
R E S E A R C H Open Access

© The Author(s) 2024. Open Access  This article is licensed under a Creative Commons Attribution 4.0 International License, which permits use, 
sharing, adaptation, distribution and reproduction in any medium or format, as long as you give appropriate credit to the original author(s) and 
the source, provide a link to the Creative Commons licence, and indicate if changes were made. The images or other third party material in this 
article are included in the article’s Creative Commons licence, unless indicated otherwise in a credit line to the material. If material is not included 
in the article’s Creative Commons licence and your intended use is not permitted by statutory regulation or exceeds the permitted use, you will 
need to obtain permission directly from the copyright holder. To view a copy of this licence, visit http://creativecommons.org/licenses/by/4.0/. The 
Creative Commons Public Domain Dedication waiver (http://creativecommons.org/publicdomain/zero/1.0/) applies to the data made available 
in this article, unless otherwise stated in a credit line to the data.

Schröder et al. BMC Health Services Research           (2024) 24:45 
https://doi.org/10.1186/s12913-023-10495-7

BMC Health Services Research

*Correspondence:
Judith Schröder
judith@oslomet.no

Full list of author information is available at the end of the article

Abstract
Background Families with children who have life-limiting or life-threatening illnesses often prefer to receive care 
at home to maintain a sense of normalcy. However, caring for children at home is different from caring for them in a 
hospital, and we do not know enough about the needs of healthcare personnel who provide home-based pediatric 
palliative care.

Aim The aim of this review was to systematically summarize, appraise and synthesize available quantitative, 
qualitative, and mixed methods research to identify the needs of healthcare personnel in home-based pediatric 
palliative care.

Methods We used the Joanna Briggs Institute methodology for mixed method systematic reviews and searched 
systematically in Medline, Embase, PsycINFO, CINAHL, Web of Science, AMED, and the Cochrane Library. Quantitative, 
qualitative and mixed methods studies from 2012 to 2021 reporting on healthcare personnel’s needs, experiences, 
perspectives, coping strategies, and/or challenges related to home-based pediatric palliative care were eligible 
for inclusion. The screening was conducted independently in pairs. The quantitative data were transformed into 
qualitative data and analyzed using thematic synthesis.

Results Overall, 9285 citations were identified, and 21 studies were eligible for review. Most of the studies were 
qualitative and interview-based. Few studies included healthcare personnel other than doctors and nurses. Three 
analytical themes were developed: (1) being connected and engaged with the child and family, (2) being part of a 
dedicated team, and (3) ensuring the quality of home-based pediatric palliative care services. Healthcare personnel strived 
to deliver high-quality, home-based pediatric palliative care. Establishing a relationship with the child and their 
parents, collaborating within a committed team, and having sufficient resources were identified as important needs 
influencing healthcare personnel when providing home-based pediatric palliative care.

Conclusion The findings underscore the importance of building trusting relationships among healthcare personnel, 
children, and families. It also emphasizes the significance of interdisciplinary collaboration that is effective, along 
with the presence of enough skilled personnel to ensure high-quality home-based pediatric palliative care. Further 
research is necessary to include healthcare personnel beyond doctors and nurses, as palliative care requires a team of 
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Background
Palliative care for children with life-limiting or life-
threatening diseases aims to ease suffering and enhance 
the quality of life of these children and their families [1]. 
Home-based services, which are often more common 
than inpatient services, especially in developed coun-
tries play a significant role in pediatric palliative care 
[2]. These services can allow the families to maintain 
a sense of normalcy in their homes, which is often pre-
ferred when caring for children with severe illness [3–5]. 
Healthcare personnel can provide specialized and profes-
sional care in a home environment, which can positively 
impact a family’s care experience and reduce costs [1, 
3–6]. International standards in pediatric palliative care 
recommend that healthcare personnel are specialized in 
pediatric palliative care [6], but research indicates that 
there are vast variations in the competencies, content, 
and quality of services between countries and between 
urban and rural regions [4, 5]. In home-based pediatric 
palliative care, healthcare personnel experience more 
professional isolation because they predominantly work 
alone with limited professional collaboration and medi-
cal equipment [4, 5, 7, 8]. Furthermore, the emotional 
impact of providing pediatric palliative care is burden-
some as healthcare personnel are confronted with chil-
dren with unnaturally shortened lifespans [5, 7]. Palliative 
care services are often provided over a long period, which 
allows healthcare personnel to establish close relation-
ships with the affected families, often leading to a strong 
emotional impact and making it challenging to main-
tain professional boundaries [5, 7]. Previous research on 
home-based services indicate that healthcare personnel 
struggle with organizational deficits, such as a lack of 
staff and equipment, which can be exhausting [9]. These 
organizational deficits can cause emotional reactions in 
healthcare personnel, such as anxiety and frustration and 
the feeling of not being able to deliver adequate pediatric 
palliative care [5, 9]. In addition to resources, it is impor-
tant that organizations facilitate systematic and regular 
training in pediatric palliative care to promote the quality 
of home-based pediatric palliative care [4].

