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To my family that planted my roots, nurtured
me, and guided me upwards; and to my
family that nourishes and grows me yet.



Foreword

Margaret Atwood once wrote [1]:

I would like to give you the silver
branch, the small white flower, the one
word that will protect you

from the grief at the center

of your dream, from the grief

at the center. I would like to follow
you up the long stairway

again & become

the boat that would row you back

In the ICU, we enact these beautiful metaphors hourly—trying to pull patients
back from the sadness and sometimes horror of death and suffering.

In doing so, we increasingly partner deeply not just interprofessionally but with
patients’ families. This partnership involves an often unnatural intensity, and an
interdependency that can develop within minutes and hours. That interdependency
evolves as we work to save the patient’s life or to recognize that it is not within our
power to save—or that the patient would not want their life saved at the cost that
must be imposed by our limitations.

Partnership at this level requires honesty and frankness. It means understanding
what our partner can do at any given moment, but also what cannot—ought not—be
asked of them.

This is a book to help us, as clinicians, understand what our patients’ families
may experience. It provides us a set of tools to understand the ways in which the
ICU experience can reshape—and, yes, can deform and scar—family members. It
can help us understand the ways in which the ICU experience may limit a family’s
ability to be their best self. It can help us learn what our partners are going through.

The authors of this book provide insights into what we may be doing that might
make things worse for our partners, the families of our patients. They demonstrate
that there are pervasive system issues that at best benignly neglect the needs of fami-
lies—but sometimes may not be so benign.
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viii Foreword

The authors teach us paths forward, from broad philosophies of care to simple
tips for engaging the family in bedside physical therapy. They suggest ways in
which we can more effectively partner with families to transform critical care. There
is much to learn here, and I hope dog-eared copies of this book will be found at ICU
work rooms and nursing stations for years to come.

Ann Arbor, MI, USA Theodore J. Iwashyna, MD, PhD
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Preface

After 12 days at my mother’s bedside, I had reached the end of my rope, physically
and emotionally. She’d had three craniotomies and was spiking a fever, and the
neurosurgery resident arrived to perform the lumbar puncture. I walked out of her
room in the intensive care unit (ICU), trying to figure out how to hold back the sobs
welling up inside me. “Would you like a cup of coffee?” a nurse asked. It wasn’t
long before a Styrofoam cup of burnt, terrible machine coffee steamed in my hand.
It was the greatest cup of coffee I had ever tasted.

That moment was miraculous even as it was unremarkable. A wise and caring
nurse had reached out to a fellow human being who was suffering and poured a
helping of pure and selfless kindness. This small act helped me more fully under-
stand that while the hurt of families in the ICU was deeper and more jagged than I
had realized, the power of a simple gesture of support and kindness was more pow-
erful than I could have imagined.

My mother returned home a week later to begin her recovery. However, when [
came back to the ICU, filled with gratitude, I brought with me an awareness that
changed the way I viewed every facet of critical care. Now as I look at family faces
in the waiting rooms, it reminds me of being there as a loved one—nauseous from
days of junk food, bleary from sleep deprivation, and distraught and exhausted from
the whirlwind of it all. Seeing them takes me back to being at my mother’s bedside,
anxious and waiting for cardiologists, cardiac surgeons, neurosurgeons, and ICU
physicians. It was a raw epiphany that opened me to a truth I could now personally
understand and relate to the feelings of those sitting across from me. I could no
longer cloak myself in a white coat to escape the now-obvious truth that if I were to
truly care for critically ill human beings in their totality, I owed their loved ones the
same dedication I was giving them.

This realization brought to mind the words of the Chassidic philosopher Rebbe
Nachman of Breslov [1]:

As the hand held before the eye conceals the greatest mountain, so the little earthly life

hides from the glance the enormous lights and mysteries, of which the earth is full, and he

who can draw it away from before his eyes, as one draws away a hand, beholds the great
shining of the inner worlds.
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X Preface

The science of today’s ICU medicine is dazzling. We practice in a fortunate era,
using technology and evidence to take better care of our patients than any time in
history. At the same time, it’s easy to lose sight that this is a human endeavor. Those
for whom we care are individual souls, not bags of organs and collections of mala-
dies. They and their families have entrusted us with this most precious thing, their
very being. To save lives and ease suffering, our minds and efforts make our work
in the ICU the highest calling. But kindness must be integral to this, elevating it
from the noble to the sacred. We then illuminate the world around us.

For those of us in healthcare and research whose lives have been touched person-
ally by critical illness, we are transformed. We want to see the ICU made human,
not only for our patients and their families but for ourselves as well. But this
endeavor requires more than just good intentions.

Our first task is to recognize that families are suffering with their loved ones in
the ICU. But this, in and of itself, is not enough. We need to know how this suffering
occurs and how it impacts their abilities to advocate and make the often difficult
decisions frequently encountered in the ICU. Only then can we best create and
assess the potential interventions that might support and guide them. Then will
come the changes in the way we engage and work with families.

This book seeks to do these things: for us to describe what families are going
through, what mechanisms may be driving their suffering, how we rise up to this
great and noble challenge now, and how we may continue to rise up to meet it.

Baltimore, MD, USA Giora Netzer, MD, MSCE
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Chapter 1
An Introduction and Overview of Why
Families Matter in the Intensive Care Unit

Check for
updates

Giora Netzer

Defining Family

Ab ovo, please note that the term “family” is defined and used inclusively to reflect
what makes us human and wonderful. The definition for family used here and
throughout this book is that used by the Society of Critical Care Medicine’s 2017
guidelines on family-centered care [1]:

Family is defined by the patient or, in the case of minors or those without decision-making
capacity, by their surrogates. In this context, the family may be related or unrelated to the
patient. They are individuals who provide support and with whom the patient has a signifi-
cant relationship.

Thinking About and Naming the Challenge

Traditionally, we have viewed the task of engaging families in the ICU as one of
communication. This model emphasizes the need to improve our efforts at commu-
nication (the transmitter) but assumes the existence of a normally functioning
receiver (the families). Observational data make a clear association between the qual-
ity of perceived communication and families’ psychological state, including anxiety,
depression, and post-traumatic stress disorder (PTSD) [2-5]. However, early, multi-
center studies employing the logic of increased communication with families all
failed to improve families’ or their loved ones’ outcomes [6-9]. Superficially
addressing one symptom of a complex pathophysiology was not going to cut it.

G. Netzer

Division of Pulmonary and Critical Care Medicine, University of Maryland
School of Medicine, Baltimore, MD, USA

e-mail: gnetzer @som.umaryland.edu
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2 G. Netzer

Broadly, families living the nightmare of their loved one being close to death are
barraged with high-intensity emotions. They are stressed, anxious, and depressed
[10, 11]. Many have PTSD before even leaving the ICU [12]. Sleep deprivation
further torments them [13]. Unable to process these insults, they may turn to mal-
adaptive coping, further exacerbating their suffering [14]. Thinking about the pos-
sible death of their loved ones further deteriorates their social problem-solving
skills [15]. Presented with data, they suffer the same biases we all do in daily life but
now with greater consequences [16, 17]. As they gather together, families grapple
with the agonizing process of having to speak for their loved one in a unified voice,
despite often being wracked by disagreement [18].

The challenges faced by families after their ICU stay, caring for survivors of
critical illness or mourning their loss, was defined in 2012 [19]. This definition rec-
ognized the psychological morbidity incurred during the ICU course on family
members as they returned home. However, the suffering of families while still in the
ICU was not discussed (speaking with Judy Davidson, it seems the authors intended
it to encompass both during and after the ICU; if I encroached inappropriately on
this term, [ am truly sorry). Additionally, what family members experienced seemed
to extend beyond just suffering described in this syndrome, to also include obstacles
to cognition, threatening their ability to advocate and care for their loved ones.

We termed this constellation the Family Intensive Care Unit Syndrome (FICUS)
(Fig. 1.1) [20]. While FICUS may not have been the catchiest acronym, we hoped
to capture the symbolism of the Ficus carica, the fig tree. Just as illness and suffer-
ing are shared by all people, the Ficus tree plays an important role across the world’s

Personal and Family Conflicts
Trying to avoid family strife

Feeling responsible for death of loved ones
Incorrectly predicting end of life wishes
Regret

Cognitive Bias
] Optimism bias

Base rate bias

Maladpative Reasoning

Learned helplessness
Disengagement from decision-making \

High-Intensity Emotions
Overwhelmed cognitive processing —>
Decision-making not reflective of patient values

Encoding bias
Sleep Deprivation / \ Anticipatory Grief
Cognitive blunting Worsened problem solving

Reduced quality of e Depression

Family ICU Syndrome
(FICUS)

Fig. 1.1 Family ICU syndrome conceptual model. (Reprinted from Netzer and Sullivan [20] with
permission of the American Thoracic Society. Copyright © 2018 American Thoracic Society. The
American Journal of Respiratory and Critical Care Medicine is an official journal of the American
Thoracic Society)
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religions, from its multiple appearances in the Pentateuch and New Testament, to
the Quran (including Sura 95, “The Fig”), and to Buddha’s enlightenment under the
Bodhi tree (itself a fig).

Harnessing the Best of our Human Instinct

At the time, putting these thoughts to text, the task seemed overwhelming. I looked
at prior negative studies that worked to support families, the enormous hurt of fami-
lies, and I sometimes despaired. But being at the bedside, caring for patients in the
medical ICU, and meeting with their families reminded me of the most important
variable, though perhaps the hardest to measure: love.

It’s said that more than the calf wants to suckle, the cow wants to nurse [21]. A
parent’s instinct is to give. Families have a natural instinct to protect those they love
[22]. They ask us what they can do to help [23]. The first time I read Judy Davidson’s
theory of facilitated sensemaking, I was simply struck; this approach both encour-
ages and nurtures the instinct to give. By communicating with and caring for fami-
lies, valuing their presence, and engaging them in bedside activities, we help them
to make sense of the situation and their new role [24].

Previously, I had felt uneasy as I tried to reconcile my two worlds. Outcome-
driven medicine was the thesis; all efforts should be directed toward rigorously tested
processes that improve outcomes. The antithesis, in my mind, was my humanistic
concern for families and their well-being. But as data accumulated, engaging families
at the bedside was very clearly recognized as the synthesis. Doing so both improved
the families’ lot while helping their loved ones do better clinically (Fig. 1.2).

Synthesis:

Family-centered care is an integral component
of best care

Fig. 1.2 Family engagement: synthesizing the best in ICU care and caring
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Family Engagement Improves Patient Outcomes

In short, putting families to work helps our patients while simultaneously bringing
meaning and coping to the families themselves. For example:

e Families can increase rates of early mobilization, reducing the length of mechan-
ical ventilation and ICU length of stay [25, 26].

e Liberalizing family presence at the bedside reduces ICU delirium [27].

e With families joining bedside rounds, ICU throughput improves [28].

e When parents participate in care in the neonatal ICU, their infants gain more
weight and are more likely to breastfeed at discharge [29].

e Families participating in care have reduced anxiety levels [30].

e Families can keep an ICU diary, reducing their loved one’s PTSD symptoms
[31].

e Families are far more effective at detecting errors and adverse events than hospi-
tal safety systems [32].

We Need Families for the Health of ICU Survivors
and of our Community as a Whole

As Jack Iwashyna predicted, survivorship is indeed the defining challenge of critical
care in the twenty-first century [33]. A large proportion of ICU survivors require
family caregiving for the activities of daily living [34, 35]. Moreover, families are
key determinants in whether the physical limitations incurred during critical illness
result in disability [36]. In one example, the support provided by families, both
instrumental and emotional, is significantly associated with the degree of recovery
after stroke [37]. In the United States, (conservatively) 200,000 older survivors are
our neighbors [38], not even counting younger survivors. Given the role that fami-
lies play in caring for our ICU patients after discharge and modifying their post-ICU
trajectories, as ICU clinicians, we must recognize that caring for families in the ICU
is caring for the community itself [39].

Family Engagement Is Good for Us as a Healthcare Team

While we embrace the ICU for its energy and excitement, burnout is a significant
problem among ICU providers [40]. When families are unsupported, conflict is
more likely; that conflict, in turn, further increases burnout risk [41, 42]. As Joe
Bienvenu points out [43], an intervention of targeted communication with families
reduces staffing burnout as well [44]. In this sense, engaging families may benefit
us as much as it does our patients and their loved ones.
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This Book as Springboard

Critical care medicine is a relatively young specialty. Our focus on family-centered
care and the science of what happens to families in the ICU is even younger. In col-
lecting ideas for this book, I am honored that this dynamic group of contributing
clinicians, families, and researchers has created a nidus for further thought, debate,
and research. It’s my hope that these pages also provide both better understanding
and care for our patients’ families in ICUs today. This approach to care is a win-
win-win for our patients, our patients’ families, and ourselves.
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Chapter 2
Family Voices from the Intensive Care Unit

Check for
updates

Eileen Rubin and Sal Colianni

Eileen Rubin, JD, is an acute respiratory distress syndrome (ARDS) survivor and
founder of the ARDS Foundation, the largest critical care patient- and family-
advocacy organization. She has worked to increase ARDS awareness among the
public. Her activities include providing a patient voice and leadership in the
American Thoracic Society and the Society of Critical Care Medicine, contributing
to national guidelines, and engaging in Patient-Centered Outcomes Research
Institute-sponsored research.

It is difficult to think of the intensive care unit as anything but an awful place. It
is traumatic for patients and it is traumatic for their loved ones. No one asks to be
there; for patients, it is because they are critically ill, and for families, it is because
their loved one is so sick. Most people are unfamiliar with protocol, procedure,
terminology, and proper behavior. I have experienced being both a critical care
patient and also a family member of a critical care patient. In 1995, when I was
33 years old, I spent 9 weeks in the hospital with acute respiratory distress syn-
drome, a syndrome that causes widespread inflammation in the lungs as well as
many other medical complications. At the time I was in the ICU, ARDS had a mor-
tality rate of over 50%. Of those 9 weeks in the hospital, 8 were on the ventilator and
4 were in the ICU, mostly in a drug-induced coma. And in 2011, my father found
himself in another ICU, diagnosed with acute lung injury. Though my parents and
siblings were familiar with having a loved one in ICU, I was not. I knew right away
that being on the other side of the bed was a completely different experience than
being a patient, and even though there are many similarities, there are a tremendous
number of aspects that make it more difficult, frustrating, and completely
overwhelming.

E. Rubin (24)
ARDS Foundation, Northbrook, IL, USA

S. Colianni
Philadelphia, PA, USA
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In October, 2011, my father, 77 years old, had terrible ear pain. He was flying
home from Florida the next day, so he visited the clinic at the pharmacy, where they
said his ear was clear. Over the next few weeks, his ear and throat pain continued to
worsen; he developed a constant cough and grew weaker. Multiple physician visits
did not yield a diagnosis. Three trips to the emergency room and two inpatient
admissions followed. A diagnosis of interstitial lung disease was entertained, and he
was discharged home on steroids after the second hospitalization.

By Thanksgiving Day, he was in terrible condition, so weak he was barely able
to stand. During the holiday weekend, someone always needed to be with him.
Then, on Monday morning, my father sat up on his bed at 5:30 am and said twice,
“I cannot get up.” My mother tried to help him but he slid right down the side of the
bed. Paramedics took him to a local stroke center.

In the emergency room, we were frustrated by the delay in administering aspirin
that was ordered after his electrocardiogram. The decision was made to transfer my
dad to another hospital in the network.

My father was taken by ambulance to and admitted into the other hospital’s
intensive care unit. My father was in the ICU for about 3 1/2 weeks. The ICU was
an open one, without visiting hours. Family was able to come and go freely. Shortly
after admission, the ICU staff became familiar with our family. They were helpful
and friendly. When we met the attending intensivist, unfortunately, he was cold and
aloof with my father, my mother, and our family. We felt he was not very forthcom-
ing with information and that we were bothering him when we asked questions. By
later in the week, his attitude changed and we felt more comfortable with him in
charge of our father’s care. His attitude seemed to change as my father’s condition
grew worse. From a former patient perspective, it was unfortunate that my father
was unable to view this physician as a kind man, generously offering information
with a more gentle attitude.

The nursing care was excellent. The nurses were kind and attentive, answered
questions, and tried to make us as comfortable as possible. Nurses always intro-
duced themselves to my father and to family. They answered questions, answered
the call button quickly, and reacted to any situation appropriately. There was also a
continuity of nursing care, as often my father had the same nurses on different days
and most nurses worked 12 h shifts, long enough for us to get to know them and for
them to get to know us. From a family perspective, the nurses seemed to have a
vested interest in the care, comfort, and survival of my father.

They knew he had pneumonia but the antibiotics and steroids were not working.
He had to have a procedure done involving his lungs and his heart. The day before
the procedure, two of the doctors sat in a private room with my mother and now, as
my sister had flown in from Arizona, all four of my father’s children, and they thor-
oughly explained the two-part procedure to us. They answered all of our questions
and took as much time as we needed to repeat explanations. Although we were very
worried, we felt comfortable with the surgeon and intensivist from the floor, who
would also be present at surgery as they removed some of the uncertainty family
feels when a loved one is going into surgery. The next day, after seeing my father off
to surgery, our family waited in the surgical waiting area. Because his surgery took
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longer than anticipated, we asked that his status be checked, which was done with-
out complaint. A diagnosis of cryptogenic organizing pneumonia was made.

My father’s condition seemed to be getting worse. His voice was raspy and he
was desperate to leave the hospital. He kept saying, “They are trying to kill me, get
me out of here!” When I told him that I could not take him out, he said with anger,
“You’re a lousy daughter!” He told he to call my older brother for him, which I did.
On the phone, he begged my older brother to come to the hospital and take him
home, repeating to him that “they were trying to kill him!” My father also kept ask-
ing my mother and sister to get him out of the hospital. He never asked the nurses,
but of course, in his state of delirium, he felt that they were in on the plan to kill him.
The time when a patient is experiencing this sort of delirium is one of the most
upsetting times for the family. It seems like there is nothing we are able to do to
make anything better for my father. Because we could not give in to his demands,
he reacted with anger and frustration. During this time, my father also had moments
of pure sweetness, which happened when he told my sister, “Tell Mom when I get
out of here, I am going to marry her!” But the other moments were so disturbing and
felt so real. We could see his anxiety, his fear, and his frustration.

If there were any suggestions of how we could help him through this time, we
were not given this information. But we felt that doctors and nurses were doing
everything that they could, adjusting medications and trying to make him more
comfortable, to lessen the delirium. When my father was reintubated again, it felt
like a relief. He was again deeply medicated and no longer able to talk. As a former
patient, I recall vividly the time when I was suffering from delirium. I remember not
only how I felt but also how upset my family was, fearing I had suffered from brain
damage. I also knew that there were two family members who saw me during that
time who could never come back to visit me in the hospital afterwards because of
how terrible I looked. When my father was intubated again, I felt extremely guilty;
admittedly I felt a strong sense of relief but at the same time, the feeling of guilt was
overwhelming.

The following day, they extubated him again. All day though, my father was
declining. Later that day, we were told that he was losing blood, and, at some point,
a nurse told us to go to the waiting room. My brothers showed up and all five of us
waited for hours without information. In a small, private room to talk, three doctors
told us that my father had already gone through eleven units of blood and they felt
that surgery was the only option. They also said they did not believe that he would
survive surgery. We saw our father for a few seconds before he was taken to surgery.
We waited in the ICU waiting room for 5-6 h. The surgeon who performed the
original surgery spoke to us. He admitted that he must have done something during
the original surgery to cause the bleeding. He was very honest and comforting to our
family and we had no anger or animosity.

The days after that surgery were among the most difficult for us as a family. We
all had to forgo sleep, meals, showers, our work responsibilities, and our own
spouses and children for days. But from that day forward, we started to see an
improvement in my father. He was started on large amounts of steroids. A few days
later, when they were getting near the time to extubate him, they told us that he had



12 E. Rubin and S. Colianni

been receiving different medications and hopefully his delirium would be reduced,
which it was. He spent another week in the ICU, a total of about 3 1/2 weeks, and
was stabilized, extubated, and moved to a cardiac step-down unit. From there, he
spent 2 more weeks in the hospital inpatient rehabilitation.

During the time in the ICU, my father’s survival was a constant concern for his
family. We worried that he was uncomfortable. We also felt exhausted all the time.
We could not sleep but we were never fully alert. My mother, when she ate, had
every meal in the hospital, often in my father’s hospital room. Sometimes, she had
a meal in the waiting room. Occasionally, she went down to the hospital cafeteria.
The rest of us often missed meals or ate fast food and, likewise, had too many in the
hospital. Prior to discharge, the staff at the hospital arranged for him to see a visiting
nurse, a physical therapist, an occupational therapist, and a speech therapist at
home, which was extremely helpful.

My mother stopped working while my father was sick. She had a part-time job
as a travel agent. My sister, a public defender in Arizona, took off time from work
and flew into town to stay while my father was ill. I was working part time as a
criminal defense attorney and did not work during this time. My older brother, a
busy real estate attorney, cut his hours drastically, coming to the hospital several
times within a day. My younger brother, an executive at a real estate company and
also an attorney, also cut his work hours drastically and was at the hospital several
times each day as well. My father, who managed real estate properties, was unable
to work and therefore, both my brothers needed to attend to his work during and
after his hospitalization.

The expenses associated with a loved ones stay in ICU are beyond just the park-
ing expenses. For our family, with four or five cars coming from different locations
at different times each day, they began to add up. The ICU vouchers to reduce the
parking rate helped a bit. Also, after discharge, my mother needed help to care for
my father at home. This cost for a home health aide was $200 a day, for 9 days.

After discharge, my mom’s new role was as a constant caregiver. She was unable
to go back to work because she needed to be home all the time. Since my father
was older, his recovery was slow. Family members and friends would come over to
visit and also give my mother a break, but the reality was that all of the responsibil-
ity of being a caregiver fell on her. She had to schedule and make sure that my
father was ready for his therapy appointments. She had to keep track of all of the
medication that he was taking, including what to take, the time, and amount of
medication. She also was responsible for filling and refilling medication. It was her
responsibility to schedule and get my father to doctor appointments after his hos-
pitalization. In addition, she had to make sure that the house had the types of foods
that my father could eat, since he was on a specific diet after his hospitalization. At
night, she always worried if he needed to get up to use the bathroom. Would he be
able to get up? Would he fall? She knew she would be unable to get him up if that
happened.

After spending 7 weeks in the hospital, 3 1/2 of them in ICU while my father was
ill, my family believes that ICU clinicians talking to the patient’s family should
provide as much information as possible, along with full explanations of medical
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procedures, equipment, terminology, and the diagnosis. Even when a family thinks
they know what is going on, they should make sure they actually understand every-
thing. Many people describe themselves during this time as feeling like a deer in
headlights. They might appear to comprehend what is happening, but in reality, all
of the information being offered is mixed in with all of their anxiety, concern, fear,
and uncertainty. And as the days go on, their mind is also affected by a lack of sleep,
lack of a proper diet, mounting stress, and all of the other responsibilities they need
to attend to but no longer can. Sometimes caregivers do not go home, even to shower
and take their daily medications.

Having information makes it easier for the family to cope with their loved one’s
hospitalization. To be kept in the dark is never good, even if the news is not good
news. Clinicians should also be more sensitive to what a family has been through,
especially when dealing with prior hospitalizations or experiences with medical
professionals, that led up to the ICU admission. In our family’s case, there were four
bad experiences where my father was put through a revolving door of hospitaliza-
tions, treated enough to go home, but he never received a diagnosis and continued
to deteriorate. During these earlier visits and hospitalizations, doctors seemed to be
putting a Band-Aid on a bullet wound in order to discharge him. Those prior experi-
ences definitely affected our family, even when facing new doctors in the ICU. We
approached with greater apprehension and uncertainty.

Finally, even though my father’s ICU staff was overall excellent, those same doc-
tors, nurses, and others often spoke about medical issues in front of my father. They
only called our family out of his presence on two occasions to have a conversation.
Even if a patient is in a medically induced coma, medical staff should never have
these discussions about the patient, that do not include the patient, in front of the
patient. No one can know the effect conversations like that have. Patients need to be
treated as people. Clinicians should always remember that when they are walking
into the ICU, they are going to work. When a family walks into the ICU, they are
walking into the unknown. This environment is foreign to them and is filled with
uncertainty, anxiety, and fear. But working together, the ICU can be a more comfort-
able place for patients and families alike.

In 2012, Deb Colianni developed pneumonia that progressed to the acute respi-
ratory distress syndrome (ARDS). She was intubated and received mechanical ven-
tilation, also requiring neuromuscular blockade for 21 days. Additionally, she
required hemodialysis for treatment of acute renal failure. She and her husband,
Sal, have shared their story and have also contributed to the Society of Critical
Care Medicine’s 2017 Guidelines for Family-Centered Care.

Deb was away for a few days at a college graduation at Johns Hopkins in
Maryland, with family and friends. When she returned home, she was very tired and
exhausted and thought it was her fibromyalgia acting up. This was a Saturday and
Deb stayed home from work for the week, which wasn’t unusual as it’s happened
before. The week progressed, she was not feeling any better, and we started thinking
that maybe this was something more serious. On Sunday morning Deb woke up
feeling very weak, unable to walk, and seeing things and colors; we immediately
went to our local hospital.
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When we arrived at the emergency room, the nurses were going through the
questions as to what was going on. As soon as they took her blood pressure, it was
50/30 and it was evident that this was very serious. They immediately rushed her
into an examination room, where the doctors started doing all sorts of tests. They
diagnosed her with pneumonia and found that one of her lungs collapsed, and the
other not doing well. She also was in renal failure. This was a very long agonizing
day. They admitted her and we had to wait until the next morning for a bed in the
ICU dept. She was in the emergency room for over 12 h. When we finally got a
room, they had to put her on a ventilator and started constant dialysis. The meds
they were giving her were not working and she was failing rapidly. We didn’t leave
her side and slept at the hospital; when we saw the lung doctor on Tuesday morning,
he informed me that Deb was very serious and I should call my family because he
didn’t believe she was going to make it thru the day.

They said they could not do anything more for her at this hospital and we needed
to get her to a hospital that deals with this type of illness. After hours of trying dif-
ferent hospitals, we were very, very fortunate to transfer her to a tertiary care aca-
demic medical center. When we arrived, the attending physician said she was very
serious and may not survive. Deb remained on a ventilator in the center’s ICU for
over 14 days, with septic shock. The doctors never found what bacteria caused the
pneumonia and treated her for Legionnaires. She was at the referral center for a total
of another 21 days.

When Deb was in the ICU, it was a very emotional draining experience. For the
first 10 days, I never left the hospital except to sleep in the adjoining hotel. When I
knew she was stable, I would go home for a few hours, and when I did it was just to
get a few things, take a shower, and make sure all was ok at home and head back.
When I finally started going home daily, I would drive an hour and a half each way,
leave the hospital around 9 PM, and be back at 7 AM to be sure I was there when
the doctors did their rounds. I was very scared knowing that Deb may not make it
through this. I wouldn’t know what to do without her: What about our children?
What about the house? Where would I begin? Your mind starts going in a thousand
directions. What would she want as far as a service if she didn’t make it? We never
talked about that. Deb was also suffering from ICU delirium which made things
very difficult.

Physically, this was very hard emotional experience that I never want to feel
again. I didn’t eat, sleep, or function properly for over a month while this was going
on. Fortunately, I'm in my own business and my customers were very understand-
ing. I did have a few that I no longer do business with and lost quite a bit of money,
but, you know, it wasn’t important; it’s only money. There were many other expenses
as I stayed at the hotel across the street as well as other hotels; when I did eat, it was
out (and not healthy meals), and parking, gas, and tolls all added up. These of course
are expenses that I don’t have on a daily or in this case a monthly basis. We have
very good health insurance, and our out of pocket was thousands but could have
been hundreds of thousands of dollars.

The nurses were fantastic, very understanding of our needs, and were very good
with Deb. They kept us informed of everything that was going on and answered all
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questions that I asked. They made me feel comfortable in the environment I was in.
I only had one bad experience. Before leaving one evening, Deb was upset that the
air tube was down her throat, I informed the nurse about it, and Deb did pull it out
and had to be put back in. As far as the team of doctors, I could never thank them
enough for the care they gave Deb, allowing me to be there when they made their
rounds, and answering all my questions. They took the time to explain them to me
in detail so I fully understood what they were saying and where we were with Deb’s
care. I truly believe if we had gone to another hospital Deb would not be here with
us today. Deb is a ARDS survivor because of them. My family and I are forever
grateful, and Deb continues to stay in contact with the attending 5 years later.

When Deb finally came home, it was very difficult. She didn’t want a home
health aid. If anything, I recommend make sure you get an aid to help you. Deb just
wanted to be home alone after all the happenings at the hospitals. I did it with some
help from my family. She couldn’t walk, had to stay in bed, was on oxygen and
medication, etc. I had to feed her, bathe her, medicate her, exercise her legs, as well
as go over with her what happened; she had no memory of what happened. For the
first 3 weeks, we had to order in three meals a day. I didn’t have time to cook. I slept
on the couch next to her, so if she needed me I would be right there, and she needed
me quite often. We had convert our dining room into a bedroom because she couldn’t
walk. The schedules of doctor visits were overwhelming. This went on for months.

What I would say is when someone is ill like Deb, be sure to tell the family mem-
bers in writing as to what to expect when they get home and are on their own. I felt
very uncomfortable not knowing what to expect or what to do. I learned very
quickly.
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Chapter 3
Cognitive Barriers to Effective Surrogate
Decision-Making

Joanna L. Hart and Scott D. Halpern

Introduction

Family members of critically ill patients are routinely asked to participate in medical
decision-making. Commonly, they adopt the role of surrogate decision-maker or the
individual advocating for and speaking on behalf of an incapacitated patient. In
doing so, these surrogates are charged with sharing responsibility for complex med-
ical decisions with uncertain risks, benefits, and outcomes. Participation in such
shared decision-making is known to lead to later psychological distress among fam-
ily members of both surviving patients and those who die from their illnesses [1-3].
Additionally, surrogates’ difficulties in interpreting information provided to them
and representing patients’ wishes have been implicated in the undesirably high
intensity of care many patients receive prior to death [4—7]. Understanding the cog-
nitive processes involved in decision-making is crucial to identifying and respond-
ing to these known ways in which the realities of shared decision-making deviate
from its ideals.

A “good” or “rational” decision may be defined as a complete consideration of
possible courses of action, followed by the selection of a choice that will maximize
potential benefits while minimizing possible risks [8]. However, within the inten-
sive care unit (ICU) setting, as in most settings, there are a number of fundamental
ways in which decision-making diverges from this rational model. For example,
there is often insufficient time or personal resources available to fully consider all
potential options. In the ICU, the full array of potential options and their attributes
may not be presented or presented well to the decision-maker by clinicians assisting
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with shared decision-making. The potential benefits and risks of the available treat-
ment options are often undefined due to a lack of evidence and are always imbued
with medical uncertainty. Finally, the known risks and benefits of each option must
be integrated with the background of patients’ values and preferences, which are
frequently unknown.

Further, these complex decisions are made in the context of two key features of
the choice environment that influence the process of decision-making. First, sur-
rogates are themselves thinking human beings and, as such, are known to behave in
predictably irrational ways when making decisions. Second, the family members
acting as surrogates are also under extreme stress, as they are participating in the
care of a loved one who is critically ill while making decisions on that individual’s
behalf. These two contexts in which surrogate decision-makers are operating con-
tribute to foreseeable missteps in the decision-making process and may be cen-
trally related to the known psychological burden carried by family members of
critically ill patients [1]. In this chapter, we focus on the first of these contextual
barriers: the cognitive barriers to effective decision-making and associated ways in
which critical care decision-makers may predicatably deviate from rational
decision-making. For this discussion, we define effective decision-making as
choosing healthcare options that maximize the benefits to patients based on their
own values and goals.

Heuristics and Biases

All decision-makers use heuristics or cognitive shortcuts [9]. We employ heuristics
to reduce the cognitive load of decision-making and could hardly get through a day
without them. Heuristics allow us to ignore or simplify certain pieces of information
that we might otherwise need to process as we evaluate options. The result is a
decreased burden of information integration as we make a decision, making deci-
sions faster and less effortful (Fig. 3.1). Indeed, the burdens of decision fatigue are
well documented [10, 11], highlighting the theological value of heuristics.

Consider choosing a new television. A quick search on Amazon.com yields
nearly 2000 results. A purely rational decision might require a comparative evalua-
tion of each of these options, weighing the trade-offs of price, size, picture quality,
Internet connectivity, parental controls, anticipated malfunction, and other features.
Realistically, you would narrow this “choice set” of televisions down using past
experiences, brand recognition, reviews from people like you, or what size televi-
sions are typical in your social network. In this way, you no longer have to consider
all 2000 options and your decision becomes easier. Easing that cognitive load and
effort required is the function of heuristics.

Two classical explanations exist for why we use heuristics. First, decision-
makers may make a rational trade-off between the quality of the decision-making
process and the effort involved in making the decision, electing to sacrifice a
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Complete choice set
(High cognitive load)

Heuristics Introduction of bias

Narrowed choice set
(Lower cognitive load)

Decision

Fig. 3.1 Heuristics decrease cognitive load of decision-making and introduce bias

comprehensive process for speed and frugality. For our example, a rational actor
may recognize that a better decision process would be to evaluate each television,
but instead decide that’s not worth her time or effort to do so. Using a shortcut may
degrade decision process quality, but this is recognized and acceptable to the
decision-maker. Alternatively, decision-makers may not have the cognitive capacity
to engage in the lengthy process of ideal decision-making. Therefore, employing
heuristics reflects the limitations in our judgment. We don’t choose to use shortcuts;
we are simply incapable of comparing all 2000 television options and so make sub-
optimal judgments.

Rejecting both of these theories, more recent views instead approach heuristics
as a decision-maker’s adaptive responses to a particular choice environment in order
to meet his or her functional goals [9]. In other words, the use of heuristics repre-
sents neither an inherent loss of decision quality nor the necessary introduction of
judgment errors but instead a useful tool that decision-makers may use to simplify
decisions in precise ways based on the particular situation at hand [12]. In this way,
using shortcuts as you select your television means that you have narrowed the field
systematically based on values important to you and successfully selected a televi-
sion with time leftover to eat dinner with your family, which you prefer to creating
spreadsheets of television features.

While the use of heuristics should “confer no shame [13],” since we all use them,
these tools may introduce error into the decision-making process or fail to appropri-
ately correct for error once introduced. These errors are known as bias, or the sys-
tematic deviation away from making choices that promote one’s own goals or
interests. And in the context of surrogate decision-making in the ICU, such bias may
lead to undesired outcomes for critically ill patients and their family members alike.
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Biases in the ICU

Identifying when heuristics or resulting biases may be harmful in the context of
critical care decision-making is a key first step in efforts to prevent them from caus-
ing actual harm to patients or surrogates. While evidence to date is limited in mea-
suring the presence of these cognitive shortcuts in critical care decisions, clinicians
guiding shared decision-making in the ICU would be helped by a working knowl-
edge of how common heuristics and biases may influence decision-making [12]. We
explore several well-described heuristics and biases that may be particularly rele-
vant to the critical care setting (Table 3.1).

Optimism and Impact Biases

Medical decision-makers must develop expectations of potential health outcomes
when considering the available options. These expectations are then used to com-
pare and weigh the relative risks and benefits of each potential path. Patients and

Table 3.1 Selected biases relevant to critical care decision-making

Implications for critical care

Bias Definition decision-making
Optimism The tendency to overestimate the May improve coping with unfavorable
bias likelihood of desirable outcomes prognoses

May prevent adaptation to negative
outcomes and impair risk-benefit
analysis of treatment decisions

Impact bias | The systematic overestimation of the | May lead to avoidance of potentially

impact an event will have on an beneficial therapies or elect for
individual’s life treatments that leave decision-makers
unsatisfied
Commission | The tendency to regard a harmful May lead to decisions to act despite
bias outcome from action to be more unfavorable risk-benefit ratios
desirable than the same harmful May lead to negative surrogate
outcome following inaction outcomes if they feel an increased
personal responsibility for a negative
outcome
Omission The tendency to regard a harmful May lead to avoidance of potentially
bias outcome from inaction to be more beneficial treatments

desirable than the same harmful
outcome following action

Status quo The tendency to maintain the current | May cause a continuation of unwanted
bias or previous choice rather than making | treatments because comfort-oriented

a different choice goals of care in the ICU requires
deviating from the status quo

Availability | The tendency to infer the likelihood of | May cause decision-makers to rely on
bias a future event by relying on whether | their own prior experiences rather than
they have any experience with such an | objective data shared by clinicians

event
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surrogates seek to make healthcare choices that maximize their well-being [14—19].
Yet, the difficulties of predicting future mortality, illness burden, and accompanying
emotions may limit their abilities to accomplish this goal [20, 21]. These difficulties
also make such prospection, or future thinking, cognitively burdensome. To offset
this cognitive burden, patients and surrogates may rely on heuristics and emerge
susceptible to their associated biases. Indeed, errors in prospection may arise
through systematic errors, such as failing to assess or accurately interpret the risks
and benefits of treatment options [22, 23].

One such systematic error is optimism bias, or the tendency to overestimate the
likelihood of desirable outcomes [24]. Forming overly optimistic expectations may
help some individuals cope with unfavorable prognoses or likely outcomes, such as
death following critical illness. However, unrealistic optimism may also prevent
these same individuals from adapting to future hardships [25-27] or from selecting
treatments that mitigate such unfavorable outcomes. In this way, decision-makers
may fail to be fiduciaries to their future selves or their loved ones.

Surrogates of critically ill patients are known to demonstrate high rates of opti-
mism bias. In a demonstration of this, White and colleagues asked surrogates of
ICU patients to interpret prognostic statements [7]. Although these statements were
unrelated to their own loved one’s condition, surrogates overwhelmingly demon-
strated optimism bias in their interpretations. They reported that a physician state-
ment of “90% chance of surviving” did not differ from the actual meaning while
they interpreted a physician statement of “5% chance of surviving” as likely to
result in a median of 15% survival with high variability in their responses (inter-
quartile range, 5—40%) [7]. Wide ranges or deviation from the provided numerical
estimate for both of these extremes would have suggested limited numeracy or mis-
trust of physician-provided estimates. However, the surrogates clearly responded
differently to a poor prognosis when compared to a good one — the bias only emerged
when a defense mechanism, such as optimism, was needed.

Impact bias is another well-recognized cause of prospective errors. When consid-
ering a health event or outcome, people systematically overestimate the impact that
event will have on their life. Individuals may overestimate the beneficial effects that
positive occurrences will have on their life or underestimate their ability to adapt to
negative conditions [20]. For example, Smith and colleagues interviewed patients
before and after kidney transplants [28]. Prior to transplant, the patients predicted
how improved their quality of life would be after the transplant. Indeed, after trans-
plant the patients did rate their quality of life as improved since pretransplant, but
the magnitude of improvement was not nearly as dramatic as they had predicted.

In addition to overestimating the potential good to come from an event, human
beings also underestimate their ability to adapt to negative situations. In a classic
example, patients living with colostomies,' patients with reversed colostomies, and
the general public indicated how many months of life they would give up in order to

'A colostomy is a surgical procedure that brings one end of the large intestine out through an open-
ing made in the abdominal wall. Stool moves through the intestine and drains through the skin into
a bag attached to the outside of the abdomen. This may be required due to blockage of or damage
to the intestines and may be permanent or reversible. If reversed, the bowel is reconnected and
stool no longer drains through the skin.
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have normal bowel function rather than living with a colostomy. While all groups
reported they would trade some months of life for normal bowel function, patients
living with colostomies would give up 19 months of life on average while those
without a colostomy would be willing to give up over 40 months of life. Therefore,
although many patients who have not experienced colostomies rate bowel or blad-
der incontinence as states worse than death [29], those living with such conditions
often find it more tolerable due to an unrecognized ability to adapt.

Unrealistic optimism and overestimates of impact may lead to systematic errors
in medical decision-making. Optimism on the part of surrogate decision-makers
may lead to preventable patient distress, excessive use of intensive measures near
the end of life, and foreseeable, yet unforeseen, poor outcomes. In fact, critically ill
patients are more likely to have longer ICU and hospital stays without any improve-
ment in survival when their surrogates demonstrate optimism bias, even when
adjusting for the patient’s age and severity of illness [30]. Similarly, inaccurate
expectations of impact may lead patients or surrogates to forgo potentially benefi-
cial therapies or elect for treatments that leave them unsatisfied. Thus, these biases
lead directly to care decisions that have been informed by inaccurate perceptions of
future outcomes and are unlikely to maximize the benefit to patients.

Commission and Omission Biases

We often, somewhat cheekily, extoll our house officers to “don’t just do something,
stand there.” In doing so, we intend to combat the tendencies of individuals — par-
ticularly those with less experience — to feel compelled to act, otherwise known as
commission bias. This bias may contribute to the overuse of diagnostics and inter-
ventions that ultimately do not benefit the patient simply because to do so is to act
rather than to be a passive observer and action may be favorable to some decision-
makers. For example, Fagerlin and colleagues presented hypothetical scenarios to
members of the public and asked them to consider treatment for a cancer diagnosis
[31]. When faced with this hypothetical diagnosis, people were more likely to elect
for cancer treatment that carried a higher risk of harm than living with the cancer
itself! That is, they felt the need to act despite the fact that doing so carried an objec-
tively unfavorable risk-benefit ratio. Similar situations undoubtedly play out in the
critical care setting among patients and surrogates as well as clinicians. One possi-
ble explanation is that people feel the need to respond to a crisis rather than “stand-
ing by doing nothing,” even if that response is more harmful than the crisis itself.
Additionally, some may feel an increased personal responsibility for a negative out-
come if the decision-maker makes no attempt to overcome the crisis.

However, omission bias may be even more common than commission bias.
Individuals displaying omission bias regard a harmful outcome from not interven-
ing (inaction) to be more desirable than the same harmful outcome following an
active intervention. In an extreme but obvious form, allowing a person to die is
viewed as preferable to actively killing. Evidence of this omission bias is apparent
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among physicians [32] and surrogates. For example, some parents choose not to
vaccinate their children even though they recognize that the risks of vaccination are
smaller than those associated with the disease the vaccine could prevent [14, 33,
34]. This omission bias may be due to decreased perceived personal responsibility
for a poor outcome that follows from allowing the “natural progression” of
disease.

While commission and omission biases oppose each other, together they provide
the insight that medical decision-makers care not just about the outcomes of their
decisions but also the manner in which those outcomes arise. The implications of
omission and commission bias in the ICU have yet to be well described. In theory,
a patient or surrogate’s susceptibility to the biases of omission or commission would
alter his or her treatment elections independent of the probabilities of predicted
outcomes. For example, consider a surrogate choosing between electing for a life-
supporting therapy or forgoing such a therapy. Rather than evaluating these options
based on the patient’s likely outcomes, the surrogate may instead base the decision
on the perspective that electing for or against such a treatment alters his or her per-
sonal responsibility over poor outcomes that may follow. As such, the biases of
omission and commission may not only influence the care a patient may receive but
also the surrogate’s well-being afterwards [2, 3].

Status Quo Bias

Distinct from these concepts but closely related is status quo bias or the tendency to
maintain the current or previous choice rather than making a different choice [35].
Among several putative mechanisms underlying status quo bias is the possibility
that people prefer to keep things the same lest they feel regret in the future over a
choice they made that turned out poorly. Although decision-makers who maintain
the status quo are also making a decision, they tend to experience less anticipated
regret than those who choose against the status quo, as well as less actualized regret
should a poor outcome result. This phenomenon suggests that decision-makers feel
less personal responsibility for the outcome when they choose to remain with the
existing status quo [36]. Therefore, decision-makers are again basing their choices
on how large their personal role in outcomes would be rather than on the risks and
benefits of each option.

In the critical care setting, nearly all individuals who enter the ICU do so with
restorative goals [37]. Therefore, electing for comfort-oriented goals of care in the
ICU requires deviating from the status quo. Interviews with surrogates of critically
ill patients confirm their attention to regret management and desire to minimize
personal responsibility for patients’ death or poor outcomes [5], suggesting that
status quo bias may have a large impact on patients’ care.

The biases of commission, omission, and status quo together provide a frame-
work for understanding how the process of decision-making may systematically
introduce decision-making errors in the ICU. Patients and surrogates making
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decisions incorporate their own sense of personal responsibility into their choices,
leading predictably to choices that seem to preserve future options and minimize
regret, even when those choices differ from those that would be made in objective
efforts to promote patients’ goals.

Availability Bias

The availability bias is a heuristic that allows decision-makers to infer the likeli-
hood of a future event by relying on whether they have any experience with such
an event [38]. This is useful to decision-makers, as predicting future likelihoods
requires considerable cognitive effort and, again, heuristics reduce the required
cognitive load. One way to operationalize the availability bias is as availability by
recall. This indicates that decision-makers rely on memory and experience to
inform current decisions, often selecting the most available, or easily recalled,
option [39].

Of particular interest within the context of critical care is the finding that the
availability bias clearly influences risk perceptions. For example, when a person is
asked whether death from leukemia or death from suicide is more common, the
answer depends on his or her own experiences within his or her social network. That
is, an individual with a family member who has died of leukemia will overestimate
the risk of leukemia-associated deaths while an individual with a friend who has
died from suicide will overestimate the risk of suicide-associated deaths [39].
Similar effects can be seen after exposure to media coverage of noteworthy but rare
events, which leads people to overestimate the risk of such events [39].

These findings suggest that when patients or surrogates participate in high-stakes
shared decision-making, they may rely on their own prior experiences rather than
objective data shared by clinicians. Although this may reduce surrogates’ cognitive
load in an adaptive manner, the result may be predictable and systematic miscalcu-
lation of risk and subsequent errors in judgment.

We observed this phenomenon in interviewing individuals at high risk of adverse
pulmonary conditions. When we asked patients and surrogates to consider the risks
and benefits of management options for those conditions, some respondents relied
on “available” but unrepresentative prior experiences [22]. As one respondent
considered a bronchoscopy with transbronchial biopsies, he equated the risks with
his prior experience undergoing a punch biopsy of the skin. Although they are both
procedures with biopsies, the former is an invasive procedure requiring sedation and
carrying the risk of a collapsed lung or hemorrhage while the latter is performed
under local anesthetic and carries minimal risk. In this way, availability bias may
lead that patient to bypass sufficient evaluation of the risks and benefits of the
options. In that case, rather than helping the decision-maker, the heuristic has intro-
duced error into the decision-making process.
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Overcoming Biases

Strategies to overcome biases introduced by the use of well-recognized heuristics
may improve decision quality. These strategies can generally be grouped as those
that avoid bias by circumventing the heuristic shortcuts to decisions and those that
directly harness the power of heuristics.

To date, much of the work in healthcare has focused on the avoidance of heuris-
tics. By attempting to improve the quality and content of communication and infor-
mation provided by clinicians to patients and their surrogates, these interventions
have been based on the assumption that education would surmount the use of heu-
ristics. In theory, strategies to improve decision-makers’ knowledge may help over-
come biases by slowing down the decision-making process or helping the
decision-maker become aware of the decision, the available options, and the key
features or considerations. Increasing such awareness, decreasing time pressures,
and making the task of decision-making easier through facilitation of information
acquisition are all meaningful ways of reducing the tendency to rely on heuristics
[40]. Metacommunication, or drawing attention to the decision-making process and
the heuristics employed, may have a similar impact. Thus, surrogates may be more
likely to engage in rational decision-making, ultimately choosing options that would
have the highest chance of a desirable outcome.

Unfortunately, this approach has largely failed in the realm of serious illness
decision-making [41—43]. The Study to Understand Prognoses and Preferences for
Outcomes and Risks of Treatments (SUPPORT) trial, a 2-year trial of clinician-
focused and family-focused interventions to improve communication in the ICU,
failed to improve patient care or outcomes [44]. More recently tested communica-
tion interventions have improved knowledge and awareness, but generally without
changing treatment decisions or the care patients receive [45, 46].

By contrast, strategies that harness the use of heuristics recognize that it may be
easier to redirect bias in constructive directions rather than to avoid bias altogether.
Clinicians often act as choice architects, or the individuals responsible for designing
choice environments for patients and surrogates. Clinicians therefore have both the
opportunity and the great responsibility to influence choice environments in ways
that maximize the likelihood that decision-makers choose options leading to good
outcomes [47—-49]. This approach uses insights from psychology, cognitive science,
behavioral science, and economics, collectively termed behavioral economics. For
example, simulation of treatments or outcomes and peer support may capitalize on
the availability bias and the impact bias to allow the decision-maker to feel familiar
with an otherwise unfamiliar choice or outcome. Scalable interventions that harness
the default effect, or our tendency to opt for preselected choices, maintain auton-
omy while increasing the likelihood that a decision-maker will choose the option we
have preselected for him or her [50-53]. Clinicians as choice architects have the
opportunity to use these insights to help patients and surrogates overcome cognitive
barriers to making choices that maximize benefit [47, 54].
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Advance care planning is one area ripe for interventions that may influence the
care patients receive and the burden of decision-making placed on their families
during critical illness. Completing an advance directive (AD) is one form of advance
care planning. These legal documents communicate the patient’s wishes for treat-
ments and goals of care to family members and clinicians in the event of serious
illness when the patient cannot participate in decision-making. Yet, a minority of
adults in the United States complete ADs [55]. One manner of decreasing the cogni-
tive load required to complete an AD is to provide default selections rather than a
blank form. Indeed, in a randomized trial of seriously ill patients completing ADs,
the majority remained with a preselected set of choices that either favored comfort
care or life extension [51]. This suggests that, even in high-stakes decisions, patients
are employing heuristics to assist them in making choices. Therefore, designing
interventions that account for and capitalize on such heuristics to bring about mean-
ingful reductions in the burden of decision-making holds great potential.

However, the evidence base supporting use of these strategies in the ICU is still
quite nascent. Used bluntly and without understanding, the potential impact of such
strategies is likely to harm patients and surrogates [53]. Foundational work is there-
fore needed to identify the heuristics used most frequently by patients and surro-
gates and to quantify the varying degrees of impact each has on patient and family
outcomes. Developing, testing, and implementing scalable interventions to over-
come these frequent and highly influential heuristics would then follow.

Conclusion

Shared decision-making is one of the most important roles of family members in the
ICU. As surrogates, they are asked to understand often unfamiliar treatment options,
weigh complex risks and benefits, predict patients’ and their own responses to future
health status, and assume the voice of their loved ones. The difficulties they encoun-
ter while engaging in decision-making and the errors that they make when selecting
the best option are not personal shortcomings, but rather predictable and systematic
nuances of human behavior. If clinicians are able to guide patients and their surro-
gates past these cognitive barriers, the resulting healthcare choices would more
accurately reflect and promote patients’ true preferences and goals.
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Chapter 4

Emotional Processing/Psychological
Morbidity in the ICU

Ramona O. Hopkins

Introduction

Critical illness and its treatment in an intensive care unit (ICU) are stressful
experiences for patients and their families. It is therefore unsurprising that what
happens to the patient and family during the ICU is associated with significant life
changes after the critical illness of their loved one. High rates of depression, anxiety,
acute stress, and posttraumatic stress disorder (PTSD) are well described in survi-
vors of critical illness and occur in rates that are substantially higher than rates
reported in healthy individuals [1]. The 2010 Society of Critical Care Medicine
conference on long-term adverse outcomes after critical illness not only identified
new or worsening impairments in physical and mental health and cognitive impair-
ment in patients called post-intensive care syndrome (PICS) but also identified simi-
lar sequelae in family members, termed post-intensive care syndrome-family
(PICS-F) [2, 3]. These physical, cognitive, and psychological morbidities may per-
sist months to years after intensive care unit discharge and in many patients are
associated with functional impairments and reduced quality of life. The psychologi-
cal disorders in survivors of critical illness have received significant clinical and
research attention, whereas less is known regarding the impact of critical illness on
families of critically ill patients. What the data clearly show is that the lives of the
patient and their family change after the ICU and such changes are directly related
to what they experienced during the critical illness and its treatment.
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Many ICU survivors require care from family members once they are discharged
home. Family caregivers provide emotional and physical support, such as helping
their loved one with activities of daily living (bathing, dressing, toileting, and feed-
ing) and instrumental activities of daily living such as paying bills, managing medi-
cations, and following up medical care. Of critically ill patients who underwent
mechanical ventilation for 7 or more days in the ICU, more than half of them require
care from families once they are discharged home [4]. In the United States, family
caregivers are estimated to provide $642 billion dollars of unpaid care [5]. Current
data suggest that being a family caregiver is associated with significant personal
costs. Over half of family caregivers of patients admitted to the ICU experience seri-
ous daytime sleepiness that impairs their ability to perform daily activities and
decreased psychomotor reaction time [6]. Other studies suggest that sleepiness may
play a role in development of the psychological disorders that are observed in many
caregivers [7]. Many family caregivers of critically ill patients are at high risk to
develop significant physical and psychological disorders that can persist months to
years after hospital discharge.

Family caregivers in this chapter will refer to any person who belongs to intimate
social groups or networks regardless whether they are biologically related to the
patient or not. Families have long advocated to be included as part of the medical
team, to be involved in the care of their loved one want increased access to ICU and
improved communication with the clinical care team [8, 9]. The psychological dis-
orders in family members occur regardless of whether the patient survives their
critical illness or dies in the ICU. For bereaved family members, over a third will
develop one or more adverse psychological outcomes including complicated grief,
depression, anxiety, or PTSD [10]. When asked about the effect the critical illness
of aloved one has on their daily lives, caregivers indicate their memories of the ICU
and the new disability of the patient negatively affects their daily life, they experi-
ence a loss of the sense of self and a change in their relationships with the patient,
and they report increased strain from the demands of caregiving [11]. Such care-
giver concerns have received little study and interventions to improve the caregiving
after critical illness are needed.

Psychological Morbidity and Caregiving

Being a caregiver for a family member who is critically ill and treated in the ICU is
particularly stressful. Negative emotions including stress, fear, anger, and fatigue
are extremely common during an ICU admission [12, 13]. Stress for family of criti-
cally ill patients occurs from a variety of sources including the emergent nature of
the critical illness, uncertainly regarding patient prognosis, and making difficult
and complex decisions regarding the care of their loved one [14]. Caregiving for a
critically ill patient is associated with a variety of adverse outcomes ranging from
acute stress, psychological disorders, and caregiver burden to increased caregiver
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mortality [15]. The impact of caregiving either during or after a critical illness is
profound. In the early days of a patient’s critical illness, caregivers may be over-
whelmed with decision-making and, because of the complexity of the medical
information, may struggle to come to terms with the illness, understand basic medi-
cal information [16], and adjust to their new responsibilities and roles as caregiver
[17]. Caregiving and its associated burdens do not end at ICU discharge, and many
patients continue to require significant assistance from family caregivers for ongo-
ing care and support in the weeks to months after they leave the hospital. A study of
817 survivors of critical illness who underwent >48 h of mechanical ventilation
found 75% of survivors of critical illness continued to require caregiver support at
2 months and 57% at 12 months [18]. The most common outcomes identified in a
systematic review are caregiver burden, lifestyle interference, restriction in activi-
ties, and lower quality of life [19]. In fact, the lack of adequate rest and exercise and
skipping meals were risk factors for increased caregiver burden [19]. Caregiver
burden can worsen after hospital discharge due to the lack of support for caregivers
and difficulties managing caregiving, work and child care [11]. The adverse
sequelae that caregivers experience during and after caring for a critically ill family
member as well as their prevalence, duration, and potential interventions are
described below.

Acute Stress

As noted previously, patients and families consistently are exposed to stress when a
family member is critically ill. A third of parents of children admitted to the pediat-
ric ICU experienced acute stress disorder which was associated with an unexpected
admission, worry that the child would die, and hospital readmission [20]. A variety
of stressors including the sudden onset of the critical illness, treatments their loved
ones undergo in the ICU, demands of work and family that conflict with the demands
of caregiving for a loved one in the ICU, medical decision-making, and communica-
tion with the clinical care providers are common [21, 22]. Families of critically ill
patients were asked to identify stressful factors; 92% reported worry about family
members, 72% the unexpected ICU admission, and 68% lack of sleep, 50% did not
like hospitals and experienced frustration in not being able to communicate with
their family member, 48% reported missing a significant amount of work, and 38%
reported difficulty in making medical decisions [23].

Contributing factors to families’ stress were the inability of their loved one to
communicate and the feeling that physician’s support of their psychological needs
was inadequate [24]. When families were asked to rate their stress level while their
loved one was in the ICU; on a scale of 0—100 with the worst stress being 100, fami-
lies’ mean stress level was 63 (IQR 43-84), indicating moderate to severe stress
[24]. A recent study that assessed 32 symptoms that are associated with acute stress
found the mean number of symptoms reported by family members was nine (range
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0-24 symptoms) [25]. Worry was the most frequently reported symptom occurring
in 91% of patients. In addition to worry, the top four reported symptoms were sad-
ness, difficulty concentrating, difficulty sleeping, and feeling nervous, all of which
reflect psychological distress [25]. In other populations, the behavioral and psycho-
logical responses of the patient, such as irritability, lability, agitation, and aggres-
sion, increased caregiver stress [26].

A variety of stressors including physical, emotional, and intellectual stressors
can result in changes in physiologic markers of stress, such as serum cortisol secre-
tion. Both acute and chronic stresses can increase cortisol levels, and increased
cortisol is associated with development of depression, anxiety, and PTSD [27-29].
A small study in six family caregivers of critically ill patients found higher cortisol
levels were associated with depression, as was greater trauma avoidance [30].
Alternatively, factors such as a larger social network and coping using distraction
were associated with lower cortisol levels [30]. A second study that assessed sali-
vary cortisol responses in 92 family members of critically ill patients compared
cortisol levels to symptoms of anxiety, depression, and PTSD at 3 months [31]. Of
the 92 participants, 32% had significant symptoms of anxiety, 16% had depression,
and 15% had PTSD at 3 months. The cortisol awakening response (reflects hypotha-
lamic-pituitary activation) was associated with increased anxiety at 3-month follow-
up suggesting that acute stress is associated with development or worsening of
anxiety [31]. Thus, physiologic markers of acute stress have the potential to predict
family members who are at risk to develop depression and anxiety both acutely and
months after hospital discharge.

Fatigue and Sleep Deprivation

In addition to stress, family caregivers of critically ill patients often experience sig-
nificant fatigue and sleepiness due to inadequate sleep, as the ICU environment is
often disruptive to sleep [32]. A study in 47 family caregivers of critically ill patients
found that clinically significant was fatigue, which was reported in almost 50% of
caregivers, and that fatigue was associated with more severe symptoms of depres-
sion, reduced sleep quality, and increased caregiver burden [33]. A study that
assessed subjective sleepiness using the Epworth Sleepiness Scale found half of
caregivers reported excessive sleepiness [6]. Caregiver fatigue persisted 6—53 months
after a loved one was discharged from the ICU [34]. Environmental factors that
interfere with sleep included the light and sound levels in the ICU (noise from
machines and their alarms) as well as nighttime activity by clinical caregivers [7,
35]. Stress can also contribute to sleep problems and lead to insomnia and daytime
sleepiness [36]. Family caregivers often report daytime sleepiness and fatigue [32],
and a study that measured sleep using actigraphy found reduced sleep duration and
poor sleep quality were present in 64% of caregivers at ICU admission, 54% at
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2 weeks, and 54% 2 months after the patient was discharged from the ICU [37].
Data in other populations shows that sleep deprivation negatively affects cognitive
function resulting in impaired attention, memory, and decision-making [36]. In the
ICU family caregiver sleepiness may affect their ability to understand the medical
information and therefore impact their medical decision-making and ability to com-
municate with the clinical care providers [38]. Poor sleep quality has long-term
effects and contributes to the development of psychological aspects of PICS-F,
especially depression and PTSD.

Depression

During the acute phase of critical illness family caregivers frequently experience
depression and anxiety. Prevalence rates of depression during ICU admission/dis-
charge are quite variable. A review of caregiver burden found depression ranged
from 16% to 90% of caregivers during the ICU but then declined to 12-26% at
3 months [14]. Few studies report the severity of the depression, but several studies
suggest severe depression occurs in up to 60% of family caregivers [34, 39, 40]. A
multicenter study in France found depression in 34% of family caregivers in the first
3-5 days after ICU admission [41]. A Canadian study that followed 280 caregivers
found depression occurred in 67% of family caregivers at 7 days and decreased to
49% at 3 months [34]. While the rate of depression declined over time, almost half
of caregivers’ symptoms of clinical depression persisted for months with little
change at 12 months. Importantly, in a subset of patients (14%), depression did not
decline over time suggesting that there may be multiple outcome trajectories for
depression. These caregivers reported similar patterns for psychological well-being
[34]. Further, in more than 90% of depressed family caregivers who were caring for
patient with more impairments in activities of daily living and instrumental activi-
ties of daily living, such caregiver burdens contributed to the caregiver engaging in
health-risk behaviors [42].

Anxiety

A review of the literature found the prevalence of anxiety ranged from 42% to 80%
of caregivers during the ICU and then declined to 24—63% at 3 months [14]. A mul-
ticenter study in France found depression in 69% of family caregivers in the first
3-5 days after ICU admission [41]. Anxiety symptoms may persist months to years
after the patient is discharged from the ICU. Along with the high prevalence of
psychological disorders in caregivers, psychological disorders often do not occur in
isolation. Comorbid depression and anxiety are common, occurring in 10% of
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caregivers, while their loved one is in the ICU [43]. Among family caregivers, one
study assessed physical and psychological symptoms (n = 211) and found seven or
more symptoms were present in more than 50% of caregivers, with a median of nine
symptoms [25]. These psychological symptoms included worry, sadness, problems
in concentrating and sleeping, and nervousness; worry was the most frequently
reported [25].

Posttraumatic Stress Disorder (PTSD)

Over half of family caregivers of critically ill patients will experience symptoms
of PTSD during their loved one’s ICU stay that can perist for months to years.
Parents of children develop PTSD after PICU admission which persists long after
hospital discharge [20]. PTSD occurred in 57% of caregivers during the ICU and
declined somewhat to 30—42% at 3 months [14], although some data find PTSD
to be stable over time (16% at 3 months and 22% at 6 months) [44]. In one pro-
spective, multicenter study in France, more than two thirds of family members
suffered symptoms of depression and anxiety while their loved ones were in the
ICU, and these symptoms were associated with PTSD at 2- to 6-month follow-up
[41]. Similar findings come from an Australian study, which found that 33% of
family caregivers had PTSD symptoms during ICU admission of their loved one,
which decreased by almost half in these affected families [45]. PTSD identified at
hospital admission was a significant predictor of PTSD at 3 and 6 months in fam-
ily caregivers [44]. Screening for psychological disorders at ICU admission may
be a way to identify individuals who are at risk for long-term psychological
disorders.

Change Over Time

While caregiver depression, anxiety, and PTSD rates are high in the ICU, once the
patient is discharged, many studies show a decrease in the prevalence rates of psy-
chological disorders over time [34, 41, 46, 47]. For example, a systematic review
found that depression declined from 75% of caregivers during critical cares to 29%
1 year later, a prevalence comparable to caregivers of patients with dementia [19].
The reason for the decline in the rate of psychological disorders over time is unclear
and merits further study. Alternatively, several studies reported no change in the rate
of psychological disorders over time [41, 47], and studies also find increased depres-
sion [48] and anxiety [43] over time. The increase in psychological disorders over
time may be attributable to increased caregiving demands once some patients leave
the hospital and the entire burden falls on family caregivers.
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Other Outcomes

In addition to substantial increases in caregiver’s psychological disorders, nearly
half of caregivers reduce the hours they are working or stop working altogether (i.e.,
quit their job or were fired) to care for their loved one [14]. Among caregivers, 50%
stopped doing some of their own activities in order to care for their loved one. Up to
32% of caregivers require new medications including antidepressants, anxiolytics,
hypnotics, and other psychotropic medications [14]. Almost half of family caregiv-
ers experience learned helplessness (feeling lack of control and helplessness to
avoid an aversive situations) especially if they were involved in decision-making for
their loved one in the ICU [49]. Learned helplessness is associated with develop-
ment of depression.

Risk Factors of Psychological Disorders

Studies have identified a variety of risk factors for caregiver depression, anxiety, and
PTSD. Table 4.1 shows the risk factors of psychological disorder. Risk factors for
depression include caregiver’s age [34, 50], female caregiver [40, 51], low educa-
tional attainment [52], and poor health [51]. Cameron et al. [34] found that depres-
sion was not associated with patient characteristics such as illness severity and/or
functional outcomes, but rather with younger caregiver’s age, less social support,
low sense of control over their life, and lack of personal growth were associated
with depression [34]. Similar findings come from a study in ICU survivors with at
least 4 days of mechanical ventilation that report 90% of caregivers had depression
while their loved one was in the ICU and 61% remained depressed at 2 months [53].

Table 4.1 Risk factors of the development of psychological disorders in family caregivers

Risk factor Depression Anxiety PTSD
Younger caregiver’s age X

Female caregiver X X X
Low educational attainment X X X
Caregiver’s poor health X

Relationship to patient (spouse or parent) X

Older patient age X

Unpaid help X

Low social support X X
Baseline anxiety or PTSD X
Weak relationship or bond X X
Low sense of control of life X X
Lack of coping skills (e.g., resilience, mindfulness) X X
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Other risk factors for depression in caregivers include older patient age [54], higher
patient requirements for caregiving [55], and use of paid help to care for their loved
one [54].

While few studies have assessed risk factors for anxiety, female caregiver [40,
56] and being the patient’s parent or spouse of the patient were risk factors [57].
PTSD has been associated with female caregivers [52, 53, 58, 59], low caregiver
educational attainment [52, 60, 61], and relationship to the patient [59]. The likeli-
hood of depression, anxiety, and PTSD in families of critically ill patients increases
when they are involved in medical decision-making, perceive that communication
with the medical team is insufficient or ineffective [56, 59], or have low social sup-
port [34]. Individuals with baseline anxiety, PTSD, weak bonds with the patient,
and lower levels of mindfulness may be more likely to have PTSD 3 and 6 months
after hospital discharge [44]. Prospective randomized clinical trials are needed to
confirm these findings, and big data studies that use multivariate methods are
needed to fully understand the risk factors of psychological disorders in family
caregivers.

Limitations of Current Studies

There are a number of limitations regarding studies of psychological outcomes in
family caregivers. The studies have used a variety of instruments to assess depres-
sion, anxiety, and PTSD. A variety of cut-off thresholds have been utilized to iden-
tify individuals with depression, anxiety, and PTSD, and such between-study
differences are confusing at best. Research is needed to understand the best cut-off
thresholds for family caregivers, and to determine the minimal clinically important
differences for each measure. The use of self-report measures as findings is an addi-
tional concern, as these should be corroborated by structured clinical interviews to
confirm psychiatric diagnoses in family caregivers. Loss to follow-up and/or with-
drawal results in participation rates that are quite variable and range from 7% to
77% of caregivers [43, 51], raising the concern of potential bias.

Potential Targeted Approaches in the ICU

Targeted approaches to improving psychological outcomes in family caregivers are
a growing field of research. Studies of interventions to improve psychological out-
comes of family members are limited, showing limited or mixed results. While pre-
vention and early treatment are important targets to prevent or improve long-term
psychological outcomes in family caregivers, the ideal interventions and timing of
such interventions are unclear given the limited data to date. Promising interven-
tions are heterogeneous and include physical activity, music therapy, mindfulness
training, ICU diaries, and peer support. Participation in physical activity (e.g., early
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mobilization/physical rehabilitation) is associated with reduced anxiety and depres-
sion symptoms in other populations and treatment settings [62, 63]. In critically ill
patients, physical rehabilitation reduced depression [64], and another study found
ICU survivors that participated in a combined physical rehabilitation and amino
acid treatment had reduced depression [65]. Less is knowing about the effects of
physical activity on morbidities of ICU caregivers.

Music therapy has the potential to improve psychological outcomes. Music
reduces stress, [66], pain, and anxiety [67—69] and improves mood [70]. Caregiver
burden and psychological symptoms improve with music therapy [71]. Another
therapy used to improve outcomes are ICU diaries, which are used routinely in
Europe and are becoming more common in the United States. ICU diaries have been
shown to reduce the prevalence of PTSD among family caregivers of ICU survivors
[72, 73], although not all studies find benefit. Additional research is needed to fully
understand the benefits of ICU diaries on long-term outcomes of family
caregivers.

Family caregivers of critically ill patients do not appear to effectively use coping
skills such as relaxation [15, 16], though such interventions can be used to improve
outcomes. In a preliminary evaluation, a telephone-based coping skills training
intervention reduced depression, anxiety, and PTSD symptoms in family caregivers
of survivors of acute lung injury [74]. Conversely, a more recent, randomized con-
trolled trial comparing telephone- and web-based coping skills training to an educa-
tion program found that training did not reduce depression, anxiety, or PTSD in
family caregivers [75]. However, an improvement in depression, anxiety, and PTSD
was observed in a subset of caregivers with high baseline levels of distress when
given telephone-based coping skills [75]. Data are needed to better understand the
timing of and types of coping skills training that may benefit patients and their fam-
ily caregivers.

Trauma-focused psychological intervention to prevent or reduce the severity of
PTSD [76], such as cognitive-behavioral therapy, is often recommended as a first-
line treatment for PTSD symptoms in other populations. In populations outside of
the ICU, exposure therapy or a combination of exposure with cognitive-behavioral
therapy has been shown to be effective [77]. Psychological interventions for PTSD
[76], such as cognitive-behavioral therapy, are widely used to treat not only PTSD
but also other psychological disorders (e.g., depression and anxiety). A brief cogni-
tive-behavioral psychoeducation program designed to manage stress and anxiety in
family caregivers of ICU patients was compared to a control group without such an
intervention [78]. The program was administered by nurses and included stress
awareness, cognitive awareness (identifying thoughts and irrational beliefs), cogni-
tive restricting, abdominal breathing, and muscle relaxation and feedback. The psy-
choeducation group had significant reductions in stress (p < 0.05), anxiety (p < 0.01),
and depression (p < 0.05) and increased satisfaction (p = 0.05). This finding sug-
gests that family caregivers likely need additional support and that training pro-
grams can provide the skills they need. Of note the biggest challenge in this study
was participant recruitment as the ICU as families wanted to be with their loved one
to provide support rather than participate in training [78].
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Resilience and Posttraumatic Growth

While the focus of this chapter has been on adverse outcomes for family caregivers,
some patients and family caregivers experience positive outcomes. Resilience and
posttraumatic growth are examples of successful adaptation to stress [79], and
social support also improves outcomes [80]. Resilience is the ability to adapt or
respond to traumatic experiences in a positive way. A study of resilience in family
caregivers of patients admitted to a neuroscience ICU found greater psychosocial
resilience (mindfulness, coping, and self-efficacy) was associated with lower
depression, anxiety, and anger and caregivers who had depression and anxiety
reported lower coping and self-efficacy [80]. Greater ability to cope with stress
(relaxation, assertiveness, and social social) was associated with reduced depression
and anxiety in family caregivers. Targeted interventions that are designed to improve
coping skills appear successful, but more work is needed.

Posttraumatic growth refers to positive psychological changes or growth that
occurs following a traumatic or stressful experience, such as the critical illness of a
family member. Posttraumatic growth can lead to positive reframing that improves
their sense of self and life perspective and relationships with others and in their life
perspective which may be achieved through adaptive responses in how a person
responds to a stressful experience. This growth has been observed following a vari-
ety of traumatic events including medical illnesses (chronic illness, cancer, AIDS),
military combat, man-made disasters (e.g., shootings) and natural disasters (e.g.,
tornados) [81, 82]. Individual characteristics such as openness, extraversion, agree-
ableness, and conscientiousness are associated with great posttraumatic growth;
alternatively neuroticism is associated with less posttraumatic growth. Focused cop-
ing and cognitive processing of the traumatic event, involvement in religious activi-
ties, and high levels of perceived social support are associated with posttraumatic
growth [82-84]. Overall, some degree of emotional processing of the traumatic
event must take place for posttraumatic growth to occur [85], and such processing
is most likely to result in posttraumatic growth in a particular personal and social
contexts.

Further, increased posttraumatic growth is associated with reduced PTSD [86].
This interaction suggests that psychological outcomes among family caregivers are
likely complex; but there is limited information in ICU populations as few positive
outcomes have been studied to date. Almost 90% parents of children discharged
from the pediatric ICU reported posttraumatic growth or due to positive change
because of their pediatric ICU experiences, supporting the idea that psychological
effects of critical illness may not be entirely negative [87]. A study in parents of
children with severe illnesses found that two thirds of the parents reported moderate
posttraumatic growth. A study in adults who had relative with a serious illness found
posttraumatic growth was associated with the use of active program-focused coping
strategies [88]. No studies to date have assessed posttraumatic growth in critically
ill adults ICU patients and their family caregivers. Greater posttraumatic growth is
reported with focused coping, better cognitive processing of the traumatic event,
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involvement in religious activities, and higher levels of perceived social support
[82]. Although posttraumatic growth can occur naturally, deliberate interventions
can increase its likelihood such as cognitive-behavioral therapy. Additional investi-
gations are needed to fully understand posttraumatic growth in ICU populations, as
are studies of interventions to promote posttraumatic growth.

Potential Future Research/Inquiry

Studies are needed to build on previous research to fully understand outcomes of
family caregivers of ICU patients including studies in larger populations, effects of
pre-illness on physical and mental health, trajectories of outcomes over time, and if
there are distinct clusters of outcomes. A recent paper in ICU patients found four
distinct subtypes of outcomes in survivors of acute respiratory distress syndrome
(see Table 4.2) [89]. The outcome subtypes included mildly impaired physical and
mental health, moderately impaired physical and mental health, severely impaired
physical health with moderately impaired mental health, and severely impaired
physical and mental health. Cognitive impairments were not associated with physi-
cal and mental health but rather were a separate outcome category. This finding
suggests that there may be different causal mechanisms and risk factors for these
outcome subtypes, and as such interventions may need to be targeted specifically to
address the specific outcome subtype [89]. Such work needs to be carried out in fam-
ily caregivers. We need to assess key characteristics of family caregivers to under-
standing how they may react to the critical illness of a loved one. A recent study that
sought to identify individual differences in coping styles, information presentation
preferences, and social relationships in individuals who reported previous ICU
experience and were asked to make decisions in a simulated ICU experience [90].
Butler et al. identified three coping profiles (adaptive, maladaptive, and disengaged
copers) which differed on personality, social relationships, coping styles, and history
of psychological disorders and made different decisions in the simulated ICU [90].
This data suggests that individual factor affects how family caregivers respond to the
critical illness of a loved one. Understanding differences in coping may lead using
different interventions, but more work clearly is need. We also need to understand

Table 4.2 Outcome subtypes

Outcome subtypes Frequency

Mild physical and mental health Occurred in approximately 20% of patients

Moderate physical and mental health Most common outcome subtype. Occurred in
almost 40% of patients

Severe physical and moderate mental Occurred in 15% of patients

health

Severe physical and mental health Occurred in approximately 20% of patients

Cognitive impairments No association with physical and mental health
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the associations between caregiver resiliency and psychological outcomes. Studies
that seek to understand positive outcome such as resilience and posttraumatic growth
are needed. Targeted interventions to prevent or ameliorated adverse outcomes in
family caregivers should be a high priority of critical care research.

Mental health included measurements of depression, anxiety, and PTSD (Brown
et al.). Physical health was measured by the Functional Performance Inventory, the
SF-36 physical component score, and the EuroQol (EQ-5D). Cognitive function
was measured using the Mini-Mental State Examination.
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Chapter 5
Family Psychological Morbidity After
the Intensive Care Unit

Check for
updates

Kristina Stepanovic, Julie Van, and James C. Jackson

This chapter addresses the array of psychological repercussions that may arise in
family members of intensive care unit (ICU) survivors. In particular, it will address
a range of issues known to exist under the rubric of a newly identified condition
known as post-intensive care syndrome-family (PICS-F). The chapter will cover
diverse topics such as risk factors and possible protective factors for psychological
repercussions in family members, moderating factors, and dimensions of psycho-
logical morbidity, while providing a novel framework to help understand
PICS-F. Additionally, proposed future research directions in the field are included.

Psychological Morbidity and Delineating
the Syndrome of PICS-F

To date, medical care for ICU patients has centered largely on the individual, with
concerns revolving around the acute needs of patients in the context of critical ill-
ness. Against this backdrop, the corresponding needs of families have often been
overlooked. Recently, a paradigm shift has occurred, spurred on by research
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findings leading to new awareness of the potential devastation wrought not only on
patients but also on their loved ones. Indeed, Netzer and Sullivan [1] have poi-
gnantly suggested that “morbidity begins for many family members as they walk
through the doors of the ICU.”

Far from being unaffected, family members of ICU patients may experience a
wide variety of psychological concerns, including depression, anxiety, cognitive
deficits, posttraumatic stress disorder (PTSD), fatigue, and insomnia, among others
[1]. This cluster of mental complications from families’ exposure to intensive care
is known as post-intensive care syndrome-family (PICS-F). These psychological
effects of PICS-F may last for several years after discharge and are likely to affect
family members’ later involvement in patient care. In addition, families and caregiv-
ers often experience many challenges after discharge related to proper care, contin-
ued treatment, and rehabilitation of patients [2]. Family members often play the role
of informal caregivers, taking responsibility for patients’ care after discharge despite
being inadequately prepared and, as a result, overwhelmed. Although these indi-
viduals are thought to buffer the physical and social limitations of ICU patients, the
cost to their own wellbeing is unknown but is likely high [3].

Prevalence and Risk Factors for Psychological Morbidity

After the ICU, the risk of conditions including depression, anxiety, and PTSD, com-
ponents of PICS-F, is extremely high. Pathologies observed in caregivers of ICU
survivors are substantially higher than those observed in the general population,
reflecting a current public health issue that is still largely unrecognized. In a general
community of adults, 7% suffer from major depressive disorder, 2.9% suffer from
generalized anxiety disorder, and 3.5% suffer from PTSD [4]. In contrast, studies
included in this chapter report rates of clinically significant depressive symptoms as
high as 55%, rates of anxiety symptoms as high as 69%, and rates of PTSD symp-
toms as high as 53%, suggesting that caregivers of ICU survivors are often pro-
foundly impacted by their family members’ illnesses from a psychological
standpoint [5]. Table 5.1 presents a range of reported psychological outcomes in
families of ICU patients.

Risk factors for PICS-F have been widely understudied but have identified within
several different domains [10]. Family members are at a greater risk for developing
PICS-F if patients are younger in age, single, and female and have received less
education [10]. A family history of mental disorders, such as mood disorders or

Table 5.1 Typical ranges of psychological  Outcomes Significant findings (%)
outFomes in family members of ICU Anxiety 35-49
patients ;

Depression 20-39

PTSD 16-35

References: Azoulay et al. [6], Hickman and
Douglas [7], Young et al. [8], Wintermann et al. [9]
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severe conditions, can also increase the risk of developing PICS-F. Family members
with mental illnesses prior to having their loved ones admitted to the ICU are also
at a greater risk. Additionally, elevated stress levels contribute to an increased risk
for PICS-F [10].

Communication dynamics between the ICU staff and the patient’s family have
effects on the risk of developing PICS-F. Family members who did not find the
patient’s physician comforting have higher prevalence, while family members who
attended proactive end-of-life conferences and received brochures on relevant top-
ics have lower prevalence of PICS-F conditions [10]. Clinically relevant symptoms
of depression and anxiety are most prevalent in family members who favor passive
roles as opposed to active ones in decision-making [10]. In contrast, at least two
protective factors exist. Mothers of critically ill children who shared their feelings
during admission show lower symptoms of PTSD. Also, family members who
receive social support exhibit lower anxiety levels [10]. Figure 5.1 presents an over-
view of general factors leading to a discord in communication among ICU patients
and their family members. These two populations undergo a parallel process of
dealing with conflicts specific to their roles, both eventually resulting in lack of
effective communication.

4( Patient admitted to ICU ]—

ﬂatients Families

Feeli f Feeli f Limited Viewing Needing to
eehlngs ° ee |n_g|;s 0 communication with their loved talk about
shame guilt medical staff one as fragile their feelings

—>( Discord in communication ]<7

Need for facilitation of effective
communication between ICU patients,
family members, and medical staff

Fig. 5.1 Discord in communication between ICU patients and their families
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Dimensions of Psychological Morbidity

The decrements experienced by family members — often, but not always including
those in a caregiving role — are substantial, taking place primarily in areas including
anxiety, depression, PTSD, cognitive deficits, and anticipatory grief. Figure 5.2 cap-
tures a common process experienced by family members of critically ill patients
admitted to the ICU, often leading to psychological repercussion that influence
abilities to properly care for their loved ones.

