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Purpose: This study aimed to describe nurses’ perceived needs and barriers to pediatric
palliative care (PPC). Methods: Mixed methods with an embedded design were applied. An
online survey was conducted for nurses who participated in the End—of-Life Nursing Edu—
cation Consortium— Pediatric Palliative Care (ELNEC-PPC) train—the—trainer program, of
whom 63 responded. Quantitative data were collected with a survey questionnaire devel—
oped through the Delphi method. The 47 items for needs and 15 items for barriers to PPC
were analyzed with descriptive statistics. Qualitative data were collected through open—
ended questions and analyzed with topic modeling techniques. Results: The mean scores of
most subdomains of the PPC needs were 3.5 or higher out of 4, and those of PPC barriers
ranged from 3.22 to 3.56, indicating the items in the questionnaire developed in this study
properly reflect each factor. The needs for PPC were divided into 4 categories: “children and
adolescents,” “families,” “PPC management system,” and “community—based PPC.” Mean~
while, PPC barriers were divided into 3 categories: “healthcare delivery system,” “healthcare
provider,” and “client.” The keywords derived from the topic modeling were perception,
palliative, children, and education for necessities and lack, perception, medical care, profes—
sional care providers, service, and system for barriers to PPC. Conclusion: In this study, by
using mixed—methods, items of nurses’ perceived needs and barriers to PPC were identified,
categorized, and weighted, and their meanings were explored. For the stable establishment
of PPC, the priority should be given to improving perceptions of PPC, establishing an ap—
propriate system, and training professional care providers.
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INTRODUCTION

In recent decades, South Korea achieved remarkable devel—
opments in medicine, including reduced infant and child mor-
tality [1]. As a result of improvements in medical outcomes,
the survival rate of child and adolescent patients with severe
illnesses has increased rapidly [2]. However, attention toward
and systematic support for the experience and quality of life
of patients and family members after a patient’s diagnosis,
such as managing side effects, are lacking. Research on how to
support children and adolescents with severe disease, who ul-
timately may face death despite the increased survival rate, and
their family members is crucial.

It is very difficult to predict the prognosis of children and
adolescents with severe diseases due to high uncertainty [3].
Healthcare providers therefore face the challenge of choosing
between administering meaningless life-sustaining treatment
with uncertainty and maintaining and improving the quality
of remained life. In this process, healthcare professionals also
experience difficulties and ethical dilemmas when informing
patients’ parents about the situation [4-6]. Therefore, pal-
liative care for children and adolescents (pediatric palliative
care, PPC) in which holistic care along with treatment of the
disease from the moment of diagnosis has been suggested as an
alternative model for child and adolescent patients with severe
illnesses and their families [3]. However, this is a new model
that has been in place for fewer than 10 years. Following an
increase in social need and public attention regarding well-
dying, South Korea enacted the Act on Decisions on Life-Sus—
taining Treatment for Patients in Hospice and Palliative Care
or at the End of Life (referred to as the Act on Decisions on
Life-Sustaining Treatment) in 2018 [7]. PPC was introduced
at the same time. In 2018, two institutions (Seoul National
University Hospital and Yonsei University School of Medicine
Severance Hospital) established PPC programs. These PPC
pilot programs run by the government were expanded every
year, and, since 2022, PPC specialists have conducted pro-
grams at 10 hospitals across the country [8]. Although PPC
services, unlike those for adults, are not restricted to the ter—
minal stages of diseases, the awareness of healthcare provid—
ers who care for children and adolescents is still insufficient in

many areas, such as screening of patients who need such care,
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deciding the time when to refer a patient to palliative care, and
providing the required services.

In PPC, nurses occupy a critical role in identifying symptoms
and needs, distributing and managing care resources, sup—
porting and advocating for patients, and educating patients
and their family members [9]. Pediatric nurses, however, have
expressed difficulties when handling situations related to the
end—of-life and deaths of patients [4,5,10]. Specifically, nurses
have reported experiencing difficulties when facing patients
at the end of life and the anger of patients’ family members,
communicating with patients at the end of life and their fam—
ily members [4], and providing care with insufficient knowledge
and resources [10]. While previous studies have examined the
difficulties nurses experience, their perceptions, and related fac—
tors using qualitative research methods, these studies were limit—
ed with regard to understanding nurses’ perceptions about which
services were needed, which barriers existed, and the policies and
strategies that should be implemented for improvement.

Nurses’ lack of awareness about pediatric palliative care is
a significant barrier to institutionalization and service expan—
sion. In 2012, for the first time in South Korea, a training—
the—trainer program of the End-of-Life Nursing Education
Consortium—Pediatric Palliative Care (ELNEC-PPC) was
conducted. At that time, the participants’ awareness of PPC
was surveyed, but there were limitations since no measurement
tools yet existed that reflected the situation in South Korea [11].
Since then, the PPC pilot program was launched in 2018, and
it is therefore important to examine nurses’ perceptions about
pediatric palliative care in greater depth to successfully imple—
ment PPC programs in South Korea. A comprehensive explo—
ration of nurses’ needs and barriers related to PPC can provide
foundations for the development of a PPC nursing model.

