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Abstract:

Background:

Providing care for children with a terminal illness is a great challenge for nurses and might be very complex. Several roles can be performed while
providing nursing care.

Objective:

The  aim of  this  study  was  to  identify  the  roles  of  nurses  in  providing  nursing  care  to  children  with  terminal  illness  and  explore  the  nurse's
perspective on how they perform their role in caring for children with terminal illness.

Methods:

This research was conducted qualitatively with a content analysis approach. In-depth interviews with 8 nurses and focus group discussion with 7
nurses were the data collection methods used in this study. The sampling technique in this research is purposive sampling with inclusion criteria for
nurses who were willing to participate in this research with a minimum education of diploma degree in nursing, and having at least 3 years of
working experience in the pediatric ward.

Results:

Based on the nurses’ perspectives, their role as a communicator, counselor, collaborator, advocator, educator, and also as care provider make them
an information broker for children with terminal illnesses and their families.

Conclusion:

In conclusion, while performing the roles, nurses must have good communication skills and knowledge related to the condition of the child as well
as the ability to work with other healthcare teams with the purpose of providing holistic and comprehensive care for children with a terminal
illness.

Keywords: Children, Information broker, Nurse’s role, Terminal illness, Communicator, Counselor, Collaborator, Advocator, Educator.

Article History Received: July 06, 2020 Revised: November 23, 2020 Accepted: November 30, 2020

1. INTRODUCTION
Nurses face a great challenge while providing the best care

for  children  with  terminal  illness  and  families  to  fulfill  their
physical, psychological, spiritual, and emotional needs in the
course of an uncertain and even long-lasting illness [1]. Nurses
may be the first to meet with children and families and spend
more time than other health  workers [2].  End-of-life  care  for
pediatric is holistic care intending to improve the quality of life
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despite  the  prognosis  [3].  Although  the  child  has  been
diagnosed with an incurable illness, nursing care must remain
active to maintain the child's comfort as well as maintain the
quality  of  life  of  the  child  in  order  to  grow  as  optimally  as
possible.

Nurses play an important role in caring for the child who is
dying and his/her family. Providing care for a dying child is a
multidisciplinary and family-centered process. Nurses should
acknowledge the physiological, emotional, and spiritual needs
of the child and the family during this difficult time. Children
show different responses to the imminent process of dying and
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death, depending on their level of development [2].

According to American Nurses Association (ANA) (2016),
nurses  are  obliged  to  provide  comprehensive  and
compassionate  care  for  dying  children,  recognize  when  the
child  is  about  to  take  his/her  last  breath  and  deliver  the
information to the family [4]. The primary responsibility of a
nurse  is  to  provide  nursing  care  to  children  and  families.
Nurses should cooperate with family members to identify their
goals and needs, and plan the most appropriate interventions to
address the problem [1].

Nurses  perform  several  roles  when  they  provide  care  to
clients  and  often  carry  out  these  roles  concurrently,  not
exclusively [5].  The roles of nurses,  among others,  are as an
advocate, health care provider, communicator, member of the
team,  educator  and  leader  [6].  Providing  interventions  to
reduce suffering and improve quality of life at each and every
stage of the illness is the focus of palliative care in children and
a  multidisciplinary  team  is  the  most  effective  for  treatments
like  this  [7].  In  a  team,  nurses  enact  an  essential  role  by
recognizing  symptoms,  coordinating  care,  and  facilitating
communication  [7].

Providing end-of-life care for pediatric patients and their
families is a privilege and also a challenge for nurses. Helping
patients at the end of their life enables nurses to apply many of
the technical skills and mental health skills learned throughout
the nursing program [6]. A nurse can help parents by providing
detailed information about what will happen if the supportive
equipment is removed, ensuring that the pain medication given
is appropriate for relieving pain during the dying process, and
allowing  parents  to  be  with  their  child  and  talk  to  him/her
before the release of  the device.  It  is  important  for  nurses to
attempt  to  control  the  environment  by  providing  privacy,
asking them if they want to listen to the music, dim the lights
and  turn  down  the  sound  of  the  monitors,  and  organize  the
religious or cultural rituals that the family might want to do [1].

