W ARCADA

Development of Pediatric Palliative Care

globally

Caroline Awino Otuoma

DegreeThesis
Nursing Degree Programme
2019




DEGREE THESIS

Arcada

DegreeProgramme: | Nursing

Identificationnumber:

Author: Caroline Awino Otuoma

Title: Development of Pediatric Palliative Care globally
Supervisor (Arcada): Pauleen Mannevaara

Commissioned by: |

Abstract:

Palliative care improves the quality of life of patients living with life- threatening condition
or life-limiting condition and families. With the growth of children with serious illness,
need for palliative care around the world has increased tremendously, particularly in devel-
oping countries, where resources are limited. However, the development of pediatric pallia-
tive care has come with challenges that have hindered access to pediatric palliative care.
This study explores development of pediatric palliative care globally and the challenges
faced during the implementation of pediatric palliative care into healthcare system globally.
Two research questions posed were: 1) How can Pediatric Palliative Care be developed
globally? 2) What are the challenges to development of Pediatric Palliative Care globally?
A literature review of the study was conducted to investigate the research questions. The
inclusion criteria was used during the selection of the 12 articles, which were found to be
relevant to the research questions. The following databases were used to search for the arti-
cles: PubMed, CINAHL, EBSCO, ScienceDirect and in Google scholar. Articles with one
of the following keywords: Development of Pediatric Palliative Care globally, Challeng-
es/barriers to development of Pediatric Palliative Care, integration of pediatric palliative
care and implementation of pediatric palliative care were included. Paterson and Zderad's
Humanistic Nursing Theory (HNT) was used to explain the nursing practices applied during
the nursing process for children with Life-threatening condition or Life-Limiting condition
and their families during Palliative Care. The findings revealed that effective communica-
tion was the major key to development of Pediatric Palliative Care. Through effective
communication, quality of life of children with serious illness at the end of life and their
families improved physically, emotional and spiritually. In the contrary, ineffective com-
munication hindered the provision of Pediatric palliative care, thus impairing the quality of
life of children with serious illness and their families.
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1 INTRODUCTION

Approximately, 40 million people need of palliative care yearly, but only 14% of people
in need of PC at the end of life currently receive it and 98% of children in need of palli-
ative care are from Low and Medium Income Countries (LMICs). As a result, WHO
and Members states were called upon to improve access to palliative care during World
Health Assembly resolution WHAG67.19 held in 2014. The care was to emphasize pri-
mary healthcare and community/home-based care mostly for oncology patients both
children and adults in need of palliative care (WHO, 2019).

Pediatric Palliative Care (PPC) targets children and adolescents with life-threatening
condition or life-limiting condition and their families. To provide the optimal quality of
life, it is recommended that the care begins at diagnosis through the treatment to death
and after bereavement. Access to pediatric palliative care is fundamental whether there
IS cure or not irrespective to country of origin. (Bergstraesser, 2013). Approach to Pal-
liative care includes several components with the help of multidisciplinary team who
come up to support patients and their families emotionally, spiritually, psychosocially
and physically. The support is meant to help patients and their families fulfill their
needs and goals as well as provide them comfort throughout the illness trajectory. Pa-
tients and families that receive palliative care on time are likely to avoid unnecessary
hospital admissions. Palliative care can be provided in other locations such as homes,
health centres and hospices other than hospitals (WHO, 2019).

Alleviation of pain and suffering especially for oncologic patients at the end of life care
is necessary through administering medication. Proper pain and symptom management
at the end of life care brings comfort and reduces distress as well as anxiety to children
and their families, hence high quality of life. Unfortunately, not all children and families
have access to this care, particularly those living in developing countries where access
to resources are limited. For this reason, different organizations have come together to
see that children and families that need Pediatric Palliative care gives access to different
programs and services to children with life-limiting condition or life-threatening condi-

tion which improves the quality of life and care. With the implementation of Pediatric



Palliative Care (PPC) within the health care systems, quality of life and care of children

and families is likely to improve tremendously (Rodriguez-Galindo et al, 2013).

In the introduction chapter, the researcher has briefly presented the concept of the study.
The background chapter looks at the general aspect of palliative care and pediatric palli-
ative care. In theoretical framework chapter, a nursing theory has been applied to dis-
cuss the study. The aim and objective chapter presents the aim of the research and the
research questions used to investigate the study. The methodology chapter outlines the
method of data collection that has been used .In the findings chapter, the researcher out-
lines the research outcome while in discussion chapter, findings of the study are dis-
cussed in detail. The last chapter consists of conclusion, recommendations and critical
review. It looks at the conclusion drawn from the study, limitations and strength of the
study as well as areas of improvement towards the development of pediatric palliative

care.



2 BACKGROUND

As stated by International Children’s Palliative Care Network (2015) in the principles
of children’s palliative care that palliative care can be over years depending on the time
span of the child’s illness, which may differ from the adults’ time span. Anyone with
life-threatening illness has a right to palliative care whether a child or adult as well as
their families regardless of their country of region. Thus , International Children’s Palli-
ative Care Network (ICPN), due to increase in need of children’s palliative care world-
wide, is focusing into raising awareness of these needs, providing information ex-
change and encouraging the development of different palliative care models through
children’s palliative care professionals. ICPN, 2015 further explains that this form of
network will allow increased lobbying in children’s hospice and palliative care on the
agendas of governments as well as inclusion in Non-governmental Organizations
(NGO) development programs (ICPCN, 2015).

Pain and symptom management has been revealed to be one of the major components
towards the approach of palliative care. The major reason being that most of the patients
undergoing palliative care who are living with life limiting conditions such as cancer,
tend to frequently suffer from pain and other serious symptoms such as anxiety, nausea,
dyspnea among others. Therefore, need for proper medication to manage the pain and
symptoms are recommended for patients in need of palliative care. On the other hand, it
is part of an ethical responsibility to help alleviate suffering as well as adhere to the
concept of dignity during caring of patients in need of palliative care. Use of opioid an-
algesics for pain management in connection to progressive conditions is essential
(WHO, 2019).

2.1 Palliative Care

Palliative care is an approach of care to improve the quality of life of patients, child or
adult, and their families who are faced by challenges as a result of life-limiting or life-
threatening condition. The approach involves prevention and alleviation of suffering
with the help of multidisciplinary team. There have been difficulties in understanding

the meaning and concept of Palliative Care (PC). As a result, introduction of the care



has been applied late during an illness which could have required an earlier PC ap-

proach despite being a child or an adult patient (Bergstraesser, 2013).

Previous studies by Cheng et al, (2018) quoted that the earlier and clear information
about the diagnosis, prognosis and method of treatment is discussed with the patients
and their family members, the earlier PC starts as well as referral to PPC service. Con-
nor & Bermedo, (2014) and WHO,( 2019 recommends that Palliative Care should
begin immediately after the illness is diagnosed and should continue through death and
into bereavement to enhance patients’ quality of life (see fig 1). Unfortunately, Cheng et
al (2018) reported that there have been delays with PC integration, particularly with on-

cology patients.

Figurel. Palliative care Continuum
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Sources: National Quality Forum. A National Framework and Preferred Practices for
Palliative and Hospital Care Quality: A Consensus Report. Washington. DC; 2006

Earlier detection to the need for Palliative Care is necessary in order to prevent long-
term suffering of the patient and family members as well as provide high quality care.
From the study, Cheng et al, (2018) mentioned that pediatric oncology patients got ac-
cess to any of the Palliative Care services prior to death. Data revealed delays with PC
discussion and Palliative Care initiation to be of great impact to early access to PC ser-
vices. Even though there were efforts to encourage earlier initiation, many pediatric on-

cology patients lacked access to PC service, whilst those who did, receive it near the
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end of life. Thus understanding the current state of Palliative Care (PC) timing is appro-
priate in alerting efforts to expand PC access, increase duration time of children benefit-
ing from Palliative Care and improve support pediatric oncologists Cheng et al (2018).
On the other hand, having knowledge of when the PC should be implemented makes it
easier for the Pediatric Palliative Care programs, who wish to implement an integrated
model of care, be aware of the circumstances of the family while trying to provide the
needed services (Knapp and Contro, 2009).