Therefore, this study aimed to develop and use a tool to ex—
amine nurses perceptions about PPC based on factors related
to needs and barriers. This study adopted a mixed—methods
approach by using quantitative research methods, topic mod-
eling, and open—ended questions about the details of each fac—
tor. Topic modeling refers to a probabilistic model using the
concept of topics based on the assumption that documents are
comprised of many topics [12]. This study’s results could be
used as foundational data for improving the nursing quality of

PPC services.
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METHODS

1. Study design

This study was conducted in two stages—development and
administration of the developed questionnaire—to assess the
needs and barriers related to PPC among nurses. To develop
a questionnaire, the authors derived a preliminary list of fac—
tors related to the needs and barriers to PPC from a literature
review. Then, a three-round Delphi survey was conducted
to build systematic consensus among experts on needs and
barriers to facilitate PPC, and to and validate the preliminary
questionnaire. The Delphi study design is beneficial for gaining
consensus on a topic of interest using anonymous and itera—
tive rounds with structured feedback, when there is limited
evidence [13]. The first stage was followed by a descriptive
observational study, in which a developed questionnaire was
administered. Written responses to open—ended questions were
analyzed using topic modeling. Therefore, this study employed
a concurrent, embedded mixed—methods design [12] incorpo—

rating both quantitative and qualitative data.

2. Participants

For the Delphi study, a nationwide panel of hospice and pal-

liative nursing was recruited through convenience sampling.

Needs and Barriers Regarding Pediatric Palliative Care

The members of the panel were identified and invited if they
met one of the eligibility criteria: 1) clinical practitioners in
the field of PPC or advanced practice nurses in hospice; 2)
academic scholars who have published in the field of hospice
and palliative nursing; or 3) professionals who completed an
ELNEC train—the—trainer program. The cross—sectional sur—
vey was carried out to examine the needs and barriers to PPC
among nurses enrolled in the ELNEC-PPC program con-
ducted from October 15 to October 16, 2021. Among the 72
nurses who voluntarily consented to and participated in the
study (response rate=73.5%), 63 eligible responses were in-

cluded in the final analysis.

3. Instrument

To develop a questionnaire measuring the needs and barriers
related to PPC among nurses, a preliminary draft was devel-
oped from a literature review, the validity of which was tested
by conducting three rounds of Delphi surveys (Figure 1).

Previous studies on the needs and barriers related to the im-
plementation of PPC in South Korea were selected as follows:
a study examining pediatric palliative care needs among par—
ents of children with complex chronic conditions [14], pedia—
tricians [15], palliative care providers [6], and a study examin—
ing patients’ and healthcare providers” needs for community—

based palliative care [16]. Relevant items were extracted from

Literature review to extract key relevant items ]
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~

4 N
Necessities: 49-items (one open-ended question)
- Evaluating initial list of potential items Barriers: 25-items (one open-ended question)
Round 1 | - 4 APNs in hospice and palliative care Convergence above 0.62
and 6 academic scholars (n=10) One item added, 4 items eliminated, 42 items revised
Kendall's W=0.174, y2=123.47, P<0.000
- J N\
4 l N
Necessities: 50-items (one open-ended question)
- Re-evaluating list of items from round 1 Barriers: 21-items (one open-ended question)
Round 2 | - 10 APNs in hospice and palliative care Convergence above 0.49
and 6 academic scholars (n=16) Seven items eliminated, 46 items rephrased
Kendall's W=0.176, y2=191.41, P<0.000
o VRN
4 l N
- Refining final list of items from round 2 Necgssit.ies:_48-items (one open-ended qgestion)
) . o Barriers: 16-items (one open-ended question)
Round 3 | - 10 APNs in hos_p|ce and palllﬁtlve care Convergence above 0.506
and 6 academic scholars (n=15) Kendall's W=0.121, z2=110.73, P<0.000

- J

) Figure 1. Delphi process to develop a ques-

\

tionnaire on nurses’ perceptions of the needs

Final questionnaire (48-item of necessities and 16-item of barriers)

] and barriers regarding pediatric palliative
care (PPC). APN: advanced practice nurse,
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each study and collated to create a draft comprising 49 items
about needs and 25 items about barriers. Two open—ended
items were added at the end of each section to get comprehen—
sive expert opinions.