Home-based pediatric palliative care is a complex and 
challenging practice and few reviews have assessed and 
synthesized the existing research on this topic from dif-
ferent perspectives. Previous reviews have examined var-
ious aspects of home-based pediatric palliative care, such 
as community-based care in the U.S. [4], end-of-life care 
for children at home [5], or work-related stress among 
registered nurses [7]. However, none of these reviews 

have focused in identifying healthcare personnel`s needs 
in this setting. The aim of our mixed method system-
atic review is to identify the specific needs of healthcare 
personnel when providing home-based pediatric pal-
liative care. We consider that understanding these needs 
of healthcare personnel is an appropriate approach to 
explore their roles and responsibilities, ultimately con-
tributing to the improvement of practices in this field. 
Mixed method systematic reviews are widely recog-
nized as the most robust method for addressing clinical 
questions and generating evidence that directly informs 
best practice [10]. To achieve a broad understanding of 
healthcare personnel`s needs, when they provided home-
based pediatric palliative care, we conducted a mixed 
methods systematic review, which involved summariz-
ing, appraising, and synthesizing available research stud-
ies that employed quantitative, qualitative, and mixed 
methods approaches.

Methods
In this mixed method systematic review, we applied a 
convergent integrated approach transforming quanti-
tative data to text, following the guidance of the Joanna 
Briggs Institute [10], to enable the use of the same syn-
thesis method for both qualitative and quantitative data. 
We selected a mixed method review as this has been 
recommended when attempting to understand complex 
phenomena [10]. Needs can be conceptualized through 
expressed and felt needs [11]. These categories of needs 
were considered appropriate to examine the characteris-
tics of healthcare personnel experiences when providing 
home-based pediatric palliative care. The protocol was 
registered in PROSPERO (CRD42021292865) a priori.

Inclusion criteria
We used the sample, phenomenon of interest, design, 
evaluation, and research type (SPIDER) framework [12] 
to ensure a comprehensive search and to determine 
explicitly whether a study was eligible for inclusion in the 
review (Table  1). This review centers on contemporary 
research regarding practices in home-based pediatric pal-
liative care and encompasses studies published between 
2012 and 2021, reflecting the evolution of pediatric palli-
ative care research over the past decade [13]. The articles 
that were not explicit about whether palliative care was 
provided in a child’s home or if healthcare personnel pro-
vided palliative care to adults or children were excluded. 
The review only included articles published in Eng-
lish, German, or Scandinavian languages due to limited 

professionals from various disciplines. Addressing the needs of healthcare personnel can ensure safe and professional 
palliative care for children at home.
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funding, time, and resources. Articles in other languages 
were excluded during the full-text screening to assess the 
potential impact of language exclusion on the review’s 
internal validity [14].

Search strategy and information sources
To find relevant evidence that explored the aim of our 
review, we collaborated with university librarians to 
identify relevant keywords and index terms to develop 
the search strategy. In October 2021, an initial test of the 
search strategy was conducted by the university librari-
ans using the Medline database. This enabled us to evalu-
ate the relevance of the retrieved literature and refine our 
strategy with additional keywords and index terms. The 
purpose of this preliminary test search was to develop a 
systematic and comprehensive search strategy. Based on 
this testing process, the university librarians performed 
the final systematic search in seven databases, namely, 
Medline, Embase, PsycInfo, Cumulative Index to Nurs-
ing and Allied Health Literature (CINAHL), Web of Sci-
ence, Allied and Complementary Medicine (AMED), and 
the Cochrane Library, on December 9, 2021. An updated 
search was conducted by the librarian on December 5, 
2023, utilizing the same search strategy and databases as 
before.