Hospice care has also been included as part of Palliative Care. It is a free standing facul-
ty care for patients who are on their last weeks of life and care is mostly delivered at
home. It is the last phase of palliative approach to care where patients’ treatment or cure
for illness is terminated and new care providers are delegated. Hospice care may be
started on the grounds that there have come sudden complications with illness in the
course of treatment. Therefore, pain management through provision of adequate medi-
cation (opioid analgesics) is the major key to care. Alleviation of pain and suffering at
this stage is important in order to avoid unnecessary suffering as much as possible (Du-

odecim, 2019). Figure 1 shows the palliative care continuum of care

2.2 Pediatric Palliative Care

WHO (2019) defines pediatric palliative care as a substantial care of child’s body mind
and soul as well as supporting the family members. The care should begin at diagnosis
throughout till after bereavement regardless of treatment or not. During palliative care,
children’s physical, psychological and social status should be evaluated as well as use of
available resources. Other definition of PPC exists from organizations such as American
Academy of Pediatrics (AAP) and Institute of Medicine (IOM). According to these or-
ganizations, PPC is fundamental not only to the child patient, but also child’s family,
which includes patients’ siblings, parents and extended family members (Knapp & Con-
tro, 2009).

The aim of Pediatric Palliative Care (PPC) is to promote optimal quality of life and care
for a child living with life-threatening condition or life-limiting condition and family
members. Promoting high quality of life and care implies that families are given oppor-

tunity to make choices such as place of care, place of death and emotional and bereave-
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ment support (Together for short life, 2019). Pediatric Palliative Care (PPC) is funda-
mental among children with chronic and/or life-liming condition in improving their
quality of life. Statistics shows 26% of global population to be of ages under 15 years
with a rise of 40% in the Sub-Saharan Africa of children with life-threatening and life-
limiting illnesses (Population Reference Bureau, 2017). Fig. 2 shows ICPCN’s estimat-

ed current levels of children’s Palliative care worldwide.

Fig.2 Current children’s Palliative Care globally. Darkest green represents extensive
pediatric palliative care provision. Almost at full integration within health care services
as well as a national policy to support Pediatric Palliative Care. Green represents exten-
sive pediatric palliative care provision with training available and focused plans for de-
velopment of services and integration into health care services. Medium green repre-
sents provision of localized Pediatric palliative care and availability of training. Light-
est green represents capacity building activities for the provision of pediatric palliative
care. White represents unspecified provision of pediatric palliative care (ICPCN, 2015).
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Together for short life (2019) has classified four categories defining life-threatening and
life-limiting conditions in childhood that would benefit from Pediatric Palliative Care

service provision as illustrated in table 1.

Table 1 Categories of life-limiting and life-threatening conditions (Together for short

life, 2019).

Category 1 Those children with life-threatening conditions for which curative treatment
may be possible but can fail such as cancer, irreversible organ failures of
heart, liver, kidney

Category 2 Those children encountering long periods of intensive treatment aimed at pro-
longing Conditions, though chances of premature death are possible such
as cystic fibrosis, duchenne muscular dystrophy.

Category 3 Those Children with progressive conditions without treatment such as batten
disease, mucopolysaccharidoses

Category 4 Those Children having conditions with severe neurological disability which is
not progressive, but are unpredictable.
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3 THEORETICAL FRAMEWORK

Pediatric Palliative Care focuses on promoting high quality of life and care of children
living with Life-Threatening Condition or Life-Limiting Condition and their families.
Provision of optimum quality of care requires collaboration of multidisciplinary team
who are to assess, evaluate and alleviate physical, psychological and spiritual distress of
children and families (WHO, 2019). In order to fulfill these objectives to attain a high
quality care, a nurse-patient relationship is necessary. Thus, the researcher decided to
use Paterson and Zderad's Humanistic Nursing Theory (HNT), through the Metapara-
digm Concepts, to explain the nursing practices applied during the nursing process
while caring for children with Life-threatening conditions (LTCs) or Life-Limiting con-
ditions (LLCs) and their families during Palliative Care (PC). The theory states that
there has to be a dialogue or an interaction between a nurse and a patient for a nurse-
patient relationship to build up. Therefore, a nurse by using his/ her own experience
modifies her response by offering to be present when the patient calls for help. For this
reason, Paterson and Zderad termed this process as a “reciprocal call and response”,
while Franca et al, (2018) quoted the theory to be “dialogical in its theoretical and prac-
tical aspects”. Both humanism and existentialism has been applied to the nursing theo-
ry. Humanism, in that, an individual should be understood from his/her own experi-
ence, while existentialism to emphasize an individual’s uniqueness and ability to make

informed choices.

3.1 Metaparadigm concepts

3.1.1 Person

According to Humanistic Theory of Paterson and Zderad, human beings have special
life experiences. They should be valued, respected, nurtured and understood when mak-
ing decisions concerning their health, which may include families and communities.
Thus, through the guidance of HNT, humanism during caring for a child living with
chronic condition (CC) or Life Limiting Condition is inevitable. Taking care of children
and their families’ special needs as well as psychological, emotional, spiritual and phys-

ical well being adheres and responds to the theory (Franca et al, 2016 and Franca et al,
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2018). Franca et al, (2016) and Coad et al, (2014) suggested that participation of chil-
dren in important decision making about their treatment should be respected. The au-
thors reasoned that encouraging the involvement provides the children and their families
with a clear care plan about the process of treatment. In addition, nurses will have pro-
moted the humanized care by respecting the uniqueness of the child patient through

honesty and open talk, which will have improved the quality of life and care.

3.1.2 Health

Nursing has been defined as a nurturing response of one person (nurse) to another (pa-
tient) in a time of need that aims towards the development of well-being and more-
being. It is also related to the state of a person’s healthiness or illness, in other words,
the health-illness quality of the human condition. Paterson and Zderad further explained
that not only is nursing dealing with matters of life and death, but also the quality of a
person’s living and dying. Even though health has been understood by many to mean
absence of a disease, the same goal does not apply to children diagnosed with Chronic
Condition or Life-Limiting Condition as well as terminal patients. Nevertheless, their
condition still calls for provision of nursing care throughout the illness trajectory regard-
less of treatment. In this case, Nursing, as a human response, should value human poten-
tial beyond the concept of health as an absence of disease (Paterson and

Zderad:Humanistic Theory).

This has been reflected in a study by Franca et al, (2018), whereby the application of
HNT in the practice of PC in the pediatric oncology guides and perfects nursing practice
in an existential way for children with Life Limiting Condition (LLC). Suffering from
LLC such as cancer places children and families in a distressful situation leading to
stressful experiences such as anxiety, emotions just to mention a few. This brings fear
knowing that they have limited time as day gets closer. Therefore, living with an incur-
able disease needs provision of care to alleviate pain and suffering that will help the
children live a comfortable life towards the end of life, through provision of Palliative
Care (Franca et al, 2018).

14



3.1.3 Environment

Paterson and Zderad defines environment as “the place where the service is delivered,
the community or the worlds”. They further clarified that, “it is the time and space
where nursing experience takes place”. Therefore, the presence of experience in context
of time is important in order to understand nursing dialogue. The space where the inter-
action takes place between the patient and nurse matters. It should be an area of motiva-
tion where the patient feels comfortable and secured to freely interact without fear (Pat-
erson and Zderad). This existential perspective of time and space as lived by children
and families during end-of-life care supports the Humanistic Nursing. Nurses’ existen-
tial awareness of children and families, hence need for transactional relationship (Pater-

son and Zderad: Humanistic Theory).

