat de
implementatie van deze interventies de kwaliteit van zorg verhoogden, dit betrof vooral
aspecten met betrekking tot het delen van informatie. Echter, een verschuiving naar
persoonsgerichte zorg vereist een uitdagende verandering in de mindset van de profes-
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sionals. Een training in psychosociale opvang van de behoeften van naasten zou kunnen
leiden tot een grotere bewustwording van persoonsgerichte zorg. Een voortdurende
inspanning om de mindset van de professionals te veranderen kan bijdragen aan een
optimale kwaliteit van zorg op de IC-afdeling.

Een casestudie betreffende samenwerkende krachten in een nationaal Nederlands
netwerk, stichting FCIC (Family and patient Centered Intensive Care), werd gepresen-
teerd als een voorbeeld van persoonsgerichtheid (Hoofdstuk 4). FCIC combineert de
sterke kanten van diverse disciplines en wetenschappers, met voormalig IC-patiénten
en hun naasten, om kennis te delen over hoe de impact van een IC-opname beperkt
kan worden. Deze benadering komt overeen met de kern van persoonsgerichte zorg;
de visie, de waarden en de behoeften van de experts vormen een fundamentele basis
in veranderingen in IC-beleid. Empathie, respect voor de waarden, de behoeften en de
voorkeuren van een persoon, alsmede uitgebreide communicatie zijn de belangrijkste
aspecten van persoonsgerichte zorg. Op een IC-afdeling, met de prioriteit gericht op
het overleven van de patiént met technologische aspecten in de behandelingen, vraagt
dit een hoog niveau van klinische expertise, ver reikende kennis, en uitgebreide sociale
vaardigheden (‘soft-skills’) van de professionals. Hoewel er een voortdurende discussie
is over de achterliggende theorieén over compassie en empathie, worden deze in dit
proefschrift als twee verschillende begrippen beschouwd. Compassie omvat het op-
merken van het lijden van een ander in een wederzijdse emotionele reactie (voelen)
op dit lijden, gevolgd door een betekenisvolle handeling in deze relatie. Empathie is
het cognitieve begrip en het overwegen van de situatie van een andere persoon in
lijden of zorg, leidend tot ondersteuning, waarbij dit niet gepaard hoeft te gaan met
het zelf voelen van het lijden van deze persoon. Een teveel aan emotioneel inleven kan
negatieve gevolgen hebben voor de professionals. Daarom zijn er ondersteunende
interventies nodig om de emotionele gezondheid van de professionals te waarborgen.
Dit kan bereikt worden met informele gesprekken met collega’s of vrienden, intervisie
door een medisch maatschappelijk werker of psycholoog, en teambesprekingen over
casuistiek met morele aspecten in de zorg. Daarnaast, een training in relatieopbouw en
communicatieve vaardigheden vormen een essentieel element in de ontwikkeling van
een empathische houding bij IC-professionals. De herkenning en begeleiding door man-
agers en beleidsmakers van persoonsgerichte zorg is een noodzakelijke voorwaarde tot
succes bij de implementatie van de interventies. Deze strategieén verbeteren de balans
voor IC-professionals tussen hoog-technische IC zorg in emotionele nabijheid en jezelf
verliezen in een overdaad van uitputtende gevoelens en nabijheid.

Of empathie een aangeboren vaardigheid afgeleid van pro-sociaal gedrag is, of dat
het aangeleerd kan worden tijdens medische en verpleegkundige trainingen, is geen
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zwart-of-wit perspectief. Lezers (van een boek) of kijkers (naar een film of documen-
taire) van persoonlijke situaties met lijden, kunnen zich ontzet voelen om daarna in het
reéle leven dezelfde angst te overwegen op een andere (meer empathische) manier
(Hoofdstuk 5.1). Waarschijnlijk leidt dit tot een meer empathisch begrip van werkelijke
gebeurtenissen. Bijna elke zorgverlener in de dagelijkse zorg voor patiénten gebruikt
cognitieve empathie in de omgang met situaties van lijden. Echter, tijdens het lezen van
een boek, of het kijken naar een film of documentaire, kan emotionele empathie ervaren
worden. Dit dient een ander doel in het persoonlijk leven. In dat geval willen mensen
geraakt worden en willen zij zichzelf identificeren met de personages in het boek of de
film. In tegenstelling tot het reageren met empathie bij IC-patiénten en hun naasten,
is dehumanizatie eveneens herkenbaar. Zorgverleners spreken soms over patiénten
in termen van ziektes, organen of operatietechnieken omdat het praktisch is. Het lijkt
gemakkelijker om in de communicatie deze kenmerken van de patiénten te onthouden
dan hun echte namen te gebruiken. In dit profschrift werd provocatief beweerd dat IC-
professionals sommige van hun patiénten dehumaniseren, maar dat dit onvermijdelijk,
adaptief, en zelfs moreel en psychologisch aanvaardbaar is (Hoofdstuk 5.2).

