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Palliative care has always been a part of the care of
children. It includes any intervention that focuses on reliev-
ing suffering, slowing the progression of disease, and
improving quality of life at any stage of disease. In addition,
for even the child with the most unpredictable disease, there
are predictable times in this child’s life when the child,
family, and care team will be suffering in ways that can be
mitigated by specific interventions.

Rather than defining pediatric palliative care in terms of a
patient base, severity of disease, or even a general philos-
ophy of care, palliative care can best be understood as a
specific set of tasks directed at mitigating suffering. By
understanding these tasks; learning to identify predictable
times and settings of suffering; and learning to collaborate
with multidisciplinary specialists, use communication skills,
and identify clinical resources, the pediatrician can more

effectively support children with life-threatening illnesses
and their families.

In this article, we define palliative care as a focus of care
integrated in all phases of life and as a set of interventions aimed
at easing suffering associated with lifethreatening conditions.
We detail an approach to these interventions and discuss how
they can be implemented by the pediatrician with the support of
specialists in hospice and palliative medicine. We discuss com-
mon and predictable times of suffering when these interventions
become effective ways to freat suffering and improve quality of
life. Finally, we discuss those situations that pediatricians most
commonly and intensely interface with palliative care—the care
of the child with complex, chronic conditions and severe neuro-
logic impairment (SNI).
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alliative care has always been a part of the

care of children. Whether we are talking

about end-of-life care, effective pain preven-
tion and management, or communication and deci-
sion-making in difficult circumstances, the pediatri-
cian is asked to help children and families with
palliative tasks daily. While all pediatricians have a
knowledge base and skill set in

help us relieve suffering and help find a better
quality of life for the child, family, and even the
practitioners caring for them.

Approximately 55,000 infants, children, and adoles-
cents die each year in the USA of complications of
prematurity, congenital defects, injuries, malignancies,

and a wide variety of other illness-
es.'”? Tens of thousands of others

these situations, everyone’s abil-
ities are challenged in some of
the extreme situations often iden-
tified as part of palliative care. In
these situations, fostering a more
developed understanding of the
principles and tasks associated
with pediatric palliative care can

Pediatric palliative care
can best be understood as
a specific set of tasks
directed at mitigating
suffering.

live with chronic, life-threatening
conditions that may result in death
before they reach adulthood. Of
these children, most will die in a
hospital, with a large proportion
cared for in a hospital during the
days or weeks before their deaths.’
These children and their families
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are at very high risk for suffering.

Traditionally, however, care

for these children and their families has been
focused on the cure of disease or the restoration of
health status. While this focus is clearly an indis-
pensable approach, they also deserve care to ensure
that the children are as comfortable as possible and
that their families receive the support and guidance
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necessary to make decisions, cope, and maintain
family functioning. They deserve effective, timely,
and compassionate palliative care.

The World Health Organization (WHO) defines
palliative care as “the active total care of patients
whose disease is not responsive to curative treat-
ment. Control of pain, of other symptoms, and of
psychological, social, and spiritual problems is
paramount. The goal of palliative care is achieve-
ment of the best quality of life for patients and their
families.” Many clinicians also consider the princi-
ples and tasks of palliative care as a viable part of
the care of any child with a life-threatening illness
and their family; care that should be initiated at the
time of diagnosis, offered in conjunction with treat-
ments of curative intent, and continue throughout
the illness and even after the child dies in supporting
the family in bereavement. In
2000, the American Academy of

Medical Education, the American Board of Medical
Specialties initiated a pathway that has established a
subspecialty board of Hospice and Palliative Med-
icine.

Growing evidence demonstrates that families of
children with life-threatening conditions benefit from
palliative care.®® Earlier initiation of palliative care
and discussions that allow parents to prepare can
improve symptom management and quality of life®°
and provide a positive benefit to later bereavement.® In
contrast, patients and families who are poorly prepared
tend to choose more aggressive care at the end of
life.>'" In a study of bereaved family members of
adult cancer patients, half indicated that palliative care
was provided too late in the disease course, while less
than 5% thought palliative care referrals occurred too
early.'!

Palliative care specialists are
an invaluable resource in the care

Pediatrics supported this ap- of children with life-threatening
proach to care by stating that Each phase or pe”'od of illnesses and their families. It is
“the components of palliative h important, however, to recognize
care are offered at diagnosis and change pr esents a that the use of palliative care
continued throughout the course Cha”enge ...and an interventions should not be lim-

of illness, whether the outcome
ends in cure or death” and should
be available in any setting, in-
cluding home, hospital, and
school.* In short, palliative care
is about treating suffering and

opportunity to improve that
child’s, family’s, and even
the care team’s lives by
addressing and performing
specific inferventions.

ited to the specialist. By integrat-
ing the assessment methods and
interventions described in this
article in the everyday care of
children with life-threatening
conditions, the pediatrician can

improving quality of life in all
phases of life, not about death.

The practice of palliative care
grew out of the hospice movement with a focus on
treating the suffering at the end of life. Due to these
origins, palliative care has historically been held
synonymous with end-of-life care. While these
phases of life are clear opportunities for care di-
rected at treating suffering, limiting palliative care
interventions to the last stages of life misses a
profound number of opportunities to improve the
lives of children and their families.

The importance of palliative care in the care of
pediatric patients has been emphasized in the Insti-
tute of Medicine landmark report, When Children
Die, which delineated the need for significant im-
provement in the palliative, end-of-life, and be-
reavement care received by this population.” In
2006, with accreditation of fellowship training pro-
grams by the Accreditation Council of Graduate
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most effectively improve the
quality of life of the child, fam-
ily, and the team taking care
of them.

In the remainder of this article, we define pallia-
tive care as a focus of care integrated in all phases
of life and as a set of interventions aimed at easing
suffering associated with life-threatening condi-
tions. We detail an approach to these interventions
and discuss how they can be implemented by the
pediatrician with the support of specialists in hos-
pice and palliative medicine. We discuss common
and predictable times of suffering—physical, emo-
tional, and psychosocial suffering in the child,
family, and care providers—when these interven-
tions become effective ways to treat suffering and
improve quality of life. Finally, we discuss those
situations that pediatricians most commonly and
intensely interface with palliative care—the care of
the child with complex, chronic conditions and SNI.
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Communication / Problem Solving / Decision Making

Task

Objective

Screening Tool

Identify decision makers, including family and medical

Identifying problems =
providers

and challenges J\ LC

"

What are you most worried about?
What are you most hopeful for?

Explore challenges, treatment options, child's functional
status, and disease trajectory

Exploring hopes
Setting goals

A 4

[ .

\

Let's hope for the best but also prepare for the worst. What
do you think we can do now to make your child's life better?

Establish a plan that utilizes resources and accomplishes

Advanced care planning / [_,

I think the best way to accomplish this is to...what do you

.
the attainable goals set by parents _/ think?
Interventions
| Objective Task Screening Tool

) J

—p( Assess and treat symptoms using appropriate methods

Physical

Are you having any pain, nausea, constipation, agitation,
etc?

A A

' ( Make plans with clear goals (e.g., improved function)

Which symptoms are preventing you from doing
the things you enjoy most?

NJ

—b\ Consider referral to pain or palliative care specialist

If we could fix one symptom, what should we
focus on first?

Social Identify family challenges

.

Tell me about your family? Who is having a
particularly hard time? How are the other kids?

Identify communication styles/preferences

—C

Who are the people that make medical decisions?
How do you prefer to hear information?

Identify supparts and coping skills

e

Who do you use for support?
This can be overwhelming, what do you do to cope?

YYY)

Y

Identify social and financial burdens

-

What are the challenges getting through each day?

A J

_,/Idemify use of self-care and potential losses from iliness

What kinds of things do you enjoy doing? Are you able to do
them?

Consider referral to a psychosacial clinician (e.g., social
waorker or psychologist) or palliative care specialist

VAVN

—_

L

Spiritual > Identify faith and spiritual supports

Do you have a faith or spiritual belief that brings you
support?

—p-/ Consider referral to an appropriate spiritual leader

/ Assess anticipatory grief and bereavement during acute

» events, stable periods, and after death

Bereavement

How are you doing today? Are you better or worse than last
time we talked? How is the rest of the family? Other kids?

UHU\

Consider referral to a psychosacial clician, palliative care
— specialists, or to appropriate community programs

Assess suffering and compassion fatigue among care

Team support
PP team

™

This kind of work can be overwhelming, how is the team
holding up and functioning?

Consider referral to a psychosocial clinician, palliative
care specialists, or to appropriate system-based
programs

|7

Care Coordination

Task

Obijective

Screening Tool

Collaborate with e

specialists

Identify specialty providers including a Pediatric Palliativ

&/ U\

I would like to contact a team that can help us manage
symptoms and better understand our treatment options.

Facilitate communication between specialists and with
amily. Help understand illness and coordinate follow up

Care (PPC) Team
—_

v

Determine availability/need/benefit of hospice, home
nursing, and community programs

Identify resources. Partner >
with community programs k
Discuss availability of services/resources with insuranci

case manager

Identify financial resources
and payment mechanisms

k/— Collaborate with school and community in supporting
o siblings and community children

Partner with school
programs

i 1

FIG 1. Tasks in pediatric palliative care.

[EN

22

YY)

| Can | have a social worker help us find some resources that
may help meet some of these needs?

Can | have my nurse coordinator help us find some
resources that may help meet some of these needs?

May | ask a social worker (or child life therapist) to contact
| your child's school and help them understand the situation?
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Defining Palliative Care as a Set of
Tasks

Pediatric palliative care includes any intervention
that focuses on reducing the morbidity of illness,
slowing the progression of disease, and improving
quality of life at any stage of disease.'”> Rather than
defining pediatric palliative care in terms of a patient
base, severity of disease, or even a general philosophy
of care, pediatric palliative care can best be understood
as a specific set of tasks directed at mitigating suffer-
ing. By understanding these tasks; learning to identify
predictable times and settings of suffering; and learn-
ing to collaborate with multidisciplinary specialists,
use communication skills, and identify clinical re-
sources, the pediatrician can more effectively support
children with life-threatening illnesses and their fam-
ilies.

Figure 1 depicts the specific tasks and goals of
palliative care.>'*'® As the cornerstone of good pal-
liative care is effective and supportive communication,
each task described in the figure is paired with word
choices for assessing the child’s and family’s needs
within each task.

Predictable Opportunities to Initiate
Palliative Tasks

Consider a child with a metabolic disease. Unfortu-
nately, these diseases are fraught with uncertainty.
Sometimes the diagnosis and severity of disease is
unclear. The undulating course of illness and unsure
prognosis makes predicting the timing of setbacks and
ultimate life span difficult, if not impossible. Often
most distressing is the inability to predict how ill the
child will get with even a simple illness, what will
happen with each cough or sneeze, and what the child
will have to go through for even a chance of recovery.

There are, however, predictable times in this child’s
life when the child, family, and care team will be
suffering in ways that can be mitigated by specific
interventions. Figure 2 is a graphical depiction of the
health status of a child with a life-limiting disease. The
beginning of the figure represents a child’s initial
baseline before any decline in health or changes in
function. At this time, the child, family, and care team
are at the least risk of suffering. Over time, however,
this child’s health status changes—sometimes acutely
during acute illnesses, depicted by A, and sometimes
more insidiously, depicted by D.
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FIG 2. A child’s health status over time. (Color version of figure
is available online.)

Rather than considering the general life-trajectory as
a whole, recognize that each phase or period of change
presents a challenge to the child, family, and care
team. At these times there is a higher risk of suffering.
There is also an opportunity to improve that child’s,
family’s, and even the care team’s lives by addressing
and performing specific interventions. When caring
for children with life-threatening conditions and their
families, attempt to recognize the isolated events
described below as predictable periods or phases of
illness in which the type of suffering is also predict-
able.

Acute Decompensation and Hearing
Bad News (Point A)

In this figure, point A represents a period of acute
decline. Often, when this is the presenting event, this
can be a severe shock to children and families. This
may be the first time they will hear of a life-threaten-
ing or chronic diagnosis; the first time the child will
suffer physical symptoms, and the first time they will
have to picture their child’s life with disease.

At this point, predictable sources of suffering in-
clude pain or other symptoms associated with the
acute decompensation; family psychosocial distress
associated with seeing their child suffer and from
trying to understand and accommodate to the new
diagnosis; sibling distress from the change in family
dynamics and difficulty understanding what is going
on; and care team distress from trying to collaborate
together to efficiently work up the child’s illness, help
the family cope with the new diagnosis, and help
maintain hope for recovery.