Franca et al, (2018) mentioned in their study that children and families, according to
WHO, have right to PC from diagnosis to bereavement and that their dignity and auton-
omy will be preserved. Humanist nursing is noticed during this time of experience,
when nurses’ presence, either by the bed side in the hospital or patients’ home, to sup-
port and show empathy to the children and families at the end-of-life care is applied.
Children and families have the right to choose a suitable environment where they can
find comfort, especially at the end-of-life care. Several options are always available
such as hospitals-based, hospice homes or home-based, depending on the needs and
goals of the children and families. Most children and families tend to prefer home set-
tings rather than hospitals, where they could enjoy being close to their loved as they

spend last peaceful moments of their life.

Crozier and Hancock, (2012) mentioned that even though communication is one of the
major components in improving the quality of life children and their families, use of
right words is important to make communication effective. Thus, a moment of silence
while listening during an interaction between the nurse and children and families (I-US)

during therapeutic conversation is important depending on the time and space.
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3.1.4 Nursing

Nursing has been defined by Paterson and Zderad as ‘lived experience between human
beings’. Nursing is viewed as a transaction between human beings (patient and nurse).
Through nursing, human situation is being responded when he/she calls (Paterson and
Zderad: Humanistic Theory).

Proper interaction through dialogue requires effective communication for trust between
a nurse and a patient. Coad et al, 2014 and Crozier & Hancock, (2012) mentioned that
children and families depend on good communication skills from health care providers
to help relate on matters concerning diagnosis, treatment goals and Palliative Care ser-
vices among others. With communication barrier in the course of Pediatric Palliative
Care (PPC), there would arise misunderstanding of diagnosis, inadequate provision of
emotional support and delay in the referral to palliative care just to mention a few. As a
result, the quality of care and life of the pediatric and families will be hindered. This
will also slow down the transaction between nurse and children and families hence lack
of response when in need of help. Finally, the existential suffering and pain particularly

of pediatric at end-of-life care will have not been attended to.

3.2 Summary

Humanistic Nursing Theory is important in Pediatric Palliative Care, particularly during
Pediatric End-of-life-care. By being there and doing with the children and families dur-
ing PC, creates a Humanistic Nursing approach. The presence of healthcare providers to
improve the quality of life of children and families by alleviating pain and suffering in
the course of the illness trajectory is relevant. The nurse-patient relationship at this point
IS necessary as it creates trust which later on improves the interaction process hence the
nursing process. A nurse responding to the call and being present to apply his/her expe-

rience, nurtures well-being and more-being (Paterson and Zderad: Humanistic Theory).

Franca et al, (2016) mentioned that the availability of a nurse to improve the quality of
life of a child with incurable disease is important. The authors further mentioned that

based on Humanistic Nursing Theory, inter-subjective transaction enables a child to
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share feelings, emotions, pain and suffering with the nurse. This enables the nurse to be
present to care for the child and his/her families” well-being and being better. Human-
istic Nursing is also important in provision of dignity and comfort when children and
families are in a position to participate in the decision-making of their treatment. On the
other hand, it enables a nurse to respect the children and families by understanding their

unigueness as humans in the course of transaction.
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4 AIM AND OBJECTIVES OF THE STUDY

4.1 The aim of the study

Need for PPC service globally is growing fast. However, access to the service is limited
in many parts of the world. Data collected from previous studies through literature re-
view revealed a big percentage of children and their families needed access to PC with
some in need of specialist services. Estimation done by ICPCN, (2015) on the level of
pediatric palliative care provision globally revealed that there has been limited access to
PPC services, particularly in resource poor countries. The aim of this study is to investi-
gate the development of PPC globally.

4.2 Research questions

In order to meet the aims the following questions were addressed:

1. How can Pediatric Palliative Care be developed globally?

2. What are the challenges to development of Pediatric Palliative Care globally?

18



5 RESEARCH METHODS

5.1 Literature review

The researcher used a literature review to conduct the study to investigate the develop-
ment of Pediatric Palliative Care globally. Through literature review, researcher was
able to compare previous findings as well as critique existing findings, which needed
further studies. Search of the articles was conducted through electronic sources such as

electronic database and Google scholar.

5.2 Data collection

To investigate the challenges to development of Pediatric Palliative Care globally, par-
ticularly in resource poor countries, a literature review was used to conduct this study
and identify strategies to overcome them. Due to ethical issues and time consumption,
interview was seen not to be preference as the best method of collecting data to investi-
gate this study. To access more recent and relevant data on development of Pediatric
Palliative Care (PPC) and the challenges encountered, several databases were utilized to
search for information. Data retrieval was done in Google scholar and Arcada’s data-
bases which included CINAHL, Academic Search Elite (EBSCO), PubMed and Science
Direct. The key words used were: Pediatric palliative care, Development of pediatric
palliative care globally, Integration of pediatric palliative care, Implementation if pedi-
atric palliative care, Challenges to development of pediatric palliative care and Barriers

to development of pediatric palliative care.

5.3 Inclusion and Exclusion criteria

Inclusion criteria was based on the relevancy from the title and abstract of the articles
and if they were in English and published not later than 2009. Articles that were rele-
vant to the research questions and had two or more key words: were included. The term
‘Hospice care’ and ‘end of life care” were included in the search because they are part of
palliative care continuum. Advanced search was used during the search of the articles

using Boolean search phrase. The search was limited to peer-reviewed, free full text and
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systematic reviewed articles. After exclusion and inclusion criteria from 82 articles re-

trieved from all 4 databases, a total number of 12 articles which were relevant to re-

search questions were finally chosen. Table 2 below illustrates the processes of data col-

lection and selection criteria.

Table 2: Search terms and search results on data collection and selection criteria

No. | Boolean search phrase CINAHL | EBSCO | Pub Med | ScienceDi-
rect
1. | Pediatric OR children OR adolescent 27 107 90 220
AND palliative care OR hospice care OR
end of life care AND development
2. | Pediatric OR children OR adolescent 165 151 307 91
AND palliative care OR hospice care OR
end of life care
3. | Challenges OR barriers AND Pediatric 4 12 21 45
OR children OR adolescent AND pallia-
tive care OR hospice care OR end of life
care AND development
After exclusion and inclusion criteria 14 16 35 17
Final articles chosen from the inclu- 1 1 7 3
sion and exclusion criteria mostly rel-
evant to the research questions
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5.4 List of chosen articles

The following 12 articles were chosen based on the inclusion and exclusion criteria
shown in the table above as well as relevant to the research questions.

1.

10.

Hawley, P. (2017). ‘Barriers to Access to Palliative Care’, Palliative care, Vol.
10

Benini, F.,Orzalesi, M., Santi, A., Congedi, S., Lazzarin, P.,Pellegatta., Zen,
L.D., Spizzichino, M. &Alleva, E. (2016). ‘Barriers to the development of pedi-
atric palliative care in Italy’, Ann Ist Super Sanita, Vol. 52(4), pp. 558-564.
Neha, C. & Vivek, K. (2016).’Challenges to Palliative Care in Pediatric Pa-
tients’, Journal of Palliative Care & Medicine, Vol. 6(3).

Blazin, L. J., Cecchini, C., Habashy, C., Kaye, E. C. & Baker, J. N. (2018).
‘Communicating Effectively in Pediatric Cancer Care: Translating Evidence into
Practice’, Children (Basel, Switzerland), Vol. 5(3), 40.

Friedrichsdorf, S. J. & Bruera, E. (2018). ‘Delivering Pediatric Palliative Care:
From Denial, Palliphobia, Pallilalia to Palliactive’, Children (Basel, Switzer-
land), Vol. 5(9), 120.

Mufioz-Blanco, S., Raisanen, J. C., Donohue, P. K. & Boss, R. D. (2017). ‘En-
hancing Pediatric Palliative Care for Latino Children and Their Families: A Re-
view of the Literature and Recommendations for Research and Practice in the
United States’, Children (Basel, Switzerland), Vol. 5(1), 2.