Nurses  often  perform  multiple  roles  simultaneously.
Similarly, when a nurse cares for a child with a terminal illness
,  the  roles  needed at  any  given  time depend on  the  patient’s
needs  and a  particular  situation [5].  While  caring for  a  child
with a terminal illness,  nurses go through many experiences;
one of them is related to decision-making. Making end-of-life
decisions often involves ethical dilemmas for children, families
and other health care teams [2]. The vagueness of the role of
health professionals can be a difficult factor in decision making
at the patient's end of life [8]. Furthermore, collaboration must
be carried out by nurses with other health care teams to ensure
optimal management of symptoms and to provide support for
patients and families [4]. This study was conducted to identify
the roles of nurses in providing nursing care to children with a
terminal  illness  and explore  the  nurses’  perspectives  on how
they perform their role in caring for terminally ill children.

2. MATERIALS AND METHODS

2.1. Study Design

A  qualitative  research  design  with  a  content  analysis
approach  is  used  in  this  study  to  explore  the  nurses’
perspectives  on  how  they  perform  their  role  in  caring  for

children  with  terminal  illnesses.

2.2. Setting and Participants

Purposive  sampling  is  a  sampling  technique  used  in  this
study. Focusing on certain attributes of a population of concern
will provide the best answers to research questions which is the
main objective of this technique [9]. Nurses with a minimum
education of diploma degree in nursing, willing to be involved
and  participate,  and  have  experience  of  at  least  3  years  of
working in the pediatric ward, were eligible for this research.
In  this  hospital,  there  is  a  trend  for  nurse  rotation;  hence  by
determining the  years  of  experience  of  care  for  children,  the
quality of nursing can be assessed. Clinical nursing expertise
relates to the nurses’ education level and years of experience
[10].  Fifteen  nurses  participated  in  this  study  who  were
representatives  of  the  pediatric  surgical  ward,  the  internal
disease pediatric ward, the pediatric intensive care unit (PICU),
and the neonatal intensive care unit (NICU).

2.3. Ethical Consideration

This  study  adheres  to  ethical  principles  of  beneficence,
autonomy, justice, do no harm and protection for the rights of
individuals involved in this study and approved by the ethical
committee  on  health  research  RSUP  Dr.  Hasan  Sadikin
Bandung  with  approval  number  LB.04.01/A05/EC/191/VII/
2017.

2.4. Data Collection

In  this  study,  qualitative  research  data  were  based  on
information  obtained  from  the  participants  regarding  how
nurses  performed  their  role  in  caring  for  children  with  a
terminal illness. Once ethical approval was obtained from the
ethics  committee  and  the  researcher  obtained  permission,
respondents  were  sought  in  accordance  with  the  inclusion
criteria  and  informed  consent  was  taken.

Focus  group  discussion  (FGD)  and  in-depth  interviews
were  conducted  from  August  to  November  2017.  FGD  was
conducted  for  60  min,  and  in-depth  interviews  with  nurses
were  performed  for  30-60  min.  Through  this  technique,
researchers  gained  information  about  how  nurses  performed
their roles in providing care for children with a terminal illness.
Qualitative research instruments were used in this study, with
researchers  as  the  main  instrument.  Interview  results  were
recorded  and  the  next  process  was  transcribing  the  data
obtained from the interviews. A chronological note was made
to describe any extraordinary event during the interview.

