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TABLE 2-9 Family Power Resources Model

Interventions

Encourage family sharing of the child's illness
Divide and share family tasks

Ensure adequate nutrition, rest, equitable distribution of labor

Recognize coping skills
Support maintenance of "normalcy"

Promote family involvement in child's care
Promote parent/child control

Provide detailed, up-to-date information
Provide question-and-answer sessions

Identify sources of strength
Maximize support systems

Provide support
Recognize achievements
Focus on the present
Support family decisions

;!Adapted from Ferraro AR, Longo DC: Nursing care of the family with a chronically ill, hospitalized child: an alternative approach, Image J MlTs Sell
-7:77-81, 1985.
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be negotiated with families and home routines incorporated
in the plan of care for chronically ill children. Daily
communication with the families by a hospital staff member
is essential. Ferraro and Long046 described a model of
family power that increased coping and adaptation with
chronic, disabling illness in a child. Table 2-9 summarizes
components of the model and suggest~ interventions with
families while their chronically ill child is hospitalized.
Nurses who must balance the demands of physiologically
unstable patients and the expectations of parents of chron
ically ill children may need an opportunity to participate in
patient rounds and care conferences to optimize the plan of
care for long-term patients.

DEATH IN THE PEDIATRIC INTENSIVE
CARE UNIT
The death of a child is not an uncommon experience in
pediatric critical care. Knowledge of the experiences of
tenninally ill children, the responses of parents and siblings
to the death of a child, and the process of bereavement guide
practices in the PICU.

Development of Concepts About Death
Children learn about death through the course of regular
life events. Children younger than 2 years of age have little

awareness of death. Between the ages of 3 and 5 years,
death is usually thought of as temporary and reversible,
like sleep. Although death is seen as departure, those who
have died are thought of existing in some other place, most
often in heaven, and are attributed with life processes,
actions, and thoughts. There is lack of realization of its
finality. Often these young children associate death with
old age.

School-age children gradually move toward the con
cept of death as pennanent and irreversible when they
gain firsthand experience and exposure to death. Death
is most often identified with the dead object; the process
of dying remains elusive. Death is linked to external
forces and violence or associated with illness and old
age. Because death is recognized as a source of sadness,
it is also considered dangerous, scary, or mean. Near
the end of the school years, children who are 10 to
12 years old recognize that death is universal and final
and that death happens to all living things. The process
of dying is identified and associated with pain and
suffering. Death is fearful and brings feelings of sadness
and loneliness.

Adolescents develop an understanding of death similar to
adults. Death is the final and universal experience of all
living things but is also an intensely personal experience.
The capacity of adolescents to think about the future allows
them to consider impending death, thereby increasing its



Chapter 2 Caring Practice: Providing Developmentally Supportive Care 45

impact. Periods of rapid physical and emotional change
during adolescence are often periods of vulnerability to
fears about loss. Adolescents are especially fearful about
death.

Talking to Children About Death
Terminally ill children come to know that they are dying,
although no one may directly inform them. Often they
conceal this information from their families and from
healthcare personnel. Because children do not often tell
what they know or ask questions about what will happen to
them, some adults believe that children do not know that
they are gravely ill. If they do, adults believe that children
do not want to talk about it or that they are silent because
they sense the reluctance of the adults around them to
discuss the situation. Children interpret the behavior of
others, especially those they trust, in their view of them
selves. They are adept at identifying inconsistencies be
tween verbal and nonverbal messages. Tearful, anxious
parents and staff members who speak in hushed voices come
to have meaning across time and with experiences in
healthcare settings.

Evidence that children are knowledgeable about death
does not ease the task of talking with them about their
own impending death. Few guidelines are available.
Children who are dying need to share their knowledge, and
they need to have their parents with them. Terminally ill
children conceal their knowledge of their prognosis from
their parents, leading to the conclusion that their need for
parental closeness is greater than their need to talk about
dying. However, their preoccupation with death is evi
denced in their play and art, in avoidance of conversation
about the future and concern that things be done imme
diately, in anxiety, and in acting ont or withdrawing from
others to establish emotional distance. Children do share
their knowledge if given the opportunity. They talk with
those adults who listen to them carefully, taking cues from
the child and answering only what is asked on the child's
terms. Parents and healthcare professionals are guided by
this principle.

Application in the PICU
Some patients in the PICO may be physically and neuro
logically able to talk with parents and caregivers. Discussion
with them is particularly important if, for example, an
aggressive treatment plan is considered. However, many
children in the critical care unit are too ill to participate in

discussion. Death most often occurs only after aggressive,
lifesaving interventions have been attempted and ultimately
are deemed futile. Death is unavoidable and imminent,
expected within moments or days, and aggressive interven
tions no longer appropriate.

Families and caregivers may not know what to say to
these children. They have no way of knowing with certainty
whether terminally ill children can hear or understand. Some
parents continue to talk with their unconscious children,
often acknowledging that the child is dying and that they are
saying good-bye. Caregivers can follow the parents' lead in
talking with children who are dying in the PICU. Caregivers
may also show an example of such behavior to parents who
may need unspoken permission to continue to interact with
their dying child.

When aggressive intensive care is discontinued, care is
directed toward maintaining the child's comfort and dignity.
Many tools among the personal and caring resources of
professional caregivers can ensure humane care to dying
children and to their families. Ensuring cleanliness and
comfort, providing pri vacy, and speaking with the child are
only a few examples. Dying children, if they are able,
maintain some sense of control by choosing care or
therapies that enable them to make each day as comfortable
as possible. Pain control is a priority because fear of pain
with death is common among children and is a worry for
parents of dying children. Parents are logically the individu
als who also benefit from participating with or for their child
in care that ensures comfort. Parents may perform caregiv
ing tasks if they wish for this sort of physical closeness to
their child.

Helping After a Child's Death
Parents may need practical assistance with making fu
neral arrangements and contacting their extended fami
lies. They also face the sizable task of talking with their
other children. Siblings are best told about the death as
soon as possible in clear and truthful terms. A parent or
another trusted adult share information, as well as their
feelings of sadness, in a controlled manner. Some parents
find books that describe talking to children about death
helpful or are assisted by books written for children. Others
may find community support groups, such as Compas
sionate Friends or the Candlelighters, beneficial in the
bereavement process. Programs established in the PICU for
families who lost a child in death, institutional memorial
services, and the like are beneficial for families and
caregivers.
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