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Introduction

Pallium, which means cloak in Latin, is where the word
“palliative” originates. Palliative care seeks to minimize dis-
comfort and alleviate the patient’s suffering even when cura-
tive therapies are no longer an option. Palliative care of
children (PCC) is a philosophy and a structured approach for
providing tailored care to children suffering from life-threat-
ening diseases and their family members. PCC strives to
improve the “quality of life” of child/family, avoid or lessen
pain, improvefunctioning, andofferopportunities forpersonal
and spiritual development.”1 “Palliative Care of children is the

active total care of the child’s body, mind and spirit, and also
involves giving support to the family (WHO 1998).”2 It starts
with the diagnosis of illness and continues throughout the
illness, irrespective of the prognosis. Even after the patient’s
death bereavement support is extended to the family.

Palliative care should be integrated into the care of any
child suffering from a condition that can potentially shorten
the patient’s life, such as cancers and congenital heart
disease (life-limiting conditions) or suffering from a severe
condition that could cause death (life-threatening condi-
tions). Patients with the following conditions can be benefit-
ed from palliative care.3

Keywords

► bereavement care
► children
► end of life care
► nursing
► palliative care

Abstract Introduction Palliative care of children (PCC) is a philosophical and a structured
approach to providing tailored care to children with life-threatening diseases. Under-
standing the role of nurses and empowering them to take up the role of palliative care
nurse are imperative to strengthen these services and make the palliative care services
more accessible to the patients.
Method The literature search was done in two database, PubMed and Scopus, using
keyword and Medical Subject Headings (MeSH) terms such as children, palliative care,
end of life, hospice, bereavement, and nursing. Records were screened by authors and
relevant articles were included in the review.
Discussion PCC should start with the diagnosis of the illness continue through all the
phases of illness. Bereavement support to the family is also a part of palliative care.
Nurses are in a key position to play important role in the PCC team. Nurses play various
roles such as direct care provider, communicator, patient advocate, respite nurse, and
counselor.
Conclusion PCC is aimed to improve the quality of life of the child and family. It is
crucial to achieving universal health coverage. Role of nurse is vital in providing PCC.
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• Diseases such as cancer and congenital heart diseases.
• Chronic progressive diseases
• Progressive diseases which are not curable
• Nonprogressive irreversible conditions with high chances

of disease-related complications.

Palliative care is delivered by a multidisciplinary team
including pediatrician, palliative care physician, medical
social service officer, physiotherapist, pharmacists, nursing
officers, dietician, and psychologist. However, it can be
provided in a resource-limited setting also. Nurses are es-
sential part of PCC team.4 They are positioned to assess and
identify symptoms at first instance, deliver therapeutic care,
coordinate with the healthcare team, effectively communi-
cate, and serve as a patient advocate. Understanding the role
of nurses and empowering them to take up the role of PC
nurse is imperative to strengthening these services and
making them more accessible. Nursing interventions are
emerging through research. Researchers are exploring new
ways to help the patients and their family members. It is the
need of hour to synthesize the evidence-based nursing
interventions relevant to pediatric palliative care. Therefore,
this review was undertaken with the objective to find out
emerging role of nurses in palliative care services for children
affected with life-limiting/life-threatening illnesses and its
implications for nursing sciences.

Methods

The articles were searched in two databases, PubMed and
Scopus, using keywords and Medical Subject Headings
(MeSH) terms combined with Boolean operators 1. (“Pallia-
tive care” OR “hospice care” OR “End of life care” OR
“Bereavement Care”) 2. (Child OR Children OR Pediatric�

OR Pediatric�) 3. (“Nursing care OR “Nursing perspective”
OR “Role of Nurse” OR “Nursing Responsibilit�”) 4. (1 AND 2
AND 3). Only the articles published between Jan 2011 and
Feb 2023 were included. Following criteria were used to
select studies.

Inclusion Criteria

• Original research and review articles reported role of
nurses in providing palliative care services to the children

• Published in English language
• Full text retrievable were included.

Exclusion Criteria

• Editorial, protocols, conference reports, and abstracts.
• Articles dealing with perinatal and neonatal palliative

care.

Results

A total of 503 article retrieved on searching both the data-
bases. Search results were exported to Zotero, and duplicates
were removed. Two authors (US and RG) screened the title

and abstract independently. A total of 105 articles were
shortlisted for full-text review based on the inclusion and
exclusion criteria. Full texts for the articles were retrieved,
and three authors (US, JS, and RG) evaluated the articles for
relevance to the review. A total of 23 relevant articles were
included in the final review (►Fig. 1).