There are opportunities to treat pain and other
symptoms; to facilitate communication between care
providers and the family; to collaborate with psycho-
social clinicians (eg, social work, child life therapists,
chaplains/spiritual leaders, child psychologists); and to
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help the child and siblings better cope with the disease
and the associated suffering. Importantly, as we dis-
cuss in further detail, all of these interventions can
have dramatic effects on quality of life without com-
promising the pursuit of cure or recovery from the
acute illness.

Recovery and Accommodating to a
New Life (Point B)

As a child recovers from an acute episode or
decompensation—depicted at point B—the child and
family are suddenly faced with many new challenges.
The child may not have reached his or her previous
level of function and may still be suffering from
lingering symptoms. Many families will be faced with
coordinating multiple clinic appointments where they
are often asked to manage the differing opinions of the
subspecialists. They are still coming to grips with the
new diagnosis, often bereaving the loss of their “well”
child, and experiencing guilt from having those feel-
ings despite the survival of their child. They will suffer
from anticipatory grief from not having a clear picture
of what this disease will do to their family, what their
child will have to go through in the future, and if each
cough or sneeze could lead to another life-threatening
event. Siblings will often suffer from a feeling of loss,
from a change in function of their sibling, or from a
lack of attention as their parents focus on the sibling
with the new illness.

In these times of relative stability, it is easy to
assume that family functioning is stable as well. This
point, however, is an opportunity to address and
normalize the anticipatory grief associated with a
chronic disease, identify physical suffering associated
with long-term or permanent loss of health status or
function, support the family in coordinating care
between multiple subspecialists, and help the family
manage the distress of siblings as they adjust to a
different level of attention from parents. These points
of stability also provide an opportunity to build the
therapeutic relationship that will be essential later in
the child’s life.

Acute Decompensations and Unexpected
Recoveries (Point C)

As the child’s disease progresses, the ability to
recover from severe decompensations may be uncer-
tain. At these times, many care providers often discuss

124

the possibility of severe impairment and death with the
family. Despite our best predictions in even the most
dire of situations, however, the child may survive.
These episodes of recovery can be a time of great
suffering for the family and will change the way they
approach decision-making in the future.

At these times, the child will suffer significantly
from physical symptoms. Depending on age and cog-
nitive ability, the child may also suffer from trying to
understand the disease and questions regarding death.
The family will be asked to make decisions that have
significant long-term effects on their child’s life, from
adding technology (such as a feeding tube or trache-
ostomy) to considering focusing on comfort care only.
If the child then recovers, the family may struggle,
potentially feeling guilty for their child’s suffering or
for considering limiting invasive life-sustaining ther-
apy. They may redefine their approach to decision-
making, often gaining an increased understanding of
the suffering their child may have to endure or that
their child may recover even when clinicians predict
otherwise.

In this time of great intensity, there are significant
opportunities for addressing suffering and assisting
with decision-making. The child’s symptoms must be
managed. Families will need support in decision-
making— help identifying hopes, setting goals, mak-
ing plans that help achieve these goals, and living with
the consequences of their decisions. They may need
support helping other family members understand the
illness and why the decisions they are making are
appropriate. They may simply need permission to
communicate that “though the doctors cannot make
Jacob’s disease better they can help us keep him
comfortable.” Siblings continue to need support cop-
ing with the upheaval in their lives, processing their
feelings of loss and confusion, and understanding the
change in availability of their parents.

Slow Decline Preceding Death (Point D)

Some children with life-threatening conditions will
reach a phase of life where they have an insidious
decline in health status and function. This period may
last days, weeks, months, or even years. It is often
punctuated by acute, more minor, losses than previous
severe decompensations. There is, however, less re-
covery. Often in this stage, parents are faced with the
decision of implementing invasive technology (such as
feeding tubes and tracheostomies) or invasive surger-
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ies (such as spinal rod surgery or fundoplications) in
an effort to maintain function as long as possible.
These interventions may help in the short term, al-
though in the long term many children continue to lose
health status and eventually die.

In these times, children often suffer from increas-
ingly difficult to control physical symptoms. Families
must coordinate the opinions of multiple specialists in
making difficult decisions regarding interventions or
limitations of care. They are likely to be anxious about
their child’s decline and fearful of their ability to
manage clinical changes outside the hospital. Often,
they will need significant help with the daily care of
their child. For families with a child with SNI, the
intensity of the care provider role can naturally result
in care providers feeling responsible for acute decom-
pensations. Sibling’s distress may be significant at this
time as they continue to struggle to understand the sick
child’s illness, loss of function, and eventual death.

At this point in life, children will need significant
attention to symptoms, even anticipating and estab-
lishing plans to address symptoms not yet present.
Families will need significant support in decision-
making and would benefit from help exploring their
hopes, setting goals, and making consistent plans.
They will need support collaborating with specialists
and understanding options for care. They will benefit
from reassurance that they are not at fault for any
decline in health. It is also important to address the
family’s feelings of “giving up.” The child and sib-
lings will need help understanding the medical issues,
communicating with their family, and learning to
process and understand their emotions and concerns. If
the child dies, the family will need ongoing bereave-
ment support.

End of Life (Point E)

The last stages of life are a time of great risk for
suffering. For some children and their families, the
burden of disease and poor quality of life outweigh the
potential benefit of longer duration of life. In these
situations, a family may choose to pursue comfort
measures only and forgo any life-sustaining therapy.
The focus of care is then on ensuring the child’s
comfort and that the family is able to spend as much
quality time with the child as possible. The details of
care are based on the individual child, family, and
nature of suffering and may include limitations on
interventions that cause suffering in the child, includ-

Curr Probl Pediatr Adolesc Health Care, July 2010

ing limitations on invasive procedures, discontinuing
life-sustaining therapies, and discontinuing artificial
nutrition and hydration.

Other children and families may choose to pursue
some life-sustaining therapy as they balance the bur-
den of disease with quality of life. They may feel that
the degree of suffering is balanced by an equal or
greater quality of life. While the focus of care may still
be on ensuring that the child is in no discomfort, the
details of care become much less constant as the
child’s disease progresses. The decisions of the family
may seem conflicted and unclear. Care plans may
include interventions that cause some suffering but
also prolong life. This conflict, however, simply stems
from the family’s and care team’s attempts to balance
quality of life with duration of life.

In any situation, regardless of the family’s goals of
care, suffering may change daily. As they cope with
the impending death of their child, see the effects of
the disease on their child’s suffering, and recognize
how the interventions affect their child, families may
change their mind on the type of care they feel will
best meet their child’s needs. Open, compassionate
communication, frequent re-evaluation with consider-
ation of the above interventions, and partnerships with
pediatric palliative care teams and hospice services
become essential to care.

Unique to this phase of life is planning the location
of death based on family preferences and available
resources. The opportunity to plan and prepare for the
location of death has a significant impact on where the
death of a child occurs. Such planning for parents who
lost a child to cancer resulted in 72% home deaths for
those who planned versus 8% for those who did not
plan.'” For children who died in the hospital, planning
resulted in more deaths outside the intensive care unit
and fewer children being intubated.'”

Planning location of death including the option of
home care requires an honest discussion of care plans
that will meet goals of care, identify current and future
care needs, and determine what resources in the
community are available to meet these needs. Dis-
charge planners and social workers are essential mem-
bers of the team to help identify these resources.
Involving the child when appropriate is another very
important part of this planning process.

While the tasks listed in Figure 1 are essential compo-
nents in care at the end of life, Figure 3 describes
additional, more specific tasks in end-of-life care.
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Establish goals of
treatment

Establish preferred location of death

Communication

with the family

Discuss the dying process

Prepare the family for the physiologic changes
associated with dying (e.g., agonal beathing)

management

Make plans for symptom

Ensure availability for rescue medications for
unexpected/evolving symptoms

Interventions

Consider location, resources, and treatment

Identify barriers to
providing comfort

goals

Consider likely cause of death and associated

challenges to ensuring comfort

team

Establish partnership with
pediatric palliative care

Collaborate with specialists, palliative care

teams, hospice services and family in

hospice services

Establish partnership with

determining symptom management plans

Care

Coordination

Collaborate with
specialists

Facilitate communication between specialists
and with family

and community

Collaborate with school

Provide support to siblings and peers in school

FIG 3. Specific tasks of end-of-life care.

The Care Team
The Role of the Pediatrician

Regardless of the phase of life, the pediatrician must
recognize and initiate treatment for suffering. Many
children with cancer, congenital heart disease, cystic
fibrosis, and other specific life-threatening diseases
may have these issues addressed by the subspecialist.
For these children, pediatricians remain slightly re-
moved from the subspecialist’s role of determining
treatment options of curative intent. This role leaves
them in a position to discuss the broader context of
decisions. They must also maintain a central role in
assessing the physical, emotional, spiritual, and social
suffering and need for palliative care interventions.
They should be able to facilitate decision-making and
planning for future care; efficiently anticipate, assess,
and manage the child’s symptoms; provide front-line
bereavement care to the family; and assess when the
suffering requires referral to a specialist.
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One group of children that primarily looks to their
pediatrician for palliative interventions is children with
complex chronic conditions. These children often em-
ploy multiple specialists in their care, with none primar-
ily in charge of the child’s medical home. Children with
metabolic diseases, genetic syndromes, and congenital
anomalies, and conditions associated with neurologic
devastation often fall into this group.'*>

The Interdisciplinary Team

A dedicated, well-trained pediatrician can initiate
many of the tasks listed in Figure 1. When symptoms
become more severe, coordination more complicated,
communication more intense, and decisions more
life-changing, however, even the most experienced
palliative care specialist must rely on an interdiscipli-
nary team to help meet the needs of children and their
families.

The most successful team is one that can most effec-
tively accomplish the tasks listed in Figure 1. Subspe-
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cialty level palliative care includes, at a minimum, the
services of a physician, nurse coordinator, and a psycho-
social clinician, such as a social worker trained in family
counseling.” In addition, children and their families
benefit from access to a chaplain/spiritual leader, child
psychologist, child life specialist, and art therapist—all
practitioners trained at performing the different tasks
listed in Figure 1. Other services (such as pain manage-
ment specialists, psychiatrists, bereavement counselors,
etc) should be used when specific children and families
require more specialized care.

Most importantly, the interdisciplinary team must
function as a single unit. Physical, emotional, spiritual,
and social distress all cause suffering. Aggressively
managing only 1 aspect of this complex suffering will
provide little relief for the patient and family. By
working together, using each team member’s expertise
in assessing and managing the different sources of
suffering, the team can provide significant relief in the
child’s and family’s suffering.

Hospice

Hospice care is an essential component of palliative
care often associated with the end-of-life phase of an
illness. The main role of hospice for children is to
improve quality of life at the end of life. In general,
hospice agencies provide in-home assessment for on-
going symptom management, ongoing psychosocial
and decision-making support for the child and family,
and grief and bereavement care for the family after the
child dies.

While many hospice agencies rarely care for chil-
dren, they can still be extraordinary resources. Hospice
providers maintain an expertise in the last stages of
life. They are comfortable with the dying process and
the associated physical and psychosocial suffering.
They are experienced with the rapid clinical and
psychosocial changes and the required frequent re-
evaluation and treatment changes that can occur in this
phase of life. They may simply need some guidance in
applying these principles to children such as sugges-
tions for pediatric medication dosage and thinking
through strategies in symptom management. A good
collaborative relationship between a practitioner who
may be less comfortable with end-of-life care and
hospice agency less experienced in the care of children
can effectively meet the needs of children and their
families.

Misconceptions about hospice, however, can limit
families’ and practitioners’ acceptance of this re-
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source. Careful investigation into the family’s percep-
tions of hospice is important before introducing their
services. If appropriate, detailing hospice services and
their ability to help accomplish the family’s goals is
often the most effective way to introduce them to
families.

Specific Tasks in Palliative Care

In the remainder of this article we discuss, in detail,
the specific tasks in pediatric palliative care listed in
Figure 1. We go on to discuss the challenges often
present in this type of care. Finally, we focus on the
children the pediatrician is most often managing,
children with SNI.

Communication in Palliative Care

Effective communication is the cornerstone of pal-
liative care.'®'®!° In this effort, communication
should be seen as a specific tool to help build relation-
ships; resolve conflict; deliver bad news; foster a
common understanding of challenges, hopes, and
goals; and improve collaboration in decision-making
and in determining care plans that are consistent with
these hopes and goals. The task of communication in
palliative care is to relieve the suffering of conflict,
confusion, and decision-making by creating a sense of
teamwork and facilitating collaboration. In performing
this task, the pediatrician must learn to manage one-
self, family meetings, and the information coming
from other members of the medical team.