In each database, the keywords, synonyms, and subject 
headings to palliative care (1/ Phenomenon of interest), 
child/adolescent (2/ Phenomenon of interest), homec-
are services (3/ Phenomenon of interest), and healthcare 
personnel (4/ Sample) were used to compose the search 
strategies. The complete search strategies are available 
in Additional file 1. The phenomenon of interest was 
divided into four separate terms, which were combined 
(AND).

Study selection
All the identified citations were uploaded to Covidence 
[15]. Covidence identifies duplicate citations by check-
ing the title, year, and volume. However, any remaining 
duplicates were identified manually by the first author. 
Pairs of reviewers independently screened the titles, 
abstracts, and full text based on the preestablished eli-
gibility criteria. JS screened all the studies, whereas HH 
and KR split the screening of the titles, abstracts, and full 
text, and each assessed one-half. The citations were dis-
cussed and disagreements regarding abstract or full text 
were resolved by consensus between all three authors.

Table 1 Inclusion and exclusion criteria according to sample, phenomenon of interest, design, evaluation, research type (SPIDER) [12]
Category Inclusion Exclusion
Sample (S) Studies reporting on samples of healthcare personnel who be-

long to medical, nursing, or other disciplines who are trained 
to provide healthcare services

Studies reporting on a sample of other professions involved in 
pediatric palliative care but not working in healthcare services
Studies reporting on a mixed sample of participants, where the 
results relating to the healthcare personnel cannot be separated
Studies reporting on a sample of healthcare personnel in an edu-
cational role/position

Phenomenon 
of interest (PI)

Home-based (delivered in a child’s home) pediatric (0–18 
years) palliative care, regardless of the diagnosis

Studies reporting on pediatric palliative care in inpatient hospitals, 
nursing home hospices, free-standing hospices, or community-
based intellectual disability services, or with a mixed sample, where 
the results cannot be separated to pediatric palliative care at home
Studies reporting on a sample of children with diagnoses not 
requiring palliative care
Studies reporting on samples of young adults (> 18 years) only

Design (D) Studies published in peer-reviewed journals
 - Quantitative descriptive research
 - Incidence or prevalence study without comparison group
 - Survey
 - Grounded theory
 - Ethnography research
 - Case studies
 - Observational studies
 - Phenomenological research
 - Narrative research
 - Qualitative description
 - Mixed methods design

 - Systematic reviews
 - Master and PhD theses
 - Conference abstracts or posters
 - Editorials
 - Comments
 - Protocols,
 - Non-empirical papers, or letters

Evaluation (E) Studies reporting on healthcare personnel’s descriptions, 
reports, narratives, or opinions about their needs, experiences, 
perspectives, coping strategies, and/or challenges

Studies reporting on healthcare personnel`s descriptions, narra-
tives, or opinions of children and/or their parents’ needs

Research type 
(R)

Qualitative, quantitative, or mixed methods research Not applicable
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Assessment of methodological quality
The methodological quality of the included studies was 
assessed independently in Covidence by JS and HH using 
the mixed methods appraisal tool (MMAT) version 2018 
[16]. MMAT is a critical appraisal tool for five differ-
ent study designs in qualitative, quantitative, and mixed 
methods studies [16]. In this review, MMAT was used 
to independently assess qualitative research (MMAT1), 
quantitative descriptive studies (MMAT4), and mixed 
methods studies (MMAT5). Questions about the qual-
ity domains of the chosen study design were answered 
with “Yes,” “No,” and “Can’t tell.” All the quality domains 
were considered important, and no studies were excluded 
from the analysis based on their methodological quality.