Anxiety and Depression

Numerous investigations have documented the extent to which clinically relevant
symptoms of anxiety and depression are common in caregivers. Anxiety disorders,
in which feelings of anxiety, apprehension, and fear exist to a clinically significant
degree, are the most common family of disorders in the general population and
highly prevalent in medical populations. Although they are often “uncovered”

. _ 4 N
Patient admitted to ICU Risk factors:

Family members and
caregivers of ICU patients
--------------------- who are younger,
unmarried, female, and/or
caring for an ill child.
Additionally, individuals
with less education,
preexisting mental iliness,
or a family history of
Moderators: mental illness are at risk of
-Social support developing PICS-F

~Talking it out \ %

4[ Psychological repercussions Ji

| Depression I | Anxiety I [ ng?é}:\;e ] | PTSD I | Am';'r?;tory I

Ability to care for patient after discharge

Fig. 5.2 Psychological morbidity in post-intensive care unit syndrome — family



5 Family Psychological Morbidity After the Intensive Care Unit 53

during visits to primary care providers, specialists, and emergency room physicians,
symptoms of anxiety have seldom been studied in close relatives of ICU survivors.
When they have been assessed, studies almost uniformly suggest that anxiety symp-
toms are high and, indeed, evidence suggests that clinically significant anxiety may
be present in up to 73% of family members and caregivers.

Depression is also common within the population. In a systematic review, symp-
toms of depression were the most frequently recorded psychiatric outcome in caregiv-
ers, with 22.8-31.9% of caregivers still experiencing symptoms after a year [3]. In
patients with COPD, family caregivers reported psychological problems — typically
depression —in 38% of relatives, with 32% of relatives taking medications for psycho-
logical problems that they did not have prior to their loved ones’ time in the ICU [11].

PTSD

Posttraumatic stress disorder (PTSD) is a mental health condition born from the
experience of being exposed to a trauma — typically a particularly intense one — in
which an individual displays a characteristic set of symptoms involving intrusive
memories, avoidance, hypervigilance, and an array of functionally disruptive behav-
iors. For years, trauma of the sort sufficient to cause PTSD was thought to almost
exclusively involve such things as combat, sexual abuse, or assault. However, more
recent evidence has emerged suggesting that medical events and illnesses can be
profoundly traumatizing, both for those experiencing them and for those witnessing
them (family members and caregivers). Indirect exposure may occur and affect
these parties when trauma is either witnessed or learned about through secondary
narrative accounts. The degree to which family members of ICU survivors experi-
ence trauma likely depends on a diversity of factors — still not widely explored.

Significant PTSD symptoms, which may or may not reflect a formal diagnosis
of PTSD, occur in approximately 21% of family members with rates of approaching
60%, as reported in some studies. In families of critically ill patients, two-thirds of
patients’ spouses exhibit PTSD symptoms up to 55 months after their loved ones
were discharged from critical care, highlighting the persistence and permanency of
these symptoms [9]. A recent study showed that the median scores on an assessment
of posttraumatic stress symptoms do not differ greatly between patients and their
family members. Quality of life is also significantly lower in family members with
PTSD when compared to controls [9].

Cognitive Deficits

Between 12% and 14% of family members or surrogates of critically ill patients
report significant cognitive deficits, even without experiencing trauma that is
characteristically associated with cognitive impairment [1]. For this reason, we
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speculate that new cognitive deficits in family members are likely and signifi-
cantly overlooked. When a critically ill patient is hospitalized, family members
must adapt to circumstances without having their needs fully met, all while lack-
ing complete understanding of what is happening to their loved ones [12]. As a
result, they are at risk for symptoms of anxiety, depression, PTSD, and sleep
disorders [13].

The stress of caregiving, known to influence neuropsychological functioning,
may play a seminal role in the development and maintenance of cognitive deficits.
Post-intensive care syndrome in families, or PICS-F, includes common symptoms
of limited mobility and mental processing issues [13]. Stress-related thoughts, often
perceived as intrusive, impose a burden on cognitive resources that are already
strained and disrupt already limited cognitive abilities [14, 15]. These difficulties
are highly problematic and may prevent caregivers from successfully engaging in
activities that are often crucial in the face of tending to impaired and frequently
needy loved ones (e.g., making sure that bills are paid and finances are managed,
ensuring that their loved ones are fully compliant with care, helping translate com-
plex medical concepts to loved ones, etc.). Key questions remain about whether
cognitive deficits experienced by caregivers reflect a “new normal” or diminish
when the factors facilitating their development decrease in significance.

As an aside, a separate but important issue involving cognitive deficits among
caregivers exists in the context of elderly spouses or relatives of ICU patients. There
is an emerging priority in understanding the psychological burdens on families,
caregivers, and surrogates of the critically ill. Anxiety and traumatic stress in family
members may interfere with their ability to participate in patient care and treatment
decisions [16].

Anticipatory Grief

One likely struggle experienced by individuals with PICS-F is anticipatory grief.
Anticipatory grief refers to the natural stages of grief in the face of a loved ones
feared impending death. As is well known, survivors of critical illness have very
high mortality rates in the first 12 months, for example, after discharge; thus antici-
patory grief is a realistic concern. Greater measures of anticipatory grief in caregiv-
ers for older adults with cognitive impairment have been found with a less positive
orientation to problems, suggesting that higher levels of anticipatory grief depre-
cated problem-solving abilities [17]. Additionally, elevated levels of anticipatory
grief correlate with elevated levels of post-loss avoidance, stress, complicated grief,
and post-loss depression [18]. Exploratory study examining anticipatory grief in
surrogate decision-makers illuminates the high levels of anticipatory grief experi-
enced by surrogate decision-makers in the ICU.

Initial hypotheses of anticipatory grief suggest that “grief work™ occurs prior to
loss, and as a result, grief is mitigated after loss. However, studies have shown an
absence of positive outcomes in grieving post-loss, which has also been identified
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as a risk factor for poor loss adjustment [18]. Caregivers experiencing anticipatory
grief deal with emotional afflictions in many forms: ruminative anxiety, separation
anxiety after loss, sadness, compassion fatigue, helplessness, and anger.

Some individuals avoid addressing death with their loved ones altogether and
may continue discussing topics that involve future events [19]. Talking about an
impending death may lead to feelings of hopelessness for families, causing them to
avert additional emotional stress [19]. The nature of bereavement is based on the
relationship between the caregiver and the deceased. How caregivers cope also
affects the levels of grief they possess [18]. Overall, greater levels of anticipatory
grief correlate with a decreased ability to solve problems [17].

Anticipatory grief requires further exploration to examine the mechanisms
behind pre-loss grief and to assess the concept longitudinally [18]. It is possible that
psychosocial intervention, namely, behavioral interventions and cognitive skills
training, alleviates symptoms of grief after loss for a caregiver [20]. Caregivers
require a narrative approach to transition from their caregiving role to a family
member role to cope with the impending loss of loved ones [21]. There is a need for
better understanding of anticipatory grief to develop effective methods for interven-
tion in family caregivers with critical illness [20].

Fatigue and Insomnia Leading to Psychological Morbidity

Fatigue is almost inevitable among family members of ICU patients, and it is often
a precursor to other health problems, illnesses, and mortality. For example, the
length of stay for an ICU patient correlates with their family members’ level of
fatigue. Clinically relevant fatigue is present in roughly half of caregivers — greater
than the general population and other caregivers for the chronically ill. Fatigue is
associated with poorer sleep quality, burden, symptoms of depression, and health-
risk behaviors. Further research is necessary to elucidate the effect of fatigue on
family caregivers in the ICU and to develop effective interventions for families with
loved ones in the ICU [22].

McPeake et al. [5] examined relationships between caregivers of critically ill
patients after discharge and clinical and subclinical presentations of insomnia in
this population. She reported that fully a quarter of caregivers had subclinical
insomnia, 61% had trouble sleeping, and 33% had clinically relevant insomnia.
Individuals experiencing high levels of insomnia also dealt with greater levels of
anxiety [5]. Cognitive impairment is dependent on the severity of the insomnia.
While it is common for sleep deprivation to occur in this population, a proportion
of family members experience cognitive blunting, otherwise known as psychomo-
tor slowing [23]. Guo et al. [24] found that patients with primary insomnia also have
cognitive deficits, yielding lower scores for recall and immediate memory.
Generally, the pathway to cognitive deficits in caregivers involves sleep deprivation,
which has been linked to cognitive deficiencies in family members of survivors of
critical illness [23].
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Potential Positive Outcomes Among Family
Members in the ICU

Often, traumatic events may lead to negative emotions. For many, these experiences
result in positive changes in functioning, otherwise known as posttraumatic growth
[2]. Some of these changes include greater appreciation of interpersonal relation-
ships and increased levels of empathy. Research has supported many themes when
facilitating posttraumatic growth in survivors of traumatic injury. Tedeschi and
McNally [25] identified several different components when facilitating growth in a
population of veterans: normalizing the experience of symptoms of trauma after
combat, teaching emotion regulation skills, adding growth dimensions to the trauma
narrative (referred to as “constructive self-disclosure”), and establishing healthy
precepts about life. In a study on positive changes in parents of children in the ICU,
Colville and Cream [26] noted that posttraumatic growth occurred more frequently
in those experiencing moderate stress. Low levels of stress were not enough to cata-
lyze parents into giving life “a new meaning.” At the same time, high levels of stress
left individuals with little opportunity for positive reactions [26].

Critically ill patients reported that family presence in the ICU was an important
source of psychological support [27]. After surviving the ICU, survivors may harbor
shame or guilt about the stress imposed upon their families during hospitalization.
Family members are often afraid to share their feelings about these experiences
because they feel that talking about their stress or experiences would be damaging
to the survivor. As a result, this relationship may create discord in communication
between the survivor and their family or partner. Facilitating communication
between survivors and their families is essential to the relationship between both
parties and plays a significant role in reducing negative psychological effects in
family members [2].

While adjusting to the role of caregiver may be difficult, communicating with
loved ones about their experiences may improve the dynamic between all those
involved. Fifty-nine percent of families who communicated regularly with attend-
ing physicians reported confidence in patient recoveries, with 34% of families
feeling “calmer” [27]. Figure 5.2, described above, captures a common process
experienced by family members of critically ill patients admitted to the ICU, often
leading to psychological repercussions that influence abilities to properly care for
their loved ones.

Caregiver Burden

Providing care for a family member who is critically ill can have multifaceted,
adverse impacts on the caregiver — physical, psychological, and emotional strain —
as well as financial and social burden. Although over 40 million Americans provide
care for adults older than 50, caregiver burden is frequently underestimated by
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physicians. Up to 90% of adult, long-term care is provided by informal caregivers
(nonpaid family or friend). About 20% of caregivers spend over 40 h a week caring
for their family member, and the estimated cost of such care, for dementia patients,
is $56,290 a year.

Numerous risk factors have been identified that increase the magnitude of care-
giver burden, including: living with the care recipient, less education, financial pres-
sure, depression, lack of choice with respect to caregiving, and female sex. Clinical
outcomes associated with caregiver burden are concerning and may include weight
loss, lack of self-care, sleep deprivation, and increased mortality. Psychological
morbidity also abounds, to include anxiety, depression, isolation, and — in extreme
cases — suicide. The needs of caregivers are under recognized and should include
education and information, physical and emotional support. Interventions have been
suggested to improve the quality of life in caregivers as well as their family
members.

Adelman suggests several practical interventions to lower caregiver strain.
Patients and families should explore caregiving problems that may arise with their
physician, who may have suggestions or solutions. Additionally, healthy behaviors
for the caregiver should be encouraged. Providing the appropriate information and
education for the caregiver is also essential — understanding the ICU survivor’s
needs and condition are imperative. Implementing goals and plans for long-term
care should also be discussed with relevant experts, whether physicians, social
workers, or case managers. Encouraging the caregiver to access assistance with care
or respite care can also provide relief.

As has been observed, interventions in facilitated “sense making” may prepare
caregivers in their role as a caretaker. Family members performing activities with
their loved one may increase feelings of usefulness and greater correspondence with
medical professionals [10]. This is important, as family members often feel quite
helpless and, frequently, lack even a basic understanding of the medical illnesses
and issues faced by their loved ones. Experiencing greater connection with medical
professionals, against this backdrop, is likely very empowering.

Conclusions, Future Directions, and Recommendations

This chapter has highlighted the various psychological effects of PICS-F — moderat-
ing factors, risks for psychological repercussions in family members, dimensions of
psychological repercussions, and a novel framework to feature the process in a
digestible manner for those involved in healthcare. Family members of ICU patients
may experience a variety of psychological concerns: depression, anxiety, cognitive
deficits, insomnia, fatigue, PTSD, and anticipatory grief, among others. These con-
cerns may be accelerated by diverse risk factors — some of them modifiable, some
of them not. Presumably, they can be greatly improved, if not alleviated, by thought-
fully developed and skillfully implemented interventions, whether preventative or
treatment focused.
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With an “eye” toward improving outcomes of family members, a variety of
future directions should be pursued. From a research standpoint, the difficulties
experienced by family members of ICU survivors should be better characterized,
and tailored interventions should be developed. It may be, for example, that there
are specific methods for treating loved ones with PTSD that differ from conven-
tional methods — only through investigation can this be determined. Other research
questions of interest may include such things as the exploration of the psychobio-
logical correlates of caregiver burden and the effects of having a loved one in the
ICU on such outcomes as relational satisfaction and risk of divorce. From a clinical
standpoint, focused efforts should be made to integrate family members of ICU
survivors into psychotherapy, either individual therapy or family therapy, depending
on their specific needs. Other clinically oriented goals should include the develop-
ment of educational programming — both for medical providers and for patients and
families — that highlight the nature and extent of the difficulties experienced by
caregivers and family members. Such programming — reflected in either websites or
brochures — could be developed with input from patients and families and could
help normalize the experiences of depression, anxiety, and trauma.

While much remains to be known about PICS-F, available research, limitations
and all, points to the existence of a serious and yet underappreciated public health
problem. Through the combined efforts of researchers and clinicians, aided by the
input of families, we remain hopeful that our understanding of PICS-F will increase
substantially in years to come, resulting in less distress and better quality of life.
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Chapter 6

Sleep and Sleep Deprivation Among
Families in the ICU

Stuti J. Jaiswal and Robert L. Owens

Overview of Sleep: Background and Definitions

Sleep is the transient state in which all people spend 25-33% of their lifetimes. Its
role in human health and disease is still poorly understood. However, it is increas-
ingly recognized that sleep and sleep disorders have major impact on cardiovascular
and neurocognitive health. For example, reported chronic short sleep duration —
adjusted for all known covariates — is an independent risk factor for incident coro-
nary artery disease [1], pneumonia [2], and weight gain [3]. Short sleep duration is
associated with decreased antibody response to vaccination, suggesting immune
modulation with short sleep [4, 5]. Recent epidemiological, basic, and animal
research has begun to examine links between sleep duration and cancer [6]. Thus,
sleep is likely to be important, but we have much to learn. Most society guidelines
recommend 7-9 h of sleep per night [7, 8].

Sleep Stages

Sleep is typically divided into different sleep stages, based upon electroencephalo-
graphic (EEG), electrooculographic, and electromyographic patterns. The major
division of sleep stages is between rapid eye movement (REM) and non-rapid
eye movement (NREM) sleep. REM sleep shows characteristic conjugate eye
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Fig. 6.1 An overnight hypnogram from a healthy subject that shows the pattern of the various sleep
stages. The relative amounts of the sleep stages change with age, medications, and other factors

movements and is also referred to as “dreaming” sleep, as most recalled dreaming
activity takes place during this phase of sleep. NREM sleep is further classified into
phases called N1, N2, and N3 sleep, based upon the EEG appearance and rhythms
(e.g., alpha, delta) that predominate. Because N3 is classified by delta wave activity
(high amplitude, relatively slow frequency), it is sometimes referred to as slow wave
sleep. In lay literature, either N3 or REM sleep is considered “deep” or “quality”
sleep; however, the data to support these statements are incomplete. Although many
studies consider the impact of sleep duration on a variety of outcomes (as above), the
difficulty in reliably measuring the various sleep stages has limited the amount of
studies that look at the various sleep stages and outcomes. Thus, most of the literature
and this review will focus on overall sleep duration rather than specific sleep stages.

Typically, the sleep phases change throughout the night in a cyclical pattern of
N1, N2, N3, then REM, and repeat (see normal hypnogram, Fig. 6.1, below) with a
period of approximately 120 min. However, the timing and amounts of sleep can
vary considerably according to multiple factors, including age, medication use, and
genetics. For example, the amount of N3 sleep decreases with age. Alternatively,
many commonly prescribed medications impact sleep stages, such as selective sero-
tonin reuptake inhibitors (SSRIs) which suppress REM sleep, as well as most of the
medications used in the ICU [9].

Circadian Rhythm

One of the most important factors affecting the timing of sleep in general and its
various phases is the endogenous circadian rhythm. The circadian rhythm typically
has a period of close to 24 h, with most rhythms also aligned for sleep during the
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Fig. 6.2 The two stimuli for sleep are the endogenous circadian rhythm and sleep debt which
accumulates during wake and recedes during sleep. Sleep during the night and with an early after-
noon nap would mimic the endogenous circadian rhythm in most people

hours, 10 pm—6 am (and sometimes in the early afternoon; see Fig. 6.2). The endog-
enous circadian rhythm is affected by a variety of external cues, with light the most
powerful. There is also variability in both the period and alignment. For example,
some individuals show either an advanced or delayed sleep phase, with marked
preference for either early morning (so-called morning larks) or late evening (“night
owls”), respectively. However, when unable to accommodate to their preferred
internal rhythm, symptoms of fatigue and sleepiness can result. The same mismatch
between the internal circadian rhythm and the external environment commonly
results in symptoms of “‘jet lag.”

“I Can’t Sleep”: Lack of Opportunities
Jor Sleep vs. Insomnia

Relevant to the ICU, family members of ICU patients often report difficulty sleep-
ing. Broadly, this may be due either to lack of opportunities for sleep or insomnia,
which have very different causes and treatments. Insomnia is defined as difficulty
falling asleep, staying asleep, or non-restorative sleep despite an adequate opportu-
nity for sleep. In the ICU, stress, anxiety, or other emotions could easily prevent
sleep in a family member. However, the complaint of “I can’t sleep” might more
likely derive from the inability to find the right conditions for sleep in the ICU and
could be due to light, sound, frequent interruptions, or lack of a bed/chair in which
to sleep. These are both considered below.
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Lack of Opportunities for Sleep: “I Don’t Have Enough
(Time, Space, Quiet) to Get Some Sleep”

Sleep is notoriously bad in the ICU, for both patients and their family members due
to multiple reasons, with most pointing to environmental factors and frequent care
interactions [10]. The primary rationale of the ICU is to group the sickest patients to
allow for rapid responses as needed. This comes into direct conflict with efforts to
promote sleep. Patients themselves will have unique barriers to sleep, such as pain,
dyspnea, and ventilator dyssynchrony. However, loud alarms from multiple differ-
ent types of equipment (e.g., telemetry, ventilator alarms), frequent interactions with
clinicians, and procedures will interfere with sleep for both patients and their loved
ones. Multiple studies have found the ICU to be a very poor environment for sleep,
with very high sound levels, for example, frequently exceeding WHO-recommended
guidelines [11, 12]. Thus, the Society of Critical Care Medicine recommends pro-
motion of the sleep environment by clustering routines, optimizing the environment
for sleep, and promoting uninterrupted sleep times [13].

Efforts to improve the sleep environment in the ICU have been difficult. Multiple
interventions, which require substantial staff education and changes in practice,
may be required [14]. Even in the landmark study by Kamdar and colleagues
designed to improve sleep quality, which demonstrated an important reduction in
ICU delirium, no improvement in patient subjective sleep quality was found. While
multimodal interventions are unlikely to be implemented easily, even more targeted
interventions must be carefully considered. For example, “just” focusing on noise
reduction can result in statistically significant changes in noise level, but these are
small and unlikely to have clinical benefit. Moreover, efforts to reduce noise levels
may paradoxically increase difficulty sleeping since it is changes in sound level that
actually lead to arousal from sleep [15, 16]. Consider the use of white noise machines
to aid sleep, which work in part by increasing the average background noise level.
Earplugs and eye masks have been shown to modestly improve sleep (increasing
sleep time by about 16 min per night) for healthy patients exposed to a simulated
ICU environment [17]; however, comfort and acceptance of earplugs in particular is
low [18]. Finally, while efforts to reduce light during the circadian night are fre-
quently recommended, light levels, when measured, have been low at night [19].
Instead, more light may be needed during the day to maintain a circadian rhythm, a
finding seen in multiple studies [16, 19, 20].

Family members must encounter all of these problems and also frequently face
additional challenges. First, some ICUs lack a physical space for family members to
sleep or that space is a communal waiting room which is not designed for sleep or
privacy. Second, family members may have multiple other interruptions not related
to the ICU environment such as updating other family members, other work obliga-
tions, etc. Third, family members may also travel from distance and deal with the
effects of jet lag as well. Finally, stress and anxiety may cause insomnia, preventing
sleep even when the ICU environment allows it. Indeed, family members them-
selves report anxiety, tension, and fearfulness as the three most common causes of
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sleep disturbance, much more commonly than environmental factors such as
unfamiliar bed or too much noise [21]. Stress may not only be about the medical
condition of their loved one, but family members can also face financial stress in the
form of substantial nonmedical out-of-pocket expenses such as meals, lodging, and
parking or from missed days at work [22].

How Well Do Family Members Sleep in the Hospital?

Emerging literature suggest that family members of critically ill patients are sleep
deprived and that they have symptoms as a result, although the symptoms vary
between individuals [23]. There are few studies that have objectively measured
sleep times of family members in the ICU. In this regard, the work by Choi and col-
leagues, while based on a limited sample, is an important first step. Using actigra-
phy, they found that family members of ICU patients at the time of ICU admission
averaged 328 =71 min (i.e., <5.5 h) of sleep per night [24]. Family members of ICU
patients often report fatigue and difficultly sleeping [25]. Family members report
inadequate rest, and nearly half report an inability to slow down or rest when they
themselves are sick [27]. This follows a general pattern where family members pri-
oritize presence in the ICU rather than their own health, missing doctor’s appoint-
ments of their own, missing scheduled medications, skipping meals, etc.

Why Do Family Members Put Themselves
Through These Conditions?

Multiple studies have shown that family members want to stay with patients for a
variety of reasons. Primarily, most report a desire to safeguard and support their
loved ones [28, 29]. But open visitation is also associated with improved family
satisfaction [30, 31] and reduced family anxiety [32] and has the practical benefit of
improved communication with clinicians [33]. Recognizing these benefits, guide-
lines for family-centered care recommend open visitation and promote family pres-
ence [34]. However, increased family presence may worsen family and potentially
patient sleep.

Could Family Presence Lead to Poor Patient Sleep?

Some families may visit loved ones according to their own schedule, such as late at
night after work or during other designated rest times for patients. While no evi-
dence exists that such visits should be discouraged, families should be educated on
the importance of uninterrupted rest time [35]. Conversely, families should
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understand that periods of wake and mobilization are equally important and that
sedation and sleep are not the same. For example, some family members may inter-
pret the deeply sedated patient as sleeping comfortably and discourage efforts to
lighten sedation or perform interruptions of sedation, despite evidence that such
efforts are beneficial [36]. Families may also defer opportunities for mobilization
since their loved one is “sleeping,” even though early mobilization may confer ben-
efit [37]. Finally, some families may ask for pharmacological interventions, i.e.,
sleeping pills, to aid in sleep although risks usually outweigh any benefit [38].

Impact of Sleep Deprivation

There are very few studies carried out among ICU family members specifically.
Thus, we extrapolate from the literature of acute sleep deprivation. One interesting
study is by van Dongen and colleagues [39]. They exposed young healthy subjects
to various degrees of sleep restriction/deprivation for up to 14 days. Each day, sub-
jects rated their subjective sleepiness and also completed the psychomotor vigilance
test (PVT), a test of alertness. Subjects restricted to only 4 or 6 h per day felt tired,
but their subjective sleepiness plateaued after a few days. In contrast, the objective
PVT showed continued worsening every day. Thus, one of the features of sleep
deprivation is the inability for people to recognize how affected they are by sleep
deprivation. Relevant for families of ICU patients, families may not appreciate the
degree of sleep deprivation they are experiencing or the impact of that sleep
deprivation.

In general, the following domains impacted by acute sleep deprivation are likely
to be important for family members and their interaction with the healthcare team.
Sleep deprivation can cause increases in lapses in attention, increased risk taking
[40], irritability, and decreased trust in others and increased aggressiveness [41].

One of the few studies to specifically test cognition in ICU family members
found that most showed lapses in attention as measured by the psychomotor vigi-
lance test [26]. Additionally, in this study, those subjects who were subjectively
sleepy also experienced greater impairment in performing daily activities.

Taken together, lack of sleep may impact how families interact with clinicians,
how they interpret information, and how they make decisions that affect their loved
ones. Adequate sleep could be an important part of building a therapeutic bond
between family and clinicians [42], and the atmosphere of the ICU is a factor identi-
fied as important in predicting family member dissatisfaction with intensive care
[43]. For family members themselves, lack of sleep may impact decisions about
their own care, such as ability to drive while drowsy [44].
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Management of Sleep Deprivation

In general, the treatment for sleep deprivation is adequate sleep, which could occur
during the night or as naps throughout the day. Caffeine is also frequently used (by
both providers and family members) to mitigate the impact of sleep deprivation. An
important corollary is the avoidance of sedatives such as alcohol or sleeping pills
(e.g., benzodiazepines) which cause increased sedation but are unlikely to be effec-
tive at promoting sleep unless the sleep environment is also improved.

Suggestions for Improving Family Sleep in the ICU

There are few data to suggest how best to improve family sleep. Until such data
become available, the suggestions below are based on common sense. We empha-
size that consideration of both patient and family member sleep might be useful, as
has been suggested when assessing mental wellbeing of patient-caregiver dyads
[45]. Finally, other efforts that are not sleep specific — such as improved education
and communication with families that generally reduces anxiety — have been advo-
cated and may also be useful [46]:

1. Improved physical space for sleeping. This has been suggested as part of recent
guidelines. Our own experience when physically relocating our ICU to new
facilities (same type of patients, same providers, and same care policies in both
ICUs) was an increase in nighttime visits by family members. While sleep and
effects of sleep deprivation were not directly assessed, the average number of
visitors in patient rooms at night increased from 50% of patients to 79% of
patients [47]. In this regard, neonatal ICUs can lead the way, with sleeping areas
for parents that allow closeness with their child and, at times, privacy [48].

2. Education for families about the importance of wake and sleep. As above, infor-
mation to educate and engage family members will be important. Interestingly,
some patients, and family members, feel secure with abundant nighttime activity
and alarms [10]. What many clinicians and some patients/family members inter-
pret as barriers to sleep are interpreted as active monitoring by others. Thus, any
intervention will need some element of education for patient and families to
provide reassurance. With appropriate education, family members may be the
biggest advocates for uninterrupted rest time as well as periods of activity during
the day. Furthermore, this information might also include education and resources
about sleep after the ICU for both patients and family members. Sleeping pills
should be discouraged for patients and family members.
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Fig. 6.3 Example protocol to optimize sleep in the hospital for both patients and family members.
Activities during the day would ideally include family members. Bedtime tuck in would be aimed
at patients and family members

3.

Active management of family member wake and sleep time. Family member
sleep could be encouraged both during the night and during rest (“nap”) times
during the day. Not only would such management improve family member sleep,
but it may also improve patient sleep as well. For example, empowering family
members to act as guardians of sleep time may also help reduce nighttime inter-
ruptions. During active periods during the day, family members might be encour-
aged to increase light levels in the room (which are frequently too low to entrain
the circadian rhythm) [16, 19] and engage family members in conversations or
simple cognitive activities (e.g., card playing) that might be useful in preventing
or reducing delirium [49]. Similarly, if physically able and with appropriate
guidance, they might participate in range-of-motion or other activities. This role
for family members might provide a sense of usefulness for them and foster
teamwork with the clinical team. See Fig. 6.3. We note that family engagement
is now considered in the design of clinical trials [SO]. Importantly, such physical
activity during the day could improve family member’s insomnia [51-53].

. Create protected sleep times at night and during the day for both patient and

family. We have previously advocated for a “tuck-in” time which would signal
the start of the nighttime rest period for the patient [54]. For patients this might
include management of pain and comfort, preparation of the room for sleep
(lights down, TV off, setting of optimal desired temperature, etc.), and offering
of earplugs and eye masks. Importantly, the “tuck in” could also be extended to
family, as well, who could also be offered eye masks and earplugs. Family mem-
bers could also be encouraged to disengage from their mobile phone and other
electronic devices.
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Insomnia: I Just Can’t Seem to (Fall, Stay) Asleep”

A separate problem is insomnia — the inability to fall asleep despite an adequate
opportunity to do so. Thus, lack of an opportunity for sleep may occur mostly when
families attempt to sleep in the ICU, and insomnia might occur outside of the ICU.
Insomnia is one of the most common medical conditions, and some studies suggest
that almost all Americans will have an episode of acute insomnia at some point dur-
ing their lifetime. Insomnia can include difficulty falling asleep, staying asleep, or
waking up too early with inability to fall back asleep. This difficulty sleeping must
also be paired with symptoms or distress from the poor sleep. Insomnia is endorsed
frequently by ICU family members, and symptoms frequently correlate with stress
or anxiety [21, 55, 56].

While insomnia may be a reflection of stress or anxiety, it may persist and
become the dominant symptom even after the initial stress/anxiety has resolved. For
example, stress over a loved one’s admission to the ICU may be the inciting event
for prolonged insomnia even in family members of patients who recover well from
critical illness. People with insomnia frequently have anxiety and frustration about
their difficulty sleeping, and their responses to insomnia can further prolong or
worsen sleep difficulties. People with difficulty falling asleep may perseverate on
the problem by watching the clock or feel frustrated lying in bed awake. They may
also compensate by staying in bed longer the next morning. All these behaviors will
make it difficult to fall asleep the next night as well. Effective therapy focuses on
eliminating the vicious cycle of these behaviors.

The cornerstone of therapy for insomnia is non-pharmacological. Education and
cognitive behavioral therapy are the best initial treatment options. Education focuses
on so-called sleep “hygiene” — the behaviors that help promote sleep, such as avoid-
ance of naps (note that this is an effective strategy for sleep deprivation but will
worsen insomnia) and maintenance of a consistent sleep schedule. Avoidance of
behaviors that promote frustration with sleep, such as avoidance of clock watching
or staying in bed awake, is recommended (i.e., stimulus control). For some, sleep
restriction — the avoidance of too much time in bed — can also be very helpful.
Medication would only be considered after an evaluation by a physician.

Sleep after the ICU

Both sleep deprivation and insomnia can occur after the ICU, depending on the
course of illness for the patient. For those whose loved ones died in the ICU, the
major post-ICU sleep abnormality may be insomnia in the setting of grief or subse-
quent depression. Conversely, those whose family members survive the ICU and
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return home may experience both insomnia and sleep deprivation as a result of the
care they must provide to their loved ones. Multiple studies have shown that care-
giver burden can be quite high and remain high after the ICU, particularly at the
time of discharge home [57-62]. The course of caregiver burden is variable [63],
and there are few data. As a starting point, in the study by Choi and colleagues,
actigraphy was extended up to 2 months after the ICU [24]. We note that total sleep
time at 2 months was highest in those whose family members died in the ICU, but
their sleep tended to be more fragmented with more wake after sleep onset, a marker
of insomnia. Conversely, those who family members returned home got less sleep,
which was less fragmented. Thus, sleep is likely to be poor in caregivers after ICU
discharge for a variety of reasons and will fluctuate over time. (See Fig. 6.4 concep-
tual examples.)

a Family member of ICU survivor
/\ “Honeymoon period”
Difficulty sleeping due to: | ICU environment High care giver
Balancing work burden
Sleep deprivation and ICU visits //‘
Insomnia Stress and 7 Variable
anxiety \1
ICU Floor/rehab Home
b Family member of patient who died in the ICU
Difficulty sleeping due to: | ICU environment
Balancing work
Sleep deprivation and ICU visits
Insomnia Stress and
anxiety
ICU After patient death

Fig. 6.4 Difficulty sleeping can be explained by lack of adequate sleep opportunity, insomnia, or
both. The relative contribution of each may also fluctuate during the hospital stay and based on the
outcome of the ICU patient. In panel (a), the patient survives to eventual home discharge. There
may be a “honeymoon period” when caregivers sleep well, as patients improve yet remain cared
for by others. This period may end when the patient returns home and caregiver burden increases
or as anxiety builds over the slow pace of recovery. In panel (b), the patient does not survive to ICU
discharge
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In order to improve sleep after the ICU, it will be important first to obtain suffi-
cient history to understand why the family member “can’t sleep.” Education to fam-
ily members about the signs and symptoms of insomnia and basic sleep hygiene tips
may be helpful. Persistent insomnia should prompt evaluation by a physician, and
medication should be considered a last resort. If poor sleep is due to high caregiver
burden, some caregiver relief will be needed.

Sleep and Relationship with PICS-F

Anxiety, depression, and posttraumatic stress disorder (PTSD) are now recognized
complications for family members of ICU patients, and this constellation of symp-
toms has been termed post-ICU care syndrome-family (PICS-F) [64]. Poor sleep,
then, may be a prominent symptom of PICS-F. Whether poor sleep in the hospital
predisposes to PICS-F is not clear. Interestingly, some studies have shown that sleep
deprivation after trauma reduces subsequent anxiety and development of PTSD
[65-67]. It has been hypothesized that sleep deprivation slows or prevents new
memory formation that could be used to reexperience the trauma.

Regardless of any possible causal role, an emphasis on improving sleep and
reducing insomnia may improve symptoms of anxiety or depression [68].
Alternatively, sleep symptoms in PTSD are often particularly refractory and may
need a focused approach [69]. Thus, a sleep history and a focus on sleep/difficulty
sleeping will be important in family members after the ICU.

Summary

Difficulty in sleeping is a problem not only for patients in the ICU but also for their
family members. Insufficient sleep causes symptoms in family members and may
affect relationships with clinicians. An important first step is to differentiate between
lack of opportunities for sleep vs. insomnia. Efforts to improve sleep for family
members might also improve sleep for patients as well. Family members should be
educated about symptoms of insomnia and first-step strategies to manage it.
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Chapter 7

Taking the Lead: Changing the Experience
of Family ICU Syndrome by Changing

the Organization of Care

Donald L. Zimmerman

The evidence is clear and compelling that the family of an ICU patient can experience
increased rates of depression, anxiety, and stress disorders [1-3]. In response, it has
been recommended that the concept of visiting hours be transitioned to a philoso-
phy of family engagement [4, 5].

While open and patient-tailored guidelines have been recommended as the pre-
ferred family visitation model in critical care settings, many intensive care units
continue to restrict visitation [6]. A number of reasons have been identified that help
to explain this gap between recommendations and practice. For example, concerns
with infection risk, violations of confidentiality, family interference with the provi-
sion of care, and the potential for additional work can all be found as “reasons” for
caregivers and their organization to reject calls for an open visitation policy for the
families of ICU patients [7].

One of the major developments in modern management theory and research has
been its continued focus on better understanding how to introduce and manage
organizational change [8]. A number of research traditions have contributed to this
understanding, including those devoted to the diffusion of innovation, the processes
of implementation, continuous quality improvement, communication theory, and
organizational management and behavior studies.

While management research within each of these traditions has yielded a number
of important findings and insights, their direct and practical relevance to efforts at
changing policy in the ICU is restricted by two major limitations:

The first limitation is that leading and managing a change effort within an ICU is
not easy and not well suited to the simplistic and over-reductionist models that tend
to dominate the popular business literature. For example, consider applying Kotter’s
[9] extremely widespread eight-step model for leading change to the day-to-day
activities on an ICU (see Table 7.1).
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Table 7.1 Kotter’s eight-step

model for leading change 1. Create a Sense of Urgency

!

2. Form a Guiding Coalition

!

3. Create a Vision

!

4. Communicate the Vision

!

5. Empower others to Act on the Vision

!

6. Create Quick Wins

!

7. Build on the Change

!

8. Institutionalize the Change

While each of these eight steps makes a certain amount of external sense (e.g.,
starting out by creating a sense of “urgency” seems quite self-evident), actually car-
rying out this task is quite another matter in practice. In other words, while each of
the eight steps presents with a certain sense of obvious logic, how one really goes
about the task of actualizing each of these steps in the context of one’s real practice
remains, if not mysterious, then highly problematic. In order to find any clarity
about how one might actually go about the real processes of leading a change in
ICU visitation policy, we then must dig deeper than the popular literature on change
might suggest. One of the reasons making change is not easy is because it involves
stepping into the actual “soup of reality” that holds the real, lived experience of
clinicians, patients, and their families as they interact to create and animate their
specific episode of care within a given ICU.

But as we take a step into the actual flow of experience that defines the ICU
experience in everyday life, we run into a second major limitation about how to best
proceed.

Despite the ongoing multidisciplinary scholarly interest in developing a more
and more sophisticated understating of the processes of change, the unquestioned
default approach for many in healthcare remains the model of continuous quality
improvement (CQI). Emerging as part of the national conversation in the last part of
the twentieth century, the model of CQI has served as a core strategy for addressing
such issues as medical errors, excess wait and delay times, hospital-acquired infec-
tions, and other operational issues. In general, this approach argues that progressive
improvements in clinical outcomes can be made by using a three-part strategy [10].
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Sequentially, the strategy is as follows: (a) Specific operational variations in the
processes producing a non-optimal outcome must be identified. (b) Specific inter-
ventions are made to standardize the aberrant variations in the processes of care. (c)
Ongoing cycles of planning, doing, studying, and acting (PDSA) are implemented
that use prior findings to continuously reduce variations in the processes of care to
a diminishing point so that there are zero defects in producing a given outcome [11].

Several efforts have been attempted using a CQI approach to create changes in
the everyday activities of the ICU. For example, Curtis et al. [12] outlined a “how-
to” guide that advocated the use of scientifically sound performance measures,
robust data collection, analysis, strong leadership, and the ability to learn from suc-
cesses as well as failures, among others. Gershengorn, Kocher, and Factor [13] sug-
gested strategies for creating a culture for change, improving cooperation and
interaction between multidisciplinary teams of clinicians, and positioning the inten-
sive care unit (ICU) optimally within the hospital environment.

While such work might be encouraging to potential change agents, considerable
evidence exists that using a CQI approach does not necessarily result in success. For
example, Rogness [14] reported that while their efforts to use a CQI approach to
change to an open visitation policy resulted in a positive change for families, incon-
sistency of implementation was a barrier that undermined staff and physician appre-
ciation for the benefits of this improvement project. Writing at a more general level,
arecent review of the use of the CQI model in a variety of healthcare contexts found
a number of reported failures of the “PDSA method to help frontline staff address
the multiple improvement challenges they faced as the scale of investigation and
range of issues they needed to address increased” [15].

Moreover, while the CQI model may provide value in many specific instances, a
central contradiction in using this approach that is of particular relevance merits
attention when looking at efforts to improve the personal experience of families and
patients within the ICU. This contradiction is found in the origin of the CQI approach
itself. As emphasized by such foundational thinkers as Berwick, Shewhart, Deming,
and Juran, the CQI approach is fundamentally the application of methods, tools, and
metaphors readily found in industry and business rather than in medicine [10].

While the practice of medicine may be viewed as a business, a fundamental error
is made if the differences between providing care and treatment for a person in
medical need are ever truly confused or conflated with the purpose, processes, and
ethics of selling cars, shirts, insurance, or any other good or service in a purely eco-
nomic marketplace. Clear and present evidence argues that modern medicine is
deeply aligned with many of the core dimensions of business, e.g., accounting,
finances, management, etc. [16]. But, at its heart and as a whole, providing health-
care services to those in need is foundationally different than any other type of com-
mercial enterprise found in the general marketplace.

The concern about using industrial models for improving the ICU does not rest
on a rejection of the idea that the everyday processes that produce goods and ser-
vices within the context of a healthcare organization are not relevant. Such pro-
cesses lay at the heart of what people actually do to produce and experience care.
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Rather, the problem is when the CQI model is used to purposefully transform those
processes from the field of real human interaction among real people into a reified
and abstract “system” of standardized, industrial production. Simple application of
industrial metaphors to understand and improve the provision of healthcare ser-
vices, whether through the ICU or another unit, results in changing the way partici-
pants are viewed. When someone asserts that healthcare works like a production
system, the processes of that system are then viewed in error precisely when they
are most human and appear at greatest variation from the pre-set, rational, and
determinist design of an ideal state of regulated industrial operation.

Efforts to reduce variations in the production processes are not limited to con-
tinuous quality improvement strategies taken from industry. At another level, they
can also be viewed as an effort to transform and support efforts to improve the out-
comes of care by embedding the following organizational characteristics into their
overall management structures of healthcare organizations:

* Increased hierarchical administration

e Formal lines of authority (chain of command)

* A fixed area of activity

* Rigid division of labor

* Regular and continuous execution of assigned tasks

* All decisions and powers specified and restricted by regulations
» Officials with expert training in their fields

e Career advancement dependent on technical qualifications

* Qualifications evaluated by organizational rules, not individuals

Max Weber [17] first identified these organizational characteristics of what he
called a “bureaucracy.” More recently, Cockerham [18] applied these characteristics
to hospitals.

Central to a bureaucratic organization and to the CQI model is the shared belief
that positive change requires standardizing how things are produced. In this sense,
the idea is that things must change so that the rules and procedures for doing a given
task are replicable by anyone else so that the same outcome (results) are produced
every time for every “patient.” In this sense, one might speak of the power of the
“medical bureaucracy” to reduce the naturally occurring variations among people —
whether they be patients, families, or physicians and other caregivers — to zero as a
primary methodology for standardizing the outcomes of its production systems.

The alternative to standardizing how healthcare is produced is not chaos in the
hospital. There are many activities related to the provision of healthcare that are
usefully viewed as identical to industrial processes, for example, sterilization, man-
agement of infection, evidence-based protocols, etc. But, the use of the industrial
metaphor in defining the actual experience of the patient, family, and caregivers
fundamentally transforms all participants into interlocking parts of an idealized and
dehumanized bureaucratic system of care that is, by definition, not based on the
individual experience of any of the people actually engaged in the care-producing
activities delivered and received through that bureaucracy.

In using industrial models of quality improvement to standardize the process and
structures of care into bureaucratic systems, there is a strong possibility that we may
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be helping to perpetuate and support a model of care that is in direct contradiction
to the actual needs of a patient, family, and primary caregivers in the ICU. So, if
popular models of change do not provide sufficient guidance to leading change and
the dominant model of CQI suggests that the solution rests on creating a medical
bureaucracy, what can we, in fact do to further encourage open visitation and other
positive changes in the ICU?

What Does Person-Focused Change Look Like?

The importance of the person in healthcare might seem obvious to some, but in a
system that relies on the clinical authority of medical care providers to deliver care
through the institutional and bureaucratic power of organizations like hospitals,
physician offices, and ICUs, the role of the patient — no matter how “centered” in
that delivery system — can be lost or obscured in the routine institutional activities
required for a highly complex healthcare system to function [19]. At its most basic,
person-focused care is a perspective that expands and elevates the importance of the
personal experience of the patient, family, and caregivers into key points of relevant
coordination between clinical care delivery and the personal experience of care [20].

Person-centered care is not about simply giving patients whatever they want. It is
about considering patients’ preferences, values, family situations, social circum-
stances and lifestyles; seeing people as individuals and then working together to
develop appropriate solutions [21]. In other words, person-centered care is about the
coproduction of care among people rather than an industrial bureaucracy designed
to meet needs of the “consumer” in a competitive business environment [22]. For
healthcare professionals, this means that we must actively care about the patient,
family, the physician, and other healthcare personnel by elevating the personal expe-
rience of patient care into an important and relevant part of clinical practice [23].

But while making the personal experience of care a priority may have an elective
affinity with an open visitation policy for the ICU, it does not automatically open
doors that are currently closed. What can be done, then, to further encourage open
visitation and other positive changes in the in the ICU? To start an answer to this
question, it is necessary to first focus on four key elements of a person-focused
approach to ICU change. These are the patient, the family, key caregivers (e.g.,
physicians, nurse practitioners, physician assistants, etc.), and the ICU setting. Each
is examined below.

The Patient

A person has roles. I am, for example, a husband, father, professor, volunteer, and
citizen. I have also been a patient and many other things.

Sociologists have long pointed out that people live out their various roles by
following the particular behavioral rules and expectations assigned to each. That is,
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I am a husband, father, etc., not in word alone, but because I know and follow the
rules for how husbands, fathers, etc. are expected to behave.

Patients also have a role. Parsons [24] was the first to note that the primary
expectations that helped transform a person into a patient to occupy what he called
“the sick role.” The sick role has its own set of norms of expected behavior. These
include:

* The patient is released from the person’s normal roles of their life.

e The patient should seek medical attention, do as the doctor says, and try to
get well.

» The patient is not held accountable for her or his illness.

Given the ongoing evolution of healthcare, there may be need to update the spe-
cifics of Parsons’ earlier formulation of the role, but the initial insight that sees the
difference between the role and the actual person occupying that role remains sound
and valid.

Recognizing the difference between treating a reified and abstracted patient role
and caring for the actual experience of the real person living in that role is at the
heart of a person-focused approach to ICU change.

The Family Has Many Forms

Rapid changes in the American family structure have altered the image of the defini-
tions, roles, and behavioral expectations of the US family. In recognizing these
changes, recent discussions of family visitation to the ICU have provided a very
broad definition of a “family” that includes all the individuals whom the patient
wants involved in his/her care, regardless of whether they are related biologically,
legally, or otherwise [25].

But in recognizing such a broad array of existential possibilities qualifying as
“family,” a critical distinction remains between “the family” that is currently pres-
ent in the ICU and the abstract concept of “a family” — however defined — that
exists in discussions about family visitation policy. The distinction between the
use of “the” and “a” is not trivial and is explicitly intended to highlight the gap
between the individual specifics of a particular family and the general character-
istics of a particular type of social unit called the “family.” When we look at the
gap between the specific and general sense of family, it is easy to find a host of
typically unspoken but often assumed notions of what “family” means to a given
individual.

A raft of cultural stereotypes provides ready-made cultural models and images
concerning what and how families are supposed to act based on racial, ethnic, reli-
gious, socioeconomic class, and other broadly explicit expectations for “families
like that”” Overall, while some families celebrate and reinforce such cultural
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attributions, others actively fight against them as evidence of discrimination and
other forms of restrictive categorization and prejudice [26].

On the other hand, behind the closed doors of any given family are the deeply
held personal narratives of the individuals who are living through the actual experi-
ence of “being in that given family” — with all the good and bad times that can occur.

The tension between the external attributions about “a family” and the actual
experience of being in “the family” is especially acute when current family struc-
tures and behaviors are compared against traditional models of two heterosexuals,
engaging in consensual sexual relations, and having and raising children until matu-
rity. For example:

e The share of Americans who have never married has been rising steadily in
recent decades. At the same time, more adults are living with a partner instead of
marrying and raising children outside of marriage [27].

* Fewer than half (46%) of US kids younger than 18 years of age are living in a
home with two married heterosexual parents in their first marriage [28].

* An estimated three million (37% of) lesbian, gay, bisexual, and transgender
adults have had a child at some point in their lives [29].

e Nearly half (44%) of young people ages 18-29 have a step sibling [30].

e The percentage of Americans living without a spouse or romantic partner
increased from 39% to 42% over the past decade [31, 32].

Further, the National Coalition Against Domestic Violence has reported [33]
that:

* One in three women and one in four men have been physically abused by an
intimate partner.

* Onein 15 children is exposed to intimate partner violence each year, and 90% of
these children are eyewitnesses to this violence.

» Intimate partner victimization is correlated with a higher rate of depression and
suicidal behavior.

* Only 34% of people who are injured by intimate partners receive medical care
for their injuries — suggesting a significant undercount of violent episodes.

* An estimated one in four US children experiences some form of child maltreat-
ment in their lifetimes.

* Four-fifths (80.3%) of perpetrators of child maltreatment were parents.

The personal experience of one’s family is often enough to keep the notion of “a
family” grounded as a unique set of people with their own interconnected narratives
and, if so, may serve as an important reference when working on building open visi-
tation policies.

In sum, it is suggested here that the second part of our model of a person-focused
approach to change would be to keep the distinction between “the family” and “a
family” as clear as possible in future efforts at changing visitation policy in the ICU
so that the full humanity of each person’s family is fully appreciated.
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Clinical Care Givers

The role of key clinical caregivers in the ICU is multifaceted. Not only does it
include highly specified requirements regarding training and practice, but clear
behavioral expectations regarding professional demeanor, assumed norms regard-
ing patient privacy, interaction, and intent of clinical and physical intervention [34].
Historically, the relationship between provider and patient has been a special one,
with the trust of the receiver of care placed in the provider and in the institutions
with which the provider is affiliated [35].

The trust between those providing needed care, e.g., physicians and advanced
practitioners, and patient is not just about a patient’s confidence in their caregivers,
but it also serves as the basis for action. In order for “trust” to serve as a basis of
action, the clinical caregiver must assume and the patient must not question the
physician carrying out three basic types of activities. First, both parties must assume
that the clinical caregiver and the ICU have the legal authority to provide care — and
further, that the care being provided is rational and reflects best clinical knowledge.
The second is based on the power of inertia created by the traditions, customs, hab-
its, and social structures that are learned as part of the clinical caregiver’s training
and are presented as “given” to the patient as the way “things are done around here.”
And the third is the patient’s presumption that clinical caregivers have special
knowledge, skills, and powers that can rescue them from harm.

These three activities were first identified by Weber [17] as core forms of what
he labeled “legitimate authority.” While the use of such authority for providing care
is not inherently bad (and perhaps necessary), in the hands of an individual provider,
it has the potential to be so. Fundamental to the individual’s development into a
practicing clinician is the development of their own psychosocial identity of them-
selves as an expert practitioner. This development includes the individual clinical
caregiver’s own internal consciousness about who they are to themselves, how they
are supposed to relate to others, and how they view, prioritize, and manage the
choices of their personal and professional lives. When a clinician’s authority is exer-
cised over a patient without a sense of understanding and empathy about how the
consequences of such an act will be actually experienced by the patient and the
family, then the grounds of their authority shifts from trust to coercion. This shift
replaces their reliance on their legitimate authority to determine the course of patient
care with the brute power of providing or withholding care based on their own
decision-making.

When the provider fails to maintain their relationship with a given patient on the
grounds of trust, that caregiver may not fully recognize the personal suffering that
routinely occurs through medical interventions within the ICU. The gap between
the body being treated in the role of the patient and the personal experience of the
patient living within that body was noted by Casel [36] in his distinction between
suffering and physical distress. Bodies suffer medical distress but suffering is expe-
rienced by people. And further, as Casel emphasized, the failure to understand the
nature of personal suffering can result in medical intervention that is technically
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correct but not only fails to relieve the source of suffering but becomes a source of
suffering itself. Thus, the next step in our model of a person-focused approach to
change would be to place a clinical caregiver who purposefully places the value of
patient empathy and the patient’s own experience of care at the center of any change
effort aimed at changing visitation policy to the ICU.

The ICU Setting

The care provided in hospitals is structured into a set of organizational units defined
by the primary type of care provided to patients. For example, the organizational
components of many hospitals include the Emergency Department, various
Medical-Surgical units, outpatient clinics, and Intensive Care Units. Each of these
organizational components, while linked to the others through a set of common
institutional ties, also stands alone in the way it actually produces patient care. That
is, while the hospital reflects a single organizing framework in its given commu-
nity, the provision of that care is provided through the particular organizational
component with the principle responsible for meeting the particular needs of the
given patient.

Every site of care within a hospital, whether it be in the ICU, clinic, emergency
department, or in a medical-surgical unit, contains a defined and detailed set of
behavioral opportunities and constrains for individual action. The given set of
opportunities and constraints are defined to all involved as the norms of expected
behavior for each individual participating in that site of care, whether they be clini-
cians, patients, or family members. The care provided in the ICU, like in any other
organizational component of the hospital is carried out through established patterns
of clinical, managerial, and operational behavior that defines the normal ICU expe-
rience experienced every day by for physicians, nurses, allied personnel, patients,
and their families.

Supporting this sense of normal order are the deeply socialized taken-for-granted
assumptions that infuse the sense of daily activity with a deep sense of self-evident
expectations regarding the “way things are done” in a properly functioning ICU. One
might think of an old-fashioned mechanical clock as a metaphor for all the various
microstructures (routine patterns) and micro-processes (the routine personal inter-
actions) that all have to work together in a coordinated whole to produce a total
episode of ICU care. But just because a given ICU may operate like a fine watch
does not mean that it is telling the proper time or that its current mechanical watch-
works remain the most efficient in a world defined by the digital time of a smart-
phone and Fitbit.

While the social organization of an ICU may be intended to root each person and
task into the grounds of sound clinical experience, knowledge, and science, its day-
to-day operation must take into account a wide variety of situational and organiza-
tional circumstances that may or may not be consistent with the best interests of the
patient. For example, a well-intended and properly designed ICU may still suffer
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from routine breakdowns in communication, poor personnel attitudes and lack of
teamwork, use of obsolete tools and techniques, toxic relationships, temporary
impairment, chronic burnout, gender-based harassment, failure to listen, and inad-
equate command and control systems of management, to name a few. All such
issues can create the conditions for significant medical errors independently of the
skill and knowledge of the individual clinical practitioner [37].

An ICU can easily be a constructed vision of reality that seems so naturalized
that it appears to be the only vision of reality, the only fundamental, deeply logical,
and taken as a self-evident universal way any ICU works. As such, the fourth part of
a person-focused model of change is to ask: But must it really work that way?

Final Questions

Figuring out how to transform a given ICU to not only change its family visitation
policy but to re-center its organizational principles around those of person-focused
care requires much, much more than casual observation, speculative theory, or the
generalization of personal experience. Rather, it requires a deep dive into the phe-
nomenology of the ICU experience itself to, first, identify the operationally impor-
tant social structures and processes that are embodied within the day-to-day behavior
of the unit and then, second, to critically review the deeply internalized social and
relational presuppositions [38] and taken-for-granted assumptions [39] that “go
without saying” but are used to create the sense of “normalcy” of the daily function-
ing of an ICU and its host hospital.
The following three questions can help start this review and analysis process:

1. What would an ICU look like if an effort was made to look at how the current
ICU experience is being created in order to fully re-center it on the people pro-
viding and receiving treatment?

2. What might we learn if the core ideas we think and tacitly believe everyone
knows about how ICUs should behave were carefully and critically examined
against the personal experience of patients, families, physicians, and other
caregivers?

3. Isit possible to imagine a person-focused ICU that treats patients as real people,
respects and engages with the diversity of families, and releases physicians and
other caregivers from the constraints of existing medical bureaucracies?

Full and complete answers to each of these questions do not need to ever exist in
practice. Rather, they can serve as initial guides for building a person-focused model
of change that may fit the goals of medicine better than ones that are best suited for
industry and commerce. Engaged, participatory, and directed efforts to integrate a
more person-focused approach to care into open visitation policies for the ICU and
other units is a critical opportunity for a large and significant discussion about how
to answer each of these questions.
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Table 7.2 Examples of skill sets and resources for leading changes in ICU visitation policy

Skill set

Follow-up resources

Case presentation followed by general
discussion with the emphasis on the
emotional content of the doctor-patient
relationships

Salinsky J. (revised 2005, 2011, 2013). Balint
groups and the Balint method. In: Burton J, Launer
J (eds), Supervision and support in primary care.
Radcliffe Medical Press, Oxford; 2003

Expanding understanding of how a
caregiver’s personal histories and current
personal lives, values, attitudes, and biases
affect the care of their patients

Novack D, Spstein R, Paulsen R. Toward creating
physician-healers: fostering medical students’
self-awareness, personal growth, and well-being.
Acad Med. 1999;74(5)

Building core management competencies
in role awareness, communication, and
teamwork

Schmitt M, Blue A, Aschenbrener C, Viggiano T,
Thomas R. Core competencies for interprofessional
collaborative practice: reforming health care by
transforming health professionals’ education. Acad
Med. 2011;86(11):1351

Developing greater awareness and skills in
leadership competencies

Tubbs S, Schulz E. Exploring a taxonomy of global
leadership competencies and meta-competencies.
JAm Acad Business, Cambridge. 2005;8(2):29-34

Building empathy, reflection, and trust
through narrative medicine

Charon R. Narrative medicine: a model for
empathy, reflection, profession, and tust. JAMA.
2001;286(15):1897-1902

Building awareness of changes in family
composition and dynamics

Water T, Carter B, Neville S, Dickinson A. Looking
towards the horizon: changing landscapes and a
shift to a more equitable future for children, young
people and their families. Contemp Nurse.
2017;53(4):407-409

Opening up communication within the
healthcare setting

Newton J, Henderson A, Jolly B, Greave J. A
contemporary examination of workplace learning
culture: an ethnomethodology study. Nurse Educ
Today. 2014;35(1):91-96

The following table (Table 7.2) provides some examples of specific skills and
background resources that can be used by caregivers to start these discussions with

patients, families, and other caregivers.
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Chapter 8

Unique Challenges for Family Members
of Patients with Acute and Chronic
Critical Illness: The Older Caregiver

Nicole Roeder and Margaret A. Pisani

Demographics

Informal or unpaid caregivers are currently the primary source of long-term care in
the United States, with an estimated one in five adults providing care to a relative or
friend [1]. Increasing survival rates after an intensive care unit (ICU) admission has
resulted in a population of chronically critically ill individuals who may experience
prolonged, complicated recoveries outside of the hospital, with significant physical
and psychological deficits [2]. These individuals commonly rely on family caregiv-
ers during this recovery process.

With the increase in average life expectancy, many ICU patients and survivors
are themselves older adults [3-5]. The average age of patients receiving ICU-level
care has increased, as well as the proportion of those who are over the age of
85 years [6]. As they are likely to have increased baseline comorbidities and func-
tional dependence, studies have demonstrated that these older ICU survivors are at
increased risk for poor outcomes (Table 8.1). Post-ICU disabilities may result in
older ICU survivors being more likely to require formal or informal caregivers [7].
In many instances caregivers may be the patient’s elderly spouse or partner. The
unique deficits faced by older ICU survivors may result in new caregiver burden
akin to what is seen in the geriatrics literature of caregivers for patients with demen-
tia. Of the estimated 43 million informal caregivers of adults in the United States,
34% are over the age of 65 [8]. Due to increasing healthcare costs, decreasing ICU
mortality, and the growing older adult population, the number of informal caregiv-
ers, and thus the number of older caregivers, is projected to rise [2].

Sixty percent of caregivers in the United States are female, providing an average
of 24 h of care per week for an adult relative [8]. The typical older adult caregiver
(Fig. 8.1) is a 79-year-old white female, who cares for a close relative, for 34 h per
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Table 8.1 Outcomes observed in older ICU survivors

N. Roeder and M. A. Pisani

Author,

year Design Subjects Primary outcome | Results

Barnato Retrospective | 65+ year olds Impact of a Elderly survivors of

etal. cohort who did/did not | hospital stay that | mechanical ventilation

(2011) [24] | N=54,771 undergo requires may experience substantial
mechanical mechanical functional declines
ventilation ventilation on

functional status

Iwashyna | Retrospective | Sepsis survivors, | Burden of 71% of survivors had
etal. cohort 65+ years old cognitive functional disability, and
(2012) [25] | N = 637,867 dysfunction and 16% had cognitive
disability impairment 3 years after
ICU admission
Ferrante Prospective ICU survivors, | Functional >50% of patients died
et al. cohort 70+ years old trajectories before | within 1 month of ICU
(2015) [26] | N =754 and 1 year after discharge or experiences
ICU admission significant functional
decline over the following
1 year
Ferrante Prospective ICU survivors, | Incidence and time | Approximately half did not
et al. cohort 70+ years old to recovery of recover to pre-ICU level of
(2016) [27] | N =186 premorbid function | function
within 6 months Pre-ICU hearing and
vision impairments were
associated with poor
recovery
Villa et al. | Observational | ICU survivors, | Functional status Survivors experienced
(2016) [28] | N=176 70+ years old 1 year after ICU significant deterioration in
discharge functional status that never
returned to baseline at
1 year
Moitra Retrospective | ICU survivors, | Association Mortality rates increase
et al. cohort 65+ years old between ICU with increasing ICU length
(2016) [29] | N = 34,696 length of stay and | of stay

1-year mortality

week. These older caregivers are more likely to be providing care without additional
help, to be unemployed, and are more likely to be caring for their spouse [8].

In general, research on caregiving has primarily been focused on the care pro-
vided within biological families and heterosexual marriage, with little attention to
informal care provided by friends, or “friend care.” This form of caregiving is com-
mon and plays an important role in the lesbian, gay, bisexual, and transgender
(LGBT) community, as older LGBT adults may be less likely to have traditional
supports in place [9]. While research on LGBT caregivers remains limited, friend
caregivers have reported less social support and fewer available services, which was
associated with higher perceived stress levels and depressive symptoms [9].
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» 79-year-old white female
- Primary caregiver to one adult
- Provides care for 34 hours per week

- Spouse with dementia or heart disease

- Likely unemployed and managing finances
- May be in poor health

UNIQUE
IMPACTS

« High burden of care
- Wants information about making end-of-life decisions

Fig. 8.1 The typical older caregiver

Adverse Consequences for Caregivers

Evidence continues to emerge that caregivers are at risk for physical and psychoso-
cial morbidity because of their role. Caregivers who are younger, female, minori-
ties, those caring for a spouse, and those who have pre-existing depression are all at
higher risk for worse mental health outcomes [2, 10-12]. Primary caregivers and
those who provide care for more hours are more likely to report worsening of their
own personal health [8]. This is especially relevant for older caregivers, as they tend
to have a higher care burden with more hours and are commonly the primary care-
giver. More focused research is needed, as older caregivers have not been well-
studied in terms of their risk profiles and adverse outcomes.

Caregiving generally requires a significant investment of time, energy, and
finances and can involve tasks that are physically and psychologically demanding.
Little is known about older caregivers’ potentially unique needs and challenges in
the acute ICU setting or as informal caregivers for chronically critically ill loved
ones. Many ICU survivors have functional impairments and are dependent in activi-
ties of daily living requiring help with toileting, bathing, and ambulating. Much of
what is known regarding the older caregiver population comes from studies of indi-
viduals caring for those with dementia, but we can extrapolate this to caring for a
post-critical illness patient [10].

Family members or informal caregivers of ICU patients frequently play crucial
roles in caregiving the and recovery process outside of the hospital. The World
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Health Organization (WHO) International Classification of Functioning, Disability,
and Health (ICF) provides a useful framework for studying disability, which can be
applied to the experiences of our patients who survive critical illness and intensive
care [13]. This framework can be viewed as a progression of disablement, starting
with acute illness that results in bodily damage which can result in activity limita-
tions, causing restrictions in social participation, and ultimately a reduction in qual-
ity of life. Throughout this progression our formal medical assessments may reveal
concrete limitations in abilities; however the patient experiences impairments in
routine daily functions. Patients with the same functional deficit will report varying
levels of disability and reductions in quality of life, as these perceptions depend on
their premorbid baseline social roles and function [13].

The progression through this framework of acute bodily injury and illness to dis-
ability is not absolute and depends on a multitude of factors including a patient’s
social environment, resources, psychological state, and social support network. This
process is also impacted by critical care delivery. The recovery process should begin
during the ICU stay, with attention to evidence-based care such as minimizing seda-
tion, early mobilization, and physical and occupational therapy involvement.
Caregivers play a vital role in this process, providing social support and home care,
which has been shown to delay and prevent nursing home placement — an extreme
form of social disability. While it has yet to be proven that caregivers themselves
prevent the progression to disability, evidence suggests their roles are crucial and
commonly carried out despite the well-described personal costs [13].

Caregivers During the Acute Critical Illness

A caregiver’s role begins during the acute phase of critical illness, as they face com-
peting demands between their presence in the ICU and personal responsibilities.
Symptoms of depression and anxiety are common and have been reported in
70-80% of caregivers in this setting [2]. A higher burden of symptoms may be seen
in family members who serve as surrogate decision makers, who are frequently
involved in end-of-life decision-making [14]. These caregivers may face anticipa-
tory grief, impaired cognition due to sleep deprivation, and personal and family
conflicts, all of which impact decision-making abilities [15]. As a result, many
experience decisional conflict and regret about decisions made in the ICU [16]. The
constellation of psychiatric symptoms experienced by family members of critically
ill patients has been well described and is referred to as post-intensive care syn-
drome family (PICS-F) [11]. However, this term may overlook the unique stressors
and challenges that these individuals face during the acute ICU stay, where their
role as caregivers begins. To acknowledge this, recognition of a family ICU syn-
drome (FICUS) has been proposed [15].

Despite the increasingly known psychiatric morbidity that caregivers face during
a loved one’s stay in the ICU, it remains unknown what supportive interventions
provide meaningful improvements in outcomes and satisfaction [2]. Family
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members have ranked physical closeness to their loved one as the number one unmet
need in the ICU, in terms of being able to visit the patient frequently [17]. How
physicians communicate with families may also affect outcomes. Studies have
shown that family members who perceive that they are receiving incomplete infor-
mation, those who do not find their doctor comforting, and who are not allowed
their preferred level of involvement in decision-making had a higher prevalence of
PICS-F symptoms [11]. Communication between physicians and families in the
ICU is an area ripe for further high-quality research.

Older family members and caregivers in the ICU setting may have additional
unique challenges. Older caregivers in other settings cite limitations in transporta-
tion, their own poor health, and difficulty with hearing as factors that interfere with
caregiving [18]. Transportation difficulties could limit elderly caregivers’ ability to
be physically present in the ICU, impeding their participation in decision-making,
and in being physically close to their loved one. Physical and cognitive health issues
and hearing loss may also contribute to the difficulties already faced in the fre-
quently complex decision-making process [17, 18].

Long-Term Caregivers in Chronic Critical Illness

With the decreases in ICU mortality, more patients are surviving critical illness and
subsequently face prolonged and complicated recoveries outside of the hospital. As
a result, their loved ones may transition to long-term caregivers for a chronically
critically ill patient. Caregivers have reported experiencing a lack of physical and
emotional support at home after the patient has been discharged from the ICU [19].
Most existing studies focus on dementia caregivers, and research remains limited
regarding what interventions may result in meaningful benefits for caregivers of
ICU survivors upon the transition home. The possible benefit of developing post-
ICU clinics for patients who survive a critical illness has started to be explored;
however the focus has not included assessing the stressors of caregivers [20]. Given
what is known about caregivers’ increased risk, family clinics post ICU discharge
should be explored as one method to improve health outcomes and adaptation to the
outpatient caregiver role [11].

Informal caregivers in the outpatient setting are at risk for further adverse per-
sonal outcomes [2]. Regarding their psychological health, up to 29% of caregivers
have reported significant depressive symptoms that persist for up to 1 year after the
patients’ discharge from the ICU. This number is comparable to rates of depression
in the caregivers of dementia patients [19]. Caregivers providing more assistance
with activities of daily living and higher levels of physical care tended to have
increased depressive symptoms, which persisted over a longer period [12, 16, 19].
These impacts can persist for years, with evidence showing that 43% of critically ill
patients’ caregivers, with an average age of 53 years, have depressive symptoms at
1 year, and in another study 27% of caregivers continue to report psychological
distress up to 5 years after their loved one’s ICU discharge [2, 12].
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Long-term caregivers may also be at increased risk for poor physical health out-
comes. Many individuals report inadequate rest, skipping meals, difficulty managing
their own health and medications, and delays in seeking personal medical care [2,
19]. Many also report that their own health has worsened since assuming the role of
caregiver [8, 21]. Restriction in activities and lifestyle interference are also com-
mon, with 80% of caregivers describing themselves as lonely and socially isolated
[19, 21]. Limitations in transportation faced by older caregivers may worsen this
reported increase in loneliness and social isolation. Long-term informal caregivers
may be at increased risk for serious illness due to the high physical demands and
stress of caregiving and neglect of their own health [10].

Studies have suggested that among caregivers, younger age is a risk factor for
increased depressive symptoms and worse mental health outcomes [12]. Given their
higher likelihood for chronic medical comorbidities and poor personal health, older
long-term caregivers may be at higher risk for adverse physical health outcomes
[12]. They are more likely to be a primary caregiver, to provide care for more hours,
and to be unemployed. This may place these individuals at higher risk of physical
and negative impacts on their own health [8].

There are also opportunity costs and economic impacts of caregiving that cannot
be overlooked. Many caregivers are forced to reduce their work hours, take a leave
of absence, or quit a job to continue to provide informal care [8, 10, 20]. As a result,
caregivers have reported financial limitations in paying for basic needs such as food
and housing, having to delay educational plans, and being forced to file for bank-
ruptcy [20]. Older caregivers are more likely to be unemployed and caring for their
spouse, thus managing the household finances at a time of a fixed income, which
may increase financial strains [8].

Support for Caregivers

Little is known about how to provide support for informal caregivers of individuals
after critical illness and even less about older caregivers. Data on dementia caregiv-
ers has looked at interventions such as face-to-face self-help groups and telephone
and Internet support groups [18]. Recent literature has examined telephone and
web-based interventions to help family members cope after critical illness [2, 22].
Older caregivers have unique risk profiles and barriers that may impact them, and
these should be taken into account when considering the design of supportive inter-
ventions (Table 8.2). Older individuals generally do not participate in self-help
groups to the same degree as younger persons. For older caregivers, barriers cited to
in-person groups included limited transportation, lack of respite from caregiving,
and poor personal health [18]. Telephone interactions may be limited by hearing
difficulties, and in one study only 15% of older caregivers reported having access to
a computer to participate in online support groups [18].

Research into interventions to best support caregivers remains limited, with most
studies lacking in meaningful clinical outcomes. This challenge may be in part due
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Table 8.2 Unique barriers and risks of older caregivers and their impacts

Unique barriers and risks Impact

Higher likelihood of poor personal Limited caregiving abilities

health More likely to neglect personal health/miss
appointments
Cognitive impairment impact on decision-making
abilities

Hearing loss Communication difficulties in the ICU
Limits telephone-based outpatient support
interventions

Likely to be primary caregiver Lack of respite from caregiving
Increased social isolation

More likely to be retired or Increased financial strain

unemployed Increased social isolation/loneliness

Transportation limitations Limited ability to be present in the ICU/visit patient

Limited access to outpatient resources/support
Increased social isolation/loneliness

Lack of computer access Lack of access to web-based support interventions
Increased social isolation/loneliness

to the heterogeneity of caregivers, and interventions may need to be tailored to the
needs of an individual or type of caregiver [23]. Research on caregivers of critically
ill patients has progressed particularly slowly, in comparison to caregivers of indi-
viduals with other chronic conditions such as dementia, or malignancies. Unique
challenges faced by these caregivers include more complex care demands given the
likelihood for multiple comorbidities, high attrition rates due to the mortality of
ICU survivors, and loss to follow-up due to transitions of care between multiple
settings [2].

Defining practically important and clinically meaningful outcomes to target in
the caregiver population, across different settings, remains challenging. Satisfaction
is one of the most commonly studied outcomes in the ICU but has its limitations.
When survey tools report high total satisfaction scores, details of individually low
scoring queries may be lost [16]. Measuring satisfaction in the ICU also tells us very
little about the impact the decision-making process may have on care [15]. Potentially
novel outcomes to focus on include decisional conflict and regret, resilience, the
therapeutic alliance between families and clinicians, and the quality of end-of-life
care [16]. Additionally, objective clinical outcomes such as ICU length of stay gen-
erally do not consider the timing of family meetings, institution of limitations of
care, or deaths that occur without consensus or care limitations in place [15].

Symptoms of anxiety and depression in the ICU and outpatient settings remain a
valuable caregiver outcome to target, given the high prevalence, ease of measure-
ment, and clinical meaningfulness [10, 16]. Health-related quality of life (HRQOL.),
which considers and assesses both mental and physical health in caregivers, is
another potentially meaningful outcome for study [16]. From a societal perspective,
time to institutionalization of patients being cared for in the home by informal care-
givers is another important outcome [10].
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Conclusions

Informal caregivers serve a crucial role in our healthcare system, and to their loved
ones, frequently at a high personal cost to themselves. More research is needed,
with an emphasis on high risk and understudied caregiver groups such as minorities,
friends, and older caregivers. The significant number of caregivers over the age of
65 years enters their role with a higher likelihood of poor health, at a time of limited
financial means, and additional limitations such as hearing difficulties and lack of
computer access or reliable transportation. In a time when future supportive inter-
ventions are more likely to be telephone- or Internet-based, these unique constraints
faced by older caregivers may cause them to be unintentionally excluded. As further
strides are made in caregiver research and support, the unique needs and challenges
faced by older caregivers should not be overlooked.
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Chapter 9

Family Support and ICU Survivorship:
Lessons Learned from the Pediatric
Critical Care Experience

Bree Andrews, Nilu Rahman, and Neethi Pinto

Introduction

After the establishment of the first pediatric intensive care unit (PICU) in 1955, the
field of pediatric critical care has achieved remarkable progress. Advances in pedi-
atric medicine and technology have fueled tremendous growth of this subspecialty
[1]. The centralization of care into PICUs with dedicated pediatric intensivists and
the development of fellowship training programs was accompanied by a decreased
likelihood of mortality [1-3]. Notably, PICU mortality decreased from 11% in the
1980s to 4.8% in the mid-2000s [4]. The mortality rate among critically ill children
has continued to decrease to a historic low during the last decade [4, 5]. This prog-
ress remains one of the most significant accomplishments in contemporary
pediatrics.

However, the risk of mortality in the PICU is not equivalent among all patients
who experience critical illness. For example, adult patients between the ages of 20
and 29 years who are admitted to the PICU (typically, patients with complex medi-
cal problems who continue to be cared for primarily by pediatricians and/or pediat-
ric subspecialists) exhibit increased baseline morbidity, greater severity of illness,
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and a twofold higher risk of mortality when compared with younger PICU patients
between the ages of 15 and 18 years [6]. This difference in mortality by age group
is consistent with overall trends in the adult intensive care unit (ICU) compared to
the PICU, where overall mortality rates are 10-29% and 2-3%, respectively [7-9].

The landscape of pediatric critical care is changing, focusing on not only the
PICU stay but what happens to children after they leave the PICU environment. As
more children survive, attention to improving outcomes and function after discharge
has become more relevant. Today, children survive with increased rates of moderate
or severe disability compared to earlier rates of disability among PICU survivors
[4]. In a study published in 2014 by the Collaborative Pediatric Critical Care
Research Network, PICU morbidity was 4.8%, more than twice the PICU mortality
rate of 2% [8]. Better survival brings with it the conundrum that these survivors face
increasing medical burdens placing them at high risk for sequelae and even read-
mission to the PICU.

With these increases in morbidity, it is not surprising that the majority (72% of
nearly 53,000 patients admitted in 2008) of PICU patients have chronic conditions
and most (53%) of these are of complex. This trend is concerning because children
with complex chronic conditions are at increased risk of mortality compared to all
other children admitted to the PICU [10]. Even among children surviving critical
illness, an ongoing risk of poor long-term outcomes exists, with twice as many
children experiencing morbidity and mortality up to 3 years after hospital dis-
charge [11]. Thus, although in-hospital ICU mortality may be markedly improved
compared to historic data, survivors of contemporary pediatric critical illness
increasingly experience ongoing morbidity, chronicity of disease, and increased
risk of mortality paralleling the natural history of their adult counterparts after
discharge [12].

Adults and children who experience critical illness may experience similar
sequelae from their disease as well as from requisite invasive lifesaving therapies
such as prolonged mechanical ventilation, central venous and arterial catheters,
sedation, neuromuscular blockade, and use of vasoactive substances. Understanding
the overlap of the pediatric and adult experiences during and after critical illness
may be informative to both fields. Here, we focus on lessons from both the PICU and
neonatal intensive care unit (NICU) that may have important implications for adult
ICUs (Table 9.1).

At the Onset of Critical Illness: A Focus on Recovery

Studies indicate that clinicians in the NICU and the medical intensive care unit
(MICU) are unable to reliably predict outcomes [13, 14]. Similarly, in the PICU,
prognostication may be affected by level of confidence, experience, clinical skills,
and patients’ severity of illness or disease [15, 16]. With limited prognostic ability,
it may be difficult to determine whether care is futile or to assess potential for recov-
ery in certain clinical scenarios [13]. As a result, the typical initial approach to the



9 Family Support and ICU Survivorship: Lessons Learned from the Pediatric Critical 103

Table 9.1 Parallels between pediatric and adult experiences

Pediatric Adult

Decreasing mortality Decreasing mortality

Increased disease chronicity Multiple comorbidities

Increased morbidity after critical illness PICS®

Neuroplasticity and vulnerability Resiliency

Parent/guardian as decision-maker Patient, spouse, child as decision-maker

Loss of some parental control during illness Power of attorney during and after illness

Readjusting with less support after illness New caretaker/lack of independence after
illness

School transition Workplace transition

Impact on family PICS-F°

“Post-intensive care syndrome
®Post-intensive care syndrome-family

critically ill pediatric patient is characteristically intense with an armamentarium of
invasive measures undertaken. While this may raise concerns regarding resource
utilization and ethics of provision of care unlikely to benefit the patient, the majority
of care and resource consumption in the NICU and PICU settings is not futile [13,
17, 18]. This low percentage of care unlikely to benefit the patient may be secondary
to the unique recovery potential associated with pediatric patients as well as
advances in medicine and technology. In particular, children may be more resilient
than adults with regard to physiologic recovery due to their typically fewer pre-
existing comorbidities at the time of onset of critical illness, evidence of neuroplas-
ticity and greater overall regenerative potential, and a dynamic developmental
trajectory.

The Impact of Baseline Health

Although children typically have fewer comorbidities than adults, an increasing
percentage of children admitted to the PICU are chronically ill and experience
repeated PICU admissions. These include children with asthma, congenital heart
disease, chronic lung disease, diabetes, cerebral palsy, and/or medical complexity,
including technology dependence. Such children are at increased risk of readmis-
sion and longer lengths of stay with its attendant morbidity.

In contrast, children who were previously healthy, had less severe disease at the
onset of critical illness, or with non-complex chronic conditions exhibit better long-
term outcomes [10, 11]. With this knowledge, concerted strategies such as multidis-
ciplinary inpatient rounds and/or conferences and follow-up clinics with a focus on
preventive health, parent and caregiver education, and coordination of care to both
reduce the short-term impact of comorbidities and improve long-term control of
complex chronic conditions may have important, lasting implications for children
who experience critical illness.
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A similar focus on preservation and restoration of baseline health for adult sur-
vivors of critical illness warrants attention because adults are even more likely to
have complex comorbidities both prior to and as an aftermath of critical illness.

Neuroplasticity and Resiliency

The concept of neuroplasticity, the ability of the central nervous system to adapt
neural circuitry in response to environmental stimuli, may also explain the gener-
ally positive outcome trajectories of critically ill children [19]. For example, chil-
dren who experience brain injury may exhibit near-complete recovery of function,
faring better than their adult counterparts due to the effects of neuroplasticity [20].
Similarly, children with congenital heart disease who require prolonged hospital-
ization (and exposure to sedatives, neuromuscular blockade, etc.) do not necessar-
ily exhibit increased neurocognitive delay when compared to healthy children
[21]. However, there may be a spectrum of neural adaptability that ranges from
neuroplasticity to early vulnerability predisposing some children to an increased
risk of incomplete recovery. This “recovery continuum,” the balance between early
plasticity and early vulnerability, is subject to a multitude of influences including
(1) the nature, extent, and site of insult, (2) age and developmental stage at the time
of injury, (3) environmental influences, and (4) rehabilitative interventions [19].