Good communication is most effective when the
clinician is calm, clear, empathetic, accurate, and
centered on the family’s needs and preferences. Dis-
cussing the difficult topics associated with children
with life-threatening illnesses, however, can be very
difficult for everyone involved. Too often we under-
estimate the anxiety that open discussion—and the
inevitably associated emotions—can bring out in us.
Fortunately, there are some simple and evidenced-
based methods that can help the clinician foster a sense
of calm, clear, empathetic, and accurate communica-
tion that is supportive to the family.

We present an algorithm for developing a therapeu-
tic plan, but, first, the clinician should understand steps
that are key when discussing difficult information with
families.
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Key Steps for Effective
Communication with Families

1. Prepare: the best way to facilitate good communi-
cation is to prepare. First, determine who the
decision-makers are in the family and then limit
people to those that are important to the family or
essential to the topic being discussed. Determine a
setting that is centered on the family’s wishes
although most often a small quiet room with a
minimal number of people is beneficial. Touch base
with specialists to ensure you have a clear under-
standing of the child’s illness, the clinical problems
and potential treatment options, and the decisions
that need to be discussed. When there is conflict or
an impasse in decision-making, make sure to illicit
the points of view of all of the clinical team but
reserve judgment until you understand the family’s
perspective. Discuss how the family is coping.
Actively think through the different directions that
the conversation may go and prepare for those
possibilities. Finally, ensure that you have enough
time to sit down and have a calm, unrushed
conversation.

2. Assess: Always ask the family to recap the situation
so you have a clear understanding of where they are
coming from (“All of this has been pretty compli-
cated, can you help me make sure we are on the
same page by explaining to me your understanding
of the situation?). It is essential to use this as the
starting point to any conversation as families often
perceive a very different concern than the clinical
team. These concerns may demonstrate a different
understanding of the same problem or a different
problem all together. Regardless, you must develop
a therapeutic relationship with the family by first
addressing their concerns. You must then reframe
your clinical concerns to match the family’s under-
standing (“I know you are worried that medications
may make her sleepy. Let’s talk about what we can
do to manage her pain and also allow her to
interact”).

3. Deliver: At this point you should clarify any
challenges the family presented in describing the
illness and their understanding of the situation.
When delivering news or explaining topics, be
clear, concise, and empathetic. State the facts
simply and in language the family can understand.
When breaking bad news, consider using phrases
starting with “I wish” (“I wish I had better news.”)
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This offers empathy without accepting blame for a
situation. When discussing prognosis or outcomes,
consider using the phrase “I am worried” (“I am
worried that this medication will not help” or “I am
worried that we are looking at days rather than
months.”) This phrase also offers empathy and
helps define your thoughts without being confron-
tational or overly specific.

4. Allow silence and acknowledge emotion: Often in
discussion of difficult topics, families will flood
with emotion. The best way to remain calm and
support the family is to simply name the emotion
(“I can see how upset you are” or “I can hear how
angry you are”) and allow for silence. While this
silence can feel uncomfortable, it allows time for
the family and the care team to regroup and prepare
for the remainder of the meeting.

5. Plan: This point in a conversation is a key time to
assess the family’s ability to continue. If they are
flooded with emotion, they are likely to process
very little of the remaining conversation. It is,
however, important to give a vision of what the
future may look like. This discussion may include
decision-making, detailed long-term treatment
plans, or simply the logistics of the rest of the day
and deciding when to meet for the rest of the
conversation. The focus should center on the fam-
ily’s ability to continue on in the conversation. Do
not expect the family to retain much detail from
initial discussions and always plan to repeat the
information in future meetings.

6. Do not abandon: The clinician can accomplish this
by simply explaining to the family the next time
they will be in contact with you and how they can
reach you if they have any concerns prior to that
meeting.

Goals of Care Conversations

A common approach to family meetings is to present
a set of choices, explain those choices, and ask the
family to make a decision. This construct, however,
places the emphasis of the conversation on under-
standing the choices rather than on gaining under-
standing of why the family would make those deci-
sions. For example, when a family is faced with
deciding on a Do Not Attempt Resuscitate (DNAR)
order, they are often asked if they would like someone
to intubate their child or to perform cardiopulmonary
resuscitation. With this presentation, even the most
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TABLE 1. Framework for therapeutic planning conversation

Steps

Comment

. Review the major
problems

. Discuss goals,
objectives, hopes

A shared understanding of what the major problems are confronting the child and family is essential: “I think we
all find it useful to hear what each of you think are the most important problems and challenges that we need
to confront.”

The compass by which the course of therapy will be set depends on a clear sense of purpose and the values that
underwrite that purpose. A question that can initiate this phase of the discussion is, “Given the problems and

challenges, | am thinking about how we can best care for your child. What are your major hopes or goals?”
Encourage each participant to state all of their hopes or goals, which may not be entirely consistent (such as
“to be cured by a miracle” and “to not suffer before dying”). The aim of this phase is simply to air all the
hopes, goals, or objectives, and to summarize them for the group when everyone has spoken.

3. Spell out alternative

In as nonjudgmental and succinct a manner as possible, clarify the main alternative ways of caring for the child,
such as: “I feel that we have 2 major ways we can proceed, namely, continue to have your child stay in the

hospital or work to have your child go home with the help of hospice-home care nursing.” Check to see if

actions
anyone has another major option.
4. Examine
consequences of
options can foresee happening, such as ..

Typically, no therapeutic option is perfect. Once the main options are spelled out, explore as a group the pros and
cons of each alternative. “If we keep your child in the hospital, there are some good and not-so-good things |
.” The judgments of “good and not-so-good” should refer back to the

discussion regarding hopes and goals. Solicit other participants’ perspectives.

5. Explore tradeoffs

Often a central pattern of tradeoffs between 2 goals emerges in the discussion of options. Addressing this

tradeoff explicitly can be helpful: “We seem to be struggling with the goal of feeling secure, a sense of which
the hospital provides, being at odds with the goal of being at home.” Stating these tradeoffs can help people
clarify which goal is more important, or devise new alternatives to accomplish both goals (such as enhancing
the sense of security at home by augmenting the nursing coverage).

6. Formulate a plan

By this point, the broad elements of a plan have typically emerged by consensus. If so, spell it out and assess

whether everyone agrees. If not, acknowledge the disagreement and seek agreement to continue to work
together to formulate a mutually acceptable plan.

7. Specify next-steps
and follow-up
assessment

Before ending the conversation, clarify who will do what next, and when the next discussion will occur.

Reprinted with permission from Kang and coworkers.®

advanced families may see this as choosing to let their
child die rather than ensuring that their child does not
suffer from an intervention with minimal likely benefit.

Another approach may be to focus the discussion on
what the family does want for their child, focusing
on things that we have control over. The family can
then set goals that they can achieve. These goals then
become the “true north on a compass™ that can help
them make decisions in the future (“The last time we
had to discuss this, you made the difficult and loving
decision to focus on ensuring that she was comfort-
able. Do you still feel that is the best way to support
and love your child?”). The clinician then partners
with the family by describing the clinical interventions
that most effectively achieve the family’s hope and
goals.

At early stages of many illnesses, the goals of care
are likely to include aggressive and invasive interven-
tions. As the disease worsens, the burden of disease
becomes more intense, and the likelihood of survival
decreases, the family may choose less aggressive
measure with an increasing focus on comfort and
quality of life. Even when the likelihood of survival is
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extremely low, some families may still wish to pursue
therapies of curative intent. As long as there is no
harm to the child, families must be supported in
deciding the focus of care for their child. The clinician
must make medical plans that best balance the thera-
pies with intent at cure and restoration with those
directed at providing comfort. Partnering with the
family in finding this balance can be very effective
shared decision-making.

Table 1 provides a framework for therapeutic plan-
ning conversations.

Resuscitation Orders

DNAR/Allow Natural Death and Do Not
Intubate

DNAR/DNI orders simply dictate that a child not
have certain interventions should they have a cardio-
pulmonary arrest. In practice, these orders are nonspe-
cific and the details of the goals of care need to be
spelled out. Unfortunately, these orders can be a
source of confusion for many families and clinicians
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as some treat them as a declaration that the focus of
care is on comfort. These orders, however, do not
preclude life-sustaining, restorative, or curative mea-
sures. They are not permanent and should be rescinded
if the clinical issues change. An out-of-hospital DNAR
does not preclude the child from returning to the
hospital.

When discussing resuscitation with families, it is
essential to focus the conversation on what they are
hoping for in their child’s life. These goals should be
detailed in the child’s chart or care plan to provide a
much clearer guide to medical interventions than a
simple DNAR/DNI order.

Out-of-hospital DNAR

In an effort to support the wishes of children and
their families outside the hospital, some states provide
for a provision of an out-of-hospital DNAR. In an
effort to make these orders accepted and honored in
many different clinical settings, these orders come on
official forms that state the resuscitation wishes of the
child and family. Unfortunately, as most clinicians are
rarely faced with the impending death of a child, they
may not feel comfortable honoring the order and
limiting interventions. In addition, in some states, the
interpretation of laws has made it difficult for families
to be supported with an out-of-hospital DNAR. In
these situations, the clinician must provide the family
with clear documentation that succinctly describes the
child’s medical status, poor prognosis, and the details
of the goals of care.

Autopsy, Organ, and Tissue Donation

Autopsy and organ or tissue donation is a topic that
must be discussed at the end of life. The most
family-centered approach to this decision is to first
decide the clinical and psychosocial utility of autopsy
and organ/tissue donation. One study suggested that
autopsy results helped clarify the cause of a child’s
death in 53% of cases and contributed to patient care
quality control in 36% of cases. In contrast, autopsies
were only helpful in informing the family regarding
future reproductive choices and the future health care
of siblings in 6%-10% of cases.”° In addition, discus-
sions regarding autopsy results may allow lingering
questions or concerns that are causing parental distress
to be addressed.?’
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Symptom Management

Aggressive, empiric, developmentally appropriate
symptom management is core to any palliative care
intervention. Children with life-threatening conditions
suffer from many types of symptoms. In this article,
we discuss the most common symptoms the pediatri-
cian is faced with and is the most equipped to manage.

There are several guiding principles when assessing
and treating symptoms with a palliative approach.

Guiding Principles in Symptom Management

1. Partnering with the child and parents is essential:
Establish clear goals of therapy with a focus on
improving physical function, if possible, and decreas-
ing suffering. Provide clear guidance regarding the
benefits and side effects of the medications; this is
especially important with opioids due to the cultural
stigma of these medications. Partnering with the child
and family allows them to have some control over the
situation. This will relieve a significant source of
suffering and is likely to increase adherence to care
plans.

2. Emotional, spiritual, and social suffering can be
significant confounders in the experience of symp-
toms: Children do not separate the physical and
emotional nature of suffering and may have ex-
treme anxiety due to anticipated pain or other
symptoms. If the symptom is nonresponsive to
seemingly appropriate management, consider eval-
uating for other sources of suffering and drawing
on the expertise of the interdisciplinary team.

3. The child’s self-report of symptoms is the “gold
standard”: Parental report, physiologic indicators,
and behavioral indicators are less reliable assessment
methods. Most young children, however, are not able
to provide a historical context to their pain. Other
children, such as infants or children with neuro-
cognitive disabilities, cannot communicate effec-
tively. In these situations, parental report becomes an
important additional tool for assessing pain.

4. Assessment and communication must be develop-
mentally appropriate: Children will only answer
questions if asked in language that is understand-
able to them. In addition, children must be asked if
they are having pain, as they may not know to
report what they are experiencing. When available,
validated assessment tools based on age and cog-
nitive ability, when appropriate, should be used.
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Ultimately, however, the child’s interpretation of
the experience is the “gold standard.”

5. Anticipate symptoms, react expediently, and reas-
sess frequently: Many forms of acute pain are
predictable. In addition, there are easily predictable
times when a child is at increased risk for pain,
such as during or after procedures; at times when
medications are wearing off or the dose is being
changed; and at times of peak effect of the medi-
cation. When unanticipated pain is present, man-
agement should be initiated promptly. Predicting
management needs at initiation of therapy, how-
ever, is difficult and symptoms will also evolve
over time. Frequent reassessment of the plan is
essential. In addition, emergency rescue plans
should be available, especially at the end of life.

6. As symptoms escalate or become difficult to con-
trol, early referral to a pain or palliative care
specialist is essential.

The traditional focus on symptom

to be dire, and when the pain is chronic.?* In addition,
the perception of pain can be dramatically affected by
the child’s age and cognitive ability, previous experi-
ences with pain, expectations for relief and recovery,
and ability to control the pain themselves.*

The pediatrician must address and treat all types of
pain, including acute pain, chronic pain, recurring
pain, procedure-related pain, and pain associated with
end of life.?? To effectively accomplish this task,
pediatricians must understand a simple approach to
assessing and initiating pain management. They must
also understand that psychosocial issues associated
with suffering complicate treatment, and they must
develop effective ways to screen and refer for support.
Finally, they must understand the need to frequently
re-evaluate symptoms and management plans, to part-
ner with families to improve their sense of control in
managing symptoms, and to refer to a pain or pallia-
tive specialist when control proves difficult.