Data extraction and transformation
The characteristics of the included studies were extracted 
in Covidence using a tailored data collection form (Addi-
tional file 2), which was inspired by the SPIDER frame-
work [12], and developed a priori. JS extracted specific 
details about the author(s), year, country, sample, phe-
nomena of interest, research design, evaluation, and 
results. HH checked all the collected data. JS reviewed 
the full texts of all the studies included, and all the 
authors agreed to extract the text, tables, and data of all 
the figures labeled as “results” or “findings” for the the-
matic synthesis. Both quantitative and qualitative data 
can address our research question and can be combined 
once transformed into the same format [10]. We trans-
formed quantitative data from included studies into 
textual descriptions, enabling their integration with qual-
itative data through a process known as “qualitizing” [10]. 
In our review this approach involved narrative interpre-
tation of quantitative results, which primarily consisted 
of descriptive statistics like mean values or percentages. 
Additional file 4 provides examples of transformed quan-
titative data into qualitative data. JS extracted all the text 
and imported it into NVivo 12.

Data synthesis and integration
To ensure that our research question guided the synthe-
sis, we explicitly focused on data from the included stud-
ies that told something about expressed and felt needs in 
relation to the scope, responsibilities, and tasks of health-
care personnel in home-based pediatric palliative care 
[11]. JS and HH independently read the document with 
the result sections of all the included studies to deter-
mine their relevance in relation to the research ques-
tion. As described by Thomas and Harden [17], in the 
first stage of the thematic synthesis, JS coded each line 
of the extracted data according to its meaning and con-
tent. To identify relevant results describing the needs of 
healthcare personnel, the data were carefully examined, 
and results that could be coded as needs were included. 

Examples of coded results are presented in additional file 
4. This process generated 79 codes, which were closely 
linked to the content and meaning of the text. In stage 
two, JS read and reread all 79 codes to summarize the 
codes with similar meanings and developed descriptive 
themes that were close to the content. These descriptive 
themes were presented to HH to facilitate a discussion on 
the understanding and interpretation of the themes and 
to consider the meaning of all the findings. In stage three, 
the descriptive themes were interpreted and discussed by 
all authors in the context of the review question. Addi-
tional file 5 presents examples of all stages of our the-
matic synthesis.

Results
Characteristics of the included studies
The search identified 9285 citations. After deduplication, 
the titles, and abstracts of 6066 unique citations were 
screened for eligibility according to the inclusion criteria. 
Altogether, the full text of 175 citations were evaluated, 
which resulted in 21 studies [18–38] that were eligible for 
review (Fig. 1).

The included studies originated from Europe (n = 16) 
[18, 20, 22, 24–26, 28–33, 35–38], North America (n = 2) 
[27, 34], Australia (n = 1) [19], Africa (n = 1) [21], and Asia 
(n = 1) [23]. Thirteen studies were qualitative and took the 
form of interview studies [19–23, 26–29, 34, 35, 37, 38]. 
Seven studies were quantitative and presented survey 
data [18, 24, 30–33, 36], and study had a mixed methods 
approach [25]. Physicians (n = 333), including pediatri-
cians [22, 24, 25, 30, 35, 37, 38], were the largest partici-
pant group, followed by nurses (n = 219) [18, 19, 21–23, 
27–29, 34–38]. Some studies involved other healthcare 
personnel, such as counsellors, assistant nurses, occu-
pational therapists, physiotherapists, dietitians [22, 35, 
37], paramedics, psychosocial professionals, and other 
professionals [31, 35, 37, 38], and home-based care work-
ers [21]. Two studies presented participants as external 
stakeholders, in-patient hospital staff, and hospice at 
home teams [20] or as allied health clinicians [19]. Two 
studies did not report the exact sample size [26, 32].

Methodological quality
The appraisal of the included studies’ methodological 
quality is presented in full in Additional file 3. The major-
ity of the included qualitative studies clearly described 
the collection of the data and analyses and provided rep-
resentative quotations to justify the findings. In one of 
the studies [20], the findings were less obvious because 
of insufficient quotes, while another study [21] had insuf-
ficient details to determine the method of data collec-
tion. These two studies could therefore not be evaluated 
in relation to coherence between the data sources and 
interpretation.
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The quality of the quantitative studies included in this 
review varied, and many lacked transparency. The cat-
egorial differences between the respondents and nonre-
spondents were only possible to evaluate in one of the 
studies [30]. In three studies [30–32], the variables were 
defined, and the measurements were appropriated to 
answer the research question. Four studies [18, 24, 30, 
32] reported a description of the target population and 
sample and the inclusion and exclusion criteria. None of 
the studies used validated questionnaires.