Het is onvermijdelijk dat werken op een IC-afdeling een emotioneel geladen uitdaging
kan zijn. De emotionele prijs van zorg verlenen kan een last worden in het persoonlijke
leven van de professional. Dit komt mogelijk tot uiting in compassie vermoeidheid of
burnout. Echter, de systematische literatuurstudie liet zien dat de werkelijke omvang
van emotionele (over)spanning in IC-professionals onduidelijk blijft als gevolg van een
gebrek aan eenheid in concepten, meetinstrumenten, en afkappunten (Hoofdstuk 6).
Beleidsmakers zouden interventies moeten introduceren om de negatieve gevolgen
van emotionele (over)spanning te voorkomen. Het trainen van communicatieve
vaardigheden, educatieve sessies over stress hantering, en mindfulness kunnen behu-
Ipzaam zijn in het voorkomen van emotionele (over)spanning bij professionals op een
IC-afdeling.

Van oudsher zijn zorgverleners vanuit diverse disciplines erkend in hun kwetsbare positie
met betrekking tot werkstress, met een aantal meest voorkomende stress reacties zoals
burnout, traumatische stress en compassie vermoeidheid. Vooral burnout wordt tegen-
woordig gezien als de meest sterke carriere crisis van de eenentwintigste eeuw. Echter,
in diverse studies is de operationalisatie en het meten van burnout is nogal verschillend
gehanteerd. Het idee van burnout kan verkeerd of tendentieus gebruikt zijn om een
algemene vermoeidheid in het leven te benoemen; uitputting en moeheid blijken een
onderdeeldeel van het menselijke bestaan te zijn. Andere onderzoekers suggereren dat
IC-professionals het werk als traumatiserend ervaren, met posttraumatische stress als
gevolg. In deze thesis daarentegen, wordt gesuggereerd dat professionals op de IC hun
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individuele coping strategieén hebben aangepast aan de eisen van de werk omgeving
om hun emotionele balance te behouden (Hoofdstuk 7). Afgezien van uitzonderlijke
situaties, zoals betrokken zijn bij het maken van een medische fout, een natuurramp, of
een oorlogssituatie, is het uitzonderlijk dat IC-professionals getraumatiseerd zijn door
hun emotioneel veeleisende werk. Post-traumatische stress stoornis, en de gerelateerde
symptomen afstammend van oorlog-veteranen, is totaal verschillend van werkstress bij
IC-professionals. Compassie vermoeidheid, dat kan worden beschreven als een verlies
van compassie als gevolg van herhaalde blootstelling aan lijden tijdens het werk, roept
conceptuele verwarring en vragen ten aanzien van de symptomen op. Het is de laatste
twee decennia een moderne hype geworden die kritisch her-beoordeeld of verwijderd
moet worden ten gunste van een nieuwe discussie over werkstress bij IC-professionals.
Werkbevlogenheid, met positief gelabelde elementen, is een tegengewicht voor werk-
stress. Bevlogen werknemers geloven in zichzelf, genereren hun eigen positieve feed-
back, stellen hogere doelen, hanteren waarden die overeenkomen met de organisatie,
en laten langdurig een goede gezondheid zien.