Assessment of Pain

management has been on using
pharmacologic  solutions. Non-
pharmacologic modalities, how-
ever, can be very helpful, espe-
cially when used in conjunction
with pharmacologic options. Ef-
fective strategies include guided
imagery, distraction and relax-

The WHO developed a
simple, effective pain-
management strategy
based on the four
principles described.

Table 2 lists the validated as-
sessment tools to assess physical
pain based on age and cognitive
ability. Importantly, many of
these tools were validated fol-
lowing postprocedural pain, and
different clinical circumstances
may call for different methods.

ation, massage, acupuncture and

acupressure, and play. Pain or pal-

liative care specialists, child life

therapists, and psychosocial clinicians can be effective
resources to implementing these strategies.

Pain

Pain is one of the most common symptoms experi-
enced by children with life-threatening conditions.
Unfortunately, a substantial percentage of children’s
pain is undertreated.>>*> The experience of pain is
inherently a subjective experience with sensory, emo-
tional, cognitive, and behavioral components interwo-
ven with environmental, developmental, social, spiri-
tual, and contextual factors.?? Children suffer from the
experience of pain differently, depending on a variety
of factors. Pain causes suffering when the child and
family have no sense of control over the symptoms,
when the pain is overwhelming, when the source is
unknown, when the meaning of the pain is perceived
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In addition, when assessing pain

at different points—as in assess-
ing the effectiveness of a dose of medication—the
same assessment method should be used for each
assessment.

Management of Pain

The goal of pain management is simply for the child
to be pain free and functional. There are two core
constructs in meeting these goals—first, identifying
and treating the underlying pathology or source of the
pain and, then, treating the suffering associated with
the experience of pain. While both are essential to a
good pain management strategy, the sources of under-
lying pathology are dependent on the evaluation of
many clinical features centered on the specific disease
or condition. This article focus on treating the suffer-
ing associated with pain.

Mild pain is often effectively managed with acet-
aminophen, ibuprophen, or naproxen. As pain be-
comes more severe and these medications become less
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TABLE 2. Pain assessment scales

Age Scale

Notes

Neonate CRIES®

Uses physiologic measures, including: the degree of Crying, Required oxygen, Increased vital signs

(heart rate and/or blood pressure), Expression (for example, grimace), and Sleeplessness.®

Infant and toddler FLACC? Uses physiologic measures in the following categories: Face (degree of grimace); Legs (degree of
restlessness or tension); Activity (degree of agitation); Cry (degree of crying); and Consolability
(amount of physical consoling needed to comfort child).?

School-aged Faces Uses visual images that represent levels of pain. Tell the child that the face on the left side

children shows no pain and the face on right shows the worst pain. The child then points to the face
that shows his/her current level of pain.*

Age 7 years or Numeric Uses a rating of pain on a scale. This scale can be a line, a number between one and ten, etc.

older The practitioner grounds the child by describing that one end of the scale represents no pain
with the other representing the worst pain.

Cognitively impaired R-FLACC The R-FLACC was developed by revising the FLACC tool to include behaviors specific to children
with cognitive impairment. In addition, it allows parents to individualize by adding behaviors
specific to their child.®

Cognitively impaired NCCPC-R The Non-Communicating Children’s Pain Checklist-Revised.®”

Cognitively impaired PPP The Paediatric Pain Profile is available to download from the web following registration at

www.ppprofile.org.uk.8°

2Note. Children with chronic pain rapidly adapt and may not show the features in these tools, making them less reliable. In this setting, child and parental report are

essential.

effective, opioids become the standard therapy. There
are many different formulations of opioids, all having
slightly different properties that make them slightly
more or less effective in specific clinical circum-
stances. In an effort to improve consistency of prac-
tice, this article recommends using a single agent—
morphine—until the practitioner is comfortable with
its use. After gaining comfort with the single agent, the
practitioner can then learn the benefits of other opi-
oids, such as the rapid metabolism of fentanyl or the
long half-life and steady state of methadone.

In an effort to improve pain control in children with
life-threatening conditions, the WHO developed a
simple, effective pain-management strategy based on
the four principles described below.?® While the strat-
egy was developed for children with cancer, the
methods are applicable to any child with a life-
threatening condition and persistent pain.

By the ladder: analgesics should be started and escalated

in a stepwise approach based on the severity of
symptoms.

By the clock: analgesics should be given on a scheduled
basis to provide stable blood levels of the medication.
Rescue doses should then be available for breakthrough
pain.

By the mouth: analgesics should be given by the least
invasive route available that allows for effective pain
control.

By the child: analgesics should be based on the individ-

ual child’s circumstances and tailored to that child’s
response to therapy.
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Table 3 depicts an approach to pain control adapted
from the WHO guidelines. While the opioid used in
this algorithm is morphine, another can be substituted.

Breakthrough Pain. Breakthrough pain is pain that
“breaks through” despite scheduled doses of an anal-
gesic. This may occur due to an insufficient dose, dosing
that is too infrequent, worsening of the source of pain, or
episodes of incident pain. Rescue medications are anal-
gesics that are prescribed on an as-needed basis and
should be available to any child at risk for pain. The goal,
however, is for the child to be pain free. Frequent use of
rescue medications should prompt a re-evaluation of a
pain plan that is insufficient.

Scheduled Medications. Scheduled medications
make up the backbone of good pain control. Giving the
medication on a sustained, scheduled basis allows for
stable blood levels of analgesic and more stable pain
management. The dose and frequency should be titrated
to allow the child to be pain free and functional.

Rescue Medications. In managing breakthrough
pain, the practitioner should anticipate episodes and
always have rescue doses available. The medication
should be the same analgesic offered for scheduled
analgesia. The frequency should be based on the route
and time to peak effect—every hour for oral, every 30
minutes for subcutaneous, and every 15 minutes for
intravenous. The dose should be based on the sched-
uled dosing—50%-200% of the hourly dose for infu-
sions and 25%-50% of the every 4-hour dosing equiv-
alent for scheduled oral or intravenous boluses. Most
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TABLE 3. Pain management algorithm

Pain level Rescue medication Sustained medication
Step 1 Mild pain Start rescue medication: Consider sustained therapy:
Start a nonopioid analgesic (NSAID or acetaminophen) as Consider a standing dose for short period of
needed time
Step 2 Moderate pain Start or Escalate rescue medication: Consider sustained therapy:
Tramadol oral 1-2 mg/kg/dose PO q 4-6 hr prn Tramadol oral (same dosage on scheduled
basis)
Step 3 Severe pain Start or escalate rescue medication: Start or escalate sustained medication:
Morphine oral immediate release preperation Morphine oral immediate release
Opioid naive: 0.2-0.3 mg/kg/dose q 3-4 hrs prn preperation
Opioid exposed: increase previous dose 25-50% for Opioid naive: 0.2-0.3 mg/kg/dose q 3-4 h
moderate pain and 50-100% for severe pain Opioid exposed: total daily morphine dose
divided every 3-4 hours
If meant for prolonged use should consider
sustained release formulation
morphine, methadone, or a fentanyl
patch
Step 4 Severe-persistent Start or increase rescue medication: Initiate or escalate sustained medication:

pain Morphine: IV, SQ Transition sustained medication to IV
Opioid naive <6 mos: 0.05-.1 mg/kg every 3-4 hours equivalent
prn Consider an infusion
Opioid naive >6 mos: 0.1-0.2 mg/kg every 3-4 hours
prn

Opioid exposed: Previous total daily oral dose, converted
to IV morphine equivalent, and divided by frequency

Consider patient controled Analgesia (PCA): Morphine

Opioid naive: Basal infusion: 0-0.02 mg/kg/hour; Demand dose: 0.015-0.02 mg/kg/dose; Lockout interval:
5-10 minutes

Opioid exposed: Basel infusion: daily dose divided over 24 hrs; Demand dose: 50-100% of the hourly dose;
Lockout interval: 5-10 minutes

Escalation information:

® [f poor control with a rescue opioid medication, increase dose by 25-50% for moderate pain and 50-100% for severe e pain

® [f frequent use of the rescue dose in a 24-48 hour period, increase sustained dose by adding up daily mg of rescue medication, divide by
frequency of sustained release, and add to the sustained dose. Alternatively, may also increase sustained dose by 25-50%

® [f persistent or worsening symptoms or frequent use of rescue medication, consider increasing dose or advance to step 3

® [f no effective benefit, frequent use of recue doses, or worsening/persistent symptoms, continue escalation of dosage until the patient is free
of pain

Additional information:

The suggested starting dose of morphine is listed. The medication can be titrated beyond this amount based on pain control and side effects
A typical breakthrough/rescue dose is 10% of the 24 hour opioid requirement

Adjuvant medication should be considered at any step

Consider initiating/continuing non-opioid analgesics at any step to maximize pain control

Evaluate for constipation and initiate prevention plan when starting an opioid

Only use a single opioid agent at a time

Consider early referral to a pain or palliative care specialist

Adapted from McGrath.2®

importantly, if the child is requiring frequent rescue
dosing, the scheduled analgesic should be increased by
either increasing the dose or decreasing the frequency
of administration followed by a reassessment of the
scheduled analgesic dose and frequency.

Special Circumstances

Procedure-Related Pain. Pain experienced in antic-
ipation of, during, and after a procedure can be easily
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anticipated and prevented, as inadequate management
can cause increased morbidity and mortality.>”*® For-
tunately, there are a few, simple methods for improv-
ing pain control in this setting including sucrose for
infants, topical analgesia, benzodiazepines, and con-
scious sedation.

Incident Pain. Incident pain is pain that is typically
short-lived and can easily be anticipated, such as with
nursing care or trips to the bathroom. Rescue medica-
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tions should be provided when this type of pain is
anticipated. The nature of this pain—the rapid onset
and relief—however, makes it difficult to manage.
Ideally the use of fast-acting analgesics with rapid
metabolism is most beneficial (eg, transmucosal prep-
arations of fentanyl).

Opioid Rotation. Extreme and refractory side ef-
fects may limit the use and escalation of opioids. In
these circumstances, improved pain control with
fewer side effects may be accomplished by switch-
ing to a different opioid.?* When rotating opioids,
consider consulting with a pain or palliative care
specialist, as the dosage calculations can be com-
plex. In addition, there are significant risks of
incomplete pain control during the period of rota-
tion and rescue medications should be readily avail-
able until the second opioid is in steady state.

Benefits of Other Opioids

Tramadol. Tramadol is considered a weak opioid
that is useful for moderate pain. Along with being a
mu-receptor agonist, it is a serotonin-releasing agent
and norepinephrine-reuptake inhibitor, properties that
may indicate theoretical benefit of tramadol for neu-
ropathic pain.

Fentanyl. Advantages of fentanyl include that it has
a shorter onset of action compared with other opioids,
has a shorter duration of action (benefit during certain
procedures), is available as a transmucosal “lozenge,”
and is available as a transdermal patch for around the
clock opioid dosing (should only be initiated after
establishing daily opioid dose). Fentanyl and metha-
done are the preferred opioids in patients with renal
insufficiency.

Methadone. Methadone is the only long-acting opi-
oid available as a liquid. As an NMDA receptor
antagonist, methadone may be beneficial for neuro-
pathic pain. The main disadvantage is its biphasic
elimination, which can result in drug accumulation
and toxicity 2-5 days after starting or increasing
methadone.® For these reasons, methadone requires
expertise in use.

Management of the Toxic Effects of Opioids

Constipation. All opioids cause decreased intestinal
motility that can lead to constipation. Proper manage-
ment includes prophylactic therapy.

Nausea and Vomiting. Nausea and vomiting is
sometimes associated with the initiation of opioids.
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This side effect often resolves after several days,
although it may last weeks.>' During this period,
odansetron or metoclopramide may be effective. If
severe, the practitioner can consider rotating to an-
other opioid. Importantly, constipation is commonly
associated with the long-term use of opioids and can
also lead to significant nausea and even vomiting.
Constipation should be assessed and relieved before
adding medications or rotating opioids.

Pruritis. Pruritis is often misconstrued as an allergic
reaction, although it is more often a benign side effect
that will likely resolve after several days. Until reso-
lution occurs, the child may benefit from diphenhy-
dramine or hydroxyzine.