The Delphi survey was distributed and returned by email
from August 4 to September 15, 2021. In the first round, po—
tential items for the questionnaire identified from the literature
were presented. Panelists who voluntarily consented to par-
ticipate in the study were asked to evaluate the relevance, rep—
resentativeness, and clarity of each item of the questionnaire.
Each item was evaluated on a 4-point Likert scale (1=not ap—
propriate at all; 4=very appropriate). Panelists were also asked
to freely comment on each item and section. The research
team analyzed the mean, standard deviation, and median of
each item and consolidated all open—ended suggestions. The
content validity was evaluated by calculating the content va—
lidity ratio (CVR). Items with CVR scores above 0.62 were
considered significant and remained based on a Lawshe table
with 10 panelists [17]. Any item with a CVR score below the
critical value was discussed until consensus was achieved and
then deleted.

In the second round, the results of the first round were pre-
sented to the panelists so they could reflect their own opinions
by comparing their opinions to the summative results. They
re—evaluated the revised items and answer the open—ended
questions freely. The research team analyzed the results, as in
the first round. In the third round, similar to round 2, the re—
sults from the first and second rounds were presented to the
panelists. The panelists reviewed and approved the final list of
items. Based on these items, the research team created the final
questionnaire which included 48 items on needs and 16 items
on barriers measuring nurses’ perceptions of PPC. The positive
coefficient of experts, which is the recovery rate of the Delphi
survey, is considered high and acceptable when it is greater
than 70% [18]. The recovery rates of the three rounds of the
Delphi surveys in this study were 100%, 100%, and 93.8%.
The degree of expert coordination was evaluated using Ken—
dall’s W test [19]. Kendall's W coefficients were statistically
significant for all three rounds of the Delphi surveys in this
study, which objectively indicated that the panelists consis—

tently reached a consensus.
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4. Data collection

An online survey was performed by administering the de-
veloped questionnaire from September 24 to October 15,
2021, after approval from the Institutional Review Board of
S University (No. 2021110HR). A link to the online survey
was distributed to those who enrolled in the ELNEC pediatric
curriculum and agreed to the terms of collection and usage of
personal information. Participants were provided with infor—
mation about the purpose of the study and the data protection
policy, and they indicated that they were willing to partici—
pate voluntarily. The survey took approximatelyl0 minutes to

complete.

5. Data analysis

All quantitative data including the sociodemographic char-
acteristics of the participants and the results of the survey,
were analyzed using descriptive statistics in SPSS (version 263
IBM Corp., Armonk, NY, USA). Continuous variables were
presented using means and standard deviations, and categori—
cal variables were presented using frequencies and percentages.
The narrative responses to open—ended questions about needs
and barriers regarding PPC, which comprised the qualitative
data in this study, were analyzed using topic modeling, which
is a text—mining technique. Keywords related to needs and
barriers were visualized as word clouds. The latent Dirichlet
allocation (LDA) topic modeling method was applied; this
process involves making inferences about the distribution of
topics within the document as well as the distribution of words
within the topics based on the text [20,21]. The authors set «
and £ to 0.01 and the number of iterations to 1000. In total,
5 topics were derived as final results, after reviewing the top 3

keywords and eliminating redundancies [22].

RESULTS

1. Participant characteristics

A total of 98.4% of the study participants were women, and
their average age was 35.81+7.76 years. A roughly equal
proportion of participants were single (49.2%) and married

(50.8%). In total, 41.3% of participants completed the stan—
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dard training program for hospice and palliative care, and
14.3% were nurse specialists in hospice or oncology. Most
participants (38.1%) had 6~10 years of clinical experience as
a nurse. While 50.8% did not have hospice and palliative care
experience, 22.2% of participants had 1~5 years of experience,
15.9% had less than 1 year of experience, and 11.1% had more
than 6 years of experience. In total, 36.5% of the participants
had fewer than 5 years of experience in a pediatric ward, while
20.6% had 6~10 years of experience, 19.0% had more than
11 years of experience, and 23.8% had no experience in a pe—
diatric ward. The participants’ current occupations included
nurses (52.4%) and nurse specialists (20.6%), comprising ap—

proximately 73% of the participants in clinical practice (Table 1).

2. Needs of PPC

According to the survey on needs related to PPC, the average
scores for each of the 46 items rated on a 4-point Likert scale
ranging from 3.49 to 3.89, excluding one item that allowed
multiple choices. The Delphi analysis results indicated that the
need factors could be categorized into four areas (children and
adolescents, family, PPC operation system, and community—
based PPC) (Table 2).

The first category, children and adolescents, was composed
of three sub—categories: physical care, psychosocial care, and
spiritual care. Psychosocial care had the highest mean score,
followed by spiritual care and physical care. The mean score
for the psychosocial care sub—category was 3.83+0.30, and
the range was 3.68~3.89. Within the psychosocial care sub—
category, the item with the highest score was “the perception
of being loved” (3.89+0.32), and the items with the lowest
scores were “ownership over life” (3.78+0.46) and “recogni—
tion of being remembered forever by others™ (3.78+0.46).
The mean score for the spiritual care sub—category was 3.72
+0.39, with a range of 3.68~3.78. The item with the highest
score was spiritual comfort” (3.78+0.46), and the item with
the lowest score was “understanding the meaning of existence”
(3.68+0.50). The mean score for the physical care sub—cate—
gory was 3.68%0.37, and the range was 3.49~3.87. The item
with the highest score was “alleviating pain” (3.87+0.34), and
the item with the lowest score was “maintaining and improv—-
ing cognitive function” (3.49+0.59).