In een empirische studie onder IC-professionals werd de relatief hoge werkdruk, met
vooral een hoge emotionele last, erkend als een wezenlijk onderdeel van het werken
op een IC-afdeling (Hoofdstuk 8). De emotionele, cognitieve en fysieke werkeisen bein-
vloedden niet het nivo van werkbevlogenheid, die was voor zowel intensivisten als ver-
pleegkundigen hoog. De resultaten van de studie suggereren ook dat IC-professionals
een goed begrip hebben voor de situatie van de patiénten en hun naasten, maar dat
ze op een bepaalde emotionele afstand blijven. Dit zelfmanagement en aanpassen
aan de werkomgeving kan gezien worden als een beschermende reactie voor de eigen
gezondheid. Het is essentieel om de professionals te helpen en zorg te dragen voor
hun emotionele balans tijdens het werken, teneinde de persoonlijke gezondheid te
ondersteunen en succesvolle zorg aan patiénten en hun naasten mogelijk te maken.

ALGEMENE DISCUSSIE EN CONCLUSIES

Gezondheidszorginstellingen en IC beleidsmakers moeten interventies ontwikkelen,
adopteren, en implementeren in de dagelijkse praktijk met als doel emotionele (over)
spanning van de professionals te voorkomen en duurzame inzetbaarheid mogelijk te
maken. Naast individuele activiteiten om het welzijn te bevorderen zoals goede voeding,
slaap, sporten, spiritualiteit, en tijd doorbrengen met familie en vrienden, moeten de
verbeteringen vanuit de organisatie leiden tot het vergroten van persoonlijk voldoen-
ing, betekenis geven in het werkbare leven en daarmee werkbevlogenheid bevorderen.
Werk is een levensdomein geworden, waarin werknemers naast inkomensveiligheid
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belangrijke doelen willen behalen en persoonlijke ambities en waarden nastreven. Dat
betekent dat een individuele werksituatie het mogelijk moet maken om taken uit te
voeren die zowel persoonlijk belangrijk zijn als van waarde voor de organisatie. Het
verschil te kunnen maken in het leven van kwetsbare mensen kan precies die betekenis
en het doel geven aan de eigen inspanningen tijdens het werk, zodat het kan bijdragen
aan de toewijding van de werknemers.

Het is voor patiénten en hun naasten nooit wenselijk om in de onzekere wereld van de
IC-afdeling te verblijven. Echter, de negatieve impact van dit verblijf zou verminderd
kunnen worden als patiénten en hun naasten ervaren dat zij optimale kwaliteitszorg
ontvangen. Interventies in de context van persoonsgerichte zorg, waarbij respect, waar-
digheid, en empathie de belangrijkste kenmerken zijn, oefenen een positieve invloed
uit op de ervaringen van patiénten en hun naasten. Zorgverleners op de IC-afdeling
kunnen een cruciale rol spelen en het verschil maken in het leven en de ervaringen van
de patiénten en hun naasten. Werken op een IC-afdeling kan op een positieve manier
uitdagend en afwisselend zijn. Een verscheidenheid aan procedures die een beroep
doen op diverse technische vaardigheden, het vergroten van de medische kennis, het
verstrekken van emotionele steun, het verloop van intensieve behandelingen, en inter-
essante nieuwe interventies, kunnen invulling geven aan individuele werkgerelateerde
ambities en voldoening in het leven. Zowel uitgebreid inzicht in de ziekten en situaties
van de patiént, alsmede de evenwichtige discussies en daaropvolgende beslissingen,
kunnen betekenis geven aan het werk van de IC-professionals. Daarmee zijn er voldo-
ende mogelijkheden om te groeien en met plezier te werken. In hun ongevraagde rol
kunnen patiénten en hun naasten bijdragen aan deze vervulling. Over het algemeen
kan gesteld worden dat de IC-afdeling een inspirerende wereld is om in te werken. Laten
we dat zo houden en streven naar een gezonde en succesvolle werkomgeving.
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heid belangstelling voor mijn vorderingen. Dat heb ik enorm gewaardeerd. De interna-
tionale congressen, wat heerlijk was het om naast de educatieve sessies ook gewoon
gezellig te kunnen ontspannen. Natasja, Erica, Marjolein, Steven, Janneke, Trudi, Petra
en Kim, het was leuk om dit met jullie te mogen meemaken. Ik heb ook ondersteuning
gekregen van Legisa met praktische secretariéle tips en een fijn kletspraatje op onze
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werkplek, Els als agenda bewaker van aanvankelijk Jan en daarna Diederik, en Erna met
de informatie en organisatie vanuit de onderzoeksschool COEUR.

