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Abstract
Aim: First, 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. 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 quality 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: Quality 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

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 [1–3]. So called
“paternalistic healthcare” focuses on an ‘I know what is
the best for you’ approach, whereas person-centered care
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emphasizes an equal relationship with the patient and a
holistic approach that can be summarized as ‘What can
I do to improve your health?’ [4]. It is therefore essential
to involve the individual as an active partner in professional care and treatment [5]. 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
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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) [6–9]. 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 support [10]. 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, individualizedcare, or family-oriented care, are used interchangeably
[4, 11–13]. The central objective of all of these concepts
is the inclusion of the persons’ individual experiences to
preserve or improve the quality of care [14, 15]. 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 et al (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” [4, 16]. 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 [15]. This shared decision making might be
burdensome for relatives as well. The importance of
clear communication in a timely and understandable
manner to the person being treated and their relatives,
might support the coping 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 [13].
Professionals can support the relatives discussing on
general information, talking over possible emotional and
cognitive consequences, recovering from a delier 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.
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Because the patient’s survival has priority, personcentered 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
[10, 17]. This feedback might increase satisfaction
with healthcare and the assessments of the overall
quality of care in the ICU [13, 18, 19].
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, individual, respectful and empowering [13]. 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 professionals 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 [13].
Compassion

Another key concept in person-centered care is compassion [20, 21]. Compassion is a relational 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 [22]. It can be described as the sensitivity to
another’s pain, concerns or distress coupled with a deep
desire taking action to ameliorate them [3, 22]. A compassionate attitude requires 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’ [23]. However, healthcare professionals
trying to alleviate that pain, should not claim ownership.
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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 [24, 25]. 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 hospital 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 ‘Einfühling’ [26]. 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
[27]. 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 [26]. Empathy covers
three dimensions [28]: 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 [29].
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 [30]. 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 cognitive awareness
and imaginative perspective taking of others in contrast to
the two-sided sharing of affects [31].
Studies in neuroscience have explored brain regions
related to empathy [29]. 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 [29]. 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
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when seeing animated pictures of needles being inserted
into the human body [29]. 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” [32].
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 [33, 34].

Case presentation
Joined initiative

Citation: “Last year, my father was acutely admitted to
the ICU with a septic shock, resulting 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” [35].
Relatives can become confused and anxious due to
the stressful environment of the ICU [36–38]. The
admission into the ICU may have physical, cognitive,
and psychological consequences 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 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 [18, 39]. It is important to involve all disciplines,
including nurses, physicians, social workers, chaplains,
psychologists, quality advisors, and a clinical ethicist, in
this process of person-centeredness in the ICU.
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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, I needed some time to
react. The ICU period has more impact on daily life than
you can think of. Powerful, all of us together!’ [40].
Best practices in the support of ICU patients’ relatives
in three hospitals in the Netherlands enables the sharing
of the successful ICU quality improvements with colleagues at national symposia. Other organizations have
similarly implemented several evidence-based interventions [17, 41–44]. 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
communication platform was lacking.
The original joint initiative also provided an impetus
to the development and implementation 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 fieldexperts 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 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 I loved so dearly.
Grief over the critical days in the ICU of which I know
only from hearsay, about the bewildering and scary
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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. I gave way to it,
knowing I need time to shed all those tears and to bury my
grief with love and tender care. Again, I 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” [45].
Recently, Post Intensive Care Syndrome (PICS) has
been recognized as a syndrome to emphasize the long
term consequences of admission into the ICU [46, 47].
In addition to challenges in recovering from the underlying critical illness 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 [15]. 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 patientexperts. 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 ‘voICe’ for intubated patients [48], the general support
app ‘MyICU’, which serves as a communication tool to
better engage ICU patients and family members in decisions [49], and the webportal ‘IC Portal’ in which relatives
and family members receive tailored information, can
keep a journal, plan visits, and request family conversations [50]. These 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 accessible, 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 personcentered care.
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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], I was in a nowhere bubble with no past, present,
future, or hope. I could only imagine what their world
was like not being in my condition. I knew nothing and
felt I was being told nothing and it was the lowest I have
ever felt. But then my physical therapist introduced himself with an everyday greeting and his name. I was here,
and I was real, and I 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 I 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” [51].
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-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 personcentered care require a multidisciplinary cultural change,
that is broadly supported by all professionals [4, 52].
Too much compassion might upset healthcare providers emotionally, sometimes leading to burnout and
compassion fatigue [53, 54]. This process, in turn, can
lead to professionals ultimately leaving their job and
influence society via lost economic investment [55]. A
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concept at the other end of the spectrum is
dehumanization, or deindividuation [56]. This process
emphasizes the need of caregivers to regulate the negative emotions linked to human suffering, deterioration,
and dying [57]. Subtle dehumanization of patients may
be a protective mechanism with which professionals
cope with negative and devastating inhuman situations
[58]. 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 report,
dehumanization refers to an unconscious cognitive functioning, a manner in which humans’ evolved minds
interact with the social practices and functional requirements of hospitals [57]. 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
[59]. Although dehumanization 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 [60], refers to the motivation to
care for persons in need [61]. 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 cortex [62]. According to
Decety et al. (2014), the patterns of neural response is
highly flexible and can be modulated by a number of
contextual, cognitive, social and interpersonal factors
[61, 62]. For example, the neurophysiological response
to the perception of another person’s pain involves significantly less arousal in brain areas in physicians than
in non-physicians. Therefore, not feeling patients’ misery
might be a natural, unconscious coping process in
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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 clinical 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
[29, 33, 34]. 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 support is a valuable contribution to
person-centered care.
Both compassionate caring as well as the all-encom
passing process of dehumanization might have negative
consequences for ICU professionals themselves; therefore, supportive 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 [10, 63]. The most important factor might be an
open communication to explore emotional experiences
among the professionals. 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 personcentered 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 alleviate 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 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.
Abbreviations
FCIC, Foundation Family and Patient Centered Intensive Care; ICU, intensive
care unit
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