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ABSTRACT

Background: Palliative care is an essential right
for infants and children with a life-threatening
illness. However, palliative care is still unavail-
able in some developing countries. This study
aimed to explore the issues, challenges, and po-
tential of palliative care in pediatric nursing care.
Subjects and Method: A systematic review
was conducted by searching published articles in
PubMed, CINAHL, and EMBASE databases, from
year 2000 to 2018. The keywords used for this
study included “palliative” AND “children”, “pal-
liative” AND “nursing” AND “care”, “palliative ca-
re” AND “pediatric care”. The data were analyzed
by PRISMA flow diagram.

Results: Palliative care is evolving continuously,
meeting new challenges, and expanding beyond
the care of terminally ill pediatric patients. A ma-
jor challenge in palliative care is effective com-
munication. However, only a few communication
trainings exist for nurses. Obstacles of palliative
care in pediatrics nursing included clinical, ope-
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rational, and financial factors. However, pallia-
tive care has a substantial potential to reduce
morbidity in infants and children. In addition, a
cohort study conducted in 265 pediatric cancer
patients reported that palliative care reduced
pain and improved their life expectancy.
Conclusion: Palliative care is a comprehensive
approach of care and its delivery to pediatric pa-
tients is challenging. It has a substantial potential
in reducing infant and child morbidity.
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BACKGROUND

Every year, more than 500,000 babies and
children struggle against life-threatening di-
seases and limit lives with uncertain trajec-
tories. They suffer from advanced disease and
do not know access to health services that can
help relieve pain, reduce symptoms and over-
come psychosocial problems that even occur
in their families (Williams-Reade et al.,
2015).

Overcoming this, developed countries
have optimized palliative care and it is esti-
mated that every year, 7 million families
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benefit. Palliative care for children and young
adults is defined as active and total care for
the body, mind, spirit, and family, from a
diagnosis that limits life to death (Amery,
2012).

The International Children's Palliative
Care Network (ICPCN) 's has defined con-
ditions that limit life as conditions for which
there is no reasonable hope to cure patients
either children or adults from the condition
of their illness and they only carry out cura-
tive steps that are very likely to fail (Marston
et al., 2018).
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Palliative care is also defined as patient-

centered care to improve the quality of life
along the trajectory of the disease, relieve
symptoms, discomfort, and stress for child-
ren living with life-threatening conditions
and their families (Akard et al., 2019).

Furthermore, palliative care is a com-
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SUBJECTS AND METHOD

1. Study Design

A systematic review was carried out by
searching for articles published in the Pub-
Med, CINAHL, and EMBASE databases,
from 2000 to 2018. Keywords used for this
study included "palliative" AND "children",

"palliative” AND "nursing" AND "care",
"Palliative care" AND "pediatric care". The
data were analyzed with a PRISMA flowchart.
2. Inclusion and Exclusion Criteria
Criteria for articles included in this review
were randomized controlled trials, retro-
spective, observational studies, case studies,
reviews, systemic reviews, and meta-analysis.
The articles excluded in this study were non-
full text article.

3. Data extraction

The searchers on electronic databases were
filtered to identify studies that include rele-
vance for reference. Then the data was made
into a structured table i.e. Preferred Report-
ing Items for Systematic Reviews and Meta-
Analyses (PRISMA).

RESULTS

Based on PRISMA, a total of 2775 articles were
identified during the initial search of the
entire database. After eliminating duplication
and applying selection, 10 articles will be
analyzed for further qualitative discussion.

prehensive approach that addresses physical,
emotional, social and spiritual elements,
focusing on care coordination, quality of life
for children and support for families starting
at diagnosis and continuing throughout care,
death and during mourning (Chambers,
2003; Amery, 2012).

Previous studies have reported that in
Indonesia there is still a serious lack of care
and improvement in the quality of hospital
care for infants and children, with qualitative
data showing major problems including: the
use of inadequate standard treatment guide-
lines, irrational prescription of antibiotics,
monitoring poor progress and poor suppor-
tive care (Sidik et al., 2013). So that palliative
care is very likely to be applied and also de-
veloped in Indonesia.

However, palliative care also still has
some obstacles and challenges to apply. Ba-
sed on the problem above, the purpose of this
review is to discuss the obstacles, challenges
and potential of palliative care in pediatric
services.

Identified through database search (n= 275 )
v

Initial data filtering (n = 105) >

v

Full text articles assessed for eligibility (n= 57)

y

Articles that meet the qualitative requirements (n=10)

Y

Data duplicate (n= 170)

Not open access= 48

Articles do not match
the topic = 47

v

Figure 1. PRISMA of Systematic Review

www.thejmch.com 168



Widiyanto et al./ Issues, Challenges, and Potential of Palliative Carein Pediatric Nursing

1. Obstacles

Previous research has reported several
challenges and obstacles in the implemen-
tation and development of palliative care in
children including:

a. Clinical factors

A common challenge for doctors, patients
and family members in understanding the
clinical goals of palliative care, when treat-
ment is started, and the selection of appro-
priate care (Williams-Reade et al., 2015).

Palliative care focuses on comfort care
while simultaneously providing curative care.
Patients who receive palliative care do not
need to be seriously ill. Palliative care can be
given at any time during the patient's illness.
It can begin at the time of diagnosis, under-
going treatment, or during lifelong care (Kirk
and Mahon, 2010).

