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ABSTRACT

Advance care planning is not only for adults who are dying. It
is for children as well, especially children with a life-threatening or
life-limiting illness. In a pluralistic society, we should also question
the ethical implications of communicating with children about death.
Communicating about death and advance care planning with chil-
dren should vary with their age and cognitive and developmental
level.

In this article, the concepts of death and cognitive develop-
ment and emotional responses around death, childhood commu-
nication, and coping strategies are used to explore an approach to
open communication about advance care planning that involves
children, when practically possible and ethically permissible.
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INTRODUCTION

Children and death: this association may bring
a shudder to some. Children are not supposed to
die and they are not supposed to be exposed to death.
Why? Death is taboo. But death is universal and
important. As Morley D. Glicken states, “The way
in which we approach and cope with death greatly
influences our approach to life. It is often out of our
deep fear and denial of death that we begin to deal,
existentially, with the meaning of life.”?

As rates of mortality in infants and children
decline, their exposure to death may become more
limited. Yet children still learn about death as part
of their development, understanding the “life cycle”
through everyday experiences. Without intimate
exposure to death, children may become desensi-
tized. For children who intimately face death, it is
imperative to communicate clearly about death in a
way that is developmentally appropriate. This ar-
ticle investigates children’s developmental under-
standing of and emotional coping with death. It ap-
plies this knowledge to inform clinicians on how to
communicate with children about death and ad-
vance care planning.

CONCEPTS OF DEATH

There are several theoretical frameworks to de-
scribe and evaluate the concepts of death and chil-
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dren. Examples include the psychoanalytic, intui-
tive, and cognitive frames. The psychoanalytic ap-
proach delves into children’s concepts of death in
order to explore and potentially help support their
emotional responses to death.? This approach can
be contrasted with the intuitive approach, that, as
Virgina Slaughter and Maya Griffiths write, explores
“children’s knowledge about death in terms of their
developing intuitive, or folk knowledge about the
domain of biology.”® The cognitive framework,
specifically that proposed by Jean Piaget, correlates
changes in a child’s understanding of death with cog-
nitive development (see table 1).

These three approaches often do not account for
the diversity in the understanding of death and chil-
dren in different cultures. Maureen Callanan notes
that we often fail to account for the sociocultural,
religious, and conflicting beliefs that coexist in chil-
dren.® Difficulties exist in comparing these across
cultures. Some of the nuances in understanding

TABLE 1. Developmental conceptualization of death

death that include environmental and religious ex-
posures may be easier to distinguish once children
are able to have abstract thoughts. Future research
may be helpful in exploring these ideas.

The three approaches generally agree that for
children to have a “mature” understanding of death,
they must grasp several concepts. These concepts
of death progress with age and include: (1) inevita-
bility or universality (all living things die), (2) irre-
versibility or finality (the dead body cannot come
back to life), (3) cessation or nonfunctionality (all
living functions end upon death), and (4) causality
(living things die as a result of various biological
reasons or bodily breakdown).® The concepts of
unpredictability and personal mortality” are not
universally included. These concepts usually so-
lidify between five and 10 years, but may occur ear-
lier in those exposed to death at an earlier age.®

Infants and toddlers may have difficulty differ-
entiating death from their separation from a parent.®

Age Piaget's stage Piaget's development

Concept of death

Birth-2 years Sensorimotor

2-3 years Pre-operational ~ Uses symbolic reasoning and magical thought;
illogical thinking is dominated by perception;
is egocentric; fears separation; believes in
animism.

4-6years  Pre-operational  See above. Often concerned with death, as an
attempt to develop a definition of life.

6-12years  Concrete Develops logical thought to solve problems;

operational develops distinction between animate and

inanimate objects; acquires knowledge and

develops peer relationships.

13-19 years Formal operations Abstract thought, scientific reasoning form
personal identity and social interests.

Understands world through senses and motoric
manipulations; attachment bond is created.

Has difficulty distinguishing death from
separation, but does experience loss,
especially in inconsistent environments.
Struggles to understand irreversibility. Can
deny death exists (dead body could be
sleeping). Can believe anger (or other
emotion) or an action (going to the hospital)
caused death of another. Acts out feelings
rather than verbalizes them.

Has partial concepts of inevitability,
irreversibility, and cessation. Example: a

child who does not yet understand cessation
has concrete questions such as “How does a
dead person breathe or eat underground?”
Causality is not fully formed. May cite
nonnatural or violent causes of death.