Just as neuroplasticity and neurodevelopment may influence the trajectory of
outcomes after pediatric critical illness, the related concept of resiliency may be an
important factor in survivorship in adult critical care [22, 23]. Resiliency refers to
a psychological trait reflecting adjustment and adaptability to stress [24]. However,
behavior that is adaptive to a stressful event may be unconventional, maladaptive,
or self-detrimental. There may be a spectrum of adaptability, an “adaptability con-
tinuum,” ranging from resiliency to maladaptation that parallels the recovery con-
tinuum for neuroplasticity and vulnerability. Similar to the aforementioned
influences on the recovery continuum for children, adaptability may be influenced
by (1) the nature and severity of critical illness, (2) age, baseline adaptability, and
cognitive loss or dementia (in lieu of developmental stage); (3) environmental influ-
ences (supports, social networks, etc.); and (4) rehabilitative interventions (includ-
ing strategies for coping). Understanding how to foster resiliency and adaptability
may mitigate the overall impact of critical illness for adult survivors.

During Critical Illness: Family-Centered Care as Normative

In 2001, the Institute of Medicine (IOM) issued recommendations for patient-centered
care, defined as care that is “respectful of and responsive to individual patient prefer-
ences, needs, and values” [25]. Subsequently, in 2007, the American College of
Critical Care Medicine (ACCM) issued guidelines for patient- and family-centered
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care in ICUs [26]. The 2012 American Academy of Pediatrics (AAP) policy state-
ment on patient- and family-centered care and the pediatrician’s role similarly delin-
eates the core principles of patient- and family-centered care as care that is “based on
the understanding that the family is the child’s primary source of strength and support
and that the child’s and family’s perspectives are important in clinical decision-mak-
ing” [27]. The AAP recommendations for how all pediatricians (including pediatric
intensivists and neonatologists) may integrate this patient- and family-centered care
approach in hospitals include the development of collaborative relationships with
patients and families; ensuring family presence during hospitalization, rounds, and
procedures; facilitating family support and peer-to-peer support; attending to environ-
mental issues that facilitate family presence; incorporating patients and families into
decision-making; and ensuring appropriate transitions of care.

In 2013, the ACCM proposed new family-centered care recommendations [28].
The new recommendations called attention to:

. Family presence in the ICU

. Family support

. Operational and environmental issues

. Communication with family members

. Use of specific consultations and ICU team members

W AW N =

PICUs and NICUs have embraced many of these recommendations from both
the AAP and the ACCM with various components of family-centered care having
been routinely adapted and becoming standard practice in the United States.

Family Presence in the ICU
Open Visitation

In alignment with the aforementioned AAP policy statement, family visitation has
shifted from historically restrictive policies to open visiting policies 24 hours a
day/7 days a week. In renovated or new PICUs, patient rooms often incorporate par-
ent sleep spaces, fostering an environment conducive to unrestricted visitation,
proximity of the child and family, and continual family presence [29]. Similarly, in
prior decades, sibling visitation was either restricted or not permitted at all. Siblings
likely experienced significant disruption of their routines due to absence of their
parents and a lack of understanding of their affected sibling’s illness. However,
today, sibling visitation in the PICU is not only routinely expected, but commonly
facilitated with the support of child life specialists who prepare siblings, facilitate
questions, debrief after visits, anticipate the sibling’s questions and reactions for the
parent, educate healthcare providers regarding developmental stages, and utilize
age-appropriate resources [30].

Family satisfaction and knowledge have been shown to improve with open visita-
tion in the adult ICU setting [28]. The model provided by child life specialists for
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critically ill children has important implications for critically ill adults; children
may benefit from the opportunity to visit a critically ill parent or relative with appro-
priate assistance from child life specialists. Adults may benefit from active prepara-
tion by designated staff prior to and debriefing after visiting a critically ill relative
or friend. (See section “Use of Specific Consultations and ICU Team Members”.)

Partnership in Rounds

Family presence on rounds allows for bidirectional education. Parents and guard-
ians are able to relay information about and advocate for their child, while health-
care professionals are able to educate families about their child’s condition,
potentially reducing misunderstanding and miscommunication. Family-centered
rounds also provide families and healthcare professionals with increased opportuni-
ties to interact, build trust, and develop relationships [30]. Overall, families report
improved satisfaction when given the option to participate in rounds [28].

Family-centered rounds may also pose some challenges [31]. Families may not
understand terminology or topics discussed on rounds and may experience increased
anxiety as a result of this lack of understanding. Further explanation and discussion
on rounds may not be practical given the need to attend to other critically patients.
Family understanding and participation is dynamic; families may understand less,
feel less comfortable asking questions, not want bad news shared during rounds, or
need more information after rounds on the day of admission compared to subse-
quent days [32].

Additionally, parental presence may pose a challenge to open communication
about sensitive topics such as non-compliance, medical abuse or neglect, and medi-
cal errors that warrant discussion among the healthcare team. Open visitation poli-
cies may also contribute to privacy concerns or interruption of rounds due to an
unrestricted flow of visitors. Teaching on rounds may be negatively affected due to
concerns for exposure of gaps in trainees’ knowledge with resultant undermining of
trainees’ credibility with families [30].

Meert et al. note that an understanding of the true impact of family-centered
rounds in the PICU is limited, as studies of family-centered rounds typically have
selection bias since parents self-select whether or not to be present on rounds and
partnership in rounds tends to occur predominantly in Western societies [30].
Keeping this selection bias in mind, parents report increased satisfaction, more con-
tact with physicians, and better knowledge of test results. Nurses also report
increased satisfaction with not being the intermediary between physicians and fami-
lies. Physicians themselves report increased trust. However, there may be adverse
consequences in a training environment; residents report decreased teaching and
express preferences for being asked questions in a conference room [30].

Overall, the pediatric experience with family-centered rounds is generally favor-
able, and adaptation of family-centered rounds to the adult setting should take into
account the potential for perceived barriers regarding increased duration of rounds,
increased family anxiety, difficulty discussing sensitive topics, concerns for privacy,
and impact on trainee learning environment.
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Presence During Procedures

The option for family presence during invasive procedures, including cardiopulmonary
resuscitation (CPR), was first recommended by the American Heart Association in
2000 [33]. Healthcare providers holding views supporting family presence suggest that
family presence may facilitate understanding and grief due to direct observation of all
measures taken. Opponents contend that family presence may exacerbate misunder-
standing, generate interference, heighten anxiety and psychological trauma for the fam-
ily, increase performance anxiety among healthcare providers, and result in medicolegal
issues [28, 30]. Families themselves typically are supportive of family presence. In fact,
parents believe their presence may directly help their child or help decrease their own
anxiety about the procedure [30, 34, 35]. During an era where parental observation of
invasive procedures was not a standard practice, Powers et al. demonstrated decreased
parental procedure-related anxiety for their critically ill child when parents were
allowed to be present for invasive procedures including endotracheal intubation, central
line placement, and chest tube placement [34]. Now, family presence during invasive
procedures in the PICU is more widely practiced; the spectrum of invasive procedures
for which families may be present varies within and among individual institutions but
may include endotracheal intubation, central line placement, arterial line placement,
cardiopulmonary resuscitation, extracorporeal membrane oxygenation, and extracor-
poreal cardiopulmonary resuscitation. Similarly, variability exists with regard to fami-
lies’ preferences and decisions to remain present for any of these procedures.

In 2006, consensus recommendations regarding family presence during pediatric
procedures recommended that specific definitions of family members and applica-
ble procedures be identified [36]. Similarly, family preparation with presence of a
facilitator, establishment of policies in the event of disagreements or obstruction to
care, and attention to staff education and safety are key components of family pres-
ence during procedures that must be addressed at the institutional level to ensure
that the needs of families and staff are met [28, 30]. Simulation training on how to
support family during CPR has been shown to increase staff comfort with parental
presence during procedures [37].

Adaptation of family presence during procedures in adult ICUs should be delib-
erately planned to ensure that clear definitions of family members and which proce-
dures are appropriate for family presence exist. Attention to patient and staff safety
must be paramount; policies and procedures including designation of a family facil-
itator who may help a grieving family or contend with disagreements or obstruction
to care is essential prior to implementation of policies endorsing family presence
during procedures.

Family Support

NICU care is fraught with concerns about parenting engagement and adjustment, as
NICU care is often prolonged and in many cases prognosis is uncertain. Parents may
not understand their exact role in the NICU as they observe an entire healthcare
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team attend to their child, and they may be uncertain of how to best engage with
their new baby at the bedside [38]. Communication and education are key compo-
nents for families to successfully navigate and make sense of the indeterminacies
and chaotic circumstances created by a premature or complex birth and subsequent
NICU hospitalization, which may extend over weeks to months for many neonates.

Conversely, the role of being a caregiver and assisting with care in the PICU is a
natural extension of the expectations and responsibilities that parents and guardians
hold prior to the child’s critical illness. This is because children are inherently
dependent on adult family members in order to meet their basic needs of food,
clothing, shelter, health, and education (Fig. 9.1a). Thus, the challenge for families
in the PICU is not in accepting the burden of the role, but in relinquishing some of

Primary Care
Pediatrician

Primary Care
Pediatrician

Subspecialists

Advocacy
Groups

Fig. 9.1 (a) Prior to critical illness. (b) During critical illness. *PICU Team including: Physicians,
Nurses, Pharmacists, Nutritionists, Respiratory Therapists, Occupational Therapists, Physical
Therapists, Speech Therapists, Case Managers, Social Workers, Child Life Specialists, Family
Advocates, Chaplain, Other. (¢) After critical illness
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this care to a myriad of new and relatively unknown healthcare providers who com-
prise the PICU team [39] (Fig. 9.1b). As the child recovers from acute illness, other
challenges for family members include learning complex care for a child that may
have been previously healthy but due to their condition is now technologically
dependent (e.g., needing a tracheostomy or gastrostomy tube). Indeed, in this cir-
cumstance, parents face enormous difficulties reassuming increased responsibility
for a child that may have achieved some independence prior to the critical illness
(e.g., school-aged children or adolescents) but who no longer is functionally
independent.

Teaching families how to assist with care of the critically ill neonate or child is
pivotal to improving confidence, competence, and stress during and after the ICU
stay [28]. Two randomized trials in the NICU population provide evidence for the
improvement in satisfaction, enhanced active participation by parents, and possible
reduction in readmissions with teaching families to participate in care while in the
NICU [40, 41]. In addition to education, families also may benefit from profes-
sional, spiritual, and peer-to-peer support that is either organized or occurs infor-
mally in the context of shared, common spaces such as family lounges. In particular,
evidence from observational studies in the NICU suggests that families report
increased satisfaction and value peer-to-peer support [28]. Similarly, two random-
ized trials provide evidence for improved outcomes (including decreased anxiety,
trauma, and depression) for mothers who received psychological interventions such
as psychologist support, psychoeducation, cognitive behavioral therapy, and educa-
tional materials after the birth of a preterm infant [28].

In adult ICUs, there are direct parallels. The role of caregiving for an adult
patient who is now dependent may be new for a friend or family member. Just as in
the NICU and PICU, family presence on rounds and family support may facilitate
an understanding of these transitions. Family education during hospitalization and
gradual transition of bedside care from nurses to relatives may decrease stress after
discharge by equipping family members with confidence and competence in their
skills at providing care and managing levels of expectation regarding post-discharge
outcomes. The importance of education and peer-to-peer support for both pediatric
and adult ICU patients and their families is reflected by global resource develop-
ment through organizations such as the Society of Critical Care Medicine’s THRIVE
initiative (www.myicucare.org/thrive) and ICUsteps (icusteps.org). Psychological
support may also improve outcomes for adult patients with evidence of decreased
post-traumatic stress disorder in adult patients who receive early psychological
support [28].

Operational and Environmental Issues

Important to family presence and support is attention to the physical and social
needs of parents during their child’s PICU or NICU admission. For example, private
rooms rather than open bays or curtained spaces, provision of parent bed or sleep
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spaces, self-care facilities, meal vouchers, and transportation have been reported to
reduce parent stress and allow for increased family presence in the PICU and NICU
[28-30].

Other environmental areas that require ongoing attention from healthcare provid-
ers include the need to recognize the importance of noise reduction, normalization
of sleep-wake and day-night cycles with regard to lighting, and minimization of
sleep interruptions while providing necessary care due to the impact on child and
parent stress, delirium, and outcomes.

These same operational and environmental issues are likely to benefit the fami-
lies of adult ICU patients. Increased family presence is more feasible when basic
needs such as food, temporary lodging, parking, or transportation are addressed.

Communication with Family Members

Also central to the effectiveness of family presence and family support is the role of
communication between the healthcare team and the family. Although family pres-
ence during rounds facilitates the opportunity for daily communication, bidirec-
tional time constraints may present challenges in providing parents and the
healthcare team adequate daily opportunities to interact in person. For example, due
to other responsibilities such as care for siblings or other family members, work
constraints, transportation issues, and lack of financial resources, parents may not
be able to be routinely present in the ICU particularly if the ICU stay is prolonged.
The healthcare team may need to attend to other critically ill patients, causing inter-
ruptions or limitations in the duration of a particular family discussion. Thus, in
addition to daily face-to-face conversations about the child’s status and plan, tele-
phone conferences may be an important means of improving communication.
Effective communication beyond these relatively brief interactions is further
facilitated by family conferences with discussion of a child’s medical condition,
prognosis, and treatment options. Clinicians’ use of the VALUE mnemonic (Value
family statements, Acknowledge family emotions, Listen to family, Understand the
patient as a person, and Elicit family questions) may facilitate communication in
these settings [42]. Mutual understanding between families and the healthcare team
may benefit from these extended conversations. Moreover, family conferences that
are multidisciplinary provide an opportunity to address family questions in a con-
certed, unified manner. In these conferences, consultative services may directly pro-
vide information to the family in the presence of the primary ICU team, harmonizing
transfer of medical information. Considerations regarding the timing of the meeting
(within the first 72 h of admission and/or on a weekly basis for prolonged stay
patients) and the setting (private space separate from the child’s room) are important
as are acknowledgments of the families’ concerns and need for empathy [30]. The
family conference represents an opportunity for discussion of family preferences
and values. With regard to end-of-life decision-making, clinicians and staff note that
family conferences allow for improved communication among clinicians, informa-
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tion transfer between clinicians and family, and support of families [43]. Studies
also suggest that families may benefit from family meetings after a child’s death or
discharge with decreased levels of depression and post-traumatic stress [44].

Parent functioning also may be affected by the consistency of communication
and the availability of tools for enhanced education for families [45—48]. Empathetic
support from the healthcare team toward parents is important for increasing parental
engagement and satisfaction [27, 49-51]. Parents may utilize a diverse array of cop-
ing mechanisms and support options while in the ICU setting [52]. These alternative
support options need to be considered when developing parental support resources.
For example, parents in the NICU have shown preference for support programming
that focuses on education about infant development [53].

The improved communication facilitated by family conferences has direct appli-
cability to the adult ICU patient. In many MICUs these conferences occur but are
typically at the discretion of the primary attending. Incorporation of family confer-
ences as a routine element of patient care will likely benefit patients and multiple
family members who would gain the opportunity to obtain information directly from
healthcare providers. Additionally, educational information and the provision of
resources such as ICU informational guides and diaries have been demonstrated to
both improve patient and family understanding and satisfaction and reduce anxiety,
depression, and stress [54, 55].

Use of Specific Consultations and ICU Team Members

The role of the multidisciplinary team is also pivotal for improving communication;
the PICU team and rounds may incorporate nurses, physicians (intensivists, primary
care pediatricians, and other medical and surgical subspecialists), pharmacists,
nutritionists, respiratory therapists, physical/occupational therapists, social work-
ers, case managers, chaplains or spiritual advisors, family advocates or navigators,
and child life specialists. In particular circumstances, this team may also include
consultations to palliative care, ethics, or psychology. When families are able to
participate in rounds or multidisciplinary conferences, their ability to interact with
this vast team of care providers and their understanding of the multiple aspects of
their child’s recovery have the potential to increase exponentially.

Child life specialists, in particular, are a fundamental part of this vast multidisci-
plinary team in the PICU. They actively use a multifaceted family-centered care
approach to proactively identify the needs of a patient and family and collaborate
with the medical team on how to best support those needs. They are able to address
needs related to visitation, presence during invasive and noninvasive procedures,
and operational and environmental issues while also directly focusing on reducing
the stress and anxiety associated with the ICU setting. They normalize the hospital
environment for the patient through play. Child life specialists in the PICU also
serve an important role with legacy building and facilitating end-of-life conversa-
tions and interventions with the patient and family.
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Operationalizing a model similar to that of the child life specialists in the adult
ICU may be particularly helpful to families. Children may benefit from increased
preparation and opportunity to visit a critically ill parent or relative with the
assistance of child life specialists and provision of developmentally appropriate
educational resources. Similarly, spouses, siblings, relatives, and friends of criti-
cally ill adults may also benefit from a designated family advocate or a team
member who is equipped to prepare them for visits, facilitate questions, debrief
after visits, and anticipate questions and reactions. These advocates or team meni-
bers ideally would be able to educate healthcare providers and provide appropri-
ate resources.

After Critical Illness: Embracing Multidisciplinary
Follow-Up Care and Advocacy

After discharge, two modalities have been shown to improve patient outcomes as
well as child and parental functioning. First, a multidisciplinary primary care clinic
with pediatric or neonatal, nutrition, developmental, social work, and nursing exper-
tise is an efficient and effective way to coordinate complex services in the first s and
years after discharge. Second, systems of advocacy across the discipline of intensive
care medicine with a focus on attainment of public and private benefits for patients
can impact overall outcomes.

Multidisciplinary Follow-Up Clinics

The aforementioned concept of multidisciplinary rounding has been well embraced
and includes a wide complement of professionals. However, follow-up care after
admission to the PICU or NICU is not typically multidisciplinary and is often frag-
mented due to the complex logistics of coordinating various subspecialty and ther-
apy providers. Ideally, a multidisciplinary follow-up clinic in which intensivists
worked collaboratively with the other providers who (re)assume care in order to
transition care for a patient would be implemented widely. The knowledge of the
care the patient required and the new medical problems he/she may encounter is
perhaps best understood by the ICU team. However, the provision of ongoing care
is best undertaken by ambulatory providers. For example, collaboration between
neonatologists and developmental and behavioral pediatricians may facilitate
screening of former premature infants for developmental delays and appropriate
institution of early therapy and resource implementation with resultant positive
impact on the child’s dynamic outcome trajectory [56].

Coordination of complex care and multiple (new) follow-up appointments and
evaluations by subspecialists and therapists is often burdensome. For families, trans-
portation, coordination of schedules, and missed school and work cause enormous
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challenges. Moreover, in the United States, transfer of relevant, summative health
information after critical illness is often fragmented and incomplete. In neonatol-
ogy, multidisciplinary clinics have been effective and efficient mechanisms to
ensure appropriate medical care and support for parents traversing these difficulties
after critical illness. Currently, in the United States and many other countries, if an
institution offers high-level NICU services such as mechanical ventilation, extra-
corporal membrane oxygen, central lines, total parenteral nutrition, and pediatric
surgical services, then the institution is expected to provide ongoing assessment and
support for developmental delays and impairments until age 3 years in accordance
with state and national public health guidelines for regional centers [57]. The extent
to which hospitals offer these services varies, but this type of coordination of ongo-
ing care has led to some of the most robust outcome evaluations for a subset of
intensive care patients across the globe [58, 59].

This paradigm of follow-up clinics has gained widespread adaptation in neona-
tology; incorporating this model into pediatric and adult ICU post-discharge care
as a standard of care would likely translate into improved outcomes for ICU
SUTVIVOTS.

Advocacy

Transitions of care after NICU and PICU discharge to the primary care pediatrician
and a multitude of specialists represent an important underdeveloped and under-
studied aspect of family support. In addition to providing ongoing medical care for
survivors of critical illness, these primary and subspecialty healthcare providers
often coordinate their patients’ complex care and interface with important systems
external to the healthcare setting to advocate for their patients (Fig. 9.1c). For exam-
ple, pediatricians often undertake an advocacy role with regard to the development
of individualized education plans (IEPs) for qualifying children in accordance with
the requirements of the 1975 Individuals with Disabilities Education Act.
Pediatricians also provide referrals to early intervention programs for children
between the ages of 0 and 3 years who have disabilities and developmental delays.
Pediatricians also advocate for “504 plans” for children with disabilities per Section
504 of the Rehabilitation Act of 1973 that requires provision of a free and appropri-
ate public education in the least restrictive environment to children with disabilities
(including children with medical conditions that result in functional limitations
such as attention-deficit hyperactivity disorder, asthma, and diabetes) [60].
Pediatricians can advocate for special education, speech therapy, or occupational
therapy under the purview of this legislation. Similar interactions are often required
for governmental and private agency social services and concurrent therapies (phys-
ical therapy, mental health counseling, etc.). Either parents or pediatric healthcare
providers may be more effective in advocating for such services by partnering with
legal services or disability advocates such as the Council of Parent Attorneys and
Advocates and the National Disability Rights Network [60].
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Neonatology follow-up clinics demonstrate the importance of a such an advocacy
role in order to improve child functioning for intensive care graduates. One key arena
for child and family functioning is through legal advocacy especially around public
health benefits. Medical legal partnerships (MLPs) provide one way for lawyers to
partner with physicians in clinical care to improve the social determinants of health
[61]. In a recent study of the impact of preventative legal advocacy to assist the medical
team in providing an action plan for parents, physicians, and lawyers to help children,
the use of a written document with action items and information about issues including
early intervention, supplemental food and housing programs, special education, and
social security was 80% effective in surmounting barriers to attainment of these ser-
vices for families [62]. Additionally, only 24% of families required legal representation
after 1 year. While direct legal service is a model well known within MLPs, widespread
adaptation of such a preventative legal approach may lead to more care for patients.

Healthcare providers embracing the advocacy role and partnership with legal
advocates has been an effective means of garnering resources for infants and chil-
dren who survive critical illness with disabilities; adults who require additional
assistance, therapies, nursing care, or assistance in the workplace may similarly
benefit from such partnerships between their healthcare providers and advocacy
organizations.

Summary

Patients who require intensive care across the age continuum may share similar
challenges and opportunities at the onset, middle, and conclusions of their admis-
sion (Table 9.2). At the onset of critical illness, the neonatal and pediatric intensive
care approach is grounded in an unwavering focus on recovery; attention to mini-
mizing the impact of comorbidities and disease chronicity and anticipation of neu-
roplasticity rather than early vulnerability facilitates this recovery focus. During
neonatal and pediatric critical illness, family-centered care has become widely
accepted. Experiences with families of infants and children suggest that thought-
fully constructed policies that foster open visitation, family partnership in rounds,
family presence during procedures, family support, and communication are

Table 9.2 Fundamentals of neonatal and pediatric intensive care unit management

Onset of illness During critical illness After critical illness
Opportunities | Focus on recovery Family-centered care shared | Advocacy (schools,
Minority of care is decision-making services, etc.)
futile
Challenges | Prognostication Privacy concerns Transition to primary care
uncertainty Perceived work burden Multidisciplinary
Impact on teaching follow-up clinics
Legal implications
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important and effective. In implementing such programs, one must consider care-
fully healthcare provider concerns and educational issues. Such measures may miti-
gate family stress, improve expectations, and smooth transitions after discharge
from the ICU. After critical illness, experiences from both neonatology and pediat-
ric critical care medicine suggest the need for post-ICU coordination of complex
care in multidisciplinary follow-up clinics and a vital role for healthcare provider
advocacy and partnership with legal and disability advocates to maximize resources
and optimize long-term health for young survivors.

A focus on resiliency potential with an understanding that there may be potential
limitations secondary to underlying disease and comorbidities and widespread
adaptation of family-centered care practices will likely have similar positive effects
for critically ill adults. Adult survivors would benefit from advocacy efforts to gar-
ner services that may affect their long-term health and ability to transition out of the
hospital to home. Goals for both adults and children are a return to productive lives
in the community. Thus, the parallels between the neonatal, pediatric, and adult
intensive care unit experiences are strong; sharing our collective experiences and
operationalizing effective components of family-centered care will facilitate impor-
tant advances for all ICU survivors.

In conclusion, healthcare teams must focus on resiliency at the onset of illness,
the provision of family-centered care during illness, and an ongoing responsibility
to transition care and advocate for patients after ICU discharge in order to optimize
outcomes for critically ill patients across the life span.
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Chapter 10
Life After the ICU: Post-intensive Care
Syndrome in Family Members

Check for
updates

Jason H. Maley, Julie Rogan, and Mark E. Mikkelsen

Introduction

Family members of critically ill patients experience significant stress and trauma
during an ICU stay. The acute effects of this experience are profound, and lasting
psychological distress, regardless of the loved one’s outcome, is common [1]. Post-
intensive care syndrome-family (PICS-F) describes the psychological morbidity
experienced by family members of critically ill patients following their care within
an ICU [2]. These impairments occur in approximately 25-50% of family members
of ICU patients and are often severe and enduring. Some family members report
symptoms months to years following the episode of critical illness. In addition to
causing distress to family members and impacting their quality of life, these symp-
toms also hinder family members’ abilities to care for ICU survivors as they recover
after critical illness. In 2010, a Society of Critical Care Medicine conference was
convened, which aimed to bring experts in critical illness survivorship together to
improve the long-term outcomes after critical illness for patients and their families.
The PICS construct emerged from this discussion and subsequently fueled a grow-
ing body of work in the long-term post-ICU outcomes of both patients and family
members [3].
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Psychological morbidity in PICS-F may manifest as anxiety, post-traumatic
stress disorder (PTSD), depression, sleep disturbance, and complicated grief. These
effects may be mitigated through measures taken during, and after, the ICU stay. In
this chapter, we discuss the epidemiology and risk factors of PICS-F, along with its
clinical manifestations. We then segue to a review of interventions to prevent or
improve these symptoms among family members and emerging work in this area of
critical care medicine [1, 4].

Background

PICS-F is common, though estimates of its prevalence vary. In family members of
adult patients, estimates of the prevalence of PTSD range from 13% to 56% across
studies [2, 4, 5]. Symptoms of anxiety, also commonly experienced by family mem-
bers, range from 21% to 56% in frequency [1, 5-7]. Similarly, depressive symptoms
occur in as few as 8% of family members or as many as 42% depending on risk
factors such as age of patient, age of family member, relationship to patient, and
death or near death of patient [1, 4-7]. These symptoms impact quality of life in
ways that are less well described and that are likely exacerbated by financial stress-
ors — leading to emotional distresses and impairments in sleep, fractured relation-
ships, stunted personal growth, and challenging family dynamics.

Clinical Manifestations of PICS-F

Psychological morbidity in family members of ICU patients may have a variety of
manifestations. Anxiety, depression, and post-traumatic stress symptoms are the
most frequently documented and studied conditions associated with PICS-F. Other
symptoms may include acute stress disorder, sleep disturbance, complicated grief,
and milder mood disturbances that do not meet the clinical thresholds of screening
tests. Learned helplessness, frequently acquired during a loved one’s critical illness,
may serve as a catalyst to enduring symptoms [2].

Anxiety occurs in upward of half of family members of ICU patients. Often
beginning during the ICU stay, this anxiety may endure for months to years after-
ward [8, 9]. Likewise, depressive symptoms occur in approximately half of family
members [10, 11]. In one longitudinal study by Cameron and colleagues, 67% of
caregivers experienced depression 7 days after ICU discharge, while 43% had
symptoms at 1 year [10]. Family members may feel withdrawn and experience lack
of interest in daily activities, particularly regarding their role as a caregiver.

Families may begin to experience symptoms of acute stress disorder during a
loved one’s ICU stay [12]. When persistent after discharge, these symptoms may
progress to post-traumatic stress disorder. PTSD may manifest as sleep disturbance,
nightmares, intrusive thoughts, and affected mood. Episodes of reexperiencing
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life-threatening events faced by a loved one may continue for months to years after-
ward. While these symptoms decline in prevalence over time, at 6-months post-
discharge, up to one third of family members may still manifest symptoms of
PICS-F [9, 12-15]. Although not formally examined, given the rate of hospital read-
mission after critical illness, psychological distress is likely a consequence of ongo-
ing stressors resulting from a combination of acute and chronic illnesses that lead to
rehospitalizations [16].

Risk Factors

Numerous factors may place families at increased risk for the development of
PICS-F. Broadly, these can be categorized as patient-specific, family member-specific,
and relational (relations with providers and patient-family dyad relationships)
(Table 10.1). At the patient level, younger age and outcome (death or near death)
increase the risk of PICS-F. At the family-member level, younger age and lower educa-
tion level, as well as preparation to serve in a decision-making role, likely related to the
aforementioned factors, have been identified as risk factors for PICS-F [12, 17, 18].

At the relational level, proximity of relationship to patient (e.g., being a spouse
of the patient®) and the gamut of emotions, ranging from fear, anger, and sadness to
hope and optimism, that family members experience during their loved one’s criti-
cal illness event appear to influence the likelihood of developing enduring symp-
toms of PICS-F [19].

The behavior of the ICU medical staff may be a modifiable driver of the develop-
ment of PICS-F. Poor communication between the medical staff and family, paucity
of family meetings regarding end-of-life care, lack of emotional support, and family
perception of physician compassion may all contribute to PICS-F [20]. Further, as
issues of survivorship are rarely addressed during critical illness, lack of preparation
and support regarding the challenges that exist after discharge for survivors of
critical illness likely contributes to enduring psychological distress among family
members [21].

Table 10.1 Risk factors associated with the development of post-intensive care syndrome-family,
categorized as patient-specific, family member-specific, and relational, defined as relations with
providers and patient-family dyad relationships

Patient-
specific Family member-specific Relational
Younger age | Younger age Spouse or primary caregiver
Patient death | Lower educational level Poor communication (provider and
patient/family)
Lack of preparation to serve in Infrequent family meetings
decision-making role
Avoidant coping strategies Inadequate preparation of post-

discharge challenges
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In the setting of prolonged illness, spouses or the primary caregivers of patients
experience increased symptoms of PICS-F compared to other family members, as
they carry this additional burden [22, 23]. In circumstances where the patient sur-
vives, relationship stress and strain, common among survivors and their loved ones,
may be exacerbated if the younger family member needs to serve as caregiver [24].
The burden of caregiving can impact significantly upon mental health outcomes in
family members, especially if the role comes at the expense of a change in employ-
ment status (e.g., reduced work hours) that results in financial loss [25]. Factors
associated with worsened outcomes include greater effect of patient care on caregiv-
ers’ daily activities, less social support for caregiver, less sense of control over life,
and less personal growth as a result of caregiving [10].

Involvement in medical decision-making, particularly end-of-life decisions, may
increase the family members’ risk of developing anxiety, depression, and post-
traumatic stress symptoms [13]. Similarly, family members of patients who experience
death or near death during the ICU stay are at increased risk of developing both acute
stress and post-traumatic stress symptoms, compared with family members of ICU
survivors with less severe critical illness [26]. Coping strategies used by family mem-
bers predict symptoms of PTSD, with persistent, avoidant coping strategies explain-
ing, in part, the relationship between a loved one’s death and symptoms of PTSD [18].

Potential PICS-F Preventative Measures in the ICU

As presented in Table 10.2, there are a number of preventative measures that could
reduce PICS-F risk. The evidence and rationale for each of these measures are pre-
sented below.

Table 10.2 Strategies in the ICU and post-discharge that may prevent post-intensive care
syndrome-family

ICU strategies Post-discharge strategies

Education (informational brochure | Care coordination at hospital discharge
and patient- and family-centered
website)

Palliative care-based interventions | Assessment for post-acute care placement for survivor
(e.g., acute rehabilitation)

Family meetings and team Communication to prepare survivors and caregivers for
communication what to expect post-discharge (e.g., post-intensive care
syndrome, timeline for recovery)

Patient- and family-centered ICU follow-up clinic
multidisciplinary rounds

ICU diary Timely hospice referral

Empowering family members as
caregivers

Family presence during resuscitation
and procedures

Spiritual support
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Education

Educational resources may help to guide family members during a loved one’s ICU
stay, in an effort to prevent the development of PICS-F. Mistraletti and colleagues
examined the impact of an informational brochure and website designed to educate
families about their loved one’s condition, conveying what to expect during and
after an ICU stay. The brochure was intended to legitimize the emotional aspects of
both coping with illness and serving as a caregiver during recovery. Through a ran-
domized trial conducted in nine Italian ICUs, investigators enrolled relatives of
patients estimated to require at least 96 h of mechanical ventilation at the time of
ICU admission. Prior to their first family meeting with the medical team relatives
were given an informational brochure, and following the family meeting they were
informed of the informational website. Following family meetings, family members
completed validated questionnaires to assess medical understanding, satisfaction
with care, anxiety, PTSD, and depression. Families who participated in this educa-
tional intervention experienced a significantly lower rate of symptoms of post-
traumatic stress and increased understanding of prognosis and planned therapeutic
procedures, without a reduction in symptoms of depression or anxiety [27].

Palliative Care-Based Interventions

In a large randomized trial of palliative care in the ICU, Carson and colleagues
tested whether educational and emotional support-focused meetings led by pallia-
tive care providers could improve symptoms of PICS-F, compared to routine ICU
team-led meetings. The intervention targeted family members of adult patients
requiring 7 days of mechanical ventilation and assessed symptoms of anxiety and
depression using the validated Hospital Anxiety and Depression Scale (HADS).
Among the 312 family surrogate decision-makers who completed the study, a sig-
nificant reduction in anxiety or depressive symptoms was not observed.
Paradoxically, the palliative care-based intervention may have increased post-
traumatic stress disorder symptoms. Limitations of this study include relatively few
meetings per family and limited physician presence at family meetings. These find-
ings do not support the use of routine or mandatory palliative care-led discussions
to mitigate PICS-F [28].

Family Meetings and Team Communication

Effective communication between providers and relatives is essential to supporting
family needs and reducing the risk of PICS-F. Multiple studies have examined com-
munication surrounding families’ understanding of ICU-level care, prognosis, and
end-of-life care.
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In a randomized, multicenter trial, investigators examined the impact of a desig-
nated communication facilitator on reducing family distress and the intensity of
end-of-life care. The communication facilitators were nurses or social workers,
trained to gain an understanding of family concerns, needs, and communication
characteristics, and use that understanding to act as a liaison between the medical
team and family. Additionally, communication facilitators provided emotional sup-
port to the family. The investigators found that communication facilitators, used in
this capacity, reduced cost of care and length of stay, especially for patients who
ultimately died during their ICU stay. Additionally, families randomized to interact
with communication facilitators experienced fewer depressive symptoms at
6 months [29]. The differences in provider disciplines and timing of the interven-
tions between the Carson et al. palliative care-focused intervention and communica-
tion facilitator intervention may explain the contrasting results between these two
studies.

Multiple communication tools have been developed to guide or supplement
healthcare providers’ discussions with family members. A study of end-of-life com-
munication with family members examined the effect of a structured end-of-life
meeting between clinicians and family, along with an educational brochure, on the
development of PICS-F. The structured end-of-life meeting in the intervention
group focused on five key objectives, summarized by the mnemonic VALUE: “to
value and appreciate what the family members said, to acknowledge the family
members’ emotions, to listen, to ask questions that would allow the caregiver to
understand who the patient was as a person, and to elicit questions from the family
members.” Investigators demonstrated that these structured meetings, along with
the brochure, allowed longer meeting time length and more time for family mem-
bers to speak as compared to standard end-of-life discussions. This resulted in a
significant decrease in symptoms of PTSD, anxiety, and depression in family mem-
bers [30].

The ICU Diary

The ICU diary is a promising tool for reducing symptoms of PICS and PICS-F. The
diary consists of a notebook composed of recorded events from a patient’s ICU stay,
written in simple, understandable language. Family members or nurses most com-
monly populate the contents of the ICU diary, with the intention of reviewing the
events of an ICU stay with the patient following their discharge and allowing the
patient to realign periods of confusion or inaccurate memories of their ICU stay
with the reality of these events. The diary may be reviewed with the patient after
discharge in the presence of a primary care provider, a family member educated in
the use of the diary, or an ICU follow-up clinic provider.

The use of an ICU diary may lead to reduction in post-traumatic stress symptoms
for both ICU survivors and their families [31]. Garrouste-Orgeas and colleagues
conducted a prospective study of ICU diaries, examining the effects of the diary on
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psychological distress in patients and relatives. After implementing the ICU diary,
patients and families were surveyed in the domains of depression, anxiety, and
PTSD up to 12 months after discharge from the ICU. The intervention period was
preceded and followed by control periods in an attempt to account for confounding
changes to ICU practices after the intervention was stopped. Eighty percent of fam-
ily members in the pre-study control period and 67.6% of family members in the
post-study control period reported post-traumatic stress symptoms. During the
intervention phase, with ICU diary implementation, 31.7% of family members
reported post-traumatic stress symptoms, a significant decrease compared to control
periods [32].

Based on evidence and experience in European countries, the ICU diary was
recommended in the recent guidelines for family-centered critical care [1]. While
adoption in the United States has been slow, in part due to concerns regarding risk
management, interest is growing, and several US centers have successfully imple-
mented the ICU diary (e.g., University of California, San Diego, Madigan Army
Medical Center, Mission Hospital, Mission Viejo, California).

Engaging and Empowering Families as Caregivers

Historically, adult ICUs have lagged behind pediatric ICU practice with regard to
family presence during procedures and other clinical events. Some providers have
raised concerns in opposition to family presence, including family distress, provider
stress, trainee education, medicolegal consequences, and quality of care. However,
a growing body of literature supports family presence and speaks to the contrary
regarding these concerns. Family presence during procedures and cardiopulmonary
resuscitation (CPR) may, in fact, decrease the impact of PICS-F.

Jabre and colleagues randomized families of patients who experienced cardiac
arrest to be offered the opportunity to witness CPR versus usual institutional prac-
tice. In the intervention arm, 211 of 266 relatives (79%) witnessed CPR, as com-
pared with 131 of 304 relatives (43%) in the control group. Families in the control
group reported significantly more post-traumatic stress symptoms than those who
were given the opportunity to witness CPR. Families who did not witness CPR had
symptoms of anxiety and depression more frequently than those who did witness
CPR. Family-witnessed CPR did not affect resuscitation characteristics, patient sur-
vival, or the level of emotional stress in the medical team and did not result in legal
action. At 1 year after the event, psychological benefits persisted for family members
offered the opportunity to witness the CPR of a relative in cardiac arrest [33, 34].

Within the pediatric intensive care community, family engagement in CPR and
invasive procedures is endorsed by the American Academy of Pediatrics, Society of
Critical Care Medicine, and American Heart Association, and a growing body of
literature over the past 10 years supports its adoption. In a 2014 systematic review,
McAlvin and colleague noted that this engagement increases parents’ satisfaction
and coping when their children undergo invasive procedures or CPR [35].
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Engaging patients and families in conversations about improving ICU care may
be a powerful means to identify potential targets for intervention. Gill and col-
leagues conducted a study in which former ICU patients and family members were
trained to facilitate focus groups and interviews of ICU survivors and family mem-
bers [36]. They sought to describe the ICU experience and identify areas of focus
for patient- and family-oriented interventions in the ICU. Participating family mem-
bers and patients characterized admission to ICU as defined by “family shock and
disorientation” requiring the “presence and support of a provider.” Participants
described five important elements of daily care: honoring the patient’s voice, the
need to know, decision-making, medical care, and culture in ICU. After discharge
from the ICU, participants noted the challenges of the transition from ICU to a hos-
pital ward and long-term effects of critical illness. Participating families and patients
provided suggestions for improvement, including dedicated family navigators,
increased provider awareness of the fragility of family trust, improved provider
communication skills, improved transition from ICU to hospital ward, and informa-
tion for patients regarding the long-term effects of critical illness [36].

Spiritual Support

Spiritual care from a hospital chaplain, palliative care service, or other spiritual
leader from one’s own community can be meaningful to patients and impactful on
family outcomes. One retrospective investigation of the facilitators of ICU recovery
found that spiritual support was the most commonly reported facilitator of recovery
among ICU survivors [37]. In a prospective study of spiritual care provider activity
within an ICU, investigators surveyed spiritual care providers to determine their
activities within a single center and surveyed families to determine satisfaction with
ICU care. Discussions about the patient’s wishes for end-of-life care and a greater
number of spiritual care activities performed were both associated with significantly
increased overall family satisfaction with ICU care. Discussions about a patient’s
end-of-life wishes, preparation for a family conference, and total number of activi-
ties performed by spiritual leaders were also associated with significantly improved
family satisfaction with decision-making in the ICU [38].

Ongoing Work and Future Directions

Resilience and Post-traumatic Growth

Resilience is a psychological trait that describes one’s ability to adapt and overcome
challenges when faced with adversity. Interest in the concept of resilience in survi-
vors of critical illness and their families has grown recently. As a modifiable trait
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related to coping, resilience serves as a potential target for interventions to reduce
the impact of PICS-F. A study of 178 family members of ICU patients measured
resilience and symptoms of anxiety, depression, and acute stress prior to patient
discharge from the ICU. A validated tool for measuring resilience, the Connor-
Davidson Resilience Scale, was used to stratify family members as resilient or not
resilient. Resilient family members reported significantly fewer symptoms of anxi-
ety, depression, and acute stress as compared to those defined as “not resilient” [39].
Resilience, as well as optimism and social support, was found to be associated with
fewer symptoms of psychological distress among family members of survivors of
mechanical ventilation. Notably, as a scale measuring one’s ability to cope with
stress, spiritual influences play a central role in assessments of resilience [40].
Interventions such as training in coping strategies and mindfulness may facilitate
the development of resilience in family members of survivors of critical illness.
Support networks, including those discussed in the following section, may also pro-
vide essential resources and assistance to caregivers, including an opportunity to
build resilience through a shared experience with fellow caregivers of ICU survi-
vors. Collectively, these potentially beneficial interventions reflect the potential
impact of design thinking, an approach to healthcare innovation that engages health-
care providers, patients, and families to identify healthcare solutions [41].

A related yet unexplored concept within the critical care survivorship literature
is that of post-traumatic growth. The majority of PICS-F studies have examined the
experience of family members over a relatively short time horizon (e.g., months)
and have focused on negative consequences, such as symptoms of anxiety, depres-
sion, and PTSD. Whether post-traumatic growth, a concept realized after a trau-
matic (noncritical illness) event, is possible among family members of critically ill
patients remains unknown [42]. As resilience is “ordinary, not extraordinary,” so
too, we may find, is post-traumatic growth [43].

Preparing and Supporting Family Members After ICU
Discharge

To address the informational needs of survivors and their family members, several
national initiatives have emerged. Dedicated to increasing the awareness of sepsis,
the Sepsis Alliance is a nonprofit that was born from the tragedy of the founder’s
daughter, who succumbed to sepsis. The Sepsis Alliance website is designed to
inform the public, including survivors and their loved ones, about sepsis and its
long-term consequences. The ARDS Foundation, led by an ARDS survivor, pro-
vides information about ARDS and the impairments that ARDS survivors endure.
More generally, ICUsteps and the Society of Critical Care Medicine’s Thrive
initiative were founded on the principles that survivors of critical illness, and their
loved ones, require more preparation and support than is presently provided in our
fragmented healthcare system. Launched in 2015, the Thrive initiative was designed
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to improve patient and family support, encourage innovation in survivorship care,
accelerate recovery, and mitigate the effects of PICS and PICS-F. The international
Peer Support Collaborative, which engages survivors and family members of survi-
vors, has established a support network for ICU survivors and their families at
health systems in the United States, the United Kingdom, Scotland, and Australia.
The early experience confirms that family members, like survivors, have a great
deal to offer others in sharing their experience [44]. Whether shared stories, empa-
thy, and practical advice afforded through such programs can reduce symptoms of
PICS-F remains unknown and requires rigorous evaluation.

ICU Follow-up Clinics

The benefits of an ICU follow-up clinic have yet to be demonstrated in terms of
patient and family outcomes. Conceptually, ICU follow-up clinics are staffed by
pulmonary and critical care specialists and employ a multidisciplinary approach
with extensive care coordination between physical and occupational therapists,
physical medicine and rehabilitation physicians, neurologists, and neuropsycholo-
gists [45].

With regard to PICS-F, these clinics offer the potential to rehabilitate PICS,
further reduce the burden of caregiving by providing optimal support for families,
explore the family experience of an ICU stay, and potentially provide education and
resources to families experiencing PICS-F. Admittedly, the potential of post-ICU
clinics has not been realized. For example, a pragmatic trial of a nurse-led follow-up
program designed to improve health-related quality of life and mitigate psychologi-
cal distress in survivors was neither effective nor cost-effective [46]. However, com-
prehensive discharge planning and home follow-up after an acute care hospitalization
reduced hospital readmissions and healthcare costs among the elderly [47].

It is conceivable that ICU follow-up clinics, designed and coordinated with opti-
mal discharge planning for the survivor and caregivers, could improve patient-
centered outcomes such as time spent at home and ease the psychological distress
of caregivers. Given the functional impairments of survivors, which can negatively
impact caregivers, timely assessment of post-acute care services and/or placement
(e.g., acute rehabilitation) at the time of hospital discharge is a potential strategy to
improve outcomes for the survivor-caregiver dyad. Last, by openly eliciting the
preferences and goals of survivors, timely consideration of hospice may result in
improved outcomes for some survivors and their caregivers.

Conclusion

Family members of ICU patients commonly experience anxiety, depression, and
post-traumatic stress symptoms following a loved one’s critical illness. While these
symptoms may be severe and enduring, opportunities exist for providers to
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intervene in the ICU setting and thereafter, potentially reducing the risk of
PICS-F. Family members have consistently taught us that they want a partnership
and presence from care providers and they seek engagement in the care of their
loved ones. They want to know what to expect when they leave the ICU — both in
terms of long-term effects for their loved ones and for themselves. By embracing the
interventions discussed throughout this chapter, in addition to preparing and sup-
porting family members across the continuum of care, providers may reduce the
risk of psychological morbidity among the families of ICU patients.
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Chapter 11 )
Humanizing Intensive Care: Questions, i
Balance, and Tragic Trade-Offs

Samuel M. Brown, Michael E. Wilson, Chris Benda, Negin Hajizadeh,
and Ramona O. Hopkins

Introduction

Intensive Care Units (ICUs) are astonishing spectacles of modern medical technol-
ogy. They are highly effective at improving survival for many once-fatal diseases
[1]. These astounding successes are deservedly much lauded and supported. Despite
these medical successes, death can only ever be postponed—human beings remain
mortal. This fact sometimes feels forgotten in the dramatic, technological battles
with critical illness. For this and other reasons, intensive care clinicians and ICUs
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commonly figure in the last weeks or months of individuals who die, whether the
death is the end of a long illness or occurs unexpectedly.

Unfortunately, the severity of illness, the invasiveness of intensive therapies, and
a sometimes extreme focus on reversal of critical illness can make ICUs brutal
places to practice medicine and to receive medical care [2, 3]. Similarly, uncertainty
about whether recovery from an acute illness is possible or likely makes it difficult
to know whether one is treating a patient who will survive or whether the patient
will die despite support. Western biomedical culture of the last 50 years has also had
a tendency to isolate patients from their families, failing to acknowledge the extent
to which human beings are most human, most themselves, when their intimate rela-
tionships are honored and sustained. A broad array of factors related to the structure
and function of ICUs contribute to dehumanization.

We have considered theoretical considerations relevant to the humanization of
ICUs elsewhere [4]. In this chapter, we will focus on other important topics in the
humanization of critical care. Specifically, we emphasize (1) the forms of and rea-
sons for dehumanization, (2) negative consequences of dehumanization, (3) practi-
cal approaches to (re)humanization, (4) tragic trade-offs and research considerations,
and (5) dehumanization of clinicians.

We begin, for purposes of orientation, with a definition of dehumanization.
Extensive philosophical writing (especially in France after World War II) has
emphasized the impossibility of understanding ourselves, let alone others. Rather
than attempting to map humanization on problems of mutual unintelligibility, we
employ the practical definition proposed by social psychologists. Dehumanization
is seeing and/or treating another person as if they lacked the mental capacities
(whether realized or not) that we enjoy as human beings [5—7]. Dehumanization can
be prolonged or momentary and can be mild or severe. While both thoughts and
deeds may dehumanize, we emphasize the practical aspects of dehumanization—
the acts clinicians perform—given their likely relevance in the ICU [8].

Dehumanization is rampant in human society. Almost every person has engaged
in at least a mild act of dehumanization at some point. In one of the odd twists of
language and culture, the tendency to dehumanize may be an attribute of humanity
itself. The best-known examples of dehumanization, however, are genocides,
whether the infamous systematic murders of National Socialist Germany or Stalinist
Russia or the more recent miseries practiced in Rwanda, Sudan, or Syria. The dehu-
manization attendant on genocide is the most extreme version of ubiquitous phe-
nomena. Multiple observational and psychology laboratory experiments have
strongly suggested that in order for genocide to occur, the aggressor must first fail
to acknowledge the humanity of the victim [7].

The social psychologist Nick Haslam has identified two main modes of dehu-
manization: animal and mechanical [7]. The animal form of dehumanization sees
the individual as lacking intellectual sophistication. Such individuals are seen as too
passionate, subrational, like a wild animal rather than a human being. Closer to the
ICU (admitting that the “animalistic” categorization is inexact), an agitated patient
may be seen as a “wild animal,” while a neurologically disabled patient may be
characterized as a “vegetable” (a misunderstanding of ancient Greek ideas about the
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essential forces animating living beings). Mechanical dehumanization, on the other
hand, maintains that the victim of the dehumanization is robotic, entirely lacking in
human emotion. Clinicians may view patients as mere objects lying in a hospital
bed, a perception perhaps compounded by the effects of sedative medications.
Mechanical dehumanization may also be aimed at clinicians by frightened or resent-
ful patients and families. Administrators may also dehumanize clinicians by treating
them as cogs in an industrial machine. The different forms of dehumanization may
induce each other in a kind of positive feedback loop.

Rhetoric around the US Presidential election of 2016 exemplified this pattern
quite well: the Republican candidate was often dehumanized as animalistic, while
the Democratic candidate was often dehumanized as robotic or mechanistic. The
dehumanization of the opponent was an important aspect of the dueling strategies
aimed at assuring the election of one’s favored candidate.

While genocide is fortunately quite rare in the modern West, lesser forms of
dehumanization are ubiquitous, including racist stereotyping or stigmatization of
political opponents as subhuman. Dehumanizing practices may at times persist
because they have been useful in the past. Dehumanization can help to maintain
social boundaries; in one of the paradoxes of human society, people may be prone
to sacrifice a larger community for a smaller one, recognizing that communities are
often defined in opposition to other communities. Dehumanization may also be pro-
tective (or be perceived to be protective) against certain forms of stress by allowing
clinicians to distance themselves from the direct experience of patients’ or families’
emotional distress.

Concerns about dehumanization apply prominently in the ICU. In this chapter,
we consider current problems and potential early solutions with an eye toward clari-
fying the cognitive errors and blind spots that often interfere with humanization in
the ICU.

The Persistence of Dehumanization in the ICU

Dehumanization in the ICU is a frequent occurrence. Although data are limited,
single-center surveys (N > 1500 respondents) suggest that disrespect (behaviors that
overlap substantially with dehumanization) is experienced in 20-30% of patients/
families in the ICU [9]. Dehumanization in the ICU can be divided into casual,
physiologic, and substantial forms. Casual dehumanization refers to the apparently
incidental attributes of medical environments that tend to strip people of their iden-
tity. Physiological dehumanization refers to the attributes of illness and treatment
that sap individuals of their inner mental life and capacity to express agency.
Substantial dehumanization refers to avoidable dehumanizing acts that are neither
intrinsic to medicine nor justifiable.

All forms of dehumanization have special implications in the setting of a hospi-
talization for critical illness. Part of what’s frightening about hospitalization for
patients and families, especially in the ICU, is the threat of extinction of the



136 S. M. Brown et al.

individual self. This is, existentially, a key reason why dehumanization is an impor-
tant concern. All forms of dehumanization may contribute to this risk of personal
extinction and the violation of the integrity of the self.

Casual dehumanization The attributes of the medical environment that contribute
to the loss of identity and treatment of individuals as if they were not fully human.
The emblem of casual dehumanization is the uniform of the hospital “Johnny”
gown. This piece of industrial clothing is obviously designed to provide strangers
casual access to the private parts of the wearer’s body. In exchange for the hospital
gown, patients are asked to remove all personal items including clothing, under-
wear, shoes, socks, wallets, keys, cellphones, and sometimes even deeply intimate
objects such as wedding rings, eyeglasses, and dentures. Patients’ hairstyles trans-
form from their preferred, often highly identifiable hairstyles to various levels of
dishevelment. Stickers, wristbands, and wires are routinely attached to each patient’s
body. Such labels openly reveal personal information such as the patient’s name,
date of birth, whether they have been deemed a “fall risk,” or whether they are not
to receive cardiopulmonary resuscitation. Tubes attached to poles, bags, and
machines may be inserted into every orifice. The totality of these effects incremen-
tally but dramatically changes the appearance of each hospitalized ICU patient,
often replacing individual identity. Physicians, nurses, and other medical staff may
refer to patients by their assigned room number instead of the patients’ names.
Instead of being known as “Mr. Gregory Jones, a retired history professor and father
of 6, whose wife just passed away 3 months ago,” a patient may be casually referred
to as “Room 512 on the vent for a COPD exacerbation.”

Along with loss of identity comes a loss of control. Patients often cannot control
whether or not they eat, what they eat, when they sleep or awaken, when the doctors
will visit, or when procedures will be performed. Patients may be forced to rely on
assistance to perform activities such as eating, bathing, walking, toileting, and
sleeping. Bed and chair alarms are reminders that patients are sometimes not even
allowed to stand up on their own. These attributes of the hospital environment may
make patients seem less than human to hospital staff. By way of orientation and
contextualization, the penal system is another modern institution where people are
stripped of identity, assigned a number, placed in a uniform designed for the conve-
nience of others, and experience a profound loss of control.

Physiological dehumanization Biological threats to the expression of one’s capac-
ity for a rich mental life. Many aspects of critical illness and its treatments may
result in the loss of mental awareness for a patient. This loss of mental awareness
leads to what we call physiologic dehumanization. We draw attention here to a limi-
tation of the social psychologists’ definition of dehumanization for the ICU. Critically
ill patients may manifestly lack the attributes—a rich inner mental life—the pres-
ence of which defines humanization. It’s this limitation that drives us to describe the
capacity (whether realized at the moment or not) for such a life. Such changes may
range from mild (e.g., a patient unable to recall several days of medical illness) to
severe (e.g., coma). The causes of such loss of awareness include the underlying
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disease processes and sedatives administered to improve the tolerance of mechani-
cal ventilation or modulate an agitated delirium. The restraints used to prevent inad-
vertent dislodgment of medical equipment as well as the disrupted sleep-wake
cycles may also threaten autonomy and awareness.

Clinicians, often unintentionally or even unknowingly, may have dramatically
different (even dehumanizing) interactions with patients with altered mental status
compared to patients without such altered mental status. For example, when
approaching the rooms of patients whose eyes are closed or who may be in a mod-
erately sedated state, ICU physicians may not knock or introduce themselves to the
patient, as would otherwise be customary. ICU clinicians may not explain that they
are about to perform an examination of sensitive areas of the body. Instead, clini-
cians may assume, sometimes mistakenly, that such patients cannot perceive their
environment. In addition, for patients without altered mentation, the critical nature
of their illness may cause clinicians to overlook or deprioritize basic introductions
and patient-centered communication. Often—perhaps even usually—physicians
arrive at the bedside of an acutely deteriorating patient and think of the patient
strictly in terms of his/her medical illnesses. The humanness of the patient lying in
bed easily gets lost in the commotion of diagnosis and treatment.

Substantial dehumanization Can run the gamut from horrifying lapses such as
intentional provision of substandard care to more complex questions of the optimal
personalization of humanizing care. The extreme of medical dehumanization is
exemplified by the Tuskegee experiments, in which poor African American men
were observed as they developed serious complications of untreated syphilis despite
the availability of antibiotic treatment. The current regulatory system for research
exists, in large part, in response to substantial dehumanization by researchers in
prior generations. Fortunately, such extreme dehumanization is much less common
in the contemporary world. The dehumanization we encounter in contemporary
environments is more likely to be related to behaviors of well-intentioned
clinicians.

The ideal of full humanization implies an approach to understanding other per-
sons in their full humanity, which means seeing them as equal members of a com-
munity. Deviations from such complete humanization are unfortunately common
and exist across a spectrum. Some portions of that spectrum may be more or less
difficult to address. While we acknowledge that the ideal of perfect humanization
may not be achieved in practice (and draw attention to occasional tragic trade-offs
below), we nevertheless feel that movement toward that ideal is important.

Reasons for dehumanization While most forms of dehumanization of ICU patients
are unintentional, dehumanization persists in the modern ICU [9]. Several factors
may contribute to the loss of identity, lack of personalization, and sense of disre-
spect experienced by patients and their family members.

First is poor clinician well-being. Common issues that may impact clinician
well-being include physical illness, mental illness, substance abuse, stress, and
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burnout. Each of these difficulties may contribute to an individual clinician’s inabil-
ity to tend to the well-being of patients and their family members. Clinician burnout
is particularly worrisome and is characterized by emotional exhaustion, deperson-
alization and detachment, and a decreased sense of personal fulfillment [10]. The
rate of burnout experienced by ICU physicians and nurses ranges from 30% to 80%
[11]. Factors that contribute to burnout in ICU clinicians include high patient acuity,
morally distressing situations, caring for dying patients, conflicts with family mem-
bers or healthcare colleagues, excessive work hours, lack of control of workplace
events such as scheduling, and dissatisfaction with salary among others. Physicians
and nurses who experience burnout are at risk of perceiving patients as objects
rather than human beings [12]. In addition, ICU clinicians (especially nurses) are
caregivers for both patients and their family members. When team members signifi-
cantly identify with a patient or family member on a personal level, trying to absorb
their pain and suffering may result in compassion fatigue [13, 14]. To put the matter
starkly—if we clinicians experience the death of every patient as if it were the death
of a close friend, we would be insane with grief very quickly. Such emotional
exhaustion may contribute to low personal well-being and inability or unwillingness
to identify with future patients on a human level.

Second, cognitive errors by clinicians may contribute to dehumanization. These
cognitive errors are understandable, even predictable. The ICU is stressful and dis-
orienting enough that all participants—clinicians, patients, and families—are prone
to misperceive ways that may contribute to dehumanization. Clinicians may, for
example, not realize that they are experiencing pseudo-empathy (believing that one
is seeing the world from the perspective of another when in fact one has imputed
one’s own views to the other person) when they are considering risks and benefits of
continued treatment. From the other side, family members may fail to imagine the
world from the perspective of the clinician, blaming clinicians for factors that are
outside their control. Such failures of mutual understanding may figure prominently
in disputes about “potentially inappropriate care,” in which clinicians may worry
that family members do not understand how best to represent the patient’s sensibili-
ties about high-risk treatments that may not work, while family members may worry
that clinicians are callously “giving up” on the patient.

While clinician diagnostic errors have been well described by cognitive psy-
chologists in recent decades [15], the risks of misapprehension and cognitive errors
related to human aspects of the ICU experience are also endemic and merit consid-
eration. Increasingly sophisticated work on judgment and decision-making may
shed considerable light on the problems of dehumanization in the ICU.

Third, ICU policies and practices, sometimes deeply entrenched, may contribute
to persistent dehumanization. For example, too many ICUs in the United States
continue to have restrictive visiting policies, a tradition that started in the 1800s to
restore “order” in hospital wards with non-paying patients [16, 17]. Once thought to
be necessary to protect the patient from exhaustion or overstimulation, restricted
visiting hours have now been shown to be associated with poorer patient and family
well-being [16]. Another hospital tradition (and sometimes policy) is that family
members must leave the room for ICU procedures such as central line placement,
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intubation, or thoracentesis. While the evidence base supporting restricted family
presence in the ICU is essentially nonexistent, such policies and practices continue
to be implemented, regardless of the toll on patients and families.

Similarly, policies favoring the overuse of deep sedation for mechanically venti-
lated patients may inadvertently contribute to physiological dehumanization. Once
thought to be necessary for the patient, deep sedation (especially with medications
such as benzodiazepines [18]) are now largely felt to be harmful to mechanically
ventilated patients (contributing significantly to delirium and weakness) [19].
Strategies to reduce the amount and type of sedating medications are in place in
many ICUs [20]. Some types of dehumanization are necessary parts of critical ill-
ness and ICU treatment, as we describe below, while others can and should be elimi-
nated. Rethinking systems and our parts within those systems is important work.
We’ll all need to see patients and family more clearly than we do. More careful
research is necessary.

Intrinsic and Secondary Implications of Dehumanization

Dehumanization affects clinicians, patients, and families in a variety of ways.
Before reviewing the negative consequences in specific detail, we draw attention to
an important ethical point. Are the secondary consequences necessary to reject
dehumanization? Is humanization intrinsically important, independent of any sec-
ondary effects? Or should humanization be weighed on the basis of its secondary
effects? At the extremes of dehumanization, it seems clear that dehumanization is
intrinsically wrong and must be avoided at all costs. Admittedly in those circum-
stances, secondary effects are extremely likely. What’s less clear is whether milder
forms of dehumanization—neglecting to use a patient’s preferred name, or intro-
ducing oneself to a sedated patient, for example—are intrinsically severe enough to
require substantial resources in the absence of demonstrated secondary effects. We
are mindful of the risks of extremism. We acknowledge that some mild forms of
dehumanization, while intrinsically undesirable, may need to be weighed against
the risks and benefits associated with large-scale efforts to address them. Finding
the optimal balance in such settings will require ongoing, careful work that incorpo-
rates the perspectives of patients and families alongside those of clinicians.

Dehumanization and the patient Feeling that one has been dehumanized is dispirit-
ing and discomfiting. Dehumanization is associated with decrease in self-efficacy
and increased depression and anxiety. It also increases the risk that the person will
in turn dehumanize other individuals. In addition, dehumanization may interrupt the
natural processes by which people establish and maintain communities, contribut-
ing to further isolation, in a positive feedback loop [5, 7]. The remarkable preva-
lence of PTSD among ICU patients and families may further complicate attempts to
meaningfully humanize [21, 22]. A classic pragmatic experiment (using historical
controls) in a nursing facility suggested that dehumanization (especially through the
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restriction of patient agency)—can be reduced by allowing nursing home residents
to manage a plant or a pet. This intervention was associated with substantial
improvements in satisfaction and self-efficacy—markers of increased humanization
[23].

Dehumanization and the family Feeling that one’s close family member has been
dehumanized may be as disorienting as being dehumanized oneself. Dehumanization
may also increase the risk that the person will in turn dehumanize other individuals,
while disrupting the establishment and/or maintenance of community [5, 7]. Critical
illness causes ICU patients to find themselves in precarious and vulnerable states.
When patients and family members sense that the behaviors of the healthcare team
members are causing additional, potentially unnecessary, disrespect or dehumaniza-
tion, there is likely a loss of trust in the healthcare team and a degradation of the
therapeutic patient/physician relationship. Such loss of trust has the potential to lead
to impaired communication, conflict, poor-quality shared decision-making, and
potentially adverse patient outcomes.

Dehumanization and the clinician Clinicians—many of whom may already be
experiencing burnout—may be at risk of further burnout when dehumanizing prac-
tices occur. The literature on ICU clinician burnout is modest, but it accords with the
intuition of many practitioners. Traditionally, medical training has not included
tools for clinicians to recognize and process the intense emotions that arise from
interaction with pain, suffering, uncertainty, and grief inherent in the management
of disease. Rather, medical education has informally addressed emotions through
distance from emotions [24]. Teaching better approaches to emotion may lead to
increased empathy, which in turn could decrease dehumanizing practices and might
help ease the burden of PTSD noted among ICU clinicians [25].

In addition, evidence from the psychology literature suggests that dehumaniza-
tion (especially through employment of racial heuristics) may be associated with
provision of substandard clinical care [26, 27]. Similarly, an early study from the
theorists of “heuristics and biases” suggested that clinicians perform distinct work-
ups when they are primed to think of groups of people rather than distinct individu-
als. In other words, the medical workup may vary as a result of differential
humanization [28]. (We should be mindful of the possibility that the psychology
literature may be overstating the evidence, however [29].)

Given the prevalence and important negative consequences of dehumanization,
reasonable tactics to prevent dehumanization are important to identify and imple-
ment. In the following section, we consider a schema for considering such tactics as
well as introduce representative examples of problems and solutions.
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Tactics and Strategies

The state of Utah boasts marvelous powder snow year after year, making the experi-
ence of skiing a prized component of life in that section of the Rocky Mountains. At
the ski resorts, a system exists to distinguish grades of difficulty for the various runs.
Green circles indicate easy slopes appropriate to beginners, blue squares indicate
intermediate slopes that may challenge beginners and bore experts, and black dia-
monds indicate runs that may present substantial dangers for inexperienced skiers
but promise great satisfaction to the experienced athlete. We use that framing to
describe tactics and strategies that could be easily applied to prevent dehumaniza-
tion without much additional personal work or further research (green circles) all
the way to techniques that will likely require substantial additional research and
experience (black diamonds). We display a relevant taxonomy, with examples, in
Table 11.1.

We will need to remember that the proposed behaviors and their contexts repre-
sent complex human encounters, many of which cannot be experimentally interro-
gated. We should be humble about claims made, scientific or otherwise. We also
should acknowledge that the regulatory environment and its associated incentives
have changed substantially in recent years and rely increasingly on quantitative
measures which may bear unpredictable relationships to actual humanization.
Efforts to improve humanization in the ICU will have to acknowledge the risks and
constraints imposed by regulatory schemes, which may not be based on reliable
evidence or may impose metrics that do not measure what is intended.

Green Circles

The “dinner party” rule for basic humanizing behaviors in the ICU is a simple
thought experiment: how would we behave toward the respected host of a dinner
party to which we have been invited? This thought experiment tends toward simple
acts of respect. We prefer not to think of the host at the dinner party as a “customer”
to be “serviced” because we find such consumer-based metaphors distracting and
misleading, especially in the intensive care unit. Individuals with critical illness and
their families are not people in a shop that we hope to upsell into an extended war-
ranty. We do not grapple with these important issues of care in hopes of persuading
a customer to spend more money. The point, in our estimation, is to see the person
rather than an object for manipulation. We display core components of treating our
patients as we would the host of a dinner party in Table 11.2.

Get-to-know-me boards and modifications to the electronic medical record to
facilitate the preferred name of a patient also seem to us to fit comfortably in the
green circles.

We think of family members as part of the team caring for the patient. Among the
clinicians, each has a specific role and expertise. When special problems are
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Table 11.1 Interventions to humanize the ICU and show respect to all patients, ranked by degree
of difficulty and/or need for new research

First steps (green

The healthcare team:

circles)

“Basic common
courtesy” or the
“dinner party” rule

Allows unrestricted visiting hours by family members
Shows common courtesy to patient (even if sedated or delirious or not
fully conscious)
Knocks before entering room and asks the patient permission to
enter room
Addresses the patient by their preferred name and introduces
themselves
Asks permission before touching patient and explains what they are
about to do so (e.g., draw blood or perform physical examination)
Gets to know the patient (e.g., helps patient/family fill out a
“get-to-know-me” board including photographs from home as
applicable)
Communicates with patient in an understandable manner
Uses adaptive communication strategies if needed (including
language interpreters)
Explains basic concepts of illness and treatments
Locates and allows patient to wear eyeglasses, hearing aids, or other
relevant assistive devices

Second steps (blue
squares)

Offers physical therapy and mobilizes the patient in bed and out of
bed as possible
Invites and allows family members to be present during sensitive
moments such as:
Procedures (e.g., central lines, intubation, thoracentesis, chest tube,
etc.)
Toileting and bathing (as desired by patient and family)
Initial stabilization in ICU
Cardiopulmonary resuscitation
Writes condolence letters
Engages in a “going off to war” talk prior to intubation (by hoping for
good outcome but preparing for the worst, this may prevent stealing
the last words of patient from them and their family)

Advanced steps (black
diamonds)

Utilizes additional team members to deliver humane care (doulas,
communication facilitators, navigators)

Completes personal and systemic diagnostic testing for conscious and
unconscious biases and tries to improve biases with de-biasing
techniques

encountered beyond the expertise of the current team, a consultation is performed
with a subspecialist. Such consultation-seeking is routine in diagnosis and treatment
of complex conditions. We consider the family to be the world experts in the human-
ity of the patient. It makes about as much sense to restrict them from the bedside as
to refuse to allow a cardiac surgeon to see a patient with critical, life-threatening

valve disease.
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Table 11.2 Core elements of the dinner party rule

Behavior Explanation

Knock before entering a Patients may experience the ICU room as their own bedroom.

room Knocking communicates respect for the integrity of the person as
it includes the lived environment

Ascertain and use a The birth certificate name may have been rejected long since. Our

patient’s preferred name names, as our faces/appearance, are our calling cards as human
beings

Do not touch without Access to one’s own body is central to personhood. Violations of

permission or that integrity are marks of grave disrespect. Even comatose

acknowledgment individuals deserve to be warned before being touched

Speak to comatose Anesthesia recall is rare but concerning; some comatose

individuals individuals may in fact be able to hear; clinicians rarely know

when memories begin to be formed; families often acknowledge
that conversation as a mark of human respect

Straddling Green and Blue

Morally, fully open access for family members to the bedside is part of the green
circle. There is no good reason to exclude family members from the bedside. Those
old days should be well over. When it comes to visiting hours, the data and consen-
sus are clear [16, 30-34]. Even if the benefits of open visitation weren’t clear, in our
view, a randomized controlled trial would need to show benefit from restricting visi-
tation before it would be justified. There also may be a matter of justice, given the
likelihood of selective enforcement of visiting hour restrictions (some family
allowed to visit where other families are not) [35].

The reason we rate fully open access as spanning green circles to blue squares is
the possible effect on clinician burnout. Some families may lack interpersonal skills
necessary for easy communication. Some clinicians may feel that their authority is
being second-guessed, that they are being treated as waitstaff (when, e.g., a family
member wants a coffee), and that they have no time to be quietly reflective during
the day when family members are always present. Furthermore, clinicians may not
have space to express emotions frankly with colleagues about difficult interpersonal
dynamics or vexing clinical scenarios. When we opened visitation fully at one ICU
(i.e., no specific restrictions by time of day), three nurses resigned in protest. In our
experience, this happens when clinicians are already struggling with symptoms of
burnout. We strongly advocate opening ICUs and believe it’s a moral imperative.
We find the experience of pediatric ICUs reassuring in this respect: most pediatric
ICUs have had open family presence for decades. We acknowledge that the process
in any given ICU may take some time, as management develops in collaboration
with frontline staff to determine the best mechanisms to help clinicians thrive in the
new system. We recommend involving both patients and families in the process of
designing methods of collaboration in a regime of fully open visitation and
collaboration.
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Blue Squares

As for family presence during procedures, our experience has been quite positive
[36]. In general patients and families are glad not to be separated against their will
at a time of great stress. This intervention is probably a blue square (intermediate
difficulty) as it may take a clinician a few procedures to become accustomed to the
family presence. In our experience, though, it is less cognitively challenging than
learning to teach trainee physicians how to perform procedures. (A case series and
orientation scripts for family procedural presence have been published [36].)
Similarly, some early evidence suggests that formal participation of family mem-
bers in bedside nursing care might improve patient and family outcomes [37]. Early
evidence may even support family integration into the care team directly [37].

We also place an informal practice we developed over the years into the blue
square category: what we call the “going off to war” speech. Intubation and mechan-
ical ventilation often deprive the patient of speech. For patients who do not survive
mechanical ventilation, therefore, the moments before intubation may represent the
patient’s last opportunity to speak before death. Given the high importance that
people place on last words and being able to say goodbye, failing to signal the pos-
sibility that these are the last words may steal from people the opportunity to have
final words with a loved one. Using the “hope for the best but prepare for the worst”
framing, we encourage family members, if they so desire, to share special words
with the loved one before intubation. (We often use noninvasive ventilation to pre-
oxygenate while preparing for the procedure, so the family time does not substan-
tially postpone intubation.) We call it the “going off to war” talk because bidding
farewell to a military service member is a nonmedical situation in which one ear-
nestly hopes for the return of the beloved unscathed but simultaneously acknowl-
edges the possibility that the beloved may not return. While this technique has not
been studied formally, in our experience (with scores, if not hundreds, of patients
and families), people understand it and are grateful for the opportunity to speak with
their loved one. In our experience, when families have the opportunity to say good-
bye or share their feelings with their conscious loved one, feel better able to allow a
transition to exclusively comfort-focused care when further mechanical ventilation
has not seemed true to the patient desires (generally, a very low probability of recov-
ery from ventilator dependence and ongoing evidence of pain and discomfort) [2].

Another way to humanize critical care for families has historically been a condo-
lence letter after the death of their family member. An esteemed traditional practice
in the United States, the condolence letter, was deployed in a randomized, con-
trolled trial (N = 242) by experienced French investigators [38]. The letters were
written by team members who had cared for the patient before death. The letters
were mailed shortly after the death, with an early measurement (1 month) of depres-
sion, anxiety, and PTSD. While the 1-month outcomes did not differ, depression and
PTSD were significantly worse at 6 months among individuals who received a con-
dolence letter. For those of us who have written such letters routinely for years, this
was a sobering result. What should those of us who have written these notes for
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years do? Is this effect specific to France? Were the letters too impersonal or formu-
laic? Did they exceed the scope of the relationship established in the ICU? Were the
investigators measuring the correct endpoints? Or is this a methodological problem,
in which the condolence letter was a good thing overall but primed people to respond
to the PTSD instrument differently? Could it be similar to the paradoxical effect of
a debrief performed too early in the course of a traumatic stress [39—41] or forcing
families to “re-experience the death,” causing increased grief and distress without
associated support to cope cognitively with the re-experiencing? Secondary qualita-
tive analyses from the trial suggested that the problem may have been that the con-
dolence letters raised expectations for ongoing bereavement support, which the
healthcare system failed to deliver [42]. Still, the results of that trial likely remove
condolence letters from the green circle category (where we had previously thought
they belonged, as a basic expression of courtesy) and moved them into the blue
square category.

Black Diamonds

Some approaches span the blue square and black diamond, especially perhaps what
we have called sickbed doulas (a somewhat similar role has been termed a “com-
munication facilitator” [43]) and/or active peer support while in the ICU [2]. We
find the idea intuitively attractive and would like to build the capacity to support
such individuals. Given the additional expense (although in some circumstances
similar individuals may save resources [44]) and the need to understand how such
mediators/navigators would fit into the current teamwork dynamics, we recommend
careful research preceding or as part of deployment of such individuals into the ICU
milieu. Similarly, we worry that routine emphasis on more frequent end of life con-
versations without considerable attention to how those conversations occur and how
patients and families experience them may lead to undesired consequences, a point
made clear in an RCT of simulation training for end of life communication among
physician trainees, which led to greater depression among ICU family members
[45]. We note the expertise required not to discourage enthusiasm but to advocate
that it be methodologically rigorous.

If we might draw a link between clinician burnout and ICU dehumanization, it
may be that teaching clinicians and (perhaps) patients and family members to rec-
ognize and engage emotion may be an effective approach to limiting dehumaniza-
tion. This will require research, but given the potential association between
mindfulness-based practice and increased empathy [46], attention to healthful
engagement of emotion may have a role to play in improving humanization in the
ICU.
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Tragic Trade-Offs

There’s a tendency to think in exclusivist terms, what the philosophers term deonto-
logical rather than consequentialist/utilitarian terms. In such reasoning, certain
actions or beliefs are simply right or wrong, independent of what effects they may
have. We are not averse to such approaches to certain questions—some behaviors
do appear to be intrinsically wrong, while other seem intrinsically right, no matter
the consequences.

What this deontological approach risks missing, though, is consideration of rel-
evant context and the acknowledgment of tragic trade-offs. There is, as the saying
goes, no free lunch. Dehumanization is intrinsically bad. In general, when the choice
is between dehumanization and (re)humanization, we should choose (re)humaniza-
tion. In specific circumstances, though, we may need to strike an appropriate bal-
ance attuned to competing priorities in the support of patients and their families. At
the most basic level, if certain forms of humanization led to lower-quality technical
medical care, most people would not want to exchange survival for humanization.

Some evidence suggests the possibility that there may be tragic trade-offs of just
that sort. Admitting the crisis of reproducibility in experimental psychology in
recent decades, we are intrigued by evidence suggesting that moral concern (e.g.,
considering the suffering of another person or making ethical assessments of com-
peting needs of individuals) may impair a study subject’s ability to perform certain
analytical tasks like math problems or logical puzzles [47]. Admitting that the evi-
dence is not yet based in clinical settings, the findings of cognitive science—that
moral regard may compete cognitively with analytical thinking—are of concern.

One mark of the difficulty in interpreting the relevant literature comes in a psy-
chology experiment reported in 2011, in which participants were asked to think of
themselves as either the supervising physician or the trainee physician in deciding
about a painful but important surgery. Although the authors maintained that they
had shown that “power increases dehumanization,” the story is more complex. Not
only was thinking of oneself as the supervising physician associated with modestly
more dehumanization, it was also associated with greater ability to make the good
but difficult decision on behalf of the patient [48].

Some tragic trade-offs are urgently evoked in a quotation from qualitative work
by Dickert and colleagues. One patient’s response indicated, sympathetically,
“There’s a certain amount of detachment I know [doctors] have to have to function.
But if you’re gonna treat patients, you gotta care about them and you’ve got to let
them know you care about them because if you don’t, they feel like a slab of meat”
[49]. That sense of being reduced to their mere physicality—being deprived of their
personhood—is precisely the resistance to frank dehumanization, even as the
respondent acknowledged that a modest amount of separation may in fact be
required. Something like balance is important to achieve in order to allow for a cli-
nician to complete a task which may seem barbaric and painful (such as insertion of
central venous catheters) as respectfully as possible (e.g., local anesthetic, covering
unnecessarily exposed body parts, limiting claustrophobia, assuring that someone is
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talking quietly with the patient, etc.) without compromising the technical integrity
of the procedure.

Clinician Dehumanization and the Nature of Teamwork

Early efforts to improve the humanization of patients and families at one of our
ICUs led to protests from certain nurses that the efforts were dehumanizing the
nurses. While the word can be overused to describe any situation in which an indi-
vidual feels uncomfortable (i.e., making someone’s job a little more demanding is
not in itself a mark of dehumanization), this feedback did cause us to reflect on the
risks to clinicians.

In our clinical experience, we have occasionally found that families may actively
dehumanize clinicians—especially nurses—although this memorable phenomenon
is uncommon. What’s more common is that teamwork dynamics can be difficult, a
phenomenon further complicated by formal incorporation of family members into
the treatment team. In fairness to the nurses, we’re creating ad hoc treatment teams
around the care of a patient with an acute illness, and some members of the team are
in the midst of the most stressful situation of their lives, drowning in frightening and
unfamiliar information. In cases such as trauma related to alcohol or drug-associated
violence, drug overdose, or other complications of substance use disorders, family
members may already be stretched thin by ambivalent relationships with the patient
related to the psychiatric illness or substance abuse. These are not ideal settings for
smooth and effective teamwork. As a result, focusing on the humanity of patients
and families—even the “difficult” ones—may result in heightened clinician stress,
distress, and burnout. Nursing shifts and overwork may contribute to even greater
difficulty with teamwork. Careful research is indicated to improve the health and
quality of these evanescent teams. What is clear is that attempts to rehumanize the
ICU must attend to the needs of patients, family members, and clinicians, with care-
ful consideration of potential trade-offs.

We draw attention here to the responsibility that managers and administrators
have in the dynamics related to dehumanization and treatment teams in the
ICU. They may be prone to see the people who report to them as somehow lacking
in the rich inner mental life of a manager. Especially when bureaucratic cost-cutting
is an operative concern, the work contexts of clinicians may dehumanize the clini-
cians, increase their burnout, and lead to worsening dehumanization of patients and
families. Attention to burnout symptoms and to providing meaningful support for
all clinicians will be central to attempts to better humanize the experience of patients
and families in the ICU.

Humanization in medicine is vitally important. But it’s not easy. We need more
research and commitment to improve humanization for patients, families, and clini-
cians. A rich and stimulating field of scientific, intellectual, and moral investigation
beckons.
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Chapter 12 )
Intensive Care Unit Conflicts Creck o
and the Family

O. Joseph Bienvenu

Conflicts are common in the intensive care unit (ICU) setting: between clinicians,
between clinicians and families, and within families [1, 2]. This should not be sur-
prising, as numerous factors contribute to a relatively stressful environment, includ-
ing very vulnerable patients and the need for rapid and frequent patient-related
decisions and activities, often incorporating input from consultants, in an evolving
ethical and legal landscape [3]. The focus of this chapter is the nature and effects of
conflicts on families of adult patients in intensive care, as well as how clinicians
might mitigate or resolve these conflicts.