Fatigue. This side effect often improves a few days
after initiation or titration of the opioid. If persistent or
intolerable, the most effective therapy is rotating the
opioid. The practitioner may try a trial of stimulant
such as methylphenidate.

Confusion or Odd Feelings Associated With Opi-
oids. This clinically benign side effect can be very
distressing to children and parents. They may refuse to
take/give the medication as it makes them feel and act
differently. If persistent or intolerable, the practitioner
may try a trial of stimulant such as methylphenidate.

Delirium. Delirium most commonly occurs when a
child is receiving multiple medications or is critically
ill. If present, the practitioner must first determine if
there is another cause of the delirium. If so, the
practitioner can consider a trial of haloperidol, a trial
of a decreased dose of the same opioid, or, if these
prove ineffective, rotation to a different opioid.

Myoclonus. Myoclonus— brief, involuntary twitch-
ing—is most often due to the accumulation of metab-
olites and is often only seen in patients receiving very
high doses of opioids for a prolonged duration. Treat-
ment of this distressing symptom includes benzodiaz-
epines, muscle relaxants, or rotation of the opioid.

Respiratory Depression. True respiratory depression
is very rare when opioids are dosed appropriately. Pain
itself causes alterations in breathing patterns and
release of a catecholamine response. When pain inten-
sity is decreased, metabolic and respiratory demand
are also decreased, giving the perception of a de-
creased respiratory drive. Some patients may fall into
a deep sleep and may show signs of obstructive apnea,
including desaturations on pulse oximetry. The child,
however, remains arousable. True respiratory depres-
sion is preceded by sleepiness, decreased conscious-
ness, decreased respiratory rate, and, finally, central
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apnea. Once true respiratory depression is identified, it
can often be managed by closely monitoring the child
and providing respiratory support, decreasing the opi-
oid dose, and waiting for resolution. Rarely is an
opioid antagonist (such as nalaxone) necessary. When
needed in critical situations, it should be used with
extreme caution, as sudden opioid antagonism can
lead to life-threatening withdrawal.

Urinary Retention. Alleviating interventions include
external bladder pressure, intermittent bladder cathe-
terization, or bethanechol to stimulate bladder contrac-
tion. If these methods are ineffective, low-dose nalbu-
phine or rotating the type of opioid can be considered.

Adjuvant Medications

An adjuvant medication can be used in specific
clinical circumstances to modify the pain experience
and decrease the amount of analgesic necessary to
treat pain. These medications are best when used in
addition to opioid and nonopioid analgesics. When
considering adjuvant medications, the practitioner
must first determine the type of pain that the child is
experiencing. The best adjuvant medication is directed
at that specific type of pain and has limited side
effects.

Types of Pain

Nociceptive/Somatic Pain. Somatic pain is caused
by inflammation or actual damage to tissue. This
results in stimulation of nociceptors in skin, soft tissue,
skeletal muscle, and bone. The child experiences an
aching or gnawing pain that is very well localized,
often located at a point of tissue injury. Anti-inflam-
matory agents (NSAIDs and steroids) and opioids are
effective for pain treatment. When possible, treating
the underlying tissue damage is the most effective
therapy.

Neuropathic Pain. Neuropathic pain comes from
central or peripheral nervous system dysfunction sec-
ondary to direct injury to the nervous system or as a
side effect of medications. The child may experience
numbness, itching, burning, or pins-and-needles sen-
sations, as well as sudden, sharp, and shooting pain.
The pain may also be associated with sensation
changes and feelings of weakness. Effective adjuvant
therapy may include opioids, gabapentin, amitripty-
line, and transcutaneous electrical nerve stimulation.
This type of pain can also be refractory to standard
therapy and referral to a pain or palliative care
specialist should be considered early.
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Special Considerations

Neonates and Children Younger Than 3 Months.
Neonates and premature infants may have an exagger-
ated sense of pain®? but are also at an increased risk of
respiratory depression.®” The initial dose of an opioid
should be about 30% of that for older children. The
efficacy of treatment should then be reassessed fre-
quently and rapid titration of the medication is very
important.

Fixed Combination Products (eg, Percocet, Vico-
din). Escalating these medications becomes difficult
owing to side effects of the nonopioid component.
These formulations should then be avoided by simply
separating the components if both medications are
necessary.

Specific Opioids With Toxic Metabolites (eg,
Propoxyphene and Merperidine). Some opioids have
metabolites that are neurotoxic and should be avoided
in pediatric patients.

Codeine Should Be Avoided. Codeine is not recom-
mended as it has a poor side-effect profile, is ineffec-
tive in some individuals because of their inability to
metabolize codeine to the active metabolite mor-
phine,** and can result in toxicity in others who are
ultrarapid-metabolizers.*”

Steroids. Steroids can be of significant benefit to
both pain and nonpain symptoms. While they likely
have many effects on treating the experience of these
symptoms, they most notably decrease inflammation
and edema and increase energy levels. These medica-
tions have short-lived beneficial effects, significant
and severe long-term side effects, and a profound
effect on the primary illness. They should, therefore,
be used with caution.

Nausea and Vomiting

Nausea and vomiting are very common symptoms in
children with life-threatening conditions, especially at
the end of life.**>® Proper management includes a
detailed history describing timing, quality, volume,
frequency, and triggers. Review of systems should
include a detailed history of abdominal pain, oral
intake and hydration, stooling pattern, headaches,
anxiety and depression, medications focused on recent
changes, and any recent illnesses suggestive of a
metabolic or electrolyte derangement. Physical exam-
ination should focus on the abdomen—noting any
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TABLE 4. Sources and treatment of nausea and vomiting

Source

Intervention/medication choice

Envornmental triggers

Toxic effects of drugs (eg., chemotheraputics,
opioids, antibiotocs)

Biochemical abnormality (eg., Hypercalcemia,
uremia, liver failure)

Anxiety or anticipatory

Movement

Increased ICP

Constipation

Gastroesophogeal reflux

Gastrointestinal obstruction (noncomplete or

functional)

Gastritis, Gastric ulcer, Mucocytis
Idiopathic or unclear

Other

Small, more frequent meals
Remove pungent odors/smells
Stop offending agent if possible
Odansetron 0.45 mg/kg oral/IV daily or divided g8 hrs
Metoclopramide 0.5-1 mg/kg/dose oral/IV g6 hours prn

— Consider adding diphenhydramine to prevent dystonic reaction
Opioid rotation if caused by opioids
Lorazepam 0.25 mg/kg/dose oral/IV g6 hrs
Scopolamine (>40 kg) 1.5 mg patch behind ear q72 hrs
Dexametasone 10 mg/m? oral/IV (max 40 mg/day)
Fleets Enema daily (up to 3 doses) until stooling
Mirilax 1/2 to 1 cap QD to BID till stool loose
Ranitadine 2-4 mg/kg/dose PO BID
Omeprazole (5-10 kg) 5 mg daily; (10-20 kg) 10 mg daily; (>20 kg) 20 mg daily
Surgical intervention if consistent with goals of care
Dexametasone 10 mg/m? oral/IV daily (max 20 mg/day)
Scopolamine (>40 kg) 1.5 mg patch behind ear q72 hrs
Haloperidol 0.01-0.02 mg/kg/dose PO TID prn (max start dose 0.5-1 mg)
Protective measure (sucralfate, zantac, or PPI)
Metoclopramide 0.5-1 mg/kg/dose oral/IV g6 hours prn
Scopolamine (>40 kg) 1.5 mg patch behind ear q72 hrs
Odansetron 0.45 mg/kg oral/IV daily or divided g8 hrs
Dronabinol (>6 yrs) 2.5-5 mg/m?/dose q4-6 hrs
Prochlorperazine 0.1-0.15 mg/kg PO/NG/PR q6-8 hrs

Dronabinol (>6 y) 2.5-5 mg/m?/dose g4-6 hrs
Cyproheptadine 0.08 mg/kg/dose PO g8 hr (max start dose 4 mg)

If no benefit in 3-5 days, increase each dose by 0.04-0.08 mg/kg/dose
Consider referral for acupuncture or hypnosis

pain, masses, or signs of anatomic or functional
obstruction—and neurologic examinations.

As with pain, the core steps in managing nausea and
vomiting include treating the underlying cause when
possible and managing the suffering associated with
the symptoms. In managing the suffering, the medica-
tion choice should match the most likely cause of the
vomiting, as described in Table 4. Many medications
work by blocking the receptors that trigger the emetic
process including acetylcholine, histamine (H,), sero-
tonin (5-HT; and 5-HT,), and dopamine (D,) recep-
tors. When a single drug regimen is not effective, a
second agent with a different mechanism and location
of action should be used. Once a medication is proven
ineffective, it should be stopped as another is added. If
a medication is partially effective, consider continuing
it while avoiding adding multiple medications all with
limited efficacy.

Special Considerations

Steroids. Steroids are often very helpful in the
short-term treatment of nausea and vomiting for se-
lected patients and conditions. As previously men-
tioned, they should be used with caution.
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Constipation

Constipation is a common symptom in children with
life-threatening conditions—especially at the end of
life—due to medications, decreased fluid intake,
slowed intestinal motility, and decreased physical
activity.’*>° It can be difficult to assess, as many
children underreport their symptoms until the problem
is severe—a particular problem in children with neuro-
cognitive impairment. Preventive measures—espe-
cially when using opioid analgesics—and frequent
assessment of the stooling pattern are, therefore, the
best approach to management.

Proper management includes a detailed history of
stooling pattern, stool quality and volume, and bowel
routine/behaviors. Review of systems includes a history
of abdominal pain, nausea, vomiting, and anorexia.
Difficulty with urination, weakness, and paresthesias are
important, as they may be associated with neurologic
compromise. A detailed medications history, including
those that can cause constipation and those that have
helped the child in the past, is also important. Physical
examination centers on ensuring there is no neurologic
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TABLE 5. Management strategies for anxiety

Intervention

Notes

Share control

Provide control over
symptoms

Avoid separation

Prevent painful experiences

Manage physical symptoms

Improve physical
functioning

Distract and relax

Use pharmacotherapy

Perceived loss of control is a significant source of suffering. Give the child some control, such as a choice
of which arm for blood draws. Give parents control by giving detailed anticipatory guidance and specific
features to monitor that would change therapy.

Communicating clearly and teaching cognitive/coping strategies, such as guided imagery and relaxation/
distraction techniques, can facilitate the child’s and family’s participation in the care plan, mastery over
the illness, and sense of control.

Fear of separation from family for the young child and peers for adolescents can be distressing and
should be limited as much as possible. When separation is necessary, a psychosocial clinician should
be available to help the child cope.

Children will anticipate pain from procedures and side effects from medications. Effective therapy includes
pain control, procedural pain control and anxiolysis, guided imagery, and sharing control.

A major source of suffering from symptoms is the anticipation of the symptoms. Prompt, aggressive, and
effective symptom management can mitigate this anxiety.

Functional ability is a significant source of coping. Loss of function is often associated with difficulty with
activities of daily living. Maintaining function should be a core goal of any symptom-management plan,
especially focused on treating pain, fatigue, and nausea and by providing physical aids such as walkers
or wheelchairs and home nursing to help with activities of daily life.

Distraction (focusing the child’s mind on something else, such as a toy) and relaxation (as simple as
focused deep breathing and guided imagery) will ease anticipatory anxiety. Child life specialists and
child psychologists can be very effective at teaching these strategies.

Anxiolysis is very effective in acute procedures for the treatment and prevention of anxiety. For chronic

anxiety, medications should be reserved for severe situations. The most commonly used anxiolytics for
this indication are the benzodiazepines, including oral or intravenous lorazepam or diazepam.

Refer to a specialist

When the standard approach to therapy is not sufficient to control symptoms, the child should be referred

to a psychosocial clinician (eg, child life therapist or child psychologist) or palliative care specialist.

compromise or a source of pain, such as an anal fissure,
that is preventing the child from stooling.

Effect prevention, especially when using opioids, starts
with stimulants (senna). If a regimen proves ineffective,
medications with differing mechanisms should be used
together. Other options include stool softeners (duco-
sate), osmotic agents (lactulose), osmotic hydrants (poly-
ethylene glycol), as well as suppositories (Bisacodyl) and
enemas (Fleet). Severe constipation may require evacu-
ation with polyethylene glycol and enemas. If the child
has a history of an effective management plan, it should
be initiated after ensuring there is no distal obstruction.
Once evacuated, an aggressive regimen and close fol-
low-up should continue.

Anxiety

Anxiety occurs commonly in children with life-
threatening illnesses. Even though the symptoms may
not fit psychiatric criteria for an anxiety spectrum
disorder, they can be very distressing to the child,
family, and even the care team. Anxiety complicates
the management of other symptoms, making the asso-
ciated experience of suffering significantly worse.