One mixed methods study [25] was included and 
reviewed. However, the main focus of the study was on 
the quantitative findings, and the qualitative elements 
were not described in detail. As a result, it was challeng-
ing to evaluate the methodological quality of the qualita-
tive aspects of the study.

Overview of themes
Our thematic analysis provides a summary and synthe-
sis of the needs of healthcare personnel. Three analytical 

Fig. 1 PRISMA flow diagram [39] of the citations that were screened and included in the systematic review
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themes were developed: (1) being connected and engaged 
with the child and family, (2) being part of a dedicated 
team, and (3) ensuring the quality of home-based pediat-
ric palliative care (Fig. 2). The themes and corresponding 
descriptive subthemes are presented below.

Theme 1: being connected and engaged with the child and 
family
The healthcare personnel described the children’s homes 
as unfamiliar places but acknowledged that families pre-
ferred to receive care at home. Sometimes healthcare 
personnel did not know the child before the first home 
visit [29]. To ensure that the care they provided met the 
needs of the child and family at home and to make deci-
sion-making a shared responsibility between healthcare 
personnel and parents, healthcare personnel stressed 
the need to build a trusting relationship with the child 
and their family [18, 19, 22, 23, 25, 26, 28, 29, 34, 35, 37, 
38]. Healthcare personnel found that establishing a trust-
ing relationship made families feel safe and protected 
and had the potential to alleviate the burdens experi-
enced as their children’s illnesses progressed [22, 23, 25, 
26, 35, 37]. They also reported that gaining the trust of a 
child can be challenging [22, 23], but trust is needed to 
ensure open discussions and truth-telling and to involve 
the child in their care [21, 22, 28]. Healthcare personnel 

expressed that knowing and understanding the family 
helps clarify the responsibilities between the healthcare 
personnel and the family [27, 35] and makes it easier to 
assess if the family is coping at home [22, 23]. Telehealth 
can be useful in facilitating this relationship if large geo-
graphical distances are involved, but this was experienced 
by healthcare personnel as a less personal communica-
tion form compared to physical home visits [19, 34].

According to the perspective of healthcare personnel, 
the family’s perception of palliative care solely as end-of-
life care may pose a challenge in establishing a trusting 
relationship early in a child’s disease [30, 36, 37]. Late 
referrals from inpatient to outpatient services constituted 
another barrier for healthcare personnel when trying to 
establish a trusting relationship with a child and their 
family [22–24, 29]. Maintaining professional boundaries 
was mentioned as an important aspect of a trusting rela-
tionship, but balancing familiarity and emotional involve-
ment with a level of detachment could be challenging 
[18, 22, 25, 26, 28, 29, 35, 37]. Healthcare personnel who 
provide home-based pediatric palliative care needed to 
be aware of the emotional impact of their work on them-
selves [35].

Home-based pediatric palliative care was described as 
a type of health care that was provided in the individual 
home where the child and family lived. According to 

Fig. 2 Overview of the analytical and descriptive themes
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healthcare personnel, this made home care an unpredict-
able environment, with limited resources and the need 
to adapt to different families [37]. Therefor healthcare 
personnel emphasized the importance of standing out 
as skilled professionals when working alone in a family’s 
home [20, 22, 23, 25–27, 29, 37]. Appearing less knowl-
edgeable or unready was found to cause distress [18, 20, 
22–27, 29–31, 33, 36]. This distress emphasized the need 
for being prepared when caring for a child at home. A 
need for being prepared was particularly evident among 
the healthcare personnel who mainly provided palliative 
care for adults and were, therefore, less experienced with 
young patients [22, 23, 27]. This included being prepared 
to manage medical devices, assess symptoms, adjust 
medication dosages [24, 26, 30, 33], and handle ethical 
dilemmas related to life-prolonging interventions and 
alternative medicine [21, 28]. Additionally, healthcare 
personnel needed to adopt an attitude of accepting death 
as a natural occurrence rather than a professional failure; 
this shift had to happen for their emotional well-being 
[37]. Once home-based pediatric palliative care was 
established, healthcare personnel understood that care 
in the home favored a holistic approach to the needs of 
the children and their families [37, 38]. Age-appropriate 
communication with the children and open communi-
cation with families experiencing emotional stress were 
also identified as crucial factors [21, 23, 28, 29, 37].