The second category, family, was composed of two sub-
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Table 1. Characteristics of the Participants (N=63).

Characteristics n (%)

Sex

Female 62 (98.4)

Male 1(1.6)
Age (yr)

<29 17(27.0)

30~39 25(39.7)

40~49 17 (27.0)

>50 4(6.3)

Mean+SD 35.81+7.76
Marital status

Unmarried 31(49.2)

Married 32(50.8)
Education

Graduated froma junior nursing college/bachelor'sdegree 33 (52.4)

Graduate school 30 (47.6)
Hospice palliative care curriculum

Nurse specialist (hospice or oncology) 9(14.3)

General education for hospice palliative care 26 (41.3)

None 28 (44.4)
Clinical career (yr)

<5 14.(22.2)

6~10 24.(38.1)

11~15 14(22.2)

>16 11(17.5)
Hospice palliative care career (yr)

<1 10(15.9)

1~5 14(22.2)

>6 7(11.1)

None 32(50.8)
Pediatric care career (yr)

<5 23(36.5)

6~10 13(20.6)

>11 12(19.0)

None 15(23.8)
Current unit/workplace

Hospice palliative care unit 14(22.2)

Other wards 26 (41.3)

University 16 (25.4)

Other 7(11.1)
Current position

Nurse 33(52.4)

Charge nurse or unit manager 11(17.5)

Nurse specialist 13(20.6)

Professor 6(9.5)

categories: psychosocial care and spiritual care. The mean
score for psychosocial care was 3.78+0.37 with a range of
3.71~3.84, and the item with the highest score was “alleviating
anxiety and fear” (3.84+0.37). The item with the lowest score
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Table 2. Nurses’ Perceived Needs Regarding Pediatric Palliative Care (PPC) (N=63).

ltems Mean  SD Range
Children and adolescents
Physical care
Relief from physical symptoms 1 Helping relieve symptoms 387 034
2 Helping regulate body temperature 370 0.50
3 Helping relieve convulsions 373 048
4 Helping alleviate nutritional problems (anorexia, malnutrition, nausea, vomiting) ~ 3.73  0.45
5 Helping relieve breathing problems (coughing, sputum, shortness of breath) 379 045
6 Helping relieve dehydration or edema 3.65 051
7 Helping relieve bowel (diarrhea, constipation) and urination problems 370 0.50
8 Helping relieve skin problems (rash, itching, pressure sores) 3.68 047
Subtotal 373 038 3.65~387
Improvement in bodily function 9 Helping maintain and improve cognitive functions (thinking, memory, language) in - 3.49  0.59
cooperation with the Department of Rehabilitation Medicine
(e.g., use of aids for communication)
10 Helping maintain and improve motor function (mobility) through cooperationwith ~ 3.54  0.53
the Department of Rehabilitation Medicine (e.g., use of exercise orthosis)
i Helping maintain and improve sensory functions (visual and hearing) in 362 052
cooperation with the Department of Rehabilitation Medicine
Subtotal 355 052 3.49~3.62
Subtotal 368 037 349~387
Psychosocial care
Emotional support 12 Helping children and adolescents develop a sense of 378 0.46
ownership and control over their lives (for school-age children and adolescents)
13 Alleviating anxiety or fear, and helping patients feel emotionally secure 384 041
14 Reducing depression (for school-age children and adolescents) 384 037
15 Helping children realize that they are important (self-esteem) 387 034
(for school-age children and adolescents)
Subtotal 383 034 3.78~387
Communication 16 Helping children and adolescents express their feelings 386 035
17 Helping children and adolescents (if desired) participate in discussions about 381 040
the treatment plan, and the decision-making process
Subtotal 383 034 381~386
Relationship 18 Helping children and adolescents recognize that they are loved by 389 032
family, friends, teachers, and others
19 Helping children and adolescents recognize that they are always rememberedby ~ 3.78  0.46
their family, friends, teachers, and others
Subtotal 383 035 3.78~3.89
Subtotal 383 030 3.68~3.89
Spiritual care
Meaning of existence 20 If children and adolescents believe in the existence of God, 3.68 0.50
helping them identify the meaning of existence by promoting relationships with
transcendental beings (God, Buddha) (for school-age children and adolescents)
21 Helping children and adolescents realize their dreams 370 0.50
(wishes, things they want to achieve) (for school-age children and adolescents)
Subtotal 369 043 3.68~3.70
Spiritual peace 22 Helping children and adolescents accept the pain or death 378 046
they are experiencing, and feel spiritually at peace
Subtotal 372 039 3.68~378
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Table 2. Continued 1.