Discussion

The findings of selected articles were synthesized to under-
stand the nursing perspective, the role of nurses in the
children’s palliative care and its implications for nursing
sciences

Conceptual Understating of Palliative Care

For many decades, the meaning of the term palliative care
has been negatively connoted with hospice or end-of-life
care.5 Patients are offered palliative care services relatively
late in the course of illness, even though it is now universally
acknowledged as an essential component of effective care of
children suffering from life-limiting diseases. Palliative care
services were sought when curative options were exhausted
or very limited.6,7

But palliative care should start concurrently with the
disease-modifying treatment and continue regardless of
the intent of treatment and stage of the disease. If the disease
progresses, the palliative care takes over and continues till
the patient’s death and beyond by providing bereavement
support to the family. Implementing a concurrent caremodel
requires a unified commitment to objectives focused on
treatment and life-prolongation strategies and an equal

Fig. 1 Preferred Reporting Items for Systematic Reviews and Meta-
Analysis (PRISMA) chart.
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dedication to symptom treatment and pain reduction.2,8 The
nurses can play important role in every phase of palliative
care.

Goals of Palliative Care of Children

Goals of PPC are to alleviate suffering and optimize the
quality of life of children affected with life-limiting/life-
threatening illnesses and their families. It focuses on the
physical, psychosocial, and spiritual needs of the child and
the family. It is initiated at diagnosis of a life-limiting illness
and must continue all through the illness. Bereaved family is
supported after child’s death.9

Provision of Palliative Care Services for
Children

Palliative care services for children can be provided in any
setting such as a hospital, daycare center, community, and
home. Palliative care for the majority of children suffering
from life-threatening illnesses can be provided by a health-
care provider with a basic or intermediate level of training.
Specialists in other fields, such as pediatrics, oncology, and
intensive care, can provide palliative care with an interme-
diate level of training in palliative care and can integrate it
with their usual practice. Children with complex symptoms
and problems may require the intervention of a specialist in
palliative care who leads the palliative care interdisciplinary
team.9

Difference between Palliative Care of Adults
and Children

The aim of palliative care for both adults and children is to
improve the quality of life of patients/family members and
relieve the suffering of patients. Both follow same bioethical
principles, but we should remember that children are not
little adults. Involvement of palliative care services for
children should be relatively earlier compared to adult
patients. Children require developmentally appropriate
care as per their physiological and psychological maturity.
They have special needs and respond differently to the
disease and its treatment. Children are generally dependent
on their parents or caregivers. Communicating with children
also requires a unique set of skills as per their level of
understanding. The role of family is much more while caring
for the children. It is essential to proactively engage the
family members in the care of child and provide respite care
to parents/family members as required. Therefore, it is
crucial to recognize the difference between adult and child-
ren’s palliative care and provide the care accordingly.10

Role of Nurses in Palliative Care of
Children

The role of nurses in the PCC is multifaceted. They play
variety of roles, such as direct care provider, communicator,
patient advocate, respite nurse, and counsellor (►Fig. 2).

Assessing the need of care:Nurses spendmaximum time
with the patient and are in a vital position to determine the
care requirements of the patient and family. Head-to-toe
physical examination and psychosocial evaluation are re-
quired to establish the need of care.

Setting goals of care: Nurses should set realistic goals of
care as per the patient’s prognosis and have discussions with
parents and family members. Nurses should guide the pa-
tient and family in setting the goals of care. Physical, psycho-
social, and spiritual domain of care should be considered for
setting up the goals.11–13

Prevention and relief from physical symptoms: Pain
and other symptoms should be assessed and managed
promptly. Unrelieved pain and other symptoms may deter
the quality of life of the patient. Pain should be assessed and
reassessed using age-appropriate tools (e.g., faces pain
scale, numeric rating scale). Pain management should be
based on the World Health Organization (WHO) ladder.
Nonpharmacological interventions such as massage, dis-
traction, and guided imagery, may also be helpful. Other
symptoms, such as fatigue, nausea, vomiting, loose stools,
constipation, should be appropriately managed to reduce
the physical distress of the child. It will help to improve the
quality of life of the child and family. Parents and family
members should also be empowered to self-manage the
symptoms.3,4

Managing psychosocial issue: Nurses should honestly
address the fears and concerns of the child and family. Their
care preferences should be respected. Parents should be
empowered to care for their children through the health
education and information. They can be introduced to self-
help groups to get social support. Nurses can guide them to
contact medial social welfare officers to get the financial
assistance from the government agencies and nongovern-
ment organizations (NGOs).4,14

Fig. 2 Role of nurses in palliative care of children.
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Respecting cultural and religious belief: It is important
to consider assessing religious beliefs, customs, or food
habits to prevent conflict. Sometimes healthcare providers
cannot understand the parent’s perspective due to language
barriers and cultural differences. Nurses should get an in-
sight into the culture of parents and family and undergo
training to understand the cultural perspective of the com-
munity they are serving. Parents and family should be
involved in decision-making and culturally sensitive care
should be provided. Nurses should provide psychological and
spiritual support to the patient and the familymembers.15,16