Death is seen as concrete and can be externally
orinternally caused, such as by illness.

Can mention spiritual causes (“It is one’s
time”). Can personify death (i.e., Grim

Reaper, Angel of Death, ghosts, etc.). Can make
an oath on own death or parent’s death.

Can consider funerals to be an ill omen. Can
cross fingers and say verses to ward off evil and
protect self. May accept finality of death, but
often applies it to others, not self.

Death is final, universal, and becomes abstract,
but can still question death.
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However, by five to seven years of age, children typi-
cally have acquired partial concepts of inevitabil-
ity, irreversibility, and cessation.'® Piaget notes,
“Questions of children of the ages of 5, 6 and 7 are
also very often concerned with death, and show their
attempts to find a definition of life. . . . The ani-
mism of younger children is much more implicit
and unformulated. They do not question whether
things know what they are doing, nor whether things
are alive or dead, since on no point has their ani-
mism yet been shaken.”!

By 10 years of age, the concept of causality be-
gins to develop and matures further still with age,
intelligence, and development. A pattern can be seen

negotiate in the formation of his or her sense of self
and in relation to others (trust versus mistrust, au-
tonomy versus shame and doubt, initiative versus
guilt, and industry versus inferiority).”*® Both of
these approaches posit a linear progression through
development, which is similar to other paradigms,
such as Elizabeth Kubler-Ross’s initial proposal of
the stages of grief,’ and Lawrence Kohlberg’s® or
Carol Gilligan’s?! description of the progression of
moral development. However, children may vacil-
late or cycle among stages. Serious illness and death
can challenge the forward progression, especially if
a child’s emotions and/or environment radically
shift.

Children are savvy detectives and pay particular
attention to hushed conversations, telephone calls,
and “evasive” clues, especially when the topic
is “off-limits” or secret.

in children as they develop the concept of causal-
ity. Children ages five to six often cite nonnatural or
violent causes of death; children eight to nine years
old cite natural or illness-related causes; 11 to 12
year olds may cite spiritual causes such as it “being
one’s time.”*? Children who consider suicide or ho-
micide may not be fully mature in their understand-
ing of death and its finality.*

Notably, predictors of understanding death in-
clude cognitive ability and age, but not maternal
communicative competence, as proposed by some
researchers. Specific cognitive development of a
vitalistic causal-explanatory framework assists in
children’s learning about life and death.** Addition-
ally, there is conflicting evidence about socioeco-
nomic status, race, ethnicity, and exposure to death
in how children assimilate their understanding of
death.'® Therefore, examining cognitive develop-
ment may be the most helpful in learning what chil-
dren understand about death.

While Jean Piaget’s theory of cognitive develop-
ment “emphasizes the active role of the child in dis-
covering and constructing reality, evolving from
sensorimotor approach, through stages of concrete
reasoning, to the capacity for abstraction,”*” Erik
Erikson’s psychosocial approach to development
“describes psychosocial ‘crises’ that the child must

CHILDREN’S EMOTIONS ABOUT DEATH

Children have emotional responses to death that
are similar to those of adults. In addition to denial,
anger, bargaining, depression, and acceptance, they
can experience sadness, guilt, shame, pain, loneli-
ness, despair, embarrassment, ambivalence, hope or
hopelessness, helplessness, confusion, and peace,
toname a few. One strong emotion that is intimately
linked to death in adults and children is fear.

The fear of death may be innate, acquired, or a
combination of the two. Gregory Zilboorg, Nelli L.
Mitchell, and Karen R. Schulman, supporters of the
idea that this fear is innate, believe that there is a
need to fear death in order to preserve a species.*
Similar to the stress responses of fight and flight,
fear may be a response that is needed to avoid the
danger of death for as long as possible. Mitchell and
Schulman state that the “terror of not being”* be-
gins in childhood and often persists. Mitchell and
Schulman believe that this emotional response to
death, especially the “dread of annihilation and
mutilation,” transcends the intellectualization of
death.* However, they write, “the fear of death in
children is intensified by the absence of the intel-
lectual equipment and by the absence of necessary
defensive mechanisms essential for comprehending
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the experience of loss.”? Therefore, the ability to
repress or mindfully embrace this fear of death may
be taught by society to aid in coping with loss or
death.