2.5. Data Analysis

Content analysis was used to conduct data analysis in this
study. Data collection was carried out simultaneously with data
analysis.  The  information  obtained  was  arranged  into  the
meaning unit to be coded and categories were created based on
the tendency and patterns of words used in connection and also
structural  discourse.  The  codes  were  then  grouped  and  a
general description of the research topic was written. The last
phase reports the analysis process and presents the results [11 -
13].
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The validity of this study is based on several criteria, such
as credibility, transferability, dependability, and confirmability.
The data collected were relayed back to the respondents to get
the views of the respondents regarding the interpretation of the
data. The respondents were representative of various pediatric
wards.  During  the  data  collection  process,  the  data  analysis
included  researchers  outside  the  team  who  examined  the
process and also examined the interpretation of the data and the
conclusions whether it was supported by the data. The research
team conducted a review of the data independently, then held
discussions on the findings and reached an agreement [14 - 16].

3. RESULTS
Fifteen  nurses  participated  with  a  minimum  bachelor's

degree,  aged  25-45  years  and  having  the  clinical  nursing
experience  of  5-20  years  for  pediatric  patients  (Table  1).

The  results  of  the  data  analysis  propose  that  the  nurses
perform the following roles in providing care for children with
a terminal illness, and while performing these roles, they play
the role of an information broker for a patient/family and the
physician and also for the other health care providers.

Table 1. An analysis schedule.

Meaning Unit Subcategories Categories Main
Category

Sometimes doctors give only a cursory explanation, we repeat it again
(R1)

Repeating the explanation that the doctor has
submitted until the family can understand and

accept the condition of the child.

Communicator Nurse as an
information

broker
As a communicator between the doctor and the mother, we help to
convey the opinions of the mother and also the child. We help to

explain (R10)

Clarifying the information that has already
been submitted by the doctor.

So, we explain also to the patient's family. Translating back what the
doctors say, with the language they can understand (R12)

Becoming a supporting factor in the
explanation that has already been delivered

by the doctor.
Translating what the doctor has explained in

a language that is easily understood by
parents and children.

Sometimes the nurse goes with the doctor while explaining the terminal
patient, the nurse is with the doctor to help to calm the family (R15).

Nurses overcome parents' anxiety by
providing information

Counselor.

Nurses help to calm the family when the
condition of the terminal disease of their
child is communicated to them in detail.

There are times when the doctors are more theoretical, not touching the
heart. We as a nurse should be more touching, even though speaking

overtly, as it is, but the family understands. We clarify, repeat, and ask
again whether the family has already understood or not about what has

been said by the doctor (R14).

Nurses provide motivation to families when
families receive any bad news related to the

condition of the child.
Nurses communicate with empathy and

sympathy, ensuring family satisfaction in
receiving information so that the family is
able to accept the terminal condition of the

child.
This patient has cancer and we have done all the interventions and the
treatments, … the treatment is only for supportive. Well, on the other
side, if the patient is hospitalized continuously it will cause another
infection, Meanwhile, if treated at home, he can sleep quite well and

enjoy a peaceful life (R8).

Nurses prevent patients from being infected
with any infection during their stay in the

hospital.

Collaborator Nurse as an
information

broker.

If the patient should be in rehabilitation, we should communicate with
the doctor in charge (R10).

Arrange nutrition and rehabilitation programs
for patients by communicating the patient’s

needs to other health care teams such as other
nurses, doctors, nutritionists, administration,

and pharmacy.
Everything is related, we cannot stand alone, so in providing service,
we have to collaborate well with fellow nurses, doctors, nutritionists,

administration, and also pharmacy. We have to communicate well about
the needs of patients to the team (R11).

-
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Meaning Unit Subcategories Categories Main
Category

Sometimes the doctors just collect the blood. Patients and parents will
be more courageous to express a rejection of an intervention to us,

nurses. For example, regarding collecting of blood in the femoral, for
the examination of BGA. The doctors sometimes just collect the blood

just like that. We, nurses, convey to the doctor related to the rejection of
the intervention and provide the opportunity for the doctor to make

informed consent first (R12).

Nurses help the patients convey a rejection of
doctor’s treatment or the life support tool.

Advocator. Nurse as an
information

broker.

