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n important goal for
parents is to assist their
children to become
happy and healthy
adults. However, this is
not always possible for
parents of children who are medically
fragile, have chronic illnesses, or become
critically ill. Goals and strategies for
life planning may need to be drastically
altered to meet the needs of the child
and family, especially if a possible
outcome is the death of the child.
Families frequently employ the concepts
of faith, hope, and spirituality to guide
them as their child nears death.
The National Vital Statistics Report
notes that 5,279 children, or 12.9 out
of every 100,000 children aged 5 to
14 years, died in 2010 (Murphy, Xu, &
Kochanek, 2013). The majority of deaths
were related to accidents or long-term
illness, such as cancer. One wonders how
many of these children were prepared for
death by their loved ones.
Various cultures and ethnicities
approach death differently, but regardless,

By Cheryl L. Crisp
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numerous studies reveal that spirituality
is important to families who have a
child with a life-limiting illness (Aschen-
brenner, Winters, & Belknap, 2012;
Knapp et al., 2011; Robinson, Thiel,
Backus, & Meyer, 2006; R osenbaum,
Smith, & Zollfrank, 2011). Families
employ faith and hope, even as the
child is nearing death, sometimes to the

journalofchristiannursing.com

D HAS A LIFE-L

consternation of their child’s healthcare
providers (Brierley, Linthicum, & Petros,
2013;Weiner, McConnell, Latella, &
Ludi, 2013).The loss of hope may feel
like giving up, and parents never want to
give up. Some parents may believe that if
they have faith like a mustard seed (Mark
4:30-32), anything can happen. How-
ever, in general, parents who have a
strong faith are more likely to hold to
hope, whatever the outcome.

Christian parents can learn much
from the story of King David (recorded
in 2 Samuel 12), who lost a child
shortly after birth. David prayed
unceasingly as the babe was dying.
Parents can follow David’s example
of asking for God’s guidance, wisdom,
and comfort. David kept praying,
hoping, and believing that his baby
would be healed, but through much
prayer, eventually accepted that God
had other plans. David kept praying for
strength and wisdom once the baby
had died. His faith in God never
wavered, in spite of his heartbreak.
David’s heartbreak and faith were real.

His example provides hope for parents
reeling from loss.

The purpose of this article is to
describe the concepts of faith, hope,
and spirituality, and how these might
be employed by families of a child with
a life-limiting illness, to guide them
through this difticult process.“The
Lorp is near to the brokenhearted and

saves those who are crushed in spirit”
(Psalm 34:18, NIV). Families who
hold this belief typically have multiple
sources of strength to help them
through the child’s end-of-life care.

Faith is an important tool parents
and healthcare providers use when
caring for a dying child. Faith is a
deep-seated feeling that at some point
all will be well. In the Christian
tradition, faith is a strongly held belief
that the child will be healed according
to God’s will. “Now faith is being sure
of what we hope for and certain of’
what we do not see” (Hebrews 11:1,
NIV). Parents of children receiving pal-
liative care have reported faith as the
basis for decision-making, making
sense of their situation, guidance in
daily existence, for end-of-life discus-
sions, and as a way of coping with the
current circumstances (Meyer, Ritholz,
Burns, & Truog, 2006; Robinson et al.,
2000). Faith may lead the family to ask
that a chaplain or priest be available

ITING ILLNESS

through last days (Weiner et al., 2013).
When asked, parents may describe their
belief in the afterlife, discuss heaven as

a happy place, and state that everything
happens for a reason, whether they like
it or not (Hexem, Mollen, Carroll,
Lanctot, & Feudtner, 2011). But faith
also can be ambivalent for the parent of
a child who is dying.
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Faith helps sustain and provide
comfort when parents need to make
difficult decisions regarding the life of
their child (Meyer et al., 2006). Parents
often ask for time to pray and think
about what to do, or not do, for their
child. Parents describe faith as one of
the most helpful tools when facing the
death of their child (Robinson et al.,
2006). Hexem et al. (2011) reported
that parents indicated their trust in God
provided feelings of peace and comfort
during their child’s illness. Faith as a
moral compass assisted with decision-
making and helped lessen feelings of
anger, confusion, and loss of purpose
related to the illness.

Hope is used to help family members
cope while facing the child’s inevitable
demise (Feudtner et al., 2010). Studies
have shown a strong correlation between
hope and quality of life in adults with
cancer (Feuz, 2012). Parents also describe
their hopes for their child when
discussing medical and end-of-life care
decisions with the palliative care team.
However, hopes for their child and hope
are not necessarily the same. Hendricks-
Ferguson found hope was “a comforting
and life-sustaining, reality-based belief
that a positive future exists” (2007, p.
390). That future may be a heavenly
one, as opposed to an earthly one, but a
future remains.