Others believe that the fear of death may be ac-
quired during the process of death conceptualiza-
tion and maturation. For instance, Piaget proposes
that young children seem to have less fear of death
than older children because they do not truly un-
derstand death. However, Piaget remarks that some
children “are haunted every night by fears of death,
either for themselves or their parents.”?® This may
be normal temporarily or may pathologically per-
sist.

“off-limits” or secret. Often times, children do not
talk about death to protect their parents and family
members.*

Despite communication with children about
death, or the lack thereof, children experience an-
ticipatory grief or, as Barbara M. Sourkes describes
it, “grief expressed in advance when the loss is per-
ceived as inevitable.”3! Family members may not
even notice a child’s grief. In order to identify an-
ticipatory grief, family members must pay close at-
tention. Children leave many clues. They begin to
make matter-of-fact statements about death, play act,
or draw about death.® They often times have night-
mares, have sleep disturbances, or act out.*® Those

In coping with separation, especially a separation
as significant as death, a therapist may be helpful.
One dying six-year-old child said to a therapist,
“Thank you for giving me aliveness.”

Further still, when children have not developed
a biological conceptualization of death, rather than
a behavior-related conceptualization, their fear of
death can be exacerbated. As Slaughter and Griffiths
describe, children’s “immature conceptualization of
death leads them to focus on un-resolvable ques-
tions like, ‘why do some people I love decide to go
live under ground instead? Will he or she come back
soon? Isn’t it cold down there?’ 7%

Loss, separation, and death are essential con-
cerns for individuals, including children. Having
more advanced cognitive and emotional develop-
ment may help in coping with these essential con-
cerns, notably anticipatory griefin children who are
facing their own death or the death of a loved one.

CHILDREN FACING THEIR OWN DEATH:
FOCUS ON CHILDREN WITH CANCER

Children with relapsed, progressed, or terminal
cancer generally know that they are dying.?® They
are forced to confront mortality. They know this
whether or not someone tells them.?® Studies have
found that children are keenly aware of death and
often know more than their parents believe they do.
Children are savvy detectives and pay particular
attention to hushed conversations, telephone calls,
and “evasive” clues, especially when the topic is

who attend to a dying child may observe the signs
of preparation the child makes to confront impend-
ing death. As Sourkes writes, “The dying child’s an-
ticipatory grief is palpable as he or she lives the in-
tensity of separation in its ultimate form.”%

When a child faces imminent death, it is devas-
tating for all involved. There is a plethora of litera-
ture that delves into the physical, psychological, and
social layers of complexity in supporting children,
their family members, and their healthcare provid-
ers during this difficult time. One of the first to in-
vestigate how children perceive their terminal prog-
noses and death was the anthropologist Myra Blue-
bond-Langner, who completed The Private Worlds
of Dying Children in 1977.% This ground breaking
work explores awareness and communication in
children with leukemia, at that time a terminal di-
agnosis. She found that children knew of their prog-
nosis, even when parents and healthcare providers
went to extensive lengths to “protect” them from
that knowledge. This book began a wave of change
that facilitated more open communication with chil-
dren about their diagnosis and prognosis. It opened
the door to provide shared experiences and a mean-
ingful time for children and their family members
at the end of life.

Since then, studies have found that parents who
talk honestly with their children about death have
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less regret than those who don’t.?® Children who are
actively dying may experience physical, psychologi-
cal, social, and spiritual pain.” Having an opportu-
nity to address these woes can be beneficial and
exceed the discomfort experienced by those who ad-
dress them. Children fear suffering until the end of
life, fear being alone at the time of death, worry about
those surviving them,* and desire to make the most
of the life they have left.** Open communication can
provide a means to promote familial healing, includ-
ing healing for well siblings who are often over-
looked during a child’s cancer journey.

COMMUNICATING WITH CHILDREN
ABOUT DEATH

How do children communicate about death?
Usually they ask questions like, “Why do people
die?”. This may occur after exposure to death in the
media or experientially.** Most parents feel unpre-
pared for such questions, and their responses vary.
The best way to communicate with a child about
death should be adapted to each child, parent, and
situation. Parents must gauge their child’s person-
ality, temperament, and situation. While parents’
words may vary, a gentle, caring, and responsive
manner is better received than a cold, unsympa-
thetic, or unresponsive one.*! It is important to ob-
serve children’s reactions during communication.
They often provide their own “barometer,” and will
limit the amount of information they can handle.
When they meet their limit, they change the sub-
ject, run away to play, or find a distraction. When
they are ready to discuss death again, they will bring
it to a caregiver or friend’s attention.