Determination of palliative care needs
is also different for children and adults. Ca-
ring for children requires physical, emotio-
nal, social, cognitive and spiritual develop-
ment, which means that they receive more
aggressive and complicated care compared to
adults. However, not many experienced pro-
fessionals have the ability and qualifications
to carry out this treatment (Meier and Beres-
ford, 2007; Williams-Reade et al., 2015).

b. Lack of resources

In addition, the lack of local resources often
results in children and their families traveling
long distances to health care facilities, so that
children are separated from their social envi-
ronment that actually supports healing, so
that it can threaten to disturb the child's con-
dition (Williams-Reade et al., 2015).

c. Operational factors

Inadequate preparation and guidance for
health workers makes doctors and nurses
rarely receive training and opportunities to
practice the skills needed to communicate
effectively with dying children and their fami-
lies (Kersun et al. 2009, Sheetz and Bowman
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2008, Yang et al. 2011).

Training and materials related to palliative
care were not provided adequately to doctors,
due to lack of time and educational facilities
and mentors or teaching staff (Michelson et
al., 2009; Williams-Reade et al., 2015).

Previous studies have reported that
when pediatric patients and their families go
home, they may have to rely on health work-
ers with limited experience in treating child-
ren with advanced disease or unable to pro-
vide palliative care (Williams-Reade et al.,
2015).

d. Financial factors

Financial barriers related to payment and
reimbursement. Research reports the majo-
rity of children who die have never benefited
from receiving palliative care services due to
financial problems (Lindley et al. 2009).

The payment and reimbursement mo-
del for palliative care in children is also quite
complex and often inadequate. Children in-
sured with a variety of private or state insu-
rance have significant variation in coverage
and do not have the same consistency in the
replacement of palliative care (Friebert,
2009; Williams-Reade et al., 2015).

In addition, children who receive pallia-
tive care often live longer than adults so the
financial burden of care on their families is
higher (Friebert, 2009).

2. Challenges

Children with life-limiting diseases need
complex care. However, lack of communica-
tion and coordination between health ser-
vices and the social environment often occurs
in the current health care system (Browning
and Solomon 2005; Williams-Reade et al.,
2015).

Care coordination and collaboration
between disciplines during care is very im-
portant to optimize palliative services, how-
ever, more important coordination is bet-
ween patient and family and good commu-
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nication between family members and medi-
cal staff, because palliative care of a patient's
child usually requires community-based care
(Hinds et al., 2005; Hays et al., 2006; Willi-
ams-Reade et al., 2015).

In addition, health professionals, go-
vernment agencies and other relevant parties
must work together to develop and imple-
ment further guidelines and procedures for
palliative care (Williams-Reade et al., 2015).
3. Effectiveness of palliative care
A 5-year retrospective cohort study conduc-
ted by Thrane et al. (2017) reported that of
256 children. Forty-eight children, especially
cancer sufferers, experienced a decrease in
post referral pain, three days before and after
the administration of palliative care (p <
0.05).

DISCUSSION

Palliative care is a complex program and re-
quires collaboration between patients, fami-
lies, and the community and health care pro-
viders. The success of the treatment depends
on the operational, financial and clinical
aspects that are well managed.

Palliative care refers to patient- and
family centered care that optimizes quality of
life by anticipating, preventing, and treating
suffering. Palliative care throughout the con-
tinuum of illness involves addressing phy-
sical, intellectual, emotional, social, and spi-
ritual needs and facilitating patient auto-
nomy, access to information, and choice.

The purpose of palliative care is to pro-
vide aggressive symptom management, sup-
ported decision making, and, when appropri-
ate, optimal end-of-life care. Palliative care is
family-centered although in those cases in
which the needs and preferences of the family
counter the best interests of the patient, the
needs of the patient are primary. In rare ca-
ses where patient suffering is especially resis-
tant to other forms of treatment, one of the
therapies available to palliative care teams is
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palliative sedation. Palliative sedation is the
lowering of patient consciousness using me-
dications for the express purpose of limiting
patient awareness of suffering that is intrac-
table and intolerable. For the limited number
of imminently dying patients who have pain
and suffering that is (a) unresponsive to
other palliative interventions less suppressive
of consciousness and (b) intolerable to the
patient, NHPCO believes that palliative seda-
tion is an important option to be considered
by health care providers, patients, and fami-
lies. As this practice continues to be address-
ed in the professional and lay literatures, dis-
cussion of palliative sedation is often framed
in ethical terms.

The following statement and commen-
tary seek to clarify the position of NHPCO on
the use of palliative sedation for patients at
the end of life, recommend questions and
issues to be addressed in each case for which
palliative sedation is being considered, and
assist health care organizations in the deve-
lopment of policies for the use of palliative
sedation. This statement addresses the use of
palliative sedation only for patients who are
terminally ill and whose death is imminent
(Kirk et al., 2010).

Hospital staff, policy makers, health
service providers and researchers must be
aware of the various aspects that will improve
the provision of palliative care for children
and work to fulfill these aspects (Williams-
Reade et al., 2015).

Palliative care is care with a compre-
hensive approach and service delivery for
pediatric patients that is still very difficult,
but this treatment has great potential in
reducing infant and child morbidity by
focusing on what resources are needed in
each aspect (Williams-Reade et al., 2015).
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