To maintain a family’s trust and provide safe care, 
healthcare personnel needed to respond to the family’s 
needs in time. Home-based pediatric palliative care was 
perceived as more time-consuming and less predictable 
than home-based palliative care for adults [18, 22–24, 
26]. According to healthcare personnel, their busy work-
loads made it difficult for them to manage children’s 
medical procedures and emergency calls from families 
and to have time to be present for children and families 
experiencing emotional stress [18, 22, 23]. On the other 
hand, providing home-based pediatric palliative care was 
deemed to offer a unique experience that justified allocat-
ing sufficient time, even outside of working hours [18, 22, 
24, 25, 29].

Theme 2. Being part of a dedicated team
The healthcare personnel in several studies reported 
that optimal home-based pediatric palliative care should 
involve different professionals from within and across 
healthcare services [19, 20, 22–24, 26, 31, 34, 37]. Ser-
vices like psychosocial support, play therapists, respite 
services, and specialized pediatric palliative care ser-
vices helped to ensure that families could fulfill their 
wish to care for their children at home. However, effec-
tive working relationships and communication across 
different healthcare services for joint patient care were 
experienced as challenging [22–24, 31, 33]. This was 

partly due to the rarity of palliative care for children in 
community services, which meant that personnel from 
different healthcare services often found themselves 
working together for the first and only time [26]. Accord-
ingly, the need for effective collaboration within and 
across services was essential. For healthcare personnel 
effective collaboration between healthcare services was 
entailed as a clear understanding of each other’s roles 
and responsibilities and required functional routines for 
the exchange of information [19, 20, 22, 24, 26, 28, 30, 31, 
33, 36–38]. In addition, healthcare personnel needed to 
change their mentality to be flexible, proactive, decisive, 
and willing to work as a team [37]. Healthcare personnel 
can become confused, frustrated, or even feel threatened 
when collaboration is poorly planned and managed [22, 
24, 28–31]. Introductory meetings between specialized 
pediatric palliative care teams and the home care services 
could make healthcare personnel feel more prepared for 
home-based pediatric palliative care [36]. Three stud-
ies [19, 34, 36] examined the use of telehealth, like video 
conferences, in home-based pediatric palliative care, and 
it was reported to be an efficient method for maintain-
ing working relationships and enhanced communication. 
Video conferences permitted personnel from different 
healthcare services to be brought up to date and included 
in discussions regardless of the geographical location of 
the services [19, 34]. Collaboration seemed to cause in-
hospital healthcare personnel to hand more responsibil-
ity over to local healthcare personnel [19], and children 
could thus be transferred home earlier because the hospi-
tal staff knew the local healthcare personnel from differ-
ent services well [22].

Simultaneously, close collaboration enhanced the 
transfer of knowledge and skills from specialized hospital 
personnel to homecare personnel with less competence 
in pediatric palliative care [18, 19, 22, 24, 25, 27, 30–32]. 
The need for guidance and support from other health-
care personnel were echoed in the included studies. The 
healthcare personnel who collaborated with pediatric 
palliative care teams considered these specialized teams 
to be the most useful resources when providing palliative 
care at the homes of children [18, 22, 24, 25, 27, 31, 32, 
36]. Through that collaboration, the healthcare personnel 
received guidance and clarity regarding the symptoms to 
be expected, clinical assessments, and medication dos-
ages and were able to discuss dilemmas. Notwithstand-
ing, support from colleagues in the organization was 
also highlighted as important [23–25, 27, 29, 35]. When 
healthcare personnel worked alone with a child in their 
home and dealt with occasionally stressful work tasks, 
colleagues served as a source of emotional support. 
Reflective sharing, debriefing sessions, joint visits, or just 
having had the opportunity to reach out to a colleague by 
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phone promoted coping and made healthcare personnel 
feel more supported at work [22–25, 27, 29, 30, 35].

Theme 3. Ensuring the quality of home-based pediatric 
palliative care services
The findings of our review reflected that healthcare per-
sonnel had the need to establish equitable and sustain-
able services to ensure optimal care for children at home.