Figure 12.1 illustrates, in a simplified form, some of the kinds of conflicts that
can occur in ICU settings. For the purposes of the illustration, we assume that the
patient’s illness and/or medications incapacitate him or her cognitively (i.e., the

Fig. 12.1 Simplified
diagram of the kinds of
conflicts that can occur in
ICUs
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patient is not shown). Second, we assume a simple team structure (ignoring the pos-
sibility of multiple physicians working together as a team, as well as consulting
physicians, rotating nurses, social workers, rehabilitation specialists, respiratory
therapists, chaplains, palliative care clinicians, and others who may meet with the
patient and family). Third, we ignore the fact that families often include multiple
persons, who may not be able to be present, and many patients have loved ones
besides family members. One would hope that all parties represented in this simpli-
fied diagram are communicating, in some fashion, and that shared understanding is
possible, though this may be naive. However, even if these are the case, conflicts can
occur.

Conflict Between Groups

It may be useful to consider ways in which theories from social psychology may
inform intergroup conflicts in the ICU. Such theories might illuminate conflicts
between families and clinical teams, as well as conflicts between discipline groups
(e.g., physicians vs. nurses).

Intergroup conflict can occur when groups perceive they are competing for lim-
ited resources, as opposed to working together toward a goal [4, 5]. An imperfect
example would be competition for scarce ICU beds; this example is imperfect
because conflict would typically occur between families and ICU clinicians, as
opposed to directly between families. Nevertheless, families may perceive that ICU
teams are discriminating against them and their loved ones because of race, socio-
economic status, etc., favoring patients and families like the ICU clinicians them-
selves [6]. Clinicians working together with families to help the patient recover or
be comfortable with preserved dignity is the obvious preferred goal.

Conflicts in the ICU

In 2010, Fassier and Azoulay reviewed the literature on conflicts in adult ICUs [1].
They noted wide variability in the literature, in the definition of conflict, in its mea-
surement, in patient settings, in respondents, etc. [7-12] (Table 12.1). From the
perspective of ICU clinicians [9, 10, 12], intra-team conflict was common, and end-
of-life decision-making and communication were a common source of conflict. The
authors noted that in-ICU conflict negatively affects patient safety and patient- and
family-centered care. In addition, the authors noted that in-ICU conflict negatively
affects treatment team cohesion and morale, leading to staff burnout [13-15]. All
treatment team members and family members deserve to have a voice in a patient’s
care, not just a passive role. Team and family members need clear explanations and
an opportunity to ask questions, as well as make suggestions, to facilitate a sense of
mastery in what can be a stressful situation. The authors also noted that in-ICU
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Table 12.1 Brief summary of studies reviewed by Fassier and Azoulay [1], in chronological order

Burns and colleagues [7] prospectively identified patients with conflicts or at risk for decision-
making conflicts as reported by clinical teams in seven Boston ICUs. Definition of positive
screen for risk for decision-making conflicts: (a) the patient lacked decision-making capacity
and a clearly identified surrogate; (b) the team perceived intra-team, team-family, or intra-
family conflict; (c) the patient exceeded the 85th percentile of length of stay in that ICU; or (d)
the patient was admitted to the ICU because of an iatrogenic event. In phase I, 21% of patients
screened positive, and in phase II, 18% of patients screened positive. In phase II, social workers
met with family members of patients who screened positive and provided feedback to the
clinical team, and the team decided whether to take further action (e.g., a family meeting,
regular family meetings, a social services consult, pastoral services, an ethics consult, a pain
service consult, etc.). The intervention increased the likelihood of deliberative decision-making
(deciding to forego resuscitation, to choose comfort care only, or to pursue an aggressive-care
treatment plan), though it was not associated with a change in patient or surrogate satisfaction
with care

Abbott and colleagues [8] performed semi-structured interviews with next-of-kin family
members of patients in Durham, NC, ICUs who had faced decisions to forego life-sustaining
treatment (>1 year afterward). Family members recalled conflicts in 46% of cases: Intra-team
4%, team-family 40%, and intra-family 4%. Family members recalled conflicts with the team
mainly about communication and perceived unprofessional behavior (e.g., not involving
next-of-kin sufficiently in treatment discussions). Family members who had spoken with
patients in advance about end-of-life decisions (63%) reported that treatment decisions were less
burdensome, 48% of family members found the presence of chaplains reassuring, and 48% of
family members preferred the attending physician (“doctor in charge”) as their source of
information. 27% of family members mentioned a need for physical space to have conferences
with physicians and family discussions

Breen and colleagues [9] performed semi-structured interviews with Durham, NC, ICU
physicians and nurses involved in the care of patients for whom decisions to forego life-
sustaining therapy were considered. At least one team member perceived a conflict in 78% of
patient cases: Intra-team 48%, team-family 48%, intra-family 24%. Clinicians attributed conflict
to decisions regarding life-sustaining treatment, communication, pain control, and social issues

Studdert and colleagues [10] performed semi-structured interviews with Boston ICU physicians
and nurses to learn about conflict regarding patients whose length of stay exceeded the 85th
percentile for their unit. The clinicians reported conflicts in 32% of cases: Intra-team 31%,
team-family 57%, intra-family 12%. The main perceived sources of conflict between teams and
families included decisions regarding life-sustaining treatment, difficulties communicating
effectively, inability or unavailability of surrogate decision-makers, and overwhelming emotions
due to the patient’s state. The main perceived source of intra-team conflict was disagreement
about particulars of the care plan. The main perceived sources of intra-family conflict were
decisions regarding life-sustaining treatment and other care. Nurses detected all conflicts more
frequently, especially intra-team conflicts. Spousal presence was associated with less team-
family conflict, especially disputes over life-sustaining treatment

Danjoux Meth and colleagues [11] performed semi-structured interviews with Ontario ICU
clinicians, administrators, and bioethicists regarding in-ICU conflicts. Qualitative results focused
on inter-team, intra-team, and team-family conflicts. Respondents perceived lack of
communication, personnel (nursing shortage), experience, and goals of care as contributing to
conflict

Azoulay and colleagues [12] conducted an international multicenter survey to measure the
prevalence and correlates of conflict perceived by ICU physicians and nurses in the last week.
72% of clinicians perceived at least one conflict: Intra-team 85%, team-family 27%. Clinicians
attributed conflict to personal behaviors and end-of-life decisions and noted that conflicts
contributed to job strain
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Table 12.2 Common Decisions to withdraw or withhold treatments
perceived sources of conflict

for family members of
patients in the ICU

Adequacy of communication

Staff behavior (perceived lack of professionalism, disrespect,
experimentation on loved ones)

Family members’ strong emotional reactions, mistrust of
staff, unavailability, and indecisiveness

Pain management

conflict could increase healthcare costs, through delays in decision-making and
even lawsuits. Fassier and Azoulay had several recommendations for the field [1].
First, the field could benefit from a more in-depth social science perspective on
conflict, to address the ICU system of care as a whole. Second, the field could ben-
efit from further studies of multimodal interventions to prevent and mitigate or
resolve conflict. As shown in Table 12.1, only one study tested such an intervention
[7], which relied heavily on the communication and psychosocial assessment skills
of ICU social workers [16]. Third, the field could benefit from guidelines to address
conflict. Finally, the authors opined that conflict prevention strategies should better
incorporate family concerns and team communication [1]. As noted in Table 12.1,
only one study sought family members’ perspectives directly [8]. Table 12.2 lists
common perceived sources of conflict for family members of patients in the ICU.

More recently, clinical investigators have addressed some of the issues raised by
Fassier and Azoulay [1], particularly the perspective of family members:

e Schuster and colleagues assessed physician-surrogate conflict in San Francisco
ICUs simultaneously in physicians (attendings or fellows) and surrogates (all
patients were incapacitated) [17]. The authors reported that either the physician or
a surrogate identified conflict in 63% of cases, though physicians were less likely
to perceive conflict than surrogates were (28% vs 43%). In addition, with some
exceptions, physician and surrogate perceptions regarding the presence of any
conflict were quite different (60% agreement, kappa = 0.14). Surrogates and phy-
sicians were less likely to perceive conflict if surrogates rated the physicians’ bed-
side manner highly. Additionally, physicians perceived any conflict more frequently
when surrogates reported discrimination in a healthcare setting in the last year.

e Huff and colleagues interviewed non-clinician caregivers at Duke and the
Medical University of South Carolina to determine how relationships between
caregivers and ICU clinicians affected a number of patient- and caregiver-cen-
tered outcomes [18]. Non-clinician caregivers who described a greater therapeu-
tic alliance with the attending physician reported greater communication quality,
trust, and patient-centeredness of care, as well as less decisional conflict. One
might expect that therapeutic alliance, as measured in this study [18], might be
related to bedside manner in Shuster and colleagues’ study [17].

e Charchiaro and colleagues surveyed surrogate decision-makers of patients with
acute respiratory distress syndrome in the context of a multicenter prospective
cohort study involving five American academic medical centers [19]. Nearly half
of surrogates reported moderate to high levels of decisional conflict regarding
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foregoing life-sustaining treatments. Surrogate decision-makers who reported
prior conversations with their ill loved ones regarding care preferences if incapaci-
tated reported lower decisional conflict about whether to continue life support.
These findings are reminiscent of those of Abbott and colleagues [8] (Table 12.1).
The authors noted that, in addition to helping ensure that clinicians honor inca-
pacitated patients’ choices, advance care planning can reduce the burden on loved
ones who must act as surrogates [19]. Such a burden can be substantial [20].

» Miller and colleagues assessed decision conflict in surrogate decision-makers of
incapacitated patients on mechanical ventilation >96 h in the medical ICU at
Wake Forest Baptist Medical Center [21]. Consistent with one of the authors’
hypotheses, surrogates reported more decisional conflict with end-of-life deci-
sions than other treatment decisions. Interestingly, surrogates expressed little
decisional regret a month later.

e Olding and colleagues conducted a scoping review of patient and family involve-
ment in adult critical care settings [22]. They noted two research gaps relevant to
this chapter: (1) the broader sociocultural processes that shape patient and family
involvement and (2) potential bidirectional relationships between family involve-
ment and ICU clinician teamwork.

End-of-Life Decision-Making Conflict

End-of-life decision-making is a prominent source of conflict in the ICU setting,
recognized universally in the studies cited previously. It is perhaps worth noting in
what ways ethical and legal principles in end-of-life ICU care have developed over
the years. In 2010, Luce provided a cogent account of this, from an American per-
spective [3]. He began by noting that, in the early days of ICU care in the 1950s and
1960s, beneficence and non-maleficence guided medical care in the ICU and else-
where. Clinicians generally behaved more paternalistically than now, and “do not
resuscitate” and “do not intubate” orders did not exist. In fact, clinicians considered
withholding cardiopulmonary resuscitation (CPR) immoral (even homicide or, at
least, euthanasia), and doing so was against hospitals’ policies, though clinicians
gradually realized the limits of CPR [23]. In the 1970s, family members began chal-
lenging these ideas, arguing in effect for increasing patient autonomy to refuse life-
sustaining treatments, though the legal cases actually involved family members of
unconscious patients. Over the years, shared decision-making became common
practice, as did withholding and withdrawing life support in ICUs [24-26]. With the
rise of patient and family autonomy, clinicians became increasingly uncomfortable
with providing treatments that they did not see as beneficial [27]. Luce described the
rise and fall of the “futility” movement, which ebbed with increasing recognition of
substantial variability in physicians’ and families’ values regarding life in particular
circumstances. However, Luce made the important point that, despite conflicts and
sometimes-intense emotions, most families and physicians eventually agree on
treatment plans [3].



156 0. J. Bienvenu

What Should We Do to Mitigate Team-Family Conflicts
Regarding Potentially Inappropriate Treatments?

In 2015, the American Thoracic Society, the American Association of Critical-
Care Nurses, the American College of Chest Physicians, the European Society of
Intensive Care Medicine, and the Society of Critical Care Medicine issued a joint
statement regarding how clinicians should respond to requests for potentially
inappropriate treatments in ICUs [28]. First, the committee recommended that
hospitals employ strategies to prevent intractable treatment conflicts, including
proactive communication and early involvement of ethics or palliative care con-
sultants if needed. Second, the committee recommended using the term “poten-
tially inappropriate,” rather than “futile,” when discussing treatments that might
accomplish the effect sought by the patient/family, but about which clinicians
have conflicting ethical concerns. In that case, ICU clinicians should explain and
advocate for the treatment plan they believe appropriate. If conflicts remain intrac-
table after thorough communication and negotiation, the committee recommends
hospital review, attempts to find a willing provider at another institution, and an
opportunity for external review. In cases in which there is insufficient time to fol-
low these steps, and clinicians have a high degree of certainty that the requested
treatment is outside the realm of accepted practice, the committee recommended
that clinicians seek procedural oversight if possible but opined that clinicians
need not provide the requested treatment. Third, the committee recommended
against clinicians providing treatments that cannot accomplish a given physio-
logic goal, as well as legally proscribed (or discretionary) treatments. Fourth, the
committee recommended that the medical profession engage the public and advo-
cate for policies and laws regarding when life-prolonging treatments are
appropriate.

Palliative Care Interventions in the ICU:
Potential Role in Reducing In-ICU Conflict?

Aslakson and colleagues recently systematically reviewed studies of palliative care
interventions in ICUs [29]. The authors defined palliative care relatively broadly,
drawing on Robert Wood Johnson consensus group-identified domains for quality
end-of-life care in the ICU [30]:

(a) Patient- and family-centered decision-making.

(b) Communication.

(c) Continuity of care.

(d) Emotional and practical support.

(e) Symptom management and comfort care.

(f) Spiritual support.

(g) Emotional and organizational support for ICU clinicians.
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Notably, many of the above domains are relevant to any medical care, not just end-
of-life care, and many of these interventions could reduce team-family conflict. The
interventions included, e.g., intensive communication efforts (e.g., early multidisci-
plinary family meetings, informational brochures, etc.) [31, 32], ethics team con-
sults [33], palliative care consults [34], and referral to a comprehensive supportive
care team for hopelessly ill patients and their family members [35]. Perhaps not
surprisingly, the authors found that most of the interventions decreased ICU and
hospital length of stay. Importantly, though, most of the interventions were associ-
ated with, if anything, decreased mortality [29].

One of the studies reviewed by Aslakson and colleagues [29] deserves further
mention, in that it addressed in-ICU conflict more directly. In addition, though not
included in the review of Fassier and Azoulay [1], it is a multimodal intervention that
seems to prevent and mitigate or resolve conflict by promoting its obverse — consensus:

Lilly and colleagues performed a before-and-after study of proactive multidisci-
plinary meetings within 72 h of critical care admission for patients who had a pre-
dicted ICU length of stay longer than 5 days, a predicted mortality of >25%, or a
change in functional status that was potentially irreversible and sufficient to pre-
clude eventual return home [31]. Meetings were led by attending physicians and
included a nurse, house officer, the patient’s family (including the health care
proxy), and, whenever possible, the patient. Meetings had four objectives:

1. To review the medical facts and options for treatment
2. To discuss the patient’s perspectives on death and dying, chronic dependence,
loss of function, and the acceptability of the risks and discomforts of critical
care
. To agree on a care plan
4. To agree on criteria by which success or failure of the care plan would be
judged (clinical milestones, with expected time frames)

(O8]

The clinicians used the agreed-upon time frames to set up subsequent formal family
meetings, or varied if patients and/or families needed more time to process difficult
medical facts. The clinical teams educated and prepared patients and families for
home care, rehabilitation, or chronic care, as appropriate. If clinical milestones were
not achievable, patients and families learned the limits of advanced supportive tech-
nology, and the teams and families explored other alternatives, including palliative
care. Attending physicians also held weekly multidisciplinary meetings with nurses,
social workers, chaplains, and rehabilitation specialists to ensure a uniform under-
standing of the patient’s wishes and care plan. Thus, clinical teams could provide
consistent information to the patient and family and identify barriers to the care
plan.

Attending physicians recorded disagreements within the team and between the team
and family on a daily basis. During the intervention period, the average time of
within-team non-consensus decreased from 0.56 to 0.02 days per patient, and the
average time of team-family non-consensus decreased from 1.7 to 0.09 days per
patient. The median length of stay decreased from 4 to 3 days, and mortality did not
change.
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Conclusions

In-ICU conflicts are common and tend to be less apparent to physicians than to
nurses, who spend more time with patients and family members. Timely and clear
communication, involving multiple voices, is necessary to prevent or mitigate con-
flict regarding patients with poor prognoses. Ethics and palliative care consults can
facilitate conflict resolution without increasing patient mortality.
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Chapter 13

Identifying, Analyzing, and Combating
Family Intensive Care Unit Syndrome
in Long-Term Acute Care Hospitals

Arunmozhi Aravagiri, Waqas Bhatti, Jetina Okereke, and Avelino C. Verceles

Introduction: What Is an LTACH?

Long-term acute care hospitals (LTACHs) provide care for patients who require pro-
longed mechanical ventilation (PMV) for respiratory failure as well as other com-
plex medical needs [1]. During the 1980s, LTACHs, also referred to as long-term
care hospitals by Medicare, were created in order to facilitate timely discharge of
patients with complex medical disorders in order to save increasing costs for
Medicare [2]. In recent years, LTACHs have become the mainstay care model for
patients recovering from severe acute illness [3]. Defined by the Centers for Medicare
and Medicaid Services as acute care hospitals with an average length of stay of
25 days or greater, these are among the fastest-growing sectors of the health-care
system [4]. The number of long-term acute care hospitals in the USA has been grow-
ing over the last 20 years, with over 400 facilities operating nationwide [5].
Additionally, this growth in LTACH hospitals has resulted in an increased number of
admissions with corresponding annual costs, from $484 million to $1.325 billion.
LTACHS are institutions that comply with all accreditations that apply to acute
care hospitals [2], yet care for specifically “medically complex” patients, who have
endured a prolonged hospital, more commonly ICU, stay. There are two types of
LTACHS: hospital-within-the-hospital and free-standing LTACHs. The hospital-
within-the hospital model is technically considered to be a separate entity of the
hospital, even if the unit or floor is located in the larger acute care hospital. Also,
formal paperwork is necessary for admission, discharge, or transfers from the hos-
pital to the LTACH and vice versa. Patients requiring continuous care after their
treatment in an acute care hospital can receive assistance in free-standing LTACH,
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which are separate buildings unlike the hospital-within-the hospital model [2].
While in the LTACH, the medical team caring for the patients includes nursing staff,
comprised of either registered nurses or licensed practical nurses, determined by
each state’s authority for health care. The ratio of patients to nurses in this setting
depends on the level of acuity and the state’s regulations. In certain cases, the ratio
can be as low 1:1 or around 5 to 6:1 in the LTACH, with the ratio being determined
case by case [4].

Patients requiring long-term care tend to present with multiple comorbidities and
complicated medical illnesses, which are not always resolved after leaving an acute
care setting [6]. Clinical manifestations commonly seen in LTACH patients such as
renal failure, septicemia, pulmonary dysfunctions, and neurologic/spinal injuries
require extensive long-term assistance in nursing or various therapies [6]. Around
10% of patients eventually admitted to a LTACH transfer from the medical or surgi-
cal ICU after averaging a length of stay of 30 days and usually need PMV [7].

Chronic Critical Illness and Its Effect on Family

In recent years, the term chronic critical illness (CCI) has been developed to define
a group of patients who have survived an ICU stay, suffer from residual organ dys-
functions — including the need for prolonged mechanical ventilation — and require
ongoing advanced care [6]. Furthermore, these multiple organ dysfunctions as well
as the patients’ comorbidities further hamper the ventilator weaning process and
contribute to PMV [7]. With advances in medicine, especially in critical care, and
the aging population, the number of patients suffering chronic critical illness will
undoubtedly increase in the future [8]. Chronic critically ill patients have a poor
prognosis, with the majority dying within 6 months. Many of these survivors suffer
extreme functional dependence and severe cognitive impairment and are institution-
alized to nursing facilities [9]. Families of those stricken with chronic critical illness
experience high rates of depression and financial hardships [10].

Although LTACH usage among the critically ill is increasing, little is understood
regarding how this long-term care impacts patients’ families [11]. Family members
may witness invasive medical procedures, as well as be exposed to a complex medi-
cal plan that uses medical terminology that may not be explained to them in great
detail [12]. The original admission to the intensive care unit (ICU), the patient’s
uncertain length of stay and course, and acuity of the patient’s illness during chronic
critical illness can precipitate psychological sequelae in family members that can
last several years after their loved ones’ ICU stay. Many patients in the ICU lack the
capacity to make decisions; therefore, family members are asked to assume the role
of surrogate decision-maker [13]. This can be a heavy responsibility, and thus fam-
ily members of ICU patients can possibly develop anxiety, depression, and even
post-traumatic stress syndrome as a result of the stressful situation [12].

These psychological symptoms experienced by the family can obscure the
decision-makers’ judgment when making crucial decisions for their loved one —
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characterizing a condition known as family intensive care unit syndrome (FICUS)
[14]. A majority of family members of ICU patients experience anxiety or depres-
sion [15], possibly attributable to FICUS. Although FICUS develops as a response
to acute ICU stay, this syndrome can persist and perpetuate in long-term acute care
hospitals (LTACHs). Symptoms of anxiety, depression, and post-traumatic stress
may develop or persist following ICU discharge [16]. According to a study by
Petrinec, 27% of family decision-makers experienced moderate to severe anxiety
when their family members were admitted to a LTACH [11]. Other studies have
determined that the risk of depression persists for at least 6-12 months during
recovery from critical illness, demonstrating a persistent depressive component
which can persist in the LTACH, causing both mental and psychiatric symptoms in
this setting [11].

Upon discharge from the ICU setting, many of these patients require long-term
care. The impression that a family member may be receiving continued, high-
intensity medical assistance at these long-term care facilities may assuage anxiety
for some family members, relieving the possibility of the need for continued care at
home. However, caregiver burdens of families can also exist in settings outside the
home, such as an LTACH. The depression, feelings of being overwhelmed, and even
physical stress can be more severe in family members with patients in other health-
care institutions compared to those whose family members are home [10]. Even
though patients in the LTACH have more medical care than if discharged home, and
their medical acuity is decreased, the emotional and mental burden of the patient’s
illness may persist during their LTACH stay resulting in increased family anxiety,
depression, and other psychiatric disorders.

Given that the majority of patients in the LTACH were previously in an intensive
care unit, their family members have likely been exposed to an extended duration
of duress as the surrogate decision-maker. Often, major medical decisions in the
ICU setting, such as end-of-life care and invasive procedures, were made in time
periods less than14 days, whereas similar decisions were made in the LTACH after
200 days [17]. These data demonstrate how the drawn-out decisions in the LTACH
can prolong the anxieties plaguing the families during their time in these
facilities.

Family Decision-Making in the LTACH

A number of situations are experienced by families in the LTACH differently from
the ICU setting. Since the patients are relatively stable, surrogates and family mem-
bers have more time to make decisions about their family member’s long-term care.
Decisions regarding life-sustaining treatments and the consequences of such treat-
ments require close interaction between the medical team, the patient, and the fam-
ily members [6]. Patients who require mechanical ventilation often times cannot
convey their true wishes, and thus this responsibility now falls on the family to make
the medical decisions for the patient.
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Cahmbhi et al. conducted a large prospective study conducted in the respiratory
care unit of a large tertiary, university-affiliated medical center in New York City [18].
This study reviewed patients’ records to determine if the respiratory care unit team
identified durable power of attorney for health care, written “living will” or an
advanced directive, and instructions regarding resuscitation wishes. The study evalu-
ated patients who were mechanically ventilated or on renal replacement therapy, arti-
ficial nutrition, intravenous hydration, and vasopressor treatment. Among the 203
patients being treated for chronic critical illness in the respiratory care unit, approxi-
mately half (53%) failed to designate a surrogate decision-maker, failed to express
any preference to life-sustaining treatments, or failed to express what their wishes
were for end-of-life care before their admission. Limitations on life-sustaining treat-
ments were continued until the last days of a prolonged and complicated hospital
course, when death was imminent. Thus, chronically ill patients incur extended hos-
pital stays, impose heavy burdens on the patients and their families, and often benefit
little from their treatment. The importance of communicating the outcomes of treat-
ments for chronic critical illness and the future potential complications of such treat-
ments is essential in this specific patient population in order to facilitate informed
decision-making and earlier establishment of realistic care goals. Similarly, identify-
ing an authorized medical surrogate earlier in the treatment course with specific
knowledge of the patient’s values and preferences would further aid in this process
[18]. The above findings highlight the importance of encouraging able patients to
designate their care preferences at the time of hospital admission granted they possess
capacity.

Involvement of specialists such as palliative medicine can also help clarify goals
of treatment and preferences of the patient and provide increased needed support to
the family during this trying time. Surrogates described anxiety about certain
aspects about their experience in the LTACH [4]: what would be their loved one’s
quality of life if they survived, would their loved one resent the decisions surrogates
had made, and would there be sufficient finances once they were discharged from
the hospital? Among both patients and their surrogates, the goals ranked as most
important were “to be at home” and “to be physically comfortable.” The least
important were “to be mentally aware” and “to live as long as possible, no matter
what.” [4]. Surrogates expressed concern over the transition between acute and
LTACHs, specifically disruption in provider continuity and difficulty adapting to
differences between acute care hospital and LTACH. Additionally, patients as well
as surrogates may be confused as to the role of each medical care provider. Some
surrogates and patients could not clearly identify who their primary doctor was -
often confusing them with consultant subspecialists - and therefore were more
apprehensive to consult the physician about pressing issues. Surrogate decision-
makers reported receiving different messages from clinicians across institutions,
making them feel lied to, or clinicians were inattentive to their loved one. Family
members then felt disconnected from the medical treatment of their loved one, and
felt as though they could not trust the medical team [4]. Thus, a thorough evaluation
of the surrogate decision-making process is crucial in understanding these anxieties
and what perpetuates the psychiatric conditions faced by family members after the
patient’s LTACH stay.
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Lesbian, Gay, Bisexual, Transvestite, and Queer Community
in the LTACH

Although data are sparse concerning the LGBTQ community in the LTACH, some
studies demonstrate that LGBTQ patients face harsher treatment and different hard-
ships when placed in long-term care facilities. Older LGB adults may have different
family structures than older heterosexual adults; they are less likely to be married,
less likely to have children, and more likely to experience conflict with their nuclear
family [19]. Few studies have examined long-term care expectation in older LGB
populations. These studies indicate that these individuals may use nursing homes
sooner than general population due to the lack of caregivers at home [20, 21].
Many of these institutional facilities have limited knowledge about the LGBTQ
community and do not provide adequate training among providers, and this puts the
older adults at heightened risk of neglect and abuse and sometimes blatant discrimi-
nation on the part of staff and fellow residents [22]. In one survey, 328 respondents
reported 853 instances of mistreatment among LBGTQ older adults in the long-
term care setting [22]. Another study demonstrated how staff and fellow residents
experienced poor treatment, segregation, hostility, and even denial of family visits
toward older LGBTQ adults [23]. Therefore, some older LBTQ members will avoid
long-term facilities due to fear of discrimination and abuse and concerns about
going “back into the closet” and being separated from their partners [19].
According to the US Department of Health and Human Services, under the Defense
of Marriage Act (DOMA), while some states allow same-sex marriages, the majority
do not recognize the union of same-sex partners [23]. Thus, partners engaged in these
marriages are not entitled to many federal benefits, including tax benefits, Social
Security survivor benefits, and retirement benefits. The discrepancies in what is cov-
ered by benefits and what is not depending on the state cause further financial burden
to the loved one’s family and partner. Also, the legalities of same-sex spouses being
able to make decisions on the behalf of the patient vary from state to state and thus can
undermine the next of kin ethics in certain situations. Thus, it is difficult for older mem-
ber of the LGBTQ community to assign a surrogate to make their medical decisions,
which are vital for patient care in the LTACH. In one study, LGBTQ adults were signifi-
cantly less likely than heterosexual adults to expect to rely on family members, perhaps
because they were less likely to have children or kin caregivers whom they could rely
on due to their sexual orientation [24, 25]. This situation may place LGBTQ older
adults at increased risk for using more expensive, formal systems of care and therefore
may not receive standard long-term care vital to their acute disease processes [26].

FICUS: Risk Factors and Assessment

Although little research exists regarding the development of FICUS in the LTACH,
many of the risk factors that lead to FICUS in the ICU can be extrapolated to the
LTACH environment. Demographic risk factors include female gender, patient
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age, lower education level, having a critically ill spouse, being an unmarried parent
of a critically ill child, and having a younger relative with FICUS [27]. Other fac-
tors include distance from the hospital, adequate support including financial stabil-
ity, preference for decision-making, comprehension of the disease process,
satisfaction with care, quality of life, sleep status, as well as preexisting anxiety,
depression, or acute stress disorder. While tools for risk assessment already exist,
further work is needed to streamline these tools and develop more instruments to
identify family members at increased risk [28, 29] in the LTACH setting. The fol-
lowing sections will discuss each individual risk factor as well as the tools for risk
assessment.

Demographic Risk Factors Leading to Family Morbidity
in the LTACH

Acute stress is experienced by up to 57% of family members within 35 days after
their loved ones’ admission to the ICU and is a common risk factor for the develop-
ment of FICUS [12, 30]. Evidence suggests that family members with acute stress
disorder (ASD) may progress to chronic post-traumatic stress disorder (PTSD) —
another prominent characteristic of FICUS — in up to over three fourths of cases
[31]. The most common symptoms of PTSD include hyperarousal, flashbacks, or
nightmares [12, 32]. These are associated with female gender, for unknown reasons
[33], thus putting women at increased risk of developing FICUS in the LTACH
environment. Women who knew the patient for a shorter time, and those whose
preference for decision-making was discordant with their actual decision-making
role, had higher prevalence of PTSD and depression [27, 34, 35].

Patient age is a risk factor for the development of FICUS within the LTACH, as
younger patients may be more likely to receive aggressive care than elderly patients
in the LTACH setting. This may predispose younger patients to more invasive pro-
cedures, a greater number of diagnostic tests, and more frequent interventions with
consultants which may impose increased stress on family members, thus increasing
the likelihood of FICUS [36]. This may need to be considered by the family of older
patients considering LTACH care.

As a means of providing support for family makers when making decisions for
their ill loved ones, critical care societies have strongly supported shared decision-
making [37, 38]. In shared decision-making, the patient (or their legally authorized
representative) and physicians work together to make appropriate decisions to
determine which treatment modality or modalities are best for the patient while
incorporating the patient’s values and preferences as well as the physician’s
knowledge of the benefits and risks of a treatment. One way to build partnerships is
through formal family meetings. The Academy of Certified Case Managers recom-
mends that family meetings with the multi-professional ICU team begin within
2448 h of ICU admission and should be scheduled at regular intervals and as
needed [39]. If the patient is young (aged 18—45), family members are more likely
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to have increased anxiety and stress due to the emotional turmoil of seeing a young
family member in the LTACH. For example, a mother of a 20-year-old quadriplegic
man will want to pursue all possible avenues and resources to treat her son.
Caregivers may recommend to admit her son to the LTACH. The mother will experi-
ence a multitude of emotions during this time period witnessing her son experience
a long-protracted stay. The daughter of a 98-year-old man with end-stage renal dis-
ease requiring renal transplant would have a very different decision to make regard-
ing her father. Although in unadjusted analyses age has been shown to be strongly
associated with mortality, after adjusting for other factors like severity of illness,
preexisting comorbidities, and functional mobility, the effect of age on mortality is
largely reduced [37, 40]. When considering this, a family member would experience
high levels of stress when having to make decisions about even sending a loved one
to the LTACH or making end-of-life care decisions. With a recent focus on transi-
tioning care outside of the acute care facility to the greatest extent possible, the
frequency of FICUS outside the ICU will only increase [41].

Another risk factor is having a chronically critically ill spouse admitted to the
LTACH. Chronically critically ill patients may be at higher risk for readmission to
acute care facilities and mortality than other populations of patients due to the
severe nature their illnesses [42]. Bearing witness to their loved ones experiencing
continuous medical struggles within this facility as well as repeated transfers back
and forth from acute care ICUs to long-term acute care facilities can be physically
exhausting and psychologically taxing. In a healthy relationship, couples confide in
each other to make day-to-day decisions. In relationships where one’s spouse is
chronically critically ill, one’s greatest emotional and psychological support system
is lost. When a loved one must make medical decisions for a spouse without having
the spouse to confide in, a great deal of emotional turmoil may be experienced
which may lead to the development of FICUS. Frequently, the spouse may lack
capacity to make decisions, or may be unable to communicate, again leaving the
caregiver with the burden of sole decision-maker.

Financial Hardship Endured by LTACH Families

Another, often overlooked risk factor for the development of FICUS is insufficient
financial resources. Up to 50% of ICU survivors require long-term care or inpatient
rehabilitation that may not be covered by insurance [41,43]. The Study to Understand
Prognoses and Preferences for Outcomes and Risks of Treatment (SUPPORT) dem-
onstrated that 31% of ICU survivor patients depleted their savings accounts, 29%
became financially crippled because they were unable to return to work, and 20%
reported that their family members had to leave gainful employment in order to care
for them [41, 44]. Inadequate financial support of family members in the LTACH
can result in a family’s experiencing severe stress from being pressured from debt-
ors or collectors, facing foreclosure or wage garnishment. Long-term care costs can
vary widely by geography, level of care, duration of care, service packages,



168 A. Aravagiri et al.

occupancy, payer source, and a variety of other factors [45]. The stress of having to
address these issues can result in psychological strain, contributing to the develop-
ment of FICUS in family members of LTACH patients.

Emotional Burden as a Risk Factor for FICUS

Family members who are suddenly thrust into a stressful caregiver or surrogate role
may result in the individual being unable to distinguish their current emotions or
preferences from those that they would have in more mundane, day-to-day situa-
tions [17]. Such a condition may result in more abrupt, haphazard responses to usu-
ally stress-free situations. Reactions and responses to certain events are often
normally discussed among individuals and their families, and when not under
duress, decision-making ability may be intact. However, in the LTACH, decisions
regarding a loved one’s course of management and continued care are made by a
family member under stress or anxiety-provoking circumstances. Anger or fear can
affect decision-making capability which, in turn, leads to uninformed decisions and
systematic bias [17, 57, 58].

Furthermore, in some circumstances, family members or individuals who are not
the designated decision-maker may have to assume such role due to the ill-timing of
a critical illness. If this happens, insightful decision-making may be negatively
impacted due to the situation of suddenly being thrust into the role of surrogate,
potentially leading to passivity in decision-making by some families [17, 51].
Discordance between physician and family expectations of patients being treated in
LTACHs may possibly occur due to an alteration in affect, which may influence the
families’ perception of the likelihood of positive and negative outcomes for the
patient. Implementing proper support systems within patient care facilities may
help family members make more informed and deliberate decisions.

Lack of Bidirectional Communication Leading to FICUS

Comprehension of the disease process [46], satisfaction with care [47], and the
patients’ quality of life can all affect the progression of FICUS within the
LTACH. Many family members lack the knowledge or have misunderstandings of
what is occurring with their loved one, especially in an LTACH environment where
unplanned transfers back to an acute care facility can occur unexpectedly [48].One
study determined the median length of stay in an LTACH was 45 days, with a mor-
tality of 32% in 7 days of those transferred back to an acute facility [48]. By improv-
ing communication between caregiver and family, a better understanding of the
disease process can be communicated to the family [16, 34, 49-51]. Better assess-
ment of psychological disorders occurs when caregivers recognize the importance
of psychological issues. When family members truly understand the medical
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management plan as well as the prognosis of their loved one, it becomes easier to
understand the rationale driving the patients’ care. By understanding the disease
process and having satisfaction with care, the family member will gain greater
insight into the patient’s condition and resultant quality of life, a process known as
intellectualization. Using intellectualization as a defense mechanism counteracts
the progression of FICUS in the LTACH.

Morbidity of FICUS in the LTACH

Up to 50% of patients transferred to LTACHs for ventilator weaning fail liberation
from mechanical ventilation and either remain fully ventilator dependent or die in
the LTACH setting [7]. One-year mortality of patients admitted to LTACHs is
approximately 50% and is worse than those of who survive critical illness after
receiving mechanical ventilation and are discharged to a skilled nursing facility
(33% mortality) [5, 52]. Patients receiving prolonged mechanical ventilation boast
a slightly higher 1-year survival, ranging from 49% to 77% [53-58]. Evidence sug-
gests that families and other surrogates, as well as physicians and patients them-
selves, may not fully comprehend the poor outcomes and prognoses of this
population [59]. Thus, efforts are needed to temper overly optimistic outcome
expectations of family members when their loved ones are admitted to long-term
care facilities. When loved ones are informed of these statistics, realistic expecta-
tions can be formulated, ensuring that they have a clear understanding of the prog-
nosis of their loved ones.

Prevention of FICUS

Prevention of psychological morbidity among families of patients with chronic
critical illness requiring long-term acute care is a topic that has not been studied in
depth. The notion that family members of these patients do not experience as much
psychological, emotional, or physiologic issues because their loved one has been
discharged from the ICU is incorrect [60]. These effects tend to be amplified in fam-
ily members with a history of anxiety or depression. In addition, the long-term care
of their loved one can cause financial strife further increasing odds of developing or
worsening the depression or anxiety [10, 61] (Fig. 13.1). Different types of non-
pharmacological therapies, such as art, music, and journaling or writing, are modal-
ities that have improved patients’ emotional and mental well-being in acute care
setting and thus may have the potential to alleviate some of the psychological, emo-
tional, or physiologic issues experienced by family members [62]. Since these ther-
apies have demonstrated efficacy in reducing symptoms of FICUS in the ICU
population, it is possible they could be utilized to prevent FICUS in the LTACH
setting [63-65].
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FICUS

FICUS in the LTACH

Y Y Y

Mental health Financial hardships Physical health
* Anxiety/depression * Unpaid days off * Exacerbation of
« PTSD from work chronic ailments
« Sleep deprivation * Coverage of in caregivers (e.g.
LTACH duration worsening of
by insurance HTN)

Fig. 13.1 Flow chart of FICUS manifestations family members may experience

Music Therapy as Prevention

Music therapy is one of most well-researched non-pharmacological interventions
available to patients [63]. One study evaluating patients receiving mechanical ven-
tilation in the ICU showed it lowered levels of anxiety more than having uninter-
rupted rest time [66]. Music may be associated with a decrease in heart rate, blood
pressure, and serum cortisol in patients receiving this therapy [63]. Therefore, it is
possible these same benefits could occur in family members of chronically critically
ill patients. Playing music in the waiting room, and also allowing the patient to
select the music for his or her room, has been shown to facilitate a calmer atmo-
sphere reducing family members’ anxiety, thus allowing them to think more clearly
about decisions for their loved one. This has been demonstrated most recently in the
palliative care setting [67].

Music therapy can allow family members of patients requiring palliative care to
connect and express feelings and thoughts normally very difficult to convey. One
palliative music therapy program included sessions where patients were able to
write songs, which discuss their feelings in terms of gratitude toward their family,
fear of the unknown, and coming to terms with their prognosis [63]. Despite dis-
cussing topics that normally evoke deep sadness and despair, this study realized that
family members and patients felt less anxious and closer to their loved one [63]. In
addition, patients receiving end-of-life care also experienced improvements in their
mood and felt more relaxed after having music therapy sessions [67]. In the LTACH,
incorporating music therapy may be helpful as it may alleviate some of the feeling
of anxiety and confinement experienced by both the patient and their family. Due to
the success of this approach, it may be advantageous to allow family members to
create their own song or poem. This may prove to be a cathartic release for family
members and give them the opportunity to clearly articulate any concerns or feel-
ings that may be present. Music therapy, although most commonly used as an
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adjunctive therapy for patients, should also be considered for family members,
despite their history of anxiety or depression. Furthermore, it should not be limited
to patients and families in the hospice setting; by implementing this type of therapy
in LTACHs, caregivers and patients may be able to express their emotions in a more
comfortable environment.

Art Therapy to Prevent FICUS in the LTACH

Another intervention studied and similar to music is art therapy, i.e., painting and
drawing. This approach has not been extensively studied, but data exist that demon-
strate its efficacy in preventing psychological stress and improving health, quality of
life, and well-being [68]. Studies evaluating residents of long-term care facilities
and their quality of life demonstrated that art therapy plays a role in improving their
overall health and quality of life [69, 70]. By incorporating family members in art
therapy with patients, it may also allow them to better connect and potentially
develop an outlet for dealing with any anxiety or stress. One study concluded that
patients who participated in art therapy, along with the known benefits of it, also
learned and came to truly appreciate their newfound interest [70]. They realized
patients became more social and felt a more at ease. It would be beneficial for
LTACH patients and family members to try this same approach as it may serve as an
outlet that cannot only relieve stress and anxiety but also serve as a means of expres-
sion, allowing a patient and family members to share feelings and emotions. Thus,
a patient’s participation in art therapy with their family may allow the patient to
better express their thoughts, while allowing the family to empathize and under-
stand situations from the patient’s perspective, while also reducing anxiety and
stress [71]. However, it is important to take into account the stage in the patient’s
illness and decide whether any form of art will prove to be therapeutic to the patient
and their family as one study found that patients during the acute stage of their ill-
nesses found art therapy to be less useful [70]. Such a problem should not be an
issue in the LTACH as all patients have usually endured a prolonged acute ICU stay
and are supposedly en route to clinical recovery. In contrast, patients who were in
the recovery stage expressed more success with art therapy [70]. Therefore, chroni-
cally critically ill patients and their family members could potentially psychologi-
cally benefit from participating in art therapy, since patients in the LTACH are
receiving medical care for a prolonged period of time.

Writing or Journaling as a Prevention Tool

Journaling or writing is a therapy that helps ameliorate some of the concerns and
stressors family members may have regarding the care of the patient. Also, they
allow for a family to organize their thoughts in the midst of a stressful situation.
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Because of the volume of information family members or surrogates receive dur-
ing an extremely tense time, they may forget to ask questions or express any
issues pertaining to the treatment plan of their loved one. Therefore, having a
notebook or a journal to write down their thoughts could prove to ease their anxi-
eties but also provide some therapeutic relief. One multinational study conducted
in Europe and the USA involved the use of diaries during an ICU admission [72].
The overall purpose of the diary was for patients and their family members to
write down facts about the patient that are not normally asked during the medical
interview, thereby allowing the nursing staff to understand the patient in greater
depth. It also allowed the patient to remember parts of their hospital course that
may have been forgotten after discharge [72]. Families were able to keep track of
messages or thoughts from distant family members and convey them to the
patients. In addition, some of the nurses would write messages concerning the
clinical aspect of their stay [73]. Given the simplicity of such an intervention,
providing notebooks or journals for family members may prove to be a useful tool
that will allow them to better cope with the situation presented by a family mem-
ber admitted to an LTACH.

Communication as a Prevention Tool

One of the most effective ways to prevent FICUS in LTACHs is ensuring proper and
clear communication between the medical staff and the family or surrogates.
Between 80% and 93% of family members or decision-makers were not given
information concerning the functional status or the prognosis of chronically criti-
cally ill patients [62]. This could be mitigated by having a designated person on the
medical team that acts as a liaison between the family and rest of the medical staff.
One study conducted analyzed the needs of family members and how to improve the
overall satisfaction care, and they determined the need for a member of the medical
team to act as a family care specialist [74]. Having someone from the medical team
who fulfills this role would allow family members to feel more connected and
assured they are receiving information about their loved one and can be explained
to them in a way they best understand [74]. A similar trial trained nurses and social
workers how to act as the communicator or facilitator for patients and their families
in the ICU setting and demonstrated a decrease in depression-like symptoms in
patients and family members with no change in anxiety and PTSD symptoms [75].
Despite the lack of change in feeling anxious or having PTSD episodes, having
someone in the medical field help assist in making difficult decisions concerning
end-of-life care proved to be beneficial in reducing some psychiatric manifestations
of FICUS [75]. Another study provided family members with pamphlets discussing
the patient’s diagnosis and all the medical information regarding their disease [76].
Although the pamphlet was useful, researchers determined that some family mem-
bers preferred having the information more specific to their situation instead of
something more generic.
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Communication is one of the most important aspects to medical care, and it is
imperative the medical team and family members continue to maintain constant
dialogue. In addition, providing and executing effective communication strategies,
i.e., pamphlet or brochures, can further ensure family decision-makers or caregivers
feel more capable of deciding certain treatment options for their loved ones despite
the severity of the disease [64].

Support in the LTACH

Offering different avenues for support is vital for caregivers or family decision-
makers especially when the medical team suggests end-of-life or palliative care for
the patient, which is an important topic in the LTACH. The discussion concerning
the wishes of the patient can prove to be very emotionally or mentally taxing due to
fears about making the right the decision for their loved one [77]. In addition, it can
cause or exacerbate mental health issues such as anxiety, depression, or PTSD in
these family members [61, 78]. In theory, providing information about the patient’s
prognosis and the best treatment options in terms of end-of-life care should amelio-
rate the worries of the decision-makers, but one article realized this assumption is
not necessarily true. One study conducted meetings with the palliative care team
and provided support in terms of information about the disease and emotional assis-
tance, and they discovered that these meetings did not help family caregivers who
were suffering from anxiety or depression [78]. This result may have occurred if the
information was given to the families later in the patient’s prognosis or involving
families later in the discussion concerning their loved one’s treatment plans, thereby
further exacerbating any mental health issues. Another study conducted in France
provided family decision-makers or caregivers with information about end-of-life
care for the patient when it was time to withdrawal therapy, and ironically research-
ers noticed a decrease in severity of anxiety, depression, and PTSD [64]. This posi-
tive result was attributed to the involvement of families early in discussion regarding
the prognosis and treatment options for the patient [64]. This seemed truer with
families with loved ones in long-term facilities in comparison to families of patients
in acute care settings [79]. Implementing these strategies in the LTACH will allow
families to make informed decisions about their loved one while also reducing
symptoms of depression, anxiety, and PTSD.

Non-pharmacological options are available to help prevent or decrease the stress,
anxiety, and fears commonly seen in family members or decision-makers of patients
that have chronic critical illness. It is important for the medical team to remember
the families of these patients and address their concerns or worries regarding any
aspect of the patient’s care. By doing so, families will feel more comfortable with
the medical team and possibly share information regarding the patient that could
prove to be useful. Providing simple things such as a notebook for writing or draw-
ing or spiritual care may seem trivial to some but may have a profound impact on
the family and give them the strength and knowledge to make difficult decisions



174 A. Aravagiri et al.

regarding the care of someone they love dearly. This process allows families to
alleviate some of the excruciating anxiety and stress faced while making these dif-
ficult medical decisions and thus can ameliorate some of the FICUS symptoms in
the future.

Conclusion

Although family intensive care unit syndrome (FICUS) is a multifaceted syndrome
that manifests as impairments in mental health, social/financial hardships, and phys-
ical health in family members of ICU patients, the syndrome can be seen in family
members of patients who have survived a long, protracted ICU stay who are being
treated in the LTACH setting. It is imperative for health-care professionals to be
cognizant of FICUS effecting family members regardless of care setting — as most
of the focus remains on the critically ill patient — in order to avoid future strain on
the surrogate decision-makers.
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Chapter 14 )
Personalized Interventions to Support
Families in the Intensive Care Unit

Check for
updates
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Background

Clinical interventions in the field of critical care are increasingly focused on build-
ing the evidence base for individualizing management. Ideal positive end-expiratory
pressure (PEEP) targeting, echocardiography-targeted volume resuscitation, and
biomarker-guided antibiotics reflect our desire to better personalize and possibly
amplify the effects initially observed with interventions applied relatively rigidly. It
seems that the tension entailed between one clinician’s concern about “cookbook
medicine” and a manager’s concern about high inter-clinician variability is in no
danger of receding anytime soon.

In this spirit, it is worth considering ways in which one could conduct replicable
family-focused interventions that permit at least a moderate amount of individual-
ization—all within the limitations of the clinical setting itself. The rationale for this
approach is strong:

1. The gold standard of medical care is to center it on the patient and their family.

2. Families often feel as though their role is ill-defined in the clinical encounter,
which limits engagement.

3. Families commonly have information and comprehension deficits that prevent
full participation in care and may limit their own well-being.
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4. Few systems can actually assist clinicians in understanding if family members
have specific needs—and if so, what types or severity exist.

5. Few interventions are able to be adapted to the specific needs of families which
could vary tremendously based on age, health literacy level, language skills, and
cultural background.

As shown in the conceptual model in Fig. 14.1, the end result of these factors
may be a set of serious missed opportunities that define the family intensive care
unit syndrome [1].

In this chapter, we offer three examples of how these different missed opportuni-
ties could be transformed into “wins.” These examples include lessons learned from
our own mistakes, unlucky decisions, and difficult-to-swallow outcomes—but suc-
cesses as well. We focus on our own interventions not because we think they are
comparatively exceptional to the work of others, but because we can be intensely
critical of their conception and conduct. It is our hope that these lessons can help
others to move the field forward just a little bit quicker.
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Example 1: Providing Personalized Information to Assist
in Decision-Making

Decision-making is central to the practice of medicine. Observational studies have
shown that ICU clinicians make over 100 decisions a day, nearly 10 per patient [2].
Yet some of the most crucial decisions involve patients’ surrogates, that is, their
family caregivers. There is reason to believe that the quality of this decision-making
process is suboptimal. In fact, one observational study found that half of family
members did not adequately understand the diagnosis, treatments, or prognosis of
their critically ill loved one [3].

It can be easy for clinicians to lose sight of just how overwhelming it can be for
surrogate decision makers to navigate a loved one’s critical illness and the high-
stakes decisions involved. Although we often focus interventions and attention on
the decision itself, it is important to emphasize that the process of decision-making
includes information gathering, decision-making, operationalizing the decision, and
understanding the impact of the decision [4]. The evidence suggests that ICU clini-
cians may conduct the process of shared decision-making with family caregivers
incompletely [5, 6]. Another barrier to high-quality decision-making is poor numer-
acy among family caregivers [7].

With this in mind, we developed a written decision aid for family caregivers of
patients with prolonged mechanical ventilation that included individualized 1-year
estimates of prognosis [8]. The aim of this intervention was to provide a template
for shared decision-making, including stages from information gathering to value
elicitation to the decision itself. When administered to family members and their
ICU clinicians on day 10 of ventilation, we observed that there were sizable differ-
ences in key outcomes in comparison to a usual care control condition. The level of
prognostic discordance was reduced from 47% to 7% with the decision aid, while it
changed little in control. Similarly, the quality of communication reported by family
members, their comprehension of relevant medical factors related to the decision
about life support prolongation, and the amount of decisional conflict improved.
Equally important were the impact on the likelihood that ICU teams discussed what
to expect long term for survival and functional status.

Since this study, other investigators have described the clinician-family member
interaction and the informational challenges faced by both groups [9, 10]. Currently,
a multicenter trial of a digital version of the prolonged mechanical ventilation deci-
sion aid is ongoing.

Example 2: Providing Personalized Support to Reduce
Psychological Distress

Many researchers have described the psychological sequelae of critical illness
among both patients and family caregivers [11-14]. Although this distress is
common and persistent, few interventions have reliably improved these
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symptoms. We recently tested two novel interventions designed to reduce patient
and family member distress that are worth discussing as touchpoints for future
research.

Because psychological distress can persist for months to years, we aimed to tar-
get the post-discharge timeframe. After a development and testing pilot study [15],
we evaluated a telephone- and web-based coping skills training program among
ICU survivors and their family members [16]. The six-session coping skills inter-
vention did not reduce symptoms of depression, anxiety, or post-traumatic stress
disorder (PTSD) at 3 months. However, among patients with elevated levels of base-
line distress, the intervention reduced depression at a statistically and clinically sig-
nificant difference at 6 months.

A number of somewhat painful lessons were learned from the coping skills trial
that are important for future researchers to consider. First, focusing interventions
on those with clinically important symptoms at baseline is critical. We greatly
overestimated incident distress occurring throughout follow up. Second, starting
the intervention quickly after discharge can reduce attrition. Unfortunately, wait-
ing weeks to months for those transferred to nursing homes or rehabilitation facili-
ties does not translate into good policy. Third, we need better metrics to identify
those who are neither too well to benefit nor too ill to adhere to post-discharge
interventions. A sad postscript of the study was that the most vulnerable partici-
pants with low education and great financial distress were the most likely to drop
out from the study.

We recently conducted a multicenter pilot trial of a self-directed mobile app-
based mindfulness intervention, comparing it to a standard telephone interven-
tion and an education program control [17]. Based on a moderately successful
pilot [18], we aimed to try a different approach to distress that focused less on
didactics and more on mastering just a couple key techniques. Though this trial
was unable to include lessons learned from the coping trial such as excluding
those without elevated baseline distress, we were able to relax inclusion criteria
beyond just those who received mechanical ventilation. Also, we used patient and
family feedback from the coping skills trial to build an intervention that was self-
directed and shorter (4 weekly sessions). Interestingly, we found that the mobile
app group experienced the greatest reduction in 3-month symptoms of depres-
sion, anxiety, and physical symptoms. The differences were even more pro-
nounced when analyses were restricted to those with elevated baseline distress.
Importantly, adherence and retention were substantially better than that observed
in the coping skills trial.

The mindfulness study shows the promise of a new direction in addressing dis-
tress that is convenient, inexpensive, and flexible. However, it is unclear to what
extent the different component pieces of the intervention may be important in mod-
ulating distress. Also, because adherence and retention were slightly better in the
telephone group, it seems too early to say that the complete exclusion of the inter-
ventionist expert is wise. Last, building an automated digital system wherein dis-
tress screening can be feasibly performed after discharge will be key to the broader
application of interventions such as this.
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Example 3: Using Family Caregiver-Reported Information
to Power Smart Systems of Care

Palliative care aims to address the needs of patients and their family members and,
by so doing, improve quality of life. In different populations and care settings, pallia-
tive care has reduced suffering, aligned treatment with values, and enhanced physi-
cal, spiritual, and emotional well-being [19]. Yet, in the ICU setting, there is evidence
that the quality of palliative care is highly variable across the spectrum of care from
hospital systems to the level of the individual patient or family member [20].

There are two types of barriers to efficiently, reliably, and effectively delivering
ICU-based palliative care. First, there are structural barriers to effective care deliv-
ery related to the small palliative care specialist workforce and the common defi-
ciencies among intensivists in communication, shared decision-making, and
recognition of symptoms. Clearly structural barriers are difficult to change. Second,
there are process barriers related to issues such as identifying which patients and
families need help, engaging family members in palliative care, and promoting effi-
cient collaboration between palliative care specialists and ICU clinicians. Because
process barriers are a more feasible intervention target, we have focused on these as
a way to improve care quality.

Recently we conducted a pilot trial to evaluate the clinical impact of a novel
intervention that targets all three process barriers described above [21]. Guided by
our previously published conceptual model and extensive pilot work [22, 23], the
intervention is an electronic health record (EHR) system-integrated app platform
that identifies high-risk patient phenotypes, assesses family-reported needs, and
promotes collaborative care delivered by palliative care specialists and ICU clini-
cians. These elements are described in greater detail below.

First, although studies suggest that at least a quarter of patients and families
likely have notable unmet palliative care needs [24], it is difficult to identify them—
and even more challenging to do so in an efficient, automated manner. On average
intensivists order palliative care consults for 5-9% of patients, suggesting that they
may either fail to recognize needs or feel that they are adequately addressing them.
However, while hospitals that use specific diseases or conditions to “trigger” con-
sultation can reliably increase specialist utilization, this may either overwhelm the
specialist service or direct care away from others who may need it more. Importantly,
there is no strong evidence that the presence of a trigger correctly reflects a greater
burden of unmet need than its absence [25]. Our intervention harnesses an automated
process in which its direct integration with EHR data identifies patients with pheno-
types that are associated with poor short- and long-term survival, limited functional
recovery, and high caregiver burden and displays it in a single user interface for
clinicians. Second, the app platform allows families to report their needs directly,
displaying them by domain for rapid review by clinicians (see Fig. 14.2). Third, the
app system provides a centralized structure for the delivery of palliative care for
both specialists and ICU clinicians that is largely automated, easily visible, and
acceptable.
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Fig. 14.2 Screenshot from
palliative care prototype
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In our pilot, we found that the EHR-integrated app platform reduced unmet
needs substantially among family members, improved the patient-centeredness of
care, expedited the delivery of palliative care, reduced hospital length of stay, and
increased the receipt of hospice care—in comparison to standard palliative care
specialist controls. While these findings are compelling, the system’s limitations
are worth discussing. First, while some patient populations may have specific
interest for administrators (e.g., chronic critical illness), it is likely that this dis-
tinction may be unimportant at the ground level for clinicians and family mem-
bers alike. Second, a focus on unmet need is more practical, though it is unclear
how to define what constitutes an elevated level of need that is actionable—and
whether there is a certain needs score cutoff that should prompt the involvement
of a specialist. Third, knowledge of various domains of need could allow non-
physicians (e.g., chaplains, social workers, nurses) to address needs, though the
impact of multiple new providers is unknown. Last, adjuncts to needs’ measure-
ment could also include the patient’s review of her own medical records to ensure
harmonization of the health care focus as advocated by the OpenNotes
movement.
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Summary

This chapter provides practical examples of how we can empower ICU family
members with information, therapeutic resources, and systems through which to
directly report their needs. Though these examples represent different approaches
and areas of impact, they are united by a goal of giving family members greater
leverage and purpose within the dyadic clinician-family relationship. Focusing on
approaches through which to better level this interaction may not only help to sim-
plify interventions but possibly increase their efficacy.
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Introduction

Approximately 11 million people experience critical illness in the United States (USA)
each year, with up to half of survivors requiring caregiving following discharge. This
caregiving is often provided by direct family members. Family, in the modern context,
includes anyone the patient may have designated as family if they were able to do so
and not restricted to direct lineage. From a review of the collective literature on family
response to critical illness, it is estimated that 1/3 of families will suffer from anxiety,
depression, and posttraumatic stress as a result of their exposure to the crisis of critical
illness [1]. Stress disorders start in the ICU (family ICU syndrome) [2] but may last
months to years following discharge or death of the patient (post-intensive care syn-
drome-family) [3]. This means that, conservatively, 4 million family members a year,
in the United States alone, will develop stress disorders or depression as a result of
exposure to an ICU stay. It is incumbent upon ICU clinicians to proactively provide
family care in a manner that will minimize the risk of this trauma.

Without careful attention, the results may also adversely affect social and physical
endpoints such as the intensity of caregiver burden, quality of life, ability to work,
financial strain, marital strain, decompensation of pre-existing health conditions, and
the development of sleep disorders [4, 5]. Impaired or inadequate sleep may result in
the inability to participate effectively in decision-making during the ICU stay [6]. In
the event of patient death, families may also suffer complicated grief [3]. Although
more research is definitely needed, the prevailing wisdom is that the manner in which
we (a) communicate and (b) involve families in care may affect these outcomes.
Through an organized approach to family-centered care, communication and family
engagement can be enhanced. Key published definitions are found in Table 15.1.

Table 15.1 Definitions

Construct Definition Source

Family Family is defined by the patient or, in the case of minors or Davidson
those without decision-making capacity, by their surrogates. In | et al. [7]
this context, the family may be related or unrelated to the
patient. They are individuals who provide support and with
whom the patient has a significant relationship

Family-centered | Family-centered care is an approach to healthcare that is Davidson

care respectful of and responsive to individual families’ needs and | et al. [7]
values

Family ICU Morbidity and associated decision-making impairment Netzer and

syndrome experienced by many family members of patients with acute Sullivan [2]

critical illness (in the ICU) and chronic critical illness (in the
long-term acute care hospital)

Post-intensive New or worsening problems with physical, cognitive, or mental | Needham
care health status arising after family exposure to critical illness and | et al. [3]
syndrome-family | persisting past acute care hospitalization

Facilitated Facilitated Sensemaking is a midrange theory of family Davidson
Sensemaking engagement with the goal of helping the family make sense of | [10]

the situation their new role as caregivers in a structured manner
ultimately decreasing negative outcomes resulting from
exposure to critical illness
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The purpose of this chapter is to outline family-centered care interventions to be
deployed within the intensive care unit stay to optimize family health as recom-
mended within guidelines published by the Society of Critical Care Medicine
(SCCM) and endorsed by nine professional agencies worldwide [7]. Facilitated
Sensemaking, a midrange theory recommended by the SCCM as one framework
from which to apply principles of family-centered care, will be presented [8—11].
Special situations such as provision of family care that is gender-sensitive and spe-
cific to needs of infants and children and needs of non-English-speaking families
will be addressed. Needs of the unbefriended patient will also be explored. Case
studies and personal testimony will be presented to translate abstract concepts into
perspective further emphasizing the importance of strategically deploying family
interventions. Methods to optimize clinician resiliency to increase capacity for
family-centered care are described.

Facilitated Sensemaking as a Framework
for Family-Centered Care

Family members of intensive care patients are at high risk for anxiety, depression,
and psychological distress that may extend well beyond their family members’ ICU
stay [2]. Often, the words spoken by family members seem rhetorical: “I don’t
understand,” “I can’t deal with this,” and “What am I going to do?” These seemingly
rhetorical statements provide valuable insight into how we can help them through
their crisis.

Facilitated Sensemaking [12] is a midrange theory of family engagement derived
from two sources: Roy’s adaptation model [13] and Wieck’s business leadership
organizational sensemaking model [14]. Roy’s adaptation model states that in order
to respond positively to change, an individual must adapt through two subsystems.
The first system, which involves learning, emotion, perception, and judgment, is
named the cognator system. The second, or regulator system, involves neural, endo-
crine, and chemical channels. When people experience critical illness, they need to
adapt to the situation, and the consequences of this exposure to crisis may result in
a range of consequences, positive or negative, depending upon the nature of that
process of adaptation [13]. Wieck’s model emphasizes the role that leaders play in
employee’s perception of their roles and events occurring within the organization by
providing feedback on employees’ performance, expectations of roles, and an
understanding or sensemaking of events which may otherwise be misinterpreted.
Leaders interpret the status of the organization, e.g., financial viability or successes
in attaining targets, and “message” this interpretation to staff to promote a positive
image of the organization [14].

In Facilitated Sensemaking these same principles are applied to decoding the
situation of critical illness for family members. Instead of leaving it up to them-
selves to form an impression of what is happening from the cues in the environment,
clinicians are encouraged to interpret the cues for them to construct a reality-based
narrative. Proactive communication is essential. We cannot assume that families
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will interpret what is happening around them accurately without interpretation from
the healthcare team. For instance, simple things — such as the fact that family mem-
bers are welcome to attend round — need to be articulated verbally.

Nursing interventions derived from the Facilitated Sensemaking theory initially
help the family adapt to their loved one’s illness or injury by assisting them to make
sense of the immediate situation and helping them to do what is needed in the moment.
The process is continuous and iterative. As the patient’s condition changes, family
interventions evolve. Family members’ comfort with their new caregiving role and
the ICU environment improves with communication and engagement in care. The
questions “What am I going to do?” and “How am I ever going to deal with this?”” are
answered as family members eventually accept the new turn their life has taken and
the new roles which are theirs to assume. Fear and helplessness (antecedents to post-
traumatic stress disorder (PTSD)) are replaced with knowledge, understanding, and
purpose when family members are provided with the tools and knowledge to assist in
the care of their loved one. When this process is used, it is welcomed by family mem-
bers [11] and has been shown to decrease state anxiety [15].

How It Works

Ninety percent of Americans will experience a traumatic event in their lifetime. A
2009 survey indicated that the rate of individuals with PTSD in primary care ranged
from 8% to 30%. A traumatic event may be experienced, witnessed, or learned of.
Initial reactions most commonly include fear, horror, and helplessness. As described
above, these reactions are reflective of the components of Roy’s cognator system.
Further, Roy’s regulator system is evidenced in the physiologic response to stress
through neuroendocrine, neurochemical, and anatomic pathways [16].

Several systems cascade in this physiologic response. The immediate neuroen-
docrine reaction to stress is the secretion of corticotropin-releasing hormone (CRH)
from nerve terminals of neurons in the hypothalamic paraventricular nucleus, a
group of stress-responsive neurons contained in the hypothalamus. Dopamine
release results in hypervigilance, while norepinephrine is responsible for the classic
fight or flight response initiated by the sympathetic portion of the autonomic ner-
vous system. The inability to downregulate the stress response is responsible for
increased arousal states and elevated pulse, respirations, and blood pressure in
response to environmental triggers and recall of the traumatic event [17].

The anatomic structures in the brain affected by traumatic events include the
hippocampus, prefrontal cortex, and the amygdala. During stress, the hippocam-
pus produces an inhibitory effect of CRH, decreasing the subsequent production
and release of ACTH and release of glucocorticoids from the adrenal cortex.
Prolonged exposure to elevated glucocorticoids in laboratory animals result in
damage to dendrites of the animals’ hippocampus. Stress responses, relegation of
fear to appropriate contexts, learning, and explicit memory are all functions of the
hippocampus [17].
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Unlike the hippocampus and the prefrontal cortex, the amygdala stimulates CRH
neurons in the paraventricular nucleus during extreme stress, cementing the fear
response to the stressful situation. The amygdala is enlarged during the stress
response which may result in long-term inability to distinguish between a threaten-
ing and a non-threatening event [16, 17].

When these stress responses are activated, family members will have difficulty
learning, making decisions, and sleeping. Considering the fight vs. flight response,
families may project as angry, irritable, blaming, or suspicious when the “fight”
response is activated and disengaged when in flight. Sleep disturbances will further
erode the ability to problem-solve and perform in the surrogate decision-maker role.
Fear, horror, and helpless are the antecedents to stress disorders (Fig. 15.1).
Preventing escalation of these emotions may be brain protective.

Conversely, the prefrontal cortex inhibits the stress response, exerting control
over emotional reactivity and acquisition of conditioned fear responses. The pre-
frontal cortex is reduced in size in the presence of trauma or severe stress. Individuals
presenting with a reduction in the volume of the prefrontal cortex may exhibit prob-
lems with cognitive processes such as behavioral control, attention, memory, flexi-
ble thinking, planning, and goal attainment [16, 17]. The goal, then, is to preserve
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or enhance activity in the prefrontal cortex to inhibit the stress response. Through
the process of facilitated sensemaking, families are provided with purpose in crisis
by teaching them how to engage at the bedside. Engagement moves attention away
from the primal fight vs. flight response and the midlevel instinct to safeguard and
protect. Engaging in care requires activation of the prefrontal cortex and higher-
level brain functions modulating down the cycle of stress activation. Information
decreases fear of the unknown and the horror associated with unpleasant sights and
sounds. Knowing what to do next decreases helplessness. Participating in rounds,
being assigned a specific role, such as mobility coach, raises engagement to the
highest levels and maintains activation of the prefrontal cortex with the goal of
minimizing the stress response.

Reactivity to a traumatic situation is acute, transient, and self-limited for the
majority of the population. Specific vulnerabilities, such as genetics, prior
trauma, female sex, trauma at developmental stages, injury, and hypocortisolism,
create a greater vulnerability for the development of PTSD [18]. Facilitated
Sensemaking provides the means to assuage the fear, horror, and helplessness
experienced by loved ones of intensive care patients, potentially limiting the fam-
ily’s submersion into a vortex of nightmares, agitation, impulsivity, avoidance,
and anger [10, 19].

Facilitated Sensemaking quells the fear, horror, and helplessness which may be
experienced by those whose loved ones are experiencing life-threatening critical
illness. A situation which may, at first, seem unsurmountable is broken down for the
family into a scenario which makes sense and in which they can engage in care to
make a positive impact 1 day at a time.

Basic Bedside Strategies

Guidelines on family-centered care were recently released by the Society of Critical
Care Medicine (SCCM) were written from an evidence-based systematic review of
the literature and not consensus statements. The guidelines recommended many dif-
ferent clinical strategies to improve family-centered care with the goal of decreasing
PICS/PICS-F that can be used in the Facilitated Sensemaking process (Table 15.2).
Both the guidelines and the theoretical model were developed from the same litera-
ture base, so the recommendations are aligned to the Facilitated Sensemaking inter-
ventions described below and do not conflict. Here several strategies to translate
recommendations into practice using Facilitated Sensemaking are described. There
are four broad categories of interventions to be deployed within the Facilitated
Sensemaking model intended to develop caring relationships, enhance communica-
tion, encourage family presence and engagement, and support families in decision-
making [8].
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Table 15.2 Recommendations from Society of Critical Care Medicine Guidelines

Presence

Open flexible family presence
Family presence on rounds
Family presence at resuscitation

Communication
Diaries
Whiteboard where family can write questions/suggestions
Family education/leaflets
Shared decision-making/nurse involved in decision-making
Use validated decision-support tools for surrogate decision-making
Family conferences with structured approach to communication:
Value input
Acknowledge emotions
Listen
Understand patient as person
Elicit questions
Messages of hope and non-abandonment

Consults as indicated

Spiritual support

Palliative care referrals

Ethics when value-laden conflict arises
Social workers to support family conference
Navigators (specially trained family liaisons)

Environmental/organizational considerations

Leaflet with helpful tips (e.g., visitation rules, time rounds usually occur)
Noise reduction/environmental hygiene/private rooms

Teach family sleep hygiene, provide family sleep surface

Develop policy for family-centered care

Staff education and training

Neonatal specific

Peer-to-peer support

Teach parents role and engage in care

Consider psychologist referral for cognitive behavioral therapy in mothers of preterm infants

Caring Relationships

In order to build caring relationships, trust must first be established. Trust comes
with demonstrating care through gentle touch, use of a caring voice, empathetic and
active-listening, and inquiring about the patient and family as people. Families may
exhibit a hypervigilant need to safeguard the patient until trust is formed. Though
not studied scientifically, we posit that trust will develop sooner if the family wit-
nesses care through presence, feels cared for, and is engaged as a team member.
This could include the simple act of bringing a caregiver a cup of coffee or allowing
the caregiver to provide observations or ask questions at the end of rounds. Following
through on promises, such as answering questions or requests for pain medications
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in a timely manner, enhances trust. Many of the strategies listed below that enhance
communication and engagement also help in forming the caring relationship.

Communication

Optimizing communication through actively promoting family presence and
engagement coupled with structured frequent communication is recommended [7].
Effective communication between patients and family and physician correlates with
health outcomes of both the patient and family, including decreased anxiety, depres-
sion, and symptoms of posttraumatic stress. One approach to improving communi-
cation is to practice family inclusion and engagement during interdisciplinary
rounds. Members attending interdisciplinary rounds may include but are not limited
to the intensivist, respiratory therapist, nurse, pharmacist, case manager, and family/
surrogate decision-maker. In a concise definitive review of the literature on family
inclusion in rounds, it was found that families were more satisfied when included in
rounds as compared to not being included and when questioned over 95% would
want to be included [23]. Family presence on rounds could serve to improve trust
and relationship with the healthcare team. Further, when included, families have the
opportunity to provide clinicians with important information regarding baseline sta-
tus and previously failed or intolerated treatments and medications [23]. Several
observational studies specific to the ICU reported that family presence during
rounds increased family knowledge, involvement in asking questions, and decision-
making [7].

Once a trusting relationship has been established, communication on decoding
the environment and reflective inquiry are important to reduce family stress.
Families are generally unfamiliar with the ICU environment; one filled with lights,
sounds, alarms, and different providers representing various disciplines coming in
and out constantly. Decoding the environment includes explaining what the ICU
monitors are, what the different numbers and alarms mean, and a basic explanation
of each piece of equipment and how it relates to the treatment plan. The roles each
person on the care team play are explained to family members because it is often not
obvious, even from our titles. Families also need to be cued in to their new role as
caregiver. The act of decoding the environment may need to be performed itera-
tively because stress may block learning and memory formation during the acute
exposure to critical illness [8].

Families need to be assured that not all alarms require immediate attention. This
can decrease anxiety as well as mitigate forming an inappropriate impression of
clinician inattention. In addition to decoding the environment, practicing reflective
inquiry daily helps to identify false perceptions or myths regarding the situation.
Reflective inquiry is another strategy of Facilitated Sensemaking in which clinicians
can ask the family members open-ended questions such as “if you were going to tell
the rest of your family the most important thing that happened in your (husband’s,
brother’s, mother’s, daughter’s) care today, what would it be?” [8]. In the case of the
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family labelled as difficult, were they upset because of the perception that the alarms
were not tended to. In the reflective practice, the “mythical realities” could be redi-
rected toward a constructive truthful narrative.

Monitoring bedside conversations is important to assure the choice of words is
healing not only to the patient but to the listening family as well. Words can harm or
heal. It has been demonstrated that the incidence of PICS-F is greater when clini-
cians are not perceived as caring [24]. Interteam conflict can erode family coping
ability [25]. Even when patients appear not to be conscious enough to listen and
retain information, many survivors report details of conversations that both helped
them in the healing process and also those that scared them resulting in nightmares,
hallucinations, or flashbacks of a horrifying ICU experience [26]. Imagine the last
time a colleague described a “difficult” family member. Think back to the event and
reflect upon whether the difficulty could have been iatrogenic. Did they overhear
something that was said inappropriately? Did they distort information because of a
lack of communication or insufficient information? Increased or improved commu-
nication may prevent or solve the tension between the family and the healthcare
team and decrease the likelihood of a family member being labelled as “difficult.”
Clinicians need to be aware that in addition to decreased satisfaction, the likelihood
of posttraumatic stress after they leave the ICU rises. According to the most recent
Diagnostic and Statistical Manual of Mental Disorders (DSM-5), the threat or even
perceived threat of actual or potential death to their family member may result in
posttraumatic stress [27].

Engagement

Utilizing a tool designed to facilitate conversations during rounds such as the
ABCDEF (Assess, prevent and manage pain, Both spontaneous awakening and
breathing trials, Choice of analgesia and sedation, Delirium assessment, Early
mobilization and exercise, and Family engagement and empowerment) bundle can
also improve patient and family outcomes [28]. This evidence-based bundle has
been demonstrated to reduce pain, delirium, agitation, and long-term consequences
of critical illness. The F portion of the bundle implies that families support clini-
cians with attaining the ABCDE goals. They can be encouraged to report pain,
report changes in mentation and cognition, coach the patient through breathing tri-
als and attempts at mobilization, and keep the patient cognitively active to prevent
delirium [29].

Family engagement in the rounds utilizing this bundle empowers family mem-
bers to help navigate decision-making and understand the severity of illness. It also
influences clinicians’ understanding of the family or patients’ concept of illness to
further individualize care [30]. Involving families in rounds may address questions
families have at the moment, facilitate communication, and clarify family role
during the ICU stay. This intervention also demonstrates respect for persons increas-
ing the speed and quality with which a trusting relationship is formed. Structuring
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time out of each day to have open conversation between physician-patient and
nurse-patient is also indicated. The time spent in proactive communication may
decrease the need for after-hours phone calls later in the day.

A simple beside poster or whiteboard organization that is tailored toward “per-
sons” rather than “patients” and their families also conveys messages of care. Some
refer to these as “All About Me” posters, in which clinicians and the family mem-
bers can fill in information about what the patient likes or dislikes, their preferred
name, spiritual beliefs, hobbies, what gives them meaning, favorite foods, music,
etc. Family pictures and a picture of the patient at baseline health can be posted.
Each clinician that enters the room can use the information to develop a better image
of who the person is behind the patient, which in turn can be used to form a trusting
and caring relationship. Care, stemming from the information provided, can be tai-
lored to the individual in order to create a healing environment such as playing their
favorite music in the background, or sharing a prayer, and not feeding them their
most disliked foods. This simple yet effective strategy involves families as partners
in designing the ideal environment and care for their loved one.

The SCCM guidelines recommend that family presence in the ICU should be
open and flexible with the intent to accommodate patient and family presence 24 h
a day [7]. Family members now move past the concept of being visitors or visiting
to being present and engaged in the caring process. Family presence paired with
empowerment can improve outcomes for both the patient and family [31, 32]. In a
randomized controlled trial of mothers whose child was in a pediatric ICU, the
mothers who were encouraged to visit and engage in care activities taught to them
by the nurse reported significantly less stress and PTSD symptoms than those who
were not [31, 32].

Encouraging family presence is necessary to facilitate sensemaking. How can
families understand what is happening or what their role is if they are not present?
In the process of Facilitated Sensemaking, family members are encouraged to be
present, are welcomed by clinicians, and provided opportunities to perform simple
bedside care, if desired [8]. An assessment is necessary to identify the family’s pref-
erence for inclusion in care and determine which care activities would be most
appropriate in this situation. Providing a comforting presence, assisting with care,
participation in rounds, and goal setting are some of the means by which the family
member’s with which to serve as a surrogate decision-maker may be strengthened
[21]. Following the assessment, family members are offered tailored interventions.
Perhaps the family members are very stressed, anxious, and pacing around the
room. The nurse can provide them with an invitation to perform a very basic task,
such as holding or massaging the patient’s hand or providing a hand massage with
lotion. Activities can further progress to applying lip balm, reading, playing cards,
letter recognition from word puzzles, passive range of motion, or simply praying
together.

Once the patient is more awake and interactive, families can be encouraged to be
their individualized coach [8]. The role of the coach is to motivate the patient to
recovery. Encouraging the ICU patient to practice active range of motion exercises
or mobilizing while intubated or on dialysis can be best accomplished by the famil-
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iar voice and encouragement of the family. Explain why mobilizing or exercising is
good for the patient to the family, who can then in turn convey the message to their
loved one in a manner they would best understand. Knowing that mobility can pre-
vent delirium and that they played a role in this important preventive health strategy
is empowering for the family, giving them purpose in crisis which can be protective
to their mental health.

Other coachable opportunities can include encouraging the patient to brush their
own teeth or hair, help bathe themselves, help them use a phone or laptop, or be as
independent as possible. In addition to encouraging activities, the family member
can also encourage the patient to sleep and rest. Sleep is vital to the patient’s out-
come as evidence demonstrates patient sleep in the ICU is very poor [33]. If present
at night, families are in a great position to facilitate nighttime hours and a nighttime
routine, turning the lights out at 10 p.m. and ensuring quiet hours [34]. In turn, fam-
ily members can also sleep during those hours to promote their own health, so they
can better take care of their loved one during daytime hours [34].

Decision-Making

The role of surrogate decision-maker needs to be taught to the person within the
family assuming this role and explained to the entire family unit to prevent role and
family conflict. It is important for them to know that requesting whether or not the
patient has an advanced directive, living will, durable power of attorney, or other
advanced planning document is routine part of practice and not because death is
imminent. Usually these explanations are done by the physician and reinforced by
the nurse. The physician also assesses the preference for inclusion in decision-
making. Due to the volume of time nurses spend with family members, they may
advocate by providing the physician with their assessment of the family’s desire for
participation in decision-making as well as quantity of information desired. Decision
regret among family members can be avoided by reminding surrogates that their
role is to inform the clinical team of what the patient would have wanted if they had
been able to voice their own opinion. Therefore, the decisions are really that of the
patient and not what the surrogate would do for themselves in a similar situation.
Care is taken to help the family through disparate views on next steps to prevent
family fragmentation. Detailed policy statements regarding how to engage families
in decision-making are published elsewhere [35, 36].

Staff Need Practice and Training

Staff may need assistance to incorporate the interventions which solidify each of the
four components of Facilitated Sensemaking into a whole. Whereas technical skills
are often taught and tested, teaching and evaluating competency in family care,
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though recommended, is generally not, resulting in a wide range of skill in working
with families. All components of Facilitated Sensemaking require interpersonal
skills to deploy: development of caring relationships, encouraging family presence
and engagement; encouraging participation in decision-making; and facilitating
communication.

It is no longer acceptable to care for the patient without tending to the family [7].
Care of the patient encompasses not only the singular patient but the family as well.
In an environment which dictates proficiency, efficiency, and critical thought, it is
easy for the clinician to become so entrenched in the tasks of the moment that they
allow little room for the caring self to shine through. It is important that the family
know that their clinician is not only competent but also that they care. Further, feel-
ing cared for is an important factor that can affect family health and well-being as
well as their capacity to optimally engage in health-promoting self-care [20].
Clinicians need to take the time for empathic listening in order to be open to the
family’s suffering, hear their fears, and recognize their needs, preferences, and
desires [21].

The clinician must also be aware of available resources which can be utilized in
the event that the medical goals of care are in conflict with the family’s desires. A
family conference can provide the setting for information exchange, role clarifica-
tion, resolution of conflict, an opportunity for the family to express their wishes in
a supportive environment, and if appropriate, revision of goals. When this is not
effective, or when conflict exists despite standard communication efforts, an ethics
consult is indicated [7]. It has been recommended that at a minimum family confer-
ences are organized when death is determined to be a potential outcome, there are
significant changes in prognosis or multiple consults on the case with conflicting
messages, and every 7 days [22].