Each child requires individualized communi-
cation, but there are some key concepts that can be
helpful when discussing death. Slaughter and
Griffiths write, “Researchers and clinicians have
advised adults to discuss death in truthful, concrete
and unambiguous terms with children.”*? This
means using words such as “died,” “dead,” and
“death,” as opposed to “sleeping,” “passed away,”
or “was lost.” This communication must be devel-
opmentally appropriate, and it is appropriate to re-
spond to a child’s question with a question, such as
“Why do you ask?”. As Kenneth ]. Doka advises,
“Children of the same age are not necessarily of the
same [cognitive] and emotional level of develop-
ment.”* If responses are out of proportion with a
child’s developmental level, the child’s understand-
ing may not be real. For instance, when children
nod their head in silence and walk away, this does
not verify understanding as it would in an adult;

children often are attempting to have the adult leave
them alone.* True understanding can be validated
when children can explain what they were told in
their own words. Sometimes, they may frame the
information in terms of a familiar reference to death,
such as a book like Charlotte’s Web.** This child-
hood classic is often a favorite of dying children.

CHILDREN COPING WITH DEATH:
PLAY THERAPY AND DRAWING

In coping with separation, especially a separa-
tion as significant as death, a therapist may be help-
ful. One dying six-year-old child said to a therapist,
“Thank you for giving me aliveness.”*¢ Therapists
and child-life specialists are trained to use play to
approach children at their level. Sourkes states,
“Play enables the seriously ill child to ‘reenter’ child-
hood.”* She notes, “Shared imaginative play en-
ables the child to confront the realities of life and
death.”*® Other methods to help children cope with
death include memorabilia, stuffed animals, and
making legacy items.* Some children engage in
making lists of feelings, drawing mandalas, and
writing or reading books.%

ETHICS OF COMMUNICATING TO CHILDREN
ABOUT DEATH AND DYING

Previously it was thought that withholding in-
formation from children about death would protect
them, in a paternalistic form of therapeutic privi-
lege. However, more recent research indicates that
truthful disclosure in a developmentally appropri-
ate manner is often beneficial to both children and
families. Truthful disclosure may decrease children’s
psychological distress as they approach death and
the distress of their bereaved surviving siblings.

Respect for persons is a key ethical concept to
honor. For healthcare providers, it is important to
ask parents, guardians, or significant family mem-
bers what they prefer that the child be told, and how.
Parents are more likely to allow a discussion of ter-
minal illness or impending death with their child
once they realize that the benefits of these discus-
sions outweigh the harms. However, the benefits
could be overshadowed by harms if a child is told
in an inappropriate manner. It is better that parents
help to determine the safest manner to communi-
cate about an illness with their child.

The legal aspects of disclosing information to
minors are not evaluated here, but cases exist that
support both disclosure and nondisclosure to chil-
dren. The courts often support the fiduciary duty of
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honesty to trusting patients. From a justice perspec-
tive, there should be adequate resources provided
to children and their family members to aid in their
anticipatory grief and bereavement. One way to in-
corporate children into the process is to help them
with age-appropriate advance care planning (ACP).
Involving children in ACP may thus become an ethi-
cal and professionalism consideration for caregiv-
ers and clinicians.

INVOLVING CHILDREN IN ACP

ACP involves making decisions about the care
a person would like to receive when the person can-

children do not have the legal power or competence
to provide consent or dissent to certain modalities
of care, their voices may be lost in decision making,
despite recommendations to involve children when
appropriate® and possible.>?

Before considering possible barriers to involv-
ing children in ACP, the general barriers to conduct-
ing advance care discussions for children with life-
threatening conditions should be considered. Amy
Durall and colleagues surveyed 266 healthcare pro-
viders and identified three main barriers to involv-
ing children in ACP: parents’ unrealistic expecta-
tions, the differences between clinicians’ and pa-
tients’/parents’ understanding of prognosis, and

Other barriers that parents reported included healthcare
providers’ reluctance to discuss ACP due to prognostic
uncertainty, or because providers were not “willing
to face up to the facts,” and perhaps because parents
had individualized needs, concerns, and
coping mechanisms.

not speak for her- or himself, or when the person’s
autonomy and capacity are limited. ACP for chil-
dren, whose development of autonomy and capac-
ity is emerging, involves discussing their hopes,
wishes, and worries, and planning ahead for their
future care, including the preferences of the child
and family members. Making these decisions can
be challenging, but it helps to honor the child’s pref-
erences and the family’s values. These values and
preferences may not be known unless they are spe-
cifically discussed. The obligation to learn about
these values and preferences is not legally binding
in many states, but it is an ethical duty for clini-
cians, especially for those who care for children with
life-limiting or life-threatening illness.

