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Pediatric Palliative Care
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In modern medical environment, death rates of newborn babies, children, and adolescents have decreased while the survival rate of life-threatening diseases has increased drastically. The relative 5 year survival rates of pediatric cancer have increased to over 80% in 21st century, however, the prognosis of certain types of pediatric cancer still remains unfavorable, causing patients and families face physical, psychosocial, and spiritual challenges due to complications as well as intensive treatments such as stem cell transplantation. Pediatric Palliative Care (PPC) is a specific
system with a philosophy of care to respond to psychosocial and spiritual needs of
patients and families as well as control pain and symptoms offered in order to satisfy
unique and special needs of children and adolescents living with life-threatening disease, to ensure health-related human rights of children and adolescents. Essential elements of PPC, communication with the child or adolescent patient and family, pain
and symptom control and care for the time of death and bereavement have been
described.

Key Words: Palliative care, Pediatric palliative care, Cancer survivor

pISSN 2233-5250 / eISSN 2233-4580
https://doi.org/10.15264/cpho.2020.27.1.55

Clin Pediatr Hematol Oncol
2020;27:55∼60
Received on April 6, 2020
Revised on April 22, 2020
Accepted on April 23, 2020

Corresponding Author: Min Sun Kim
Department of Pediatrics, Seoul
National University Hospital, 101
Daehak-ro, Jongno-gu, Seoul
03080, Korea
Tel: +82-2-2072-4192
Fax: +82-2-743-3455
E-mail: mskim81@snu.ac.kr
ORCID ID: orcid.org/0000-0001-5323-9857

intensive treatments such as stem cell transplantation.
Pediatric Palliative Care (PPC) is offered in order to

Introduction

satisfy unique and special needs of children and adolesSince modern medical science and technology ad-

cents living with life-threatening disease [2]. This is a

vanced, death rates of newborn babies, children, and

specific system that reflects a philosophy of care in order

adolescents have decreased while the survival rate of

to respond psychosocial and spiritual needs of patients

life-threatening diseases has increased drastically. Parti-

and families as well as control pain and symptoms (ac-

cularly, the advancement of pediatric cancer care has

cording to the definition of American Academy of Pedi-

been outstanding: The relative survival rate of pediatric

atrics). The World Health Organization emphasized that

cancer for 5 years increased from 54% in the 1990s to

guaranteeing the right to receive high quality PPC with

80% in 2012; and the relative survival rate for 10 years

no limitations to such factors as age, diagnosis, place,

also increased from 52% in the 1990s to 71% in 2007 [1].

and so forth is essential to ensure health-related human

Despite such advancement in the field of pediatric can-

rights of children and adolescents [3].

cer care, however, the prognosis of certain types of pe-

As PPC reflects characteristics of children and adoles-

diatric cancer remains extremely unfavorable. In addi-

cents, it has the differences from palliative care for

tion, patients and families face physical, psychosocial,

adults: While adult palliative care is mainly for cancer

and spiritual challenges due to complications as well as

patients, children with a wide range of conditions could
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benefit from palliative care. In 1997, one U.K. associa-

of whom (12,515) died from CCC [6].

tion of pediatric palliative care classified pediatric dis-

The trajectory of serious diseases in the child and ado-

eases requiring palliative care as in the table below

lescent period is different from one another and the

(Table 1) [4]. The complex chronic condition (CCC), an-

number of patients with each disease is very small. Pa-

other category of finding children in deed of palliative,

rents often struggle with difficult decisions as they go

is defined as any medical condition that can be reason-

through uncertain situations. Therefore, it is important

ably expected to last at least 12 months (unless death in-

to provide open and honest information and guide pa-

tervenes) and to involve either several different organ

tients and families to find and fulfil their goal of care at

systems or 1 organ system severely enough to require

each step; seeking a cure, extending the life through in-

specialty pediatric care, and probably some period of

tensive care; and focusing on alleviating symptoms [7].