ltems Mean SD Range
Families
Psychosocial care
Emotional support 23 Alleviating anxiety or fear, and helping patients feel emotionally secure 384 037
24 Reducing depression 381 044
25 Helping parents feel that they have done their best for their children 383 038
26 Enabling siblings” psychological stability 379 045
Subtotal 381 037 379~384
Communication 27 Facilitating open communication within the family 378 046
(married couples, parent-child relationships, siblings)
28 Helping strengthen family cohesion 371 052
29 Helping parents comfortably communicate with health care providers about 384 037
their child's medical condition or treatment
30 Helping parents guide their other children about 375 047
the disease/treatment/prognosis according to their developmental stage
Subtotal 377 041 371~384
Social supportand 31 Building a social support network (family, relatives, patient associations) through ~ 3.81  0.40
bereavement counseling collaboration with members of the PPC team, and helping them feel fully supported
32 Providing short-term care services so that caregivers can take breaks 373 048
33 Supporting the grief of loss during the bereavement of the child 378 0.46

(e.g., telephone or in-person counseling, depending on
the individual needs of the person)

Subtotal 377 039 373~381
Subtotal 378 037 371~384
Spiritual care
Meaning of existence 34 Helping a parent or sibling identify the meaning of existence 365 0.60
(e.g., promoting a relationship with a transcendental being such as God or Buddha)
Spiritual peace 35 Accepting the child's pain and death, and helping parents feel spiritually atpeace  3.84  0.37
Subtotal 374 045 3.65~3.84
PPC management system
PPC team support 36 Building and managing the PPC team 386 035
37 Reinforcement of specialized education for PPC 383 042
(e.g., professional training, general medical staff education, education for
other helping professionals)
38 Support for professional activity of PPC (e.g., art therapy, music therapy) 379 041
Subtotal 383 036 379386
Financial support 39 Development and application of medical fee system for PPC 378 0.6
Subtotal 378 046 378
PPCinterventionand referral 40 Diagnosis of pediatric cancer, and non-cancerous diseases with low cure potential ~ 1.32  0.47
(duplicate response)
Difficulty predicting the time of death, and persistent deterioration 1.35 048
Expected to die within months 1.46 0.50
Expected to die within weeks or days 1.71 046
Community-based PPC
Community-based 4 Establishment of home-care PPC service system through 381 044
PPCliaison plan regional children's hospitals, or hospice institutions designated by
the government
42 Efficient liaison system between the main treatment hospital (children'shospital) ~ 3.79  0.45
and regional children's hospitals
43 Efficient liaison between regional children's hospitals and 384 041
hospice institutions designated by the government
Subtotal 381 041 3.79~384
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Table 2. Continued 2.
ltems Mean  SD Range
Desired community-based 44 Helping children and adolescents at home control their pain and symptoms 389 036
PPCservices (e.g., administering drugs such as narcotic analgesics according to a prescription)
45 Home visits by medical personnel and PPC team members from 381 047
regional children's hospitals or hospice institutions designated by
the government (if desired by the parents)
46 Provision of non-pharmacological PPC interventions for children and adolescentsin 3.76 ~ 0.47
the home (e.g., music, art, and expression therapy such as play therapy)
47 Sharing medical records between the main treatment hospital and 373 045
the PPC team (limited to what is necessary)
Subtotal 380 036 3.73~3.89

Table 3. Nurses’ Perceived Needs Regarding Pediatric Palliative Care (PPC): Results of an Open-Ended Question Analyzed Using Topic Modeling.

. Number of Keyword Categories related to needs identified
TOPIC gocuments (%) through Delphi
locuments (% Ist ond 3rd rough Delphi surveys
Topic 1 24.(34.79) Medical treatment Alleviation Children & adolescents Palliative care for children and adolescents,
Topic3 9(13.04) Pain Management Bereavement and their families
Topic5 18 (26.09) Perception Medical stall Patient PPC team support: education
Topic4 9(13.04) Human resources Service Children PPCteam support: team building
Topic 2 9(13.04) Hospital Team Liaison Community-based PPCliaison plan

was “strengthening family cohesion” (3.7140.52). The mean
score for the spiritual care sub—category was 3.74+0.45, and
the range was 3.65~3.84. The item with the highest score was
“spiritual comfort” (3.8440.37), and the item with the lowest
score was “understanding the meaning of existence” (3.65+0.60).