Sources of anxiety are very different depending on the
developmental stage and cognitive ability of the child.
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Often anxiety stems from many anticipated issues. For
the infant and young child, it may be from anticipation of
separation from family, pain or distressing symptom, loss
of control, or perceived meaning of symptoms (eg, “I
must have done something wrong to deserve this”). For
the adolescent it may come from loss of contact with
peers, self-image issues, loss of control, or perceived
meaning of the symptoms. Concurrently, using pharma-
cologic, nonpharmacologic, and alternative approaches
to management can have benefits to the child’s quality of
life and significantly simplify assessment and treatment
of other issues.

Table 5 describes the key issues in the management
of anxiety. Importantly, nonpharmacologic modalities
and using child psychologists, child-life therapists, or
social workers are often the most effective modality.

Palliative Care for Children with
Complex Chronic Conditions

Children with complex, chronic medical conditions—
including genetic disorders, congenital anomalies, meta-
bolic disorders, and injuries to the central nervous sys-
tem—pose a unique challenge to the pediatric
practitioner. First, these children often have some degree
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of neurologic impairment. Second, in part due to this
impairment, these children are at risk for frequent acute
decompensations and a general long-term decline in
health status (as described in Fig 2). They suffer from a
multitude of nonspecific and difficult-to-assess symp-
toms. While the principles and algorithms previously
presented in this article clearly apply to these children
and their families, this section reviews some of the
unique clinical challenges common to all children with
severe neurological impairment (SNI), focusing on
symptom management.

Pain and Distressing Symptoms

General Approach to Treating Symptoms in
Children with Severe Neurologic Injury

Children with SNI experience pain and other distress-
ing symptoms at a significantly higher rate than the
general pediatric population.**** In addition, they are at
risk for many complications that can lead to pain-like
behaviours—neurologic (spasticity, seizures, autonomic
dysfunction), gastrointestinal (vomiting, retching, consti-
pation, “feeding intolerance”), and respiratory (recurrent
illnesses, secretions, and dyspnea).*'*

Determining the primary source of pain behaviors can
be challenging. As an example, it can be difficult to know
if a nonverbal child with SNI appears uncomfortable
because of spasticity or if the increase in spasticity is
secondary to underlying pain. When the primary source
of suffering is unclear, the practitioner is often faced with
empirically treating, expectantly watching, or performing
an extensive workup. In better understanding the sources
of pain-like behaviors, clinicians can be more directed in
their understanding of treatment options. Figure 4 high-
lights some of the more common pain and nonpain
sources that can lead to pain behaviors.

Evaluation and Treatment of Symptoms in
Children with Severe Neurologic Injury

Answering the question “Is it pain?” is clearly compli-
cated in the nonverbal child with SNI. The behaviors
associated with pain (Fig 4) have been identified in
validated pain assessment tools for nonverbal children
with SNI****7; yet, each child will display a unique set of
behaviors that can range from crying to being withdrawn.
They may also show idiosyncratic behaviors such as
laughing, clapping, and blunted facial expressions.*’~°
Although observational pain-assessment tools (Table
2)"7 can assist with identifying the presence of pain,
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they cannot replace the input of a parent or caregiver who
is involved with the child daily.

Pain management begins with an assessment of and
treatment for sources of tissue injury and inflammation,
while simultaneously considering interventions that tar-
get symptoms [opioids, tricyclic antidepressants, gabap-
entin, anticholinergics]. It is also critical to consider
whether a persistent symptom— despite comprehensive
evaluation, management of contributing problems, and
use of symptom management strategies—is a ‘“‘marker”
of an irreversible decline in a child’s overall neurologic
function and health status.

When considering treatment of pain in children with
SNI, the clinician should consider the different types
of pain, the common clinical features, and the effective
management strategies for the sources of pain that are
common to these children.

Nociceptive Pain. Commonly recognized pain
sources in children with SNI include acute sources
such as fracture, urinary tract infection, nephrolithiasis
or pancreatitis’ and chronic sources such as gastro-
esophageal reflex (gastroesophageal reflux (GER)),
constipation, feeding difficulties from delayed gut
motility, positioning, spasticity, hip pain from sublux-
ation, or dental pain.

Neuropathic Pain. Neuropathic pain is an important
pain source to consider in children with SNI who have
unexplained persistent pain behaviors. Terms such as
“screaming of unknown origin,”* agitation, cerebral
irritation, and neuro-irritability are used to describe
such children. Neuropathic pain in children with SNI
can be secondary to disease and medication but is also
associated with repeated injury or surgery.’>>* Medi-
cations used for neuropathic pain include opioids,
tricyclic antidepressants (nortriptyline), and anticon-
vulsants (such as gabapentin and carbamazepine).’>>°
Treatment with gabapentin in children with SNI can
lead to a significant reduction in pain symptoms,
improvement in feeding intolerance, and improved
sleep.”” Transcutaneous electrical nerve stimulation
may also be helpful if tolerated by the child, especially
following orthopedic surgery.””

Central Pain. Central pain is caused by dysfunction
of the central nervous system, causing malfunction of
the pain system such as from multiple sclerosis or
cerebral vascular accident.”® Although historically re-
ferred to as thalamic pain syndrome, central pain is not
limited to injury of the thalamus.”® In addition to such
pain descriptors as burning and aching, the child may
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FIG 4. Sources of pain behaviors in children with severe neurolog

experience visceral pain, such as an exaggerated sensa-
tion of painful fullness from bladder and visceral disten-
tion.”®>° Symptoms are a mixture of poorly localized
and constant discomfort with brief bursts of intense pain.
Although not described in children, central pain is a
source for consideration in children with impairment of
the central nervous system. Interventions include nortrip-
tyline, gabapentin, and lamotrigine.’®

Visceral Hyperalgesia. Visceral
hyperalgesia is an altered response

ic injury.

Special Considerations

Medication Toxicities. It is essential to consider
medication toxicities when first assessing a child with
SNI, as many of the associated features are the same as
the behaviors associated with pain. Children with SNI are
commonly on multiple medications, increasing the risk
of adverse effects.** Although the features are commonly

described as developing over hours,
case reports in children with SNI

to visceral stimulation resulting in a
decreased activation threshold for
pain in response to a stimulus such
as intraluminal pressure.®® Pain in
children with SNI was commonly
localized to the bowels, gastrointes-
tinal tract, and digestion despite

Neuropathic

SNI who have

important pain source fo
consider in children with

persistent pain behaviors.

indicate a significant delay in recog-
nition.®*°° It is important to under-
stand drug—drug interactions (such
as how 1 medication may alter the
metabolism of another) and the re-
ceptor properties of medications to
avoid duplication.®®

pain is an

unexplained

treatment of problems such as con-
stipation and GER.**** Visceral hy-
peralgesia and central pain are an-
other potential source of such pain. Treatment of visceral
hyperalgesia includes gabapentin and nortriptyline.®'-*?
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Empiric Therapy for Symp-
toms of Unclear Etiology. When
the source of the symptoms cannot be
identified, the clinician should consider the most-likely
source as the “working diagnosis.” In the setting of persis-
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TABLE 6. Medications used for treatment of common symptoms (maximum weight 50 kg)

Medications Mechanisms of action Usual starting dose (maximum starting dose)
Neuropathic pain and neuro-irritability (including central pain and visceral hyperalgesia)
Gabapentin Thought to inhibit excitation by binding to the  Day 1-3: 5 mg/kg/dose PO ghs
alpha-2-delta subunit of voltage-dependent  Day 4-6: 2.5 mg/kg/dose am and midday and 5 mg/kg ghs
Ca ion channels in the CNS Day 7-9: 2.5 mg/kg/dose am and midday and 10 mg/kg ghs

Day 10-12: 5 mg/kg/dose am and midday and 10 mg/kg ghs

Increase every 4th day by 5 mg/kg/d until (1) effective analgesia
(titrating to minimum dose of 30-40 mg kg~* d~* for children >5
years and 40-60 mg/kg/d for children <5 years); (2) side effects
experienced; (3) total dose of 60-75 mg kg * d~* reached
(maximum 3600 mg/d); (4) consider half of total dose as the
evening dose; (5) titrate more rapidly if tolerated

Nortriptyline Presynaptic reuptake inhibition of Day 1-4: 0.2 mg/kg PO ghs
norepinephrine and serotonin, both Day 5-8: 0.4 mg/kg PO ghs
inhibitors of pain transmission Increase every 5th day by 0.2 mg/kg/d until (1) effective analgesia;

(2) dosing reaches 1 mg/kg/d (maximum 50 mg/d); (3) obtain
plasma level and ECG before further dose escalation beyond 1
mg/kg/d

Agitation/pain adjuvant (?)
Clonazapam Increases affinity of GABA for GABA, 0.005-0.01 mg/kg PO g 812 h (0.25-0.5 mg)
receptors

Dysautonomia (features include flushing, sweating, tachycardia, retching, agitation, and stiffening)

Clonidine Centrally acting alpha 2 adrenergic receptor Day 1-3: 0.002 mg/kg PO ghs (maximum 0.1 mg)
agonist, reducing sympathetic outflow Day 4-6: 0.002 mg/kg q 12 h
Day 7-9: 0.002 mg/kg q 8 h
In addition:

(1) 0.002 mg/kg q 4 h prn “autonomic storm”
(2) doses may be increased to 0.004 mg/kg
(3) titrate more rapidly if tolerated

Gabapentin See above See neuropathic pain section
Cyproheptadine 5-HT,, H,, and ACH receptor antagonist 0.08 mg/kg PO Q 8 h (4 mg)

If no benefit in 3-5 d, increase each dose by 0.04-0.08 mg/kg
Morphine sulfate CNS opioid receptors 0.3 mg/kg PO/SL Q 3-4 h prn “autonomic storm”
Diazepam See above 0.05-0.2 mg/kg PO/IV q 6 h prn “autonomic storm” (2.5-10 mg)
Dyspnea
Morphine CNS opioid receptors 0.1 mg/kg PO or 0.05 mg/kg IV/Sq q 3-4 h prn

(5 mg PO, 2.5 mg IV)
(10 mg/5 ml, 20 mg/mL)

Lorazepam See above 0.025-0.05 mg/kg PO/SL/IV/SQ q 6 h prn (max dose 2 mg)
Midazolam See above 0.2 mg/kg PO/SL (10 mg)

Respiratory secretions

Ipratropium All are ACH receptor antagonists 250-500 pg nebulization Q 4-6 h prn

Glycopyrrolate 0.04-0.05 mg/kg PO q 4-8 h (1-2 mg)

Hyoscyamine <2y 4 drops PO/SL Q 4 h prn (0.125 mg/mL)

2-12y 8 drops PO Q 4 h prn (0.125 mg/mL)

Retching and vomiting (mechanism of action indicated as receptor antagonist)

Cyproheptadine 5-HT,, H,, and ACH See dysautonomia above (children with SNI and retching)
Ondansetron 5-HT, 0.15 mg/kg PO/IV q 8 h prn (4-8 mg)
Metoclopramide D,-prokinetic Prokinetic: 0.1-0.2 mg/kg PO/IV q 6 h (max dose 10 mg)

Abbreviations: HT, serotonin; H1, histamine; ACH, acetylcholine; D2, dopamine.
Modified from Schechter and coworkers,?® and Goldman A, Hain R, Liben S, editors. Oxford Textbook of Palliative Care for Children. Oxford University Press, Oxford, 2006.

tent distress without a clear source, children with SNI often =~ measure effective management and then evaluated for
benefit from a medication trial that targets peripheral neu-  effectiveness and titrated to effect if insufficient or discon-
ropathic pain, central pain, and visceral hyperalgesia. Table  tinued if not helpful. It is very important to stop a medicine
6 provides recommendations for gabapentin and nortripty-  that is ineffective, as medication toxicities are a significant
line. Empiric therapy should be initiated with clear goals to  problem for these children.
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Nonpharmacological Management. This is a critical
part of symptom management in children with SNI. Parents
often become very adept at identifying comfort strategies
such as rocking, massaging, and repositioning. Other inter-
ventions include venting gastrostomy feeding tubes
and altering tube feedings. Supportive equipment
can minimize positional pain, such as seating sys-
tems and supportive pillows. Other modalities in-
clude aromatherapy and acupuncture.®’

Benzodiazepines. Benzodiazepines are commonly
used in children with SNI, including for spasticity,
dystonia, dysautonomia, seizures, agitation, irritability,
and sleep. They are generally safe and effective in the
short term, although sedation and paradoxical effects,
including agitation and irritability, do occur.®® Limita-
tions of daily, prolonged use are a result of tolerance,
with a decrease of benzodiazepine binding sites. This can
be prevented using intermittently (prolonged seizure,
intermittent muscle spasms, or “autonomic storms”) or
short term as other medications are initiated (gabapentin,
clonidine), ideally less than 4 weeks. Sudden cessation
with prolonged use can result in a withdrawal syndrome.