The hurried pace of the ICU, frequent shift changes cramped quarters may
interfere with the type of communication needed to provide the greatest family
support. Though the clinician is knowledgeable of and familiar with the ICU envi-
ronment, the family, most likely, is not. Part of clinician training may include
developing lay language scripts to explain treatments, equipment, alarms, and/or
manifestations of illness. The use of medical jargon should be avoided. Verbal
explanations should supplement any visual aide provided. A combined approach
of verbal, written, and video educational materials is recommended. Inquiring as
to the family’s understanding of the day’s events or of what was said to them by
other clinicians may provide clarification and avoid false impressions. Lastly, a
review of how the family felt that the patient’s or their needs were met or not met
is an important factor in communication which clinicians should include in daily
conversation [21].

With practice, clinicians will not only learn to incorporate the family into a col-
laborative approach to patient care, recognizing and valuing the family as their part-
ner in care, and look forward to family presence.
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Vulnerable Populations

Neonates

The patients of the Neonatal Intensive Care Unit (NICU) are infants whose births,
and quite possibly, whose futures have been complicated through problematic preg-
nancies, intrauterine accidents, premature births, syndromes, malformations, and
the inability to adapt to life outside of their mothers’ uteruses. Having hoped for,
envisioned, or planned for a different beginning, parents are forced into the painful
realization that the plans which they had for their children’s births have been rewrit-
ten [37].

Parents whose children begin their lives in an NICU must deal with an enormity
of feelings and emotions. Tubes, machines, monitors, alarms, their infant’s physical
appearance, a new language, and not knowing what to expect may shock and over-
whelm them [38, 39]. Fathers are uneasy, as they accompany the infant from the
delivery room to the NICU, where mom is left behind. Both may feel that they are
incapable of keeping their family together. They experience a strong desire to be
close to and touch their newborn so that the infant knows that they are, but at the
same time, fear that their infant would not like being touched or that they would
cause harm [40]. Parents may feel that they may be judged that they decided to
sustain the life of the baby whose termination was advised [41]. Some may feel that
their faith is being tested, while others may feel that they are being abandoned and
punished by God [42]. Some families, upon giving up hope, allow a sense of pow-
erlessness to consume them [43]. Many wrestle between fear of their infants’ death
and concern over the long-term effects should the infant survive, knowing that it
may be years until the full extent of neurological and sensory injuries are known
[38, 44]. Thoughts of how it should have been, the planned-upon child, will con-
tinue to haunt them [39].

The vast extent of feelings and emotions experienced by the parents of infants in
the NICU can result in long-term emotional struggles and far-reaching effects.
Coping with grief, anxiety, helplessness, depression, and unmatched healthcare
needs of their children, families may be left vulnerable to isolation and impaired
relationships [42]. PTSD is an outcome for some parents, which is associated with
severity of illness in the infant [39, 44, 45]. Severe PTSD in mothers has been asso-
ciated with impaired maternal-infant relationships based on a pattern of control,
inconsistency, and insensitivity in interactions with their infants. While patterns of
control in maternal-infant relationships are associated with later behavioral prob-
lems, mothers’ inconsistencies and insensitivities in interactions with their infants
may also affect their infants’ cognitive and social development [44]. The impact of
how care is delivered in the early days of the infant’s life can have a significant
effect on the early- and long-term experiences of parents and their infants [46].
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Early interventions to support the formation of healthy maternal-infant dyads may
help to reduce psychological distress in parents and developmental and behavioral
problems in their infants [44].

Traditionally, parents have been left on the periphery, while care is focused on
the infant. Powerless, intimidated, and left to observe while others take care of the
child that they long to hold, parents struggle to see themselves as parents and define
their role [46—48]. Some even feel fraudulent [37].

Family-centered care recognizes that parents are not visitors. Moved from the
sidelines to the bedside, parents are introduced to the NICU environment and learn
about the complexities of their infants’ problems [37]. Parents express an increased
connection to their infants and increased satisfaction with their parenting role when
holding their infants skin to skin. Mothers’ milk production increases, as does their
bonding experience, sensitivity, and expression of affectionate behaviors toward
their infants [37]. Benefits of skin-to-skin care for the infants include less episodes
of apnea, better sleep regulation, regularity of heart rates, reduced bouts of infec-
tion, less advanced retinopathy, and less chronic lung disease [37, 49]. Exposure to
mothers’ voices and odors was also shown to have a positive influence on feeding
progression as well as to contribute to their infants’ cardiorespiratory stability and
state regulation [46].

As they become increasingly comfortable with their infants, parents are instructed
on feeding, bathing, dressing, diaper changes, and administering oral medications
under the supervision of the clinician [46, 50]. Parents’ increasing participation in
their infants’ care has demonstrated reduced lengths of stay, increased rates of
weight gain, increased rates of breast feeding at discharge, decreased hospital-
acquired infections, less maternal anxiety and depression, and more positive inter-
actions with their infants. Fathers who participate in their infants’ care state that
they were able to communicate with their infants and that eye contact and their
infants’ reaction to their voices were especially important [40, 51].

Involvement in infant care is vital for both parents and infant. Protecting mothers
from overwhelming stress improves the maternal-infant relationship. Lasting behav-
ioral outcomes are associated with daily interactions between mothers and their
NICU infants and the mother’s ability to interact successfully with her infant.
Positive parenting provides premature infants with the gift of resilience [39].
Family-centered care reconnects parent and child. Therefore, care of the family is
essential for the well-being of the child and is an essential part of the scope of ICU
clinicians, not an afterthought.

Pediatrics

I can still recall the night which changed our lives forever. I was coming back with a friend
in the car when I received an urgent call from one of my neighbors asking me where I am
at the moment- she said that she saw smoke and my house was on fire. I started to panicked
and tried calling everyone’s phone number to find out more about the situation. I finally got
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hold of my ex —husband to check on the kids who were left in the care of their aunt and
boyfriend. I drove home without ever realizing how fast I was driving. I had 3 children —
Fernando, 11 years old, Junior, 5 year old, and Ezmi, 3 year old who were being watched
over by their aunt and her boyfriend. The children were asleep at the back room of the house
when the fire from the space heater slowly engulfed the house. Their aunt’s boyfriend tried
to get the children but he was only able to get Junior out who was passed out due to smoke
inhalation. Ezmi was also unconscious but Fernando died on the scene. When I got to
UCSD Burn Unit, I was unsure what [ was going to see. I wanted to be with my children but
I know that they need to be taken cared of because they were severely burned. I try to be
strong for my children. Everyone was helping us - doctors, nurses, social worker, case man-
ager and other staff to get through this challenging times. I stayed in the room on Ezmi more
because she was awake but I also go to see Junior when he was intubated. Physically and
emotionally I am drained throughout the hospitalization but I do know that my faith help me
move forward instead of putting blame on others for the accident. Junior and Ezmi are now
at home playing like normal kids. We still do regular doctor’s follow- up for Junior because
of his trach. They cannot sleep without each other or someone else in the room at night.
Both are in school doing well. — paraphrased from testimony with permission by Juanna
Vasquez Nunez (Mother)

As is seen in other pediatric critical care admissions, anxiety, depression, and
posttraumatic stress disorder for both parents and burn-injured children are signifi-
cantly elevated and may remain abnormal for many years after discharge. Parents
also suffer from guilt [52]. The burn event is always unexpected, and coping with
the trauma can be further complicated by the patient’s pain, elevated anxiety, fear,
uncertainty of outcome, need for multiple surgeries, the sight of wound care ses-
sions, grueling rehabilitation therapy, disfigurement, and the extended period of
time away from home.

In this case the immediate need was to provide burn care to the injured live chil-
dren, but the staff were conflicted with how and when to approach the mother with
news that her third child had not survived. All clinicians support the parents with
understanding the sights, sounds, and expectations of the ICU environment.
However, clinicians also expect to fill in the social-emotional gap when parents are
not present for their children or need to trade off time between children. Targeted
support for these needs may be provided by a variety of resources.

Certified Child Life Specialists support the healthcare team with developmental,
social, and emotional needs of hospitalized children and their families. It is the goal
of the child life program to minimize the fear and anxiety often experienced in the
healthcare setting by providing knowledgeable, compassionate, and developmen-
tally appropriate support services (Personal communication: Kathryn Hamelin,
Certified Child Life Specialist Manager, July, 2017). In this particular case, the situ-
ation was further complicated by the death of the oldest child and competing priori-
ties providing support for the two burn surviving children. Early activation of a child
life specialist, family navigator [7], or family ombudsman is essential for prompt
attention to emotional and psychological of the parent/child needs during the critical
care admission, while clinicians are stabilizing the patient and providing direct care.

As ever greater number of children and youth survive serious burn injuries, more
focus will be placed on preparing parents and siblings of survivors for caregiving
after discharge. Providing care is the normal expectation of parents. However, the
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role of pediatric burn patient’s parent/caregiver, and at times siblings, is often
expanded to include unfamiliar nursing and physical and occupational therapy
duties. Once discharged, parents provide wound care, change dressings, perform
scar massage/hydration, and ensure that their child engages in a home exercise pro-
gram: all responsibilities outside the normal and expected realm of parenting.
Allowing them presence so that they can gradually learn the skills necessary for
these tasks is indicated.

After initial stabilization, role modeling bedside behaviors and care will help
parents to find their desired level of involvement. Because anxiety can be shared
between humans [53], it is important for clinicians to remain calm at the bedside
and provide parent’s permission to take a break from the bedside when needed. A
psychologist may also be necessary, though only tested in parents of neonates [7].
Given the high prevalence of persistent mental health issues, it is prudent upon
transfer, discharge or death, to include the possible necessity of a psychologist or
psychiatrist referral with handoff communication and parent education. Early spiri-
tual assessment is necessary to identify the value structure of the family and activate
the faith community to provide support when indicated by the assessment [22].
Emerging evidence suggests that specially trained care coordinators or communica-
tion specialists call navigators may improve family satisfaction with physician com-
munication, reduce cost of care, length of ICU and hospital stay, and decrease
family psychological symptoms. The use of a family navigator is recommended [7],
yet the cost of adding a member to the team may be prohibitive.

In addition, clinicians can predict that hospitalized children will need parental
presence, and parents will want to be present but will require help in learning how
to participate in care and support their child. In the special case of burns, parents
will need to overcome the dramatic change in appearance of their child as well as
receive help to cope with witnessing their pain. With enough support, the parents, in
turn, can be taught to provide the role of coach, encouraging their child to adhere to
the treatment plan and endure the difficult treatments. Presence may include pres-
ence during rounds as recommended by the Society of Critical Care Medicine
(SCCM) and endorsed by many other professional societies [7]. Though concerns
have been raised by clinicians over the quality of teaching, the quantity of time
parents may take during rounds with questions, and issues of privacy, in a concise
definitive review, it was found that families find information a higher priority than
privacy and a full 95% would want to be present during rounds [23].

A 2013 study conducted in a burn unit among parents of 58 children with burns,
aged 8 months to 16 years, found that the parents in the burn group experienced a
lack of resilience, and more symptoms of PTSD than parents in a comparative
community. Parents with children in the burn unit suffered significant psychological
distress within the first week of their child’s burn [54]. Five years following a burn,
14-52% of parents still exhibit signs of PTSD [55]. An understanding of the effects
of the injury on the body and expectations from treatment plan are necessary to
minimize this stress [10].

In this and similar situations, families may benefit from a navigator; a clinician
whose role it is to step aside from patient care activities in order to support family
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members with the information that they need in order to make sense of the immedi-
ate situation, provide emotional support, and support adaptive coping skills [7, 56].
Navigators may bridge the gap between the medical team and the family throughout
the hospitalization, provide ongoing support, help parents understand the present
and developing needs of their child, and provide anticipatory guidance throughout
the hospitalization [12].

Once discharged, children are dependent upon their parents for care far beyond
the care that their childhood once entailed. It is hoped that the support provided to
parents in the acute care setting will diminish distress and caregiving burden.

Non-English Speaking

Communication is likely the single most important aspect of family-centered care.
It is well known that the timeliness, quality, and quantity of communication drive
both satisfaction and psychological outcomes [57]. Quality includes provision of
information in the surrogate’s preferred language. Accreditation standards in the
United States require interpretation for patients and their surrogates so that they can
understand the plan of care and thoughtfully consent to tests and treatments (the
Joint Commission, RI.01.01.03, RC.02.01.01, EP 1, PC.02.01.21.01) [58].
Nonetheless, communicating with non-English-speaking families remains a prob-
lem. Even though the technology exists to provide translation of the written word
and interpretation of oral conversation through video and phone interpreters, time
pressures promote the inappropriate tendency to take shortcuts and use of family
members, use of native speakers not tested for medical fluency, or not to communi-
cate at all. Use of family members as the interpreter is not acceptable for several
reasons. First, the family may filter the discussion to the patient or surrogate so that
only issues they feel should be discussed are relayed. Secondly, the privacy of the
patient is compromised when a family member who is not the surrogate is used to
convey sensitive information like prognosis, tests, or diagnoses of sexually trans-
mitted communicable diseases. And finally, culturally based gender issues might
make it inappropriate for a man to discuss issues such as women’s health concerns
with a female family member who is not their wife. Minors should never be used for
any reason as interpreters [7, 23].

Consider additionally that it is legally acceptable for an institutional (ethics)
review board to approve “abridged short forms” of research consent for non-
English-speaking subjects in the United Sates [59]. The practice of short-form
consents seriously limits the amount of information surrogates receive in their own
language prior to making the decision whether or not to participate in research.
Though legally accepted one could question whether or not the consent truly reflects
operating within a framework of family-centered care.

Appropriate, timely, transparent, high-quality communication builds trust, decreas-
ing risk of litigation even amidst negative patient outcomes [23, 60]. Despite stan-
dards to encourage compliance with interpretation and keen focus on interpretation
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during regulatory and accreditation on-site audits, wide variation occurs from organi-
zation to organization in available resources and the practice of holding clinicians
accountable for appropriate use of interpreters. Leaders in the clinical environment
can work to assure that the interpretation phone/video system is available in all con-
ference rooms used for family conferences. Having a nurse or social worker present
during family meetings to set up equipment and advocate for interpretation may
increase compliance. Prescheduling daily interpretation sessions with non-English-
speaking surrogates, to provide updates for the plan of care and obtain consent for
planned tests and procedures, is warranted.

Lesbian Gay Bisexual Transgender Queer or Questioning
Intersex, Asexual (LGBTQIA) Population

The US Department of Health and Human Services (HHS) Lesbian, Gay, Bisexual,
and Transgender (LGBT) Policy Coordination Committee has worked diligently to
improve the health and well-being of LGBT communities. Note that while recog-
nizing that the initial “Q” for queer or questioning, I for intersex, and A for asexual
are now commonly added to the acronym LGBT, the titles of the regulatory stan-
dards at the time they were written referred to only LGBT without intention of
negating the rights of the queer or questioning, intersex, or asexual patients and
family members. With the signing of the Patient Protection and Affordable Care Act
(PPACA) on March 23,2010, under 42 CFR 482.608(a), this legislature guaranteed
that all people, including LGBT people, have the right to be visited by their loved
ones while in the hospital [61]. This provision also addressed who can make medi-
cal decisions on their behalf through advance directives. Under previous legislation,
LGBT patients and their families suffered prejudiced practices regarding family
involvement. Historically, the definition of family consisted of only blood-related
relatives.

The definition of “family” used for this legislation was taken from the Institute
for Patient- and Family-Centered Care [62] and is consistent with the definition
published by the Society of Critical Care Medicine which was specifically vetted by
members of the LBGTQIA population prior to adopting into practice (Table 15.1)
[7]. In both definitions, family refers to two or more persons who are related in any
way, biologically, legally, or emotionally. Family is defined by the patient. The
patient designates who should be considered family members, as able, for the
purpose of visitation [63]. Family members and surrogates of the LGBTQIA patient
are awarded the same rights as those of any other patients.

Of the LGBTQIA population, possibly the most vulnerable for medical and com-
munication errors are individuals whose gender identity is different from the sex
assigned to that person at birth (e.g., transgender, queer, or questioning), also pro-
tected by PPACA legislation. Gender identity is an individual’s internal sense of
gender. Individuals may identify as male, female, neither, or some combination of
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male and female. This identity may be expressed through dress, grooming, manner-
isms, speech patterns, or social interactions. The patient’s pronouns should be
reflected in the medical records. Instead of assuming pronouns based on physical
appearance, it is always best to ask the patient for the pronoun to use and document.
At one time it was common to ask “preferred pronoun,” but this has fallen out of
favor because to some their pronoun is not preferred; it is just the way it is. Special
attention is needed so that once assessed, clinicians accurately record gender in the
medical record along with legal name change as indicated. Because some people
have both a legal name and a different changed (but not legal) name, it is important
to assess patients for both. For family members, there is only a need to know the
legal name when it is related to matching the person to the name on legal papers
such as a medical directive or power of attorney. It is a matter of respect to ask fam-
ily about the use of pronoun when unsure, so that the proper pronoun can be used
during conversation. It is more offensive not to ask or guess wrong than to ask the
question.

Clinically it is important that providers are cognizant of the birth gender of the
patient, current gender identity, and the pronoun and name by which the patient
wishes to be addressed. Solutions can be provided by vendors of the electronic
health record software to assure this information is available in a readily retrievable
manner once the social situation is assessed and recorded. The risk of making errors
in documentation or communication is high if the patient transitioned to a new gen-
der and name after becoming a patient to that particular healthcare organization. A
full description of clinical considerations is beyond the scope of this chapter but
includes the need to treat the patient according to birth gender when gender-specific
laboratory normals exist. Most important to the discussion of patient- and family-
centered care is that it can be psychologically damaging to repeatedly use the wrong
pronoun or name when referring to a person, either to the patient themselves or
when communicating with family. According to the general principal of respect for
humans, it is important to use the gender pronoun and name as directed by the
patient or, when unable, their surrogate.

“Every single American -- gay, straight, lesbian, bisexual, transgender — every single

American deserves to be treated equally in the eyes of the law and in the eyes of our society.
It’s a pretty simple proposition.” — President Barack Obama, October 1, 2011 [64]

The Unbefriended Patient

This unbefriended patient is one who does not have a surrogate to act on their behalf
as a healthcare proxy. Legislation from state to state varies regarding patients who
are decisionally incapacitated and lack an identified healthcare surrogates.
Historically, the largest proportion of unbefriended patients have been those suffer-
ing from mental illness, homeless, or baby boomers [65]. As the numbers of elderly
people and therefore people with dementia rise, the number of unbefriended patients
also rises [66].
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Providers caring for critically ill patients often perform emergent, life-shaving
procedures as surrogate decision-makers until surrogates can be identified. However,
if the patient remains unbefriended, a surrogate decision-maker may be appointed
by court order [65]. In 2016, the American Geriatric Society (AGS) issued a policy
statement issuing a call for action to create national (vs. state) standards regarding
the unbefriended patient. At this writing, however, the issue is still handled at the
state level, and readers are encouraged to research the laws in the state in which they
practice. The AGS policy statement also stated that healthcare teams, and not indi-
vidual clinicians, should make the decisions for these patients according to best
interest standards. Hospital ethics consultation is advised prior to court ordered sur-
rogate placement. Early medical social worker (MSW) consultation is indicated to
deploy due diligence to attempt to locate family [66]. It is incumbent upon providers
of patients on a trajectory toward dementia or cognitive incapacitation to prevent
them from becoming unbefriended by encouraging the appointment of a surrogate
while still able to make medical decisions [66].

This unbefriended population of patients within the ICU require special care
considerations while hospitalized. In addition to legal issues, the healthcare team
may fulfill the social role of family, while the patient is hospitalized. Recognize that
without visitors the only human voices or touch this patient will receive will come
from those providing bedside care. The importance of acts of caring is heightened
because without conscious recognition and attention to the human need for affilia-
tion [20], the patient will not benefit from the healing power of presence and caring
human touch.

Novel Intervention: The Diary
Diaries

European hospitals have been implementing ICU diaries since the 1980s for their
patients and families as a means to optimize mental health and improve quality of
life after critical illness [67]. ICU diary programs vary throughout the world. A
review of recent United States literature shows that diaries are typically comprised
of a collaboration of authors including physicians, nurses, family, and visitors [68].
Entries are written to the patient rather than about the patient in patient language,
offering messages of hope and caring. Some diaries include pictures of common
ICU equipment and/or the view of the room as the patient might see it [69]. Clinical
staff may provide more clinically focused entries in lay terms and are encouraged to
write about issues that often stimulate nightmares or hallucinations such as restraint,
endotracheal tubes, the magnetic resonance imaging machine, and urinary cathe-
ters, in addition to messages of hope and caring. Family and visitors offer more
emotional messages [69]. Studies have shown that when patients survive the critical
illness and are able to read their illness narrative, the diary helps fill in memory gaps
or reconstruct delusional memories toward reality [70].

In addition to improving patient and family outcomes [71, 72], ICU diaries can
influence family members and nurses. Families have reported that reading messages
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of care, empathy, and support humanized the clinical staff [73]. ICU diaries with
multiple family member are more cohesiveness if all members share the same inner
narrative. Opposing or family members in disagreement might not benefit from the
jointly authored diary. When multiple family members contribute to a diary, a leader
emerges in influencing the illness narrative which can shape the future perception of
the ICU experience for the patient [74].

The use of diaries can be utilized as a starting point for conversations between
family members and family to staff [74, 75]. The use of diaries allows staff to dis-
cern family frustrations and identify areas requiring additional education or
resources [69]. Diaries provide an opportunity for clinicians to monitor the illness
narrative for myths, distortions, and concerns so that communication can be course-
corrected in real time.

Nurses and physicians report that writing in the ICU diary allowed them to con-
nect to the person behind the patient and therefore strengthen the relationship
between clinician and patient. Writing messages to preserve hope when a patient
deteriorated is difficult, but learning these skills foster professional development
and exposure to written reflection, a skill that may need to be cultivated [62].

Joint ICU diary entries between staff and families have a potential to improve
family communication and satisfaction [69]. Though families anecdotally and
through qualitative research consistently report that diaries are helpful, family satis-
faction scores may be slow to improve after starting a diary program or may not be
the best measure of success [76].

Though ICU diary implementation practices vary throughout organizations, the
underlying goal of improving patient and family outcomes related to PICS and
PICS-F remains constant. Diaries may also be useful as a screening tool to refer
patients to a post-ICU recovery clinic, where a trained professional can debrief the
patient and family on their experience and screen for symptoms of PICS or PICS-F
[76]. It has been suggested that use of a trained professional in ICU stay debriefing
adds a deeper level of caring and empathy ultimately decreasing the likelihood of
posttraumatic stress [77].

The SCCM family-centered care guidelines recommends the use of ICU diaries
to improve psychological effects from critical illness exposure. The guidelines
based their recommendation upon on the evidence supporting decreased patient and
family stress disorders and improved communication with no evidence of harm [7].
Literature supports the use of ICU diaries in decreasing PICS and PICS-F however
continued studies on the mechanism in which diaries have this effect needs to be
addressed [75].

Staff Resilience

Self-care is an essential part of the scope and practice of nursing [78—80]. There is
an increasing emphasis on the psychological health for staff providing direct clini-
cal care [81]. Cumulative stress may lead to second victim syndrome, being a victim
of one’s own work environment. This stress can result in burnout and/or compassion
fatigue [82]. Clinicians have a moral and professional obligation to care for
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critically ill patients and their families in often challenging situations [79]. They
provide emotional and psychological support to the family who have come to trust
them, experiencing directly the raw emotions of agony, despair, grief, and suffering
on a regular basis. This caregiving may take a toll on clinicians, especially when
conflicts arise between their moral values about how the medical treatment of the
patient is being managed, or when exposed to repeated traumatic events such as
death or disfigurement. Family trust and ability to cope can be negatively affected
when they sense or witness conflict within the team [25].

Stress debriefing has been shown to be an effective technique for stress manage-
ment and helps in improving overall staff psychological well-being [83]. Through
debriefings clinicians may be able to learn through the experience which may lead
to posttraumatic growth rather than stress disorders [84]. Debriefings may be led by
a chaplain, social worker, specially trained nurse, counselor, ethics consultant, or
palliative care expert and offered to all disciplines involved in the care of a critical
ill patient whose case triggers an emotional response. During a debriefing, clini-
cians are welcome to share their thoughts about how it felt to be involved in patient’s
hospitalization, what went well, and what went wrong. This form of psychological
assistance helps staff to express emotions which they are unable to show, or kept to
themselves, while taking care of critically ill patients and the family who rely on
them for support.

Emotional grand rounds can also be conducted to focus on the emotional toll of
providing care in challenging cases. These interprofessional forums help clinicians
to process their feelings and build recognition that they are not alone in their
thoughts or feelings. Debriefings also promote the concept and culture that it is an
acceptable practice to tend to self-care in the work environment [85]. Lastly, in the
moment when the team experiences a patient death, one helpful practice is to per-
form a “pause” for 45 seconds after the death for everyone involved to honor the
person that has passed and reflect upon the efforts made to save that person’s life or
provide a peaceful death [86]. These forms of self-care are an essential component
of family-centered care because it is only when we are emotionally healthy that we
can provide the optimal care to those we serve [20].

Our Experience: Steffanie Strathdee and Thomas Patterson

In November 2015, Tom and Steffanie were on vacation in Egypt when Tom fell
seriously ill with gallstone pancreatitis. After being treated briefly at a clinic in
Luxor, he was medevacked first to an ICU in Germany and then to an ICU at home
in San Diego, CA. He was further diagnosed with a large abdominal abscess infected
with MDR Acinetobacter baumannii, which quickly became resistant to every anti-
biotic he could tolerate. His care team debated how to treat him, but ultimately
decided he was too weak for surgery and attempted to drain his abscesses with
abdominal catheters. One day before discharge to an LTAC, an internal drain slipped
inside Tom’s abdominal cavity, spilling the infected fluid into his bloodstream and
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sending him into septic shock. He was placed on a ventilator and multiple pressors
and slipped in and out of a coma. Two months later, he was on the verge of multi-
system organ failure. He was ultimately saved with intravenous phage therapy [87].
Despite experiencing seven episodes of septic shock and 9 months of hospitaliza-
tion, he was discharged home in August, 2016, and has made a full recovery.

Our experience with an acute care facility in Egypt followed by two ICUs, one in
Europe and one in the United States, offers insights that illustrate several key mes-
sages referred to earlier in this chapter. In general, the care Tom received in all three
facilities was excellent. However, in retrospect, several aspects of family-centered
care could have reduced the stress and anxiety Tom, myself, and our family
experienced.

One cannot overstate the importance of language and culture in the context of the
ICU environment. For example, in Egypt, the Muslim faith of the female nurses did
not permit them to bathe or assist male patients with toileting. This was not com-
municated, so I felt obligated to stay with Tom 24/7 to attend to his needs. On the
other hand, the care team in this under-resourced clinic was very attentive to my
needs. I will never forget the doctor who furnished me with a blanket and a pillow
so I could sleep beside Tom at night and the nurse who brought me a Turkish coffee
in the morning.

Upon admission to the ICU in Germany, language barriers and the hectic pace of
the ICU meant that the care team did not explain that Tom was to be kept in isolation
under strict infection control measures because he was arriving from Egypt. This
practice was clearly critical, as he was soon diagnosed with MDR A. baumannii, a
bacteria which had caused outbreaks that led several ICUs to be closed across
Europe. However, the lack of communication about the need for Tom to be kept in
a locked ward only served to exacerbate Tom’s delirium and paranoia. In his mind,
he was being locked in an asylum and I was complicit in allowing the care team to
do so. Other logistical aspects were important as well. The ICU in Germany was
staffed by a relatively small number of doctors and nurses and were in close com-
munication with one another, which made them extremely efficient. However, the
ICU only offered visiting hours from 4 to 6 p.m., and since the care team rounded
early in the morning, there was no opportunity for family members to participate in
rounds. At the time, Tom was conscious but often delirious. One morning he called
me at the hotel and said that at rounds that morning he was informed that he had a
brain tumor. “Or at least I think that’s what they said,” Tom admitted, “because I
could have imagined it.” But Tom hadn’t imagined the conversation. The tumor
ended up being a pituitary adenoma that was an incidental finding unrelated to his
illness and was treated at a later date. However, at the time, the way this information
was conveyed caused considerable stress for both of us.

The ICU back home in the United States was run very differently. The hospital
was large, and the ICU was overflowing with patients. Although my husband and I
are both in allied health professions field, we were overwhelmed by the never-
ending number of doctors, nurses, and other health professionals who were fol-
lowing his case. I joked that someone should write a book called “ICU for
Dummies” that would help explain simple things like the protocol for entering the
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ICU, determining which nurse and doctor was assigned to his care that day, and
what various acronyms and slang terms meant like NMU, desat, or pressors. Our
confusion was complicated by frequent shift changes, which meant we never
seemed to know who the point person was that could address our questions or con-
cerns. We also had some irrational expectations. For example, when Tom was placed
on a ventilator and later received a tracheotomy, his daughters and I assumed he
would be able to speak. It was not explained to us until later what a speech valve
was and how Tom would need to successfully breathe off the ventilator for some
time and to relearn how to swallow before we could hear his voice again.

Once we learned that family members could participate in rounds, the anxiety
level eased among our family. Rounds was one of the few times I felt like I had
control over the terrible situation that was suddenly facing us, and where I could
learn about Tom’s conditions and potential avenues for treatment. This empowered
me. It also allowed me to reassure Tom during the moments when he was conscious
and communicate with other family and friends about his status and prognosis. This
reduced the number of times other family members called the care team with ques-
tions. In the end, I believe this changed their opinion about our role from a “diffi-
cult” family to one that was actively engaged as a valued member of the care team.
On several occasions, my role in rounds allowed me to play an important role in
clinical decision-making, such as deciding whether Tom should be switched from
an NJ feeding tube to a GJ feeding tube. Once I averted a potentially dangerous situ-
ation by alerting the PT that Tom had just been diagnosed with a DVT, which she
was unaware of since this had not yet been entered into his electronic medical
record. Most importantly, feeling valued as a member of the care team gave me the
confidence to propose an alternative treatment — bacteriophage therapy — to the care
team when it was clear that Tom was dying. The entire hospital system supported
this unproven, untested treatment that was ultimately provided on a compassionate
basis after obtaining an emergency investigational new drug approval from the Food
and Drug Administration. The successful outcome (Tom’s survival) is one that is
being viewed as a potential “game-changer” in the treatment of MDR bacterial
infections.

Another advantage of this ICU was that visiting hours were 24/7. We appreciated
this immensely, especially when Tom’s condition was grave because we could
schedule friends and family to spend time with him around the clock. Online apps
such as Caring Bridge and Facebook also proved to be helpful for sharing updates
and photos with family and friends who provided support. The use of a “guest book™
which served as a diary was important during this period because visitors could
write to Tom and our family and share their reflections when they visited even when
Tom was comatose. Later, during his recovery, the diary later served as a means of
reacquainting Tom with what he had missed and showed him how much he was
cared for. We have turned to it several times since his discharge.

One of the most difficult aspects of Tom’s ICU experience was his chronic
delirium. Tom’s experience was framed by his training as a psychologist who has
published numerous papers on patients with schizophrenia. Unlike drug-induced
hallucinations, Tom’s hallucinations were his reality, replacing all “real-world”
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experiences. This new “reality” was terrifying in part because these hallucinations
lasted for long periods of time. During his occasional moments of lucidity, he
understood that that he was unable to distinguish between these hallucinations and
the real world around him. The care teams we worked with were sensitive to this
and offered various suggestions, such as melatonin and sunlight to regulate his
internal clock and, later when he was recovering, visits outside in a wheelchair.
However, the most helpful intervention was a note the charge nurse pasted above
Tom’s bed one day, when it was clear that turning him every 2 h was no longer
needed because he was more mobile now, turning himself during sleep, and had
no pressure wounds. “GOAL: A GOOD NIGHT SLEEP! TURN ONLY EVERY
4 HRS”

As Tom recovered, some members of his care team who had treated him when he
was comatose had trouble adjusting. After his usual nurse on night shift complained
that Tom was being argumentative and had refused his bed bath, Tom explained that
he refused because the nurse wanted to give him the bed bath at 1 AM, with cold
water. “He never complained before,” the nurse replied to me. Another time, a GI
resident entered Tom’s cubicle and placed his hands on his abdomen without intro-
ducing himself. “Hey!” Tom cried out. “I’m not a loaf of bread!”

Due to his prolonged illness and its severity, Tom, myself, and other members of
our family experienced symptoms of PTSD. I think the moment we realized this
was a few months after Tom was discharged, when he tripped and fell one day and
skinned his knee; we both burst into tears. I expected Tom to experience PTSD, but
no one ever told me that I might too. We first sought out a psychologist which
allowed us to work through our trauma and to share them with each other. We real-
ized that we had shared the same ordeal, but we had very different experiences and
perspectives. Our daughter sought Eye Movement Desensitization and Reprocessing
(EMDR) therapy which she found extremely helpful. Although Tom and I were both
skeptical and knew there was no evidence that it would work in this specific situa-
tion, we both underwent several sessions and found that it eased our symptoms of
stress, anxiety, and hyperreactivity. It has also helped to revisit the ICU on several
occasions, which no longer feels like a terrifying place, but a place where people are
cared for and, sometimes, are healed.

Conclusion

In conclusion, family-centered care is a matter of public health with the potential to
optimize the mental health and quality of life of millions of ICU family members in
the United States every year. A well-rounded program of family-centered care may
reduce PICS-F but requires forethought, practice, education, and organizational
support. Communication, caring, and engagement are key elements of any program
of family-centered care. Facilitated Sensemaking is one tested method to organize
care to deploy the evidence-based recommendations published by the Society of
Critical Care Medicine.
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Chapter 16
Strategies to Facilitate Communication
with Families in the ICU

Andre Carlos Kajdacsy-Balla Amaral

A Framework for Communication

Communication lies in the center of all sociocultural interactions [1]. Actions are a
product of social interactions and are preceded by some sort of communication.
Therefore, it follows that communication is a necessary component of systems
composed of more than one subject, to initiate and guide actions toward achieving
a goal.

To better understand strategies to improve communication, it is helpful to con-
sider a framework, such as the one based on the seminal work of Shannon [2],
which describes communication as the flow of information between two points.
This framework considers communication as a rational process, not taking into
account social characteristics of the participants, limitations in memory, and how
cognition influences communication [3]. These three elements modulate the flow of
information and underline why the same type of information sharing leads to differ-
ent actions and outcomes in encounters with different parties.

For this chapter we define communication as the exchange of information and
meaning between subjects, which is modulated by cognition, social aspects of the
interaction, and memory constraints [4] (Fig. 16.1).
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Fig. 16.1 Communication Clinical information
framework
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Cognitive Influences on Communication

Because individuals have different cognitive processes, people understand the same
information and meaning in different ways. Clinicians interpret a statement of “do
not resuscitate” (DNR) differently, depending on their cognitive background. In a
recent survey, patients with a DNR orders would not be offered antibiotics or oxy-
gen therapy by of 6% hospital physicians, 27% of nurses, and 30% of primary
practice doctors (p < 0.001) [5]. Therefore, it is no surprise that discussion of a “no
resuscitation” order with families is likely to lead to confusion. Many families will
instinctively (and rightly so) believe it means “no more treatments.”

Environmental factors influence cognition and understanding information. The
same information is associated with different responses if received under [1] strenu-
ous conditions (such as the family that was awake all night or struggling to visit
their loved one while working and taking care of their immediate family), [2] emo-
tional distress (such as a family members being angry due to perceptions of unfair-
ness, which leads to non-rational decisions [6]), or [3] time constraints.

For example, if a family member comes to visit their loved one after an entire day
of work and family obligations, their cognitive and emotional capacities will be
exhausted, and they won’t be able to fully engage and understand complex prob-
lems, increasing the likelihood of default decisions, such as no change in goals of
care. This phenomenon of cognitive exhaustion is well described in other situations.
For example, primary care clinicians prescribe more antibiotics for upper respira-
tory tract infections during late morning or late afternoon appointments [7].

Another important cognitive bias is the rules and norms of an institution. Local
norms related to end-of-life practices are as influential on decision-making as
patient characteristics. In the United States, the median risk-standardized hospital
rate of DNR orders is 9% (IQR 5-14%); interestingly the adjusted odds of having a
DNR order is the same for metastatic cancer or admission to hospitals with higher
rates of DNR orders [8]. The explanation for this phenomenon was elegantly dem-
onstrated in a high-fidelity simulation study. Researchers enrolled clinicians from
two organizations within the same state, but on opposite ends of the spectrum of
treatment intensity at end of life. When exposed to the same simulated patient with
a known preference for no intubation or ICU admission, clinicians from the hospital
that usually provided higher intensity end-of-life care felt more conflict and difficult
in decision-making about not providing life-supporting therapies [9].
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The Role of Clinician’s Emotional Response on Communication
and Treatment Options

It’s important to also consider that clinicians are human and also affected by their
own emotional responses and how they may influence the quality of communication
and patient’s assessments and how treatment options are explored with families and
patients.

In a qualitative study of primary care clinicians, the emotional response to a
patient’s request for antidepressants, frequently characterized by annoyance, influ-
enced their assessment and led to changes in decision-making. More interestingly,
while clinicians were unaware of this bias [10], in a follow-up randomized trial, the
same group demonstrated that not only asking for an antidepressant led to more
prescriptions for patient with (53% vs 31%) or without depression (55% vs 10%)
but also a difference in prescription rates when the request was for a brand-specific
or generic antidepressant (53% vs 76%) [11].

Unrecognized emotions are frequent in physicians [12] and may impede the use
of patient-centered skills and may be associated with harmful behaviors, such as
inappropriately interrupting the patient, changing the subject, avoiding patients’
psychological issues, avoiding bonding with patients to prevent suffering, avoiding
conducting certain medical procedures again, or avoiding patients altogether [13].

An interesting insight into how emotions can influence decision-making and
potentially outcomes is demonstrated in a simulation study of “rude” parents in
pediatrics. The authors randomized teams to meet with simulated parents that would
either provide rude comments unrelated to the team’s performance or to a control
group with neutral comments. Simulation scores for both treatment and team com-
munication were lower in those teams exposed to rudeness. This effect was miti-
gated by a strategy to modify cognitive biases before the encounters [14].

Social Influences on Communication

Social characteristics of the participants — such as hierarchical position, profes-
sional background, age, and gender — will influence the amount, type, and quality of
information sharing and understanding. These social determinants of communica-
tion can be divided into three social dimensions: affinity, rank, and knowledge [4].
Greater perceived distances in social dimensions limit shared understanding of
problems and impair communication (Table 16.1).

Affinity between subjects is how similar they see each other. These similarities
include gender, age, ethnicity, language, citizenship, and other characteristics. We
use the term affinity distance to describe differences in these characteristics
between parties involved in a conversation. For example, a conversation between
two surgeons is different than a conversation between a family doctor and surgeon.
Affinity distances influence communication, for example, in a study of perceived
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Table 16.1 Social dimensions that influence communication

Social

dimension | Definition Example

Affinity The degree to which participants | Race, gender, and cultural background
perceive similarities between them | influence decision-making [15-17]

Ranking The degree to which participants | Information sharing and acceptance of
perceive hierarchical differences | palliation at end of life are influenced by
between them socioeconomic status [18, 19]

Specific The degree to which participants | Physicians overestimate medical literacy

knowledge | have differences in knowledge in a | and tend to be more empathetic toward
specific domain (such as medicine) | patients with higher educational

background [20, 21]

differences about health beliefs, patients cared by clinicians of the same race were
more likely to have similar health beliefs than patients cared by clinicians of a dif-
ferent race [22]. Patient’s race also influenced opioid prescribing patterns in a
vignette study of patients with chronic low back pain [15], and matching patient to
physician’s gender impacts the quality of patient-centered communication [16]. An
interesting manifestation of the affinity distance is exemplified in a study about
recent immigrants to Canada, suggesting that cultural background had an impor-
tant influence on decisions at the end of life. Compared to long-term residents,
immigrants to Canada had a higher relative risk of receiving ICU admission (RR
1.16), mechanical ventilation (RR 1.28), or tracheostomy (RR 1.61) at the end of
life [17]. Interestingly, this effect was no longer observed for immigrants that had
lived in Canada for longer than 10 years, suggesting an adaptation to the social
values and norms.

Ranking is how individuals see themselves as “higher,” “lower,” or in the “same”
rank as the other subject. For example, a soldier will recognize the higher rank of
a lieutenant while in the army but may (or may not!) assign the same rank when
they meet in a nonmilitary party. Greater rank distances impair communication.
For example, socioeconomic status shapes communication encounters between
patients and physicians. Patients from lower socioeconomic status experience a
more directive and less participatory consultation, while those from higher classes
receive more information from physicians [18]. In a study of the effects of income
on decision-making in critical care, decision-makers’ willingness to accept pallia-
tion for patients on prolonged mechanical ventilation was associated with higher
income [19].

Specific knowledge is the amount of task-related knowledge that a subject has.
More knowledgeable subjects will assume a more active role in communications,
while less knowledgeable subjects will assume a more passive role. Greater knowl-
edge distances impair communication. This is an important subconscious bias, dem-
onstrated by physicians more frequently “mirroring” body language from patients
with higher educational backgrounds [20]. Information should be discussed at the
proper literacy level, but unfortunately physicians overestimate medical literacy in
as many as 54% of patients [21].
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The Effects of Memory on Communication

Memory capacity influences communication. In communications with families
about diagnosis, treatments and prognosis, most, if not all, the information is novel.
Because we are able to deal with 7 (+2) items at a time [23], the amount of informa-
tion that can be processed by families is limited, and excess information will be
forgotten or misunderstood. The implications for communication are clear, in com-
plex cases multiple meetings are required to allow families to understand all rele-
vant information, and in simpler cases, the amount of information should be limited
to allow for better understanding and decision-making.

Communication Moments in the Critical Care Environment

We meet family members both in formal and informal moments. The most recog-
nized moments of communication with families are interprofessional rounds (IPR)
and family meetings.

IPR are key moments of patient-centered interprofessional communication, col-
laboration, and education. These moments can be used to engage patients and fami-
lies in information sharing and decision-making, effectively creating family- and
patient-centered rounds (FCR) [24, 25]. Family presence at bedside rounds is advo-
cated by various professional organizations in health care, but nowhere is the need
for family-centered rounds greater than in intensive care units (ICU), where many
patients lack the capacity for medical decision-making [25]. Family inclusion into
rounds is the least studied area within family-centered care, especially in adult
ICUs. Data from two systematic reviews of family presence on rounds in neonatal,
pediatric, and adult ICUs and medical wards reveal that FCRs can lead to increased
satisfaction among patients, families, and health-care staff, enhance communication
among them, and decrease family stress and anxiety while improving patient out-
comes [24, 25]. If family-centered principles are not translated into practice, FCRs
may not have their intended results [26]. In a survey of Canadian ICUs, only 66
percent units surveyed allowed families to participate on rounds [27].

Barriers to include families on rounds include concerns about duration of discus-
sions, appropriate teaching, and difficulties in discussing goals of care during rounds
[28]. These concerns are not backed up by empirical data. Post-implementation data
of family inclusion on rounds in a trauma center suggests that their presence may
actually favor more discussions about goals of care and reduces the need for family
meetings (from 5 meeting/week to less than 1 meeting/week, p < 0.01) [29]. In a
single-center observational study of rounding time and ICU strain, the presence of
families on rounds did not influence the duration of individual patient’s rounding
time [30]. These results should be seen in the light of the potential unintended con-
sequence of not providing families with enough time for questions and decision-
making. In another study of family inclusion during rounds, the family member’s
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perception of having adequate time for questions decreased from 40% to 23%
(p < 0.02) post-implementation [31].

On the other end of the spectrum, scheduled family meetings cover a large spec-
trum of the current literature on communication with families of critically ill
patients. Having a formal family meeting within a prespecified time frame is even
considered by some to be an important marker of quality of care. However, it is
important to recognize that the literature on family meetings for critically ill patients
heavily emphasizes end-of-life care and relatively little effort is devoted to under-
standing the communication practices and gaps with family members of patients
where a decision about end of life is not being sought. Therefore, the discussion
around strategies to improve communication will also rely on data from other clini-
cal settings. The integration of formal (family meetings and bedside rounds) and
informal communication moments (bedside updates) is probably necessary to fully
support the different communication and information needs of all patients and fam-
ily members in an ICU [32].

Strategies to Improve Communication in the Critical Care
Environment

Guidelines and Good Communication Practices

Several examples of good communication practices exist in the literature [25]. They
are presented here for completeness, but the more in-depth discussion is limited to
other strategies (Table 16.2) where relevant gaps exist and clinicians may not be
aware of them.

Table 16.2 Strategies to improve communication with families

Strategy Mechanisms Example

Video-assisted education on
goals of care [33-36]

Default option for “comfort
care,” when appropriate [37]

Increase medical literacy | Decreases knowledge distances

Default options and clear
recommendations

Decreases cognitive exhaustion of
family members

Explore and validate
concerns

Decreases clinicians’ cognitive
fatigue and subconscious social
distances

Decreases affinity distance
Improves family recall of
conversation

Clinician training [38]
VALUE mnemonic [39]
Use tools to help families
express their concerns [40]

Train emotional
self-awareness

Decreases clinicians’ subconscious
social distances

Reframe problems to consider
alternative approaches [41]

Avoid conflicting
information

Decreases knowledge distance
Increases cognitive load

Nighttime communication
bundle [42]
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Good communication practices in critical care include:

Establish early (less than 48 h) meetings with families/patients.
Use a “shared decision-making” model.

Have consistent staff for each patient.

Interprofessional team participates in communication.

Open visitation, including participation on rounds.

Dk e =

Increase Medical Literacy of Patients and Families

Tools and behaviors aimed at increasing medical literacy should improve communi-
cation by decreasing social distances and helping patients and families better under-
stand treatment options. Better understanding leads to better decision-making. For
example, in a study about surrogate decision-makers willingness to accept palliation
for patients on prolonged mechanical ventilation, better knowledge of palliative
care was associated with increases in acceptance of palliation [19].

However, families understand very little about critical illness. Only 50% of fami-
lies can describe whether the patient is at risk of dying, and don’t know which
organs are failing or which treatments are being provided in the ICU [43]. Families’
limited understanding of these issues makes it “almost impossible” to make
informed decisions [44].

The systematic use of tools that cover knowledge gaps leads to changes in
decision-making. In a randomized trial of 119 hospitalized patients, preference for
a DNR order was 56% for those who watched a video about code status and cardio-
pulmonary resuscitation (CPR), versus 17% in a control group (p < 0.01) [33].
Similar effects of video-assisted education were seen for intubation preferences in
hospitalized patients [34] and for prioritizing comfort care in outpatients with
advanced heart failure [35] and elderly patients [36].

It is possible that these effects are mediated not solely by the improved knowl-
edge (in this case about goals of care) but also by providing information in a stan-
dardized way and without emotional attachments (positive or negative) that may
exist if the same information was provided by clinicians caring for the patient.

Consider the Use Default Options and Make Recommendations
When Medically Appropriate

When presenting therapeutic options, the format of presentation influences decision-
making. For example, in a randomized controlled trial of advance directives, patients
were randomized to three groups and received the same advance directive docu-
ment. However, one group received the document with “comfort care” as the default,
a second received a “life extension” default, and a third received it without a default.
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Patients were allowed to choose their option, and if it differed from the default, they
would cross it and choose their preference. Patients with a default of “comfort care”
chose comfort care more frequently than those randomized to “life extension” (77%
vs 41%, p < 0.01) [37].

These results strongly suggest that framing decisions influences choice. Therefore,
when clinicians communicate and propose plans of care, if one exists that is medi-
cally preferred, it can (and should) be suggested. While patient’s autonomy for deci-
sion-making is pivotal in communication, it should not be used as an excuse to avoid
making medical recommendations when a preferred approach exists.

In a study of four US hospitals with distinct approaches and cultures toward
autonomy and best interests, the training environment influenced trainees’ attitudes
regarding decision-making and on their willingness to discuss and suggest limita-
tions in goals of care [45]. Those trained in hospitals with a strong patient autonomy
culture had an unreflective attitude about autonomy and would offer treatments at
the end of life even when their medical expertise would suggest otherwise.
Professional guidance is relevant for medical decision-making and should be used
to help families. This is not to say that families may not disagree with the recom-
mendations and ask for a different plan of care. Default options help in solving this
problem as they institutionalize the suggested “norm” for certain conditions while
empowering patients and families to make different decisions.

Explore and Validate Concerns

Exploring and validating patient’s concerns lead to in-depth understanding of
patient’s symptoms, feelings, expectations, and ideas. When patients/families ask
questions or make assertive statements/requests in a meeting, exploring these con-
cerns can influence outcomes of the discussion. In an ideal situation, these concerns
would prompt clinicians to further investigate the subject and come to better
informed decisions; on the other hand, said concerns may also lead to premature
closure when taken at face value, leading to poorly informed decisions.

Clinicians frequently don’t respond to important emotional cues during an
assessment [46], which is important as responding to those increases patient’s recall
of information [47]. Moreover, clinicians react to these emotional cues by reducing
communication space (e.g., topic changing) instead of acknowledging the informa-
tion. For example, neurologists reacted to patient emotions by reducing space
(changing subject, taking no notice, giving medical advice) for 58% of cues and
76% of concerns [48].

Exploring concerns positively changes decision-making. In a study of patients
with and without depression, a patient’s request for antidepressants influenced pre-
scribing behavior ten times more when concerns were not explored (OR 43 vs 4) [49].

Clinicians can be effectively trained to recognize and respond to these emotional
cues [38], and patients can use tools, such as the interactive tailored patient assessment
(ITPA), to increase their expression of cues and concerns [40]. Interestingly, the
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Table 16.-3 VALUE ] Item | Description
$2§?ﬂ0r§? ;g]ap proach family \% Value and appreciate what family members say
& A Acknowledge family members’ emotions
L Listen
8] Understand the patient as a person by asking
questions
E Elicit questions from family members

most common type of emotional cue is a verbal hint to a hidden concern (such as “I
hope it won’t be worse than the last treatment” or “Is this normal?”’) [40].

Responding to these cues in an empathetic way is also important. In a study of
empathy during family meetings of critically ill patients, clinicians commented on
the difficulties of the SDM role, about having a loved one critically ill, and on
anticipation of death [50]. The number of empathetic statements was associated
with family satisfaction with the meeting. The authors suggested the following rec-
ommendations for empathetic behaviors:

1. Take a moment at the beginning of a family conference to inquire into the fami-
lies’ emotional state.

2. Acknowledge both verbal and non-verbal expressions of emotion. Use these
expressions of emotion as opportunities to support family members.

3. Create empathic opportunities by acknowledging that most families face a sig-
nificant emotional burden when a loved one is critically ill or dying.

In another study of the emotional content of family meetings in the ICU, three
types of statements were associated with increased family satisfaction: [1] assur-
ance that the patient will not be abandoned, [2] assurance that the patient will be
comfortable and won’t suffer, and [3] support for decisions about end of life,
whether to withdrawal or not [51].

Exploring concerns may also improve outcomes for family members. In a multi-
centric randomized trial in France, the use of a structured approach to family meet-
ings at the end of life, which included several strategies directed to exploring and
validating concerns (VALUE [39], Table 16.3) and family member’s symptoms of
anxiety (67% vs 45%, p = 0.02) and depression (56% vs 29%, p = 0.003), decreased
significantly in the intervention group [52].

Train Emotional Self-Awareness

Because emotions interfere with clinician’s responses to patients’ and families’
requests, increased self-awareness may lead to less biased assessments and treat-
ments. Most aspects of social distances should be removed once the clinician prac-
tices self-awareness or consider the use of decision-rules that are clearly outlined.
The act of removing these biases has also been termed cognitive debiasing, and
others have suggested several strategies to mitigate it [14, 53].
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Consider self-reflection when in meetings with families. Self-reflection may help
reframe problems and diagnosis to identify missing or incorrect information [41].
After, or ideally during an encounter, clinicians can ask themselves questions that
may point toward biases and use these to reorient the discussion. Common ques-
tions that can help include:

Were there any points at which I wanted to end the visit prematurely?

If there were relevant data that I ignored, what might they be?

What would a trusted peer say about the way I managed this situation?

Were there any points at which I felt judgmental about the patient — in a positive
or negative way?

Sl

Avoid Conflicting Information

Parents of hospitalized children most often attribute miscommunication to conflict-
ing information from health-care providers [54]. Families of critically ill patients
are exposed to a large number of different providers, increasing the chances of con-
flicting information, and decreasing trust in the team and satisfaction with care. As
many of these encounters occur at night, strategies to improve nighttime communi-
cation may prove useful to increase family’s experiences.

In a single-center pediatric study, a nighttime communication bundle led to
improvements in parent-reported quality of communication [42]. The bundle
included [1] an early nighttime interprofessional brief to discuss active patients and
family concerns, [2] bedside team huddle on the two most active patients, and [3] a
written family update sheet for the two most active patients written by the daytime
team. A strategy commonly used by experienced clinicians to avoid the traps of
conflicting information involves asking families to explain their understanding of
the current situation, their expectations, and what they have been told in previous
encounters.

Conclusions

A framework for understanding communication beyond the simple concept of
information sharing is helpful in understanding communication problems and
potential solution. The role of emotions, cognition, social aspects, and memory in
communication cannot be overseen and may actually represent important variables
that can help clinicians improve communication in difficult situations.

Based on this framework, this chapter discussed five generic and practical strate-
gies that can help clinicians assess and reshape their communication practices.
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Chapter 17
End-of-Life Care

Jennifer L. McAdam

End-of-Life Care

Intensive care units (ICUs) offer aggressive treatments with the goal of helping
patients recover from life-threatening conditions. When these efforts are unsuccess-
ful, the next measures rely on end-of-life care [1]. Mortality rates in ICUs remain
high, where on average one in five patients will die either in the unit or shortly
thereafter [2]. In many of these cases, patients die after the decision is made to with-
draw or withhold life-sustaining therapies [3—5]. During this process, ICU families
who participate in making these difficult decisions may suffer both physically and
psychologically [6-8]. They often face challenges they are not equipped to under-
stand [9]. Families may experience confusion, frustrations, anger, or shock [10, 11].
They are preparing for the loss of their loved one, often not knowing what to expect
during this time [10, 12, 13]. This burden impacts families in many ways and may
lead to negative sequelae [14—16]. An ICU patient’s wife demonstrates this suffer-
ing, “Brutal hell. The whole process has just ripped the life out of me. My husband
suffered greatly for all of this. This is just something that you don’t ever wanna see
a loved one go through...” [17].

Providing family-centered care in the ICU is a recommended practice [18].
Optimizing the support given to families using evidence-based strategies may
help improve family and patient outcomes. These approaches should be a high
priority for the healthcare team. This chapter will cover the care of families of
dying ICU patients. It will focus on the symptom burden experienced by families
as they transition from intervention to end-of-life care and will offer practical
interventions to help alleviate families’ symptom burden. This chapter will also
provide suggestions on how best to support families that are in conflict during
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end-of-life decision-making. In addition, it will discuss strategies that help
families prepare for and cope during the transition where the patient is actively
dying. Finally, issues affecting end-of-life care of families of underrepresented
and LGBTQ populations will be discussed.

Family Symptom Burden

ICUs can be an extremely stressful environment for families. In one study, research-
ers found that ICU families whose loved ones were at high risk of dying had a high
prevalence of traumatic stress, along with high levels of intrusion symptoms (unwel-
come thoughts about the ICU) and hyperarousal symptoms (heightened startle
response and nightmares) [19]. In addition, 60% of these families were at risk for
anxiety, 43% were at risk for depression, and 90% had other distressing symptoms
such as fatigue, sadness, frightened, poor appetite, and poor well-being [19]. Three
months after the ICU experience, these same families still had high levels of trau-
matic stress, anxiety, and depression [20]. Others have also found high levels of
PTSD [6], anxiety [21], and depression [21] in families during the ICU stay.
Research supports that ICU families carry a high symptom burden.

These sets of conditions during and after the ICU visit affect families in multiple
ways. First, these symptoms have been associated with long-term negative conse-
quences such as PTSD [14, 22], anxiety [6, 20], prolonged grief [15, 22, 23], and
major depression [14, 24]. Occurring well past the ICU stay, this constellation of
symptoms has been termed post-intensive care syndrome-family [25, 26]. Second,
a high symptom burden may impact the way families’ process information and deal
with situations in the ICU. For example, high levels of stress and anxiety may affect
the families’ ability to participate in decision-making [27]. When they are stressed
or anxious, they may over- or underestimate the effectiveness of treatment options
[28]. Or, they may have trouble concentrating and understanding information pre-
sented to them [29]. As a nurse noted in one study, “...[we know] when communica-
tion is not working such as when [the family’s] eyes glaze over” [30]. The
consequences of a high symptom burden affect the well-being of the family, affects
patient care, and may lead to frustration for the healthcare team.

Interventions to Help Alleviate Families’ Symptom Burden
(See Table 17.1)

The high symptom burden of ICU families is typically influenced by several compo-
nents including the information needs of the family, decision-making stressors, and
pre-existing risk factors [27]. In order to better support ICU families, interventions
targeting the multifactorial nature of their symptom burden are needed. The first



17 End-of-Life Care

Table 17.1 Multifactorial approach to help alleviate ICU family symptom burden
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Informational needs

Decision-making

Pre-existing family symptoms

Provide only the most
critical information [34]
Repeat critical information
several times if needed [34]

Tailor the decision-making
approach to the individual

family case, but active and
shared decision-making is

recommended [41]

Routinely assess families for risk

factors (i.e., female family
members, spouses, poor coping
skills, etc.) [45]

Use multiple formats to

Remain unbiased [42, 43]

Routinely assess families for

deliver information (e.g.
electronic tablets, written
brochures) [18, 29, 35]

Provide daily updates [36]

symptom burden [45]

Use validated tools such as the
Hospital Anxiety and Depression
Scale [46] and the Impact of Event
Scale-Revised [47, 48] to assess
common symptoms such as anxiety,
depression, and traumatic stress

Avoid personal opinions
[42, 43]

Allow time to process
information [37]

Accept the families’
decision [42, 43]

Provide consistent
information [36]

Sources: Davidson et al. (2017) [18], Stephenson (2006) [29], Price (2017) [34], Chiang et al.
(2017) [35], Seaman et al. (2017) [36], Fawole et al. (2013) [37], Kon et al. (2016) [41], Adams
et al. (2014) [42], Stapleton et al. (2006) [43], Kentish-Barnes et al. (2009) [45], Zigmond et al.
(1983) [46], Creamer et al. (2003) [47], Weiss (2004) [48]

component, information, has consistently been reported in the literature as one of the
most important needs of ICU families [31-33]. Although formal education and struc-
tured family care conferences are recommended to provide information [18], other
techniques can be effective. Families who are stressed and anxious may better process
only the most critical information, requiring this information multiple times [34]. This
will assist the family in focusing on the main issues and help to mitigate overload. In
addition, they may need the information given in multiple formats such as verbal,
written, or electronic [18, 29, 35]. One group of researchers found that providing
education and information via an electronic tablet significantly reduced depression
and anxiety in ICU families [35]. Another routine for delivering information includes
providing families daily updates [36]. This permits more time to process information,
[37] the goal being to prevent confusion and frustration [38]. In one study, the major-
ity of families wanted to receive information about the patient’s progress on a daily
basis. As one family member stated, ““...Just inform us from day one that today he is
this and that. Maybe at least twice a day or even once a day” [10], p. 61.

The second component in reducing families’ symptom burden is related to
decision-making stressors. Surrogate decision-makers often face uncertainty,
experience empathetic suffering and tension, and have conflicting emotional
needs [17, 39]. The negative outcomes associated with this state are that fami-
lies may focus on small details rather than the big picture. They may seek more
positive prognostic information. However, they may disbelieve this information
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and demand inappropriate treatments [40]. As one family member in a recent
study stated, “...if I didn’t like my options, I would search out other options”
[40], p. 245.

By recognizing in advance the strain this role may place on families, interven-
tions can be initiated to help support them. The current recommendation to best
support surrogate decision-makers includes tailoring the decision-making pro-
cess (i.e., shared, active, or passive) to each individual case [41]. In one study,
researchers reported that 65% of surrogate decision-makers preferred an active
decision-making role, 35% preferred to share the responsibility, and none of the
families preferred a passive role. They also found that when families used the
decision-making approach of their choice, it helped surrogates to better cope
with the experience [17]. Other supportive interventions cited by family deci-
sion-makers include that the healthcare team remain unbiased, avoid personal
opinions, and accept the decision of the family [42, 43]. This improves families’
trust with the healthcare team and reduces families’ decisional regret and psy-
chological burden [44].

Finally, the third component to consider is pre-existing family risk factors.
Researchers have reported female family members [8, 19, 23], spouses [8, 19], fam-
ilies of patients of a younger age [8, 19], families of a race other than white [19], and
poor family coping [27] tend to have a higher symptom burden. Although most of
these are non-modifiable, it is recommended that families are routinely assessed for
their risk factors and symptom burden while in the ICU [45]. Using validated tools
such as the Hospital Anxiety and Depression Scale [46] and the Impact of Event
Scale-Revised [47, 48] to recognize these high-risk families, interventions can
begin early in the ICU stay. Appropriate referrals such as counseling, palliative care,
spiritual care, and ethics consultations can be given to help reduce potential negative
consequences [45].

Supporting Families During Transitions in Care
(See Table 17.2)

Transition from active treatment to end-of-life care in the ICU is complex for mul-
tiple reasons. Identification of patients who will not survive the ICU stay is difficult
[49]. A lack of agreement often exists between different disciplines regarding the
goals of end-of-life care [50-53]. The families may be in denial and not ready to
accept the outcome [10]. Having an understanding of the key transitional stages
describing the end-of-life trajectory in the ICU is helpful in overcoming some of
these challenges. These transitions as described by Coombs and colleagues [54]
include the following:

e Admission to the ICU where there is still hope of recovery.
e Transition from aggressive treatment to end-of-life care.
e The actively dying patient.
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Table 17.2 Interventions to support families in each transition phase

Hope of recovery Intervention to EOL Actively dying patient

Prepare families for what Consider the length of the Use end-of-life protocols to help

they may see, hear, transition that patient is in the | guide withdrawing and/or

experience [12] ICU (acute condition vs withholding of life-sustaining
chronic condition) [61] measures [78]

Hold a family meeting early | Give families time to adjust to | Avoid the use of the term
in the ICU stay (within this phase [38] “withdrawal of care” [89]
3-5 days) [12, 55]
Use a family coordinator of | Deal with family conflicts by | When a decision is made to
care [56] using relationship building withhold or withdraw life-
communication skills [66] sustaining measures, there
should be no delays; it should
occur as soon as possible [61]

Use a family coordinator of Keep the patient in the ICU [78]

care [56]

Incorporate palliative care Maintain consistent staff caring
principles early in the ICU for the patient and family [57]
stay [71]

Clarify information and help | Do not abandon the patient and
assist families recognize the | family [91]

deteriorating status of their
loved one [38]

Assess nonverbal cues and Display caring behaviors [57]
utilize these as indicators of | Prepare families for the dying
family readiness [30] process (what they may see,

hear, the timeframe) [57]

Allow families to be present and
participate in patient care [78]
Prepare the room for the dying
process by creating a sacred
space [57]

Sources: Coombs (2010) [12], Bloomer et al. (2017) [30], Peden-McAlpine et al. [38], Torke et al.
(2016) [56], Wiegand (2016) [58], Wiegand et al. (2010) [62], Chiarchiaro et al. (2016) [67],
Noreika et al. (2015) [72], Downar et al. (2016) [79], Connolly et al. (2016) [90], Hinkle et al.
(2015) [92]

Supporting Families During the Transition Stage: Admission
with Hope of Recovery

In the first transition, the use of full and intensive interventions predominates patient
care. This is also the stage where families begin their adjustment to the ICU. In this
stage, the healthcare team should prepare families on what they may see, hear, or
experience while visiting their loved one in the ICU [12]. It is important to hold
family meetings early in the ICU stay, within 3-5 days if possible [12, 55].
Additionally, ICUs should consider having a coordinator of care for the family. One
group of researchers reported that the use of a family navigator who provided infor-
mational and emotional communication needs was feasible and well received by
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both families and staff [56]. Another group of investigators assessing the use of a
communication facilitator found this intervention was associated with a decrease in
families’ depressive symptoms 6 months post-ICU death with a reduction in ICU
costs and length of stay at the end of life [57]. As care can seem fragmented to fami-
lies [58], the use of this type of family support person has shown to reduce the
intensity of end-of-life care [57] and improve communication, satisfaction, and
patient-centered care [59, 60].

Supporting Families During the Transition Stage:
Intervention to End of Life

The second transition is typically initiated when the healthcare team notes a contin-
ued deterioration in the condition of the patient. This stage is usually the most prob-
lematic and challenging to navigate for both the healthcare team and families [54,
61]. This transition, from intervention to end of life, occurs when the patient’s con-
dition is not improving and decisions need to be made on how to proceed [54]. The
duration of this transition period can affect how families perceive the dying process
in the ICU. For example, in one study, when the patient had an acute illness and died
suddenly, families reported that although the suddenness was difficult for them, they
still thought it was a “good death” because the patient didn’t suffer [62]. Conversely,
families viewed the death of patient with a prolonged hospital course as a “bad
death,” as they questioned the rationale behind treatments and why their loved one
had to suffer [62]. It is important to realize that families’ experiences will differ
depending on the time it takes to process the information [38]. As one group of
researchers noted, “time is a valuable commodity where we give families the oppor-
tunity to move from a position of hope for recovery to understanding the discussions
and impact of end-of-life care” [54], p. 524.

During this transition from intervention to end of life, families often have inter-
personal conflicts that need to be addressed and managed. Families struggle with
not wanting to feel responsible for their loved ones death, the desire to continue to
pursue recovery, and the need to preserve the family well-being [39]. This can lead
to confusion, anxiety, depression, and stress in families [19, 63, 64]. This in turn can
lead to poor coping strategies within families [39] and misunderstandings and mis-
communication with the healthcare team [10, 65, 66].

Several strategies can help families in conflict. One approach, discussed earlier,
is the use of a family support coordinator; it has been shown to help conflicted fami-
lies by improving their satisfaction with ICU communication and care [60]. In addi-
tion, updating families daily with factual information and gradually helping them
face bad news assisted families in making difficult decisions [40, 44]. Nurses can be
key in this area, by interpreting and clarifying the medical information for the fam-
ily and by helping the family recognize the deteriorating status of the patient [38].
As one nurse observed, “...they’ve just had really bad news, so there’s got to be a
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bit of [emotional processing] with what they do, and I try and give it to them in
small increments so they don’t get a big waft of information all at once” [30], p. 694.
In addition, the healthcare team can assess the nonverbal cues (e.g., body position-
ing such as crossed arms, avoidance actions such as leaving the room) of families
and use these indicators to balance when the most appropriate time should be for
delivering information which may reduce conflict [30].

Another effective intervention for dealing with family conflict involves the
development of communication skills that are relationship-building rather than
task-related. Relationship-building communication skills consist of respecting
families, supporting them emotionally, and expressing empathy. For compari-
son, task-oriented communication skills ensure families understand medical
facts and their role as a decision-maker. In managing conflicts, the use of rela-
tionship-building communication has been found to be more effective in help-
ing deal with family disagreements [67, 68]. Other relationship building
techniques such as the VALUE tool and NURSE mnemonic have been reported
in the literature to be helpful in dealing with conflicted families making end-of-
life decisions [12, 69, 70].

Another strategy to support families during the transition from intervention to
end of life is to incorporate palliative care principles early in the patient’s ICU stay.
This approach improves the quality of life of both patients and families who are
experiencing a life-threatening illness. Palliative care includes such tenets as com-
munication, symptom management, and early goal setting that is in line with the
patients” wishes [71]. Incorporating palliative care into the ICU can occur by the
use of a consultative model, or an integrative model — or a combination of both
models. The consultant model focuses on increasing the involvement of individu-
als, outside of the ICU who have specialty training in palliative care [72]. The
integrative model focuses on embedding palliative care principles and interven-
tions (e.g., communication and symptom management) into the daily practice of
the ICU team [72]. There are trade-offs to each model (see Table 17.3) [73], but the
use of the consultative model appears to be used much more frequently in the acute
care setting [74].

When incorporating palliative care into the ICU, especially using the consulta-
tive model, it should be done early and it should be ongoing. This allows families
the opportunity to develop relationships and build trust with palliative care consul-
tants. A current study assessing the effectiveness of palliative care-led meetings for
families of chronically critically ill patients highlights this point. The investigators
found that this intervention did not decrease anxiety or depression in families and,
in fact, may have increased their PTSD symptoms. This lack of benefit may have
been due to the structure of the intervention: families only had one or two meetings
with the palliative care team, and relationship building and trust were likely difficult
to achieve. Their recommendation and a reasonable conclusion are that palliative
care consults with families should be ongoing, and this should assist with identify-
ing families at high risk for poor emotional outcomes that would benefit most from
palliative care interventions [75].
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Table 17.3 Pros and cons of the main models for integrating palliative care in the intensive care

unit
Integration by critical care team
Model Consultation by palliative care service in daily ICU practice
Advantages Expert input from interdisciplinary team of | Availability of palliative care
specialists for all ICU patients and families
Expertise already exists, additional training | Palliative care service not
unnecessary required
Empirical evidence of benefit Clearly acknowledges
Continuity of care before, during and importance of palliative care as
after ICU core element of intensive care
Facilitation of transfer out of ICU for Systematization of ICU work
end-of-life care, if appropriate processes promotes reliable
performances of palliative care
Disadvantages | Requires palliative care service with Requires education of ICU

adequate staffing and other resources
Palliative care clinicians may be seen as
“outsiders” in ICU

Consultants may lack familiarity with
biomedical and nursing aspects of critical
care

Activities of palliative care and ICU teams
may overlap and/or conflict

Consultants must rapidly establish effective
relationship with patients/families
Fragmentation of care may be compounded
ICU team may have less incentive to
improve palliative care knowledge and skills

clinicians in palliative care
knowledge and skills

Depends on commitment of
critical care clinicians and
supportive ICU culture
Requires dedication of staff and
other resources that may be
lacking in ICU

Requires handoff to new team
for post-ICU palliative care for
patients who cannot benefit
from or no longer need the ICU

© Used with Permission from Wolters Kluwer, Nelson et al. [73]. https://www.ncbi.nlm.nih.gov/
pubmed/20562699
ICU intensive care unit

Supporting Families During the Transition Stage:
The Actively Dying Patient

In the final stage, when the patient is actively dying, making the patient comfortable
and ensuring that families are adequately supported become the goal [54].
Interventions during this transition focus mainly on palliation for the patient and
grief and bereavement support for families. These interventions will be discussed in
terms of end-of-life protocols, healthcare team factors, educational needs, and envi-
ronmental elements.

End-of-Life Protocols

Protocols or guidelines surrounding both end-of-life care and treatment withdrawal
are complex, used inconsistently, or may be lacking in many ICUs [76-78]. However,
it is clear that having standardized protocols of these practices is helpful for all
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involved [79-81]. For example, Epker and colleagues, using a standardized protocol
for end-of-life care, found that patients’ achieved adequate comfort, were well
sedated, and showed few signs of distress such as terminal restlessness, death rattle,
or stridor [82]. Others have found similar benefits when using a standardized proto-
col on withdrawing mechanical ventilation [83] and providing end-of-life care [30].

In general, removal of life-sustaining measures and ventilator support should

include the following:

Ensure a do-not-resuscitate (DNR) order has been documented [84, 85].

Ensure that analgesics and sedatives are at the bedside, with the recommendation
for both infusions and bolus doses as needed [79].

Discontinue any treatments that do not provide comfort (i.e., lab draws, antibiotics,
vasopressors, dialysis, I'V fluids, neuromuscular blockade agents) [79, 80, 86].
The typical order of withdrawal of life-sustaining measures is vasopressors and
inotropes followed by mechanical ventilation [79].

Consider two approaches for ventilator removal: terminal weaning or immediate
extubation. The suggested method is immediate extubation; however, the strategy
chosen should be individualized to reflect the patient situation and their values
and preferences [79]. See Table 17.4 for description of both methods of ventilator
removal along with the positives and negatives of both approaches [80, 87-89].

Table 17.4 Two primary methods of mechanical ventilation removal

Immediate extubation

Terminal weaning

Description:

Description:
Gradual withdrawal of ventilator assistance
by decreasing the amount of inspired
oxygen, decreasing the ventilator rate and
mode, and/or removal of positive end-
expiratory pressure (PEEP)
Usual time for extubation can range from
30-60 min but in some cases may be over
days

Abruptly removing the patient from the
ventilator by extubation

Provide suctioning (if necessary)

Provide humidified air or oxygen to prevent
airway drying

Positives:

Positives:
Allows titration of medications for better
symptom management
Maintains airway for suctioning (if
necessary)
Patient has less potential to develop upper
airway obstruction
Moral burden on family may decrease
because method appears less active

Patient free of tubes
Dying process less likely to be prolonged

Negatives:

Dyspnea

Potential for airway obstruction and gasps
Potential to be more stressful to patient/family
Time course to death is unpredictable but is
typically shorter than terminal weaning

Negatives:
May prolong dying
Patient unable to communicate
Barrier of technology/machine between
patient and family
Time course to death is unpredictable

Sources: Downar et al. (2016) [79], Truog et al. (2008) [80], Billings (2012) [87], Campbell (2007)
[88], Szalados et al. (2007) [89]
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Finally, when the decision to withdraw life-sustaining measures is made, two key
principles may be kept in mind. The first is avoiding the phrase “withdrawal of care”
as it is factually inaccurate and can make families and patients feel abandoned [90].
It is essential to emphasize that care continues even if the goals of care change from
intervention to comfort. The second is that once the decision to remove life-
sustaining measures is made, the plan of care should be implemented promptly,
ensuring that delays are avoided at all possible. In one study, delays in withdrawing
treatment was labeled “a bad death” by families [62]. In another, families became
distressed with delays in withdrawing treatment [91].

Healthcare Team Factors

When patients are actively dying, one important consideration for the healthcare
team is ensuring that consistent staff are caring for the patient and their family [58].
In addition, the healthcare team needs to be present with the dying patient and their
family. Do not abandon them during this stage [92]. Families have reported feelings
of anger and disappointment when the healthcare team disappears [91]. Equally
important to families is that physician(s) visit with them, even if they are no longer
treating the patient, to assess how they are doing. Families have reported that these
visits helped them answer questions, provided them with recommendations, and
provided them with clarification of information [91]. Other benefits of this to fami-
lies include a feeling of confidence, the opportunity to have all of their questions
answered, the ability to build trust in the healthcare team, and a significant reduction
in PTSD, prolonged grief, depression, and guilt [57, 69, 93]. Finally, it is imperative
that the healthcare team display caring behaviors. While this point may seem obvi-
ous, many ICU families still feel that the team is not always respectful and caring
[10, 42]. Families report small acts such as combing the patient’s hair, calling them
by their name, and making sure the patient is clean are very meaningful to them
during the dying transition [58].

Educational Needs

An important educational need for families of actively dying patients is for them
to know what to expect during the dying process and withdrawal of life-sustain-
ing measures [58]. Education should include the expected duration, which can
be anywhere from minutes to days. An important point to highlight to families
is if the team feels death may be delayed or prolonged. Most families believe
that once life-sustaining measures are discontinued, the dying process will be
quick. When it is not, families may become distraught and frustrated [58]. As
stated by a family member in one study, “It isn’t what I expected. I expected this
to happen quickly. When you think of removing life-support you think it’s going



17 End-of-Life Care 241

to happen quickly” [91]. Education should also include what to expect, such as
the sounds the patient may make and changes in breathing patterns [79].
Assuring families that the patient will be comfortable is vital. Another helpful
tool for families is a diary [94]. One group of researchers found that families
who kept a diary had a better rational and emotional understanding of the
patient’s death [95]. Finally, when providing family education, it should take
several forms (i.e., verbal, brochures, videos) depending on family needs, back-
ground, characteristics, and emotional state. Effective education occurs when it
is delivered in a sensitive, empathetic, respectful, and patient-specific
manner [96].

Environmental Elements

Several environmental and organizational elements should be considered during
this transition. First, keep the dying patient in the ICU and only transfer them if it is
absolutely necessary or requested by the family [79]. Second, allow families to have
patient access at all times and allow them to be present when the patient is actively
dying if they wish [79]. Third, prepare the ICU room for the dying process [58].
This is achieved by giving families privacy, providing comfortable chairs, providing
beverages and snacks, and removing all unnecessary equipment [58]. In one study,
this was termed creating a “sacred space.” [38] It is important to create this space to
both encourage and allow families to say goodbye. Finally, ICUs should consider
allowing families to participate in care, if they desire, by providing a bed bath, mas-
sage, oral care, and even postmortem care [79].

The End-of-Life Care Needs of Underrepresented Populations

End of life in the ICU is challenging but can be more so for underrepresented popu-
lations. Families from an ethnic minority group are at higher risk of conflict and
stress due to differences in their cultural background [97, 98]. In these populations,
common issues that occur revolve around communication and information sharing,
religious beliefs, cultural norms and values, care practices, and attitudes toward ill-
ness and treatments as well as attitudes toward death and dying [99]. The potential
for miscommunication increases when there are multiple cultures and languages
involved [100]. When this happens, the use of specific religious leaders, community
leaders, or professional interpreters has been shown to be helpful [100]. When lan-
guage is an issue, beneficial interventions include speaking slowly, reducing back-
ground noise, and using pictures or drawings as needed [101]. Attitudes and beliefs
toward illness, treatments, death and dying, and decisions to withdraw or withhold
life-sustaining treatments vary depending on the patient and families’ cultural back-
grounds and religious preferences [102, 103, 104]. Conflict can be reduced by
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treating these as clinical procedures that deserve the same preparation and expecta-
tion of quality as other procedures [104].

Differences in cultural norms and values as well as care practices between the
ethnic minority and ethnic majority are daily challenges in the ICU. In one focus
group study, ICU nurses from Norway discussed challenges of caring for immi-
grants from sub-Saharan Africa and from Middle Eastern countries. One challenge
presented included protecting other patients and families from ethno-culturally
based expressive behaviors such as crying uncontrollably and shouting loudly. The
nurses also discussed the need to balance control of the clinical environment versus
the families’” need of self-determination. This was exemplified in the number of visi-
tors of some of the families (up to 50 at a time) to the time spent holding a family
vigil [98]. In another ethnographic study, Van Keer and colleagues discussed con-
flicts that professionals in a Belgium ICU experienced when caring for immigrants
from North Africa, Turkey, Central Africa, and Southern Europe. In this study, most
conflicts involved the appropriateness of bedside care activities, the high emotional
involvement of the family contrasted with the low emotional involvement of the
ICU professionals, and end-of-life decision-making. In the latter case, many of the
minority families considered the decision to withdraw treatment as an act of “kill-
ing” the patient, and they held onto a strong belief in infinite cure expectations as
well as the idea that God/Allah would decide the fate of the patient [99]. Steps that
may help prevent conflict in these areas include acknowledging these differences
occur, avoid stereotyping individuals, being sensitive to cultural customs, and nego-
tiating compromises [98, 99, 105]. In one study, nurses demonstrated cultural sen-
sitivity by showing respect for rituals (e.g., playing Buddhist music for a dying
patient) and religious symbols (e.g., placing a statue of an Indian god near the
patient). Minority families reported that these gestures helped them preserve their
cultural traditions and helped them feel supported by the healthcare team [105].
Finally, incorporating training on the variety of attitudes in our multicultural society
and by maintaining an open dialogue on end-of-life issues can improve care given
to minority patients and families [99].

The End-of-Life Care Needs of the LGBTQ Community

There is documentation that socially excluded populations such as lesbian, gay,
bisexual, transgender, and queer (LGBTQ) communities may receive poorer access
to end-of-life care than their heterosexual counterparts [106]. Members of this pop-
ulation often hide their identities due to fear of stigmatization [107]. This can lead
to feelings of isolation and may prevent or delay them from seeking appropriate
healthcare resources [108]. Members of this population have stated that although
healthcare providers’ attitudes toward them were vital to their care [109], discrimi-
nation is still common in healthcare settings [110, 111]. In one survey, lesbian, gay,
or bisexual individuals reported that 34% had concerns about arranging end-of-life
care and 24% expected to face barriers relating to their sexual identity when
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planning a funeral [112]. Here are key issues that LGBTQ partners often face at the
end of life, along with strategies that may better support this population.