One parent of a child who died
stated, “Hope is essential; don’t give it up.
Even now; [ realize it was so important”
(Robinson et al., 2006, p. €722). Holding
on to hope can be of great comfort and
a source of strength. Other parents have
echoed the importance of hope as a way
to survive emotionally, as well as to try
to find meaning in what they were
experiencing.

After losing all his children and
wealth, the Old Testament man Job
asked, “Where then is my hope? Who
can see any hope for me?” (Job 15:17,
NIV). Many families ask these questions
when faced with the death of their
child. It is easy to feel that God has
forsaken them due to the suffering and
grief they are experiencing. Holding fast
to hope, yet wrestling with questions,
can be comforting to parents. Nurses
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need to encourage and allow parents to
ask and process their difficult questions.
For those who hope in Christ, hope
does not end with the child’s death.
Parents look forward to the day when
they will meet their child in heaven
(1 Thessalonians 4:17). Hope is a
powerful tool to sustain parents in the
dark days surrounding the illness and

death of their child.

Family members repeatedly identify
spirituality and religion as important
in their decision-making regarding
end-of-life issues, finding meaning in
the loss of their child, and providing
significant social support (Foster,
Whitehead, Maybee, & Cullens, 2013).
Many parents report prayer, faith in God,
and support from clergy as most helpful
at their child’s end of life, and they
appreciate nurses’ suggestions for spiritual
care (Robinson et al., 2006). Parents of
children with life-limiting illnesses may
face a crisis of faith, where their whole
world is shattered, and the dreams of life
for their child have died. It is not unusual
for parents to question God. For some, a
return to faith and spirituality is difficult.
For others, their faith, hope, and spiritual-
ity are the anchors that keep them
grounded and help them to find
meaning through this terrible roller-
coaster ride of emotions and grief.

Misunderstandings about the religion
of the child and family may occur for
healthcare providers (Brierley et al.,
2013; McEvoy, 2003). McEvoy (2000)
offers the B-E-L-I-E-F mnemonic as
one way to facilitate discussions regarding
spiritual beliefs of the family: “B-belief
system, E-ethics or values, L-lifestyle,
I-involvement in a spiritual community,
E-education, F-future events” (p. 40).
This system allows the nurse to open
crucial conversations in a nonthreatening
manner and opens a door for families to
begin discussing and processing their
beliefs and values in an end-of-life
situation with their child.

Loss of a child is devastating to the
family, and families facing the loss of a
child may experience a crisis of faith.
The majority of people facing death
want to have their religious beliefs

acknowledged by the healthcare team.
However, only about half of pediatri-
cians choose to discuss religion with
children and families (Rosenbaum et al.,
2011).This leaves a gap in providing for
the spiritual health of the child and
family. But the variety of needs dis-
played by families can make spiritual
care difficult (Foster et al., 2013). Each
family is a unique entity, and a number
of factors are involved in ensuring that
families receive needed care. These
include institutional roles, norms,
available resources, involvement of
personal clergy, added needs for spiritual
support when their clergy is unavailable,
and the ability to practice religion freely
with their child. These, in combination
with other individualized practices,
provide families with the hope, faith,
and strength they need to survive this
family crisis.

Our ability to understand and
provide spiritual support to parents and
children with a life-limiting illness
makes getting a detailed spiritual
assessment crucial. It is only through
assessing the spiritual needs of the child
and family that healthcare providers
can begin to understand spiritual needs.
The spiritual assessment helps in the
recognition of individual differences
within, and between, others of a similar
religion or faith. The assessment
provides vital information to help
ensure that children and families receive
the type of care needed to help them.

Nurses frequently are the ones to
whom parents bring their questions
about coping, finding meaning in what
is happening, and revealing spiritual
concerns (Foster, Bell, & Gilmer, 2012).
This enables nurses to make appropriate
referrals and inform other members of
the healthcare team about the spiritual
struggles the family is experiencing.
Spiritual distress should be addressed
immediately to prevent breaches in
communication and help with faith
crises.

It is imperative that parents participate
in end-of-life decision-making for their
child, including the decision of when and
what to tell the child, how to tell him or
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her, and how to spiritually prepare
themselves and the child for the child’s
death. How can nurses help prepare
families for the types of discussions
needed when children are facing the end
of life? How do we support families
through the nightmare of losing a child?