Home-based pediatric palliative care services seemed 
to consist of small local teams and pediatric patients 
spread over wide geographical areas [19, 22, 23, 29, 34]. 
The limited availability of appropriately skilled healthcare 
personnel was a barrier to provide flexible home-based 
pediatric palliative care, and especially out-of-hours care 
[18, 20, 26, 28, 38]. Small teams did not provide health-
care personnel with opportunities to rest and relinquish 
their practical and emotional responsibilities [26, 29]. 
Healthcare personnel requested clear guidelines and pro-
tocols to ensure that all involved personnel provide equal 
care to children in need of home-based pediatric pallia-
tive care as well as their families [20, 23, 28].

The scarcity of pediatric patients compared to adults 
and the fundamental differences between caring for chil-
dren versus adults were highlighted as reasons for health-
care personnel’s lack of knowledge and skills in pediatric 
palliative care [20, 22–29, 32, 33]. Healthcare personnel, 
therefore, expressed a need for continuous professional 
development in pediatric palliative care. As healthcare 
personnel shared their experiences, they emphasized 
the importance of the workplace having supported them 
with time, resources, and access to relevant courses and 
in-service training. This included not only theoretical 
courses but also practical guidance and hands-on learn-
ing, all tailored to their specific needs [20, 22, 24, 27, 37]. 
The topics specifically mentioned for training were clini-
cal assessments, communication, and strategies for self-
care (Table 2) [18–20, 22–27, 29–31, 33, 37, 38].

The emotional toll of providing home-based pediatric 
palliative care became manageable for healthcare person-
nel when time is dedicated to debriefing, or routines for 
supervision were established [22, 23, 32, 35]. Healthcare 
personnel recounted that workplace managers would 

demonstrate their appreciation for professional develop-
ment by facilitating and funding courses and educational 
opportunities [22, 27].

Discussion
This systematic review presents a summary of studies 
and a synthesis of healthcare personnel’s needs when 
providing home-based pediatric palliative care. Most of 
the studies investigated the needs of doctors and nurses 
more than those of other healthcare personnel. The 
methodological quality of the included primary studies 
was varying. The difficulties with feasible and rigorous 
quantitative research are a well-known phenomenon in 
pediatric palliative care research [40]. The small popula-
tion, heterogeneity of the illnesses, heterogeneity among 
providers, low response rates, and ethical concerns are 
some of the challenges. Despite these issues, previous 
research can serve as a foundation for future systematic 
research [6, 40, 41].

The reviewed studies illustrated that home-based pedi-
atric palliative care can be provided by various services, 
from hospital- to community-based services. These dif-
ferent models of care demonstrate that home-based pedi-
atric palliative care depends on the country and region, 
local regulations, and access to resources [5, 42]. To bet-
ter inform future service development in home-based 
pediatric palliative care, researchers should provide more 
details on characteristics of the home-based service and 
how it is delivered in practice [5, 7, 42, 43].

The need to establish trusting relationships was high-
lighted as important but challenging when provid-
ing home-based pediatric palliative care. This aligns 
with previous research, which has noted that trust is an 
important prerequisite in care [4, 5, 9, 43]. A trusting 
relationship also contributes to the assessment of the 
individual needs of children and their families and gives 
healthcare personnel the opportunity to respond pro-
actively [4, 5, 43, 44]. Previous research in home-based 
care has shown that healthcare personnel adapt from 
being a person outside of the family to becoming part 
of the family [4, 5, 7, 43]. A recent systematic integrative 
review described nurses’ competences in collaborating 

Table 2 Specific topics for training and experience in pediatric palliative care
Knowledge and skills in clinical assessments • Pediatric pathophysiology and disease progression

• Pharmacologic and nonpharmacologic symptom management
• Medication doses
• Medical devices and equipment

Knowledge and skills in communication • Age or developmentally appropriate interaction with children
• Navigating difficult conversations with children and their families
• Responding to families’ emotional reactions appropriately
• Cultural/contextual sensitivity