When facing the patient’s end of life, LGBTQ partners may struggle with living
openly for fear of discrimination [113]. This fear could prevent them from accessing
supportive end-of-life resources such as palliative care or hospice care because of
stigmatization [114, 115]. This anticipated discrimination leads to feelings of care-
giver burden, isolation, and vulnerability [116]. One strategy that may promote
inclusion is representing LGBTQ language and imagery in promotional materials for
these services. This may decrease the invisibility felt by this population and may
improve perception that these resources are inclusive [117]. Other concerns for
LGBTQ partners are being excluded from participating in decision-making or being
denied access to the patient at the time of death [116]. A strategy that may alleviate
this concern is to encourage advanced care planning [113]. This will provide a legal
framework for the partner to be involved with the patient’s care and will prevent any
confusion on the patient’s choice of surrogate [113]. As one healthcare worker stated,
“If you have the paperwork done, it alleviates the chaos, and makes the roles really
clear ... the partner could just get on with giving care. Then everything around the
death went smoothly as there were defined roles and responsibilities” [118], p. 544.

Other issues cited by LGBTQ partners are feelings of social isolation and the
need to silently mourn their loved one [113]. Strategies that may help mitigate these
emotions can be as simple as asking them about their needs, their well-being, and
whether they feel they have enough support [116]. In addition, offering support
groups that are specific for the needs of LGBTQ people could be beneficial [119].
Another area of concern for LGBTQ partners is around religion and spirituality.
This is an area often ignored even though many in this population can be deeply
rooted in faith [114, 116]. Healthcare workers need to consider the role of religion
and spirituality in this population to better deliver holistic end-of-life care [117].
Finally, heterosexual assumptions about identity and family structure are also com-
monplace [114, 116]. A key way to improve this is to promote inclusive language.
Asking the patient who they would like to be involved with their care or using
straightforward questions such as “who are the most important people in your life?”
or “what is your preferred name?” can help start conversations between patients,
families, and providers and create an open, nonjudgmental environment [117].

Conclusion

Supporting the ICU family is important for healthcare professionals in providing
family-centered care. Recognizing and alleviating the symptom burden in families
both during and after the ICU stay can help reduce negative outcomes. Supporting
families through ICU transitions from the hope of recovery, to patient decline, to the
actively dying patient is essential. Finally, it is necessary to understand the barriers
of providing quality end-of-life care and the importance of overcoming those barri-
ers in providing effective care to all ICU families.
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Chapter 18

The Integrative Approach to Supporting
Families in the ICU

Delia Chiaramonte

Introduction

Integrative Medicine Defined

Integrative medicine emphasizes the care of the whole person and uses multiple
therapeutic approaches to support optimal health and healing. It is provided along-
side conventional medicine and includes aspects of lifestyle management. Defining
principles of integrative medicine include [1, 2]:

e Patient and practitioner are partners in the healing process.

e Integrates conventional and complementary methods for treatment and
prevention.

e Engages mind, body, spirit, and community to facilitate healing.

* Supports the body’s innate healing response.

e Maintains that healing is always possible even when curing is not.

* Practitioners of integrative medicine should actively practice self-care.

The label “alternative medicine” is generally avoided as it suggests using com-
plementary modalities, such as acupuncture or massage, in lieu of conventional
approaches rather than alongside them. Conditions for which integrative medicine
is commonly used outside of the intensive care unit (ICU) include pain, anxiety,
headache, sleep dysfunction, and stress [3].
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The Healing Encounter

Creating an optimal healing encounter, for patients and families, requires more than
simply the accurate implementation of pharmaceuticals or procedures. It includes a
focus on collaborative and relationship-centered care, attention to the treatment envi-
ronment, a healing intention, and clinicians who attend to their own wellness [4].
Establishing a therapeutic relationship with the patient and family is crucial. Psychiatrists
with strong patient relationships using placebo medication for depression have better
outcomes than psychiatrists rated lower on relationship skills administering active drugs
[5]. Thus, the clinician his or herself contributes directly to the healing encounter.

The Need for Physician as Mentor for Health

Practitioner self-care is a tenet of the integrative approach to the care of patients and
families. Yet the culture of medical and nursing training may encourage physicians
and nurses to ignore their hunger, fatigue, elimination needs, and psychological
stress. Thus, ironically, healthcare providers who are tasked with shepherding peo-
ple to health often fail to attend to their own health and wellness.

Prolonged psychological stress can lead to burnout, which is significantly more
common in physicians than in the general population [6]. Intensive care unit clini-
cians, both physicians and nonphysicians, are at particularly high risk with over
50% experiencing burnout [7]. Burnout syndrome is characterized by depersonali-
zation, emotional exhaustion, and a reduced sense of personal accomplishment and
can be associated with anxiety, hopelessness, lack of professionalism, physical
symptoms, and decreased empathy [8]. Alcohol abuse is associated with burnout in
medical students [9], yet many burned out clinicians do not seek help because of
perceived stigma of admitting to burnout [10]. Burned out physicians may provide
less than ideal patient and family care, and physician burnout is associated with
decreased patient and, presumably family, satisfaction [11]. ICU clinicians who
practice wellness behaviors, such as exercise, mindfulness, self-reflection, and
group support, may decrease their risk of burnout [12, 13].

Integrative Medicine in the Intensive Care Unit

The integrative approach prioritizes wellness of the mind, body, and spirit and is appro-
priate for patients, families, and clinicians. A patient might use acupuncture to address
neuropathic pain, a family member might be taught diaphragmatic breathing to help
initiate sleep, and an ICU clinician might use yoga as part of a burnout prevention plan.
Adding integrative medicine services into intensive care units can benefit patients,
families, clinicians, and ICU staff. Over three quarters of family caregivers of seriously
ill patients are interested in learning about stress reduction techniques [14].
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Integrative Approaches to Enhance Family
Wellness in the ICU

Mind-Body Medicine

Family members of patients in the ICU experience tremendous stress, with resulting
negative physical and emotional outcomes [15]. Mind-body techniques have been
shown to decrease perceived stress and improve symptoms of anxiety, depression
[16], and PTSD [17]. They are easy to learn, safe [18], accessible, and often without
cost. Even telephone-based [19] and online mind-body skill programs have shown
benefit in improving psychological distress, decreasing perceived stress, and
increasing mindfulness, empathy, and resilience [20].

Breathing for Relaxation

Breathing can be used therapeutically to decrease the stress response and elicit the
relaxation response. Therapeutic breathing may involve altering the speed of breath-
ing or the muscles associated with breathing, and it may be linked with relaxing
imagery. The relaxation response is essentially the opposite of the fight-or-flight
stress response, and it is characterized by decreased blood pressure, respiratory rate,
heart rate, and metabolic rate [21]. It has been described as a “hypometabolic state of
parasympathetic activation.” [22] Breathing that focuses the inhalation into the lower
abdomen, commonly called diaphragmatic breathing, can stimulate the relaxation
response as evidenced by decreased anxiety, heart rate, and respiratory rate [23]. In
addition, it has been shown to decrease negative affect and levels of cortisol [24].
Shallow breathing into the chest may be associated with feelings of anxiety [25].
Family members can be instructed to use breath to stimulate the relaxation response.
Instruction usually includes direction to “breathe deeply into the belly” and to slow
down the rate of breathing, perhaps slightly prolonging the exhalation. One simple
breathing exercise that can easily be taught to family members is called “counting
breaths” (Table 18.1). Some experts suggest that a breath rate of six breaths per min-
ute or a 1:2 inhalation to exhalation rate is particularly beneficial [26].

Meditation/Mindfulness

Meditation is the intentional and nonjudgmental focus of attention on something
in the present moment. It does not require belief in any religious or spiritual sys-
tem. The attentional focus can be almost anything, including a sound, a word or
phrase, a picture, a behavior (such as breathing or walking), a candle flame, or
simply the experience of being in the present moment. When the mind wanders,
the meditator simply brings attention, without judgment, back to the meditative
focus. This refocusing of attention will likely occur repeatedly, which is to be
expected. Some people believe that they “can’t meditate” because their attention
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Table 18.1 Counting breaths As you breathe in, think to yourself “one”
As you breathe out, think to yourself “calm”

As you breathe in, think to yourself “two”

As you breathe out, think to yourself “calm”

As you breathe in, think to yourself “three”

As you breathe out, think to yourself “calm”

Continue this pattern until you reach “ten”

‘When to count breaths:
First thing in the morning
Before a meal

When you’re feeling agitated or frustrated

Every hour on the hour while you’re in the hospital
room

After anyone enters/leaves the hospital room

As you lie in bed at night

frequently wanders. This is a misconception as it is the repeated refocusing of
attention that trains the mind in a way that may explain some of the benefits of
meditation. Just as repeatedly lifting weights creates stronger muscles, repeatedly
noticing one’s thoughts and choosing not to get carried away by them train mind-
fulness, which results in multiple health improvements including decreased anxi-
ety and depression [27].

“Mindfulness” is the ability to retain one’s focus on the present moment without
judgment. It involves intentional awareness of one’s moment-by-moment thoughts,
feelings, environment, and bodily sensations. Mindfulness can be achieved through
a formal meditation practice and/or via an informal cognitive practice of refocusing
attention to the present moment when attention wanders either to the past or the
future. Anxious thinking requires that attention be focused in the future — imagining
the many terrible things that might happen. Depressive thinking tends to be focused
in the past, ruminating on negative experiences or slights. Thus, intentionally focus-
ing on the present moment can counteract a tendency toward anxious or depressive
thinking. The greater one’s ability to remain focused on the present moment, the
higher one’s mindfulness. There are validated metrics to assess level of mindful-
ness, such as the Five Facet Mindfulness Questionnaire (FFMQ) [28]. The practice
of meditation, with its repeated focus on attending to something in the present
moment, trains the skill of mindfulness. However, it is not necessary to practice
meditation in order to achieve a mindful perspective. One can use cognitive skills to
notice when attention has wandered to the future or the past and intentionally bring
it back to the present. It can be helpful to use an anchor such as taking a deep breath,
rubbing the hands together, or pressing the thumb and forefinger firmly together.
Mindfulness interventions have been shown to improve data-driven information
processing [29] which could be helpful for family members facing difficult medical
decisions. They are acceptable to multiple populations including African American
women with PTSD [30].
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The Western, secular practice of mindfulness was introduced and championed by
Jon Kabat-Zinn at the University of Massachusetts Medical School in 1979, where
he created a highly successful program called mindfulness-based stress reduction
(MBSR). MBSR is a well-researched mindfulness and meditation training program
that is widely available in the USA. [31] It is a standardized 8-week mind-body
training program that includes eight 2.5 hour classes, a full day retreat, and at least
45 min per day of home meditation practice. It is offered in many communities and
can be recommended to family members who are interested in intensive mind-body
training. Practicing MBSR has been shown to increase well-being and mindfulness
and decrease rumination and symptoms of depression [32]. In one study of 141 fam-
ily caregivers randomly assigned to MBSR or a self-help control group, the inter-
vention resulted in decreased anxiety and depressive symptoms as well as increased
self-efficacy and mindfulness [33]. In another study of caregivers of patients with
cirrhosis, participation in an MBSR program decreased perceived caregiver burden
and improved sleep [34].

Guided Imagery

Guided imagery is the intentional use of imagination to facilitate positive health
and wellness outcomes. The term is used to describe a variety of techniques
including visualization and imagery-based suggestions. It can be used to support
physical and psychological relaxation, facilitate symptom relief, and improve
quality of life [35]. In family-centered ICU care, guided imagery can be used for
patients and family members simultaneously. Guided imagery can be delivered
live or from a recording, and once a particular script is listened to repeatedly,
patients or family members can replicate the images in their mind without outside
assistance. Potential images are unlimited and may include progressive relaxation
of the muscles, being in a relaxing location, wrapping painful body parts in bubble
wrap or white light or stimulating an activated immune system to attack cancer
cells. Patients with pain may benefit from an imagery involving an “inner sanctu-
ary,” while families facing difficult medical decisions might be offered an imagery
of a wise “inner advisor.”

Creative Arts

Creative arts such as therapeutic music, visual arts, and writing for wellness can
be used in the ICU setting to help support family members who are struggling
with anxiety, anticipatory grief, and difficulty coping with a seriously ill loved
one. These techniques can facilitate mindfulness, stimulate the relaxation
response, enhance self-awareness, and help the family member to find meaning in
a difficult experience.
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Therapeutic Music

Therapeutic music and music therapy are distinct interventions. Music therapy is a
designated health profession that engages patients in creating, singing, moving to,
and/or listening to music with the goal of strengthening the client’s abilities and
applying these abilities to other areas of life [36]. The approach to therapeutic music
may be considered in three categories:

1. Music therapy certification requires a 4-year college degree and over 1000 hours
of clinical training. This therapy attempts to accomplish a specific long-term
goal or outcome [37]. Music therapy is generally impractical as a family inter-
vention in the ICU setting.

2. Therapeutic music is offered by Certified Music Practitioners (CMPs), or simi-
larly trained musicians, and focuses on meeting patients’ immediate needs for
relaxation, support, or a healing environment. Live therapeutic music is per-
formed by musicians who have special training in providing care to patients with
serious illness and their families. CMPs are trained to choose the music played
based on the current needs of the patient or family member and to modify the
music as needed. Training programs include the Music for Healing and Transition
Program [37] and the International Harp Therapy Program [38]. Exposure to live
therapeutic music has been shown to improve patients’ mood and overall satis-
faction with their hospital care [39], and this is likely to benefit their family
caregivers as well.

3. Recorded music has also been used in ICU settings. Structured music listening
time has been shown to decrease cortisol in ICU patients [40] as well as blood
pressure and pulse during weaning from mechanical ventilation [41]; family
members could be expected to benefit as well if the music is played aloud in
the hospital room. The vibrational quality of live music coupled with the heal-
ing presence of the therapeutic musician may offer some advantage over
recorded music.

Therapeutic sound is another low-cost option that can be provided to both
patients and family members in the ICU setting. Playing live Tibetan singing bowls
resulted in decreased tension, anger, fatigue, and depressed mood and enhanced
feelings of spiritual well-being [42].

Visual Arts

Formal art therapy is not practical for family members in the ICU setting, but thera-
peutic art can be used to enhance coping skills and facilitate coping. Art-based
activities have been shown to decrease anxiety in parents of hospitalized infants
[43] and help hospitalized children improve communication with healthcare provid-
ers and develop more effective coping skills [44]. Mindfulness-based art therapy
decreased anxiety and depression in breast cancer patients [45]. Simple techniques
such as coloring and mandalas are inexpensive, portable, and easy to provide to
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family members. Mandalas, geometric drawings that may be seen to represent uni-
versal concepts, can be used to focus attention and to facilitate relaxation and medi-
tation. Therapeutic visual art interventions can also be used to identify coping
strategies and personal strengths. One sample exercise involves having the partici-
pant draw a “hole” that represents a difficulty with which they are coping and then
drawing how they would traverse this hole. The therapeutic artist reviews the draw-
ing with the participant, using the discussion to identify the strategies chosen to
overcome the difficulty. Examples might include recruiting the help of others, using
animals for support, using personal creative skills to build a bridge, etc. Thus, the art
exercise can be used to facilitate a discussion about personal strengths and resources.

Writing for Wellness

Journaling may help manage stress-related physical symptoms [46], manage nega-
tive thoughts, and assist with problem-solving. Journaling techniques are varied and
can be targeted to the wishes of the family member and the situation. Examples of
patient journaling techniques include:

e Dumping journal

In this form of journaling, the writer’s goal is simply to release thoughts and
concerns about which they are ruminating. The technique involves writing
quickly, without stopping or censoring and without attention to punctuation or
spelling. It may be particularly helpful for family members with sleep dysfunc-
tion caused by rumination about stressful events. The journal may be kept at the
side of the bed and used as a repository for thoughts that are contributing to
insomnia.

o Writing to a symptom
In this form of journaling, family members would choose a symptom that is
bothering them such as headaches, sleeplessness, back pain, or anxiety. The
writer writes first as themselves and then as their symptom, continuing this writ-
ten dialogue back and forth for approximately 10 min. They then review what
they have written looking for insights that have emerged. For example, in
response to the question “anxiety, why won’t you leave me alone?” the response
might be “I’m just trying to keep you safe.”

* Responding to prompts
Family members can be offered writing prompts to facilitate self-discovery and
identification of personal resources. Examples of writing prompts include:

Words I like to live by are...

Things I can do to be kind to myself include...

— Things that inspire me and give me hope include...
Ways that I cope effectively with difficult things are...

e Gratitude journaling
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Developing a regular gratitude practice has been shown to improve well-being and
positive affect [47]. Gratitude journaling can be both a daily practice and an inter-
vention to facilitate coping with a difficult experience. For daily gratitude journal-
ing, the participant writes 3—5 things every day for which they are grateful in a
dedicated gratitude journal. The most important instruction is that each day the list
must be different from what was written the day before. This trains the cognitive
skill of identifying things for which one is grateful even on difficult days. It is
important to emphasize that listing things for which the family member is grateful
does not in any way minimize the sadness, worry, or grief that they feel for their
loved one in the ICU. Another method of gratitude journaling involves listing, in
one sitting, a full page of things for which a person is grateful. The list should
include large things (“my family”), small things (“a seat heater in my car”), conve-
niences (“air conditioning”), and personal traits (“my sense of humor”).

Intensive care diaries, in which healthcare staff (and sometimes family members)
document daily notes and pictures in a document presented to the patient after dis-
charge, have been shown to reduce incidence of post-traumatic stress disorder [48].

Biofield Therapy

Biofield therapy, sometimes referred to as energy medicine, has been defined as
“noninvasive, practitioner-mediated therapies that explicitly work with the biofield
of both the practitioner and client to stimulate a healing response in the client.” [49]
These therapies are controversial, with many passionate advocates and equally pas-
sionate critics. Many cultures use the concept of “energy” in discussions of health
and wellness, using terms such as life energy, chi, prana, and others. There are var-
ied approaches to energy medicine, including healing touch, Reiki, zero balancing,
and many others. The evidence base for biofield therapies is small but growing.
A review of studies published between 2008 and 2013 concluded that biofield thera-
pies may be effective in improving quality of life, pain, well-being, and stress in
palliative care patients [50], although not all reviews have found benefit [51].

Seated Massage and Touch Therapy

Seated massage therapy has shown benefit in family caregivers, including relaxation,
comfort, distraction, relief from anxiety, and an increase in well-being [52]. Full
body massage is not practical for family members in the ICU, but seated massage or
structured touch techniques, such as M technique, may be both beneficial and feasi-
ble. Seated massage requires a massage chair, as well as the services of a licensed
massage therapist; thus there may be barriers to implementation. In contrast, the M
technique can be offered to family members in the patient’s room. M technique is a
method of structured light touch, provided in a set pattern, sometimes just to the
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hands and feet. It can be easily learned by licensed healthcare providers and even
family caregivers. Family members can offer the M technique to each other and to
the patient. M technique is often used in hospital and hospice settings, although it
cannot be provided on abraded skin or open wounds. A study of hand and foot mas-
sage provided to family caregivers showed positive outcomes, including feeling
“cared for” and experiencing “body vitality” and “peace of mind.” Participants were
able to temporarily put aside their worries and experience simply “being.” [53]

Emotional Freedom Technique (EFT)

Emotional freedom technique, also called “tapping,” can be thought of as a combi-
nation of acupressure, exposure therapy, and cognitive therapy. It involves the par-
ticipant tapping on predetermined acupressure points while verbally acknowledging
negative emotions. Proponents believe that this allows for acceptance and resolution
of these negative emotions. Evidence supports the benefit of EFT in adolescents
with anxiety [54], stress and anxiety in nursing students [55], stress-related head-
aches [56], and reducing depressive symptoms [57, 58]. One study of cancer patients
and caregivers showed that EFT led to improved marital functioning and improved
patients’ experience of caregiver empathic care.”

The process involves identifying a specific issue to work on, for example, a dis-
agreement the previous week with a sister over treatment decisions for their mother.
Then as a predetermined acupressure point is stimulated, the participant says an
“even though” statement to the effect of “even though my sister and I don’t agree on
what to do with mom...I am open to us finding a resolution.” The participant then
taps approximately 5—7 times on a series of nine predetermined acupressure points,
including the top of the head, side of the eyes, under the nose, chin crease, under the
clavicle, and more while restating and expanding upon the problem: “my sister and
I don’t agree,” “I hate that we’re fighting,” “she’s so unreasonable,” “I just want to
do the right thing,” and “I just want to help mom.” After going through two cycles
of tapping, the participant takes a deep breath and assesses if their level of distress
has decreased. If not they might repeat the cycle.

EFT is easy to learn, requires no equipment, and can be done anywhere. It can
either be guided by a therapist or it can be used as a self-care tool by patients and
family members without the assistance of a practitioner. Licensed healthcare pro-
viders can easily learn EFT and teach it to patients, or they can refer patients to
online education resources.

Summary

Complementary and integrative approaches can effectively help family members of
ICU patients manage their stress and distress. A sample stress reduction plan is
presented in Table 18.2. Teaching mindfulness, providing stress management skills,
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Table 18.2 A sample stress reduction plan

Elicit the relaxation response

Meditation, guided imagery, diaphragmatic breathing

Choose a movement plan

Walking, yoga, tai chi, aerobics, dancing

Sleep enough

Try to get 7-8 h of sleep most nights

Start a gratitude practice

At the end of the day, call to mind 3-5 things that you are grateful for from the day. Make
them different each day

Spend time doing things that enrich you

Nature, animals, friends/family, learning, music, reading, volunteering, etc.

Become an observer of your thoughts

“That was an anxious thought.

»

that was a negative thought”

Ask positive questions

“What will help me find strength?” “what can I learn from this experience?“”how can I use
this experience to help someone else?”

and offering techniques to support self-reflection can facilitate coping and resil-
ience. ICUs may choose to hire dedicated practitioners to provide modalities such
as massage and Reiki if funding is available. If funding is not available, nurses,
physicians, nurse practitioners, physician assistants, social workers, and chaplains
can pursue training in complementary modalities and provide these services as part
of their standard interactions with family members. Facilities that offer integrative
medicine patient consultation in the ICU can include care of the family members as
part of the consultation.
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Chapter 19 )
The Role of Ethics Consultation
in Enhancing Family-Centered Care

Check for
updates

Henry J. Silverman

The Role and Contribution of Ethics Consultation
to Family—Centered Care

Most critically ill patients lack the capacity to make decisions, and hence, family
often acts as the surrogate decision-maker for treatment as well as for end-of-life
decisions, the latter resulting in tremendous emotional burdens for them. To be sure,
families report wanting a greater role in decision-making in order to communicate
and put into effect their loved one’s unique values and preferences [1, 2]. As a result,
family-clinician communication becomes a central component of medical decision-
making in the intensive care unit (ICU).

However, the evidence is mixed regarding the effect of communication interven-
tions on patient- and family-centered outcomes that include “satisfaction” and
decreased “emotional distress” [3, 4]. Furthermore, despite interventions that strive
to enhance communications, end-of-life decision-making frequently depends on
moral, religious, and cultural viewpoints that may differ broadly in our pluralistic
society and hence, may differ between the perspectives of families and healthcare
providers. Accordingly, potentially disparate moral perspectives between families
and healthcare providers can result in intractable conflicts, which can have profound
adverse effects on families and on clinicians. Consequences for families include
depression, complicated grief, anxiety, and posttraumatic stress disorder [5—7]. For
healthcare providers, conflicts can cause moral distress, disengagement, cynicism,
and burnout [8].

Several studies have shown a high prevalence of clinician-surrogate conflicts,
ranging between 22% and 48% [9-11]. A recent study demonstrated that either
physicians or surrogates reported conflict in 63% of the cases and that physicians
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reported conflict less frequently than family members (27.8% vs. 42.3%, respec-
tively); concordance between physicians and family reports of conflicts was
extremely poor [12]. Clinicians and surrogates agreed to the existence of a conflict
in only approximately 26% of the cases.

Conflicts regarding end-of-life decisions may also occur between members of
the healthcare team caring for the patient and within the family unit itself, which can
lead to ethical uncertainty regarding the “correct” decision to make. Due to the pres-
ence of moral, religious, and culturally disparate factors that influence decision-
making at the end of life and the uncertain nature of proactive communication
strategies in preventing conflict, the use of “experts” to help resolve conflicts, spe-
cifically an ethics or a palliative care consult, can be recommended. One study
showed that the presence of conflicts triggered ethics consultation requests more
commonly than other ethical concerns [13].

In this chapter, I will review the role of ethics consultants in addressing moral
uncertainty and resolving conflicts between families and clinicians, the evidence
demonstrating the effectiveness of ethics consults at the end of life, how best to
incorporate ethics expertise in end-of-life decision-making, and what areas warrant
further investigation to optimize the role of ethics consultants.

Role of Ethics Consults

Ethics consultation represents a set of services provided by an individual or a group
in response to questions from patients, families, surrogates, and healthcare profes-
sionals who seek to resolve moral uncertainty or conflict regarding value-laden con-
cerns that emerge in healthcare, especially at the end of life [14]. Although all
healthcare professionals engage in ethical decision-making as part of their everyday
practice, ethics consultants respond to specific ethical concerns and questions that
arise in healthcare. Advances in medical science and innovations in healthcare have
expanded the scope of medical options across the lifespan. While many options
might be appropriate for any given situation, the job of the ethicist is to help facili-
tate which option might be most appropriate based on the value systems of the
involved stakeholders and which options are inappropriate to consider. As such,
ethics consultants require a distinctive set of competencies to perform their role
effectively. Such competencies fall into the following domains: (1) knowledge of
common bioethical issues and concepts, (2) moral reasoning skills, (3) process
skills that enable one to communicate and collaborate with different individuals and
interpersonal skills, (4) facilitation of meetings, and (5) ethical assessment and ana-
lytic skills [14].

Such competencies enable ethics consultants to identify, analyze, and resolve
ethical questions or concerns. Also, consultants’ knowledge of ethical arguments
may help them clarify unrecognized implications of the parties’ view, allowing the
primary decision-makers to come to more firmly grounded conclusions. Additionally,
ethics consultants help promote practices consistent with ethical norms and
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standards, inform policy development to ensure the institutionalization of such
practices, and assist individuals to address future ethical problems by providing
education in healthcare ethics.

Ethics issues in healthcare typically arise in one or more of several broad

domains:

Ethical practices in end-of-life care and beginning of life

Issues regarding privacy and confidentiality

Selection of the appropriate surrogate

Weighing between the extent of autonomous choices and patient beneficence
Weighing between family’s values that ground requests for continued treatment
vs. professional integrity

Determining when treatment might be futile or ethically inappropriate
Appropriateness of a feeding tube in elderly patients with multiple comorbidities
and an unfavorable prognosis

The determination of what constitutes a “safe’” discharge

Examples of specific ethical questions include the following:

At what point would it be ethically appropriate not to insert a feeding tube in a
patient with dementia who keeps pulling out the tube and has a poor prognosis?
When can a patient with an aspiration syndrome still be fed orally at the patient’s
request?

How does one resolve differences between siblings regarding continuation of
ventilator treatment?

When is it ethically appropriate to stop blood products in a patient with contin-
ued bleeding in the presence of end-stage liver disease?

How to resolve differences between the healthcare team who thinks an interven-
tion is required (e.g., leg amputation in a patient with gangrene or ventilator
treatment in a patient with respiratory failure), but the patient/surrogate refuses?
When is a family’s request for a tracheostomy inappropriate in a patient with
advanced lung cancer and respiratory failure?

When is continued treatment still appropriate in a patient with an irreparable
small bower leak who is still awake and wants to continue “fighting”?

When is it inappropriate to allow surrogates to withdraw life-prolonging treat-
ments in a patient with a spinal cord injury who has not had a head injury and
remains sedated, but can regain his autonomy?

How long is it appropriate to maintain interventions that preserve cardiopulmo-
nary function in a patient who has been declared brain dead and the family is
finding it difficult to accept the concept of death by neurologic criteria?

Common examples that highlight cultural and religious perspectives regarding

routine intensive care that might lead to conflict include:

The patient with a low hemoglobin level who could be treated with a transfusion,
but the family of the Jehovah Witness faith refuses.

The family who requests that their father not be told that he has a terminal condi-
tion, as it is not in their culture to tell the elders of their cancer diagnosis.
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* The family of the orthodox Jewish faith who refuses to have the ventilator with-
drawn from their mother who has been declared brain dead.

e The family who refuses to forgo life-sustaining treatments as they expect that
God will perform a miracle and that only God can decide when a patient will die.

Requests that do not involve ethical concerns should be handled by other mecha-
nisms in the institution (e.g., general complaints or allegations of misconduct or
unprofessionalism) or referred to other departments (e.g., chaplain’s department,
risk management, patient advocate, or office of general council).

What Do the Data Show Regarding the Value
of Ethics Consultations?

Members of the healthcare team may call on ethics consultants to help resolve
uncertainty within the family unit or when conflicts arise between stakeholders the
ICU. Studies are limited regarding the value of ethics consultation. Such studies
have assessed the effects of ethics consults on quality of care measured by the length
of stay (LOS), the avoidance of nonbeneficial treatments, and family satisfaction.

Four studies of diverse methodological quality and performed in different popu-
lations have assessed the effects of ethics consults on LOS [15-18]. In a study
involving 99 patients, Dowdy showed that proactive ethics consultation for criti-
cally and terminally ill patients who were receiving mechanical ventilation for
>96 h had more frequent decisions to forgo life-sustaining treatments and reduced
ICU LOS [15]. Schneiderman and colleagues performed a randomized trial involv-
ing 74 patients and evaluated routine ethics consultation for patients “in whom
value related treatment conflicts arose” [16]. By focusing on improving communi-
cations and addressing ethical dilemmas, these investigators showed that ethics con-
sultations reduced the number of days patients spent in the ICU before death and led
to reductions in life-sustaining treatments. These investigators conducted a follow-
up study involving several centers that randomized 551 patients; ethics consulta-
tions were associated with reductions in hospital and ICU days and life-sustaining
treatments [17]. Andereck and colleagues performed a single-center randomized
control study that measured the effects of using an ethics consultative model pre-
ventively (i.e., before an ethics issue or conflict arose) and showed no effect on LOS
between the two study groups [18].

Two of the previous trials examined the effects of ethics consultation on family
satisfaction in the intervention arm but not in the control arm; family satisfaction
was high in both these studies. Specifically, in Schneiderman and colleagues’
single-center study involving 74 patients that studied the effect of ethics consulta-
tion in response to disputes that arose between family members and the healthcare
team or within the healthcare team, of the 8 families they interviewed, 6 of 8 agreed
that the consult helped resolve differences, and 7 of § agreed that it was responsive
to their personal values.



19  The Role of Ethics Consultation in Enhancing Family-Centered Care 269

In their follow-up multicenter randomized study involving more than 540 patients
randomized to an intervention (ethics consultation offered) or to usual care in
response to conflicts either within the healthcare team, within the family, or between
families and the healthcare team, Schneiderman and colleagues showed in follow-
up interviews that 87% of both the nurses and physicians and the patients/surrogates
agreed or strongly agreed that ethics consultation was helpful.

In the study performed by Andereck and colleagues that involved a randomized
control study examining a preventative ethics intervention for patients in an ICU
prior to any recognized ethical conflict, patients’ and providers’ perceptions of qual-
ity of care were not different between the two groups [18].

Based on these studies, a recent guideline concluded that the overall quality of
evidence for ethics consultation is low and recommended that ethics consultation
should be provided to decrease ICU and hospital LOS among critically ill patients
for whom there is a value-related conflict between clinicians and family. Due to the
limited data regarding family satisfaction showed in the abovementioned studies,
the guideline did not recommend using ethics consultation with the goal of increas-
ing family satisfaction [19].

Regarding process, several studies investigated the effects of a “consultative”
model in which specialists (e.g., palliative care and ethics consultants) work with
the usual ICU personnel to implement communication interventions, whereas other
studies examined effects of an “integrative model” in which palliative care and eth-
ics principles are embedded into the daily practice of the usual care team. In a paper
that performed a systemic review of communication quality improvement interven-
tions, a higher percentage of studies that were consultative in nature as opposed to
those that were integrative led to significant improvement in outcomes regarding
healthcare utilization [4]. The authors of this study hypothesized that the benefit
associated with a consultative model could be due to multiple potential reasons,
e.g., consultative teams may focus specifically on communication-related issues as
opposed to balancing them with other clinical responsibilities, which must occur
with integrative interventions. Additionally, optimization of healthcare utilization
represents a culture change in the workplace in which consults who represent “out-
side agents of such change” might be able to effect change more reliably and/or
rapidly effective [4].

Considerations for Implementing the Ethics Consult
Team in Clinical Decision—-Making

Several aspects of ethics consults should be considered when used to enhance end-
of-life decision making. One involves the timing of an ethics consult. Since many
disagreements in ICUs arise not from conflicts in values, but from breakdowns in
communication, it is reasonable to resolve such disagreements through routine
communication interventions, e.g., family conferences. However, for disputes that
are based on value conflicts, once they become intractable, resolution strategies are
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likely to be protracted and burdensome. Hence, while commentators recommend
the use of ethics consultants when there are value conflicts causing disputes, the
question is when should ethics consultants become involved. On the one hand, there
is a concern that such consults are employed in a reactive fashion, whereby ethics
consults are requested only after an ethics issue has already caused doubts, confu-
sion, and mistrust. On the other hand, one study showed that when used preven-
tively, i.e., when an ethics concern does not yet exist, there was no difference in
quality of care or family satisfaction. Such a “broad application” may be too early,
as implied in Andereck’s study [18], but waiting for a problem to develop could lead
to intractable conflicts. A more helpful process would involve the identification of a
specific set of early triggers that foreshadow a value-laden conflict in its early
stages. Table 19.1 shows one set of “early triggers” to request involvement of an
ethics consult that is used at the University of Maryland Medical System.

Table 19.1 Triggers for an ethics screen

Tri Select if
rigger applicable
Length of stay is > 30 days and any one of the following is present:
* End organ failure is present in = 3 systems OR the patient has experienced a Q
cardiopulmonary arrest more than once this admission.
¢ Ventilator OR vasopressor requirements are increasing. a
e Patient is receiving interventions that some might consider to be ‘futile’. a
¢ Discussions with the patient or the family regarding code status have not Q
occurred.
e Communications with family members have diminished during the past week. a
* Conflicts are present between family members, between the family and the Q
health care team, or within the health care team.
* Plan of care is not congruent with what is stated in the advance directive. |
* Patient is a guardian of the State and is receiving life-sustaining treatments Q
that might be considered ethically inappropriate.
Patient resides in any chronic care facility and has been admitted 0
4 or more times to any ICU in the last 6 months; any length of stay.
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An issue regarding requests for ethics consultation involves access to ethics
services including: who can requests an ethics consults? is physician permission
required for such requests? are patients and families aware of the process of request-
ing an ethics consults? and, how can patients and families be empowered to make
such requests within the strict hierarchy of the medical institution? Related to the
issue of access is whether requests for ethics consults are associated with racial,
ethnic, and gender characteristics of patients. One retrospective study showed that
consultation requests for females were made significantly earlier in their hospital
stays (6.57 days) compared with that for males (16.07 days). For African-American
patients, the differences in admission-to-request intervals for female patients
(5.93 days) and male patients (18.64 days) were greater than for Caucasian male
and female patients [20]. Future investigations are warranted to determine whether
there are racial and gender disparities in the extent of requests as well as the timing
of ethics consultations.

Another aspect of ethics consultations regards the approach taken by ethics con-
sultants. One commentator opined that “on balance, ethics consults may be an inap-
propriate mechanism to resolve conflict” [21]. The concern is that the extent to
which ethics consultants engage the patient or family when addressing concerns is
unclear and that “decisions by the ethics service may be rendered in a hierarchical
manner with a vote either ‘for’ or ‘against’ one of the disputants,” e.g., voting for
the withholding of dialysis or cardiopulmonary resuscitation, resulting in a “win-
lose” scenario [19]. Rather than the authoritative or the consensus approach, the
ASBH recommends a facilitated approach to ethics consultation [14]. With this
approach, the ethics consultant engages all stakeholders respectfully and simultane-
ously in an effort to create a “win-win” solution. The goal is for all stakeholders to
leave a meeting feeling their concerns have been recognized and equally considered
leading to an actionable resolution. However, not all ethics consultants are trained
in principles of negotiation.

A related issue involves whether ethics consultations should be performed by a
single-trained ethicist, by a small consultative team, or by all of the members of the
ethics committee. No one model fits all type of cases, and an ethics consult service
should try to match a particular model to the contextual features of each case,
balancing responsiveness and representativeness of the committee [22].
Additionally, when considering the type of ethics consult model to use in any one
case, one should consider the potential adverse psychological effects on a family
that occurs from an inquiry into patients’ preferences and values, which has been
recently shown [23]. For example, a team or committee approach might be threat-
ening to a family as opposed to a single ethicist, especially if families believe that
their “ethics” are being questioned by the involvement of an ethics consult. That
said, it might not be possible to have families explore the preferences and values of
their family member who is critically ill and also reduce the emotional burden that
occurs with such conversations [24]. However, trade-offs may need to be made
between effectiveness of ethics consults and the emotional burden that might occur
for families with such consults. For example, in the two studies that explored the
“effects” of ethics consults, both showed that while many surrogates found the eth-
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ics process to be “stressful,” a greater number of surrogates agreed that the ethics
process was more “helpful” and would “seek” it again and “recommend” it to oth-
ers [16, 17]. Similarly, a recent study compared family meetings led by palliative
care specialists and provision of an informational brochure (intervention) com-
pared with provision of an informational brochure and routine family meetings
conducted by ICU teams (control) [23]. The results showed no significant differ-
ence in anxiety and depression symptoms between surrogate decision-makers in
the intervention group and the control group and showed that posttraumatic stress
disorder symptoms were higher in the intervention group at 3 months. Hence,
somewhat counterintuitive, in attempts to help families/surrogates understand their
values and those of the patients when making end-of-life decision, such communi-
cations might enhance unwanted emotional and psychological reactions. However,
the above palliative care study was not representativeness of a representative pal-
liative care consult, and hence, intensive and broad support is necessary to improve
surrogates’ psychological outcomes and decision-making for patients with chronic
critical illnesses [25]. Accordingly, when either ethics or palliative care consultants
help families resolve difficult end-of-life decisions, there should be active manage-
ment of patients’/families’ emotional and psychological symptoms by enlisting the
help of social workers and chaplains.

A final issue regards the role of ethics consultants in “futility disputes” between
families and healthcare providers. Such disputes can often be intractable. Surrogates
opposed to the withdrawal of life support often appeal to the ethical principle of
autonomy or embrace the concept of miracles. Healthcare providers express con-
cern with potential harms that can occur to patients from resuscitative attempts as
well as the moral distress that healthcare providers experience with providing CPR
that is deemed to be futile [26].

Attempts at reaching consensus on a definition of medical futility have failed, as
it became obvious that the concept of futility is very value-laden [27]. As such, com-
mentators have recommended a procedural approach to address futility disputes,
rather than giving all decision-making authority to either surrogates or individual
clinicians [28]. Although it is generally accepted that surrogates should be allowed
to request available treatment options, giving sole authority to surrogates is prob-
lematic, as there is no positive right to interventions that are outside the boundaries
of accepted practice and surrogates sometimes experience strong emotional and
psychological reactions that interfere with accepting decisions to forego life sup-
port, even when those decisions are clearly consistent with the patient’s values and
preferences [28]. Giving sole authority to clinicians is problematic because there is
well-documented undue variability between clinicians in their judgments about
when it is appropriate to write DNR orders for patients. Additionally, giving all
authority to clinicians may also create a disincentive for them to “fully engage in the
time-consuming, challenging conversations often required to support surrogates
and achieve mutually agreeable decisions” [28].

Instead, a procedural approach will incorporate multiple perspectives to minimize
the risk that the values of any one individual or party dominates the discussion and is
better with fulfilling transparency, legitimacy, accountability, and opportunity for
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appeal. Finally, a procedural approach allows mutually agreeable solutions to emerge
as the conflict-resolution process occurs over time. Ethics consultants can play an
important role as facilitators with such a process-oriented approach. Recently, the
American Thoracic Society proposed a seven-step process for addressing requests
for inappropriate treatment that remain intractable [28]. Also, the Massachusetts
General Hospital developed a “Do No Harm” policy that involved the intervention of
the ethics committee in their procedural approach [29]. Reviewing their data col-
lected during the past few years showed that about a third of the surrogates reversed
their initial request for CPR and consented to a DNR order (45/134) after a proce-
dural approach. For the remaining surrogates, the ethics committee determined that
a CPR order should persist, but recommended a DNR order in the remaining 67
cases. The healthcare providers subsequently entered a DNR order in 61 of these
patients, and most surrogates of these patients agreed, but 19 persisted to request
CPR that was denied by the healthcare team. Although not assessed, it would not be
difficult to assume that the surrogates of these patients suffered a range of negative
emotions, which begs the question as to how to manage trade-offs between giving
priority to surrogates’ preferences for CPR and writing DNR orders to support pro-
fessional integrity and lessen health caregivers’ moral distress albeit with potential
greater anxiety, depression, and posttraumatic distress syndrome for surrogates.

Future Themes to Explore Regarding Ethics
Consultation at the End of Life

Further research is needed to better understand the effective components of ethics
consultations, which consultative model is successful in terms of achieving consen-
sus while reducing or limiting the emotional burden surrogates experience with a
process of inquiry, and to identify the patients for whom ethics consultation is most
beneficial.

Furthermore, the timing of an ethics consults might prove to be important, as its
use after conflicts have become intractable might thwart its effectiveness. As such,
determining what early triggers for ethics consults would be useful to prevent
intractable disputes without decreasing the cost-effectiveness of such consults.

Conclusion

Ethics consults are used as a communication quality improvement intervention to
enhance discussions between providers, patients, and families about value-laden
ethical issues and address conflicts. Effective hospital ethics consultation plays an
important role in clarifying values and obligations, defusing tensions, and refocus-
ing attention on appropriate goals.
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Chapter 20
Family Role in Patient Safety
in the Intensive Care Unit

A. Doran Bostwick and Sarah J. Beesley

Introduction

Family members feel a natural inclination to protect and serve their loved ones.
Unsurprisingly, this is only accentuated when their loved one is sick, yet it is at this
critical time a family member may feel most helpless to provide aid [1]. As in prior
chapters, the definition of family is broad and includes “spouses, blood relatives,
in-laws, step-relatives, fiancés, significant others, friends, caring neighbors, col-
leagues, fellow congregants, and other people with a personal attachment to the
person with advanced serious illness—in other words, the people ‘for whom it
matters’.” [2]. Despite this, heteronormative biases and the gender binary para-
digm permeate the US medical system and have often led to exclusion of impor-
tant family members from the bedside of their loved ones. To best involve families,
providers must avoid assumptions and seek to treat each patient and family mem-
ber with respect and dignity. The patient’s values will be best represented by
involving the patient-designated family members into their care. Because of varied
legislation in the United States, it’s also important to be sure that the patient’s
designated healthcare representative is formally established through an advance
directive [3, 4].
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Table 20.1 Family Involvement in ICU Patient Safety

Family member role Potential safety benefits

Assist in bedside care Better preparation for discharge needs

Visit patient Reduce emotional harms to both patient and family

Be present during procedures Patient calmer and more cooperative, more vigilance by
provider

Alert staff to changes in condition More rapid response to clinical change

Represent patient values and wishes | Patient treated in the manner that best respects them

to team

As the personal representative of the patient, a family member can play a critical
role in patient safety in the intensive care unit (ICU) [5]. However, family members
have often been excluded from this role by policies that keep them away from the
bedside (such as restricted visitation) and have not been included in safety process
design. In order to include families in a way that can maximize patient safety,
healthcare providers must encourage the following: (1) family members must be
included as part of the team during rounds, procedures, and bedside care; (2) family
members need to be empowered to speak up if something is not going well with
their loved one or if they are concerned about a potential error; and (3) family mem-
bers need to be given a role to play in development of hospital safety policy and
plans that would encourage these actions, such as through Patient-Family Advisory
Councils (PFACs). A sample of the roles a family member can play and the impact
on safety is found in Table 20.1.

Emotional Safety

Over the past several years, emotional harms have been increasingly recognized as
a preventable medical error [6]. To many patients, these emotional harms are more
distressing than other more traditional physical adverse events [7]. Emotional injury
can include insults to a person’s dignity or self-respect, including racism and other
forms of discrimination [6, 8]. ICU patients are particularly susceptible to dehu-
manization due to their frequently impaired consciousness, limited agency, and the
deindividuation and mechanization that are frequent in the ICU [9]. The psycho-
logical demands of ICU clinical practice may drive clinicians to dehumanize
patients inadvertently through empathy reduction and moral disengagement [9]. At
its root, family engagement works to maintain or reinstate the humanity of the
patient by recognizing family members as full partners in care [10]. While much
work needs to be done to further characterize the best way to engage with patients
and families, inclusion of families as part of the team should not wait [11, 12].
Families can provide independent knowledge of the patient’s full identity, and
empowering family members to be part of the team both combats dehumanization
and encourages safety [13].
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Necessity of Family Presence

Family members cannot participate in or contribute to safety in the ICU if they are
not present. As recently as 2013, 90% of ICUs in the United States still reported
some restrictions on visiting [14]. Family members want to be able to visit their
loved ones on their own schedule and as much as they and the patient would like
[15-18]. When family members are allowed unrestricted access, communication
with staff and satisfaction with care are improved [15, 19-23]. Frequently excep-
tions are made to visiting hours by ICU staff; unfortunately, having informal and
unregulated exceptions by ICU staff can lead to discrimination as the decision to
restrict or liberalize visiting hours may be based on physical appearance, language,
culture, race, or religion [24]. This perpetuates clinician-centered, paternalistic
approaches to medical care [25]. The presence of family members at the bedside can
also directly benefit patients by reducing the incidence and duration of delirium
[26]. The first step to allowing family members to participate in and improve patient
safety is to allow them to be present in the ICU.

Family Involvement in Daily Rounds

Beyond simple visitation, family members are increasingly joining daily ICU
rounds [27]. This appears to improve family member satisfaction with communica-
tion without prolonging rounding time for the ICU team [28, 29]. Family presence
during rounds may add to the discussion in ways that improves safety—providing
important history or insights impacting the plan of care.

Family Involvement in Bedside Care

Family members may also want to be part of routine bedside care in the ICU, par-
ticipating in activities such as bathing, feeding, and suctioning [30, 31]. Having
family participate in care during the hospital stay may improve safety during the
ICU stay and after discharge. While their loved one is in the hospital, family mem-
bers can facilitate bedside care—examples include holding an emesis bag up when
the patient vomits or reorienting them when confused. These are tasks that a health-
care provider often does, but as they may not be constantly at the bedside, family
members can step in. Additionally, family members who are involved during an
inpatient stay often become attuned to activities such as wound care, physical ther-
apy, and keeping track of inputs and outputs. A program designed by nurses in a
cardiothoracic acute care floor formally invited family members to help care for
patients as they recovered from cardiothoracic surgical procedures. Participation in
this program was associated with a reduction in 30-day hospital readmission among
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these selected patients, possibly indicating that safety after discharge was improved
by involving the family members early in care [32].

Family involvement in care may also reduce emotional harms. In two random-
ized trials where families were educated and invited to participate in care in the
newborn intensive care unit (NICU) [33, 34], family involvement led to improved
satisfaction. Part of that satisfaction came from the increased amount of time moth-
ers spent in the ICU [34].

Family Presence During ICU Procedures

Families in adult ICUs are still frequently asked to leave the patient’s room during
procedures, including central line placement and intubation as well as cardiopulmo-
nary resuscitation (CPR), regardless of whether the patient would prefer family to
be present [35, 36]. Family presence in ICU during procedures provides an addi-
tional layer of supervision encouraging professionalism and best practices [37, 38].
As a physician prepares for a procedure, if she knows that a family member may be
scrutinizing her sterile technique, she is more careful as she dons her gown. While
some physicians may feel that this attention could increase clinician stress, having
a family member present has not increased self-reported stress in staff who partici-
pated in witnessed resuscitation efforts [39, 40].

Additionally, having a family member present may comfort the patient, making
an adverse event due to patient agitation or misunderstanding less likely. When fam-
ily members are at the bedside to hold a hand or talk to their loved one, an agitated
patient (from pain, delirium, fear, language barriers) can be calmed and safely taken
through a procedure without sedating medications (Fig. 20.1).

Many clinicians express a concern that family member presence may increase
the risk of malpractice litigation should a bad outcome occur during a procedure.
The limited available data do not demonstrate a significant increase in risk of mal-

Fig. 20.1. Family present
during ICU procedure
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practice litigation when family members are present during procedures. As some
lawsuits are filed in order to find out why and how a loved one was injured, having
family members present could reduce litigation. Communication and transparency
improve when family members are part of all aspects of care, including procedures
[21]. This open relationship and transparent communication is associated with bet-
ter family-team dynamics [41-43].

Of note, there have been reports of family members who were injured while
witnessing a medical procedure of a loved one, usually due to passing out [44].
In one tragic case in California, a family member fainted as he watched his wife
get an epidural; he hit his head and died of an intracranial hemorrhage [45].
Partners are still routinely allowed to be present during these kinds of obstetrics
procedures, and this rare, terrible outcome should not keep family members from
the bedside in general. Fainting may be avoided by having family members sit
during procedures.

Medical Error and Adverse Events

Several years ago, the Institute of Medicine concluded that preventable adverse
events could cause tens of thousands of injuries and deaths per year [46]. Family
members are invested in preventing errors that could harm their loved one and can
be recruited and encouraged to act as another gatekeeper at the bedside. For exam-
ple, if family members are aware of the medication plan and their loved one’s aller-
gies, they can help prevent the administration of the wrong drug. This provides
another slice in the “Swiss cheese model” to keep a mistake from leading to harm
[47]. A recent case in a tertiary care hospital intensive care unit illustrated this. A
patient had a complicated abdominal surgery, resulting in a partial gastrectomy and
discontinuity of the alimentary track. Despite an order to only use a jejunal tube for
feeds, the feeds were connected to a nasogastric tube and started. The patient’s
spouse arrived soon after and noticed the error, notifying the medical team immedi-
ately. The feeds were switched to the jejunal tube, and a serious adverse event was
prevented. While the medical team cannot count on family members to prevent
errors and should be as vigilant as possible, the reality is that medical errors are ter-
rifyingly common. In a recent study in the United States, family members partici-
pated in semi-structured interviews to identify errors that occurred during the
admission. The family member reporting yielded 16% more errors and 10% more
adverse events than hospital incident reports completed solely by staff. By including
families in safety surveillance, the group identified otherwise unrecognized errors
and adverse events [48].

Additionally, despite the best efforts of medical facilities, ICU’s and medical
ward nurses are at times understaffed; in this situation, risk to patients can increase
as the nurse is stretched between many demands. Nurses have mentioned to the
authors the appreciation they have for the family members who help keep a deliri-
ous patient from falling.
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Medical teams should encourage family members to know what is happening
with their loved one’s treatment, to be involved in care, and, when they see some-
thing, to say something.

Family Role in Hand Hygiene

Another major safety issue in hospitals is healthcare-associated infections. A con-
cerning contributor to the spread of infections in the hospital remains hand
hygiene noncompliance among healthcare workers. The World Health
Organization has developed a five-step strategy to improve hand hygiene in
healthcare. One of the steps includes instituting a “safety climate, with active and
visible participation form healthcare workers, managers and, when feasible,
patients.” [49] One model for improvement educated patients on the importance
of asking their healthcare workers to wash their hands. This patient education
model increased hand hygiene by healthcare workers an average of 34%. While
some patients feel less comfortable with verbally prompting healthcare workers,
wristbands with reminders can also play a role. Confused patients or those in the
intensive care unit cannot be successfully educated on the importance of hand
hygiene and their role in prompting healthcare workers. However, family mem-
bers and visitors were willing to assume the role when the patient was unable
[50]. The main limitation to this practice is patients’ comfort level in asking
nurses and physician to wash their hands. In another study patients cited that their
hesitation in asking was associated with feeling as though caregivers already
know when to perform hand hygiene and the belief it was not their role to remind
them to do so. Additionally, family members felt a feeling of embarrassment and
a fear of reprisal. An explicit invitation from a healthcare worker to ask about
hand hygiene increased the probability they would do so [51]. While difficult
cultural barriers exist and relationship dynamics between patient and healthcare
workers can be complex, it is clear that if healthcare workers encourage patient
involvement in safety practices, an improvement in hand hygiene can be made.
Additionally, the patient and family education model is a cost-effective means to
decrease the spread of infection [50].

Family-Activated Rapid Response Teams

A primary benefit of hospitalization for an ill patient is to allow for close monitoring
of clinical status, but despite this, there are frequently unanticipated events, and it is
infeasible for staff to be present with a patient at all times. In some cases, patients
may worsen prior to hospital staff recognition. To help decrease the delay in recog-
nition and treatment, early warning scores and rapid response teams have been
developed to alert care providers to early signs of clinical deterioration. To further
optimize the recognition of clinical deterioration, families are now being integrated
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into the rapid response team. Family members, who are often present and intently
aware of their family member’s mental state, can alert key staff if there is a change
in the status of the patient. In 2007, a rapid response team (RRT) activated by hos-
pital staff was implemented at Shands Jacksonville Medical Center. Later that year
an addition to the program was made where families and patients could activate the
RRT. Families were educated on the program at admission and given the number for
the dedicated phone line. They were told that calling an RRT is like calling 911 for
help from home. There was particular concern prior to the study that an overload of
false-positive calls could overwhelm the service and this was not seen. On observa-
tional analysis, with implementation of the RRT team, there was a significant
decrease in non-ICU codes which continued to trend down (though not signifi-
cantly) when patients and families were integrated into the activation system [52].
Family members can be an important ally for patients and for the medical team
through early recognition of changes in a loved one.

Speaking Up

If family members are present and have a concern regarding patient care or safety,
there is no benefit if the family member doesn’t inform the team. However, family
members must feel that the team will be receptive to feedback and concerns from a
layperson. Concerns about fear of abandonment or reprisal from the medical team
have been expressed by family members as reasons for not wanting to speak up if
they see something concerning [53]. In particular, for family members marginalized
by education, cultural or language barriers, this can be particularly challenging [54].
Additionally, when concerns are raised by family members, they often do not feel
that they are being adequately understood and addressed [55]. Family members
must be respected when they bring concerns to the table, and some institutions have
begun including the patient and family perspective in analysis of adverse events
[56]. When asked about medical error, family members are able to identify factors
contributing to the error and possible recommendations for addressing these [57].
While the structure of family and patient involvement in medical error discussions
continues to evolve, including patient and family members when able could help
improve safety for future patients.

Patient-Family Advisory Councils

Another way for family members to have a venue to speak up and influence care for
future patients is in the form of Patient-Family Advisory Councils (PFACs) (see
Fig. 20.2). The first PFAC was started in 1998 at Dana-Farber Cancer Center, and
these councils have become increasingly common over the past decade [58]; in
Massachusetts, there is now a law mandating hospitals must have a PFAC and report
on its work [5].
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Fig. 20.2. Roles of
Patient-Family Advisory
Councils

Provide insight into
current operational
deficiencies

Provide peer
support
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Patient-Family
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PFACs are usually formed from prior patients or family members who are inter-
ested in more engagement, sometimes following invitation from the medical team
who has interacted with them. These groups have varied formats but in general meet
together periodically with ICU or hospital leadership to provide patient and family
perspective to ICU operations, design, and safety procedures. The PFAC can also
identify issues that were not apparent to the ICU staff, such as the way certain care
transitions are stressful and how signage appears to family to be unwelcoming or con-
fusing. Family involvement in designing ICU layout provides a unique perspective
that can improve the environment, making it more patient and family centered [59].

PFAC members may be motivated to reach out to other family members and
provide peer support. In a pediatric ICU in Utah, PFAC members spend time with
family members of current ICU patients to answer questions as well as help with
expectations for life beyond the ICU. Formal peer support groups are also being
studied for the impact on PICS-F more broadly.

Beyond having family members represented on PFACs, some institutions have
included them on safety or quality committees where direct input on hospital policy
and procedure is sought [5]. Family member involvement in hospital or ICU policy
is critical as they can represent diverse viewpoints to change clinical practice, mak-
ing care more patient- and family-friendly, as well as safer. However, for a PFAC to
be an effective voice in an institution, the PFAC must be included in decision-
making processes, and the institution must be open to change based on PFAC feed-
back [60]. Advice for forming and utilizing a PFAC can be found from multiple
sources online, including a helpful handbook from the Agency for Healthcare
Research and Quality [61].

Conclusion

Family members want to be a part of loved one’s care and can help to protect their
loved one from both emotional and physical harms [15, 21, 23, 62]. Including those
who have the most invested in good outcomes for a patient can improve vigilance at
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the bedside and may lead to reduced errors and better overall safety for patients in
these critical and tenuous situations. Family members should be involved in patient
safety design and implementation, including PFACs.

Acknowledgments We appreciate the insights and advice on this chapter from the following:
Intermountain Medical Center, Patient-Family Advisory Council members, nursing staff of the
Shock Trauma Intensive Care Unit at Intermountain Medical Center, and the Center for Humanizing
Critical Care led by Samuel Brown, MD, and Elliotte Hirshberg, MD.

Financial Support and Conflicts of Interest No disclosures

References

1. Davidson JE. Family-centered care: meeting the needs of patients” families and helping fami-
lies adapt to critical illness. Crit Care Nurse. 2009;29(3):28-34; quiz 35.

2. Pizzo P, Walker D, Bomba P. Dying in America: improving quality and honoring individual
preferences near the end of life. Washington, DC: Institute of Medicine; 2015.

3. Lawton A, White J, Fromme EK. End-of-life and advance care planning considerations for
lesbian, gay, bisexual, and transgender patients# 275. J Palliat Med. 2014;17(1):106-8.

4. DeMartino ES, Dudzinski DM, Doyle CK, et al. Who decides when a patient can’t? Statutes
on alternate decision makers. N Engl J Med. 2017;376(15):1478-82.

5. Institute NPSFsLL. Safety is personal: partnering with patients and families for the safest care.
Boston: Foundation NPS; 2014.

6. Sokol-Hessner L, Folcarelli PH, Sands KE. Emotional harm from disrespect: the neglected
preventable harm. BMJ Qual Saf. 2015;24(9):550-3.

7. Masso Guijarro P, Aranaz Andres JM, Mira JJ, Perdiguero E, Aibar C. Adverse events in hos-
pitals: the patient’s point of view. Qual Saf Health Care. 2010;19(2):144-7.

8. Johnstone MJ, Kanitsaki O. The neglect of racism as an ethical issue in health care. J Immigr
Minor Health. 2010;12(4):489-95.

9. Haque OS, Waytz A. Dehumanization in medicine: causes, solutions, and functions. Perspect
Psychol Sci J Assoc Psychol Sci. 2012;7(2):176-86.

10. Brown SM, Rozenblum R, Aboumatar H, et al. Defining patient and family engagement in the
intensive care unit. Am J Respir Crit Care Med. 2015;191(3):358-60.

11. Haines KJ, Kelly P, Fitzgerald P, Skinner EH, Iwashyna TJ. The untapped potential of patient
and family engagement in the organization of critical care. Crit Care Med. 2017;45(5):899-906.

12. Olding M, McMillan SE, Reeves S, Schmitt MH, Puntillo K, Kitto S. Patient and family
involvement in adult critical and intensive care settings: a scoping review. Health Expect Int J
Public Particip Health Care Health Policy. Dec 2016;19(6):1183-202.

13. Spruce L. Back to basics: patient and family engagement. AORN J. 2015;102(1):34-7; quiz
38-39.

14. Liu V, Read JL, Scruth E, Cheng E. Visitation policies and practices in US ICUs. Crit Care.
2013;17(2):R71.

15. Davidson JE, Powers K, Hedayat KM, et al. Clinical practice guidelines for support of the
family in the patient-centered intensive care unit: American College of Critical Care Medicine
Task Force 2004-2005. Crit Care Med. 2007;35(2):605-22.

16. American Association of Critical-Care Nurses. Practice alert: Family presence during resus-
citation and invasive procedures (position statement). 2010. http://www.aacn.org/wd/practice/
docs/practicealerts/familypresence-during-resuscitation-invasive-procedures.pdf. ~ Accessed
March 12, 2015.


http://www.aacn.org/wd/practice/docs/practicealerts/familypresence-during-resuscitation-invasive-procedures.pdf
http://www.aacn.org/wd/practice/docs/practicealerts/familypresence-during-resuscitation-invasive-procedures.pdf

286 A. Doran Bostwick and S. J. Beesley

17. Fulbrooke P, Latour J, Albarran J, et al. The presence of family members during cardiopul-
monary resuscitation: European federation of Critical Care Nursing associations, European
Society of Paediatric and Neonatal Intensive Care and European Society of Cardiology
Council on Cardiovascular Nursing and Allied Profressions Joint Position Statement. Connect
‘World Crit Care Nurs. 2007;5(4):86-8.

18. Jacob M, Horton C, Rance-Ashley S, et al. Needs of patients’ family members in an inten-
sive care unit with continuous visitation. Am J Crit Care Off Publ Am Assoc Crit-Care Nurs.
2016;25(2):118-25.

19. Barratt F, Wallis DN. Relatives in the resuscitation room: their point of view. J Accid Emerg
Med. 1998;15(2):109-11.

20. Brown SM. We still lack patient centered visitation in intensive care units. BMJ : Br Med J
(Online). 2015;250:h792.

21. Carman KL, Dardess P, Maurer M, Workman T, Ganachari D, Pathak-Sen E. A roadmap for
patient and family engagement in healthcare practice and research. Prepared by the American
Institutes for Research under a grant from the Gordon and Betty Moore Foundation, Dominick
Frosch, Project Officer and Fellow; Susan Baade, Program Officer. 2014.

22. Chapman DK, Collingridge DS, Mitchell LA, et al. Satisfaction with elimination of all visita-
tion restrictions in a mixed-profile intensive care unit. Am J Crit Care. 2016;25(1):46-50.

23. Chapman DK, Collingridge DS, Mitchell LA, et al. Satisfaction with elimination of all visita-
tion restrictions in a mixed-profile intensive care unit. Am J Crit Care. 2016;25(1):46-50.

24. Netzer G, Iwashyna TJ. Fair is fair: preventing the misuse of visiting hours to reduce inequi-
ties. Ann Am Thorac Soc. 2017;14(12):1744-6.

25. Simon SK, Phillips K, Badalamenti S, Ohlert J, Krumberger J. Current practices regarding
visitation policies in critical care units. Am J Crit Care Off Publ Am Assoc Crit-Care Nurs.
1997;6(3):210-7.

26. Rosa RG, Tonietto TF, da Silva DB, et al. Effectiveness and safety of an extended ICU
visitation model for delirium prevention: a before and after study. Crit Care Med.
2017;45(10):1660-7.

27. Stickney CA, Ziniel SI, Brett MS, Truog RD. Family participation during intensive care unit
rounds: attitudes and experiences of parents and healthcare providers in a tertiary pediatric
intensive care unit. J Pediatr. 2014;164(2):402-6. e401-404.

28. Jacobowski NL, Girard TD, Mulder JA, Ely EW. Communication in critical care: fam-
ily rounds in the intensive care unit. Am J Crit Care Off Publ Am Assoc Crit-Care Nurs.
2010;19(5):421-30.

29. Davidson JE. Family presence on rounds in neonatal, pediatric, and adult intensive care units.
Ann Am Thorac Soc. 2013;10(2):152-6.

30. Azoulay E, Pochard F, Chevret S, et al. Opinions about surrogate designation: a population
survey in France. Crit Care Med. 2003;31(6):1711-4.

31. Wyskiel RM, Weeks K, Marsteller JA. Inviting families to participate in care: a family involve-
ment menu. Jt Comm J Qual Patient Saf. 2015;41(1):43-6.

32. Van De Graaff M, Beesley SJ, Butler J, et al. Partners in healing: postsurgical outcomes after
family involvement in nursing care. Chest. 2018;153(2):572—4.

33. Franck LS, Oulton K, Nderitu S, Lim M, Fang S, Kaiser A. Parent involvement in pain man-
agement for NICU infants: a randomized controlled trial. Pediatrics. 2011;128(3):510-8.

34. Bastani F, Abadi TA, Haghani H. Effect of family-centered care on improving parental satis-
faction and reducing readmission among premature infants: a randomized controlled trial. J
Clin Diagn Res. 2015;9(1):SC04-8.

35. Mortelmans LJ, Cas WM, Van Hellemond PL, De Cauwer HG. Should relatives witness
resuscitation in the emergency department? The point of view of the Belgian Emergency
Department staff. Eur J Emerg Med Off J Eur Soc Emerg Med. 2009;16(2):87-91.

36. McClenathan BM, Torrington KG, Uyehara CF. Family member presence during cardio-
pulmonary resuscitation: a survey of US and international critical care professionals. Chest.
2002;122(6):2204-11.

37. Haley KIJ, Fessler DMT. Nobody’s watching: subtle cues affect generosity in an anonymous
economic game. Evol Hum Behav. 2005;26(3):245-56.



20

38.

39.

40.

41.
42.

43.

44,

45.
46.

47.
48.

49.

50.

51.

52.

53.

54.

55.

56.

57.

58.

59.

60.

61.

62.

Family Role in Patient Safety in the Intensive Care Unit 287

Sevransky JE, Nicholl B, Nicholl JB, Buchman TG. Patient- and family-centered care: first
steps on a long journey. Crit Care Med. 2017;45(5):757-8.

Boyd R, White S. Does witnessed cardiopulmonary resuscitation alter perceived stress in acci-
dent and emergency staff? Eur J Emerg Med Off J Eur Soc Emerg Med. 2000;7(1):51-3.
Jabre P, Belpomme V, Azoulay E, et al. Family presence during cardiopulmonary resuscitation.
N Engl J Med. 2013;368(11):1008—-18.

Teutsch C. Patient-doctor communication. Med Clin North Am. 2003;87(5):1115-45.

Mello MM, Studdert DM, Kachalia A. The medical liability climate and prospects for reform.
JAMA. 2014;312(20):2146-55.

Boothman RC, Imhoff SJ, Campbell DA Jr. Nurturing a culture of patient safety and achieving
lower malpractice risk through disclosure: lessons learned and future directions. Front Health
Serv Manage. 2012;28(3):13-28.

Axelsen P. Correspondence: should family members be present during cardiopulmonary resus-
citation. N Engl J Med. 2002;347:450-2.

Reuters. Hospital sued over deadly faint. The Boston Globe. July 8, 2005.

Committee on Quality of Health Care in America IoM. To err is human: building a safer health
system. Washington, DC: National Academics Press; 2000.

Reason J. Human error: models and management. BMJ. 2000;320(7237):768-70.

Khan A, Coffey M, Litterer KP, et al. Families as partners in hospital error and adverse event
surveillance. JAMA Pediatr. 2017;171(4):372-81.

McGuckin M, Govednik J. Patient empowerment and hand hygiene, 1997-2012. J Hosp Infect.
2013;84(3):191-9.

McGuckin M, Waterman R, Porten L, et al. Patient education model for increasing handwash-
ing compliance. Am J Infect Control. 1999;27(4):309-14.

Longtin Y, Sax H, Allegranzi B, Hugonnet S, Pittet D. Patients’ beliefs and perceptions of
their participation to increase healthcare worker compliance with hand hygiene. Infect Control
Hosp Epidemiol. 2009;30(9):830-9.

Gerdik C, Vallish RO, Miles K, Godwin SA, Wludyka PS, Panni MK. Successful implementa-
tion of a family and patient activated rapid response team in an adult level 1 trauma center.
Resuscitation. 2010;81(12):1676-81.

Mazor KM, Roblin DW, Greene SM, et al. Toward patient-centered cancer care: patient per-
ceptions of problematic events, impact, and response. J Clin Oncol Off J Am Soc Clin Oncol.
2012;30(15):1784-90.

Delbanco T, Bell SK. Guilty, afraid, and alone — struggling with medical error. N Engl J Med.
2007;357(17):1682-3.

Fisher KA, Ahmad S, Jackson M, Mazor KM. Surrogate decision makers’ perspectives on
preventable breakdowns in care among critically ill patients: a qualitative study. Patient Educ
Couns. 2016;99(10):1685-93.

Etchegaray JM, Ottosen MJ, Burress L, et al. Structuring patient and family involvement in
medical error event disclosure and analysis. Health Aff. 2014;33(1):46-52.

Etchegaray JM, Ottosen MJ, Aigbe A, et al. Patients as partners in learning from unexpected
events. Health Serv Res. 2016;51(Suppl 3):2600-14.

Niehaus K. Using a patient and family advisory council as a mechanism to hear the patient’s
voice. J Oncol Pract. 2017;13(8):509-11.

Bazuin D, Cardon K. Creating healing intensive care unit environments: physical and psycho-
logical considerations in designing critical care areas. Crit Care Nurs Q. 2011;34(4):259-67.
Niehaus K. A patient and family advisory council for quality; making its voice heard at
Memorial Sloan Kettering Cancer Center. NEJM Catalyst. Strategy 1: Working with patients
and families as advisors. Content last reviewed. Rockville: Agency for Healthcare Research
and Quality. 2017. http://www.ahrq.gov/professionals/systems/hospital/engagingfamilies/
strategy 1/index.html. Accessed Sep 29, 2017.

Strategy 1: working with patients and families as advisors. http://www.ahrq.gov/professionals/
systems/hospital/engagingfamilies/strategy 1/index.html. Accessed 29 Sept 2017.

Azoulay E, Pochard F, Chevret S, et al. Meeting the needs of intensive care unit patient fami-
lies: a multicenter study. Am J Respir Crit Care Med. 2001;163(1):135-9.


http://www.ahrq.gov/professionals/systems/hospital/engagingfamilies/strategy1/index.html
http://www.ahrq.gov/professionals/systems/hospital/engagingfamilies/strategy1/index.html
http://www.ahrq.gov/professionals/systems/hospital/engagingfamilies/strategy1/index.html
http://www.ahrq.gov/professionals/systems/hospital/engagingfamilies/strategy1/index.html

Chapter 21 )
Family and Patient Spiritual Narratives
in the ICU: Bridging Disclosures
through Compassion

Check for
updates

Simon Lasair and Shane Sinclair

Introduction

Over the last half century, medical care has become increasingly driven by
technology [1, 2]. This is especially true in intensive care units (ICUs) [3, 4].
Typically, patients’ and their family members’ experiences in the ICU occur after a
critical incident necessitating the most intensive, expensive, and invasive healthcare
interventions. Despite these life-preserving measures and the advanced expertise of
interdisciplinary healthcare teams to extend patients’ lives and to support their fam-
ily members, ICUs have often been described as dehumanizing and alienating [3, 4].
This seems due to a number of factors: the highly intensive and technical nature of
the clinical setting, patients’ conditions and needs, and healthcare providers’ chal-
lenges in addressing psychosocial and spiritual issues ([3]; cf. also [5]). The purpose
of this chapter is to provide a framework for interdisciplinary healthcare providers
to understand spirituality as an inherent part of patient and family narratives.
Furthermore, it is intended to provide guidance on how ICU healthcare providers
can engage spiritual concerns by becoming aware of patient and family narratives,
in addition to the various components of compassionate care.

Over the past decade, there has been a considerable increase in healthcare
research investigating associations between medical outcomes and patients’ and
family members’ spiritual well-being ([6, 7]; cf. also [8]). Many of these studies
have concluded that engaging in the spiritual domain of health is an integral aspect
of comprehensive care that falls within the scope of practice of physicians, nurses,
and other members of the healthcare team [7, 8]. Furthermore, clinicians and
researchers, particularly within the disciplines of nursing, medicine, and spiritual
care, have thus begun to investigate and produce early evidence demonstrating that
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care for patients’ spiritual needs is an important, if not crucial, component of health-
care delivery [9].

Attending to patients’ spiritual concerns has been a long-standing feature of
nursing theory and practice. Nursing researchers, in particular, have begun to apply
an empirical lens to investigate the importance of spirituality within an ICU setting
(cf,, e.g., [3, 4]). As a result, a number of inherent challenges associated with pro-
viding spiritual care in the ICU have been identified, including a general lack of
familiarity with spiritual care services in healthcare facilities, patients being inca-
pacitated, and a lack of integration of spiritual care specialists within these settings
[3]. Coupled with these clinical and operational challenges are widespread misun-
derstandings about spirituality and what actually constitutes spiritual care by
patients, family members, and healthcare providers alike [3, 9-12].

While patients and family members increasingly desire to have their spiritual
concerns addressed, providers face a number of barriers in meeting these needs,
including professional discomfort, sense of inadequacy, lack of training, and time
constraints [5, 13, 14]. When these barriers are overcome and professional spiritual
care is provided, especially when death is imminent, families perceive these inter-
ventions as helpful [15], have greater satisfaction at the time of death [16], and
experience the ICU more positively than when professional spiritual care was absent
[17]. Furthermore, when professional spiritual care is provided by the interdisci-
plinary team, requests for expensive and invasive interventions at the end of life
have been shown to decrease in favor of palliation or hospice care [18]. Because the
provision of spiritual care is a requirement of healthcare accreditation bodies like
the Joint Commissions, ICU researchers recommend referring patients’ families to
professional spiritual care workers if the families are open to receiving this form of
care [19]. Nevertheless, more research is needed to reveal the concrete outcomes
associated with receiving spiritual care in the ICU and elsewhere [19].

In light of these issues, there have been increasing calls for all members of the
healthcare team to become more familiar with the spiritual concerns and resources
of their patients and families. Concurrently, the need for spiritual care profession-
als to better articulate the services they offer and their specific roles and expertise
within the broader healthcare team grows [9-11, 20]. This twofold need to inte-
grate the specialized role of spiritual care professionals into healthcare teams and
extend the scope of practice of other healthcare providers in addressing basic spiri-
tual needs has resulted in a number of spiritual screening and assessment tools
being proposed and embedded within patients’ medical records [21-23]. Clinical
pastoral education (CPE), the gold standard spiritual care training program in the
USA and Canada, has also been adapted and delivered to various members of the
interdisciplinary team [24]. While these initiatives have resulted in participants
reporting increased comfort in addressing and engaging religious and/or spiritual
concerns presented by patients [24], the extent to which these assessment tools and
training programs are actually utilized has not been established. To compassion-
ately engage patients’ and their families’ spiritual concerns is thus emerging as a
significant yet somewhat under-addressed component of the current healthcare
mandate.
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Accordingly, the virtue of compassion itself has been identified as the ultimate
outcome of the major world spiritual traditions and a salient medium for addressing
the spiritual needs of patients from diverse spiritual backgrounds, whether for
patients who identify with formal faith traditions or for those who express their
spirituality in a secular manner [25]. While patients and family members are clear
about the importance of and their desire to have their spiritual needs addressed by
members of their healthcare team, recent research demonstrates that often these
needs are unmet [6, 7]. Similarly, while compassion is the quintessential indicator
and a universal medium for addressing patient and family members’ spiritual
needs—and an expectation patients have increasingly across their healthcare expe-
riences—many patients and their families are likewise challenged in receiving it
[25, 26]. This chapter will thus proceed in three parts: (1) we will discuss concepts
of spirituality currently utilized in healthcare literature, distinguishing spirituality
from religion; (2) we will show spirituality as an inherent part of any patient or fam-
ily member’s personal narrative; and (3) we will articulate a model demonstrating
how practitioners can sensitively and compassionately engage patients’ and family
members’ spiritual concerns as manifest in their personal narratives. All these sec-
tions will strive to demonstrate how concrete manifestations of compassionate care
in the ICU can work to counterbalance the dehumanization and alienation often
experienced in this clinical environment.

Distinguishing Spirituality from Religion

One significant challenge in addressing spiritual concerns is that no broad consen-
sus exists as to how to define spirituality conceptually, even among spiritual care
professionals [10, 11, 20, 27]. Within medicine and nursing, attempts have been
made at undertaking concept analyses of spirituality and spiritual care, respectively
[6, 28-31]. Within each of these studies and reviews, there is some empirical con-
sideration of the concepts under investigation, yet more work is needed to construct
an empirically valid concept of spirituality that will inform evidence-based practice,
research, education, and policy.

While a plethora of conceptualizations of spiritualty exist, what is consistent in
the literature is the distinction between spirituality and religion (cf., e.g., [27, 32]).
For some, a person’s religion and spirituality are closely related phenomena some-
times expressed as the specific beliefs or practices enabling that person to connect
with “the sacred” or “the transcendent,” often drawing upon concepts originating in
specific groups that are understood as “religious” (cf. [32]). However, there is an
emerging understanding that “the sacred” can become manifest in many different
settings—in nature, in relationships, or even in sporting events, in addition to in
religious rituals and practices [32]. Similarly, it is also becoming evident that the
sacred is an inherent part of society and culture, often manifesting around such secu-
lar topics such as national identity, human rights, and social justice (cf. [33]). To
state that “the sacred” or transcendent is the sole province of groups and experiences
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stereotypically understood as religious, then, does not reflect the empirical data con-
cerning these phenomena [32, 33] nor the growing numbers in western societies
who increasingly consider themselves spiritual but not religious (cf. [34, 35]).

As aresult, the terms spirituality and religion are typically defined in generalized
terms in healthcare literature, regardless of whether concepts of “the sacred” are
used or not. Spirituality can therefore be defined as “an individual’s beliefs, values,
behaviors and experiences related to ultimate meaning,” whereas religion is corre-
spondingly defined as “an individual’s beliefs, values, behaviors and experiences
related to ultimate meaning, often involving deities and dogma, formulated by faith
groups and institutions, over time” ([36]: 73). As McBrien summarized in his con-
cept analysis of spirituality, “Spirituality is ... considered an individual’s search for
meaning and purpose in life. In contrast, religion is described as a formalized set of
beliefs, customs, and practices” (2006: 43). Although these definitions have limita-
tions (cf., e.g., [37]), we assume herein that patients and their families can express
their spirituality through the beliefs and practices of specific religions or through no
religion, thus rendering “religion” a smaller and more specific phenomenon of the
more global construct: spirituality (cf. [27, 36]).!

Healthcare Narratives

Narrative is one significant way people make sense of their lives and experiences,
serving as a framework to understand and address the ephemeral spiritual domain
[2, 38, 39]. Because spirituality is so closely associated with questions of meaning
(cf. [28, 36, 38]), spiritual care researchers agree that quality spiritual care empow-
ers patients to narrate, on their own terms, the stories of their lives and of their
experiences in healthcare [1, 2]. Narrative in this framework is thus understood
explicitly as a hermeneutic phenomenon that by telling the stories of their lives and
experiences, patients and families interpret the events of their lives, making mean-
ing for themselves and others [2, 38, 39]. Furthermore, this drive toward narrative
empowerment comes with the understanding that people experience themselves
through a number of different pathways, including personal traits such as gender,
ethnicity, nationality, sexual orientation, religion, political allegiances, and family
dynamics, among others (cf. [40]). Compassionate engagement with patient and
family narratives thus begins by seeing patients and their family members in the
uniqueness of their own experiences, regardless of the typicality or atypicality of
their medical concerns [2, 25].

'Note that Swinton argues for the opposite position that religion is the larger phenomenon contain-
ing spirituality. While there is merit in this position as well, for our purposes, we will assume the
perspective we have articulated, just given some of the problems bound up with concepts of “reli-
gion” (cf., [37]).
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Narrative awareness additionally involves the knowledge that healthcare systems
also have their own narratives concerning patients and their families. These mani-
fest simultaneously in explicit practices and the implicit thought structures behind
these practices (cf. [40—42]). Healthcare narratives are particularly apparent in the
diagnostic language that is utilized when referring to patients (e.g., “the MVA in
Bed 27), the medical interventions to treat them (e.g., “Bed 2 needs to be intu-
bated”), and how we describe patients’ responses to these interventions (e.g., “fail-
ure to thrive/noncompliant/crashing”) [2, 40, 42]. What is often not understood is
how these healthcare narratives can introduce dehumanizing and alienating dynam-
ics into the care received by patients and their families [1, 2]. This is especially the
case in ICUs, where the interventions are the most intensive and invasive offered by
healthcare [3, 4, 43].