Three sub—categories were identified within the PPC opera—
tional system, the third category: PPC team support, financial
support, and PPC intervention and referral. The mean score for
PPC team support was 3.83%0.36 with a range of 3.79~3.86,
both of which were higher than those of the other two sub-
categories. The item with the highest score was “building and
managing the PPC team” (3.86+0.35), and the item with the
lowest score was “support for professional activity of PPC”
(3.79+£0.41). The financial support sub—category included one
item, with an average score of 3.78+0.46. The participants’
thoughts on the ideal timing of intervention and referral to
PPC were recorded using a single item that allowed more than
one response. The most—selected answer was “when death can
be anticipated in a few weeks or a few days.”

The community—based PPC category had two sub—catego—
ries, which were a community—based PPC liaison plan (3.81+
0.41) and desired community—based PPC services (3.80%0.36),
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and they had similar mean scores.

The results of topic modeling analysis and word cloud visu-
alization of responses to the open—ended question (“What is
most needed for the effective implementation of PPC services
in South Korea?”) are presented in Table 3 and Figure 2. Ac-
cording to the results of the topic modeling analysis, the top
3 keywords across five topics had the least amount of re—
dundancy and were used in the analysis. Topics 1 and 3 were
applicable to the child and family categories of the 47 items
about need factors constructed based on the Delphi analy-
sis. Keywords included “medical,” “pain,” “alleviation,” and
“management.” Topic 5 was related to education in the PPC
team support sub—category. The keywords were “aware-
ness” and “medical staff.” Topic 4 was related to the building
PPC team of the PPC team support sub—category, and the
keywords included “manpower” and “service.” Topic 2 was
related to the plans for making community—based PPC liaison
plan sub—category, and the keywords were “hospital,” “team,”

and “connection.

3. Barriers to PPC

The barriers to PPC were organized into 15 items across
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Figure 2. Nurses’ perceived needs and barri-
ers regarding pediatric palliative care (PPC):
word cloud visualization of the results of an

Needs related to PPC according to nurses

Barriers related to PPC according to nurses

open-ended question.

Table 4. Nurses’ Perceived Barriers Regarding Pediatric Palliative Care (PPC) (N=63).

ltems Mean  SD Range

Client

1 Lackof awareness of patients or caregivers about palliative care, or a medical environment that cannot properly expressneeds  3.48  0.54

2 Diversity in the types of noncancerous diseases in children and adolescents 300 057

3 Difficulty predicting the prognosis, and determining the appropriate PPC referral timing due to the diverse courses of 319 064

cancerous and noncancerous diseases in children and adolescents

Subtotal 322 044 3.00~348
Healthcare provider

4 lackof professional staff for PPC 3.60 049

5 lackof education and training related to PPC 360 053

6 Negative perception of PPC by medical personnel 321 079

7 Lack of awareness and knowledge of medical staff about the PPC needs of children and adolescents with noncancerous diseases  3.44  0.69

8  The psychological burden of caring for a dying child and adolescent 327 075

9 Insufficient psychological support and burnout prevention programs for nurses 343 0.62

Subtotal 343 047 321~3.60
Healthcare delivery system

10 Lackof inpatient PPC services 352 054

11 Lack of home-based PPC services 359 0.0

12 Lack of a community-based PPC provision system 360 053

13 Insufficient liaison system between regional children's hospitals and hospice institutions designated by the government 354 062

14 Lack of a medical fee system for PPC 363 055

15 Insufficient advisory system (e.g., ethics committees) 348 0.56

Subtotal

356 046 3.48~3.60

three categories (client, healthcare provider, and healthcare
delivery system) (Table 4). The mean score was highest for the
healthcare delivery system category, followed by the health—
care provider and client categories. The mean score for the
healthcare delivery system category was 3.56+0.46 with a
range of 3.48~3.60. The item with the highest score was “lack
of medical fee system for PPC” (3.6340.55), and the item
with the lowest score was “insufficient advisory system” (3.48
+0.56). The mean score for the healthcare provider category
was 3.43+0.47, and the range was 3.21~3.60. The items with

the highest score were “lack of professional staff for PPC”
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(3.60%0.49) and “lack of education and training related to
PPC” (3.60+0.53). The item with the lowest score was “nega—
tive perception of PPC by medical personnel” (3.21+0.79).
The mean score for the client category was 3.22+0.44 with a
range of 3.00~3.48. The item with the highest score was “lack
of awareness about PPC” (3.48+0.54), and the item with the
lowest score was “diversity in the types of noncancerous dis—
eases” (3.00£0.57).

The results of the topic modeling analysis and word cloud vi-
sualization of the responses to the open—ended question (“What

are the barriers to effective implementation of PPC services
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Table 5. Nurses’ Perceived Barriers Regarding Pediatric Palliative Care (PPC): Results of an Open-Ended Question Analyzed Using Topic Modeling.