“This patient has cancer and we have done all the interventions and the
treatments, so if according to the doctor there is no more option, but the

patient is still able to communicate. … the treatment is only for
supportive. Well on the other side, if the patient is hospitalized

continuously it will cause another infection, Meanwhile, if treated at
home, he can sleep quite well and enjoy a peaceful life (R8).

Nurses help the family in making a decision
whether the child who is in terminal

condition will remain hospitalized or will be
treated at home.

Nurses prevent the patient from being a target
of any infection.

Nurses protect the patients’ right to die
peacefully and with dignity.

We provide information like what kind of touch that can help appease
the child; that's one of our roles as educator (R6).

Nurses provide health education to children
and parents and reiterate the doctor's

explanation about the treatment program.

Educator.

Parents will inevitably ask for an overview of the treatment program
that should be followed by the child, after being given an explanation

by the doctor (R2).
Providing insight that the child does not have to be in the hospital to get

the treatment. Children can also get home care (R8).
Nurses provide health education during

discharge for planning sustainable care at
home.Importance related discharge planning, about the nutrients,

recommendation on wearing a mask when going out of the house. If
necessary, the patient is not always too close to his friends; it is worried
that if the friend is having a cough and the patient is exposed to cough,

it will aggravate the illness (R10).
For example, the provision of medication or treatment, which should be

informed by the doctor in detail, about side effects, how therapy is
given, how it is administered and how long it will be given. Sometimes
the doctor is often busy, so the doctor just explained 'later the patient
will be given medicine, in the form of injection'. The doctor does not

explain the side effects, but parents approve it, even though they still do
not understand. Then parents become anxious, and their anxiety about it

becomes questions to the nurse, anxiety due to knowledge deficit and
uncertainty (R2).

Giving an explanation to the parents
regarding the care received by the child, the
examination procedures and medication that

must be followed as well as every progress of
the child's condition.

The rest is direct care or caregiver is obliged to use good
communication and provide detailed information when to conduct

nursing intervention (R6).

Provide direct care to patients with good
communication and provide detailed

information related to nursing interventions.

Care provider.

3.1. Nurse as a Communicator

Performing  the  role  of  a  communicator,  a  nurse’s  duties
include:  (1)  repeating  the  information  that  the  doctor  has
communicated  until  the  family  understand  and  accept  the
condition  of  the  child;  (2)  translating  what  the  doctor  has
explained in a language that is easily understood by parents and
children; (3) becoming a supporting factor in the explanation
that has already been delivered by the doctor; and (4) clarifying
the  information  that  has  already  been  communicated  by  the
doctor.  Some  respondent  statements  related  to  these
subcategories  are  as  follows:

“Sometimes  doctors  give  only  a  cursory  explanation,  we
repeat it again” (R1)

“As a communicator between the doctor and the mother,
we  help  to  convey  the  opinions  of  the  mother  and  also  the
child. We help to explain” (R10).

“So,  we  explain  also  to  the  patient's  family.  Translating
back  what  the  doctors  say,  with  the  language  they  can
understand”  (R12).

3.2. Nurse as Counselor

In  this  role,  there  are  several  subcategories  identified,
among  them:  (1)  nurses  overcome  parents'  anxiety  by
providing information; (2) nurses help to calm the family when
the  condition  of  the  terminal  disease  of  their  child  is
communicated to them in detail; (3) nurses provide motivation
to families when families receive any bad news related to the
condition  of  the  child;  and  (4)  nurses  communicate  with
empathy  and  sympathy,  ensuring  family  satisfaction  in
receiving information so that the family is able to accept the
terminal condition of the child. Some respondents’ statements
related to this subcategory are as follows:

“Sometimes  the  nurse  goes  with  the  doctor  while
explaining the terminal patient, the nurse is with the doctor to
help to calm the family” (R15).

“There are times when the doctors  are  more theoretical,
not touching the heart. We as a nurse should be more touching,
even  though  speaking  overtly,  as  it  is,  but  the  family
understands.  We  clarify,  repeat,  and  ask  again  whether  the
family has already understood or not about what has been said
by the doctor (R14).