Trudi en Bert, mijn maatjes vanaf het eerste uur in familiegerichte zorg, bij jullie heb ik
ontzettend veel steun ervaren. Samen met Tamara, Jelle, en Jasper vormen we nu een
denkgroep om het beleid rondom persoonsgerichte zorg goed neer te zetten op de IC-
afdeling. Met jullie deel ik de interesse om dit beleid vervolgens concreet uit te werken.
Vivi,‘partner in crime’in het Sofia Kinderziekenhuis, jouw ongebreidelde geestdrift werkt
enorm aanstekelijk. Het is een genot om met je te klankborden over de lastige hobbels
bij het implementeren van familiebeleid. Nikk, jij hebt me laten zien dat out-of-the-box
denken tot prachtige resultaten kan leiden.

Alle kerngroep leden van stichting FCIC (Family and patient Centered Intensive Care), we
stonden samen aan het begin van een landelijke aandacht om de psychosociale impact
van een IC-opname te beperken voor de patiént en diens naasten. In alle opzichten een
bijzondere en inspirerende periode. Remy’s wijze woorden “Het zit allemaal al in je” heb-
ben me diep geraakt en waren een mantra in mijn eigen zoektocht.

Alle Raadsleden van de Verpleegkundige Raad VIP? en speciaal llse, Susanne, George,
Annelies, Karin, Marella, Lotte, en Jacqueline, we hebben hard gewerkt om te bereiken
waar we nu staan. Het was boeiend en leerzaam om dit proces met elkaar door te maken.
We zijn er nog lang niet, onze gemeenschappelijke stip op de horizon is ambitieus en
vooruitstrevend. Ik verheug me om dit met jullie verder vorm te geven.

Het redactieteam van VIP Science, Herma, Helen, lefke, Anne Margreet, Erwin, Marleen,
Tom, Marly, Tilly, Ina en Annet, het is een voorrecht om in gezamenlijke inspanningen
een wetenschappelijk tijdschrift voor verpleegkundigen van het Erasmus MC te maken.
Jullie flexibele inzet, waardevolle kopij ideeén, prachtige foto’s van collega’s, en eigen
initiatieven maken mij steeds weer super trots bij elke nieuwe editie.

Prof. dr. Jaap Verweij, hartelijk dank voor uw enthousiasme en steun in de positionering
binnen de organisatie en de wetenschappelijke bijdragen van de verpleegkundige
beroepsgroep. Dit heeft mij er persoonlijk van overtuigd dat er veel mogelijkheden zijn
om een win-win situatie te creéren.

Prof. dr. Jos Latour, beste Jos, je bent voor mij een van de inspiratiebronnen bij het
schrijven van dit proefschrift. In eerste instantie deelden we dezelfde passie om de
kwaliteit van de zorg voor ouders en naasten in een valide vragenlijst te kunnen meten.
Al tijdens jouw promotie dacht ik “Dat wil ik ook” omdat jij wetenschap en praktijk heel
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dicht bij elkaar brengt. Gaandeweg heb je mij veel waardevolle adviezen gegeven en
gestimuleerd om verder te gaan. Je deur staat altijd open, ook nu je in Plymouth je werk
voortzet. Jouw enthousiaste reacties zijn hartverwarmend voor me.

Prof. dr. Monique van Dijk, beste Monique, ook jij gaf mij een zetje in de rug. Mede
door jouw feedback kreeg ik het vertrouwen om mijn eigen cognities bij te stellen. Jij
hebt wetenschappelijk zorgonderzoek in het Sofia Kinderziekenhuis op de kaart gezet
vanuit jouw achtergrond als verpleegkundige en psycholoog. Daarin bewonder ik je. In
je nieuwe functie als eerste hoogleraar Verplegingswetenschappen in het Erasmus MC
hoop ik samen met jou te mogen bouwen aan een solide netwerk voor zorgonderzoek
dat stevig verankerd is in collegiale en interdisciplinaire samenwerking en verder reikt
dan de fysieke muren van het Erasmus MC. Het is voor mij een eer dat je jouw nieuwe rol
voor de eerste keer officieel vormgeeft tijdens mijn promotie.