. Number of Keyword Categories related to barriers identified

Topic documents (%) through Delphi surv
cuments (% Ist ond 3rd ugh Delphi surveys

Topic2 17 (34.79) Perception Negative view Lack Client
Topic4 11(13.04) Alleviation Medical treatment Perception
Topic 1 16 (26.09) Lack System Professional Healthcare provider
Topic3 6(13.04) Patient Service Project
Topic5 21(13.04) Lack Human resources Insufficiency Healthcare delivery system

in South Korea?”) are presented in Table 5 and Figure 2. The
top three keywords across five topics had the least amount of
redundancy and were used to analyze the results. Among the
15 items, topics 2 and 4 from the Delphi analysis were rel-
evant to the client category. The keywords were “awareness,”
“negative,” and “alleviate.” Topics 1 and 3 were related to the
healthcare delivery system category, and the keywords includ-
ed were “lack,” “system,” and “service.” Topic 5 was related to
the healthcare provider category, and the keywords were “lack”

and “manpower.

DISCUSSION

In this study, a survey aimed at improving the quality of pal-
liative care provided to children and adolescents was devel-
oped through a literature review and three rounds of Delphi
analysis. Using this survey, this study aimed to understand the
nurses’ perceived needs and barriers related to PPC. This study
conducted analyses using topic modeling methods and used
word clouds to visualize the keywords. The study is meaning-
ful since it identified the topics related to nurses’ perceptions
of the needs and barriers concerning pediatric palliative care
and examined the significance of the topics in relation to each
other.

It can be inferred that the items constructed through the
Delphi analysis adequately reflected each factor since the mean
scores of the items on the need and barriers related to PPC
were all above 3.5 out of 4.

The highest—scoring items in the 3 sub—categories of the
children and adolescent category related to the needs concern—
ing PPC were “the perception of being loved” in the psychoso-
cial care sub—category, “spiritual comfort” in the spiritual care

sub—category, and “alleviating pain” in the physical care cat-

94  http://www,e-jhpc.org

egory. For children and adolescents, death and end—of-life are
psychosocially uncomfortable situations, and patients typically
fear the dying process [23]. It is crucial for healthcare provid-
ers to help patients be able to recognize that they are loved
and important to their families and spend their final moments
peacefully and comfortably. Symptom treatment and pain al-
leviation are essential factors, with many pediatric oncologists
considering them the primary goal of PPC [24]. Pain control
is important in children and adolescent patients with terminal
diseases, and a palliative care team needs to conduct a multi—
dimensional assessment for effective pain control according to
each patient’s developmental stage and pain patterns [25]. PPC
patients vary in terms of cognitive capacity according to their
developmental stage, and specialized techniques are required
for effective communication. Therefore, PPC nurses must use
therapeutic communication skills suited to the developmen—
tal stage of each individual child or adolescent to assess and
manage his/her pain. In previous studies, while the need for
spiritual care scored the lowest among the physical, social, and
spiritual care needs of family members of child or adolescent
cancer patients [26], “assessment of the spiritual status of pa-
tients and family members” was reported as the most difficult
part of the job by hospice and palliative care nurses [27]. Spir—
itual care nursing in clinical practice, therefore, can be considered
one of the most difficult tasks among PPC nurses. However, as
it is important to help children and adolescents accept the pain
they experience as they face the ends of their lives and feel com—
forted, spiritual care should be practiced as a part of PPC.
Within the family category, the item with the highest score
in the psychosocial care sub—category was “alleviating anxi-
ety and fear,” and in the spiritual care sub—category, it was
“spiritual peace”. Laronne et al. [24] suggested that palliative

care for parents of child cancer patients required first provid—
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ing them with practical help, such as structuring everyday life,
balancing the parents’ work and child’s medical needs, and
assisting with the collection of their social security pension,
and second, offering emotional support, such as expressing
sympathy and encouraging therapy for their emotional sup—
pression, worries, and pain, and encouraging communication
that enables emotional support. Most people generally expect
to die based on their biological age, so the deaths of children
and adolescents can be hard to accept for patients and their
family members. Therefore, psychosocial intervention to al-
leviate the anxiety and death—related fear of patients and fam—
ily members who care for patients is very important in PPC.
One way to alleviate anxiety and fear would be to help family
members and patients accept the pain of the dying process and
death and feel spiritual comfort. However, given that nurses
reported difficulty when providing spiritual care to adults [27],
nurses are also likely to experience difficulties when providing
spiritual care for children and adolescents. Intervention pro—
grams to improve nurses spiritual care of children and ado-
lescents at the end of life and their family members should be
developed in the future.