Khraisat, O. M., Alakour, N. A. & O'Neill, T. M. (2017). ‘Pediatric End-of-life
Care Barriers and Facilitators: Perception of Nursing Professionals in Jor-

dan’, Indian journal of palliative care, Vol. 23(2), 199-206.

Downing, J., Boucher, S., Daniels, A. & Nkosi, B. (2018). ‘Paediatric palliative
care in resource-poor countries’, Children (Basel, Switzerland), Vol. 5(2), 27.
Weaver, M. S., Heinze, K. E., Bell, C. J., Wiener, L., Garee, A. M., Kelly, K. P.,
Casey, R.L., Watson, A. & Hinds, P.S. (2015). ‘Establishing psychosocial pal-
liative care standards for children and adolescents with cancer and their families:
An integrative review’, Palliative medicine, Vol. 30(3), 212-223.

Doherty, M. & Thabet, C. (2018). ‘Development and Implementation of a Pedi-
atric Palliative Care Program in a Developing Country’, Frontiers in public
health, Vol.6, 106.
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11. Hui, D. & Bruera, E. (2015). ‘Integrating palliative care into the trajectory of
cancer care.’,Nature reviews. Clinical oncology, Vol. 13(3), 159-71.

12. Kaye, E.C., Rubenstein, J., Levin, D., Baker, J.N., Dabbs, D. & Friebert, S.E.
(2015). ‘Pediatric Palliative Care in the Community’, A Cancer Journal for Cli-
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5.5 Data analysis

A content of analysis was used to analyse 12 articles as a base of categorization through
Granheim & Lundman’s (2004) qualitative approach. The authors outlined two princi-
ple uses of content analysis as quantitative and qualitative approaches. The researcher
used a qualitative approach because the study was based on a nursing research. There-
fore, the analysis was done through a process of classification, evaluation and verifica-

tion of qualitative data.

The authors expressed the meaning of manifest as ‘what the text say’ while latent as
‘what the text is talking about’. The unit of analysis consists of words or phrases in a
text to be read and reviewed before analyzing a data. Meaning units are words, sentenc-
es or paragraphs that relate to each other in form of content and context. A code repre-
sents the labels of the meaning unit. The authors explained that using a code to label a
meaning unit brings new and different way of thinking about a data. In the contrast, the
understanding of the code should be related to the context. These codes are then joined
to form categories. Categories are descriptive meaning, they answer the question ‘what’.
In addition, a category can further be divided into sub-categories. Theme is an underly-
ing meaning on an interpretation level consisting of condensed meaning units, codes or

categories.

5.5.1 Reading and coding

The researcher went through each article repeatedly at the same time making notes in
the margins on relevant information connecting to the research question. During this
process, the meaning units were marked and labeled using codes. The codes were relat-

ed to the keywords, which were highlighted using a luminous green colored marker.
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This was done for easy identification during the reading process. Later on the codes
were categorized relevant to research question. The categories were further divided into

sub-categories.

5.6 Research ethics

Zietman, (2013) has outlined the major form of research misconduct as defined by The
Committee on Publication Ethics (TCPE) as fabrication, falsification and plagiarism.
Thus, the researcher adhered to the principals of research ethics and avoided the above
mentioned research misconducts when conducting this research study using literature
review. The data collection was majorly from other secondary sources (scientific arti-
cles), therefore, the researcher followed the research ethics by ensuring that the sources
used during the study were properly cited and referenced. In addition, texts from the

sources were well paraphrased to ensure that they were not copy paste piece of work.

During the analyzing of data, there was no misinterpretation, changing or omission of
important information through application of personal opinions besides the findings
from the data collected. The researcher also ensured that the copyright rules were not
violated by using sources from databases and articles which had open access. Due to
researcher’s pre-understanding of the phenomena through previous experience, bias of
own experience that may have affected the interpretation of the results were eliminated.
This was to enhance good quality production through the concept of reliability and va-

lidity as well as trustworthiness of the study.
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6 RESULTS

The results presented below were based on the findings from the chosen articles. The

findings from both research questions were more or less similar to each other with little

differentiation. The numbers represented the chosen articles which were identified in the

research method for analyzing data.

Table 3: Theme, categories and sub-categories used in the data analysis

Theme | Development of PPC globally Challenges to development of PPC globally
Major | Care providers | Patient & Organizational | Care provid- | Patient & Organizational
cate- related family related | related ers related family related | related
gories
Minor | communica- Communica- | PPC services, | Reluctance to | cultural be- PPC services,
cate- tion, treatment | tion, deci- Resources, in- | referral, liefs, myths, | Resources, In-
gories | and medica- sion-making, | frastructures, communica- | religion, dis- | frastructures,
tion, training myths and Policies & tion, training | crimination, | Policies &
and education, | beliefs, mis- | guidelines, and educa- socio eco- guidelines,
Palliactive, conceptions | Awareness, tion, treat- nomic status, | Awareness,
Palliphaobia, Advocacy, Pal- | ment and misconcep- Advocacy, Pal-
Eligibility or liactive, Palli- | medication, tions lialia
referral criteria allia resources,
denial, Pal-
liphobia
Unit of | 1,3,4,5,7,8, 1,3,4,7,8,9, 1,3,4,5,7,8,9, 1,2,3,6,7,8, 1,2,3,5,6,7, 1,2,3,5,6,7,8,
analy- |9,11,12 10,11,12 10,11,12 9,10,11,12 8,9,12 9,11,12
sis
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6.1 Development of PPC globally

The findings were from the research of the chosen articles during the analyzing of data.
The findings revealed a number of strategies that could be applied to enhance develop-
ment of Pediatric Palliative Care (PPC) globally, particularly in resource poor countries.
These strategies were categorized in relation to Care providers, Patient and family and

Organization.

6.1.1 Care providers related

The findings highlighted in this section identified effective communication as the major
key to integration of Pediatric Palliative Care (PPC) globally (4, 7, 9, 11). Empathic
communication was noted to encompass physical, psychosocial and spiritual needs of
children at the End of Life (EOL) care and their families (4, 12). Thus, excellent com-
munication was emphasized during disclosure of diagnosis, addressing the effect of the
ilness and treatment or cure, end of life and after bereavement and establishment of
therapeutic alliance. Involving a patient, siblings and extended-family members in
communication about the prognosis was recommended (4). Effective communication
was necessary during the establishment of therapeutic alliance at the end of life care of a
disease in a refractory, progressive or relapsed stage. The authors suggested that estab-
lishment of therapeutic alliance at this phase through effective communication among
patient, family and interdisciplinary would strengthen the bond and trust, thus, provision
of optimal quality care during the End of Life (EOL) care (4). Support through interdis-
ciplinary team consisting of physicians, nurses, advance practice clinicians, social
workers, chaplains, child life specialists and psychosocial support staff was noted to im-
prove the spiritual, emotional, physical and spiritual needs of children with serious ill-
ness and their families. Their teamwork and collaboration through effective communi-
cation was necessary for the continuity of care in the course of illness trajectory, partic-

ularly during pediatric end of life care (4, 12).

Rephrasing “palliative care” to “supportive care” by the pediatric oncologists was noted
to reduce the level of stigma which was connected to PPC (1, 5, 9,11,12). A study by
Friedrichsdorf et al, (2018) stressed that rephrasing palliative care to mean “Supporting”
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implied that children and families had the possibility to live a life free from pain and
suffering, but not help them die. On the contrary, in a case of an incurable disease,
whereby a child was at a terminal phase, EOL care was provided to help the child die
peacefully. Although a study by Hawley, (2017) noted that combination of either sup-
portive care or palliative care with additional terms such as pain and symptom manage-
ment was likely to fade the role of palliative care, thus hindering the fulfillment of pa-

tients” needs by the care team.