Studies indicate that children with
chronic illness have a sense when they
are dying and want to ask questions
about what is going to happen to them,
and where they go when they die
(Linebarger, Sahler, & Egan, 2009).
However, children do not ask their
parents because they don’t want them to
be sad. Conversely, parents may not talk
with their child, fearing he or she will
be frightened (Hendricks-Ferguson,
2007). These unfortunate misconcep-
tions often interfere with the communi-
cation needed to make the end of life
easier for both parents and children.

In a study with 449 parents partici-
pating, Swedish researchers explored the
question of whether or not parents
should discuss death with their termi-
nally ill child. Of those, 147 parents had
discussed death with their child and had
no regrets. Another 258 parents chose
not to discuss death with their child,
and 69 of those parents (27%) regretted
that decision. However, there was no
discussion about how, and when, to
broach the subject of dying with the
child (Kreicbergs,Valdimarsdottir,
Onelov, Henter, & Steineck, 2004).
Multiple resources for discussing death
with children can be found in the Web
Resources at the end of this article.

Another body of literature discusses
the importance of allowing children
to participate in decisions about their
care (Bluebond-Langner, Belasco, &
DeMesquita Wander, 2010). It is imper-
ative that we find a way to support
families as they begin to have these
crucial conversations with their child.
Not all parents are able to recognize
the need to begin such conversations,
and if they do, they seldom know
where to begin discussing this delicate
information with their children.

Little is said about the factors
leading up to the discussion of dying to
help parents know when to approach
this topic. Crisp (in press) describes
how she used a near-death experience
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to broach dying with her teenage
daughter with medically complex
issues. Her child described going to
heaven and seeing her grandfather,
older sister, and the dog before being
told to return to her body. Discussions
between mother and daughter con-
tinue, so that the child is unafraid of
dying and knows it will be okay when
the time comes for her to leave.

LOOK AT THE ANGELS!

Children who have been resuscitated
may describe a near-death experience
(NDE) upon awakening. Descriptions
often include details about who the
child saw, what they did, what heaven
looks like, and how they came back in
their beds (Crisp, in press; Curtis,
2012). Such experiences can provide
great comfort to parents (Ethier, 2007;
Morse, 1994; Wills-Brandon, 2000).
The NDEs provide knowledge that the
child knows where he/she is going,
who will meet him/her there, and that
the child is comfortable with dying.

Death-related sensory experiences
(DRSEs) or deathbed visions, also called
veridical hallucinations, differ from
NDE:s in that DR SEs are experienced

by children undergoing the dying
process. Children have described a
deceased family member or heavenly
messenger who communicates with
them and appears to help them with the
transition to death (Ethier, 2005;
Rushing, 2012). Families report loved
ones’ visions of angels, previously passed
family members, or other religious
figures shortly before leaving his/her
earthly body. This phenomenon is
familiar to families who recall a child
saying, “Look at the angels. They are so
pretty!” just before taking a last breath
(Mazzarino-Willett, 2010; Rushing).
Such visions are a phenomenon that has
been described by children and adults of
many faiths, religions, cultures, races, and
ethnicities (Atwater, 2002; Curtis, 2012;
Wills-Brandon, 2000).

These related experiences seem to
work for one purpose—to assist the
child and family in the transition from
life to death. It is powerful, not only for
the child, but also for caregivers during
this difficult, but often peaceful, time
(Mazzarino-Willett, 2010). These
intense spiritual experiences can open a
door to discussing death with the child
and parents. Psalm 23 is well known
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nd of life discussions are difficult for families who
have a loved one who is dying. There is no easy
way to broach the subject. But when the dying loved
one is a child, conversations and emotions are
compounded. As the parent of two medically fragile children,
I have survived the premature death of my older daughter
and am preparing my younger daughter for her life’s end,
following three near death experiences. My goal is keeping
this wonderful child from being afraid of her death, giving her
permission to go when the time comes, and reassuring her that
I will be okay and will always love her, even when she is no
longer with me. Together, we find peace, knowing we will see
each other again someday.

Meishy is my 17-year-old who suffered a cervical spinal
cord injury at birth, resulting in severe disability. Additionally,
at only a few months old, she experienced a life-threatening
event causing cerebral palsy and a significant cognitive dis-
ability. Meishy has been completely ventilator-dependent for
the past 12 years.