hospitalization in a tertiary care center [5]. According to

When such decisions are to be made, factors as patient

ICD codes, there are 10 CCC categories: nervous and

symptoms, quality of life of a patient and their family,

neuromuscular system disease, respiratory system dis-

and disease prognosis are taken into consideration. As

ease, renal and urinary system disease, gastrointestinal

children and adolescents are in a stage of physical, men-

system disease, blood and immune system disease, meta-

tal, and social development, a customized approach

bolic disease, inherent and hereditary disease, malignant

needs to be adopted in consideration of their devel-

disease, and premature and neonatal diseases.

opmental states. As patients are minors, most decisions

Fifty-five percent of deaths among children and ado-

are made mainly by parents but importance of collabo-

lescents occur in infancy, and 2/3 of infant deaths occur

rative communication with children should not be un-

in the neonatal period. Major causes of infant deaths are

derestimated.

related to congenital malformation, chromosome aberration, premature birth, and so forth. Major causes of death

Essential Elements of Palliative Care

among children include cardiovascular disease, inherent/
genetic disease, respiratory disease, neuromuscular dis-

Palliative care is an approach that improves the qual-

ease, and so forth. In one previous study conducted in

ity of life of patients and their families facing the prob-

Korea regarding the population in need of palliative care,

lem associated with life-threatening illness, through the

the number of children and adolescents under 20 who

prevention and relief of suffering by means of early iden-

died in Korea between 2005 and 2014 was 36,808, 34%

tification and impeccable assessment and treatment of

Table 1. Categories of life-limiting and life-threatening conditions
Category
1

2

3

4
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Examples
Life-threatening conditions for which curative treatment is
feasible but can fail. Where access to palliative care services
may be necessary when treatment fails or during an acute
crisis, irrespective of the duration of that threat to life
Conditions where premature death is inevitable, where there
may be long periods of intensive treatment aimed at
prolonging life and allowing participation in normal activities
Progressive conditions without curative treatment options,
where treatment is exclusively palliative and may commonly
extend over many years
Irreversible but non-progressive conditions causing severe
disability leading to susceptibility to health complications
and likelihood of premature death

Cancer, irreversible organ failures of heart, liver,
kidney

Cystic fibrosis, Duchenne muscular dystrophy

Batten disaese, mucopolysaccharidoses

Severe cerebral palsy, multiple disabilities such as
following brain or spinal cord injury, complex health
care needs and a high risk of an unpredictable
life-threatening event or episode
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pain and other problems, physical, psychosocial, and
spiritual [8]. The following are specific aspects that need
to be taken care of in palliative care for children and
adolescents [9]:
1) Physical matters
ㆍ To examine pain and symptoms;
ㆍ To discuss and establish plans for drug or non-drug
treatment;
ㆍ To decide and prepare medicines to be used at
home after discharge from the hospital if applicable;
2) Psychosocial matters

can think about the meaning and purpose of life.
4) Discussion on advance care plans
ㆍ To check individuals who need to participate in decision-making; include major decision-makers in discussion; and facilitate discussion among family members;
ㆍ To provide the patient and family with information
on the current condition of disease so that they can understand it properly.
ㆍ To coordinate opinions among medical teams and
deliver their opinions in accord to the patient and family
if it is a complicated medical situation that should involve more than one medical team;

ㆍ To check fear and anxiety that the patient and fam-

ㆍ To examine the impact of the disease on the quality

ily feel; assure that they will never be abandoned what-

of life, various functions, and activity of the patient and

ever case it may be; and address worries of siblings and

to make plans accordingly;

other extended family members of the patient;
ㆍ To check how the patient and family communicate
and to discuss with them the treatment plan in line with
their dispositions;
ㆍ To communicate with the patient in consideration
of his/her communication level; discuss the matter of
death with the patient, if necessary, according to the patient’s developmental stage;
ㆍ To check past experiences regarding deaths or ac-

ㆍ To estimate the approximate period left before
death;
ㆍ To consult with the medical staff regarding goals
(complete recovery, uncertain results, pain alleviation)
being or to be provided and then to make decisions
through discussion with the family;
ㆍ To make plans for specific treatment methods and
measures in consideration of changes in the disease
state; and

cidents and consider them in making plans; if necessary,

ㆍ To make plans regarding physical changes and

to consult with a psychiatrist or a specialist at a psycho-

symptoms in the end of life; to share emergency contacts

logical assistance center; and

in case of death at home.