(Table 1) contd.....
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3.3. Nurse as a Collaborator

In this role as a collaborator, nurses prevent patients from
being  infected  with  any  infection  during  their  stay  in  the
hospital,  arrange  nutrition  and  rehabilitation  programs  for
patients by communicating the patient’s needs to other health
care  teams  such  as  other  nurses,  doctors,  nutritionists,
administration, and pharmacy. Some respondents’ statements
related to this subcategory are as follows:

“This  patient  has  cancer  and  we  have  done  all  the
interventions and the treatments,  … the treatment is only for
supportive. Well on the other side, if the patient is hospitalized
continuously  it  will  cause  another  infection,  Meanwhile,  if
treated at home, he can sleep quite well and enjoy a peaceful
life” (R8).

“If  the  patient  should  be  in  rehabilitation,  we  should
communicate  with  the  doctor  in  charge”  (R10).

“Everything  is  related,  we  cannot  stand  alone,  so  in
providing  service,  we  have  to  collaborate  well  with  fellow
nurses,  doctors,  nutritionists,  administration,  and  also
pharmacy.  We have  to  communicate  well  about  the  needs  of
patients to the team” (R11).

3.4. Nurse as an Advocator

Following are the roles of nurses based on this category:
(1)  nurses  help  the  patients  convey  a  rejection  of  doctor’s
treatment or the life support tool; (2) nurses help the family in
making  a  decision  whether  the  child  who  is  in  terminal
condition will remain hospitalized or will be treated at home;
(3)  nurses  prevent  the  patient  from  being  a  target  of  any
infection;  and  (4)  nurses  protect  the  patients’  right  to  die
peacefully  and  with  dignity.  Some  respondents’  statements
related to this subcategory are as follows:

“Sometimes the doctors just collect the blood. Patients and
parents will be more courageous to express a rejection of an
intervention to us, nurses. For example, regarding collecting of
blood in the femoral, for the examination of BGA. The doctors
sometimes  just  collect  the  blood  just  like  that.  We,  nurses,
convey to the doctor related to the rejection of the intervention
and provide the opportunity for the doctor to make informed
consent first.” (R12).

“This  patient  has  cancer  and  we  have  done  all  the
interventions and the treatments, so if according to the doctor
there  is  no  more  option,  but  the  patient  is  still  able  to
communicate. … the treatment is only for supportive. Well on
the other side, if the patient is hospitalized continuously it will
cause another infection, Meanwhile, if treated at home, he can
sleep quite well and enjoy a peaceful life” (R8).

3.5. Nurse as an Educator

In this role, nurses provide health education to children and
parents  and  reiterate  the  doctor's  explanation  about  the
treatment  program;  nurses  provide  health  education  during
discharge for planning sustainable care at home; and giving an
explanation to the parents regarding the care received by the
child, the examination procedures and medication that must be
followed  as  well  as  every  progress  of  the  child's  condition.

Some respondents’ statements related to this subcategory are as
follows:

“We provide information like what kind of touch that can
help  appease  the  child;  that's  one  of  our  roles  as  educator”
(R6).

“Parents  will  inevitably  ask  for  an  overview  of  the
treatment program that should be followed by the child, after
being given an explanation by the doctor” (R2).

“Providing insight that the child does not have to be in the
hospital to get the treatment. Children can also get home care”
(R8).

“Importance  related  discharge  planning,  about  the
nutrients, recommendation on wearing a mask when going out
of the house. If necessary, the patient is not always too close to
his friends; it is worried that if the friend is having a cough and
the patient is exposed to cough, it will aggravate the illness”
(R10).

“For  example,  the  provision  of  medication  or  treatment,
which should be informed by the doctor in detail,  about side
effects, how therapy is given, how it is administered and how
long it will be given. Sometimes the doctor is often busy, so the
doctor just explained 'later the patient will be given medicine,
in the form of injection'. The doctor does not explain the side
effects,  but  parents  approve  it,  even  though  they  still  do  not
understand.  Then parents  become anxious,  and  their  anxiety
about  it  becomes  questions  to  the  nurse,  anxiety  due  to
knowledge  deficit  and  uncertainty.”  (R2).