Anne Margreet, we hebben al heel wat effectieve vergadermomenten in diverse clubjes
doorgebracht. Maar je hebt ook geluisterd naar mijn verhalen, het zuchten en de karak-
teristieke worstelingen van promoveren. Je kon uit eigen ervaring putten en mij moed
inspreken. Dat koester ik. Eveneens heb ik Erwin, Onno, Coby, Mirjam, Conny, Anneloes,
Erika, Gerard, en Wendy leren kennen als gepromoveerde onderzoekers vanuit de ver-
pleegkundige professie. Het was fijn om bij jullie een overeenkomstige gedrevenheid te
herkennen, deze verbondenheid bracht al meerdere mooie samenwerkingsverbanden
voort. Ik heb er alle vertrouwen in dat we ook in de toekomst nog vaak bij elkaar aan-
kloppen. Daarnaast heb ik veel intercollegiale ‘PhD-wetenswaardigheden’ uit kunnen
wisselen met Ineke, Zoran, Sandra, Mo, en Patrick. Jelle, jouw proefschrift was niet alleen
inhoudelijk, maar evenzeer in lay-out en opmaak, een prachtig voorbeeld voor mij.

Promoveren is een veranderingsproces, in mijn geval van verpleegkundige naar weten-
schappelijk onderzoeker. Aletta, jij hebt dit met jouw coaching vaardigheden in gang
weten te zetten. Diederik, jij hebt me het vertrouwen en de erkenning gegeven om die
transitie te kunnen maken. En Tamara, jij hebt mijn ontwikkeling gestimuleerd, gewaar-
deerd, en de ruimte gegeven. Je nam de tijd om echt te luisteren en in gezamenlijkheid
naar de toekomst te kijken. Daarvoor ben ik jullie zeer erkentelijk.

Aan het begin van mijn promotie traject dacht ik dat het schrijven van een proefschrift
analoog aan het lopen van een marathon zou zijn. Je stelt een ultiem maar haalbaar
doel, maakt een enigszins flexibel trainingsschema, volhard in de uitvoering daarvan,
en laadt jezelf mentaal op. Op de bewuste dag heb je steun van de mensen om je heen
en je eigen rituelen, dan ren je ongeveer vier uur ‘het snot voor de ogen’, en het is
klaar. Echter, dat bleek een vergissing. Het schrijven van een proefschrift is veel meer
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overeenkomstig met het lopen van twee Vierdaagse Marsen, zoals eerst Apeldoorn en
daarna Nijmegen achter elkaar. Je hebt een doel en focus nodig, prioriteren, tijdig je rust
nemen, pijnlijke blaarbehandeling doorstaan, en vooral steeds weer opnieuw opladen.
Ook de mensen om je heen hebben een lange adem nodig. Je neemt een voorbeeld
aan andere, op het oog meer geoefende, wandelaars, en loopt misschien een stukje
samen op. Ergens onderweg vindt er een omslag plaats in je hoofd. Precies die transitie
bracht mij nieuwe inzichten in mijn eigen promotieproces toen ik in de wereld van het
wandelen stapte.

Er zijn veel mensen om mij heen, niet direct aan dit proefschrift gerelateerd, die een
plaats innemen in mijn leven. Misschien het minst zichtbaar, maar eigenlijk het meest
belangrijke deel om waardevolle verbintenissen aan te gaan en betekenis te geven.

Mijn vrienden en familie, die ik niet bij name ga noemen, jullie zorgden voor een wel-
kome afwisseling in de vorm van een etentje, een lunchafspraak of een gezellige avond
samen. Maar ook een kort berichtje, bemoedigende woorden, verdiepende gesprekken
en onverwachte ingevingen gaven sjeu aan het schrijven van dit proefschrift.

Mijn body-balance maatjes, Irene, Mary, Daniélle, Anja, Annemiek, Irma, Veronique, An-
net, Silvia en alle anderen, wat een energie heb ik steeds weer op mogen pakken tijdens
onze wekelijkse lessen. In de “Sun salutation”, de “Warrior” en de “Triangle” bijvoorbeeld,
kon ik de rust vinden om mijn gedachten los te laten.

Alle muzikanten van de Politie Harmonie Vereniging in Rotterdam, wat een warm wel-
kom heb ik recentelijk mogen ervaren na vier jaren van afwezigheid. Ik ben vast van plan
om nog een hele tijd mijn steentje bij te dragen op dwarsfluit en het plezier te ervaren
van samen muziek maken.