When providers speak of and engage patients solely in terms of their illness,
treatment, and prognosis, then these dynamics are seen as significant contributors
to the depersonalization of medical care that produces patient experiences of
dehumanization and alienation [25, 42]. Compassionate engagement with patients’
and their families’ emotional and spiritual concerns therefore involves the active
mitigation of (a) the alienating, dehumanizing, and depersonalizing dynamics cre-
ated by healthcare systems and (b) the narratives they might tell about patients and
their families through their clinical practices ([25]; cf. [2, 40]). Accordingly,
research on compassion in healthcare reveals several ways patients and their fami-
lies experience compassion from healthcare professionals, thus counterbalancing
the alienating and dehumanizing narratives bound up in encounters with health-
care systems [25, 26, 44].

The Role of Compassion in Engaging Patients’ and Family
Members’ Spiritual Narratives: Five Fundamentals

According to patients, compassion is a multidimensional care construct, distin-
guishable and preferred from empathy and sympathy [44]. This can be defined as a
“virtuous response that seeks to address the suffering and needs of a person through
relational understanding and action” ([25]: 195; Fig. 1; cf. [45]). Because express-
ing compassion is dependent on and engendered within relationships [25, 26, 45—
47], compassionate care of patients’ and families’ spiritual concerns can occur
within routine medical care and by healthcare providers going beyond routine care,
by taking an active interest in patients as people. This incorporates the patient’s and
family’s narrative into the overall delivery of medical care ([25, 46, 47]; cf. also
[2]). Here are five evidence-based clinical skills, distilled from the Patient
Compassion Model [25], along with a clinical mnemonic that is presented to help
ICU healthcare professionals engage patients’ and family members’ emotional and
spiritual needs in a compassionate manner.
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Attend to HCP Narratives to Cultivate a Virtuous Response

Patients identify compassionate healthcare providers as individuals who care not
simply out of professional duty but as a person, through the personal virtues they
bring into the clinical encounter ([25]; cf. also [48]). In a qualitative study of 53
patients facing the end of life, virtues were defined simply as “good or noble quali-
ties embodied in the character of the health care provider” ([25]: 195). Healthcare
providers wishing to cultivate compassion in their clinical practice need to spend
time examining their own personal and professional narratives to determine how
these affect their ability to express virtues of love, kindness, understanding, accep-
tance, and authenticity ([13, 48]; cf. [11]). This may involve asking reflective ques-
tions like: Why did I choose to be a healthcare professional? What are the personal
and professional experiences that have shaped me as a physician/nurse in both posi-
tive and negative ways? What personal qualities can help bring healing for this fam-
ily? What parts of my narrative can cause harm? By exploring these questions for
themselves, HCPs will grow in self-awareness and will also be able to resonate with
the narratives of their patients and family members on an emotional level [11, 25].

Engender a Relational Space

Because compassion is dependent on and engendered through human relationships
between HCPs and patients and their families [25, 26, 47, 48], space must be made
in provider—patient interactions for a relationship to develop. In part, this means that
after attending to their own narratives and the impact they may have in the clinical
encounter, HCPs need to set these aside to engage the narratives of patients and their
families in an open and sensitive manner [1, 2, 11, 25, 48]. Creating the space to
engage patient and family narratives invites patients and their families to make
meaning of their experiences and thus engages their spirituality and their spiritual
concerns [2, 36, 38]. While relationships primarily occur between providers and
individuals in their care, creating a relational space is not the sole responsibility of
providers but also of the organizations and practice cultures in which they work [45,
47, 49]. While individual providers are often reprimanded in incidences where com-
passion is lacking, compassion flourishes or fails at a systems level through the lead-
ership, organizational values, and the hidden curricula in which providers practice
([45-47, 49]; cf. also www.schwartzcenter.org).

Develop and Incorporate Relational Communication
into Clinical Encounters

Creating a relational space wherein patients and their families can tell their narra-
tives in their own terms allows the core components of compassion within the
Patient Compassion Model to be optimized (Fig. 21.1). The first core component,
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Fig. 21.1 A graphic rendering of the Patient Compassion Model [25]

relational communication, includes and extends strictly clinical communication
between HCPs and patients to communication that occurs at a more human-to-
human level. According to patients’ perceptions, compassionate providers connect
to their patients from a place of shared humanity through “verbal and nonverbal
displays of compassion conveyed through healthcare provider demeanor, affect,
behavior and engagement” ([25]: 199) [25, 26, 36, 47, 48]. In clinical terms, this
involves providers not only enacting compassion but also evoking patient and fam-
ily narratives through engaged listening, emotional resonance, and acts of kindness
that attend to the totality of patients’ and family members’ experiences, not just “the
clinical facts” [2, 25, 38, 46, 47]. This may involve providers reflecting on the fol-
lowing questions as they interact with those in their care: What does the information
conveyed by this person tell me about how they derive meaning in his or her life?
What beliefs, values, fears, and hopes are embedded in this person’s personal narra-
tive? How can I honor the emotional and spiritual experiences being narrated by this
person through my demeanor, affect, behavior, and engagement?

Seek to Understand the Person and Their Individualized Needs

By creating a relational space and incorporating relational communication into their
practice, providers will develop an understanding of individuals as persons, and not
simply patients or kin [25, 46, 50]. This understanding can consequently guide
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HCPs in tailoring their caregiving interactions and interventions to best suit the
personal needs of those receiving their care ([25, 46]; cf. [2, 21, 23, 38]). In this
regard, patients are clear that compassion is manifested when providers take time to
recognize, accept, and appreciate their individuality [25, 46, 50]. Seeking to under-
stand the person, according to patients, involves understanding how their personal
narratives, and those of their family members, affect their experiences of healthcare
[25, 26].

Developing a personal understanding also renders insights as to how patients’” and
their families’ lives will be impacted by their experiences in the healthcare system
[25, 46, 50]. This may cause providers to consider the following questions: How is
this person’s narrative affecting their healthcare experience? Based on my under-
standing of this person, how can I personalize their care so they can maintain some
autonomy and therefore create meaning for themselves in their healthcare experi-
ence? It may also require providers to ask further questions aimed at developing a
deeper understanding of the patient and their family members such as, “What do 1
need to know about you as a person in order to give you the best care possible?” (cf.
[51]). In doing so, providers convey compassion to their patients and family mem-
bers, thus mitigating institutional tendencies to treat them solely as a medical diag-
nosis, a number, or simply as a “medical case” ([25, 48, 50]; cf. [2]).

Engage with Action: Actively Participate in Patient’s and Family
Members’ Healthcare Narratives Through Tangible Acts Aimed
at Alleviating Suffering

After communicating relationally and seeking to understand patients and their
families, compassionate care is brought to its climax through action—by provid-
ers acting upon the care receivers’ personal narratives [25, 26, 46, 48, 50].
Healthcare practitioner actions can be as simple as giving patients options as to
how they would like to receive personal care, making a referral to a spiritual care
professional, providing comfort care, or facilitating a family meeting to develop
a care plan [46, 50]. It can also mean taking into account patients’ or families’
emotional well-being when conveying diagnoses, treatment options, and prog-
nostic information by providing emotional support [25, 45, 47, 50]. By imple-
menting simple practices like these, patients report feeling like providers treated
them as people [46].

In this way, healthcare narratives about patients and their families become narra-
tives constructed in collaboration with those receiving care, thus personalizing their
care and mitigating alienation and dehumanization they might otherwise experience
[2, 25, 47, 50]. These examples might involve HCPs considering the following
questions: How can I be sensitive to the patient’s and their family’s personal narra-
tives as I engage them within the scope of my professional practice? How can I
adjust my caregiving practices in light of the patient’s and their family’s narratives
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while still providing quality care? What small act can do that will positively impact
their personal narrative?

In light of these five fundamentals for engaging patients’ and families’ spiritual
narratives in a compassionate manner, we propose the following mnemonic and
associated key questions for compassionate care in an ICU setting. This provides a
clinical framework that healthcare providers can reflect on when engaging patient
and family members in this clinical context:

V | Virtuous response | What are the personal and professional experiences that have shaped
me as a physician/nurse in both positive and negative ways?

Why did I choose to be a healthcare professional?

Am I being true to these professional motivators?

‘What personal qualities can help bring healing for this family?
What parts of my narrative can cause harm?

E | Engage with action | What is a small act that I can do that will positively impact this
patient or families narrative?

How can I be sensitive to the patient’s and their family’s personal
narratives as I engage them within the scope of my professional
practice?

How can I adjust my caregiving practices in light of the patient’s
and their family’s narratives while still providing quality care?

R | Relational What does the information conveyed by this person tell me about
communication how they derive meaning in his or her life?

What beliefs, values, fears, and hopes are embedded in this person’s
personal narrative?

How can I honor the spiritual experiences being narrated by this
person through my demeanor, affect, behavior, and engagement?

S Seek to understand | What do I need to know about you as a person in order to give you
the best care possible?

How is this person’s narrative affecting their healthcare experience?
Based on my understanding of this person, how can I personalize
their care in order to help them maintain meaning within their
healthcare experience?

E | Engendera How can I work to create a relational space within my specific
relational space clinical practices?

Are there any organizational or systemic challenges to creating a
relational space in my practice?

How can I bring who I am as a person into my clinical interactions
in order to promote healing?

Conclusion

Despite ICUs being described as dehumanizing and alienating, research on com-
passion and narratives reveals concrete ways that the emotional and spiritual con-
cerns of patients and their families can be sensitively engaged by ICU providers.
Although this chapter calls for a broader scope of practice on the part of medical,
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nursing, and other healthcare practitioners, this by no means undermines or under-
values the role of professional spiritual care professionals (cf. [2, 11, 38]). When a
patient’s or family’s emotional, spiritual, and/or religious concerns exceed what
any given provider can provide within the bounds of his or her professional compe-
tence, a referral to an appropriate professional spiritual care provider is necessary
and often beneficial.

However, this chapter is also predicated on the awareness that most, if not all,
providers are capable and increasingly expected to provide compassionate care that
is sensitive to patients’ and families’ emotional and spiritual needs. In ICUs where
the intensity and invasiveness of the medical interventions are experienced as alien-
ating and dehumanizing, such care is exceedingly important and can no longer be
overlooked.
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Chapter 22

The Role of the Pharmacist in Family
Engagement in the Intensive Care Unit
and During Transitions of Care

Joanna L. Stollings

Introduction

The ABCDEF bundle is an interdisciplinary, intensive care unit (ICU) bundle
(Assess, prevent, and manage pain; Both spontaneous awakening trials (SATs) and
spontaneous breathing trials (SBTs); Choice of analgesia and sedation; Delirium —
assess, prevent, and mange; Early mobility and exercise; and Family engagement
and empowerment). It integrates the prevention and treatment of pain, agitation, and
delirium, resulting in a reduction in duration of mechanical ventilation, a decrease
in ICU-acquired delirium and weakness, and optimization of family engagement
and empowerment [1]. Utilization of the ABCDEF bundle promotes interprofes-
sional care [2—7] and improves patient outcomes [2, 3]. A reduction in ICU mortal-
ity has been demonstrated with the degree of bundle compliance [8].

Post-intensive care syndrome (PICS) is a term that refers to new or worsening
impairment in mental health, physical function, and cognition following critical ill-
ness. The development of physiological conditions including posttraumatic stress,
depression, complicated grief, and anxiety in family members of critically ill
patients has been termed post-intensive care syndrome-family (PICS-F) [9].

The 2017 Society of Critical Care Medicine (SCCM) Guidelines for Family-
Centered Care outlines the best evidence available for providing support for family
members of critically ill patients in the ICU [10]. The guidelines suggest that rou-
tine interprofessional care be used to improve family satisfaction and to reduce
conflict between the clinicians and the family [10]. Although numerous studies have
demonstrated the role of the pharmacist in enhancing compliance with the different
letters of the ABCDEF bundle [11-18] and the utilization of a pharmacist in a PICS
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clinic has been described [19-21], the role of the pharmacist with family engage-
ment and empowerment or PICS-F has not been defined.

The ABCDEF Bundle

The pharmacist has a unique role engaging the family and assisting with implemen-
tation of the ABCDEF bundle.

A: Assess, prevent, and manage pain is the first place that the pharmacist can
interact with the family to aid in the recognition and treatment of the patient’s pain.
Numerous complications including nosocomial infections, increased duration of
mechanical ventilation, and delirium have been associated with inadequate pain
management [22]. Utilization of opiates for treatment of pain in critically ill patients
has been associated with a heightened risk of delirium in some studies [23-27] and
a lower risk of delirium in others [23, 28]. Pain assessment in critically ill patients
is imperative due to the risk for the development of delirium secondary to untreated
pain. The pain, agitation, and delirium (PAD) guidelines [29] state that all adult
critically ill patients be routinely assessed for pain. The reference standard for pain
assessment is self-reporting of pain [30]. Additionally, some patients do not wish to
have pain treated with opiates due to the fear of development of addiction. Through
incorporation of the family into discussions about the importance of accurate pain
assessment and treatment when indicated, the pharmacist and family can act together
to aid in the patient receiving appropriate pain treatment.

B, C: Both SATs and SBTs and Choice of analgesia and sedation are another
place where the pharmacist can empower the family in assisting with patient. When
turning off the patient’s sedation and analgesia, the patient can become agitated.
The pharmacist can educate the family to calm the patient first, potentially prevent-
ing the use of analgesia/sedation. Additionally, a survey of ICU healthcare practitio-
ners found that only 44% of respondents practice spontaneous awakening trials on
greater than half of ICU days [31].

D: Pharmacists can provide family education on the letter D, Delirium — assess,
prevent, and mange — including utilization of both nonpharmacologic, e.g., noise
reduction strategies [10], and pharmacologic therapies.

E:The letter E, Early mobility and exercise, can be performed by nurses, physical
therapists, occupational therapists, and physicians. With many institutions experi-
encing a shortage of physical and occupational therapists and the busy schedules of
nurses, physicians, and mid-level providers, early mobility is sometimes overlooked
as a means to involve the family in patient care. Pharmacists can recommend con-
sulting with physical/occupational therapy during interprofessional rounds.

F: By doing all of the above listed letters and aiding the interprofessional team in
inviting the family to participate in interprofessional rounds [10], the pharmacist
can promote the letter F, Family engagement and empowerment. By allowing a
family member to assist with the patient’s care, it improves confidence and compe-
tence in the caregiving role in addition to improving psychological health during
and after the ICU stay [10].
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Medication Reconciliation at Transitions of Care

The Centers for Medicare and Medicaid Services started the Readmissions
Reduction Program, which decreased payments to hospitals with excess 30-day
readmissions in 2012 [32]. A transition of care is defined as when a patient leaves a
particular unit or healthcare facility and moves to a different location (e.g., a differ-
ent area of a hospital, a different facility, or home) [33]. Over the last decade, transi-
tions of care have been deemed as a significant risk for adverse drug events (ADEs)
[34, 35]. ADEs have been shown to increase hospital length of stay, healthcare
costs, and mortality [36, 37]. Medication reconciliation is defined as verifying med-
ication indication and discrepancies and resolving all medication-related issues at
all transitions of care [38]. Pharmacist-conducted medication histories when com-
pared to other healthcare practitioners have been shown to have a lower rate of
errors [39, 40]. The Joint Commission on Accreditation of Healthcare Organizations
declared “sustaining and properly communicating correct medication information”
to be a National Patient Safety Goal in 2011 in response to the growing amount of
data demonstrating medication errors at transitions of care.

The goal of pharmacists when performing medication reconciliation during each
transition of care is to gauge understanding of the medications, ensure adherence,
determine any barriers to medication management, and evaluate for support sys-
tems. Having the family in addition to the patient present during medication recon-
ciliation is key. When the pharmacist is communicating with the patient and family,
the pharmacist should use a structured communication approach such as the VALUE
pneumonic: Value comments made by the family, Acknowledge family emotions,
Listen, Understand the patient as a person, and Elicit family questions [10]. The
family member can help recall which medications that patient takes, potentially
provide a medication list, or direct the pharmacist to which pharmacy to call to
obtain a medication list. The additional benefits of having a family member or
members present during medication reconciliation at transitions of care are pro-
vided in Table 22.1.

A survey of pharmacists that had participated in admission medication reconcili-
ation recommendations for improving care transitions found that sometimes patients
were out of the room or undergoing a procedure and could not have counseling.
Additionally, the patient was often too delirious or sleepy to receive counseling

Table 22.1 Benefits of family presence during pharmacist discharge counseling

Benefits

Ensure patient and family understanding of what medications that he or she will be taking post
discharge

Verify that the patient and family know how to take all of their medications (e.g., what time of
day, with food, without food, etc.)

Clarify what side effects to watch out for

Explain what other medications to avoid

Determine what pharmacy will be utilized to obtain medications

Provide any other needed counseling
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[41]. Given that the incidence of delirium has been reported to be between 20% and
50% among non-ventilated ICU patients and 60—80% of ventilated patients, this is
not surprising. Given the degree of delirium and sedation in ICU patients, involve-
ment of the family in medication reconciliation at all transitions of care is impera-
tive. Additionally, the pharmacists encouraged the family members during the
admission medication reconciliation to be present at the discharge medication rec-
onciliation to better aid the patient in handling their medication regiment upon
transfer to home [41].

Deprescribing

Elderly patients with cognitive impairment or low health literacy [42] or those with
polypharmacy (taking five to nine concomitant medications) are three examples of
patient populations at higher risk for ADEs during transitions of care [35].
Additionally, the number of medications a patient is receiving has been shown to be
arisk factor for drug-drug interactions [43], increased mortality in the elderly [44],
and delirium [45]. “Deprescribing” is defined as tapering or stopping medications to
reduce polypharmacy and improve patient outcomes. The following five-step proto-
col for deprescribing has been recommended:

1. Determine that each medication has an appropriate indication.

2. When determining the number of medications that should be discontinued, the
overall potential harm of the medications should be considered.

3. Determine if each individual drug should be discontinued.

4. Prioritize which medications should be discontinued first.

5. Start and monitor a drug discontinuation plan.

In the ICU, deprescribing can be further enhanced by determining if medication has
a current indication [46]. For example, a patient using nasal steroids for allergies
does not need this restarted while in the ICU.

The 2013 PAD guidelines conclude that no evidence supports the use of halo-
peridol for the treatment of delirium and low-quality evidence supports the use of
atypical antipsychotics. Despite this, numerous surveys have shown that prescribers
utilize haloperidol or atypical antipsychotics for the treatment of delirium in the
ICU. A single-center, prospective cohort study of 172 ICU survivors found that 42
(24%) of these were prescribed an antipsychotic at discharge [47]. Multiple other
studies have demonstrated the continuation of antipsychotics at hospital discharge
following ICU admission [48-51]. Risk factors associated with the utilization of
antipsychotics include ventricular arrhythmias, excess sedation, akathisia, and
hypotension [52]. Additionally, a population-based, retrospective cohort study
found that new use of atypical antipsychotics was associated with an increased risk
of death compared with nonuse in elderly patients with dementia [53]. These studies
demonstrate the importance of discontinuing these medications following ICU
admission especially given that clinicians may be reluctant to stop medications that
were started in the ICU. The family can serve as resource to clarify home medications
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and allow clinicians to feel more comfortable with deprescribing medications uti-
lized temporarily.

Stress ulcer prophylaxis with acid-suppressive therapy is commonly continued in
patients following an ICU admission. Quality improvement initiatives have been
developed to decrease this practice. In one study, in the pre-intervention group, 7%
of patients were discharged inappropriately compared to none of the patients in the
post-intervention group (p = 0.22) [54]. The inappropriate continuation of acid-
suppressive therapy at hospital discharge following ICU stay has been documented
in other studies [54—57]. Numerous complications have been associated with proton
pump inhibitor use including hospital-acquired Clostridium difficile infection,
pneumonia, hip fracture, and dementia [58-62]. If a current indication such as
mechanical ventilation or gastrointestinal bleed does not exist, the family can be a
valuable resource to verify if the patient has gastroesophageal reflux disease or
another indication that merits continuation.

A qualitative study of focus groups including pharmacists, general practitioners,
and specialist physicians was conducted to investigate perspectives of healthcare pro-
viders on deprescribing of anticholinergic and sedative medications. Lack of account-
ability was the most common reason that anticholinergics and sedatives were not
discontinued. Pharmacists were frustrated with general practitioners for not stopping
anticholinergic and sedative medications. Irritation was expressed by the general
practitioners that the specialist physicians did not take ownership of deprescribing
and vice versa [63]. Since family members are quite often present at all physician
visits and hospital admissions, they are the logical members to assist with deprescrib-
ing. Family can serve as a means of communication between multiple physicians.

The frequency of prescribed potentially inappropriate medications, medications
potentially harmful to the elderly based on prior research and knowledge of pharma-
ceutical effect, and actually inappropriate medications, the benefit of the drug was
outweighed by the harm after considering clinical circumstances, was described in
a single-center study of 120 elderly adult ICU survivors [64]. Using the 2003 Beers
criteria and additional medication safety data published after 2003, charts were
reviewed, and medications were identified as potentially inappropriate medications.
At five specific points within the hospital stay, admission, medical/surgical unit
admission, ICU admission, ICU discharge, and hospital discharge, medications
were evaluated to determine if actually inappropriate medications were started. The
following were the most common categories of potentially inappropriate medica-
tions identified at hospital discharge: opioids, anticholinergic medications, antide-
pressants, and drugs causing orthostasis. Of these potentially inappropriate
medications, 36% were considered to be actually inappropriate medications by a
team consisting of a hospitalist, a geriatrician, and a clinical pharmacist. The poten-
tially inappropriate medication categories at hospital discharge with the highest
positive predictive values for being actually inappropriate medications were anti-
cholinergics (55%), nonbenzodiazepine hypnotics (67%), benzodiazepines (67%),
atypical antipsychotics (71%), and muscle relaxants (100%). In multivariate analy-
sis, the number of discharge potentially inappropriate medications was indepen-
dently predicted by the number of preadmission potentially inappropriate
medications (p < 0.001), discharge to somewhere other than home (p = 0.03), and
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Admission medication reconciliation Transitions of care medication reconciliation

Clarify what medications the patient
took prior to admission
Determine if the patient needs all new
medications that are currently
prescribed

Explain how the patient took each
medication

Allow assessment for compliance

Determine if the patient takes any
non-prescritpion medications

Evaluate if any home medications not
previously initiated can be started at
this time

Evaluate for any adverse drug events

Confirm that the cost of medications is
not burdensome

Fig. 22.1 Benefits of family presence during pharmacist admission medication reconciliation and
at transitions of care

discharge from a surgical service (p < 0.001). Nearly 2/3 of actually inappropriate
medications were initiated in the ICU.

Many of these medications initiated in the ICU or at any other time within the
hospitalization may have been appropriately initiated for the patient’s current clini-
cal situation. However, failure to discontinue these medications once no longer indi-
cated can lead to inappropriate and prolonged use increasing the potential for
adverse drug events and drug-drug interactions. The importance of reviewing
patients’ medication lists daily and during transitions of care is emphasized by this
study. Involvement of the family in this process is imperative in determining exactly
what medications the patient takes at home to facilitate the deprescribing process.
Benefits of inclusion of the family in the transition of care medication reconciliation
are found in Fig. 22.1.

Reinitiation of Home Medications

In contrast to the inappropriate continuation medications after hospital discharge,
another problem is failure to initiate patients’ home maintenance medications upon
hospital admission. A large Canadian cohort study of 396,380 elderly patients eval-
uated records of hospital and outpatient medications prescribed from at least one of
the five following groups: (1) statins, (2) antiplatelet/anticoagulant agents, (3)
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levothyroxine, (4) respiratory inhalers, and (5) gastric acid-suppressing drugs [65].
Patients were classified into the following three groups: hospitalization with an ICU
admission, hospitalization without ICU admission, and nonhospitalized patients
(controls). Compared to the control group, patients admitted to a hospital without an
ICU stay were significantly more likely to have medications discontinued within all
five of the medication groups. Likewise, control group patients were less likely to
have medications discontinued among all five of the medication groups compared
to patients admitted to a hospital with an ICU stay. Compared to patients that were
hospitalized without an ICU stay, there was a higher risk of medication discontinu-
ation in all medication groups with the exception of respiratory inhalers in patients
hospitalized with an ICU admission. In all study patients, the composite risk of
death, hospitalization, and emergency department visits up to 1 year after hospital
discharge was found to be significantly higher in patients in which a statin or anti-
platelet or anticoagulant was discontinued. To prevent errors of omission in the
patient’s discharge medication list, this study once again emphasizes the importance
of medication reconciliation at all transitions of care. Inclusion of the family in this
process is logical in that they often may serve as the best source of information in
obtaining the most accurate medication list. Benefits of inclusion of the family in
the transition of care medication reconciliation are found in Fig. 22.1.

Discharge Counseling

Following hospital discharge, up to 20% of patients experience an adverse drug
event, with approximately 60% being associated with a medication and being
deemed preventable [66—68]. These adverse events have been associated with emer-
gency department visits, hospital admissions, and costly healthcare utilization
[69-72].

Readmissions occurred in 20% of Medicare recipients within 30 days of dis-
charge and in 34% within 90 days of discharge in one study [70]. Physicians in the
hospital may start new medications and stop the use of other medications, while the
patient still has the other medications at home [73]. Once the patient is discharged,
it is unclear what medications that the patient should be taking. A survey showed
that less than 60% of patients understood the indications for their new medication at
discharge and only 12% conveyed awareness of a known side effect [74].

Discharge counseling is an important patient safety initiative. Pharmacists are
the logical individuals to provide discharge counseling given their medication
expertise. A survey of pharmacists found that uniformly, all pharmacists found
counseling on medications at discharge facilitated understanding among patients
about their medication regimens [41]. Pharmacist counseling on medications at dis-
charge is cost-effective [75], improves patient satisfaction, and increases medica-
tion adherence [76]. However, the impact of pharmacists on readmission has not
been consistently demonstrated [69, 77-80].

Discharge medication counseling should include the plan for filling medications,
troubleshooting anticipated and potential barriers to adherence, utilization of



308 J. L. Stollings

adherence aids such as a pill box, and a teach-back approach to verify understand-
ing. Having the family in addition to the patient present during discharge counseling
is imperative and has been reported to be helpful by pharmacists [41]. The addi-
tional benefits of having a family member or members present during pharmacist
discharge counseling are provided in Table 22.1.

As part of a randomized controlled trial, the frequency and predictors of nonad-
herence with medications post discharge in patients that had received discharge med-
ication counseling by a pharmacist were evaluated. Patients who lived alone were
less likely to fill their prescriptions than patients that were married or that did not live
alone (odds ratio 2.2, 95% confidence interval, 1.01-4.8, p = 0.047). Nonadherence
was more likely to be demonstrated in patients that were discharged on greater than
ten medications (odds ratio 2.3, 95% confidence interval, 1.05-4.98, p = 0.036).
Patients that had lower incomes were less likely to have prescriptions filled univariate
analysis (p = 0.04). However, this was not demonstrated in multivariate analysis [81].

Given the known predictors of nonadherence with medications post discharge,
the pharmacist can engage the family of patients that meet these criteria to enhance
compliance. For a patient that lives alone, family can be counseled regarding this
known risk factor and given the suggestion of calling or visiting the patient, getting
aneighbor to remind the patient about medications, or potentially getting a caregiver
involved if needed. For patients that are discharged on greater than ten medications,
the pharmacist could provide a pill box or an adherence aid to assist the patient and
family with adherence. Additionally, the pharmacist could provide counseling to the
patient and family about incorporating medication administration into activities of
daily life such as eating and setting medication timers. For patients with lower
incomes, the pharmacist can discuss with the patient and family about medication
coupons and programs to assist with obtaining medications in indigent patients.

Several barriers have been identified to medication discharge counseling. Patients
who were in a hurry to leave the hospital were less receptive to being counseled.
Involvement of the family in the discharge counseling process may give the pharmacist
a second advocate to the importance of this activity. Due to the need for quick turn over
of patient beds for the next patient, pharmacists felt hurried to go through the discharge
medication process. Pharmacists also were suspicious that patients did not ask as many
questions as needed [41]. By including the family in the discharge medication recon-
ciliation process, the pharmacist can ask questions to gauge both the patients’ and fam-
ily members’ understanding. Even with these identified barriers, pharmacists still
considered discharge counseling an essential part of the patient’s healthcare stay.

Post-ICU Clinics

A post-ICU clinic is one means of aiding the transition back to a primary care pro-
vider following an ICU stay. Many specific issues are seen in patients following an
ICU stay that primary care providers may not be familiar with. Additionally, pri-
mary care providers may not be familiar with the tools to diagnose and manage
these complications. An interprofessional team of providers that staff a post-ICU
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clinic can assist in the diagnosis and treatment of PICS by using their expertise
about specific complications related to critical care. Given that 50% of patients who
are readmitted within 30 days of discharge did not visit a primary care provider
post-hospitalization, it is not surprising that lack of understanding of medications
contributed to readmissions [35]. Review of medications, reconciliation, and coun-
seling should all be considered essential parts of a patient’s visit to a post-ICU
clinic. A pharmacist is the ideal person to perform these tasks [19-21]. Although
information highlighting a pharmacist’s interaction with the family in an outpatient
setting is limited [82, 83], it is imperative that the pharmacist involve the family in
the complete medication use process [41]. The steps of the complete medication use
process are listed in Table 22.2. These steps include not only asking the patient

Table 22.2 Medication-related questions asked at a post-intensive care syndrome clinic

Questions for the patient Questions for the family member
1. Why do you take each of these 1. Do you know what reason the patient takes
medications? each of these medications?.
2. What dose and how often do you take 2. Do you know what dose and how often the
each of these medications? patient takes each of these medications?
3. How do you take each medication 3. How does the patient take each of these
(i.e., what time of day, with meals, etc.)? medications?
4. How often do you miss a dose? What do | 4. How often does the patient miss a dose?
you do if you miss a dose? What does he or she do if he or she misses a
dose?
5. Do you use a pill box? 5. Does the patient use a pill box?
6. What side effects have you experienced | 6. What side effects has the patient experienced
with these medications? from these medications?
7. How much and how often do you use 7. How much and often does the patient use
your prn medications? their prn medications?
8. Do you use any over-the-counter 8. Does the patient use any over-the-counter
medications? medications?
9. Do you take any herbal medications? 9. Does the patient take any herbal medications
10. Do you visit one pharmacy? 10. Does the patient visit one pharmacy?
11. Do you ask your physician or pharmacist | 11. Does the patient ask their physician or
prior to taking any over-the-counter or pharmacist prior to taking any over-the-
herbal medications? counter or herbal medications?
12. Is the cost of medications problematic? 12. Is the cost of the patient’s medications
problematic?
13. Do you smoke? 13. Does the patient smoke?
14. Do you drink alcohol? 14. Does the patient drink alcohol?
15. Do you use illicit drugs? 15. Does the patient use illicit drugs?
16. Do you take your blood pressure at 16. Does the patient take their blood pressure at
home? home?
17. Do you have regular bowel movements? | 17. Does the patient have regular bowel
movements?
18. Have you had an influenza vaccine? 18. Has the patient had an influenza vaccine?

19. Have you had a pneumococcal vaccine? | 19. Has the patient had a pneumococcal vaccine?

20. Do you need refills of any medications? | 20. Does the patient need any refills of any
medications?
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questions but allowing the family to participate as well to obtain the most complete
medication information. This process also should alleviate symptoms of PICS-F as
the medication review, reconciliation, and counseling from a medication expert can
instate confidence in the family member about the patient’s quite often complicated
medication regimen.

Conclusion

A pharmacist is a key member in family engagement both in the ICU and during
transitions of care. Empowering the family to assist with conduction of the ABCDEF
bundle, performing medication reconciliation at all transitions of care, promoting
deprescribing, performing discharge counseling, and serving as an integral member
of an interprofessional post-ICU clinic team are all roles of the pharmacist in facili-
tating family engagement and empowerment.
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Chapter 23
Respiratory Therapy and Family
Engagement in the Intensive Care Unit

Deborah Linehan and Giora Netzer

Respiratory therapists (RTs) are an integral part of the modern intensive care unit
(ICU) team. In the ICU, patients and families may meet a respiratory therapist due
to an extreme situation, such as respiratory failure and/or code blue. The RT is part
of the team that rushes in to establish an airway, while the family may watch in shock
as we sedate, intubate, and ventilate their loved one. In the aftermath, their loved one
may have their hands tied down, a tube taped to their face, and a strange machine
making all kinds of unknown noises helping them breathe. Through the days that
follow, families must deal with understanding new terms, make complex decisions,
and deal with the emotional roller coaster that accompanies this situation.

While the reasons for intubation differ for each patient, recurrent themes emerge
across the population of patients with respiratory failure. They are (1) respiratory
distress/failure, (2) intubation, (3) management of crisis on ventilator, (4) ventilator
liberation, (5) tracheostomy, (6) extubation, (7) transitioning out of the ICU, and (8)
end of life. Each of these represents an opportunity for respiratory therapists to
engage the family. In this chapter, we will examine each of these possible interven-
tion points to identify current practice. We will then identify practical ways bedside
respiratory therapists can incorporate facilitated sensemaking interventions that
“help families make sense of the situation and help give meaning to the caregiver
role” [1]. Finally, we will discuss barriers to practice change.

In Table 23.1, we present an overview of possible respiratory intervention points
and the emotions families may experience at those times. In many instances, the
respiratory therapist encounters the patient when respiratory failure occurs and the
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Taple 23-1. Possible points Patient event Family response
of intervention Respiratory distress/ Shock
failure Disbelief
Helpless
Intubation/ventilation Fear
Confusion
Helpless
Crisis ventilator Fear to touch patient or be in the
management way
Fear of vent alarms
Confusion
Weaning Hopeful
Frustration when failing
Extubation Excitement/fear
Frustration and despair when failed
Tracheostomy Fear
Transitioning out of the | Excitement/fear
ICU Frustration due to level of care
change
End of life Overwhelmed
Guilt
Conflict

patient needs to be intubated. Due to the urgent nature to treat the patient, the RT
does not get a chance to introduce themselves to the family until afterward. We must
recognize that watching their loved one in respiratory failure, and seeing them intu-
bated, is a traumatic event for the family. How RTs approach the family can affect
their response.

Crisis Management

Let us begin our discussion with how to implement facilitated sensemaking during
crisis management of the disease process on the ventilator. Most commonly, a typi-
cal first interaction with the patient’s family may sound like the following: “Hi, I'm
(insert name), your respiratory therapist. I am going to check the ventilator, suction,
and listen to the patient,” and then we proceed to do our job. We may even ask the
family if they have any questions, but often, they offer none. We leave the room
having done our job, but we have done nothing to help the family make sense of
what is happening.

We must remember that everything in the ICU that is routine to us is unknown to
most family members. To gain insight into how we can help these families, let’s take
a step back and evaluate this interaction from the family’s perspective. The family
walked into the room to see their loved one strapped to the bed with a plastic tube
sticking out of their mouth and a strange machine making all kinds of scary noises.
A stranger then walks in, saying he or she is a respiratory therapist—whatever that
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Spontaneous breathing trial

Pass Fail Repeated
fail
Try Consider
Extubate tomorrow tracheostomy

or withdrawal
Fig. 23.1 Ventilator liberation decision tree

is—then messes with the breathing machine, and shoves something down the plas-
tic tube and makes their loved one choke violently. It should be no wonder that they
have no questions. They are overwhelmed trying to process the strange reality they
are in.

Literature shows that it does not take long for families to adapt to this reality. In
a 2009 qualitative study that surveyed family members of critically ill ICU patients,
a theme that authors noted was that the “initial shock” about the ventilator “evolved
into adaptation” over the course of several days [2]. Roy’s adaptation model
describes that people “adapt to the (health) situation using coping mechanisms that
result in either adaptive or maladaptive coping” and how they adapt affects future
“positive or negative outcomes and consequences’ [3]. This means that the family
interactions we have in the first 24 h are vital in setting the tone for our families as
they adjust to their new reality. If we can discover ways to help the family adapt in
a positive way, we may be able to affect positive outcomes.

So how can RTs change the way they approach the family in order to help them
through their loved one’s crisis? We can do this by examining each of the possible
intervention points previously discussed and strategically changing what these
interactions look like. Figure 23.1 provides a summary of these points and the pos-
sible changes to RT practice that we will discuss in the remainder of this chapter.

During crisis management, one essential concept of mechanical ventilation that
should be made clear from the beginning is that mechanical ventilation constitutes
life support. This should be reinforced by the entire team to ensure consistency of
message. Unfortunately, many families do not consider the ventilator life support,
even though the machine is providing essential support [2]. If families begin the
journey with this misconception, potential discussions regarding discontinuing the
ventilator during end of life may be more difficult.

One approach by which RTs can help families make sense of their new reality is
by providing basic education about the respiratory interventions they are seeing.
This can be a purposeful conversation with the family in which we introduce
ourselves, describe the RT role, and provide them with educational materials to help
the family understand “the environmental cues” [3] that pertain to the ventilator and
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other interventions. For the past two decades, pediatric practice has led in this
approach. In pediatrics, many facilities offer standardized training to families of
ventilator- and tracheostomy-dependent patients. This training is in the form of
handouts, videos, simulations, and skills demonstrations [4, 5] that follow a sequen-
tial path that allows a patient to be discharged home with family caregivers. Studies
have demonstrated that standardization helps decrease length of stay and increase
the family’s comfort level caring for their child [4, 5].

To bring this practice to our adult patients, we will need easy-to-read educational
materials, to both guide our discussions and provide as a resource for later review.
When developing written information, consultation with the interdisciplinary ICU
team will ensure a consistent message and consistent training from all parties.
Consistency in messages is important to families [6] and is necessary for trust to
occur between the team and the family. To achieve this, Yale New Haven Children’s
Hospital created a committee consisting of multidiscipline practitioners and previ-
ous family members to evaluate and revise the training program they had in their
pediatric respiratory unit. Working together, they standardized educational materi-
als and teaching, created checklists and critical thinking scenarios, and developed a
timeline for training. The result was a decrease in hospital stay and greater patient/
family satisfaction [7].

Initial educational materials should include information about the endotracheal
(ET) tube. This information should include a simple diagram of the anatomy which
we can use as a visual aid to help us clearly explain the suctioning procedure. The
RT can demonstrate that with the tube in place, secretions are unable to be expecto-
rated, necessitating the use of a suction catheter to get them out. Suctioning is very
upsetting to families. Some families are so upset by the cough reaction that they
must leave the room when their loved one is suctioned. Explaining the procedure
and the patient response beforehand allows the family to understand and accept it.

Another issue that is upsetting to both patients and their families is the loss of
communication due to an artificial airway. Using a diagram showing the ET tube
and its relationship to anatomy may also be useful in explaining why that their loved
one will not be able to talk. Families should be made aware of this, as this is upset-
ting and may cause anxiety for the patient when he/she awakens from sedation. This
presents an opportunity for the RT to give the family a purpose in their new role.
From the outset of mechanical ventilation, RTs can help the family understand how
they can help with communication in several ways. First, it is important to help the
family understand that they can talk to and touch their loved ones. We must specifi-
cally address this issue because families have reported being afraid to touch the
patient due to the ventilator [8]. RTs can also familiarize the family with the com-
munication resources that are available in the ICU. These resources include low-
technology interventios such as clipboards and patient boards and high technology
interventions that use software and computerized apps [9, 10]. A 2017 review of the
effectiveness of these communication strategies found that their use corresponds to
patient satisfaction with communication in the ICU [9].

RTs should partner with nursing and speech therapy to learn about the different
types of communication strategies that are available. This collaboration is important
because each discipline has different skills and knowledge pertaining to the
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communication aids that are available. Another benefit of working together is that
the understanding of different roles encourages earlier referrals to the qualified
practitioner. Multidisciplinary teamwork is important when developing training
materials about communication aids. One facility’s multidisciplinary team devel-
oped training resources and a “communication assessment tool for nonverbal
patients” [10] that is filled out and displayed at bedside to ensure effective and con-
sistent provider communication. Families will work with the team to individualize
the information in this bedside tool.

If mechanical ventilation becomes prolonged and the patient progresses to a tra-
cheostomy, we can partner with speech therapy to evaluate if the patient is a candi-
date for a speaking valve. Speaking valves are commonly used for tracheostomy
patients who are not on the ventilator, but speaking valve use during mechanical
ventilation has been shown to be a safe way to provide early voice return in several
studies [11-13]. Other options we can use for speech on the ventilator are PEEP
speech and special “talking” tracheostomy tubes [14—16].

RTs should also provide education to the family about ventilator basics. A simple
explanation of how the ventilator “breathes” helps the family adapt to this new nor-
mal. We must be careful to explain that there are alarms on the vent that notify us of
achange in the patient and that many of these alarms correct themselves, but we will
be available for any issues that arise. Educational handouts may include information
about ventilator modes and alarms and a list with definitions of common words that
they may hear regarding the ventilator. Many hospitals have created educational
documents about ventilators [17, 18] for their patients. RTs and families can work
together as part of the team that develops these materials.

Family Engagement in Research

In our discussion thus far, we have discussed the standardization of messages and
educational materials for the family. One way that RTs can give the family a sense
of purpose in respiratory issues is to engage families of former ICU patients in the
process of creating educational materials and engagement strategies. Recent studies
have demonstrated that former patients and families want to provide input into how
to make the experience better. Their participation has been shown to provide valu-
able insight into providing meaningful care [19, 20]. In fact, many of the interven-
tions they suggest are described in this chapter [20].

Ventilator Liberation

Another opportunity for RTs to examine their practice is when spontaneous breath-
ing trials begin. At this point in the process, families have adjusted to the reality of
their loved one being on a ventilator and now need to understand that a spontaneous
breathing trial is an important step in ventilator liberation. This is another
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opportunity in which written educational materials would be useful to help the fam-
ily make sense of the situation and ensure consistency of the message between the
providers. The RT should make every effort to meet with the family to discuss these
educational materials before the first spontaneous breathing trial. Written education
at this point should include a clear definition of what a spontaneous breathing trial
is, how ventilator support is changed during the trial, and what we are looking at to
decide if the test is passed or failed. Again this material must be in layman’s terms.

Spontaneous breathing trials are an ideal opportunity to engage the family mem-
bers. It has been observed that families in the ICU environment often engage in
surveillance activities such as “observation and interpretation of the patient’s physi-
ological or psychological status or numerical displays” [21]. To give the family
meaning in the caregiver role, we can use that tendency to help the patient’s response
to weaning. We can encourage the family member to hold their loved one’s hand
and talk to them if they look upset or anxious. This could be helpful, as if the patient
gets anxious and the family members know how to distract them, he or she may be
more likely to have a successful weaning trial.

Teaching families what to do if the patient is anxious during a breathing trial is
an example of how the family member can be a coach. Happ et al. observed family/
patient/clinician interactions in a 20-bed MICU. Clinicians stated that “family pres-
ence was either: calming and helpful, or a hinderance” [21]. What made the differ-
ence was how effective the family was at remaining calm, coaching the patient
through anxiety, and gently being there for the patient. One major barrier for the RT
to enlist the family to help with anxiety is the observation that some families hinder
breathing trials when they are overly anxious, hovering, or their overall demeanor
upsets the patient and makes them more anxious [21]. We must consider that per-
haps this anxiety on the part of the family is a manifestation of the maladaptive
coping strategies that they have developed to help them deal with the patient being
on the ventilator. If that concept is true, then it is possible that through the process
of facilitated sensemaking, we can help to modify the family’s response in the
beginning so that they positively adapt and perhaps in turn these families would be
more effective at helping their loved one come off the ventilator.

Another simple intervention we can use to engage the family is by asking ques-
tions about the patient so we can use the family’s knowledge to help the patient
through the spontaneous breathing trial. A questionnaire could include the follow-
ing: Is the patient an anxious person normally? If so we may need to use distraction
techniques. Does the patient like to set and reach goals? Do they enjoy music and
what kind? Using this survey and what we learn about the patient can help us to
partner with the family to come up with a plan of how best to use talk, touch, and
maybe music to support the patient.

Music therapy is easy to implement and has shown promise for dealing with
anxiety during attempts at ventilator liberation. Hunter et al. used music therapy
three times a week with 61 mechanical ventilator patients during spontaneous
breathing trials. Patients declared they were less anxious and physiologic signs of
anxiety and heart and respiratory rate were lower when the therapy was finished.
Forty-one patients were able to be weaned with the help of music [22]. Music is a
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Fig. 23.2 Respiratory interventions at different stages

strategy that RTs can use at the bedside. RTs can encourage the family members to
play favorite music for their loved ones during breathing trials, or RTs can advocate
for music therapy to be ordered for the patient during weaning trials.

Before beginning spontaneous breathing trials, it is important to educate the fam-
ily about the overall plan we will follow to help the patient come off the ventilator
and what the plan is if they cannot. A simple diagram such as in Fig. 23.2 could be
used to represent the plan whether the patient passes or fails the spontaneous breath-
ing trial. Discussing the possibilities of failure, especially repeated failure that
requires tracheostomy, is important. Mentioning tracheostomy or withdrawal of life
support at this point allows for the family to acknowledge these possibilities, pre-
saging future discussions regarding the patient preferences regarding these proce-
dures. This diagram could be developed into a decision aid. A decision aid is “a
means of helping people make informed choices about healthcare that takes into
account their personal values and preferences” [23]. This decision aid would be
introduced at the provider level and would give the family a resource to look at the
options and evaluate them in light of their overall goals of care. The use of a deci-
sion aid has been shown to “improve decision making quality and less resource
utilization” [24] in the setting of prolonged mechanical ventilation. As RTs we can
be involved in the creation of this decision aid.

Extubation

Extubation is a time of great emotion for the family. They are hopeful that their
family member is coming off the ventilator, and it can be very scary and disheart-
ening to them when the patient must be reintubated. In current practice, I am sure
that the patient’s family is briefed on the possible outcomes of extubation, but
because they have no training, they are more like passive observers and feel help-
less in the process.
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RTs can explain the extubation procedure to the families and let them know that
the patient’s throat may be sore. We can also let them know that we will be encour-
aging the patient to cough, take deep breaths, and get on the chair, because it is
important to keep their lungs open, and employ the family member in their role as
coach to encourage the same behavior. Care should be taken to help the family
understand the types of noninvasive support options that may be used post-
extubation, what they are, how they work, and when each would be implemented.
This information should be given in both verbal and written formats.

Taking time to coach the family before extubation helps them achieve a sense of
control about what happens post-extubation. If things go well, the family knows
what to do. If things do not, the family—now grasping what they were taught previ-
ously—may be better able to understand both the respiratory distress and the poten-
tial need to reintubate. If the patient does need reintubation, respiratory therapist
can sit down with the family to discuss the next step in the plan, including whether
factors exist that are more quickly remediable, like stridor, and the ability to try
again. The family’s input about possible prior liberation attempts can be elicited,
and whether they want to redirect care or if it is time to discuss tracheostomy.

Tracheostomy

As discussed above, RTs can anticipate future conversations regarding tracheos-
tomy. During this time the RT’s main strategy would again be education. Before a
tracheostomy is performed, the goal of education would be to help the family under-
stand how care will differ with a tracheostomy tube. A diagram of tracheostomy
anatomy can be presented and compared to the diagram of the endotracheal tube so
that the family can see the differences. It is important to educate the family about
how the ventilator liberation process is different when the patient has a tracheos-
tomy. They will need to understand trach collar trials and how the tracheostomy
makes it easier to remove and replace ventilator support when needed. We must
ensure we teach the family that the trach is not permanent and can be removed if
their loved one recovers.

Once the patient has undergone tracheostomy, RTs can give the family a sense of
purpose in their new role by teaching them how to do basic tracheostomy care. In
the pediatric world, families are encouraged to help from the beginning. In addition
to hands-on at the bedside, many facilities also have a training program that targets
tracheostomy education using a combination of handouts, simulators, manikins, and
videos [4, 5, 7, 25]. Working alongside the RT and nurses, families can become
adept at changing trach ties, cleaning around the stoma, and performing tracheos-
tomy changes. They can also be taught emergency management and suctioning.
This teaching may allow families to transition from fear to confidence.

This lesson applies to the adult patient population as well. One head and neck
cancer center in Florida noticed increased hospitalization of their neck cancer
patients and implemented a pilot study called T-CARES (Tracheostomy Care
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Anxiety Relief Through Education and Support) to complement bedside teaching.
T-CARES consisted of a standardized 1-h class for family that combines video,
hands-on with a manikin, and RT and RN instruction. Training covered the basics of
tracheostomy care, suctioning, and emergency response. The 11 participants reported
decreased anxiety and increased proficiency in the tasks taught [26]. Standardized
training such as this is an opportunity for the RT. The benefit of teaching the family
gives them time to get comfortable with the process and gives them a sense of con-
trol. Beginning to teach care for a tracheostomy during ICU stay gives us time to
correct technique and helps the patient as they transition to the next level of care.

Transitioning Out of the ICU

When the patient is stable, either on or off the ventilator, he or she will be moved to
a lower level of care. This may be in the form of a hospital step-down unit, a skilled
nursing facility, a long-term acute care hospital (LTACH), or home. Major chal-
lenges will be faced by the family of adult patients with chronic respiratory failure
as they transition to the next level of care. One of these is that the patient will have a
noticeable lower level of monitoring and care. This may be stressful for families as
they worry about their loved one receiving proper care. If RTs initiate tracheostomy
care teaching during the ICU stay, this may help the family through the transition.

Another challenge for the family is finding an appropriate and available rehabili-
tation setting that will accept the patient’s healthcare payor. This may be a real
shock to families. Unlike in pediatric practice, where tracheostomy is understood to
be a long-term commitment necessitating planning toward home care complete with
guidelines [27, 28] and training targeting their needs [4, 7, 25, 29], adult care lacks
this focus. The families of adult patients may be unprepared to bring their loved one
home if insurance denies coverage, further limiting their options. Denial of cover-
age was noted by practitioners in Houston in 2010. They noticed difficulty in dis-
charge planning when the “chance for weaning from the ventilator became smaller
or financial constraints prevented the patient from progressing to a LTAC” [30]. To
better support the patients and their families, this facility created a multidisciplinary
team to identify barriers to the patient going home and developed a home trach/vent
discharge planning algorithm [30] to guide the care of these patients. RTs were a
part of the planning committee and provided standardized education to patients and
their families.

End of Life

While the end of life is difficult regardless, for families of mechanically ventilated
patients, additional burdens are created. The decision to remove life support often
makes the family feel like they are, in essence, killing their loved one: bringing
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anguish and guilt that can persist long after the ICU experience [31]. RTs can help
the families through this time in several ways. The first thing is to reinforce the mes-
sage that the ventilator is life support that remains consistent throughout the disease
process and that the removal of ventilator support is the removal of an artificial
measure, allowing natural death.

In the case of suspected brain death, education by RTs during this time can also
include information about apnea testing. Apnea testing is a test that includes remov-
ing the patient from the ventilator and watching for evidence of spontaneous breath-
ing. The apnea test tests the neurological reflex to breathe and is considered a brain
death test [32]. Encouraging the family to be present for the apnea test may help the
family to accept the often-confusing concept of brain death more easily. Evidence
of breathing, even if only the set rate of the ventilator, can be interpreted by the fam-
ily as life. One family struggling with this issue found that when they saw for them-
selves their loved one is not breathing, it helped them realize it was time to say
goodbye [33].

At the end of life, the most important thing a RT can do is care. Traditionally,
nurses are considered the key providers for support of families at the bedside during
the end of life. However, due to their presence at the bedside of dying patients, RTs
find themselves in this role as well. For example, RTs are often drawn into end-of-
life conversations with the family. These conversations happen when the patient
and/or family is ready and finds they trust the person they are with [34]. These con-
versations can be incidental or deliberate. Incidental conversations occur when the
patient/family begins to share personal thoughts. This could be “listening to patients
[families] share past regrets so they can move on” [35] or asking the family to share
a good memory about a loved one. Though these moments seem small, these inter-
actions are meaningful to families and can help them through the acknowledgment
process of the impending death.

RTs can also initiate deliberate end-of-life conversations. Using open-ended
questions such as “What do you understand about the status of the illness?” [36]
has been shown to be an effective conversation starter. Listening to how the
family answers gives clues as to where the family is in the acknowledgment
process and helps identify if they have any misunderstandings. The insight
gained from these types of conversations can be shared with the rest of the
healthcare team, to clear any misconceptions and communicate more effectively
with the family.

Another mechanism by which RTs can help support families is to be present
at family meetings. Currently, RTs are not usually included, though they desire
to be [37-39], especially when discussing the removal of life support. The RT’s
presence would be beneficial for the family because often the RT has developed
a supportive relationship to the family and the RT’s presence at the meeting
helps them. Also, because the RT is the team member that removes ventilatory
support, being at the meeting allows him or her to use both technical knowledge
and knowledge of the patient to contribute to the plan for withdrawal of
support.
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Conclusion

As bedside clinicians in the ICU, respiratory therapists often build relationships
with the families of their mechanically ventilated patients, and this places them in a
prime position to help the family find meaning and make sense of their complicated
new role. RTs develop their practice to better meet the family’s needs. This may
include collaborating with families and other disciplines to develop educational
materials, training programs, and decision aids. Therapists can also coach the fam-
ily to touch and talk to the patient and teach them to be a coach during breathing
trials. The RT plays a key role in helping families adapt to both the physical and
emotional challenges of mechanical ventilation, and we should work alongside both
the families and ICU team to provide the best engagement with the family.
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Introduction

When an intensive care unit (ICU) patient is incapacitated or otherwise lacks capac-
ity to communicate their choices, the responsibility to make health-care decisions
often falls on the shoulders of close family members. These natural surrogates, how-
ever, are often dealing with intense emotions, unrealistic expectations, and a com-
promised ability to process complex information. This commonly observed
constellation of symptoms is known as the family ICU syndrome (FICUS). As
Netzer and Sullivan [27] describe it, FICUS is characterized by maladaptive reason-
ing, high-intensity emotions, interpersonal conflict, persistent insomnia, cognitive
bias, and anticipatory grief. The syndrome is dynamic and multifaceted and typi-
cally requires an interdisciplinary approach to combat the duress families experi-
ence after critical illness. The ICU social worker, as an instrumental member of the
interdisciplinary team, utilizes a biopsychosocial perspective to assess individuals
within their environment and to develop effective strategies to optimize family sup-
port, coping, and decision-making. Social workers are uniquely positioned to inter-
vene and support families during this critical period.

Within the context of FICUS, in this chapter, we (1) provide an overview of the
dynamic needs of patients and families who encounter the ICU; (2) define the role of
social work in the ICU within the context of an interdisciplinary team approach; and
(3) discuss evidence-supported interventions that social workers can employ to
address the needs of patients, family members, and team members. We also present
a conceptual model emphasizing the role of social work within an interdisciplinary
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framework to best serve families and patients in the ICU. We further discuss evidence-
supported communication approaches that support families and their ability to weigh
and make decisions. Special attention is given to minority populations who encoun-
ter the ICU because racial and ethnic disparities are prominent in this setting and
often lead to poor patient and family outcomes. Case examples are also provided to
foster critical thinking about complex encounters with families in the ICU. First, we
consider the precipitating factors that bring families into the ICU setting.

Background

Annually, more than five million patients are admitted to intensive care units [35].
An admission to the ICU typically comes from one of three primary sources: acute
care, emergency department, or an ICU in another hospital. The majority of patients
(58%) are admitted to the ICU directly from the emergency department [35]. The
source of admission has been found to be associated with patient outcomes. Patients
transferred from an ICU in another hospital tend to have poorer outcomes in terms
of mortality, duration of mechanical ventilation, length of stay, and ICU complica-
tions [11]. The five leading diagnoses of adult patients admitted to ICU are respira-
tory disease or distress, acute myocardial infarction, intracranial hemorrhage,
cardiovascular accident, and severe sepsis [14, 35].

Overview of Patient and Family Needs in the ICU

Being thrust into a stressful environment can be physically, emotionally, and socially
challenging for patients and families in the ICU. Patients in the ICU have a wide variety
of medical, social, financial, spiritual, and cognitive needs. Contextual issues may ham-
per communication and create distress for both patients and families. For some patients,
infection control protocols — such as isolation and the use of masks, gowns, and gloves —
can make patients feel stigmatized and socially quarantined. Fictionalized portrayals of
critical care interventions in popular media distort understanding about prognosis and
interventions. For example, one study of fictionalized accounts of so-called heroic mea-
sures in television and film found that television programs give a misleading impression
about success rate of CPR compared to the medical literature [13]. Because of exposure
to the media, many patients and families may overestimate the likelihood of treatment
success and underestimate the risks/costs [16]. Thus, it is imperative that patients and
families are provided with an accurate understanding of risks and benefits involved.
When a patient is incapacitated, decisions are often made by family or other surrogate.
As such, high-intensity emotions and compromised ability to process complex infor-
mation may cause duress for the family. Offering families ample visitation and space
for reflection and relaxation is imperative for creating an environment conducive for
discussion, emotional expressions, and informed decision-making.
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Critical care is a dynamic medical environment in which families often feel
emotionally exhausted, anxious, and confused about highly technical interven-
tions and medical jargon [1]. Intervention options, including risks and benefits,
are often communicated with an inaccessible medical parlance. Physician-to-
family communication is regularly peppered with Latin-based terms, unfamiliar
acronyms, and statistical probabilities. Terms like “intubation,” “chemical
code,” or “MRSA” will likely be unfamiliar to nonmedical audiences. The use
of such terms in clinical conversations with families may unnecessarily foster
confusion and misunderstanding. Inaccessible communication such as this can
further complicate FICUS. FICUS is complex and multifaceted and often
requires an interdisciplinary approach to address duress. Within the interdisci-
plinary ICU team, social workers are uniquely trained to identify and address
FICUS.

Determining Decision—-Making Capacity

In order to maximize patient autonomy, critical care providers should be attuned
to fluctuations in a patient’s ability to make informed decisions. Informed
decision-making requires an ability to (1) understand burdens, risks, and bene-
fits of a proposed treatment; (2) rationally evaluate the burdens, risks, and ben-
efits of the proposed treatment; and (3) communicate a decision. If a person
lacks any one of these three requirements, then the person does not have the
capacity to make health-care decisions. A diagnosis alone does not imply inca-
pacity; and capacity can fluctuate. Patients with mild/moderate dementia, for
example, may be capable of making their own decisions until the latter stages of
the disease.

Social workers assigned to critical care units should be knowledgeable about
advance directives (e.g., health-care power of attorney, living will documents) and
pertinent state laws for identifying the appropriate proxy decision-maker when a
patient lacks capacity to make health-care decisions for themselves. Some states
assign equal decision-making authority to certain categories of family relative,
which can prolong and complicate pressing decisions if multiple family members
of a certain category disagree about the appropriate course of treatment. For exam-
ple, Maryland ranks adult children with equivalent decision-making authority.
Holding advance care planning conversations and completing advance directives
early on — prior to the onset of a medical crisis — can help prevent or minimize
family conflicts because identifying a primary surrogate decision-maker can side-
step the problems associated with giving multiple individuals equal decision-mak-
ing authority. Plus, by holding advance care planning conversations and
documenting patient preferences prior to a potential ICU encounter, patient prefer-
ences are more likely to be considered and honored. Social workers are known to
play a prominent role in leading and facilitating advance care planning conversa-
tions [30].
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The Interdisciplinary Team Approach in the ICU

Contemporary critical care is based on the premise that optimal care involves active
support from an interdisciplinary health-care team. Team members regularly include
physicians, nurses, advanced practice providers, respiratory therapists, pharmacists,
dieticians, chaplains, rehabilitation specialists, and social workers. As previously
described, critical care providers routinely encounter patients and families with a
variety of multifaceted needs, including medical, informational, emotional, spiri-
tual, as well as pragmatic resource needs (e.g., financial and/or benefit assistance).
Coordinated involvement of representatives from medicine, nursing, social work,
and chaplaincy can help to efficiently and effectively identify and address these
complex multidimensional needs. As Fig. 24.1 illustrates, the interdisciplinary team
works together to meet the various needs of the ICU patient and his or her family.
Although a strength of the interdisciplinary approach is that different disciplines
contribute differing clinical perspectives and expertise to inform the management of
complex illness, inconsistent messages from team members can muddle the clarity
of information that families need to facilitate informed decision-making. Thus, it is
vital that team members communicate frequently and openly with one another and
complement each other when possible.

Social worker

Physician Social

Medical .~

Dietician Chaplain

Spiritua '

Respiratory

Financial )
therapist

Pharmacist

Rehabilitation
specialist

Fig. 24.1 Illustration of the interdisciplinary team working together to meet the various needs of
the ICU patients and his or her family. (Adapted from Cagle and Widera [8])
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The Role of the ICU Social Worker

Understanding family dynamics, psychosocial risk factors, empathetic communica-
tion approaches, and crisis response are integral components of social work educa-
tion at both the master’s and bachelor’s level. Social workers are often equipped to
evaluate, monitor, and treat complex psychosocial needs of patients and families.
Social workers, for example, are the largest direct provider of mental health services
in the USA. They may also have specialized training in conflict management,
trauma counseling, geriatric care, or practice in medical settings. Many social work-
ers pursue licensure after obtaining their master’s degree. Although licensing stan-
dards differ greatly depending on the issuing state or country, the process typically
involves an extensive period of clinical supervision and a formal clinical compe-
tency exam. Licensed clinical social workers can provide mental health counseling
services, bill insurance companies directly, and — in some cases — make mental
health diagnoses.

According to Hartman-Shea et al. [17], social workers in the critical care setting
are recognized for their expertise as professional counselors, facilitators of com-
munication, and resource agents (Table 24.1). However, the role of the ICU social
worker can be vast and varied and will depend on the clinical setting, patient popu-
lation, and team dynamics. While roles overlap substantially among ICU team
members, social workers are often charged with facilitating decision-making, fos-
tering coping skills, mediating family conflict, assisting with advance directive
completion, helping families navigate the complexities of the health-care system,
serving as a “translator” for medical jargon, strengthening team dynamics, and
helping families process poor prognoses and end-of-life issues. In reference to this
latter point, the physician is typically recognized as the initial provider of a patient’s
diagnosis and prognosis. Some evidence suggests that psychosocial support pro-
vided by social workers contribute to family satisfaction and reduced anxiety [24].
Chik et al. [10] found that early social work involvement and palliative care consults
reduced the risk of critical care and burdensome interventions. Furthermore, con-
ducting a thorough psychosocial assessment upon admission to the hospital pro-
vides relevant information for the ICU clinical team about how the family prefers to
communicate, their current understanding of the patient’s resource needs, as well as
indications for ongoing social work counseling or other follow-up [26, 31].

Promoting Family Self-Care

For families exhibiting FICUS, encouraging vigilant self-care can mitigate anxiety
and promote healthy coping. Self-care includes activities that facilitate physical
health, direct attention to the present or future, and reinforce healthy coping strate-
gies. While optimal self-care behaviors are unique to the person, ICU social workers
can ally with families to reinforce and identify key health-promoting habits or other
restorative behaviors. In stressful situations, such as a family medical crisis, it can
be easy to abandon restorative routines and to slip into maladaptive patterns. When
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coping resources are exhausted, family members may resort to poor eating and/or
sleeping habits and excessive substance use. Such maladaptive coping responses
can be useful for managing short-term crises [36]. However, if these behaviors per-
sist, neglecting one’s own self-care needs may contribute to negative outcomes and
eclipse any short-term benefits. Encouraging restorative activities such as exercise
(even short walks), meditation, healthy eating, or a full night’s sleep can give fami-
lies a much-needed sense of routine and normalcy.

Referrals to Hospice and Palliative Care

Hospice is an interdisciplinary form of end-of-life care that focuses on patient qual-
ity of life, the management of pain and symptoms, and family support. According to
the Medicare Hospice Benefit, patients are eligible if they (1) have a prognosis of
6 months or less and (2) forego disease-modifying treatments (e.g., surgery, chemo-
therapy, or radiation intended to cure). Hospice services can be provided in a variety
of settings including at home. Hospice is associated with better outcomes than alter-
nate forms of end-of-life care, such as dying in the ICU [6, 18]. Palliative care ser-
vice is similar to hospice although a life-limiting prognosis is not required and
cure-oriented interventions are typically allowed.

ICU social workers should be knowledgeable about the eligibility criteria for
hospice. When potentially eligible patients are identified, team members should be
informed, and, if eligibility is confirmed, then family members should be informed
about hospice services and referred if appropriate. While many people are familiar
with the term “hospice,” few have an accurate understanding of the scope of ser-
vices and philosophy of care [7]. While most Americans have heard of hospice,
misunderstandings regarding its goals and patient eligibility are common. Thus, it is
important that potential misperceptions about hospice are addressed and that accu-
rate information is conveyed. Given that social workers are trained in negotiating
family dynamics, empathetic communication approaches, and facilitating difficult
discussions, their involvement in conversations about care transitions at the end of
life may be beneficial. Critical care team members may also set up a family meeting
with hospice or palliative care professionals to discuss whether a shift in care is
appropriate or desired.

When intensive care becomes unlikely to benefit the patient, the shift from
restorative care or stabilization to less invasive forms of end-of-life care, such as
hospice or palliative care, is often rife with clinical uncertainty and conflicting opin-
ions about the optimal course of care among family members and team members.
Prognostic ambiguity, lack of a meaningful recovery, or mixed response to treat-
ment can create distress for families and discomfort for critical care clinicians. The
presence of documented preferences for care, or an identified health-care proxy, can
provide some clarity for when and whether discontinuation of critical care treatment
is warranted [9]. However, family conflict or fear of litigation may prompt care
decisions that are inconsistent with patient preferences.



334 J. G. Cagle and M. Bunting
Acknowledging and Addressing Disparities in the ICU

A substantial body of literature has consistently demonstrated racial and ethnic dis-
parities in the ICU. Disproportionately higher numbers of African-American and
Hispanic patients receive aggressive critical care interventions, such as intubation
and mechanical respiration, prior to death [22]. Additionally, a greater proportion of
minority patients die while in the ICU [20]. These experiences are linked to lower
levels of family satisfaction and greater financial burden. Thompson [32] argues that
racial and ethnic disparities in health care clearly exist, and, because they are more
often associated with poor outcomes, the perpetuation of such disparities is unac-
ceptable. Some have hypothesized that such differences are the result of a cultural
mistrust of the health-care system or a desire that the patient receives the full gamut
of medical interventions available to them [3, 4, 19, 29]. Furthermore, minority
populations and younger patients are overrepresented in the ICU. Admission to the
ICU may further contribute to poor outcomes and greater costs — including out-of-
pocket costs for the patient and family. Social workers can, and should, work to
address these disparities. Such efforts may include comprehensive advance care
planning (ideally prior to an ICU admission), educating families about the risks
(including costs) and benefits of aggressive care options, informing families about
hospice or other forms of palliative care if appropriate, and advocating for systemic
change to improve obstacles to high-quality care. Given that the profession strongly
values social justice and advocacy on behalf of vulnerable populations, social work-
ers may be uniquely prepared to address these inequities.

Facilitating Goals of Care Discussions

ICU social workers are often charged with facilitating family conversations about
treatment, relevant values, and goals of care. Widespread use of documented treat-
ment instructions such as the Physician Orders for Life-Sustaining Treatment
(POLST), for example, requires conversations about the patient’s preferences and
priorities. A popular clinical framework is the shared decision-making model: (1)
reviewing the various decisions that need to be made; (2) exchanging information
about patient values, current medical status, and treatment options; (3) working to
ensure that all stakeholders comprehend the information being provided; (4) con-
ducting a dialog about decision-making roles and responsibilities; and (5) establish-
ing a care plan consistent with patient/family values. Shared decision-making also
ensures that all relevant care preferences and decisions are documented in advance
directives and honored by health-care providers. When initiating advance care plan-
ning conversations, it may be helpful for social workers to begin by inquiring about
specific priorities in terms of a desire for care to preserve comfort, longevity, or
functionality. Because goals and preferences change over time, such discussions
should be considered part of an ongoing conversation, revisiting and revising medi-
cal directives as needed.
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Conducting and Facilitating Family Meetings

Family meetings can improve communication and family satisfaction in critical care
settings, and interdisciplinary involvement is typically considered best practice
[12]. In such meetings, family members can learn about the medical status and treat-
ment options, ask pressing questions, communicate concerns, and provide impor-
tant contextual information, including patient values or pertinent details about the
patient’s history. Family meetings can produce consensus and cohesion agreement
among members, powerful emotions, or heated arguments. When conflicts surface,
family meetings may require diplomatic mediation (i.e., the application of basic
conflict resolution skills) to ensure that all stakeholders have been heard, the various
perspectives are shared and understood, and all persons feel that their opinions are
respected. This would likely involve basic clinical skills including validation, reflec-
tion, rephrasing and clarifying key ideas, empathy, and face-saving strategies [23].
Ideally family meetings should be offered prior to admission to the ICU or at the
earliest feasible time in the clinical encounter. Meetings should be proactive, avoid-
ing crisis-driven decisions. A family meeting is a prime opportunity for social work-
ers to take the initiative by setting up the meeting, developing an agenda, leading or
moderating discussions, taking notes, advocating for patients and caregivers, docu-
menting decisions, and ensuring adequate follow-up. Facilitating interdisciplinary
family meetings is critical to improving communication between the ICU team and
the family. These meetings may also help to reduce the burden of FICUS [15].

Strategies for Communicating Difficult Information

Because ICU patients are often coping with critical, and potentially life-threatening,
conditions, it is imperative that social workers are equipped to hold difficult conver-
sations and broach difficult subjects. Disclosing unwelcome news of a terminal prog-
nosis, unresponsiveness to treatments, or the futility of medical interventions can be
challenging for even the most seasoned of practitioners. When communicating dif-
ficult news, it may be useful to follow a clinically validated communication template
to guide the conversation and provide structure to interactions. Table 24.2 shows
selected models for breaking bad news to families. While each model is unique, they
share a number of common components, including (1) preparing the environment,
team members, self, and family; (2) establishing clinical rapport and avoiding dis-
tractions; (3) exploring what is already known and what information is wanted; (4)
educating the patient/family in clear easy-to-understand terms; (5) allowing time for
affective responses; (6) being supportive and expressing empathy; and (7) summariz-
ing key points and reviewing next steps. Difficult discussions involving the disclo-
sure of a life-limiting condition or prognosis demand patience, flexibility, revisiting
advance directives, and, if appropriate, a referral to hospice or palliative care ser-
vices. Ultimately, communication from the social worker and interdisciplinary team
should be responsive to the multifaceted needs and responses of the family.
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Table 24.2 Selected models of communicating difficult news to families in the ICU

Model
reference

Brief description

Patient populations and
settings

Evidence of use
by social work

COMFORT
Wittenberg-Lyles
etal. [34]

C — Communication
O - Orientation and
opportunity

M — Mindful presence
F — Family caregiver
communication

O — Openings

R — Relating

T — Team

Setting(s): Home, nursing
home, hospital, palliative
care

Yes

BREAKS
Narayanan et al.

[25]

B — Background

R — Rapport

E — Explore patient’s
knowledge

A — Announce a warning
K - Kindling (i.e., space
for emotions)

S — Summarize

Not specified

No evidence
identified

SPIKES
Baile et al. [2]

S — Setup

P — Perception

I - Invitation

K — Knowledge

E — Empathize

S — Summarize and
strategize

Population(s): Oncology
patients

Setting(s): Hospital,
clinical settings

Yes

ABCDE
Rabow and
McPhee [28]

A — Advance
preparations

B — Build therapeutic
environment

C — Communicate well
D — Deal with patient/
family reactions

E — Encourage and
validate emotions

Not specified

Yes

The Kaye 10-step
approach [37]

1. Preparation

2. What does the patient
know?

3. Is more information
wanted?

4. Give a “warning shot”

5. Allow denial

6. Explain (if requested)

7. Listen to concerns

8. Encourage ventilation

9. Summary and plan

10. Offer availability

Not specified

No evidence
identified
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ICU outcomes are often fraught with clinical uncertainty. Thus, when holding
discussion with patients and families, the critical care team, including ICU social
workers, should acknowledge the many unknowns and, when appropriate, should
feel comfortable telling families “I don’t know.” Given the challenges of FICUS, it
is important to know that family preferences may change over time. Changing pref-
erences may be due to treatment side effects, being unresponsive to interventions,
disease progression, symptom burden, and fluctuations in emotional capacity (e.g.,
moving from denial of impending death to acceptance). Regular check-ins with
families about the appropriateness of current care plans, the success of treatment,
and the changes in patient status are essential to ensure that preferences are honored
and to avoid unnecessary and prolonged suffering. In addition to communicating
difficult information such as a poor outlooks, treatment failures, or the prospects of
death, ICU social workers must also be willing to discuss potentially uncomfortable
or off-putting subjects such as personal finances and medical bills/debt, mental ill-
ness, substance use or addiction, or spiritual issues.

A large part of supporting families during an ICU stay is managing expecta-
tions. Social workers can help to understand and address misaligned expectations
by asking family members “Given what you know about the circumstances, can
you tell me your expectations?” ICU team members can then provide basic infor-
mation: “Based on what we know about the condition, here are some things you
can expect....” This would be followed by specific information based on the
patient’s status and clinical circumstances. Such conversations might cover
expected physical changes, cognitive and emotional reactions, care needs, and
available resources.

When discussing patient prognosis and expected outcomes, team members can
present a balanced, evidence-informed approach that is candid and realistic but
also allows families to maintain a sense of hope. This can be done by communicat-
ing three types of information to families: (1) expected trajectories in terms of
odds, likelihoods, or probabilities; (2) the worst-case scenario; and (3) the best-
case scenario. Prior to beginning a new treatment, especially one that is high risk
or high burden, social workers should confirm with families and team members
how success will be determined and when the treatment will be discontinued if
success is not achieved. It is also important to preserve patient dignity and person-
centeredness. This can be facilitated by asking families the “dignity question’:
“What do we need to know about [the patient] as a person to give him/her the best
care possible?”

Given the emotional burden and stress of a medical crisis, it is often difficult for
patients and family members to retain information. The multiple stressors associ-
ated with FICUS are known to negatively impact one’s concentration and the ability
to process information. Thus, it is important that social workers and other team
members summarize key points of a conversation in writing and to provide patients/
families with a reliable way to contact providers if they have additional questions or
concerns.
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The Navigator Role

Navigating resources and processing information in the ICU can be challenging for
families. The complexities of the ICU are further elevated when FICUS is experi-
enced. Social workers can help negotiate these complexities, and mitigate FICUS,
by serving as ICU navigators. Within the navigation role, social workers are
equipped to provide unique functions such as identifying community resources,
patient/family empowerment, facilitating communication, educating the family,
managing and maintaining ethical conduct, care coordination, and patient advocacy
[33]. One well-known clinical trial used social work navigators to proactively
address family decisional conflict and manage ICU communication, finding that
families receiving the intervention were more likely to make informed decisions
and achieve outcomes desired by the patient, family, and clinicians compared to
families receiving no navigational support [5]. Utilizing the developed skills of ICU
social workers to serve as navigators to families in the ICU may help to prevent, or
at least minimize, FICUS.

Supporting Families in Pediatric ICUs

Although this chapter primarily focuses on supporting families of adult ICU
patients, social workers are also a prominent fixture in pediatric critical care. When
infants or children are critically ill and require a stay in a neonatal ICU (NICU) or
pediatric ICU (PICU), their families tend to have very unique and challenging psy-
chosocial needs. Working parents, for example, often have to quit their job or take
extensive leave to care for their child. Meanwhile, out-of-pocket costs and mounting
bills may be contributing additional distress to an already stressful situation. Parents
may exhibit profound guilt, interpersonal anger/conflict, anxiety, depression, or
spiritual conflicts. Young siblings may have a difficult time comprehending the real-
ity or possible permanence of the situation. Social workers in NICUs and PICUs
often hold overlapping roles in providing psychoeducational, communication, and
logistical support to families [21]. Social workers providing support in PICUs
should have a strong background in developmental growth, both physical and cog-
nitive, family dynamics, and safety net resources.

Case Scenarios

The following case scenarios can be used by social workers and other disciplines to
generate critical thinking and clinical debate about the best approach to patient care
and family support. Critical questions are also provided to prompt responses rele-
vant to FICUS and family support.
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Case Scenario 1. Harold

Harold is a 45-year-old Hispanic male with liver disease, HEP C, who was admit-
ted to the ICU from the state penitentiary with altered mental status. He is morbidly
obese, weighing over 400 pounds, with a history of IV substance use. He is currently
sedated, intubated, and handcuffed to the bedside rails with 24—7 security personnel
posted outside the room. He is agitated with extensive bouts of delirium and hallu-
cinations. His orientation is compromised, and he is unable to respond to assess-
ment questions from the clinical team. Harold is serving a life sentence for having
committed a violent crime when he was 19. The patient’s family — which includes his
mother, two brothers, and a sister — has been praying and holding vigil at the hos-
pital for 48 h with minimal sleep. They are adamant, based on a deep spiritual faith,
that Harold will miraculously recover. They are simultaneously inquiring about his
prognosis and requesting a compassionate release home.

Critical questions: What additional assessment information is needed? What
decisions need to be made or considered? How might the ICU social worker and
other health-care providers support these family members? What are the appropriate
next steps?

Case Scenario 2. Maria

Maria is a 37-year-old Caucasian female who was admitted to the ICU post-CVA
for stabilization and medical monitoring. The stroke resulted in major changes in
cognition, affect, and function including severe right-side paralysis. Her condition
has begun to stabilize; and she is expected to be discharged from the unit within the
next 24 h. Her frail, elderly mother and two sons, ages 7 and 12, will be sitting down
with to discuss Maria’s current condition and discharge arrangements. The mother
has been caring for the boys since her mother was admitted to the hospital 5 days
ago. The mother has suspected early dementia and has loudly displayed verbal
hostility toward the medical staff about their “cold-blooded bedside manner,”
“gross incompetence,” and “substandard care.” Maria is estranged and separated
from her sons’ father, but they technically remain married and are not legally
divorced.

Critical questions: What additional assessment information is needed? What
decisions need to be made or considered? How might the ICU social worker and
other health-care providers support these family members? What are the appropriate
next steps?

Case Scenario 3. Esther

Esther is an 87-year-old African-American female with end-stage COPD, HTN,
edema, and cor pulmonale with an ejection fraction < 20%. She was recently admit-
ted to the ICU at the behest of her family for intubation and mechanical ventilation
due to acute respiratory distress. Esther is recently widowed. Her family, made up
of a brother, adult son, grandson, and family minister, has declined past referrals to
palliative care. Esther does not have an advance directive, and the critical care
team is beginning to express concerns about the futility of the current course of
treatment.
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Critical questions: What additional assessment information is needed? What
decisions need to be made or considered? How might the ICU social worker and
other health-care providers support these family members? What are the appropriate
next steps?

Conclusion

Social workers are a key member of the critical care medical team. Drawing upon
their counseling skills, knowledge of family dynamics, and ability to connect fami-
lies with needed resources, social workers can work with the interdisciplinary team
to identify and address family needs in the ICU.
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Chapter 25
Rehabilitation

Kimberley Haines

Engaging Families in Rehabilitation for the Critically 111

Introduction: Toward More Compassionate Care

Family members are increasingly recognized as valued members of the healthcare
team [1-4]. This principle of engaging families can be applied to rehabilitation
across transitions of care from the intensive care unit (ICU) to home, under the
premise of “invite, educate and support” [5]. Approaches to engaging families in
rehabilitation of the critically ill can be informed by a conceptual framework
describing the tenets of family-centered care [6]: “Families are considered experts
in what helps and hurts them, are indispensable, invaluable partners for policy-
makers, professionals and advocates, are not called or treated as dependent but
should be considered as equals with whom to collaborate and empower. Family-
centred policies and practices promote peer and community-based systems of care
and mutual support, democratization and gender equity.”

Previously, critical care rehabilitation trials were designed from the perspective
of health professionals; interventions were applied 7o the patient [7-9]. Families
were overlooked in design and implementation; however, families are an underuti-
lized resource. Increasingly, we recognize the need to design interventions with ICU
patients and their families — at much higher levels of engagement than before [10].
Our hypothesis is that greater partnership will result in improved outcomes for both
patients and families, although this requires testing. As we begin this process,
research is needed to better understand and refine the following concepts of family
engagement in rehabilitation, specifically in the following areas:
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1. What types of rehabilitative activities do families want to engage in within the
acute and subacute settings, and how can we best support them?

2. Are family and patient outcomes improved following critical illness, with the
benefit of family engagement in rehabilitation?

3. What are the potential barriers and facilitators to implementing family involve-
ment in rehabilitation at the clinical interface?

