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Case Scenario

A 45-year-old woman is admitted to the
hospital with severe pancreatitis. She reports
rapid and significant weight loss over a period
of one month. Tests reveal that she has meta-
static pancreatic cancer, and the prognosis
is poor. She is married and has two children
five and 14 years of age. She receives a pal-
liative care consultation immediately. After
a discussion with the woman and her hus-
band, it is recommended that she be referred
for hospice care. Some of the staff members
involved in the patient’s care believe that
the children should not be exposed to their
mother’s illness and death, and suggest that
they not be allowed to see their mother in
her final days. Is it appropriate to talk to
this patient’s children about her illness and
impending death? To what degree should the
children be involved in her final days?

Commentary

It is not uncommon for children to have
parents who have cancer.! Although parents
may be understandably apprehensive about
discussing a serious illness, children want and
need to know what is happening.” It is strongly
recommended that children be involved and
informed in the illness and death of a parent.
A parent’s illness disrupts children’s daily
routine and creates fear of the unknown.? Just
as the patient needs a plan of care that incor-
porates physical, emotional, spiritual, and
cultural needs, there should be a plan for the
patient’s family, particularly for the children
as appropriate to their age and developmental
stage. Parents and spouses may have difficulty
accepting the diagnosis, prognosis, and treat-
ment plan; as a result, children often become
part of that process of acceptance. The entire
family needs the proper tools to cope with the

diagnosis. If patients have preschool-aged,
school-aged, or adolescent children, it is vital
to involve social workers and child life special-
ists (i.e., professionals who are trained to work
with children and families to help them cope
with illness and hospitalization). These pro-
fessionals are trained in the most appropriate
ways of supporting children who are facing a
parent’s illness.

In these challenging and painful cir-
cumstances, children need simple, honest
answers to their questions.* These answers
should be given by the most important adults
in their lives, namely their parents or care-
givers. Unfortunately, parents may under-
estimate their children’s degree of distress.?
Teaching parents to talk with their children
about their feelings has been shown to have
positive outcomes for children and parents
facing illness.®

As in this case scenario, family members
and health care professionals often worry
that allowing children to visit critically ill
parents may be detrimental to their well-
being. It is a common misconception that
children may not have the emotional capacity
to understand the situation. Although chil-
dren must be presented the information in
different ways based on their maturity level,
research has shown that allowing children to
visit loved ones who are ill decreases nega-
tive behavioral and emotional responses.”
Evidence demonstrates that children with a
parent in the intensive care unit feared their
parent’s death, and that these fears lessened
when they were allowed to visit.® Children’s
responses to a family member’s critical ill-
ness may include emotional turmoil, minor
illnesses, and difficulty sleeping and eating.
These effects have been found to decrease
with more visits to the sick family member.” »
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Table 1. How to Talk with Children About
a Parent’s Serious llIness

Explain that Mom or Dad is seriously ill, but the child did
not cause the disease

Mention the name of the disease, and reassure the child
that he or she can’t “catch” it

Provide Mom'’s or Dad’s best understanding of what may
happen

Reassure the child that he or she is loved and will be kept safe
Emphasize that all feelings are acceptable
Explain who will help take care of the child

Information from reference 12.

Age and developmental level play a key role in prepar-
ing children for processing a parent’s serious illness and
treatment plan. Children three to six years of age may
have difficulty separating fact from fiction. They may
fear a parent’s hospitalization is a type of punishment for
something they did or thought. Physical and emotional
regression to earlier developmental stages is common in
younger children, causing them to potentially abandon
recently acquired skills. Children in this age group need
short and simple explanations using pictures, models,
and actual medical equipment to decrease their unre-
alistic thoughts and to promote trust. With regard to
the end of life, children at this age often confuse death
with separation or sleep, and do not see it as permanent.
Straightforward words and phrases like “The body
doesn’t move. It doesn’t breathe. The heart doesn’t beat.
There is no hurt, no pain, no life,” may help explain
death.'® The key is offering reassurance that nothing the
child did caused the parent’s illness.

Children seven to 12 years of age are aware that death
is real, final, universal, and inevitable. They may feel the
most vulnerable to severe stress, and may display a variety
of emotional and behavioral responses. However, stud-
ies show that young children who know about a parent’s
disease and its treatment are able to respond and receive
support in developmentally congruent ways.!! It may
help to explain the parent’s disease in simple terms and
encourage the children to express their feelings. By main-
taining contact, the healthy parent may help decrease the
amount of anxiety the child experiences. Children find it
reassuring to know who will care for them, and to discuss
any changes in routines. Children in this age group need
opportunities to say goodbye to the parent who is ill, and
they should be included in family rituals. When appropri-
ate, children should be encouraged to make cards, assist
with care, or voice their wishes. The most important tool
is to give children as much choice and control as possible,
and to avoid forcing them to do something they are not
comfortable doing. Children have their own pace, and
this is particularly true with end-of-life issues.
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Adolescents want detailed information, so the healthy
parent should answer their questions fully and honestly. It
is particularly helpful to make sure there is someone out-
side the immediate family with whom an adolescent can
talk, such as a school counselor, an extended family mem-
ber, or a member of the clergy. Teenagers need a safe arena
to vent their feelings and frustrations. Preparation and
opportunities for teens to say goodbye to parents should
be provided, whether in the hospital, a hospice, or at home.

Regardless of age, there are certain issues that must
be discussed to help children successfully cope with a
parent’s serious illness (Table 1'?). Children can often
sense when something in their family is different. Their
imagination can be far more frightening than the truth.
Even in the face of ultimate tragedy, children can be pre-
pared, weather the trauma, and emerge whole, healthy,
and ready to go on with life. On the other hand, children
who are not prepared and who do not receive the kind
of support and understanding they need can be perma-
nently scarred by a parent’s medical crisis, even if the
parent survives and returns to full health.!?
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