Early referral to palliative care for patient with advanced-stage of cancer was noted to
optimize the survival, reduce aggressive treatments, distressing symptoms as well as
improve prognostic awareness (5,11). Unfortunately, most healthcare providers were
noted to be on denial about the implementation of pediatric palliative care services,
which is necessary for children with Life-Limiting Condition (LLC) and families un-
dergoing physical and emotional distress. The reason was lack of proper documentation
on the need for symptom and pain management. Parent’s participation on documenta-
tion through taking short video clips or testaments was suggested to help overcome the
denial experienced by care providers (5). On the other hand, there was a question of
who, when and how to refer patients with serious illness and families to palliative care
(11,12).

Formal Palliative Care (PC) education and training for healthcare providers was neces-
sary for provision of optimal quality care (1,3,8,10,11). The training enabled the care
providers communicate effectively, manage pain and symptoms, and disclose diagnosis
among others. Additionally, there was emphasis on basic palliative care training ses-
sions for healthcare provider trainees who are on practical training as well as introduc-
tion of Palliative Care (PC) in medical and nursing school curricula to enable the stu-
dents familiarize themselves with PC (10). It was suggested in a study by Doherty &
Thabet, (2018) that already trained PC specialists in the field were to mentor and teach
healthcare providers involved in caring for patients with serious illness. In order to shift
Pediatric Palliative Care (PPC) to the next level of development, there was recommen-
dation to design an administrative structure in resemblance to other departments such as
oncology and infection. Findings mentioned the beneficial in continuation of medical

education for oncologists in order to improve their level of proficiency in palliative care.
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Thus, need for development of several training curriculum for oncologists to fill the
gap. This was seen to be possible through different formats such as online programs,

workshops and seminars (10,11).

6.1.2 Patient and family related

Parents advocating for their ill children through open end discussion about the diagno-
sis, prognostic and treatment were observed to improve the quality of life and care of
their children. Involving children, particularly adolescents in decision-making concern-
ing their treatment (3) was a way to adhere and respect ethical issues and norms (2) as
well as an opportunity to get them open up and speak out their thought and fear con-
cerning the illness (4). However, it was noted that parents ended up keeping some in-
formation from their children due fear of triggering anxiety or distress to them (4). Ac-
ceptance of a child’s death when there was no cure, for example, at the end of life care
of a disease in a refractory, progressive or relapsed stage, affected most parents. Find-
ings from a study by Khraisat et al (2018) noted that acceptance of imminent death of a
child by parents and family members would set a good example to other families, thus
accept the end of life care sooner enough to avoid pain and suffering of their children.
Involving patient and his/her family in family-centered advanced care planning after
accepting a child’s imminent death would help them make wishes regarding End of Life

(EOL)care thus improving the quality of care (1,4,5,9,12).

6.1.3 Organization related

Advocacy was mentioned to be the key fundamental to development of PPC within all
healthcare systems, particularly in developing countries. The research study further re-
vealed that provision of enough knowledge and information about palliative care to
healthcare providers would bring awareness of what it entails to children with serious
illnesses and families in need of the services(6). It as well eliminated the erroneous un-
derstanding and misinterpretation of Pediatric Palliative Care to mean end of life or
death (1,8,10). Implementation of Pediatric Palliative Care Programs was observed to
contribute to the provision of optimal quality of care, particularly for children with seri-

ous illnesses at the End of Life phase and their families (3,8,9,10,11,12). However, a
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study revealed that children and families living in resource poor countries were most
affected compared to those living in developed countries due to inadequacy of these

models of care (8).

A study noted that adequate workforce of trained interdisciplinary team was fundamen-
tal towards provision of Pediatric palliative care for children living with life-limiting
condition or life-threatening condition and their families (1,12). Provision of palliative
care for patients living with chronic illnesses was scarce compared to those with life
limiting illness such as cancer. Access to specialist palliative care programs was ob-
served to be limited in community hospitals and rural areas. Insufficient skills and
knowledge by the healthcare professionals to enable them provide basic palliative care

was noted lacking compared to the oncology section (1).

The findings from a study emphasized on the collection of evidence based data through
research to enable recognition of Pediatric Palliative Care (PPC) urgency in different
countries (8). Collecting data of the symptoms children with serious illnesses were hav-
ing as well as measuring the rate of pain, advocated for the need of PPC services
(8,5,10). On the other hand, findings from a research study by Hui and Bruera, (2015)
recommended researchers to conduct well-designed clinical studies using questionnaires
in relation to integration of palliative care to promote the integration of oncology and

palliative care (11).

The study emphasized the reimbursement of concurrent care whereby provision of cura-
tive/prolonging therapies and PC services would operate side by side for children living
with LLCs (1,5,12). Unfortunately, there was a mention of limitations with Concurrent
Care Children application, particularly children living in the US with life-threatening
illness and eligible for programs such as Medicaid or the State Children’s Health Insur-
ance Program. To fulfill this criteria, children with life-threatening illness and their fam-
ilies were to present a document anticipating child’s death in the course of 6 months to

enable them acquire hospice services (12).

28



6.2 Challenges to development of PPC globally

The results were from the research of the chosen articles during the analyzing of data.
The findings revealed several barriers that have impeded the development of PPC glob-
ally, particularly in resource poor countries. These challenges were categorized in rela-

tion to Care providers, Patient and family and Organization.

6.2.1 Care provider related

The study revealed that insufficient communication was the major impact to develop-
ment of PPC globally. Provision of high quality care to patients living with life limiting
condition or life threatening condition and their families demanded an effective com-
munication (3,6,12). This was found to be a deficit due to several factors such as inade-
quate training and education about palliative care for healthcare providers (3), cultural
incompetency (4,12) and lack of trust and relationship between healthcare providers and
patient and families(4,12) among others. The study emphasized that effective communi-
cation should started immediately when an illness has been diagnosed and should pro-
ceed throughout the treatment process till death and after bereavement (4). However,
reluctance to referral of eligible patients for Pediatric Palliative Care (PPC) by physi-
cians was observed in several studies. Several reasons behind the reluctance were out-
lined as lack of skills and knowledge about PPC, uncertainty of prognosis, assumption
that the family might deny the referral, unawareness of PC and acceptance by the physi-
cians that the treatment has failed and that they are not competent enough (1,10)

The number of trained care providers was noted to be limited, particularly in resource
limited countries. This hindered the provision of optimal quality care especially with
pain and symptom management during pediatric end of life care (8). In the contrary,
limitations to delivery of opioids during pain and symptom management was observed
in several studies and lack of trained medical healthcare providers was one of the rea-
sons (1,2,3,5,8,12).The Finding was supported by Hawley,(2018) that healthcare pro-
viders working in community and rural areas were not well trained enough to provide
basic Palliative Care (PC) services to the patients and families compared to those in on-

cology department.
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Lack of treatment and medication impeded the provision of PC services to children with
serious illnesses and their families. Medications such as morphine used for pain and
symptom management was noted to be unavailable in Low and Medium Income Coun-
tries (LMICs) due to the high cost. However, even though available, opiophibia hin-
dered the administering due to multiple beliefs. Nevertheless, access to these essential
medications such as morphine were noted to be limited, thus Lancet Commission report
focused on making sure that the medications were available and at affordable price. An
essential package inclusive of medications was recommended by Lancet report, though
it seemed to be a problem in some areas. Findings from the study mentioned that the
medications were available for adults, but not yet accessible for children. Therefore,
there have been efforts to enable the access of medication available to all children in

need of them despite of their origin (8).

6.2.2 Patient and family related

There was reluctance with referral for PC consultations as well as specialist by some
patients suffering serious illness such as cancer and their parents. The patients and fami-
lies understood being referred to PC specialists meant death resulting to delay in provi-

sion of PPC services.