Spasticity, Hypertonia, and Muscle
Spasms

In isolation, spasticity—an increased resistance to
stretch®®—and hypertonia are often not painful. They
can, however, increase with acute illness and sources
of discomfort (pain, constipation, and reflux). In addi-
tion, increased tone can cause musculoskeletal injury
and inflammation. Intermittent muscle spasms, in con-
trast, can be painful and increase also in frequency
because of other illnesses and pain.

While there are various therapeutic interventions
available—including physical therapy, medications,
and surgery—it is important to search for sources of
pain that can increase spasticity and frequency of
muscle spasms. Symptom-management trials should
be considered for persistent and troublesome spastic-
ity. Effective inteventions include botulinum toxin A
for localized/segmental spasticity and pain; diazepam
for short-term treatment of generalized spasticity;
intrathecal baclofen pump for severe generalized spas-
ticity: and tizanidine.”®”? Baclofen, dantrolene, and
clonidine may be beneficial as well.”? Side effects
include sedation, drowsiness, and muscle weakness,
are dose-related, and improve with dose reduction.
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Autonomic Dysfunction

Autonomic dysfunction, also called dysautonomia,
autonomic storm, sympathetic storm, and paroxysmal
sympathetic hyperactivity, includes features such as
tachycardia or bradycardia; hyperthermia or hypother-
mia; pallor, flushing and redness of the face and body;
retching, vomiting, bowel dysmotility, and constipa-
tion; urinary retention; abnormal sweating; increased
salivation; posturing and agitation; generalized dis-
comfort; and abdominal pain.74

Unfortunately, treatment of dysautonomia in children
with SNI has been limited to case reports predominantly
in patients with hypoxic and traumatic brain injury, with
mixed results from benzodiazepines, bromocriptine,
clonidine, oral and intrathecal baclofen, beta antagonists,
and morphine sulfate.”>’® Case reports of hypothalamic
dysfunction with hypothermia have indicated improve-
ment from cyproheptadine, with a decrease or elimina-
tion in associated symptoms, including diaphoresis, vom-
iting, and abdominal pain.””-”® Gabapentin was beneficial
in children with traumatic brain injury when symptoms
persisted despite treatment with bromocriptine, benzodi-
azepine, morphine, clonidine, intrathecal baclofen, and
metoprolol.”” Pregabalin showed a decrease in symp-
toms in individuals with familial dysautonomia.”* In
addition to a trial of gabapentin or cyproheptadine,
children with intermittent “autonomic storms” (often
manifested by an acute onset of facial flushing, sweating,
tachycardia, retching, agitation, and stiffening) may ben-
efit from as needed clonidine, morphine sulfate, or
diazepam during episodes.

Recurrent Respiratory lllness

Children with SNI have a high incidence of
respiratory problems.®® Recurrent respiratory illness
leading to respiratory compromise and failure is the
most common cause of mortality in children with
severe cerebral palsy,®' with aspiration being a
frequent factor.®> While often referred to as an
“aspiration pneumonia,” respiratory exacerbations
and compromise in neurologically impaired children
is better understood as an acute exacerbation result-
ing from chronic contributing factors, including the
following:

1. Diminished effectiveness of cough
2. Shallow breathing from inactivity and motor im-
pairment
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3. Chronic aspiration of oral secretions resulting in
inflammation and infection

4. Impaired ability to mobilize pulmonary secretions

5. Development of mucous plugs with ventilation/
perfusion (V/Q) mismatch

6. Concomitant medical problems (such as GER and
neuromuscular scoliosis).

In children with SNI and recurrent respiratory ill-
nesses, it is misleading to parents to label respiratory
exacerbations as “aspiration pneumonia” as this can
give the impression of a reversible problem. Instead, it
can be helpful to acknowledge that the goal of chronic
and acute treatment is to minimize the effect of these
factors and maximize maintenance and recovery of
health while we prepare for diminishing benefit. When
considering an intervention, it is essential to determine
what the intervention will improve in the context of
the degree of ongoing benefit from chronic and acute
interventions such as outlined in Table 7. Unfortu-
nately, especially for the available invasive proce-
dures, the evidence suggests that many of the inter-
ventions that were traditionally felt to be definitive
therapy for these problems may not be as effective as
thought.

Special Considerations

Antireflux Surgery. Antireflux surgery does not
routinely alter frequency of pneumonia in children
with SNI, although it is often offered for this pur-
pose.®*®¥ Tt can result in retching or worsen pre-
existing retching, a distressing symptom seen in chil-
dren with SNL.*

Tracheotomy. Neurologically impaired children had
increased mortality with tracheotomies when com-
pared with children with conditions of airway obstruc-
tion.”>! This likely reflects greater benefit for airway
obstruction vs the multifactoral issues for children
with SNIL

Salivary Duct. Although studies are not as clear,
surgical ligation or botulinum toxin injection de-
creases drooling and suctioning but does not seem to
alter the frequency of lower respiratory tract infection
in children with chronic pulmonary aspiration.”?

Dyspnea

Dyspnea is the experience of shortness of breath,
difficulty of breathing, or uncomfortable breathing.
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TABLE 7. Respiratory Home Management—Medical and Symptom
Treatment Strategies
Chronic Interventions

Suctioning As needed for comfort
Oxygen Assessed by appearance of patient or
by oximeter
Albuterol nebulizer Every 3-4 h for coughing, wheezing,
congestion
Ipratropium (Atrovent) Every 3-4 h for coughing, wheezing,
nebulizer congestion
Saline or Mucomyst As needed for thick secretions
nebulizer

Chest physiotherapy or 2 times/day, increase to 4 times/day
vest with increased symptoms®

Nebulized budesonide 2 times/day, increase to 4 times/day
(Pulmicort) with increased symptoms®

Acute interventions for respiratory exacerbations from chronic
aspiration

Clindamycin, Augmentin, or 10-14 d
Levofloxacin/Moxifloxacin®
Systemic steroids 5d

(prednisone)®

Additional interventions for symptom management and end-of-life
care

Relieves sensation of breathlessness

Use for respiratory distress®

Starting dose 0.1 mg/kg/dose PO/
SL/Gtube (max 5 mg) May increase
by 30%-50% until comfortable

May contribute to mucous plugging;
decreases oral and respiratory
secretions in end-of-life care

Fan on face
Morphine sulfate

Glycopyrrolate (Robinul),
Scopalamine,
hyoscyamine

2Symptoms include increased coughing, secretions, congestion, respiratory
rate, and breathing effort.

PUse when respiratory symptoms persist or worsen despite an increase in
chronic interventions.

°Include with third or fourth exacerbation, sooner if recurrence within 2 months
of antibiotic course.

9Features suggesting respiratory distress include facial expression such as
grimacing, appearing restless, having an anxious look, stiffening, tears, or
becoming withdrawn.

Adapted from Hauer®® (Table 1). Reprinted with permission from Journal of
Palliative Medicine.

Strategies for identifying dyspnea in a nonverbal child
with SNI are similar to pain assessment of such
children, although physiologic markers do not neces-
sarily correlate with the patient’s perception of breath-
lessness. Assessment includes asking a family if they
have observed their child to be in distress or appear
anxious during a respiratory exacerbation.
Importantly, breathlessness can increase the appear-
ance of respiratory distress and work of breathing. A
single-dose trial of low-dose morphine can be very
effective in assessing and treating for dyspnea when
the situation is unclear. If distress improves and other
physiologic parameters remain stable, consider con-
tinuing on an as-needed basis. Table 7 outlines chronic
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and acute home-care strategies for children with SNI
and recurrent respiratory illnesses.””

Secretions

When evaluating and managing oral and pulmonary
secretions in children with SNI, it is helpful to con-
sider sialorrhea separately from respiratory secretions.
Sialorrhea involves thin, watery secretions that can
pool out of the mouth because of diminished oral
sensation of saliva. Glycopyrrolate and interventions
to the salivary ducts are effective in diminishing
sialorrhea.

In contrast, an increase in lower respiratory secre-
tions in children with SNI may be due to impaired
mobilization, an increase in pulmonary mucus due to
chronic silent aspiration, and increased saliva produc-
tion from autonomic dysfunction. Management in-
cludes secretion mobilization with chest physiotherapy
or pulmonary vest therapy” and interventions to the
salivary ducts to decrease frequency of suctioning.
Inhaled corticosteroids, with a 5-day course of pred-
nisone during acute exacerbations, may improve pul-
monary inflammation. Decreasing total fluid intake by
25% or greater is another simple intervention to
consider for management of excessive respiratory
secretions. Finally, anticholinergic medications (Table
6) are available to decrease secretions but should be
used with caution in this population, as they can result
in thicker secretions that are more difficult to mobilize.

Retching, Vomiting, and Feeding
Intolerance

Gastrointestinal problems and symptoms are com-
mon in children with SNI, including retching, vomit-
ing, and pain.*>?> Vomiting in these children is
commonly attributed to GER:”® however, dysautono-
mia, visceral hyperalgesia/central pain, and activation
of the emetic reflex®>?° are likely underrecognized
sources.

Visceral Hyperalgesia as a Source of
Vomiting, Retching, and Feeding Intolerance

Zangen et al.%" speculate that repeated painful gas-
trointestinal experiences contribute to sensitization of
visceral afferent pathways. Children with SNI have an
increased frequency of sensitizing experiences such as
GER, constipation, gastrostomy tube placement, and
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antireflux surgery.®® In nonverbal children with SNI,
visceral hyperalgesia is suggested by pain behaviors
and feeding intolerance from routine gastric and intes-
tinal distention associated with tube feedings and
intestinal gas, from colonic distention associated with
flatus and bowel movements, and in response to a
noxious stimulus such as prolonged crying spells
associated with GER.

Treatment

The clinician should first empirically treat common
concomitant problems, such as constipation and GER.
If no improvement, self-limited empiric trials directed
at the potential sources may include medications for
visceral hyperalgesia/central pain (gabapentin, nortrip-
tyline), retching (cyproheptadine), dysautonomia
(cyproheptadine, gabapentin, clonidine), and the
emetic reflex (ondansetron). Other intervention strate-
gies include an empiric trial of an elemental formula,
an empiric trial of metronidazole or rifaximin for small
bowel bacterial overgrowth, and a trial of J-tube
feedings. Experience shows that J-tube feedings may
not improve the pain associated with vomiting. Fi-
nally, some children will benefit from a decrease by
25%-30% or greater in the total amount of nutrition
and fluids provided by feeding tube. As there is limited
evidence to guide in these empiric trials, the medica-
tion should be continued only if helpful, titrated to
effect if insufficient, or discontinued if not helpful. As
mentioned earlier, it is very important to stop a
medicine that is ineffective, as medication toxicities
are a significant problem for these children.

Special Considerations

Retching After Anti-Reflux Surgery. Children with
SNI have a higher failure rate and increased incidence
of pain, retching, and vomiting following antireflux
surgery.®!#9-9%97 In addition, antireflux surgery may
cause retching in these children.****7 Visceral hy-
peralgesia plays a role in this setting,® making tricy-
clic antidepressants, gabapentin, cyproheptadine, and
dicyclomine reasonable treatment strategies.®'*” It is
essential that medical and symptom-management mo-
dalities be maximized before considering surgical
intervention in these children.

Persistent Feeding Intolerance

As with recurrent respiratory exacerbations, the
initial benefit from treatment interventions may lessen
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over time. This may reflect irreversible changes in the
nervous system including autonomic dysfunction, vis-
ceral hyperalgesia, or central pain and may account for
why some children with SNI develop feeding intoler-
ance that is not amenable to medical interventions.”®
Management strategies should include treating these
forms of pain, as discussed previously.

Special Considerations

Fluids. Calculating “maintenance” fluids by weight
assumes an average amount of insensible loss, al-
though a child with limited activity may not “require”
the amount calculated. Some children with SNI, in
contrast, may have less gastrointestinal pain, feeding
intolerance, and secretions if the amount of fluids is
“restricted.”

Nutrition. Children with SNI who receive nutrition
by a feeding tube are at risk for excessive weight gain.
Those requiring total care, including transfers, may
benefit from a weight to length goal of the 10th
percentile. This can be accomplished by monitoring
weight, reducing caloric intake by decreasing volume,
and supplementing with micronutrients and protein as
needed.