Meishy is wise beyond her years. She is unable to speak,
due to dysarthria from cerebral palsy. She uses sloppy signs
to convey her messages but is emphatic in telling me she has
been to heaven to visit Jesus, Grandpa, her older sister, Stacie,
and her dog. She finds peace having met this familiar group
who will guide her to heaven when the time is right.

18 JCN/Volume 33, Number 1

A few years ago, my daughter’s heart stopped beating
and required resuscitation. Days later, | asked her if she had
visitors while she was gone. She shook her head. When |
asked who those visitors were, she definitively signed “Grand-
pa” and “Jesus.”

A few days after that conversation, | asked her, “Meishy,
what color is heaven?” She distinctly signed “purple, yellow,
and green.” She also signed that she had played with her
dog and her sister during her heavenly visit. She smiled and
danced in bed to show she is happy. On the anniversary of
her sister’s death, she again stopped breathing, and once
again | was able to revive her.

Periodically, we have discussed her visits to heaven. | re-
mind her that she can go when the time is right and that I will
be okay. These discussions have been some of the most dif-
ficult of my life, but | find great peace in knowing that Meishy
has no fear.

For now, | embrace each day my daughter is with me. |
think my greatest achievement as a mom is in knowing that
my child is not afraid to die. | hold fast to God's promise that,
“I can do all things through him who strengthens me” (Philip-
pians 4:13, ESV). This promise will sustain me in those early
days without her. | also can look forward to the day when we
are all together again. And, | have it on good authority that
heaven is purple, yellow, and green.
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and states in part, “Even though I walk
through the valley of the shadow of
death, I will fear no evil, for you are
with me; your rod and your staff, they
comfort me” (Psalm 23:4, NIV).

Effective communication between
parents and children can be greatly
enhanced through effective communica-
tion between the healthcare team
and the family. Parents have reported
healthcare providers “side-stepping” or
“hem-hawing” around vital information

needed by the family (Meert et al., 2008).

Parents want to be told the truth in
words they understand. Too often,
healthcare members use words the family
has difficulty understanding, and families
experience being talked to in a way that
may not seem supportive or caring.

Sadly, families have reported that
healthcare systems are not always
sensitive to their plight (Aschenbrenner
et al., 2012). Providers who are oblivi-
ous to parents’ needs and desires are not
helpful. Some professionals may not
understand the importance of the
family’s need to continue relationships
with the child at the end of life. Families
want to remain a part of the life of their
child and may do so with presence,
words, or symbols. They need adequate
support to do so effectively, and that
support can be lacking. Nurses are
crucial in providing sensitive, engaging
support to the child and family.

Many children with long-term
illnesses have frequent hospital admis-
sions, and the family and healthcare
providers become close. Providers can
have a difficult time when a child who
is dying asks them questions. How can
we expect the parents of these children
to face discussions about dying when
healthcare professionals find these
discussions difficult, let alone speak
with family members (Horridge,
2012)? Many healthcare workers
employ the same spiritual survival
techniques as parents, turning to their
beliefs for comfort and peace.

One place to start with effective
communication is to ensure children
and families are referred to an appropri-
ate palliative care program early in the
course of illness. The overall purpose of
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pediatric palliative care is to “add life to
the child’s years, not simply years to the
child’s life” (American Academy of
Pediatrics, as cited in Field & Behrman,
2003, p. 134). By enrolling children and
families in appropriate programs, this
goal can be accomplished. This offers
the assurance that they will have support
throughout the end-of-life process. Pain
management, comfort, and spiritual
support are part of this vital program.

An assessment of parental under-
standing of the child’s illness and
prognosis offers insight on what
communication is needed. Combine
your assessment of parental understand-
ing with spiritual assessment, and
families may be more willing to share
vital information with caregivers. These
assessments suggest emotional spaces
where healthcare workers can begin
delicate communication about end-of-
life issues. It is imperative to assess
sensitive issues such as,“Would you feel
more comfortable having your child in
the hospital or at home?” Not all
families go through the process of
acceptance at the same time, so it is
essential to have an idea of where
families are before proceeding. Develop-
ing a plan for what the child and parents
want done at end of life is invaluable,
especially for emergency care. Helping
parents decide what interventions to
use, such as facial oxygen, bag and mask
ventilation, and so forth, can seem less
negative than a Do Not Resuscitate
all-or-nothing order (Wolft, Browne, &
Whitehouse, 2011).