Children have the added challenge of being mi-
nors; despite good conversations and advance care
planning, their wishes may not be followed because
they are not their own legal decision makers. Typi-
cally in pediatric care, parents, legal guardians, or
surrogate decision makers provide permission for
the care given to their child. In some cases, chil-
dren may voluntarily provide assent for care; how-
ever, children do not have the power to provide con-
sent, unless they are emancipated minors. Because

parents’ lack of readiness to have a discussion.*®
Durall and colleagues found significant differences
in the barriers identified by nurses and physicians.
Nurses more often identified ethical considerations
to be barriers, and the unimportance of these ethi-
cal considerations to clinicians. Physicians said that
ACP discussions are important, but not knowing
what to say during theses discussions was a barrier.
On the caregivers’ side, potential barriers included
cultural or religious beliefs, poor prognostic aware-
ness, a fear of abandonment after a decision was
made, feeling alone in making a decision, or fear of
regret in making a decision.

ACP does not mean “giving up” on a patient,
but rather aligning the medical plan with the pati-
ent’s and family’s goals of care. Because the goals of
care can shift over time as an illness evolves, as the
side-effects of a treatment change, or when certain
experiences with a treatment occur, ACP may need
to be readdressed. Therefore, it is important for care-
providers to communicate clearly that the patient
and family members will not be abandoned, and will
be supported in the decision-making process.*

Parents may have mixed feelings about ACP.
Julia Lotz and colleagues conducted in-depth inter-
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views with bereaved parents and found, on the one
hand, that some parents reported that ACP helped
them to be good parents, facilitated coping, and
empowered them to make decisions for their child.
Parents believed ACP gave them a sense of control
and security by preparing them for what was to
come. On the other hand, some parents identified
personal barriers of not feeling ready, wanting to
focus on the present, or attempting to suppress bur-
densome thoughts. Other barriers that parents re-
ported included healthcare providers’ reluctance to
discuss ACP due to prognostic uncertainty,* or be-
cause providers were not “willing to face up to the
facts,” and perhaps because parents had individu-
alized needs, concerns, and coping mechanisms.
Parents expressed a desire for ACP to involve shared
decision making and a communication strategy that
is gradual, sensitive, maintains hope, and involves
children relative to their developmental maturity—
which did not include infants. Specifically, parents
“felt that their child should be heard and taken seri-
ously even if unable to make treatment decisions.”?’

Potential barriers included parents’ cultural or
religious beliefs, or their concerns that their child
did not have the cognitive capacity to understand,
or the emotional capacity to participate. Another bar-
rier was providers’ or caregivers’ not knowing what
to say or how to answer a child’s questions. Some
caregivers might desire to have their child partici-
pate in ACP discussions, but that the first of these
discussions not be with a healthcare provider. Giv-
ing caregivers time to discuss ACP with healthcare
providers without a child present may help the care-
givers process emotionally, freely obtain informa-
tion, ask difficult questions, and develop an under-
standing without worrying about the child’s re-
sponse to the information. Some parents may pre-
fer that a family member or a member of the health-
care team, other than the child’s physician, discuss
ACP with the child. For instance, a child may have
a closer relationship with a child-life specialist and
prefer to speak with that person.

Inviting a child to participate in ACP can be time
consuming. A child may need to take breaks from
the discussion, and ACP may need to occur over a
series of conversations. Starting the conversations
earlier in a child’s illness may facilitate the gather-
ing of information and give the child and family the
space they need to formulate their thoughts. Because
ACP takes into account the wishes, hopes, worries,
and preferences of the child and family, the “plan”
will be individually nuanced. ACP for children
needs to be flexible, as patients and parents may
change their minds on what they desire over time.®

Despite all of these barriers, knowing the wishes
of children at the end of life is helpful. Healthcare
providers have a fiduciary duty to protect the wel-
fare of children, especially at the end of life. * By
involving the preferences of children in ACP, not
only are caregivers informed of what the children
desire, but the possibility that their preferences are
honored increases. When children’s preferences are
honored, their quality of life improves and family
members have improved bereavement outcomes.*