Implementing engagement strategies via a blanket approach should not be the
goal but, rather, creating a culture where patients and families can have control and
decisional input to individualize their own care [2]. Orchestrating opportunities
where families are, with patient consent, invited to be involved in an active role may
address shared emotional needs between family and patient and invests in the long-
term outcomes and recovery trajectories for both. These complexities and challenges
may be made worse during times of illness and stress (and the converse may be true).
As in all clinical care, suggestions made within this chapter should be considered in
the context of whether they are likely to benefit any specific patient’s recovery.

Few studies engaging families in rehabilitation for survivors exist within and/or
beyond the ICU to describe the “what, why, when and how” this could be effective.
As a result, this chapter will draw on existing research and theories describing fam-
ily participation and how this might be applied and integrated within rehabilitation
of the critically ill.

Transitions of Care and Rehabilitation

The ICU is only one point on the patient and family journey, in which the burden of
critical illness extends from pre-ICU to the post-hospital phase [11]. Across this
spectrum of care, the question has been rightly posed — “who is visiting whom?” —
recognizing that we as healthcare providers may simply be visitors in the lives of
patients and families and not the other way around [2]. Given that families are often
the primary caregivers to the patient prior to and following hospitalization, this role
should not be made redundant within the ICU setting, and families should be
empowered to maintain this role across the transitions of care (Fig. 25.1). While the
nature of the tasks in which families can engage families will change as the patient
acuity changes (Fig. 25.1), regular opportunities should be given to facilitate partici-
pation as the patient and family wish.

Rehabilitation has been defined by the World Health Organization as an enable-
ment process to attain “optimal physical, sensory, intellectual, psychological and
social functional levels” [12]. The fundamental goal of rehabilitation is to achieve
participation meaningful to the individual. Family is integral in this process. These
concepts are captured within the International Classification of Functioning,
Disability and Health (ICF) [13, 14]. Used extensively in rehabilitation settings, this
model of disability categorizes the disability of acute illness into categories: damage
to body structures, limitations in activity, restriction in social roles, and health-related
quality of life [13]. The ICF illustrates interrelating steps culminating in varying
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Fig. 25.1 Transitions of care and rehabilitation in ICU

levels of disablement and considers the effect other modifiers may have on patient
recovery such as social environment and caregiver support [15]. The functional
limitations patients experience following critical illness can become restrictions
dependent on their social infrastructure [13]. It is therefore crucial that families are
integrated early within the rehabilitation process. There are three overarching con-
cepts for doing this:

1. Benefit to the family — channeling psychological distress into a purposeful active
role.

2. Benefit to the patient — humanizing the illness and recovery experience through
provision of emotional support and maintenance of patient identity, social struc-
tures, and connectedness to the outside world.

3. Benefit to staff and health system — utilizing families as a supporting resource to
deliver therapeutic interventions outside of constrained therapy time.

The provision of rehabilitation within and beyond the ICU is often led and largely
underpinned by the allied health professions. Allied health represents the third pillar
of healthcare that complements medicine and nursing [16]. Allied health profes-
sionals have diagnostic and therapeutic skills with a particular focus on provision of
therapy to restore function, participation, and community reintegration. Table 25.1
depicts various allied health therapeutic roles and potential for engagement of fami-
lies in rehabilitative activities particular to their profession.
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Table 25.1 Allied health professions, therapeutic roles, and rehabilitation

Types of acute rehabilitative activities

Allied health families could be engaged in related to each
profession Therapeutic role professional group
Physical Multi-system assessment of Assistance with activities of daily living, in
therapy® respiratory, cardiovascular, bed exercises/activities (e.g., bridging,
neurological, and musculoskeletal | rolling), out-of-bed exercises (e.g., sit to
systems to formulate stand, walking), other physically therapeutic
individualized treatment plans activities such as stretching and massaging
and the use of functional
activities to rehabilitate and
restore physical condition
[17,18]
Occupational | Facilitation of task performance | Assisting with activities of daily living,
therapy by improving relevant performing | cognitive stimulation, and the use of
skills or developing and teaching | adaptive devices (e.g., helping patients with
compensatory strategies to activities of daily living, helping the patient
overcome lost performance to use adaptive utensils at meal times,
skills [19] helping patients using wheelchairs, assisting
with appropriate levels of cognitive
stimulation and engagement such as reading
newspaper, playing cards)
Speech Assessment and management of | Assistance with communication devices to
language communication and swallowing | facilitate/augment communication [22] (e.g.,
therapy difficulties [20] through helping patient to use a communication
rehabilitation, goals, programs, board or app). Being aware of swallowing
equipment, and advice to difficulties and preparation of suitable food
optimize and maintain function and fluid consistencies following discharge
[21,22] from hospital
Dietetics Assessment of nutritional status | Physically assisting the patient at meal times
and provision of nutrition support | to help them eat and encouraging them to
and counselling to optimize consume oral nutrition supplements to meet
nutrition and support health- their nutritional requirements [24] or
promoting behaviors [23] bringing preferred food from home to do
this
Psychology | Diagnosis and treatment of Assisting patient to use a mindfulness app or

mental and behavioral health
problems to enhance health-
promoting behaviors, treatment
adherence, and functional
ability [25]

helping them practice other psychological
support techniques such as resilience and
coping. Advocating for patients to be able to
participate in activities that support their
psychological well-being such as going
outside, listening to music, bringing their pet
in to visit, or engaging in animal-assisted
therapy [26]

Social work

Psychosocial support and
counseling as well as crisis
intervention, psychosocial
assessment, facilitation of
communication, end-of-life care,
and practical assistance [27]

Assisting and maintaining patient
engagement with outside world and their
social networks (e.g., bringing in photos and
news or correspondences from family and
friends)

2Also known as physiotherapy in Australia, the UK, South Africa, Europe, New Zealand, and other

countries [28]
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Engaging Families at the Bedside

As critical care clinicians, we must recognize that families are potentially in crisis.
We have a significant opportunity to lessen that distress. We need to focus our efforts
of care not only on the patient on the bed but those keeping the bedside vigil as the
two are inextricably linked. To treat one without consideration of the other may be
ineffective and in some cases detrimental.

The theoretical context underpinning the engagement of families in rehabilita-
tion in the ICU is supported by the theory of facilitated sense-making. This theory
recognizes the value of an active role for family members where clinicians help
them make sense of what they are experiencing through an iterative process as the
patient condition changes [29]. This process of practically engaging families in care
can help them make sense of what is happening and gives meaning to their new and
changing role [29].

With this in mind, there may be many practical low-cost, high-value rehabilitative
activities in which families engage to. If a patient is acutely unwell, this should not
preclude family engagement in rehabilitative activities, but, rather, an adaptive approach
can be taken. Some examples of rehabilitative activities families may want to partici-
pate are provided in Fig. 25.2, focused on assisting patients with activities of daily
living. By encouraging and supporting families to help the patient carry out these tasks,
they are engaging in rehabilitation and restoration of function and participation. For
example, physical therapists might be responsible for supporting families to do exer-
cises, speech language therapists might set up a communication board, and occupa-
tional therapists might devise cognitive engagement exercises and teach families how
to engage the patient to use these strategies (Fig. 25.2). However these activities are not
exclusive to a particular professional group and should be shared among the team.

&

High acuity Low acuity
Assisting with turning the
patient in bed. Massage,

physical presence, touch.

Assisting with exercises

Fig. 25.2 Types of
rehabilitative activities to
invite family participation

O
@
T
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/|\

Helping operate an iPad
or communication board.

Reading to patient.
Playing music.

Hair brushing,
washing face.

Spiritual support, going
outside, keeping a diary,
stories and photos from
home life, pet therapy.

Provision of glasses,
hearing aids, false teeth.

Helping patient read,
operate iPad to use
mindfulness app, music,
artwork, playing cards.

Encouraging/assisting
with eating/drinking.

Emotional support and
encouragement during
physical rehabilitation.
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A Spectrum of Participation

A spectrum of engagement by families in rehabilitation and care tasks may be influ-
enced by gender, social, cultural, and religious factors. At one end of the spectrum,
families may feel more comfortable to simply maintain their role as a family mem-
ber where participation at the bedside may be defined by companionship, emotional
support, and reassurance, with therapeutic benefit to both. At the other end of the
spectrum, some families may wish to be consistently and very involved in care and
rehabilitation. This spectrum of participation should be tempered by the patients’
preferences and ability of staff to provide the necessary support to the family, as
well as consideration of pre-existing relationships of the patient with different fam-
ily members.

This spectrum is particularly important to consider within the context of diver-
sity within families, for example, differences in caregiver roles (partner, sibling,
parent); trans-generational, single-parent, and “blend” families [30]; “families of
origin” and “families of choice” which may be relevant to people who identify as
LGBTQI [31]; cultural differences where the entire family unit expect to be involved
in care; and those from migrant or asylum family roles where they may be under
additional duress external to ICU. It is essential to consider the healthcare needs of
caregivers from minority groups. To achieve equity and not just equality, we must
treat these groups differently and better understand their needs in order to achieve
the same outcomes as a result of our care. Some suggested strategies are listed in
Box 25.1.

Box 25.1 Strategies for Supporting and Engaging Families from
Minority Groups
1. Spend time getting to know the caregiver to establish their needs and pref-
erences. Some potential questions to do this might include:
What’s important to you as a caregiver?
Who’s important to you as a caregiver?
What are your preferences for how we communicate with you?
What aspects of care do you expect to be involved in or would like to be
involved in?
What do you need from us to help you during this time? Is there any-
thing you would like us to do differently?
2. With consent of the caregiver, communicate a summary of these prefer-
ences to the rest of the team (via medical records or whiteboard in bed
space) to avoid duplication so knowledge can be built upon.
Be aware of own subconscious biases.
Avoid assumptions based on appearance.
5. Educate self about minority groups.

Sl
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Importantly, wherever families (and patients) are on this participation spectrum,
their involvement should be supported by an environment and systems, which
allows the individuals, in partnership with staff, to tailor their participation and inte-
gration with patient care.

What Is the Evidence?

There are very few studies currently describing family engagement in rehabilitation
of the critically ill, and much of the literature describes involvement in bedside care
(which may incorporate aspects of rehabilitation). Table 25.2 outlines key findings
where families have been engaged or participated in rehabilitation or other aspects
of care. These are presented from the perspective of clinicians, families, and patients.

Overall, Table 25.2 shows the majority of staff, families, and patients were sup-
portive of family participation in a range of care activities, many of which could be
classified as rehabilitative. However, in practice, very few families actually partici-
pated in the care of the patient. This suggests that while beliefs and attitudes may be
positive toward participation, implementation strategies may be required to facili-
tate engagement of families in care and rehabilitative activities.

Table 25.2 Engagement of families in bedside care

Study ‘ n ‘ Design Key findings

Intensive care settings

Blometal. |7 family Qualitative Families: Being allowed to participate in patient care
[32] members was important with four components:

1. Participation in care and being close to the
patient — “Being there” as well as “doing”
2. Confidence in the care the patient receives
3. Support needed for involvement in caregiving
4. Vulnerability
An atmosphere needs to be created that supports and
invites families to participate

Rukstele N/A Review Adoption of a philosophical approach and

etal. [5] establishing a foundation for patient- and family-
centered care (steering committee created, staff
education, open visiting, addressing myths/fears).
Engaging families in mobilization through invite
(welcome pack), education (brochure on
implications of immobility, task demonstration,
provision of written instructions, determination of
what role meets patient and family needs), support
(encourage families to bring items from home,
engage patient in the outside world)

(continued)
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Table 25.2 (continued)

K. Haines

Study

n

Design

Key findings

McQueen
et al. [33]

10 family

caregivers
of preterm
infants

Pilot,
feasibility

Family caregivers were willing and able to do learnt
exercises correctly

Families: Described the exercises as beneficial for
their infants and facilitated bonding. Caregivers
initially were fearful of hurting their babies although
this reduced with practice

Garrouste-
Orgeas
et al. [34]

101
patient-
family pairs

Observational

Staff: The majority of physicians and nurses were
favorable to family participation in a range of care
tasks (washing/cleaning, transfers, massage to
prevent pressure injuries)

Families: 97% were willing to participate and were
favorable to a range of 13 care tasks. Only 14%
participated in care spontaneously. 58% and 26%
had symptoms of anxiety and depression,
respectively. There was a nonsignificant relationship
between symptoms and willingness to participate

Patients: Of the 44/101 who were able to complete
the retrospective phone interview, 77% were
favorable to their families participating in care. Of
the remaining proportion who did not want care
from their families, reasons included desire to
preserve image, unwillingness to be assisted,
embarrassment, nurses being better-skilled, and
physical modesty

Azoulay
et al. [35]

2754 staff

Observational

Staff: 88% felt participation in care (e.g., feeding,
bathing, tracheal suctioning) should be offered to
families. Only 60% of these had involved family in
care. Of the staff who felt families should not
participate, 66% believed that it might contribute to
family suffering

544 families

Families: 33% wanted to participate. Predictors of
desire were related to patient severity of illness on
admission, ICU LOS, and family factors (age, not of
European descent, previous experience of ICU in the
family, emotional burden and effectiveness of
information, more time wanted for information).
Most common reason for not wanting to participate
was staff did their job perfectly (85%). Families may
not have understood what participation in care meant
and potential benefits

Hammond
et al. [36]

27 nurses
20 families

Mixed
methods

Staff: 96% agreed with concept of involving families
in physical care. Major theme: there were problems
of role adaptation for nurses and families involved
and building relationships

Families: 85% wanted to be involved in physical
care of the patient, and 15% did not. Major theme:
adapting to the demanding ICU environment and
identifying boundaries of their new role as caregiver




25 Rehabilitation 351
How Might We Practically Do This?

Adopting an approach to family engagement in rehabilitation requires a philosophi-
cal approach and paradigm shift toward the adoption of true family-centered care
that is facilitated by leadership, teamwork, patience, and compassion. In ICU, we
need to borrow more from models of rehabilitative care where families are viewed
as integral to the recovery process. In stroke rehabilitation, for example, families
would be regularly involved in interprofessional team meetings to set goals, under-
stand more about patient needs/preferences, and plan for return home. The concept
of a 24-h model of rehabilitation in subacute settings is one idea to actively promote
rehabilitation around the clock to engage all members of the team to approach care
in this way and reduce inactivity common on hospital wards. Families are viewed as
an essential part of this philosophy of care where they may be able to continue the
patient’s exercises with them, helping them with eating or cognitive tasks outside of
the relatively short periods of therapy time.

To adopt such an approach in ICU may require a cultural shift in practice away
from what is easiest for the clinicians, to what is best for the patient, and how we
can create opportunities throughout the 24-h period that are based on patient goals.
(The difficulty of this cultural shift should neither be understated nor overstated, as
it is already underway in many ICUs.) For example, it may be easiest and take less
time to turn a patient in bed where staff do most of the activity compared to setting
up the environment, using verbal and physical prompts to facilitate the patient to
complete the task. Prompting and supporting the patient may take more time but is
likely to have greater rehabilitative benefit. To then go a step further to engage the
families in this sort of care, may require even more time and patience from the staff,
but again may have rehabilitative benefit to the family. Over time, attitudes from
staff toward families may change from that of hindrance to help.

Other strategies might include the early adoption of joint goal setting between
the patient, family, and interprofessional team. This might take the form of an inter-
professional team ward round (medical, nursing, and allied health) for complex,
long-stay ICU patients, where families are welcomed in this process. Allied health
professionals often receiving training in how to set rehabilitative goals with patients
and families can serve as an important resource in the healthcare team by actively
leading these discussions. A key question often asked by allied health professionals
when establishing therapeutic alliance is “what matters to you?”’[37]. These can
help define short-, medium-, and long-term rehabilitation goals which can be cap-
tured as a daily care plan and made visible on whiteboards at the bedside to help
remind all those caring for the patient and avoid daily reinvention when staff mem-
bers change. Example headings that could be used on a whiteboard at a patient’s
bedside to display their care plan might include:

1. My goals are...

2. People important to me are...
3. I communicate by...

4. I would like to know...
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Table 25.3 Practical strategies and considerations to support family engagement

Target
group | Strategy

Staff A system-based approach may help support the partnership between staff and families.
Strategies might include prompts in electronic medical records or bedside charts
reminding staff to invite families to participate, structuring of ward rounds to engage
with families, operationalizing family-centered care in guidelines and policies,
educating staff about how to engage and coach families as partners, and better
understanding regarding the role of family as advocate [39]

Patient | Preferences and goals are clear and accessible to the patient and care plan is
documented and goal-driven. Being aware of those patients who are more likely to be
alone without family support and considering other ways their rehabilitation could be
supported such as engaging therapy assistants and volunteers

Family | Written or verbal information provided in the waiting room and at the bedside about
participating in patient care that gives direction about the types of tasks families can do
to help the patient’s recovery, education about standard steps and milestones of
recovery, how to participate as well as facilitate (e.g., some tasks may appear difficult
for the patient to undertake, but there may be therapeutic benefit to them completing
rather than family doing it for them), understanding the partnership with staff,
facilitating accessibility to the patient (e.g., open visiting hours)

5. From home I need...
6. My expected date of discharge is...
7. My planned discharge destination is...

Families can also be easily involved in clinician handover at the bedside as they
can provide the nuances of care that may not otherwise be handed over about the
patients’ preferences. Families remain the constant advocate for the patient, and if
we engage them in this way, we recognize them as expert members of the team,
which may help us be more effective and efficient as clinicians through the creation
of therapeutic alliance [38]. Table 25.3 displays some practical strategies to support
implementation of family engagement. In addition, many useful “work tools” to
support the implementation of the Society of Critical Care Medicine’s Family-
Centered Care guidelines are available [40].

Thinking Beyond ICU

It is important we consider how to prepare families in their ongoing journey beyond
ICU. Many families and patients report challenges when transitioning from the
high-monitored environment of the ICU to the general wards [41] and from the
wards to home. Strategies to improve these transitions of care could be achieved
through:

e Meeting informational needs — written or verbal communication about what to
expect when leaving ICU or hospital that addresses patient factors, family fac-
tors, and health system factors and how to access ongoing support.
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* In some cases, introducing the patient and family to the ward environment and
staff prior to discharge from ICU (e.g., long ICU stay, highly complex) may be
beneficial to relieve anxiety. While this may not always be practical (even though
we can transport the sickest of ICU patients for procedures), it requires a shift in
thinking about what is important and when and rearranging resources to be more
patient- and family-centered wherever possible.

Beyond hospital discharge, families often go on to support patients in their strug-
gle to achieve functional independence by assisting them physically, psychologi-
cally, and socially [42]. This can impact the psychosocial outcomes of families [43].
This role shift for spouses has been described as a “dynamic process initially trig-
gered by the critical illness incident and later influenced by the patient’s gradual
recovery,” involving four elements [42]: committing to caregiving, acquiring care-
giving skills, negotiating level of caregiver, and gradually leaving the caregiving
role. This study is particularly useful as it provides insights to the challenges faced
by families in the post-ICU phase of recovery. The authors suggest the findings can
inform clinicians’ efforts in preparing families of what to expect following hospital-
ization and the development of targeted supportive interventions delivered by either
the primary or secondary healthcare sector.

Allied health professionals and other rehabilitation specialists play an important
role in facilitating this transition from hospital to home. To empower families and
support the transition out of hospital, common strategies include:

e Regular involvement of families in patient goal setting on admission and through-
out the subacute stay.

* Regular family meetings with the healthcare team to discuss questions or con-
cerns. Families are provided with updates on patient progress from the various
professionals, and discussion of the estimated discharge date and destination
occurs.

* Involvement in caregiver training sessions and education with allied health pro-
fessionals about how to use specialist equipment, how to assist the patient with
activities of daily living or ongoing physical rehabilitation tasks, and how to
meet dietary and communication or swallowing requirements. This ensures
families are safely and confidently able to meet the patient care needs
post-discharge.

* Involvement in trial of care sessions for more complex discharges. Families are
invited and encouraged to stay with the patient for a 24-h period on the ward to
receive additional education and exposure to the patient’s care requirements
while remaining in a supported and safe environment. This often serves the pur-
pose of informing the team and ongoing decision-making about whether the
patient and family are likely to cope post-discharge.

* Meeting informational needs about post-intensive care syndrome (showing them
SCCM’s thrive resources), what to expect following discharge, and where to go
for support and help such as in-person or online peer support groups [44].

* Ensuring appropriate referrals to community providers is made so that the patient
and family are linked in with ongoing supports.
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Conclusion

There is little evidence to guide our practice in engaging families in rehabilitation of
the critically ill. These data are important to generate to help us better understand
how families might modify patient disability and whether families benefit from
engagement. In the absence of data, we need to consider how we, as ICU clinicians,
can promote a more family-centered environment in the ICU, extending to inclusion
of family in rehabilitative activities where appropriate. To empower families in the
rehabilitation arc, we need to be open and willing to learn from and with patients and
their families, which may lead to better outcomes.
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Chapter 26
Training Providers
in Family-Centered Care

Erin K. Kross and Catherine L. Hough

Introduction

Each year, over 30,000 resident physicians begin their journey as medical providers,
learning their trade by actively providing care to millions of patients each year in the
United States alone [1]. Training resident physicians (and other clinicians in train-
ing) to provide family-centered care is essential both in the present—given the large
footprint of resident care provision—and in the future of medical practice. In this
chapter, we will discuss key aspects of training providers in family-centered care,
with a focus on resident physicians. We will begin with a review of studies of
directed educational programs intended to promote family-centered care. Next, we
will consider the impact of the care environments in which we practice and train
providers. Third, we will explore the importance of self-care and programs that
incorporate provider wellness into training. We will present recent guidelines rele-
vant to training. And finally, we will discuss opportunities to improve the evidence
base regarding training providers in family-centered care.

Directed Educational Activities

Effective training of providers can be achieved through direct training and educa-
tional activities to teach house officers how to respond to family needs and provide
family-centered care. Given the importance of high-quality family communication
to family-centered care and family-centered outcomes, communication training
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programs are an appealing intervention to improve the quality of communication in
the ICU. In the ICU setting, a family conference is a key event which often defines
the goals of care for the patient, facilitates shared decision-making between the ICU
team and surrogate decision-makers, and shapes the experience of the family
involved in a patient’s care [2, 3]. Several approaches to teaching the ICU family
conference have been described, including the use of simulation or structured feed-
back from faculty [4, 5]. Options for teaching the ICU conference include dedicated
communication skills training programs or workshops that occur outside of clinical
training or a more integrative approach which incorporates didactics and simulation
training into critical care rotations. Advantages to the integrative approach include
the ability to use internal resources with less interruption to the clinical schedule.
There are several key features that should be ensured when developing a training
program in order to provide a safe environment for training (Table 26.1). Some of
these include having faculty champions and buy-in from program directors and
other leaders in the training program, creating space and time for learner reflection,
and creating ground rules for learner-centered expectations and faculty evaluator
feedback.

Several different types of training programs have been described in the literature.
The critical care training program at the Montefiore Medical Center at Albert
Einstein College of Medicine used family meeting simulation training along with a
didactic lecture and case series of discussions and showed that their training pro-
gram increased trainee level of comfort and performance of specific communication
tasks including agenda setting, provision of meeting summary, and creation of fol-
low-up plans [5]. A different type of training program has been described by a
multidisciplinary group at Scripps Mercy Hospital where they sought to train inter-
disciplinary teams of ICU clinicians in communication with families of critically ill
patients to improve staff confidence in communicating with families and improve
family satisfaction with their experiences in the ICU. This program trained a group
of multidisciplinary staff (including residents) through guided readings about com-
munication techniques, brief didactics, and case simulation exercises (role play) and
found that participants had improvement in self-reported confidence but they did
not find differences in overall family satisfaction in the ICU before and after the
intervention [6]. Despite investigators detecting no change in overall satisfaction,

Table 26.1 Key strategies for ensuring a safe environment for communication skills training [5]

Have dedicated faculty champion(s) who focus on developing rapport with learners, setting the
tone for simulation encounters, and debriefing with faculty and with learners after simulation
encounters

Ensure buy-in from program directors and other clinical leaders in the training program

Ensure learners have space and time for reflection before and after the simulation encounter

Provide learners with ground rules to help set expectations, emphasizing learner-centered
aspects of the activity, the role of the faculty evaluator, and provide learners with mechanisms to
respond to intrasimulation crisis

Provide faculty evaluators with ground rules about feedback and debriefing, including specific,
learner-specific feedback with active listening and elicitation of reflections from learners
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family members did report higher satisfaction after the intervention in several
important domains, including decision-making in the ICU, increased frequency of
communication with nurses and doctors, and increased honesty of information.

Evidence supports the use of competency-based modules and simulation in
teaching invasive procedures [7]. Many training programs currently use this learn-
ing approach for procedures such as central line placement by providing learners
with specific structured components and gradually increasing responsibility.
Opportunity exists to expand this procedural-training framework in innovative ways
to teach house staff to respond to family needs and provide family-centered care
through the family conference. We have developed and are utilizing an approach to
family conference training for internal medicine residents during their medical ICU
rotation that combines didactic training, observation of others performing the pro-
cedure, supervised practice with feedback, and determination of competency to per-
form the procedure [8]. The five components of this ICU family conference learning
module are (1) residents view a brief instructional video created by VitalTalk [9]
with an overview of seven components of a successful family conference; (2) resi-
dents conduct at least two supervised family conferences; (3) supervisors use a stan-
dardized teaching and evaluation form; (4) residents document the family conference
in a procedure log; and (5) residents document the family conference in the elec-
tronic medical record using a note template.

Programs developed to teach house staff effective, evidence-based strategies for
family communication should be careful to evaluate both learner-specific outcomes
and patient and family outcomes. Communication training programs have consis-
tently shown an improvement in clinician-reported communication skills and com-
fort with family communication training [4-6, 10-14], but few have examined
patient- or family-centered assessments or outcomes. These constructs are important
to distinguish between because trainee self-assessments of competence do not cor-
relate with family ratings of quality of communication [15]. One randomized trial
examined an educational program for residents and nurse practitioner students using
didactic teaching, skills practice using simulation, and reflective discussion and found
that the skills-based intervention did improve trainee self-assessments and standard-
ized patient evaluations, but this improvement in self-assessment came without any
change in the primary outcome which was patient and family ratings of quality of
communication. They also found no change in patient or family ratings of quality of
end-of-life care and found a slight increase in patient-reported symptoms of depres-
sion [16]. This study highlights the importance of not relying on trainee self-assess-
ment outcomes alone when studying these types of educational interventions.

The Influence of Environment

While didactics, group discussions, simulation, and role playing all contribute to a
resident’s education, residency is an intense experience governed by hands-on
learning. The environment in which residents train is more like a crucible than a
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vacuum; a great many influences come together to form the culture and the hidden
curriculum [17] which shape many aspects of both training and patient care.
Residents may be most influenced by their peers—other residents in training, with
whom they spend most of their time. The attitudes, behaviors, and language used by
attending physicians and other faculty may have a disproportionate impact, as may
the views and actions of other clinicians, such as nurses and respiratory and physical
therapists. Incorporation of supportive care services which focus on the family’s
role during acute and chronic illness, such as palliative care and social work, into
the workflow of residents likely promotes more family-centered care. Beyond the
impact of individuals, processes of care and hospital policies can have a profound
influence. For example: Are families included in the discussions on rounds? Are
families welcomed at the bedside with open visiting hours? Can families choose to
be present during procedures and cardiopulmonary resuscitation, and is there ade-
quate staff to ensure family presence is safe and supported? The promotion of
family-centered care on a hospital level conveys a strong message about its impor-
tance. A recent qualitative study supported this idea that institutional culture and
policy may impact the development of professional attitudes, particularly for train-
ees [18]. It may be that the most effective educational approach is actively working
to promote initiatives to advance family-centered care within hospitals and health-
care systems. Similarly, it is likely that the policies and priorities of individual train-
ing programs have a significant impact on the importance of family-centered care
for clinicians in training. For example: Are there faculty champions within the train-
ing program who model and advocate high-quality family-centered care? Are resi-
dents routinely evaluated on their ability to provide family-centered care? Is the
family conference specifically evaluated as an entrustable professional activity for
residents and fellows on specific rotations such as the medical ICU?

The Importance of Self-care

Perhaps even more important than the external is the internal environment, the well-
being of our trainees. The impact of emotional health on job satisfaction and the
quality of care by providers has become clearer over time, with effects including
burnout and even suicide [19, 20]. Residents are at especially high risk of burnout,
a syndrome of emotional exhaustion, depersonalization, and sense of low personal
accomplishment, with a prevalence higher than 75% among internal medicine train-
ees [21, 22]. While it is likely that the provision of patient- and family-centered care
may prevent burnout by creating purpose and opportunities for human interactions
within training, it is even more likely that an emotionally exhausted and depersonal-
ized provider will not be able to fully engage in this care [18]. Mindfulness, yoga,
and other stress-reduction techniques have been offered in many residency training
programs, as well as more comprehensive wellness programs which are becoming
common in medical centers and universities. Indeed, there appears to be a growing
recognition that the highest-quality medical care requires providers to be in touch
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Fig. 26.1 Domains of wellness and examples of activities to promote self-care. Wellness is repre-
sented by the central hexagon (rainbow). Six domains of wellness are represented by the middle
ring. Examples of self-care activities are represented in the outer ring, organized by applicable
wellness domains

with their own humanity, a feat only possible if patient care is complemented by
self-care [23, 24]. Figure 26.1 presents domains of wellness and potential opportu-
nities for trainees to engage in care of the self.

The intellectual and emotional intensity of critical care medicine may be a particu-
lar risk for burnout, and residents may need additional support during their ICU rota-
tions. The ICU curriculum can incorporate opportunities for reflection and group
support, also reinforcing the concept that self-care is as important as other educational
topics. One such example is “Death Rounds,” a facilitated discussion about experi-
ences with the care of dying patients [25]. Beginning at the University of Washington’s
Harborview Medical Center in 2000, internal medicine residents rotating through the
medical ICU attended Death Rounds together near the end of the rotation to discuss
specific patients who had died that month under their care. The goal of the conference
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was to provide the residents with a chance to share their thoughts and feelings about
the difficulty of caring for dying patients and to reflect on opportunities to improve
the quality of end-of-life care for both patients and their families. A survey conducted
in 2002 indicated that Death Rounds was a valuable experience that improved resi-
dents’ ability to cope with and care for dying patients. Indeed, Death Rounds has
become a key part of the MICU experience, providing a much-needed “diastole” for
the residents and attending physicians alike. The format has allowed evolution and
flexibility to accommodate the needs of the medical team, including peer support and
a time to remind each other to practice “intensive self-care.” The success of Death
Rounds and greater need for such an opportunity to support each other as a care com-
munity is reflected in its permanent spot in the curriculum in our medical ICU rota-
tion, nearly 20 years later, and its spread to other ICU services (such as neurocritical
care [26]) and other universities across the country [25, 27] and world.

The rise of the Schwartz Rounds program, an interdisciplinary discussion of the
psychological and emotional aspects of patient care, at healthcare centers around
the world provides a growing example of the importance of community and conver-
sation in improving providers’ ability to cope and deal with stress. Schwartz Rounds
participants have endorsed the positive impact on patient- and family-centered care
at the individual and institutional level [28].

Recent Guidelines and Knowledge Gaps

While a growing body of evidence suggests methods we can use to better support
training of house staff in the delivery of family-centered care in the ICU, many
knowledge gaps persist. The Society of Critical Care Medicine recently published
updated guidelines for family-centered care in the ICU [29], endorsed by many
other professional societies and groups. As one of the several domains of family-
centered care, these evidence-based guidelines included examination of whether
communication training programs in the ICU for clinicians, including education or
simulation, improve family psychological symptoms, family ratings of quality of
dying, patient- or family-rated quality of communication, family satisfaction with
communication, clinician self-efficacy, or clinician psychological symptoms. They
also examined the impact of family presence in a variety of settings and experiences
within the ICU. The guidelines conclude that based on the existing evidence, includ-
ing the known burdens to patients and families when there is poor communication
and demonstrated improvements in clinician-reported skills and comfort following
communication training, that ICU clinicians should receive family-centered com-
munication training as one element of critical care training. However, the current
evidence does not support one specific type of training program, and further research
is needed to understand whether and how training programs can be implemented to
improve family-centered outcomes. Similarly, further research is needed to better
understand the impacts on clinicians, patients, and families, as open policies are
adapted in support of family presence and engagement in the ICU (Table 26.2).
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Table 26.2 Knowledge gaps and future research opportunities focused on teaching trainees to
provide family-centered care [29]

Strive to increase use of family-reported outcomes as the standard for quality of family
communication, with cautious use of self-assessment tools

Collect data on cost of implementing communication training programs

Develop more long-term follow-up studies as skills may dissipate over time

Comparison of different communication teaching modalities such as didactic training versus
role play versus simulation

Further investigation of possible risks to patients such as increased depression

Measure the impact of educations/training programs on family member outcomes and ICU
length of stay and costs

Conclusion

Opportunities to train providers in family-centered care are present throughout the
hospital—not only in lecture halls and simulation suites but also in our team rooms,
our family meeting areas, our ICU hallways, and at our patients’ bedsides.
Additionally, facilitating our trainees’ focus on self-care inside and outside the hos-
pital is likely to enhance both provision of family-centered care and the ability to be
emotionally present and able to engage in the deeply human aspects of medicine
which offer sustenance and satisfaction in our chosen profession.
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Chapter 27
Child Life in the Adult ICU: Including

the Youngest Members of the Family

Jaime E. Bruce and Kathleen McCue

Throughout this book, a series of chapters provide an in-depth look at the impact of
the critical care unit experience on families who are facing the reality of having a
seriously, perhaps terminally ill or injured loved one. These chapters are primarily
contributed by professionals who are focused on the adult family members of the
patient. However, it is important to be aware of a new professional group with a
significant role in the adult ICU, child life. Communication issues, decision-making
challenges, negative psychosocial sequelae, and traumatic grief are all components
of what now may be referred to as the family intensive care unit syndrome. In order
to document both the depth and intensity of this syndrome, and to plan for possible
ways to ameliorate its devastating impact, we must consider the needs and reactions
of children as well as adults in the family of the intensive care patient.

Child life, as an applied psychosocial service, has been available to pediatric
patients and their family members on a small scale since the early 1900s. However,
it was only in the 1950s and 1960s that the impact of health-care encounters on
children’s developmental, social, and emotional needs became well-documented in
books and articles. In 1982, an organization called the Child Life Council came into
existence, and individuals who worked to provide for those needs unified under the
title of child life specialists. This organization is now the Association of Child Life
Professionals, and it is the only group that establishes standards, educational
requirements, and certification for professionals in the field of child life.
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This chapter will first briefly describe the profession of child life, including phi-
losophy, mission, training, credentials, and the profession’s role within the pediatric
environment. The more recent movement of child life into the adult medical world
will be documented, with special emphasis on child life services when families of
adult patients are experiencing highly challenging medical events, such as trauma,
complex and debilitating illness or injury, or end of life. Child life currently pro-
vides a wide range of services to these families, especially to the children in the
family who are impacted by an adult’s critical medical status. Finally, specific
descriptions of the role and function of a child life specialist in an adult intensive
care unit will be provided, along with tools to assist other professionals in meeting
the needs of the expanded family, including any infants, children, and adolescents
who are impacted by the hospitalization of an adult in the challenging environment
of an intensive care unit.

Philosophy and Standards for Child Life

The Association of Child Life Professionals (ACLP) is constantly working to clarify
and modernize the mission and vision of the profession. The current Mission
Statement [3] is: We, as child life professionals, help infants, children, youth, and
families cope with the stress and uncertainty of illness, injury and treatment. We
provide evidence-based, developmentally-appropriate interventions including ther-
apeutic play, preparation and education to reduce fear, anxiety and pain. In a por-
tion of the Vision Statement [3], the settings in which child life specialists may
provide their services are expanded to state: The philosophy and practice of child
life will be applicable to any health care setting and transferable to other commu-
nity settings or situations in which the potential for infants, children and youth to
cope, learn, and master is placed at risk.

A significant level of training and skill is necessary to provide the services
needed for at-risk populations in any of these settings. In order to assure that a
minimal level of skill has been acquired by the incoming child life specialist, edu-
cational and credentialing standards have also been set by ACLP. This skill level is
measured by the requirements established by the Child Life Certifying Commission,
the ACLP, and a private testing agency. At this point in time, a bachelor’s degree in
child development, family development, psychology, counseling, or other related
field plus a full semester clinical internship are the basic requirements. In order to
achieve certification, it is also necessary to pass a comprehensive written certifying
examination. When those standards are met, the individual is eligible to hold the
title of Certified Child Life Specialist (CCLS). However, the majority of child life
specialists have continued their education to achieve a master’s degree or higher.
In 2022, the Child Life Certifying Commission will require a minimum of a mas-
ter’s degree to achieve the title of Certified Child Life Specialist. At this point in
time, there is no state or national licensure in the United States for a professional
in child life.
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Much of the early child life programming focused on addressing and minimizing
the negative emotional and development consequences of an inpatient hospital stay
for a child. However, during the late 1900s, child life programming expanded to
include emergency services, all aspects of a child’s surgical experience, outpatient
and specialty clinics, pediatric hospice and palliative care, and others. Even private
pediatric medical offices and dental offices found value in the utilization of child
life services for their particularly stressed or challenged patients and families.
Children today must face a wide array of difficult and potentially traumatic life
events, and often parents and other responsible adults are not sure of the best ways
to help and support the children for whom they are responsible. Child life specialists
can, as a result of their training and experience, guide both children and adults to
positive coping and successful outcomes.

As aresult of the demonstrated success of child life professionals in the pediatric
arena, the American Academy of Pediatrics has developed a policy statement on
child life services. The most recent revision of the statement may be found in
Pediatrics [1]. It includes strong recommendations for the inclusion of child life
services across many different settings and concludes: Child life services should be
delivered as part of an integrated patient- and family-centered model of care and
included as a quality indicator in the delivery of services for children and families
in health care settings.

Only in the last two decades has child life begun to consistently contribute to
efforts to empirically document the value of various services and interventions.
These services, skills, and competencies will be briefly reviewed later in this sec-
tion. However, as early as 1988, a comprehensive study evaluated several dimen-
sions of the impact of child life programming. The evaluation by Wolfer et al. [13]
of a model child life program indicated less emotional distress, better overall coping
during hospitalization, a clearer understanding of procedures, and a more positive
physical recovery for children enrolled in the study sample. Other more recent stud-
ies [2, 5, 6, 8] have found that child life interventions in specialty areas are corre-
lated to lessening of children’s fears and producing higher parent satisfaction ratings
of the total care experience.

Child Life Competencies

The Association of Child Life Professionals Official Documents [3] denote the fol-
lowing five areas of competency in which the Certified Child Life Specialist should
be proficient: (A) care of infants, children, youth, and families; (B) professional
responsibility; (C) education and supervision; (D) research fundamentals; and (E)
administration.

For the purposes of this chapter, special attention will be paid to the two com-
petencies that most frequently are connected to child life work with children of
adult patients. This includes competency A (care of infants, children, youth, and
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families) which speaks to the clinical services of the child life specialist and
competency B (professional responsibility) which reflects the interdisciplinary
functions of child life.

Care of Infants, Children, Youth, and Families

The primary clinical role of the child life specialist in the health-care setting is the
direct care of patients and families. The child life professional utilizes knowledge
based on theories of human development, family systems, and play to address the
psychosocial and developmental needs of patients of all ages and family members.
Through formal and informal assessment techniques, child life is tasked with creat-
ing a plan of care that incorporates developmentally supportive interventions geared
at preparing the patient and family for the health-care experience. Specialists are
trained in communicating information about medical diagnoses and procedures in
accurate but minimally threatening language that is manageable for children and
adolescents.

Through a practice known as psychological preparation, child life specialists are
able to describe medical procedures to patients and family members of varying
ages, backgrounds, and levels of health-care experience. They have a basic knowl-
edge of medical terminology, typical treatment plans, and clinical procedure that
allows preparation techniques to best meet the needs of each member of the family.
Sequential photographs of procedures may be utilized to illustrate what the patient
and family will experience. The specialist will employ his or her knowledge of
varying developmental levels and cognitive abilities to identify the appropriate
combination of tools to assist each individual in the family in gaining an under-
standing of the experience. Throughout preparation activities, the specialist will be
observing both verbal and nonverbal cues to ascertain points of distress. When dis-
tress is noted, the specialist adapts the teaching to the individual’s level of toler-
ance. A key component of psychological preparation is instruction on coping
strategies that will help the child or adult through the stressful health-care situa-
tions. Positive coping strategies such as stress reduction techniques, relaxation
exercises, and distraction will promote a sense of control and feeling of being a
participant in the care plan.

Professional Responsibility

The child life specialist is an integral part of the interdisciplinary team with a unique
skill set and knowledge base. In this role, the specialist is charged with the respon-
sibility to practice within “the scope of professional and personal knowledge and
skill base” [3] while communicating and advocating for the needs of patients and
families. The child life professional coordinates information regarding assessments
and care plans with other members of the health-care team, especially psychosocial
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team members, through documentation in the medical record as well as participa-
tion in clinical rounds and family care conferences.

Child Life in the Pediatric Intensive Care Unit

The Pediatric Intensive Care Unit (PICU) provides care to the most critical of pedi-
atric patients. The patients in this setting are admitted for life-altering and life-
threatening diagnoses such as a traumatic brain injury, complex genetic disorders,
and congenital heart defects. Many of these patients require life-sustaining medical
interventions including intubation and sedation rendering them unable to benefit
from the usual patient support activities provided by child life on less acute units.
However child life interventions continue to be provided to:

e Parents

e Other adult family members

» Siblings on the patient

e Peers and other members of the community

When a child or adolescent is admitted to the PICU, families often request guid-
ance and support in sharing medical information and addressing psychosocial issues
for siblings, other family members, and friends. Child life professionals are also
consulted to assess the multisensory environment of a PICU patient room to ensure
it provides a family-centered physical setting to promote comfort, familiarity, and
encouragement toward wellness. In the PICU, it is known that 5% of patients do not
survive their admission [11]. Together with other members of the psychosocial sup-
port team including but not limited to chaplaincy and social work, the child life
specialist plays an integral role in guiding families through the process and grief of
losing a child.

Child Life in the Adult Intensive Care Unit

In a predictable transition from pediatric to adult health care, child life professionals
began developing programs providing services to the children and family members
of seriously ill adults. In the 1990s, many child life specialists worked in large, ter-
tiary level hospitals and, although assigned to pediatrics, found themselves respond-
ing to requests for assistance from adult care providers. Often these requests were
initiated as a result of highly distressed or emotional children visiting a seriously ill
adult inpatient. (For suggestions for ways that health-care staff can further assist the
children of adult patients, see Appendix A.) Because staff for adult patients often
had no training or resources to assist these children, they reached out to the one
professional group available who was specifically trained to deal with such issues.
Very little literature was available on this topic, and a child life specialist [9]



370 J. E. Bruce and K. McCue

published the first book guiding both parents and professionals in dealing with a
parent’s illness. A publication by a physician [7] became available next, addressing
the needs of children who have a parent with cancer. More recently, a comprehen-
sive article [12] described child life consultation with staff and families when a
parent is seriously ill. According to this article, 25% of cancer patients have under-
age children in the home, and between 3.5% and 5% of children under the age of 18
will experience the death of a parent.

One of the most common concerns of adult family members when a parent is
seriously ill is how to help the children in the family. Although most research has
involved cancer patients, there is much documentation of both short- and long-term
negative impact of seriously ill adults on children. Phillips and Prezio [10] summa-
rize this literature and describe an intervention program for families facing adult
cancer. The program utilized child life specialists and resulted in significant amelio-
ration of children’s issues, including improved communication skills, reduced anxi-
ety, increased feelings of security, and improved school performance. A pilot
program reported by Cross and Bruce [4] describes the outcome of adding child life
services to adult intensive care units and reports a high level of both family and staff
agreement that child life specialists had a positive impact on parent’s and families’
ability to cope. Literature on needs and guidelines for child visitation to the adult
ICU was summarized in this article.

At the present time, there are child life specialists providing interventions to
adult patients, their children, and other family members in many hospitals. The
services may be provided on a consultation basis, or child life may be an integral
component of an adult patient unit with a dedicated child life professional available
at all times in that particular service. Child life is most often found in intensive care
services, cancer centers, and palliative care and hospice services. The remainder of
this chapter will focus on the needs of children of adult patients in the intensive care
unit, the role that child life can play in assisting these families, and tools for other
care providers to support children in critical care environments.

Before going into specific detail regarding the services provided by child life in
the adult intensive care unit, it would be useful to give an overview of the different
categories of interventions that are available to patients, families, and the health-
care team. Obviously, each service category is individualized to the family situation
in which it is provided. All considered services are offered in a collaborative manner
with the other members of the health-care team and are based on the issues and
needs that are identified by the family. The following list (Fig. 27.1) provides a sum-
mary of general interventions available by child life professionals.

To better conceptualize these interventions provided by child life specialists in the
adult ICU, two examples of patient and family scenarios are introduced below. The
remainder of this section will describe in detail interventions relevant to each case.

Patient and Family Scenario 1

Mr. Smith is a 57-year-old male admitted to the neurointensive care unit with a
traumatic brain injury sustained in a motor vehicle crash (MVC). His prognosis at
this time is unclear, and he remains intubated and sedated. Prior to this accident, Mr.
Smith was an active and healthy husband, father, and grandfather. He has a wife and
two sons ages 10 and 12 years old. From a previous marriage, he has a 31-year-old
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3 Explanation of the medical situation to children and other family members

o Ongoing support for children and family members during acute hospitalization, with special attention to maintenance of
normal routines and activities, such as school, work, and family relationships

“  Assistance to adult family members in dealing with high-stress behaviors and other problematic behaviors in children

«  Direct work with children through play, therapeutic art and counseling to manage emotional reactions to the intense medical
situation

3 Plans and preparation for children/family visitation and support during such visiting episodes. See Appendix B for further
information on visitation

< Preparation for status change of patient, such as procedures, change in appearance, and change in mental status

R Preparation of children and family members for patient discharge, especially when discharge includes significant change in
family function or the patient’s role in the family

L3 Acknowledgment of and assistance in planning family milestone events, such as birthdays and holidays
o Legacy work with patients and other adult caregivers
< Wide range of services and interventions to assist all family members, especially children, with end-of-life situations

<+ Consultation regarding child/family-oriented physical environment in the ICU and the impact of sensory experiences on
children

< Provision of appropriate resources, both within the hospital and after discharge or death, to continue to assist children and
families in coping with the ICU experience

Fig. 27.1 Child life interventions and services in an adult intensive care unit

daughter who is mother to his 3-year-old granddaughter. Mr. Smith provides child
care to his granddaughter three days a week while her mother works. In addition to
his immediate family, Mr. Smith is a beloved member of the local Little League
program and has been a volunteer baseball coach for many years.

Patient and Family Scenario 2

Mrs. Garcia is a 38-year-old female admitted to the medical intensive care unit with
complications and severe pain related to advancing metastatic ovarian cancer. She is
on heavy pain medications and has limited energy to engage with family or staff.
Mrs. Garcia along with her husband and 8-year-old daughter immigrated to the
United States less than a year ago. Mr. Garcia presents as a distraught and over-
whelmed husband and father trying to balance work, his daughter, and time at the
hospital. He has expressed reluctance to share information about his wife’s condi-
tion with his daughter, although she has been present at the bedside during this and
previous hospitalizations. Mr. and Mrs. Garcia speak primarily Spanish, but their
daughter speaks both Spanish and English.

Child Life Services to Adult Family Members

When child life provides services in the pediatric arena, the initial contacts are typi-
cally with children themselves even when a family member is present. However,
when working with the children of adult patients, the first steps in assessment
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always involve some discussion with an available parent or other adult family mem-
ber. In Family Scenario 1, the initial assessment would reveal the wide range of
children impacted by Mr. Smith’s injury and hospitalization. This initial assessment
process by child life would focus on the developmental level and current needs and
understanding of each child related to the health situation of Mr. Smith. Mrs. Smith
would probably be the primary informant regarding the needs of her two sons and
could assist with any additional contacts needed in relationship to the other children
in Mr. Smith’s life, specifically the children he coaches in Little League.

This initial assessment with appropriate adult family members is the cornerstone
of the planning for services for both adults and children by child life. Information to
children about Mr. Smith’s diagnosis and prognosis, plans for the children’s visita-
tion, and interventions related to specific emotional, social, and behavioral issues
the children may develop would all be dependent on collaboration with adult family
members and with the health-care team.

When a parent is seriously ill or injured, one of a well parent’s first concerns is
“How do I tell my children about this, and what do I say?” Child life is in a unique
role to provide information to adults in order to empower them to appropriately
inform their children about a critical medical situation in the family. Rather than
asking a parent “How are your children?” which usually elicits a response of “Fine,”
child life will ask such open-ended questions as “What have you told your chil-
dren?,” “What were their emotional reactions?,” and “What specific questions did
they have?”. It will be very important to know if Mr. Smith’s two preteen sons tend
to be significantly anxious, if they show their emotions openly, if they have a good
social support network, if they have had any recent losses or negative medical expe-
riences themselves, and if they are experiencing success or problems in school and
other life activities. Only a parent can provide this information, and it will guide the
path of future family interventions, to both the adults and the children.

Sometimes distraught parents and other adult family members need assistance in
talking to children about the medical situation. Fear and distress can negatively
impact providing an accurate, supportive message to children. These tough conversa-
tions can happen at the hospital, via telephone or Internet connections, or occasion-
ally in person in the family’s home. Child life often functions in the role of support
person to assist the parent with the words and answers to questions needed to enhance
achild’s ability to cope. Mr. Smith’s two sons might accompany their mother into the
hospital for a meeting with child life, social work, pastoral care, nursing, and/or
other medical staff, to receive the details of their father’s condition. While it is likely
not appropriate for the Little League team to visit the ICU, child life could provide
the script needed for coaches or other fathers to explain the situation in a manner that
would reduce the children’s anxiety. The mother of the 3-year-old granddaughter
would need a special plan based on the developmental level of her child, in order to
maximize understanding. In all these situations, child life would provide parents and
family caregivers with written information on helping these children emerge from
this experience with trust and safety intact and with the knowledge and coping skills
to face difficult times and proceed through them successfully.
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Probably nothing is more distressing to adults than the knowledge that a life-
threatening disease in self or spouse is progressing and that their children may have
to grow up without the love, support, and teaching that the parent assumed they
would be present to provide. In Family Scenario 2, Mr. Garcia is in an unimaginable
state of angst, trying to balance his family responsibilities. Just as in the situation
with Mrs. Smith, a thorough assessment of his daughter’s knowledge and emotional
status will guide the next steps in child life intervention. It may be possible and
preferable to include Mrs. Garcia in this assessment if the medical situation allows,
to get a sense of her wishes related to her daughter. Building a trusting relationship
with Mr. Garcia will hopefully reduce the barriers that might interfere with provid-
ing the daughter with the support and education she needs.

In situations of advancing disease, it is important for child life to help parents
learn how to be both honest and hopeful with children at the same time. Many par-
ents are afraid to allow children to think about a negative outcome or a death when
an adult family member is critically ill. (See Fig. 27.2.) However, the practice of
child life, based on both child development theory and empirical data, makes it clear
that children proceed through stress, trauma, and loss best when prepared for prob-
able outcomes, even sad outcomes. Helping Mr. Garcia to understand that his
daughter will cope best and move forward in her life best if he can be honest with
her now is foundational to working with this family. Case examples, written mate-
rial, and even encouragement from other parents with similar experiences may help
Mr. Garcia allow more open communication with his daughter.

Another frequent task of child life in end-of-life situations is to assist either the
ill or well parent with plans for legacy activities. Planning connections and mes-
sages for children even after a parent has died is painful but important work.
Although this process is an emotional one, most parents find peace and comfort in
preparing some sort of legacy for their children, in the event that they do not survive.
These messages can take the form of cards or letters, video and audio recordings,
gifts, instruction lists, and more. Mrs. Garcia may be in a position to begin this pro-
cess and may need a support person by her side as she decides what messages she
wants to leave for her daughter.

In summary, child life services to adult family members of an adult ICU patient
always begin with a thorough assessment of the children involved. Trusting rela-
tionships with the patient, when possible, and with well family members will open
the door to interventions with the children. Providing parents and others with the
information they need on children’s reactions to acute medical situations may
empower parents to work with their children themselves, or parents may request
that child life assist or take the lead in educating and supporting the children of an
adult intensive care unit patient. As the critical care experience unfolds and changes,
child life will monitor the family and be available to assist in helping children
manage any new issues that may arise. If end of life becomes a reality for the family,
child life can begin working on issues of grief and loss, can provide useful materi-
als, and can make community referrals for continued support for the children in the
family.
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Birth—2 years Beginning awareness of separation

2 years—4 years Beginning cognitive awareness; minimal emotional response,
usually imitation of adults

4 years—6 years Increasing cognitive understanding; beginning personal
emotions, including denial and empathy

6 years—9 years Understands fully and is fascinated; strong emotional reactions,
worries, and wants to avoid

9 years—12 years Acceptance, working on spiritual meanings

12+ years Personal responses developing; emotions may be open or

hidden; may reject family religion

Children’s responses to death by developmental level

Infants/toddlers School age children

e Cannot “understand” a family crisis e Performance decline, especially at
cognitively school

e  Will show distress behaviorally * Compensatory behavior, being

* Respond to emotional distress in “extra” good
adult caregivers * Mood discrepancy, irritability,

¢ Distress behaviors often follow unpredictable
changes in routine * Behavior change or problem

* Psychosomatic complaints

Preschoolers Adolescents
e Withdrawal * Acting out, especially with drugs or
* Anxious attachment alcohol
e Denial e Selfcriticism and low self-esteem
e Thematic play e Sudden or unusual school problems
e Fears * Misdirected anger
¢ Regression * Loss of interest in usual activities

Fig. 27.2 Children’s developmental understanding of death by age

Child Life Services to Child Family Members

After a child life specialist has completed an assessment with the adult family mem-
bers and the choice is made to involve children in further intervention, the specialist
would begin the process of coordinating with other members of the medical and
psychosocial team. It is important to take into consideration such factors as the
patient’s current medical status, any planned medical procedures, the atmosphere of
the unit, and available space to meet with children. In one university medical setting
[4], a child life specialist developed a “safety assessment” that included key stake-
holders from the ICU as well as the adult family members and children related to the
patient. This practice was created to ensure optimal safety and dignity for the
patient, child, and unit. If, for example, the unit was running a code in the vicinity
of the patient at the time of the scheduled visit, the key stakeholders would make
plans to postpone the visit to a less stressful time on the unit.

Often the first intervention involves a visit to the hospital by the children. This
visit may or may not include seeing the patient. It is vital that a plan is in place for
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where the initial meeting will occur, who will be present, and what goals the family
has for the visit. A specialist would identify a neutral place, preferably outside of the
patient’s room and away from medical equipment and personnel, and attempt to
create a low-stress environment. The specialist may bring developmentally appro-
priate activities such as art supplies or toys to the room as both a means of cognitive
and emotional assessment and a visual cue that normalizes the hospital setting. To
begin the intervention, the child life specialist would build rapport with the child
while simultaneously assessing his or her level of comfort, anxiety, and knowledge
of the reason for this visit. Often child life specialists will introduce their role as
similar to a teacher, but one who teaches children about medical experiences and
having a family member in the hospital. “Tell me what you already know about why
you are here today” or “tell me what brought your father to the hospital,” the spe-
cialist might ask. While the specialist likely already has this information from an
adult family member, the child’s perception of the visit is often different, and it is
beneficial to hear the child’s point of view. For more information on preparing chil-
dren for a visit to an ICU, see Appendix A.

Once this in-person assessment has been completed and basic rapport has been
established, the child life specialist will proceed with any number of appropriate
activities. One such intervention includes medical education through facilitated
play. In the case of Mr. Smith, while his sons may have received verbal information
from their mother about the life-sustaining equipment being used in his care, the
words and descriptions may not make sense without additional visual, verbal, and
tactile information. For school-age children, the child life specialist can provide
developmentally appropriate education utilizing a medical teaching puppet and real
medical supplies (i.e., endotracheal tube, intracranial pressure monitoring supplies,
intravenous catheters, and tubing). Photographs of larger equipment such as ventila-
tors, VEEG monitors, and IV pumps can also be used to provide concrete visual
information to the child. During such a session, equipment would be introduced
individually and using simple, nonmedical explanations. For example, an ET tube
can be described as a “special tube or straw used to give your dad’s lungs the air that
they need,” and the ventilator is a “machine used to make sure he gets the perfect
amount of air into his lungs and the perfect amount of air out.” Children would be
given the option to manipulate the equipment and ask questions at their own level of
comfort. This type of activity could be simply educational or used as a psychologi-
cal preparation for visitation at Mr. Smith’s bedside.

In the case of Mrs. Garcia, a direct assessment with the 8-year-old daughter is
also important as she has been present at the bedside during this and previous admis-
sions, likely having overheard medical conversations in English between staff but
receiving little information from her father on her mother’s condition. An important
aspect of this intervention will include identifying misconceptions about her moth-
er’s condition, current clinical status, and prognosis. These misconceptions should
be noted and discussed with Mr. Garcia before corrections or disclosures are made
to his daughter. To ensure that communication is clear and culturally sensitive, the
use of a medical interpreter in conversations with both Mr. Garcia and his daughter
is preferred.
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When children are unable to come to the hospital for direct interaction with a
child life specialist, technology (i.e., phone, Internet, FaceTime, and Skype) can be
employed to provide similar assessments and interactions. Additionally, medical
play supplies and supportive resources can be shared with the family to be used at
home. Some child life specialists have the ability in their practice to make home or
school visits, as approved by the children’s parents, or refer to private practice spe-
cialists or community agencies with support services.

Families of ICU patients are often faced with the realization that their loved one
will not return home immediately following discharge or may not survive this diag-
nosis or hospitalization. If Mr. Smith is moved to a rehabilitation facility, a child life
specialist can prepare his children and grandchild for physical, cognitive, and func-
tional differences. Furthermore, they can assist with making plans to negotiate the
changes to routine at home that will be perpetuated during his continued recovery
process. Although Mrs. Garcia’s prognosis is unknown, memory-building activities
can be initiated during her current hospitalization. Her daughter, with the assistance
of a child life specialist, could engage in art activities including handprints, photog-
raphy, or journaling projects that create a positive memory in the hospital as well as
lasting artifacts in the event of Mrs. Garcia’s death. When a parent or grandparent
dies during admission to the hospital, a child life specialist can provide opportuni-
ties for memory-building activities pre- or postmortem as a way on of processing
the event and memorializing the patient.

Conclusion

In this textbook, family intensive care unit syndrome is being conceptualized in
depth for the first time. Although all members of an ICU patient’s family are vulner-
able to risk from this syndrome, the constellation most likely to be underserved are
the children, grandchildren, and other minors that are significant in the patient’s life.
This particular group not only suffers from the immediate impact of a critical hos-
pitalization of a loved adult but also, due to their susceptible stages of development
and dependence, may carry the negative sequelae of these experiences into their
later childhood and adulthood. Addressing family intensive care unit syndrome is
not only about reducing immediate negative emotional responses but also about
providing a preventive service to minimize mental health challenges in the future.
The professional group most able to reduce the morbidity of family intensive care
unit syndrome for these children is child life. In order to plan for child life services
in an adult intensive care setting, consultation with the Association of Child Life
Professionals (www.childlife.org) is the logical place to begin. Not only can child
life provide the interventions and services needed by the children and their parents,
but child life specialists can also support staff in the often emotional interactions
with children who are coping with the serious illness or injury of an adult patient.
With child life on the health-care team, children impacted by adult critical illness
will not only avoid possible emotional and developmental pathology but can actu-
ally gain psychosocial skills to manage future life crises.
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Appendix A: Tips for Helping Hospital Professionals Help
Children of Adult ICU Patients

When talking to parents or family members about children:

e Determine what children in the life of the patient might be impacted by
hospitalization.

* Ask open-ended questions about the children, their knowledge, emotional status,
etc.

» Find out exactly what concerns the adult has about the children in the family.

» Stress the importance of honesty and age-appropriate information to children.

e Teach parents signs to watch for that may indicate problematic reactions of
children.

e Offer visitation and other services as available at your hospital.

» Identify resources for children beyond the hospital and provide written
material.

When interacting with children directly:

* Use language that is appropriate for the age and developmental level of the child.

* Find out from the child what he/she knows and thinks about the medical
situation.

» Talk about emotions and reactions as much as about facts.

e Help the child to talk! Ask him or her about themselves, their friends, school,
pets, etc.

* Use play and art to illustrate information or to allow expression of emotion.

* Explain what will be happening in the most immediate time frame, and plan to
add additional information as the medical situation evolves and changes. Avoid
overwhelming children with too many facts at one time.

* Provide opportunities for diversional play and art. Have simple materials like
markers and paper, small toys, something for building, and something for
hugging.

e Assure the child that the parent is being well cared for and you are all doing
everything you can to help with recovery. However, be very careful about saying
anything that could be construed later by the child as a lie.

Appendix B: Preparing Children for a Visit to a Seriously Ill
Adult in ICU

From: How to Help Children Through a Parent’s Serious Illness
Kathleen McCue, MA, LSW, CCLS

General Rule: If the child wants to visit a sick adult, and the hospital staff says it
is allowed, it usually can be a positive event for both the child and the adult, with
appropriate preparation and support.
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Considerations to decide if the visit is appropriate:

1. Does the child want to go?

2. Does the sick adult want a visit from the child?

3. Can the sick adult tolerate a visit medically?

4. Will the hospital permit a visit by a minor child? Check the hospital rules and.
then talk to the doctors and nurses about special arrangements.

A. Why should the child visit?

(a) Opportunity to see that the adult is alive and being cared for.

(b) Opportunity to achieve closure.

(c) Reduce the fearful magical thinking and misunderstandings a child may
have.

(d) Reduce post-hospitalization anger and regret, especially in situations that
are life-threatening.

B. Preparation at home for the visit.

(a) Allows child to have first reactions in a safe place, away from the ICU.

(b) Share pictures or drawings and/or describe in detail what the child will see,
smell, feel, and hear.

(c) Emphasize the emotions the child may experience: anxiety, fear, caution,
and sadness.

(d) Practice the visit: what can the child take for the adult, what can be said, can
a hand be held, will the person be able to respond, what exactly will the
child do when the actual visit takes place?

(e) Things the child can do at the hospital: tell sick adult about his/her life,
school, friends, activities, pets, etc.; give the adult a picture, drawing, poem,
or something else created by the child; arrange the adult’s cards on the wall
and table or in a book; bring and distribute cookies or candy to the hospital
staff; and create a communication book so that visitors can leave messages
for the sick adult.

C. The visit itself.

(a) Keep the focus of the visit on the child.

(b) Keep the visit short so the child doesn’t sit around worrying or imagining.

(c) Help facilitate the conversation with open-ended questions to the child or
prompt about the conversation or activities.

(d) If the child is old enough, give him/her some private time with the adult.

(e) Help the child say “good-bye,” either for this visit or as a final good-bye.

D. After the visit.

(a) Review with the child how the visit went. Help the child to feel good about
anything he said or did that might have been helpful to the sick adult.

(b) Have a picture of the adult looking healthy, to remind the child of the adult
he/she will want to hold in mind.

(c) Make a plan for any future visits or activities.
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If the child doesn’t want to visit.

(a) Do not force a child to visit an adult in ICU.

(b) Help the child to create something that can be sent to the hospital, a letter,
poem, or picture.

(c) Assure the child that the decision not to visit is OK, no need for guilt.
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Chapter 28
How to Study the Family ICU Syndrome:
A Basic Approach to Research Methodology

Christiane S. Hartog

“...not everything that can be counted counts, and not
everything that counts can be counted.”

William Bruce Cameron (1963)

Why Perform Clinical Research?

While we all agree that we need to provide high-quality care, we cannot be sure of
what we are doing unless we measure what we do. Measuring process and outcomes
gives us a sense of knowing where we are compared to where we want to be. To
design studies and to understand published study results, one must have a basic
understanding of research methodology. The preceding chapters in this book have
defined the scope and different angles of the problem. If we want to improve under-
standing and management of the family intensive care unit syndrome (FICUS), we
must know how to develop and answer meaningful research questions. In this chap-
ter, we will look at some general aspects of successful clinical research and how
these might reflect on the study of FICUS.

While this chapter cannot extensively cover the subject of devising and carrying
out clinical research, it will deal more specifically with the question how to study
FICUS in a continuing cycle of quality improvement projects (Fig. 28.1). The
important aspects that will be covered are (1) theoretical framework and the research
question, (2) choosing and measuring study endpoints, (3) appropriate study designs
and (4) considering complex clinical interventions.
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Fig. 28.1 The continuous Quality improvement cycle
cycle of quality
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Theoretical Framework and the Research Question

The first step should be to conceptualize FICUS. It becomes rapidly obvious that
FICUS is a multifaceted syndrome incorporating a large variety of domains which
may interact with one another in many ways. FICUS is an emerging concept and
there is no universally accepted framework. Rather, different ways exist to concep-
tualize the problem. Future research will probably modify or converge heteroge-
neous concepts. It is important to remember that the kind of concept you favour will
strongly determine the kind of research you will build on it. Developing a valid
framework can be a research project in itself.

A potential framework which might be useful in future studies of FICUS can be
found in Fig. 28.2. It is an attempt to bring together different potential conceptual-
izations which are described in more detail below. It is likely not complete or accu-
rate; future research may substantially change it as our understanding of the FICUS
evolves over time.

One potential conceptualization might be based on the framework offered by
Netzer et al. [1].

FICUS

1. Syndrome and risk factors (maladaptive reasoning, personal and family con-
flicts, stressful emotions, sleeplessness, anticipatory grief and cognitive bias).

2. Person (gender, age, beliefs, values, socioeconomic status, relationship to patient,
knowledge of patient wishes)

3. Clinicians (emotional strain, moral distress, humaneness, communication skills)
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A framework to study FICUS

Syndrome and risk factors Clinician
Maladaptive reasoning » Emotional strain
Conflicts * Moral distress
Stress * Humaneness
Sleeplessness ) *  Communication skills
o . Family
Anticipatory Grief .
involvement

Cognitive impairment

Organisation
* ICU and hospital procedures,

Person Family roles * Family support, e.g. brochures,
Gender and ICU diaries, communication
Age contribution facilitators, use of decision aids
Beliefs and values *  Work environment
Socioeconomic status + Visiting hours
relationship to patient ¢ ICU environment and
knowledge of patient wishes architecture

Society and culture

* social support
* legal regulations

Fig. 28.2 A potential framework for the study of FICUS

. Organization (ICU and hospital procedures; measures of family support, e.g.

brochures, ICU diaries, communication facilitators, use of decision aids, etc.;
quality of the work environment or ethical climate; visiting hours; ICU environ-
ment and architecture)

. Sociocultural context (social support, legal regulations)

Some examples of potential research questions which are based on this

framework:

Do certain personal traits of the family member increase the risk for FICUS, for
instance, gender, age, degree of relationship to the patient, level of education and
psychological morbidity?

Can different organizational models reduce FICUS, for instance, open visiting
hours, presence of communication facilitators and use of decision aids or infor-
mation brochures?

Can interventions which reduce clinician stress mitigate FICUS?

Another way to conceptualize FICUS is to develop a framework of family

involvement (based on Olding et al. [2]):

Involvement of family members in the ICU:

1. Involvement as presence
2. Involvement as receiving care and having needs met (specifically support, com-

fort, information, proximity and reassurance)
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3. Involvement as communicating and receiving information
4. Involvement as decision-making
5. Involvement as contributing to care

Potential research questions which are based on this framework might address
whether FICUS correlates positively or negatively with involvement or which type
of involvement is preferable in terms of environmental impact.

A third way to conceptualize FICUS might be from the viewpoint of the roles
which families play in the ICU. McAdam et al. derived these roles from qualitative
research [3]:

Family roles and contributions

. Active presence

. Patient protector

. Facilitator

. Historian

. Coach

. Voluntary caregiver

AN AW =

Potential research questions based on this framework might address which roles
correlate specifically with FICUS and whether empowerment of the family to fulfil
these roles will have a beneficial effect.

Choosing and Measuring Study Endpoints

After you have developed a research question (“why”), you need to choose the
variables which can describe exposure, intervention and outcome. In general, qual-
ity improvement in the ICU should use quality measures which, apart from being
valid, the measure should also be reliable, responsive, interpretable and feasible [4]
(Table 28.1). Reliable means that the measure has good retest properties and is not
influenced by the person who measures it. A reliable measure yields the same
results even when assessed by a different rater (inter-rater reliability) or at different
times provided the variable has not changed (intra-rater reliability). A measure
should also be responsive, i.e. respond to effective interventions or changes. For
instance, the health-related quality of life (HRQL) measure SF-36 may not be
responsive to changes due to different management of ICU survivors, because
SF-36 is not specific for ICU survivors and lacks important domains [5]. An inter-
pretable measure is easily understood by stakeholders including clinicians, ICU
and hospital leadership. A feasible measure is one that can be easily collected with
available resources.

However, studying FICUS requires endpoints which are family-centred. Such
endpoints are novel and their psychometric properties are likely not well estab-
lished. Therefore, establishing quality measures in FICUS will necessarily entail
some methodological research about the properties of measures. It may be helpful
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Table 28.1 Some examples of process and outcome measures

Process measure Outcome measure

Do patients and families May not be important Yes, important

care about this?

Do clinicians care about Yes, monitors delivery of | Yes, shows the results of healthcare

this? healthcare

Obtain from routine data? Sometimes Sometimes

Useful for feedback and Yes, shows what Yes, but indirectly because outcomes

quality improvement? clinicians are actually are affected by a variety of processes
doing

Directly measures Yes No

prevention?

Need for risk adjustment? | No Yes

Time needed for Less More (long-term outcomes)
measurement?
Sample size requirements? | Smaller Larger

Modified after Curtis et al. [4]

Outcomes to consider in the study of FICUS

Prior to ICU:
* Advance care
planning During ICU:
* Preparation of * FICUS syndrome
family e Family involvement After ICU:

e Family stress and e Family important outcomes

impairment Physical functioning
e Goal concordant Cognitive impairment
treatment Psychological impairment
Pain
ICU Healthcare resource use

* Impact on family / caregivers

Time

Fig. 28.3 Some outcomes to consider in the study of FICUS

to consider a timeline which starts already before ICU admission and continues
beyond the ICU (Fig. 28.3).

First, there is the challenge to develop a concise but comprehensive measure of
the syndrome itself, essential to determine (1) who has it and who has not and if
someone has it, (2) how severely he or she is afflicted. The latter is important if you
want to measure changes. A frequently used outcome in family-centred care is the
mental well-being of family members. Grief, depression, anxiety, stress or help-
lessness can be measured by specific, validated instruments. However, more
research is needed to determine which outcomes are best suited to detect the
occurence and severity of FICUS and how to define a meaningful cut-off.
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Further outcomes to measure are variables which are expected to have an effect
on FICUS. Prior to the ICU, particularly for patients with a scheduled ICU stay,
family members should be appropriately informed and prepared for their potential
future role and involvement in the ICU. Advance care planning, i.e. the facilitated
development of a written document which contains patient’s treatment preferences,
has the potential to increase compliance with end-of-life preferences and reduce
family stress [6].

Goal-concordant care is one interesting new outcome which can be assessed dur-
ing and after treatment in the ICU [7]. Family members want the care their loved
ones receive to be concordant with patient-identified goals, respecting any treatment
limitation the patient has placed on clinical care. Patient-identified goals could be
return to work, comfortable in one’s own home or staying alive even if this entails
living in a nursery home. The incidence of goal-discordant care requires measure-
ment of (1) patient goals, (2) treatment limitations if any, (3) treatments received
and (4) judgements regarding concordance; all of these provide multiple challenges
which need to be overcome [7]. Another way to approach goal concordance is to
evaluate preference-sensitive decisions as opportunities for shared decision-making
with families. These are treatment decisions which should trigger clinicians to clar-
ify patient goals, for instance, a permanent feeding tube, a suprapubic urinary cath-
eter or a tracheotomy [8]. An exploratory study of family-led research in the ICU
suggests another method by which the research agenda may become further concor-
dant with family-centric outcomes [9]. Future research will address ways to opera-
tionalize goal concordance and establish correlation with other FICUS-related
measures such as learned helplessness, acute stress or moral distress of staff (just to
name a few).

Several research groups have started to develop core outcome measures for
intensive care which involve the patient and family perspective. Health-related qual-
ity of life (HRQL) is often used as a patient-important outcome, but generic mea-
sures like Short Form 36 (SF-36) Health Survey or EuroQol-5D (EQ-5D) have
significant gaps in their coverage, for instance, cognitive functioning, relationships
and family support and healthcare use [5]. Moreover, patients and families differ
from researchers in their rating of the importance of outcomes after survivorship.
They confer less importance to survival and more importance to pain, physical func-
tioning and symptoms, fatigue, healthcare resource utilization and impact on family
or caregivers [10]. Such outcomes may be more difficult to assess but should be
preferred and evaluated for use in studies of FICUS. Other domains which are
important to patients and family members are interventions to facilitate continuity
of care following ICU discharge, family participation in bedside care and decision
aids for end-of-life decision-making [11].

An important decision is the choice of the primary endpoint, as this will deter-
mine the sample calculation. The primary endpoint is obviously the most important;
itis chosen to answer the research question and test the hypothesis. It also determines
sample size calculation. Secondary endpoints are interesting because they provide
background information. However, it must be kept in mind that the findings from
secondary endpoints are only hypothesis-generating.
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However, given the multidimensionality of the syndrome and the many con-
founders which have an impact, the challenge of selecting a single primary endpoint
as well as the time point to measure it is a great one. For instance, Curtis et al. con-
ducted a randomized controlled two-centre trial to test an intervention which used
facilitators who supported communication between clinicians and families, adapted
communication to family needs and mediated conflict. The primary outcome was a
measure of family members’ symptoms of depression, but the intervention was
associated with decreased depressive symptoms at 6 months (p = 0.017), not at
3 months as expected; moreover, symptoms of anxiety or post-traumatic stress did
not change. Thus, the result leaves open questions about the effect of the interven-
tion on the families’ emotional burden; however, secondary outcomes showed
reductions in ICU and hospital length of stay in the intervention group with consid-
erable financial savings [12]. Another challenge is the low response rates which are
encountered in follow-up studies [13]. Recruiting families after the ICU can be
subject to recruiting bias, with data suggesting that respondents are more satisfied
with care than nonrespondents. In addition, answers may be subject to recall bias
which may be particularly true when recalling specific stressors [14] or degree of
compliance with patient preferences. On the other hand, recruiting families at the
bedside may introduce a selection bias, as these family members are more likely to
be white, of higher income and loved ones with higher acuity [15].

Appropriate Study Designs

The hierarchy of evidence places multicentre randomized controlled trials (RCTs)
above observational and cross-sectional studies; however, the restrictions and chal-
lenges which are inherent in the study of FICUS, as described above, will limit the
range of feasible study designs. As FICUS is an emerging concept, the study of
FICUS will evolve in parallel. Initially, well-designed but lower-quality explorative
studies are needed before a high-evidence RCT can be successfully designed and
conducted.

Cross-sectional Studies

This type of study measures the incidence of certain outcomes, perceptions or states
of being at a given time point or short period of time. It takes a “snapshot” in a gen-
eral sample. In contrast to cohort studies, the sample consists of unselected partici-
pants who are not followed up over several time points. Population-based
cross-sectional studies are valuable to assess prevalence of a condition or disease.
Cross-sectional studies can establish hypotheses about risk factors and causal rela-
tionships. Limitations include lack of knowledge about pre-existing risk factors,
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length of exposure and antecedent-consequent bias, i.e. it is unknown whether the
outcome is a result or a pre-existing condition.

Observational Cohorts

A cohort is defined as a group of people who share a common characteristic.
Researchers often define inclusion and exclusion criteria to select participants.
Cohorts can be studied retrospectively by looking back in time after the outcome
has occurred or prospectively by following a cohort into the future. Observational
cohort studies are useful to study risk and outcome rates and temporal relationships
between outcome and exposure. Their quality is determined by how well partici-
pants represent the condition to be studied (generalizability), by how complete the
cohort is at baseline (participation rate) as well as by the attrition rate during follow-
up (loss to follow-up). Limitations include expense and time, given that individuals
must be followed up for longer periods of time.

Quasi-Experimental Design for Improvement Initiatives

These research designs test causal hypotheses but lack the random allocation of
participants to intervention and control groups. Usually, the intervention is tested
against no intervention or standard of care. Participants either choose the treatment
or control intervention or are assigned by administrators because the intervention is
implemented as the new standard of care. This design can be used retrospectively,
i.e. after the intervention was put in place, or prospectively, i.e. before an interven-
tion is instituted. These studies are often used in quality-improvement initiatives. To
account for the limitation — lack of randomization — additional statistical methods
are sometimes used to create comparison groups which are as similar as possible at
baseline, i.e. before the intervention, for instance, propensity score matching. While
the quasi-experimental design is often used in quality improvement projects,
observed differences between groups can be due to an imperfect match or secular
changes over time rather than the intervention.

Randomized Controlled Trial

The RCT directly compares different treatment groups. Participants are randomly
assigned to either group. In addition, validity can be increased by double- or triple-
blinding (participants, statisticians and investigators). Treatment crossovers can
also add to the validity but also infer the problem of carry-over effects. The stepped
wedge cluster design ensures that all included trial sites will eventually benefit from
the intervention [16]. The RCT is considered to provide the most direct evidence for
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the causal effect of an intervention and provides evidence of the highest level.
However, some drawbacks exist as well. Because of stringent in- and exclusion
criteria, the study population may not be generalizable to the “normal” patients in
the unit. Selective analysis (including analysis of intent-to-treat rather than per-
protocol) or loss-to-follow-up can diminish the validity. Subgroup analysis is often
performed, but even when pre-planned, results are merely hypothesis-generating.
Lastly, RCTs are costly and time-consuming.

Complex Interventions

The ultimate aim of studying FICUS is to develop, implement and evaluate inter-
ventions which will mitigate or prevent it. Such interventions will typically be com-
plex interventions. For instance, one intervention which alleviated relatives’
psychological stress after 90 days consisted of a brochure and a communication
strategy, which was taught to clinicians and practised in family conferences; the
control group received usual care [17]. Another intervention employed communica-
tion facilitators who supported communication between clinicians and families,
adapted communication to family needs and mediated conflicts versus usual care;
this intervention was delivered in the context of a multicentre RCT [12].

Complex interventions are complex because they contain a number of interactive
components both in the experimental and in the control group, namely a new or
changed behaviour required by those delivering or receiving the intervention, sev-
eral groups or organizational levels targeted by the intervention and a range of out-
comes to assess the levels of complexity; these interventions may also allow for
some degree of flexibility or tailoring the intervention during the implementation
[18]. It is therefore recommended to develop interventions systematically, using the
best available evidence and appropriate theory, in a stepwise approach which tests
each component and target to understand and control uncertainties and develop it
along a line from exploratory on to pilot and then more advanced studies.

Campbell et al. recommend the following steps: (1) identifying existing evi-
dence, i.e. finding out what is already known about similar interventions; (2) identi-
fying and developing theory, i.e. setting up one or a series of pilot studies developing
a theoretical understanding of the problem and its components; and (3) modelling
process and outcomes, i.e. targeting single components or steps of the model before
putting it all together [18]. In addition, you might perform a gap analysis in your
unit or in several units. For instance, the gap analysis tool for family-centred care
covers areas with need for improvement based on the systematic compliation of
evidence [19, 20]. Moreover, patients and family members are increasingly being
engaged during the planning and conduct of clinical research. This is especially
fruitful when addressing healthcare delivery where patient- and family-led research
has been shown to be feasible and can identify opportunities for improving care [9].

Lastly, evaluating the results of complex interventions may be difficult. As
described above, the difficulties include choosing relevant endpoints and times
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when to measure them. To quote: “If the result is negative, we are left wondering
whether the intervention is inherently ineffective (either because the intervention
was inadequately developed or because all similar interventions are ineffective),
whether it was inadequately applied or applied in an inappropriate context or
whether the trial used an inappropriate design, comparison groups or outcomes. If
there is a positive effect, it can be hard to judge how the results of the trial might be
applied to a different context” [10].

Conclusions

Studying the emerging concept of FICUS requires a comprehensive research
agenda. Before complex interventions can be performed to mitigate or prevent
FICUS, researchers are well advised to perform explorative research and generate
hypotheses based on a theoretical framework. To increase validity, patients and
families are increasingly engaged into clinical research projects.
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