Due to age factor, ethical issues were mentioned to be difficult to adhere to especially
during decision-making concerning child’s treatment. However, parents had an oppor-
tunity to advocate for their children who were not in a position to make decision con-
cerning their medical treatment (2). Though difficulties were noted after receiving in-
formation about child’s diagnosis, which affected communication during decision-
making due to distressful state children and their families were in. Apart from decision
making after the disclosure of the diagnosis, cultural beliefs of some patients with
chronic illnesses and families that use of medicine is a guarantee for cure of all kind of
diseases, was observed to be a challenge to implementation of Pediatric Palliative Care
(2,4,12). Cultural beliefs was further noted from a study by Munoz-Blanco et al (2017)
to influence the provision of PPC for Latino children with serious illnesses and families
that needed it. Additionally, several barriers such as poverty, traditional social support
and healthcare system were observed to be hindrance to palliative care experience by

the Latino children and their families.
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6.2.3 Organizational related

Lack of resources such as Palliative Care (PC) units in developing countries, particular-
ly for those children with chronic illnesses, was observed to be a challenge as well as
access to specialist PC program (1,3). The rapid increase of children in need of PC was
noted to have increased, thus, difficulty in providing trained healthcare providers and
Palliative Care (PC) services without presentation of evidence based data (2). Limited
access to health insurance due to lowest rates of insurance coverage was experienced by
Latino children with chronic illness compared to other races/ethnic groups who also had
children with chronic illnesses. Additionally, discrimination due to their race and eco-

nomical status limited them to access to PPC services (6).

Policies and guidelines to provision of pediatric palliative care services were noted to
vary in different countries. For example in resource poor countries, PPC services for
patients with Human Immune Virus (HIV) and Non Communicable Diseases were ex-
cluded. Findings from the authors’ study mentioned that the funds were limited and the
number of donors had decreased tremendously over the past year ( 8). Unawareness
about PPC services by pediatricians and other interdisciplinary team was noted, thus,

inadequate knowledge and competence to provision of PPC (1,).
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7 DISCUSSION

The discussion of the results was based on conceptual framework of humanistic nursing

theory and literature from the chosen articles.

7.1 Discussion of results related to conceptual framework of

humanistic nursing theory

Paterson and Zderad’s Humanistic Nursing Theory expresses the importance of human
relationship in the course of performing a nursing practice. The authors used four meta-
paradigm concepts: person, health, environment and nursing to explain their connection
with nursing practice. Thus, the discussion of the results will be focusing on the four
concepts during caring of patients and families undergoing palliative care in order to

improve their quality of life and care.

Humanistic Nursing (HN) involves conversation through a dialogue between two hu-
man beings. In this case, a patient and his/her family interact with the healthcare pro-
viders with an objective of improving the quality of life and care. Since palliative care
begins at diagnosis throughout the illness trajectory, same applies to communication
when physician discloses information about diagnosis, prognostic and treatment. In the
process of interaction, Blazin et al, (2018) & Kaye et al, (2015) stated that effective
communication is essential to assist children and their families in decision-making
about the future choices and goals as well as early referral to palliative care. As a result,
there will be recognition for dignity and high quality care. On the other hand, during
provision of integral and humanized care, efficient communication enables healthcare
providers to empathically recognize patients and their families as well as embrace their

needs.

In Humanistic Nursing approach, interaction through dialogue requires effective com-
munication for establishing and development of trust and bond between the care provid-
ers, children living with LTCs or LLCs and their families. To enable children and fami-
lies participate in conversation about their goals and needs during pediatric care, espe-

cially end of life care, trust must have developed , which will have promoted the quality
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of life and care during the illness trajectory. On the contrary, effective communication is
not only meant for building up trust and relationship among the care providers, patients
with life threatening illness and families, but also the entire interdisciplinary team (Kaye
et al, 2015). For example, during the disclosure of information, mutual understanding,
opinion and agreement concerning the diagnosis, prognostic as well as treatment among
different physicians is noted to avoid the delay to referral and provision of Palliative
Care. Therefore, to provide an optimal quality care, physicians are encouraged to come
into equal understanding and decision regarding patients diagnosis, in order to avoid
the delay since it was noticed to have impact on the quality of life of a child with serious

illness and hi/her family (Kaye et al, 2015).

Collaboration and teamwork among the healthcare providers during the process of care
provision for children with serious illness and families requires efficient communica-
tion. Additionally, it decreases anxiety and gives hope to children with serious illness
and families in the course of treatment, hence improves quality of life. Healthcare pro-
viders involving themselves in communication with the families after child’s death
speeded up the healing process during grieving period. In addition, the bonding between
parents and healthcare providers should be maintained as part of their grieving period.
This aspect was mentioned to help erase the feeling of abandonment experienced by
parents when care providers ceased communicating after the death of their children of

which was partly noted to result to long period of grieving (Blazin et al, 2018).

Availability of Pediatric Palliative Care (PPC) programs for children living with Life-
limiting or Life-threatening condition promotes optimal care and improves quality of
life. These programs provide them with places where services and care could be deliv-
ered. Children with life limiting condition such as cancer and families have a right to
choose a comfortable and safer environment suitable for them to receive care and ser-
vice at the end of life phase. Care location as desired by children and families at end of
life care should be respected by the pediatric palliative care team (Kaye et al, 2015).
This existential perspective of time and space as lived by children and family members
during end of life care fulfils the humanistic nursing care. During this time of experi-
ence, care providers’ presence is highly recommended and being by the bedside as well
as giving support to the family members physically, emotionally and spiritually (Khra-
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isat et al, 2018 & Kaye et al, 2015). At this stage of illness, pain and symptom manage-
ment is fundamental, thus the presence of pediatric palliative care team to assure that
these children and their families are provided with optimal care and comfort is neces-
sary. At this stage of care, proper administering of medication to prevent pain and

symptoms such as nausea, dyspnea, vomiting among others is evident.

Nursing deals with both matters of health and death as well as the quality of a person’s
living and dying (Paterson and Zderad: Humanistic Nursing). Pediatric Palliative Care
(PPC) aims at improving the quality of life of children with life-limiting condition or
life-threatening condition and their families. It demands multidisciplinary team consist-
ing of physicians, nurses, advance practice clinicians, social workers, chaplains, child
life specialists and psychosocial support staff physicians to provide high quality care.
This care team should be highly skilled and capable of providing different pediatric pal-
liative care services, which would promote optimal quality of life of children with seri-
ous illness and their family members. Thus, formal training and education is fundamen-
tal. With proper training and education on Palliative Care, the care providers will have
attained high level of knowledge and adequate skills on how to communicate with pa-
tient during the End of life care, manage pain and symptom and handle general pallia-
tive care (Neha and Vivek , 2016, Blazin et al, 2018,Hui and Bruera, 2015 & Kaye et al,
2018). Adequate knowledge on pain and symptom management, being one of the major
components of palliative care enabled the care team administer appropriate medication
and treatment which would bring comfort to a child patient and his/her families. The
administering of medication through different routes such as interdermal, parenteral or
rectal helps children who find oral route challenging. For example, during distressful
symptoms such as nausea and vomiting, other means of administering medication is ad-

visable.

Health having been understood by many to mean that there is absence of disease or ill-
ness, does not imply with children suffering from chronic condition or on terminal care.
On the other hand, World Health Organization ‘s (WHO) principle states that a patient
has a right to palliative care whether there is no cure or treatment. Provision of high
quality care through provision of medication to prevent pain and symptoms, awareness

of palliative care as well as treatment by a group multidisciplinary team will still be
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necessary for this group of patients to improve their quality of life and care. Therefore,
in humanistic, concern for nursing does not point only a person’s well-being, but also

more-being (Paterson and Zderad: Humanistic Nursing).