Communication needs to be continual
and informative. Communication
between and within the appropriate
palliative care disciplines, and between
and within families, can help the
bereavement process and make families
feel more a part of the team. It is
essential to meet parents at their level of
communication so that they feel a part
of the team and that no information is
being withheld from them.Tools such as
the BELIEF model (McEvoy, 2000) can
be used if there is difficulty in getting
conversations started. In addition,
parents who are allowed to discuss their
faith and hope have much better
outcomes than those who do not
(Limbo & Kobler, 2014).

Include the child in decision-making
discussions, if developmentally appro-
priate. We can learn a lot by listening to
our patients. A child may reach a
comfort level with death and be ready
to transition much earlier than other
family members. However, the child
may not feel comfortable telling the
parents this, for fear of inflicting more
pain on them.This is a deeply held
secret that will not be shared without
appropriate encouragement.

Having the right pastoral care
available to the family is quite beneficial
during difficult crossroads in the child’s
journey through a life-threatening
illness. Allow the family to guide you on
how to best meet their spiritual needs
and offer to contact spiritual advisors.
Nurses, hospital chaplains, and other
clergy should freely offer spiritual care,
nurture acceptance of parents’ spiritual
perspectives, and collaborate to give
spiritual support to families and children.

Unfortunately, some healthcare
professionals feel like they are a failure if
the patient dies (Morgan, 2009). It is
useful for nurses to do a self-inventory
of their attitudes and beliefs about the
care of children with life-limiting illness.
Nurses need to explore their feelings
about caring for children who are dying
and realize it is healthy to discuss and
process their emotions. Christians
believe that death is not the end;itis a
new beginning. “In my Father’s house
are many rooms; if it were not so, [
would have told you. I am going there
to prepare a place for you” (John 14:2,
NIV). Believing this, we can lean into
new beginnings rather than dwelling on
the loss, while still providing support
and comfort to grieving parents.

It also is important that organiza-
tions provide adequate care for staft
members taking care of dying children.
Nurses report an intense sadness that
accompanies continually caring for
children with life-limiting illness (Mor-
gan, 2009). Sometimes, nurses get so
bogged down taking care of others that
they forget to care for ourselves. It is
imperative to provide space, such as a
chapel or quiet room, for staff members
to go and regroup. Commemorating a
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child’s life through cards to the family, a
memory book or poster, debriefing

together, or going to a child’s memorial
service can help nurses deal with grief
(Limbo & Kobler, 2014). God’s Word
offers encouragement to Christian
nurses: “Be strong and courageous, and
do the work. Do not be afraid or
discouraged, for the LorD God, my
God, is with you” (1 Chronicles 28:20,
NIV). God ofters strength to continue,
as we ask him for help.

CONCLUSION

The journey is difficult for children
with life-limiting illness, their families,
and their healthcare providers. Learning
how to support children’s and families’
faith, hope, and spiritual needs can
help make the journey more passable.
More work is needed to help families
communicate more effectively with
their providers and have crucial
conversations with their children about
dying. Further research is needed to
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explore what types of faith, hope, and
spiritual supports are needed by
children to help them prepare for their
transition from this world to the next.

Pediatric palliative care nurses
provide care in an environment with
complex issues. Nurses who are strong
in their faith can be of great comfort to
families as their child nears the end of
life. Often, all that is needed is a hand
to hold, a compassionate touch on the
shoulder, a hug, or someone to cry with
as families work through the next stage
of their child’s transition. Words,
gestures, and appropriate touch from
nurses are vitally important to families
when their child is close to death.
Being fully present with the child and
family assures them they are not alone.

As Christian nurses, we long for the
day when death is no more.

“He will wipe every tear from their eyes.
There will be no more death or mourning or
crying or pain, for the old order of things has
passed mvay” Revelation 21:4 (NIV). ET4

* Bereaved Parents of the USA—
http://bereavedparentsusa.org/

e Children’s Cancer—http://www.
childrenscancer.org

e End-of-Life Nursing Education
Consortium (ELNEC)—
http:/ /www.aacn.nche.edu/elnec

 Hospice & Palliative Nurses
Association—http://hpna.
advancingexpertcare.org/

¢ International Children’s
Palliative Care Network—
http:/ /www.icpcn.org/

* MISS Foundation—
http:/ /www.missfoundation.org/

* My Wishes Pediatric Version—
https://agingwithdignity.org/
five-wishes/pediatric

* Talking with Children about
Death—http://www.hospicenet.
org/html/talking.html

¢ The Compassionate Friends—
http:/ /www.compassionatefriends.
org/home.aspx

e The Grief Toolbox—
http:/ /thegrieftoolbox.com/
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