ㆍ To discuss and plan how to support the family after
the patient’s death if the likelihood of death is high.
3) Spiritual matters
ㆍ To examine spiritual conditions of the patient and

5) Practical matters
ㆍ To share with the medical staff treatment plans including goals of treatment, advance care plans, and so
forth;

family; Spirituality is a comprehensive concept that in-

ㆍ To check the place of treatment that the patient

cludes not only prayer or religious thoughts of the pa-

and family prefer and make arrangements so that the pa-

tient and family but also their hopes and dreams, mean-

tient can stay at the preferred place;

ings of life, valuation, thoughts about death and the state
after death, and so forth.
ㆍ If the patient and family want, it may be helpful to
explain the patient’s condition to a spiritual care provider on whom the patient relies.
ㆍ Assistance needs to be provided so that the patient

Clin Pediatr Hematol Oncol

ㆍ To make plans regarding the place of death, procedures to be taken in case of death, contact information,
and so forth;
ㆍ Education and instructions on relevant institutions
such as the patient’s school;
ㆍ To prepare for situations that may occur to the pa-
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tient (plans for medical devices, home care service, etc.);

that will focus on helping the patient have a comfortable

and

time on the eve of death. If a palliative care team is in-

ㆍ To assess socioeconomic burdens and to coordinate

troduced late, the patient and family may have to bear

resources in need such as social welfare service and eco-

a significant psychological burden since they need to

nomic consultation.

form a new relation with the medical team while already
going through emotional difficulty. If possible, it is vital

Communication with the Child or
Adolescent Patient and Family

for the existing medical staff to take the lead of general
care plans continually in cooperation with the palliative
care team. Even if the patient is transferred to another

Although it is well known that a patient with life-

medical center and meets a new team, the previous and

threatening condition needs palliative care, introducing

present medical centers need to communicate contin-

palliative care services to a patient in actual clinical set-

ually so that the care plan does not discontinue.

tings is a challenge to both the treatment team and the

In the process of treatment, it is essential to thor-

palliative care team. In this regard, it is important to re-

oughly understand the goals of treatment that the patient

member that palliative care is not to prepare for the mo-

and family keep in mind and communicate with them

ment of death. The proper timing of introducing a pallia-

continually regarding both benefits and burdens of the

tive care to a patient and family may be different de-

treatment process. This is called advance care planning,

pending on the situation. First, palliative care may be in-

and it includes not only life-sustaining treatment but also

troduced upon a diagnosis or at a time as early as possi-

comprehensive discussion on goals and directions of

ble as part of various teams necessary for the patient. Its

treatment based on the current medical state and values

major roles such as pain and symptom control and pre-

of the patient’s family. One aspect to be noted in con-

serving quality of life may be explained. Second, a pallia-

versations with the parents of a child or adolescent pa-

tive care team may be introduced if the likelihood of

tient for decision-making is that the parents may con-

complete recovery is decreasing due to disease deterio-

tinue talking about the possibility of complete recovery

ration, complication, and so forth. In this case, the pa-

even if they understand and admit the worsening prog-

tient and family can be helped to consider important val-

nosis of the patient. If the parents’ talking about the pos-

ues to them or a way of alleviating symptoms while con-

sibility of complete recovery is understood as a denial

tinuing the treatment for complete recovery. If the medi-

and explanation on the worsening prognosis is given

cal staff introduces a palliative care team in this case,

continually, it might be difficult to continue the com-

the following sentences may be used:

munication. Since the parents’ expectation and hope regarding the disease progress change continually, it is vi-

“In view of the treatment to be provided, we would like

tal to understand that process.

to introduce a team that will assist us with the medical

In conversations with a patient and his/her family,

care of ○○ (patient’s name). This team will put forth ev-

nonverbal communication is as important as verbal one.

ery effort to grasp and address various unpleasant symp-

If possible, empathy needs to be expressed with eye con-

toms, worries, and pains that may occur in the continued

tacts, appropriate facial looks, nodding, and so forth. If

process of treatment. It is called as a palliative care team.