Human beings have special life experiences, therefore they are to be valued, respected,
nurtured and understood with the right to make decision concerning their health. There-
fore, involving adolescents in decision-making about their medical treatment is a way to
adhere to the autonomy and respect their dignity. On the other hand, their participation
encourages them to open up and share thoughts about their feelings towards treatment
and illness (Blazin et al, 2018)

7.2 Discussion of results related to other literatures

Development of Pediatric Palliative Care (PPC) globally can be effective through utili-
zation of variety strategies by care providers, patients and families and organizations in
order to improve the quality of life and care in the course of illness trajectory. On the
contrary, it also comes with challenges. Effective communication among other strate-
gies has a great impact towards development of PPC globally. Multiple research studies
through several evidence based data indicated that adequate knowledge and skill of
communication between care providers, patients with serious illnesses and families

promoted early pediatric palliative care referral , thus, improving quality of life .

Physicians are urged to apply concept of honesty and openness in the course of discus-
sion with the patient and families about the diagnosis as well as treatment and prognos-
tic without delay. The disclosure of the prognostic includes provision of more infor-
mation concerning options for cure, upcoming complications during treatment and im-
pact of the illness to the child. A study done by Hawley, (2016) & Doherty and Thabet,
(2018) revealed that this was challenging to most physicians which led to reluctance to
referral of eligible patients to pediatric palliative care. Other reasons behind the reluc-
tance were pointed out as lack of skills and knowledge about pediatric palliative care,
uncertainty of prognosis, assumption that the family might deny the referral, unaware-
ness of palliative care and acceptance by the physicians that the treatment has failed and

that they are not competent enough. Even getting to know the right diagnosis, knowing
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the right time to refer children and families to PPC was noted to be challenging for phy-
sicians. Even though, according to World Health Organization (WHO) palliative care
begins at diagnosis through treatment till death and after bereavement. Early and clear
diagnosis would help avoid aggressive treatment during pediatric end of life care, hence

prolong the life expectancy of a child patient and his/her families

Patients’ and families’ reluctance as well, delayed pediatric palliative care since they
were scared of breaking the bond shared with healthcare providers in case they are to
join to a new team of care making pediatric palliative care referral difficult. Different
opinions concerning the diagnosis and choice of treatment by physician contributed to
the delayed process of PC referral. This impacted the treatment options as well as ob-

struction in clinical trials by several institutions even though the patients were eligible.

Involving adolescents in decision making about their medical treatment was a way to
adhere to the autonomy and respect their dignity. However, age priority limited children
to participate in decision-making, hence involving their parents to advocate for them.
Other parties would also get involved in the participation of the decision —making with
the consent from the child’s parents. Their participation made them to open up and
share thoughts about their feelings towards treatment and illness. On the contrary, par-
ents, due to fear of causing anxiety and distress to their children, undisclosed some in-
formation which was noticed to affect the quality of life and care, hence, delay to provi-
sion of PPC services . Parents were emotionally affected during the process of caring
for a child at the end of life phase, thus finding it difficult to accept the forthcoming
death of a child.

Care providers being culturally competent contributed towards development of pediatric
care. Language barrier tend to fragment information between the care providers, chil-
dren with serious illness and families, especially during disclosure of information about
diagnosis and /or during the process of decision making concerning their goals of care.
Some cultures due to cultural beliefs and religion felt uncomfortable talking about death
as it was believed to bring bad omen which was death. A study by Kaye et al, (2015)
suggested that publishing of materials in languages that patients and families from dif-
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ferent cultural background understand makes communication easier during the end of
life care. On the other hand, suggestion on provision of information through interpreters

is possible. .

Misinterpretation and misunderstanding of palliative care to represent death or end of
life by children with serious illness and families delayed referral to pediatric palliative
care. As a result, physicians proposed to rephrase of the word “palliative care” to “sup-
portive care” which would enable children with serious illnesses and their families to
approve on pediatric palliative care referral, thus early provision and access to Pediatric
Palliative Care (PPC) services. Early referral to PPC is likely to improve the quality of
life by prolonging the life expectancy, thus less aggressive treatment as well as distress-
ful symptoms ( Hui and Bruera, 2015 and Hawley, 2017).However, some of the
healthcare providers are on denial about implementing pediatric palliative care services
placing children with life limiting conditions and their families in a distressful situation,
thus lowering the quality of life and care (Friedrich et al, 2018). Nevertheless,
healthcare providers have responsibility to explain the meaning of palliative care and
what it entails for children living with life limiting illnesses or life threatening illnesses
and their families to erase the perception of palliative care to refer to death. Contrary,
findings from a study by Hawley, (2017) mentioned that combination of either of the
two phrases with additional terms such as “pain and symptom management” was likely
to fade the role of palliative care, thus hindering the fulfillment of patients’ needs by the

interdisciplinary team.

Basic Palliative Care (PC) training sessions for healthcare providers as well as introduc-
tion of PC in medical and nursing school curricula enables students familiarize them-
selves with PC. Data collected from variety of research studies indicated that health care
providers, patients and families were not aware of palliative care, thus, ability to provide
the care to patients and families in need of the services were limited. For this reason,
formal training and education for all healthcare providers and PC specialist both in de-
veloped and developing countries is recommendable to enable them advocate as well as
provide optimal quality care for patients with serious illnesses such as cancer and their
families. Some of the patients and families had problem in experiencing palliative care
due to cultural norms, for example, the Latino children with life —limiting condition that
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moved to US (Munoz-Blanco et al, 2017). Other barriers that impeded the experience of
pediatric palliative care for the Latino children suffering from serious illness were pov-
erty, traditional social support and healthcare system. For example, poverty hindered
the process of death and bereavement and secondly, the cost of healthcare was a burden
to families with financial strains. According to the Latino culture, being away from the
family and lack of social tradition support brought a feeling of isolation. The period of
the training should be adequate enough to enable the care providers gain enough skills
and knowledge about pain and symptom management, palliative care and end of life
care among others. Additionally, the continuation medical program for oncologists is

necessary to attain new skill in the field.

Three levels of training, particularly in Low and Medium Income countries, which were
outlined according to recommendations within WHA resolution and Lancet Commis-
sion report, consisted of the Palliative Care Approach, General Pediatric Palliative Care
(PPC) and Specialist PPC. The palliative care approach focusing on educating under-
graduate or pre-registration students and qualified healthcare professionals enabled
them integrate PPC in unspecialized settings. General palliative care training was meant
for those who participated in provision of PPC, though not as a daily job. The authors
had mentioned that several curricula and programs are available for this kind of training,
which has been noticed to be important in utilizing myths and barriers to Pediatric Palli-
ative Care (PPC) provision as well as support PPC specialists. Specialist palliative care
training was for those specialized in PPC. Programs focused particularly different spe-
cialized care providers, for example, doctors, nurses or multi-professionals. The authors
further mentioned that education for parents and family members to enable them sup-
port and take care of their child was necessary as well as training for community health

workers in Low and Medium Income Countries (LMICs) (Downing et al, 2018).

Advocacy at all levels of healthcare systems, for example, community and national lev-
els as well as regional and international palliative organizations would be of beneficial,
particularly in low and medium income countries. For example, advocacy at community
level, patients and families become aware of Pediatric Palliative Care (PPC) and make

use of them when they need it. This entitles them to PPC programs, fade the myths and
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beliefs patients and families have about use of opioids as well as home care support
(Downing et al, 2018).

Family-centered advanced care planning during End of Life care with the HCPs enabled
a child and his/her family make wishes regarding EOL care. Discussion with the family
about End of Life (EOL) as well as during bereavement brought comfort to the families
and prepared them for the dying process. Care planning and coordination processes con-
sisted of advance care planning, emotional, social & spiritual support, bereavement,
care coordination and continuity, symptom control and forms/phone calls after death
(Kaye et al, (2015) .Establishment of therapeutic alliance through effective communica-
tion among patient, family and interdisciplinary would strengthen the bond and trust,

thus, provision of optimal quality care during the EOL care (Blazin et al, 2018).