The item with the highest score in the PPC team support
sub—category of the PPC management system category was
“separate composition and operation of a PPC team.” In order
to improve the quality of PPC, a multidisciplinary approach is
needed. Rather than clinical nurses exclusively providing PPC,
a separate, dedicated team is required. Moreover, while the
suggested timing of intervention and referral to PPC has been
suggested as when the predicted survival time is fewer than
6 months according to the Patient Protection and Affordable
Care Act [23], in this study, many of the participants suggested
“a few weeks or a few days remaining until death” as the rec-
ommended timing. This response may be based on the social
perceptions that children and adolescents are less likely to die
or the fact that the PPC pilot program had only been in place
for approximately 3 years at only 10 institutions, resulting in
insufficient awareness. This study found that nurses may also
have insufficient awareness regarding the timing of referral or
eligible patients for PPC. Therefore, public awareness should
be increased through national advertisements using mass me—
dia, and a systematic education program about PPC for nurses

should be created.
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The category of community—based PPC comprised the two
sub—categories of plans for PPC liaison and desired PPC ser—
vices. When the expected survival is prolonged, or in situations
when the patient cannot be hospitalized for a long time, ef-
ficient connection to regional children’s hospitals, hospice and
palliative care institutions, or at—home PPC services would be
helpful. However, most hospice institutions in South Korea
lack experience in providing PPC services. Other than one or
two institutions, most South Korean hospice facilities exclude
children and adolescents from their services. Thus, systematic
support for education and training related to PPC services for
healthcare providers, including both doctors and nurses, would
have a substantial impact on the development and expansion
of PPC.

After analyzing the responses to the open—ended question
("What is necessary for the effective implementation of pediat—
ric palliative care?”) using topic modeling and visualized using
word clouds, the keywords were “awareness,” “alleviation,”
“medical staff,” “children,” “education,” “improvement,” and
“hospice.” Increased awareness of PPC is therefore important
for the establishment of PPC services in South Korea. Increased
awareness of PPC is a condition that should precede improve—
ment in the quality of end—of-life care and is an important
factor for the implementation and expansion of PPC,

The item with the highest score in the healthcare delivery
system, which was the first of three categories related to the
barriers to PPC, was “lack of a medical fee system for PPC.”
Medical insurance in South Korea is based on a fee—for-
service system, and since the necessary services of PPC are not
clearly defined, it is difficult to calculate the costs using a fee—
for—service or diagnosis—related group system. An adequate
reimbursement system should therefore be implemented when
the necessary services and delivery systems for PPC are real-
ized in the clinical field [28]. In addition, PPC services have
only recently been launched. Since South Korea is still only
beginning to introduce PPC services, an effective and fair re—
imbursement system would help expand the use and establish—
ment of PPC services. The items with the highest scores in the
healthcare provider category were “lack of professional staff
for PPC” and “lack of education and training for PPC.” The
item with the highest score in the client category was ‘lack of

awareness about PPC.”

http://www.e-jhpc.org 95


http://www.e-jhpc.org/main.html

Kyung-Ah Kang, et al

In Moon’s study [6], the perceptions of PPC based on a sur—
vey of hospital personnel in hospice and palliative care institu—
tions were analyzed, and the lack of specialized personnel was
reported as a main barrier to PPC. The second most frequently
reported barrier to providing palliative care to children and
adolescent non—cancer patients was the negative perception of
palliative care among patients and caregivers. For nurses, the
deaths of children and adolescents were harder to accept than
those of adults [4] and were less common. The unit of nursing
care is the family, and the psychological burden of providing
end-of-life care was higher among nurses in pediatric inten—
sive care units than those in adult intensive care units [29]. The
nurses intention to leave their nursing jobs was higher when
they perceived and experienced more barriers to end—of-life
care for children and adolescents [30]. Nurses are the health-
care providers at the core of providing PPC services. A lack of
awareness among nurses about PPC is not only a main barrier
to the institutionalization and expansion of service of PPC but
also a reason for turnover among nurses. Based on the results
of this study, the factors related to the needs concerning the
development of PPC should be strengthened, and the barri-
ers should be removed. This can improve nurses’ perceptions
of PPC and provide foundational data for the development of
education and training programs by identifying the contents of
palliative care services in detail.

When the responses to the open—ended question (“What are
the barriers to the effective implementation of pediatric pallia—
tive care?”) were analyzed using topic modeling and visualized
through word clouds, the keywords were “awareness,” “medi-
cine,” “insufficient,” “system,” and “personnel.” According to
this result, the primary barrier to the implementation of PPC
services in South Korea is the lack of awareness, a system, and
specialized personnel for PPC. This result may be due to the
fact that only a small number of hospitals in South Korea pro—
vide PPC services as part of the government’s pilot program. In
order to expand PPC services, increased awareness and suffi—
cent systemic support and specialized personnel are necessary.

The generalizability of this study is limited due to the small
number of participants recruited among nurses who were reg—
istered for an ELNEC-PPC training program, and variation
in the characteristics of nurses who provide PPC in the clinical

field was not reflected in the sample. The needs related to the
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development of PPC services should be examined among nurs—
es with various job characteristics, including pediatric nurses,
in the future. Efforts to remove barriers would also lead to
the implementation of improved PPC services for patients and

their family members.
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