3.6. Nurse as a Care Provider

In  this  role  (Fig.  1),  it  is  identified  that  nurses  provide
direct care to patients with good communication and provide
detailed  information  related  to  nursing  interventions.  Some
respondents’  statements  related  to  this  subcategory  are  as
follows:

“The rest is direct care or caregiver is obliged to use good
communication  and  provide  detailed  information  when  to
conduct  nursing  intervention”  (R6).

4. DISCUSSION

Based  on  the  results,  while  performing  their  roles  in
children’s  life  with  terminal  illnesses,  nurses  are  seen  as
informers. As identified when a nurse acts as a communicator,
he/she repeats, translates, and clarifies the explanation that has
already been delivered by the doctor until the family is able to
comprehend and accept the condition of the child. To perform
this role, nurses must have excellent communication skills and
also good knowledge of the children's medical condition [4]. In
addition,  as  a  communicator,  the  nurse  must  be  capable  of
communicating  clearly  and  accurately  in  order  to  meet  the
client's needs [5]. Effective communication is needed to foster
a trustworthy relationship between children experiencing life-
threatening conditions, their parents, and the health care team
because  confusing  or  incomplete  information  might  be
distressing  for  the  health  care  team  and  families  also  [17].
Nurses have a crucial role in facilitating communication among
families and the health care team. Nurses, as an informer are
liable  to  provide  correct  information  regarding  patients  to
doctors  and  family  members  [8].
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Fig. (1). Roles of nurses in providing care to children with a terminal illness.

The role of nurses as a counselor requires that they must be
able  to  overcome anxiety  in  parents  and  appease  the  family.
Nurses should also pay attention to communicate information
with empathy so that parents accept their child’s condition with
positivity. It is highly demanding for nurses since they also see
the  patients’  condition  and the  emotional  struggles  that  their
families  experience  and  get  emotionally  connected  [18].
Nurturing trust among the family and the health care team with
good  communication  at  the  end  of  a  child's  life  could  help
ensure  that  the  child  receives  the  best  proper  care  [19].
Continuously  providing  information  about  the  situations  of
dying children to their family members is also one of the roles
of  nurses  [20].  In  addition,  many  children  with  terminal
conditions experience sickness for a long time. Therefore, as
aninformer,  nurses  have  to  communicate  honestly.  While
discussing complicated issues, nurses are overt to the indirect
comments  from  child  or  family  that  express  uncertainty  or
concerns about the direction of care and nurses have to answer
the questions honestly, and if nurses do not know the answer,
they  have  to  convince  the  family  that  they  will  arrange  a
discussion with the physician [1, 21]. What is needed for the
purpose  of  care  conversations  is  factual  information  and  a
nurse might say the same thing but in a different way because,
as an information broker, the approach must be in congruence
with the nurse as a supporter [22].

The nurse, as a collaborator, is also discussed in this study.
As a collaborator, the nurse communicates the patients’ needs
to other health care teams. The conflict between the members
of the health-care team might become a barrier in performing
this  role;  this  situation  is  common  and  might  lead  to  moral

distress among team members [23]. Effective collaboration is
required because family relationships with medical staff can be
affected  by  miscommunication,  especially  when  the  medical
staff  gives  different  opinions  regarding  the  prognosis  and
treatment  plan  [20].  As  information  brokers,  nurses  provide
information to the health care team about children and families
both  before  and  after  discussions  about  advanced  care
planning, provide detailed information about the treatment to
children  and  families,  answer  additional  questions  from
children and parents and clarify all  misconceptions,  and also
organize  discussions  amongst  the  family  and  the  health  care
team  and  reviews  the  topics  discussed  in  the  previous
discussion  regarding  the  care  plan  [21,  24].