Discontinuing Medical Nutrition and Hydration.
Discontinuing medical nutrition and hydration remains
challenging and controversial. A feeding tube is a
life-sustaining technology in the same sense as a
ventilator. While these tubes, once in place, are gen-
erally well tolerated, sometimes feeding can be a
significant source of pain, particularly for children
with SNI, as discussed. In these circumstances, it is
permissible to discontinue medical nutrition/hydration
when it is prolonging or contributing to suffering.”®"
101 Navigating the ethical, legal, clinical, and self-care
issues surrounding the discontinuation of nutrition and
hydration can be challenging, and the clinician should
illicit the support of a palliative care team.

Psychosocial Issues
Communicating with Children

Developmentally, appropriate communication can
improve a child’s understanding of a disease, lessen
stress and anxiety, facilitate comfort, and facilitate a
child’s involvement in care and decision-making.
Children benefit from simple, concrete, factual infor-
mation to explain their health status and care plan.
Euphemisms about illness, death, and dying can lead
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to greater confusion. It is important to be clear and
honest but not overwhelm the child with information.
Information must be delivered in language that is
appropriate to the child’s developmental age and
individual preferences.'® Parents play a crucial role
throughout this process yet can feel confused and
uncertain about the amount of information to share
with their child. Helping parents navigate these chal-
lenges can allow them to be open and available to their
seriously ill child and the child’s siblings.'* Table 8
further describes some of the communication, emo-
tional, and coping needs of children at different ages.

Child Participation in Decision Making

Children suffer when they do not feel a sense of
control over what is happening to them. Traditionally,
children were considered minimal participants in med-
ical decisions. Even young children, however, often
know that they are dying despite never being directly
told'®* and may have the ability to voice their prefer-
ences about treatment and care decisions.'® Most
adolescents with life-threatening conditions have con-
sidered the potentially life-limiting nature of their
disease and their preferences should be considered,
especially regarding end-of-life care.'® Paternalistic
approaches toward the preferences and decisions of
older children and adolescents’ will undermine respect
for their emerging autonomy and the emotional invest-
ment they have in their current values.'“

Except in extreme circumstances, parents have the
legal right and obligation to act as surrogate decision
makers for their children less than 18 years of age.
There is growing recognition, however, of a child’s
right to be informed and actively involved in decisions
pertaining to care.'®”-'°® Children older than 14 years
of age are generally viewed as having the ability to
reason as well as a competent adult. Children as young
as 9 years are able to express reasonable preferences
regarding treatment that render them capable of par-
ticipating in decisions about their own health.'%%:'%°
Children with more prolonged conditions (eg, cystic
fibrosis, certain kinds of cancer, complicated types of
heart disease) will have a range of physical and
psychologic experiences, such as experiencing the
death of a friend with a similar condition. Such
experience deserves a voice at the table.

Having the capacity to provide consent requires that
a person have the ability to (1) understand the infor-
mation, (2) understand the implications to treatment,
(3) weigh risks and benefits, and (4) communicate a
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TABLE 8. Cognitive concepts and emotional, communication, and coping strategies

Infants and
toddlers (age 0-3)

Preschool age (age 3-6)

School-age (age 7-12)

Adolescents (age 13-17)

Major
Characteristics

Concept of
spirituality

Concept of
death

Concept of
illness

Emotional
strategies

Communication

strategies

Coping
strategies

Interactions initially Egocentric. Uses magical and Begin to differentiate between self

limited to
sensory and
motor actions.
Achieves object
permanence.

Needs a sense of
trust and hope in
others.
Developing need
for self-worth
and love.

No concept of
death.

Limited concept of
reality and may
simply sense
something is
wrong.

Focused on
providing
maximal physical
relief of
suffering.

Benefits from
simple physical
communication
(consoling).

Benefits from
physical touch,
maintaining
routines, and
safe
environment.

animistic thinking.
Understanding centers on
interweaving fact and
fantasy. Can engage in
symbolic play.

Spirituality is magical and

imaginative. Participation in
rituals becomes important.

Death is a temporary

separation and reversible.

lliness perceived as the

result of a “contagion” or
from contact with an object
or person and benefit from
reassurance.

May feel responsible for

illness and misinterpret
emotions (eg, think sadness
is disappointment). Benefits
from clarification of
misconceptions and
reassurance.

Use precise language (avoid

euphemisms). Evaluate for
feelings of guilt and anger
at self or others. Correct
improper attribution (“I
must have done something
to deserve this”). Benefits
from exploring the child’s
understanding of the cause
of illness and correcting
misconceptions, and
dispeling guilt.

Benefits from minimizing
separation from family and
maintaining consistency in
daily routine. Utilizes play,
puppets, dolls, expressive
therapies and story telling
in coping and learning.

and others. Concrete thoughts
with beginning transition to
more logical thinking.

Develops concern over right and
wrong. Start connecting ritual
with personal identity and
accepting external interpretation
as truth.

Death is irreversible and personal.
Interested in physiology and
details of death.

Understands illness as something
separate from oneself that is
capable of injuring ones body.
May feel responsible and need
reassurance. Begin to
demonstrate mature
understanding of illness.

Should be invited to share their
emotions when they are ready.
May exhibit stoic responses in
an attempt to protect their
parents and caregivers.

Should have some participation in
decision making. Evaluate for
fears of abandonment and
perception of body mutilation.
Benefits from open, honest
communication and concrete
details of treatments. Also
benefits from indirect
communication such as cards,
tapes, and gifts.

Benefits from maintaining access
to peers and fostering a sense
of control/mastery over the
iliness. Benefits from
maintaining usual activities as
much as possible.

Capable of abstract thoughts;
reality becomes objective.
Body image and self-esteem
paramount. Begins to identify
with cultural specificity and to
challenge parental views.
Separate by developing peer-
group identity.

Searches for meaning, purpose,
hope, and value of life.
Begins to accept internal
interpretations as truth.
Evolution of relationship with
higher power.

Explores nonphysical
explanations of death.

Very self-conscious of physical
change. Struggle with need
for independence and
physical dependence due to
illness.

Should be helped to
communicate feelings and
invited to share their
thoughts and sadness when
they are ready. May turn to a
nonparental adult to share
sadness.

Key participant in decision
making. Benefits from clear,
direct, honest
communication.

Benefits from reinforcement of
body image and fostering
self-esteem by providing
privacy and promoting
independence. Benefits from
access to peers and support
groups and utilizing creative
outlets. Is at risk for
developing depression and
risk-taking behaviors

choice."'” Assent is considered a child’s agreement to
treatment without having the legal capacity to consent.
Key features of assent include (1) providing a devel-
opmentally appropriate description of the illness and
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the treatments, 2) assessing the child’s understanding
of this information, and (3) soliciting the patient’s
willingness to accept treatment.'®” Core to the idea of
assent is the knowledge that the child’s cognitive
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ability to understand the disease and consequences of
medical decisions. By collaborating with parents and
communicating with the child and adolescent in a
developmentally appropriate way, the pediatrician can
facilitate an appropriate transition from surrogate de-
cision making to assent and autonomy.

Both consent and assent can be facilitated using lan-
guage and descriptions that the child and family can
understand, tailoring the information to the abilities of
the individual, breaking information down into parts,
allowing time to process the impact of treatment, and
providing emotional support throughout the process. As
the child’s ability develops, support can be given to the
adolescent’s preferences and decisions with the parent
taking the role of educator, challenger, and shared deci-
sion-maker."'" The goal is to create a supportive envi-
ronment that allows decisions to be made cooperatively
between the child, parents, and care team.

Spirituality

Spirituality represents how an
individual seeks connectedness,

can help a parent understand how to support their child
with serious illness and other children in the family

based on developmental age are included in Table
8.“5_117

Care in the School

Children with life-threatening conditions and severe
neurologic impairment routinely attend school. As these
conditions progress, many children choose to remain in
school as long as possible in an effort to maintain social
relationships and daily routines. Schools are now
caring for children with a significant health care needs
at risk of a potentially life-threatening event. The
pediatrician must collaborate with school nurses,
teachers, and administrators in developing an individ-
ualized plan of care that addresses emergency and
symptom management challenges. Social workers and
child life specialists can work with school systems to
assist the other children in the classroom, including
preparing students before a child’s return to school or

assisting bereavement following
the death of a child.

meaning, and understanding in life
and, in its most fundamental form,
represents a child’s approach to
understanding life.

The way in which children ex-

Bereavement is described
as a process of “relearning
the world.”

Grief and Bereavement

Bereavement of parents is con-
sidered the most intense grief
known.''® Many parents who have

press an awareness of spirituality

varies based on age (Table g).!12

Spirituality is closely tied to the

fears and uncertainties experienced in life. For most
patients and parents, serious illness naturally raises
thoughts of fairness, anger, and blame with a desire to
seek meaning at such times.''* Attending to the spiritual
needs of the child and family can help the child with
expression of such thoughts, prepare parents for ques-
tions from children, help bring meaning to what the
family is enduring, and provide hope and comfort at end
of life.!'* Interdisciplinary care that explores these spir-
itual needs can provide an avenue for expression of the
beliefs, values, hopes, and fears that often guide deci-
sions and impact grieving.

Developmental Understanding of Death

Children understand death as a changed state as early
as 3 years of age, universality by about 5 to 6 years of
age, and personal mortality by 8 to 9 years of
age.''>!'® In addition, the concept of death is influ-
enced by personal experiences and culture. Details that
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lost a child describe that a part of

them has also been lost. Parents
describe adjusting to the loss of the physical presence
of holding and touching their child as well as the loss
of what their child will not experience.''” Parents who
indicated that they have not worked through their grief
have an increased risk of long-term mental and phys-
ical morbidity, an increased health service use, and an
increased amount of sick leave.'?° Despite our under-
standing of the intensity of the loss and the subsequent
associated risks, there is still much to understand,
including what experiences fall within an expected
course following the loss of a child and what inter-
ventions can impact the long-term outcome following
such a loss.

Bereavement is poignantly described by Attig as a
process of “relearning the world.”'*' The process of
bereavement has been described to include experienc-
ing the pain and emotional aspects of the loss, adjust-
ing to an environment in which the deceased is
missing, finding ways to memorialize that person,
accepting the reality of the loss, and relocating the
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dead person within one’s life. It has been described as
a dual process in which an individual oscillates be-
tween focusing on loss/grieving and restoration/cop-
ing.'?* Parents identify the process of living “without
closure” as part of “being a good parent” and “keeping
the memories alive.”'?* Parents’ ability to maintain a
continued bond with their deceased child and integrate
memories into a new reality is considered central to

parental bereavement and adjustment.'?*

Anticipatory Grief

Anticipatory grief is the emotional preparatory ex-
perience leading up to the time of death.'?” It de-
scribes the process of coping, interaction, psychosocial
reorganization, planning, balancing of conflicting de-
mands, and facilitation of an appropriate death. Par-
ents who shared and sought support during their
child’s illness and during the last month of the child’s
life identified better coping following the loss.'?®
Support provided by health care staff, the attitudes of
staff, and satisfaction with end-of-life care can have a
positive impact on the parental grief response.'?%'%’

Sibling Grief

Studies of bereaved siblings have shown that they
may experience social isolation and withdrawal that
can have a lifelong impact.'*® Interventions that can
be helpful include addressing their fears and concerns
about the cause of death, including them throughout
the illness trajectory, allowing them to have safe
outlets for their feelings such as expressive arts, and
creating opportunities for their needs to be identified
and met.'?® Table 8 shows the emotional, communi-
cation, and coping strategies of children that can be
beneficial for siblings.

Bereavement Support

Parents and siblings can be supported through their
loss by knowing the community resources available
through palliative care and hospice programs. These
resources may include access to mental health special-
ists, clergy and spiritual support, self-help groups, and
bereavement programs often through hospice agencies
and religious groups. Such services have been identi-
fied by families as beneficial.'**"'*° Children and
parents most appreciate the support and understanding
they receive, the freedom to express themselves, a
diminished sense of isolation, and the normalization of
their emotions.'*® Parents identified using a hospice
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child bereavement support service for advice and
reassurance, support for their children while they
grieved, and advice on ameliorating behavioral diffi-
culties at home and school.'*® Even those who did not
use the service identified that it was helpful to know
that the service existed so their children’s needs could
be addressed. Children and their parents felt they
benefited from talking to a nonfamily member and
being involved in social events that reduced feelings of
isolation.'*°

Contacting a family following the death of a child
can have a positive impact on families. After a child
dies, parents also lose a support network they devel-
oped in the hospital and may feel cut off from the
people with whom they developed an intense bond."?"
When a clinician has become close to the patient and
family, writing a condolence card'*? and attending the
memorial or funeral service may be appropriate. This
allows a family to recognize the concern and caring of
the clinician as well as provide an opportunity for
healing and closure for the clinician.
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