En niet te vergeten, Dik". Op zijn onnavolgbare manier heeft hij ervoor gezorgd dat ik
startte met de studie Gezondheidspsychologie. Ik begreep niets van de ‘Existentiéle
fenomenologie’ en het ‘Symbolische Interactionisme; waar hij vanuit de sociologische
wetenschap zo veelvuldig met mij over sprak. Een soortgelijke kennis, maar dan toege-
past op één persoon of kleine groepen, wilde ik mezelf graag toe-eigenen. Zonder hem
zou ik niet diegene zijn die ik nu ben.

Lieve Paul en Nel, ik heb het getroffen met zulke warme en behulpzame schoonouders.
Fijn dat we dit kunnen delen.
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Liefste pap en mam, jullie hebben mij mede gemaakt tot de persoon die ik nu ben. Alle
energie en tijd die jullie zowel in mij als in mijn zus hebben gestoken ten tijde van de ba-
sis- en middelbare school werpt zijn vruchten af. Hoe trots zou mijn vader®, Jan, geweest
zijn op zijn dochter. Ik kreeg van hem mee hoe belangrijk en leuk het is om te blijven
leren, en de onderzoeksgeest om naar oplossingen te zoeken in een lastig vraagstuk.
Maar vooral ook de eigenwijsheid om mijn persoonlijke ideeén te volgen.

Lieve Nanny, je hebt me gestimuleerd op eigen benen te staan, verantwoordelijkheid
te nemen voor mijn eigen groeipad, en vooral geleerd om ook met tegenslagen om te
gaan. lk zal nooit vergeten dat ik als tiener een prachtige eigenhandig gebreide trui, na
een week van intensieve arbeid, moest uithalen omdat ik letterlijk ergens een steekje
had laten vallen. Het schrijven van dit proefschrift leek daar soms op. En ook: “Morgen
is er weer een dag’, maar dat heb ik niet altijd kunnen volhouden. Je hebt steeds
belangstellend mijn vorderingen gevolgd, en jouw gedachten en ervaringen met de
gezondheidszorg onomwonden gedeeld. Mam, je bent geweldig.

Lieve, lieve Arie, het waren vier prachtige jaren. En meer hoef ik niet te zeggen, jij weet
als geen ander wat het voor mij betekent!

Je hebt de zelfgekozen rol als “Opper-mopper-incasseerder” met verve op je genomen.
Ook gaf je mij binnen onze relatie alle tijd en de ruimte om te groeien en de dingen
te doen die ik nodig vond. De kruisbestuiving met jouw vakgebied was voor mij van
onschatbare waarde, en de figuren in dit proefschrift had ik nooit voor elkaar gekregen
zonder jouw input. Wij weten beiden, er zullen steeds weer nieuwe uitdagingen op mijn
levenspad komen. Ik ben ontzettend blij dat jij naast mij over die weg wandelt.
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This thesis explored the emotional challenges in ICU practices

from two perspectives. STAYING and WORKING in the ICU can

be two sides of the same coin; patients and their relatives on
the one side and healthcare professionals on the other side,

are strongly connected to each other.

Staying in the uncertain world of the ICU is never desirable for
PATIENTS AND THEIR RELATIVES; however, the negative
impact of this stay might be diminished if they experience
receiving optimal and quality care. Interventions that focus on
person-centered care and encompass respect, dignity, and
empathy, will have A POSITIVE INFLUENCE on the users’
experiences. Healthcare providers in the ICU may play a
crucial role and make a difference in the lives of the patients

and their relatives.

Although it should be emphasized that working in the ICU can
be inspiring and pleasurable, it is essential to take care of the
PROFESSIONALS and their emotional balance while working.
An ICU is increasingly complex and physically, cognitively and
emotionally demanding for the professionals, which might
lead to distress while working. Occupational well-being is
originally accompanied by feeling energized, focused, and
optimistic. In their unsolicited role, patients and their
relatives may contribute to this fulfillment of well-being.
Overall, the ICU is a motivating world in which to work. We
should keep it that way and strive for a HEALTHY and
SUCCESSFUL working environment.