Sufficient resources, for example, to cover salaries, would enhance the employment of
well trained and skilled physicians, nurses, social workers, specialist and other care pro-
viders to help meet the needs and goals of children with serious illnesses and their fami-
lies. From the findings, it was noted that with the rapid growth of children and families
in need of Palliative Care (PC) services, there was need for more PC programs. On the
contrary, availability of funds was noted not to totally solve the problem since recruit-
ment of the appropriate care providers was going to be a challenge (Doherty and Buera,
2018). This insufficiency overweighs patients and families living in low and medium
income countries than those living in high income countries, where resources such as
oncological units and interdisciplinary team are adequate. International Children’s Palli-
ative Care Network (2015) principles of children palliative care states that children liv-
ing with life threatening illness have right to palliative care. However, insufficient re-
sources in developing countries affected the quality of life, particularly for children liv-
ing with chronic illness. The scarcity of palliative care programs as well as access to the
services, particularly specialist palliative care program, among the children with chronic
illness and families living in community hospitals and rural areas was noted. Though, a
study by Neha and Vivek, (2016) stated that the provision of services such as hospices
and palliative care units, were highly recognized among children with life threatening

illness, such as cancer living in urban areas.
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Home-based care was also noted to be a major PC service which could benefit children
at the status of End of Life care. Despite being a Palliative Care service offered outside
hospital settings, children and families had a possibility to choose a suitable environ-
ment comfortable for them during the Pediatric End of Life care. This was contrary to
hospital settings, where parents felt they were limited from spending peaceful last mo-
ments with their children after death. On the other hand, home-based care enabled the
siblings to spend last moments with their loved one. Support could be available from the
community or even volunteers and this also applied in the hospital-based settings. A
study done by Kaye et al, (2018) revealed that most deaths happened at homes com-
pared to hospitals. This was due to the higher percentage of home care as a choice of
care location by many children and families during the terminal care. This was evi-
denced by the differences in financial strains with lower cost of taking care of a child

during EOL care at home rather than hospital.

Evidence based data enabled the recognition for urgency of pediatric palliative care. For
example, collecting data of the symptoms children with serious illnesses as well as the
rate of pain would advocate for the need of pediatric palliative care services. A study by
Downing et al, (2018) suggested that provision of evidence based data outlining how the
resources have been used in some countries where provision of PC services was claimed
to be a barrier due to limited resources was necessary. With no medication and treat-
ment for children with life limiting conditions or life threatening conditions, provision
of palliative care services was impeded in the resource poor countries. First reason be-
ing lack of resources while other one cultural beliefs and myths about the analgesics.
Children living with HIV were noted to be limited to the antiretroviral therapy treatment
while chemotherapy and radiotherapy treatments for children suffering from cancer due
to lack of machines. Despite the fact that medications such as morphine were costly,
administering them, if they were available, was challenging. This made it difficult to
prevent pain and distressful symptom especially during the pediatric end of life care
which alleviated the quality of life of children with serious illness and families. The use
of opioids among children with serious illnesses and families was a hindrance due to
multiple beliefs about addiction, tolerance, respiratory depression among others, which
really impacted their quality of life and care (Downing et al, 2018 and Friedrich, et al
2018).
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Patient Protection and Affordable Care Act *“ Concurrent Care for Children” protects
and guarantees children of optimal quality of care by providing concurrent care through
Medicaid or the State Children’s Health Insurance Program. This mostly affected chil-
dren with life threatening illness and families residing in the United States. Even
though concurrent care enabled the children with serious illness and families’ access to
PPC services, this did not favour children with life expectancy less than 6 months (Kaye
et al, 2018). However, these limitations were noted to exempt children and families
who needed provision of early PPC services such as Community-based Pediatric Pallia-
tive Care. On the contrary, life expectancy of a child living with chronic illness was dif-

ficult to predict.
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8 CONCLUSIONS

The findings of the study were based on the research question to investigate the devel-
opment of pediatric palliative care and the challenges that comes with its development
globally. The development of pediatric palliative care globally requires several strate-
gies to enable its implementation into the healthcare system. Effective communication is
the major factor towards development of palliative care. It promotes collaboration and
teamwork among the multidisciplinary team, thus improve children and families quality
of life and care. In addition, it helps build a strong relationship between children with
serious illness, families and multidisciplinary team making decision-making process
concerning treatment choices and goals easier. Excellent communication enabled the
multidisciplinary team to provide comfort to patients and families during the end of life

care and after bereavement, thus promoting quality of life and care.

Trainings and education for healthcare providers both in developing and developed
countries improved the quality of life and care of children with life limiting condition
such as cancer and families through alleviating pain and suffering during pediatric end
of life care. Through the training, healthcare providers and specialist oncologist were
able to prevent pain and distressful symptoms and provide right treatment to patients
with serious illness. The training gave them an opportunity to gain knowledge and skills
on how to communicate efficiently with children and families during end of life care,
manage pain and symptoms, to disclose information about prognosis, prognostic and
treatment goals among others, since it was observed to be the greatest challenge in de-

velopment of pediatric palliative care.

The development of pediatric palliative care comes with challenges which hindered the
provision of quality care to children with serious illness and families. Insufficient com-
munication among the multidisciplinary team, patients and families deteriorated the
quality of life when inadequate information concerning prognosis and goals of treatment
were unmet. Shortage of workforce due to lack of trained healthcare providers, particu-
larly, in resource poor countries hindered the provision of palliative care to all children

and families in need of it. Although training of the healthcare providers in the resource
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poor countries was a big issue due to lack of funds and decrease of donors in the past

years.

The access to affordable medication for all children during pediatric end of life care to
relieve pain and symptoms for children and families at the end of life care was neces-
sary, especially in resource poor countries. Possibility of administering medications
through different routes such as interdermal, parenteral, rectal among others helped with
pain management for children who oral route was challenging, for example neonatal.
Early palliative care reduces unnecessary staying at the hospital as well as aggressive
treatments, thus prolonged life expectancy. Cultural competency helped healthcare pro-
viders improve the quality of life through efficient communication with culturally di-
verse children and families. Discrimination of children and families from different cul-
tural background/ethnic group /race affects the quality of life and care of children and
families who need pediatric palliative care services. Thus, practicing humanistic care for
patients and families faced by hardships such as cultural beliefs, religion and socio eco-

nomic status is necessary to enable the provision of high quality of care.

8.1 Recommendation

There were three recommendations outlined based from the findings of the study.

Findings based on development of pediatric palliative stressed on provision of enough
period of training for the healthcare professionals caring for children with serious ill-
ness. However, there has not been specific ideal period of the duration for palliative care
training. Thus, the study recommends enforcement of a standard pediatric palliative care
training period for all care providers caring for children with serious illness and fami-
lies. Secondly, evidence was obtained from the previous studies on need and importance
of bereavement support, but no detailed information on how to support the families, par-
ticularly, those from different cultural background with different religion and belief.
Therefore, the study recommends provision of services that responds with different cul-
tural norms as per religion and beliefs. Third recommendation involves children with
chronic condition and their families. The aim of pediatric palliative care is to promote
quality of life of children living with chronic condition or life-limiting condition and

families. Investigations from previous studies conducted were mostly of children living
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with life-limiting condition such as cancer, thus the study recommends research on chil-

dren with chronic condition.

8.2 Strength and limitations of the study

Though the goals of this study have been accomplished through answering the research
questions addressed previously, limitations were observed. . Using verification strate-
gies such methodological coherence, sufficient sampling, developing a dynamic rela-
tionship between sampling, data collection and analysis, theoretical thinking theoretical
and theory development enables the researcher to modify the research process which
builds up reliability and validity, thus ensuring rigor. Being that this study was conduct-
ed as a literature review, there was lack of global generalization during the search using
key word “Development of pediatric palliative care globally”. Articles including the
word “globally” were not recognized within the search, which limited the global per-
spective of research study. Several articles retrieved including at least one of the key
words were not having information relevant to the research question whilst, those which
were relevant had limited access. Most articles used for analyzing the study were from
the latest studies. Therefore, the researcher was able to use latest information to investi-

gate the research study.
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