Effective communication: Good communication is a
therapeutic instrument that is required to demonstrate
affection, attention, and sensitivity toward children affected
by life-threatening illness and their family members. The
nurses should adopt developmentally appropriate strategies
while communicating with the children. The nurses should
establish an agreement about the time. The playwaymethod
can be used to engage the child and explore the need.Medical
information can be communicated as per the level of devel-
opment of the child. We should be empathetic and should
encourage the child to express his/her feelings.17,18

Respite care: Respite care is giving a break to the care-
givers (parents or family members) from the care responsi-
bilities of their sickchild. Respite care allows familymembers
to enjoy some simple pleasures and perform other important
family tasks. It can be provided in daycare centers or hospi-
tals or at home where a specially trained healthcare profes-
sional takes care of the child. Nurses can assume the role of
respite nurse to help family members to provide some relief
to the family.19,20

End of life care:Whennurses are informed about a child’s
imminent death, they should keep the child separate from
other children. Parents should be informed in a very empa-
thetic way. Maximize the comfort of the child by managing
pain or other symptoms promptly. Parents should be allowed
to stay with the child and interact more. Nurses should
educate and counsel the parents and family members to be
emotionally prepared for the expected condition. News of
death to the parents/ family should be given in a calm and
quite manner, assuring the parents that the health team
provided the child with the best possible treatment and care.
Religious and cultural belief of the parents and family should
be respected while caring for the child after death.21

Bereavement support: The death of a child is one of the
most traumatic experience, and bereavement continues for
a lifetime. Healthcare professionals, particularly nurses,
may help to parents/family and siblings by providing
them with robust and tailored bereavement support. Sev-
eral strategies are used to provide bereavement support,
including follow-up over telephone, house visits, personal
visits, cards, legacy creation, self-help initiatives, and family
counselling.4,22

Implications for Nursing Science

PCC has numerous implications for nursing practice, nursing
education, and nursing research (►Fig. 3).

Nursing Practice

The nurses are in an ideal position to help the patient and
caregivers in setting care goals for the child and advocate
with the medical team to ensure that these goals are consis-
tently followed across all healthcare services. This may be a
new role for advanced practice registered nurses. Efficient
palliative care strives tominimize the physical, psychosocial,
and spiritual distress inflicted by life-limiting conditions.
Nursing care for children requiring palliative care should be
focused on the principles of humanization. There should be
connect between care and emotions of patients. Nurses
should try to form a nurse-child-family bond. The nurses
are having pivotal role in recognizing different types of
suffering, advocating for providing appropriate treatment,
and evaluating the effectiveness of such treatments. Nurses
should bust the myth and misconception of family members
regarding palliative care. Support from NGOs and other
community organization may help bridge the care gap
between hospitals and homes. Nurses can be instrumental
in educating the familymembers about available community
resources.23–25

Nursing Education

Palliative care nursing holds a specific role in the pediatric
patients with life-limiting illness but it is not adequately
covered in the nursing curriculum. Standardized education
and in-service training should be provided to serving nurses
to equip themwith required knowledge and competencies.26

In addition, professional schools must commit to the

Fig. 3 Implication for nursing sciences.
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integration of palliative and end-of-life education into the
curriculum.27,28

Nursing Research

The dearth of research in this field is a result of an absence of
attention to the needs of children with life-limiting illnesses
and their caregivers. This lack of research is surprising, given
the global impact of life limiting diseases. The evolution of
PCC must take into account medical, psychosocial, and
spiritual requirements of child and family; hence, new
research is required to establish the best evidence to cater
for this population. This highlights a need for further re-
search on this important area. Nurse researchers should
conduct more studies to better understand how to improve
the quality of life and lessen discomfort for these susceptible
kids and their familymembers who are at a significant riskof
unfavorable outcomes.23–25

Conclusion

PCC is a broad multidisciplinary approach that starts with
the diagnosis of illness and continues throughout the illness,
irrespective of the prognosis. Its objective is to enhance the
child’s and family’s quality of life. Nurses must understand
their role in the PCC and distinguish it from hospice and end-
of-life care. A nurse’s perspective as a part of a multidisci-
plinary treatment team is distinct, because of their training
in holistic patient care. They act as direct care provider,
communicator, patient advocate, respite nurse, counselor
etc. PCC should be adequately incorporated into the nursing
curriculum, and standardized education and in-service
training should be provided to serving nurses to equip
them with required knowledge and competencies. Nurse
researchers should be encouraged to conduct studies to
generate evidence-based nursing interventions to help the
children requiring palliative care and their family members.
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