As an advocate,  the nurse may convey the clients’ needs
and  expectations  to  other  health  professionals,  such  as
communicating the clients’ views on information provided by
the  physician.  Communication  at  the  end-of-life  care,  which
already began when a serious diagnosis had to be discussed and
bad  news  delivered  to  a  child  and  his  or  her  parents  can  be
burdensome  as  it  is  often  related  to  further  uncertainties,
moreover the inadequacy of professional and personal support
for  child  and  parent  [18].  The  nurse,  as  an  informer,  has  to
communicate family members the things they need to ask the
physician [25]. Nurses also help clients get their rights and help
families  in making decisions.  As an advocate for  the family,
the  nurse  should  provide  clear  information  and  explain  the
implications  of  the  decisions  taken;  for  example,  in  decision
making  related  to  DNR,  a  nurse  should  explain  the  DNR  as
well  as  the  implications  until  the  family  really  understands
before making a decision [8]. Although parents may not always
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be  contented  with  how  the  healthcare  team  reveals  the
diagnostic  information  [26],  parents  want  the  physicians  to
discuss  the  options  of  advance  care  and  to  support  them  in
complex  decision  making,  even  though  nurses  might  not
precede  the  discussions,  but  they  shall  be  influential  in
advocating  for  discussions  to  take  place  and  that  patient
preferences  are  expressed  [21].

Another role of the nurse is as an educator. Based on the
results, nurses provide health education to children and parents
about  care  and  reiterate  the  doctor's  explanation  about
treatment  program.  Nurses  have  to  interpret  what  physicians
have said and also translate medical terms in order to make the
families understand; this is where a nurse becomes an informer
[27, 28]. Nurses also have to provide health education during
discharge, planning for sustainable care at home. A nurse could
be the finest member of the healthcare team to assess family
comprehension  and  provide  clarification  regarding  the  given
information [29]. In order to enhance the care of dying patients
and  family,  better  education  and  good  communication  are
needed regarding terminal care with support from staff [25].

Based on the results of the study, while providing care to
terminally ill children, as an information broker, nurses provide
direct care to patients with good communication and provide
detailed information related to  nursing interventions.  Parents
require  the  health  care  team  to  discuss  the  options  of  an
advance  care  plan  and  to  help  parents  in  complex  decision
making  [21].  As  a  health  care  provider,  nurses  help  each
individual achieve their optimal welfare [6]. Provision of care
to  patients  with  terminal  conditions  includes  physical,
psychosocial,  developmental,  cultural,  and  spiritual  care.

As  an  informer,  performing  the  above  roles  for  children
with a terminal illness is an extraordinary challenge for nurses.
Nurses must be able to become good information brokers by
overcoming  possible  barriers.  Nurses  must  also  be  able  to
improve their  communication skills.  Furthermore, to identify
palliative care need for child and family, the health care team
must be trained to enhance communication among them. In this
way  the  incidence  of  conflict  and  moral  distress  will  be
alleviated  [23].  In  addition,  to  be  able  to  help  nurses  as
information  brokers,  it  would  be  beneficial  to  develop  and
provide digital information such as a brochure or a poster that
contains  explanations  regarding  common  issues  related  to
treatment  for  children  with  a  terminal  illness  or  answers  to
frequently  asked  questions  (FAQs)  that  can  be  identified
through  surveys  of  patients,  their  parents  as  well  as
practitioners.

CONCLUSION

To  conclude,  nurses  play  several  important  roles  in
children’s life with a terminal illness. These roles include them
being a communicator, a counselor, a collaborator, an educator,
and as a care provider. While performing the roles, the nurse
becomes an information broker for terminally ill children and
their  families.  Therefore,  nurses  must  acquire  good
communication  skills  and  also  the  knowledge  related  to  the
condition of the child and the ability to work with other health
care  teams  with  the  aim  of  providing  holistic  and
comprehensive  care  to  children  with  a  terminal  illness.
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