a patient or family member is seated in a ward, it is rec-

This team will assist us so that we can focus on the treat-

ommended to ask if it would be fine to seat and talk be-

ment of ○○.”

side him or her, rather than standing while talking. Since
not only the medical staff but also a patient or family can

Finally, if a treatment for complete recovery seems im-

relate their thoughts with nonverbal expressions, atten-

possible, palliative care may be introduced as a hospice

tion must be paid to them. If they keep averting the gaze
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or casting glances during a conversation or keeps a dis-

ropathic pain control in child and adolescent patients

tance from the medical staff, it may indicate that they

with cancer has yet to be established, a gradual approach

are stressed out. In such a case, it is recommended to

in steps may be utilized [11]. Additionally, an integrated

directly ask them if they feel uncomfortable and it would

approach including rehabilitation and non-drug treat-

be better to meet later.

ment needs to be included in that process of care.
Experiencing difficulty in breathing due to a tumor ex-

Pain and Symptom Control

panded to the lungs, complications after treatment, associated infections, and so forth causes a patient to fear.

Pain is a major cause that lowers the quality of life

In addition to a drug therapy that facilitates oxygen sup-

among child and adolescent patients with serious disease

ply and controls symptoms of underlying problems, using

[10]. According to many studies, a lot of child and ado-

narcotic analgesics (opioids) and benzodiazepines may

lescent patients are not provided with appropriate pain

be considered. Since other symptoms such as anxiety,

controlling care by the end of their life. If pain or symp-

depression, and sleep disorder may be involved, it is nec-

toms are not controlled properly, the life of quality not

essary to apply medications and other non-drug thera-

only of the patient but also of family members can be

pies in consideration of such symptoms and interactions

affected significantly. It is of great importance, there-

with medications being currently used.

fore, to assess and control pain of children.
The principle of assessing and treating pain among

Care for the Time of Death and Bereavement

child and adolescent patients is not significantly different
from those in adult patients (Table 2). In the case of chil-

When the likelihood of death within months is high,

dren and adolescents, however, it is vital to recognize

patients and family members want to share time to-

patients’ expressions in line with the developmental

gether. It is important to talk sufficiently with patients

stage and assess pain comprehensively in consideration

and parents about where and how they want to spend the

of sleep conditions and emotional changes and in close

time before the child’s death, and the palliative care

communication with the parents. Neuropathic pain is

team needs to find and suggest feasible methods to help

quite common among child and adolescent patients, but

them. In some cases, families intend to stay with the pa-

it is known that such pain is often neglected or not prop-

tient at the last moment at home but later return to the

erly treated by the medical staff. While the basis for neu-

hospital when the moment is very near due to the overwhelming feelings. As this response is quite under-

Table 2 Starting dose of opioids in children aged 1-12 years
Medication
Morphine

Route
Oral

IV/SC

Oxycodone

IV infusion
Oral

Fentanyl

IV
IV infusion
Hydromorphone Oral
IV

Clin Pediatr Hematol Oncol

Dosage
1-2 years: 0.2-0.4 mg/kg q4 hr
2-12 years: 0.2-0.5 mg/kg q4 hr
(max 5 mg/dose)
1-2 years: 0.1 mg/kg q6 hr
2-12 years: 0.1-0.2 mg/kg q4 hr
(max 2.5 mg/dose)
0.02-0.03 mg/kg/hr
0.125-0.2 mg/kg q4 hr
(max 5 mg/dose)
1-2 µg/kg, every 0.5-1 hr
1 µg/kg/hr
0.03-0.08 mg/kg q3-4 hr
(max 2 mg/dose)
0.015 mg/kg q3-6 hr

standable, it should be avoided to make the family feel
as if they fail.
It is vital to explain common steps of a dying process
to the parents in advance and to check what they want
to know. In most cases, physical changes occur gradually
in sequence, and the medical staff needs to help the parent accept these as a natural process of death. It is recommendable to explain the meanings of symptoms that
may occur in a dying process and how to control them.
If a family decides to spend the time before death together with the child at home, it will be of great help for
an experienced expert who has established a trust relationship with the family to be available 24 hours a day
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and provide physical and emotional counseling. If a doctor or home health aide visits the patient’s home to
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