There is little research around the involvement
of young children in decision making, but guide-
lines of care continue to support patient- and fam-
ily-centered or shared decision making. More re-
search has been done with the involvement of ado-
lescents and young adults (AYA) in ACP. By and
large, research indicates that AYA want and are able
to choose and record (1) the medical treatment they
do and do not want, (2) how they would like to be
cared for, (3) the information they want their friends
and family members to know, and (4) how they
would like to be remembered.®* Some AYA who are
undergoing hematopoietic stem cell transplant in-
dicate that they want to continue many medical in-
terventions at the end of life rather than limit them,
which may demonstrate the conflict of balancing
cure and comfort.®? Like any patient at the end of
life, AYA may change their mind. Jennifer Mack and
colleagues found that AYA with recurrent or stage
IV cancer initially favored life-prolonging interven-
tions, but later preferred for comfort care.® Maureen
Lyon and colleagues report on a randomized con-
trolled trial with pediatric oncology patients; they
found that the patients and families who completed
an ACP program consisting of a survey, a Respect-
ing Choices interview, and the Five Wishes program,
were more likely to agree to limit treatment at the
end of life than a control group who received stan-
dard care.** Similar results were found with AYA
who had HIV/AIDS.% Adolescence is a time when
separation from patents is normal, and teens are
forming a better sense of self, as so AYA may mimic
the values and preferences of their parents—or they
may not. A transition of preferences and values does
not necessarily need to cause familial discord. With
open communication, families may come to under-
stand the perspective of AYA, and vice versa.

COMMUNICATING WITH CHILDREN AND
FAMILIES ABOUT ACP

Communication with patients and family mem-
bers is the most important tool in establishing thera-
peutic relationships. If communication is stilted, im-
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paired, misconstrued, or abused, the therapeutic
relationship may be lost, and prevent any healing
possibility. While communication is essential in all
clinical encounters, it is of the utmost importance
to be caring, compassionate, and clear when discuss-
ing ACP and end-of-life care (see table 2).

Respect for the values of patients and family
members is essential to support a therapeutic rela-
tionship. This respect involves understanding the
preferences of patients and families and aligning care
with those preferences, as medically feasible and
practically possible.%® Coercion or an attempt to bias
decisions per a healthcare provider’s values is not
ethically permissible. Inviting children into the dis-
cussion may be ethically permissible and is pro-
moted professionally in the field of pediatrics. As
the American Academy of Pediatrics states, “The
child should participate to the fullest extent pos-
sible, given his or her preferences, cultural and spiri-
tual tradition, illness experience, developmental ca-
pacity, and level of consciousness.”®”

How does one learn of these wishes or involve
children, adolescents, and young adults in ACP?
Building on the foundation of excellent communi-
cation, helpful guides to ACP for children include
My Wishes and Voicing My Choices,% which are simi-
lar to the Five Wishes ACP guide. These ACP book-
lets avoid the legal jargon often seen in adult forms.
Other interactive modalities include card and board
games, such as “Go Wish”% and “Shop Talk,””° re-
spectively. Another modality to communicate with
children about ACP may include an interactive tech-
nology called “The Compass.””* This tool, that is
under development, uses technology similar to com-
puter or video games to illicit a child’s ideas, goals,
priorities, and desires related to end-of life-care.”
Teaching healthcare providers excellent communi-
cation skills and to utilize their support staff and
resources may promote including children in ACP.

CONCLUSION

Cognitive and emotional responses to death can
be striking, but children of all ages can be well sup-
ported in a developmentally appropriate manner.
Discussing death may be uncomfortable, but if it is
done in an honest, gentle, and caring manner, out-
comes are improved. This includes communicating
to dying children that they will not be alone. Alle-
viating fears, making memories, and giving children
some control will help them to experience some
comfort despite their distress. Leaving a legacy is
important to children. For survivors, especially child
survivors, open communication may facilitate re-

silience and decrease maladaptive responses, rang-
ing from disturbed sleep to acting out. Involving
children in ACP may not only improve goal-con-
cordant care, but may bring solace to surviving fam-
ily members. Utilizing this framework, talking about
death can become less taboo, scary, and difficult,
and instead become an opportunity for providers,
families, and children to work together to give each
child the best care possible.
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