Knowledge and skills for self-care strategies • Balancing and coping with emotions by being mentally focused and emotionally prepared
• Formal and informal debriefings with colleagues
• Establishing boundaries
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with patients and families and how patients value nurses’ 
personal involvement [43]. Findings indicates that being 
personally involved is not contradictory to being profes-
sional, especially when providing care in a patient’s home 
[43]. Healthcare personnel who become a part of the 
family and show personal involvement can help normal-
ize the family’s situation when they rely on professional 
help for their child. However, on the other hand research 
shows that a close relationship between healthcare per-
sonnel and the family can blur professional boundaries, 
leading to work-related stress [5, 7]. Caring for children 
with palliative needs can also impact healthcare person-
nel emotionally, potentially making them feel unprofes-
sional [7, 9, 45]. Implementing mental health support 
interventions, such as training and supervision, is of 
paramount importance in the workplace. These interven-
tions not only encourage reflective clinical practice and 
professional progression, but they also help alleviate the 
stress that healthcare personnel frequently face in chal-
lenging work situations over long periods, such as those 
encountered in pediatric palliative care [7, 9, 45].

Standards for pediatric palliative care describe care 
as an interdisciplinary and complex service, and the 
reviewed studies showed that working in a team affected 
the needs of healthcare personnel [6]. A lack of collabo-
ration across healthcare services can be a source of stress 
[7], and this was echoed throughout the studies included 
in our review. A recent systematic integrative review that 
investigated the distinct levels of palliative care provision 
(palliative approach, generalized palliative care, and spe-
cialized palliative care) and the associated competence 
showed how the provision of different levels of palliative 
care is not sufficiently defined [43]. Clarifying roles and 
responsibilities can help ensure that all involved health-
care personnel take responsibility for and contribute to 
achieving common care goals [4, 41, 44]. Coordinated 
collaboration also contributes by providing a source of 
guidance from more experienced colleagues to health-
care personnel who are less experienced in providing 
pediatric palliative care [4, 41, 46]. The advantage of 
interprofessional collaboration was also discussed in the 
included studies. Understanding and appreciating each 
other’s roles between different providers can secure con-
tinuity of care [4, 5, 7, 41, 44].

Establishing a service with competent professionals 
and overarching collaboration to provide home-based 
care for children and their families was identified as dif-
ficult in most of the studies included in this review. As 
confirmed in previous research, staff shortages are a 
key stressor for healthcare personnel [5, 7]. In addition, 
workplaces must enable healthcare personnel to acquire 
basic levels of knowledge and skills in pediatric palliative 
care via education, affiliations with professional organiza-
tions, and networking opportunities [4, 7, 46]. However, 

the included studies illustrated that healthcare person-
nel struggle to acquire sufficient and relevant palliative 
care competencies because the number of children who 
would benefit from palliative care is low, and the oppor-
tunities for education and training are thus limited. 
Mentoring from colleagues was highlighted as an effec-
tive measure that requires few resources, as mentoring 
can take place in the interdisciplinary groups established 
around children [4, 7]. Digital collaboration can provide 
more flexible care for children and their families, but also 
to a greater extent, cover the needs of healthcare person-
nel in terms of collaboration, coordination, and compe-
tence enhancement [47–49]. Only two of the reviewed 
studies investigated digital solutions in home-based pedi-
atric palliative care.

Limitations
Although we strived to conduct our review rigorously 
according to the guidelines of the Joanna Briggs Insti-
tute, it has some limitations. The use of various terms 
to describe home-based pediatric palliative care based 
on different services in different countries may have 
resulted in missed studies that were not indexed with 
the keywords, synonyms, or subject headings used in 
our search strategy. To reduce the risk of missing out eli-
gible studies, we accepted a high number of records to 
review; consequently, leading to the exclusion of a high 
number of records at the title and abstract screening. 
These records mainly did not agree with our inclusion 
criteria, such as phenomenon of interest, or the records 
were not reporting research. The inclusion process may 
have been affected by the individual reviewers’ interpre-
tations of “needs”. While there have been studies explor-
ing different aspects of home-based pediatric palliative 
care, these studies did not explicitly aim to identify the 
needs of healthcare personnel. As reviewers, we had to 
interpret the findings of these studies to determine what 
they reveal about the needs of healthcare personnel in 
this context. Finally, many of the studies were from high-
income countries, which made it difficult to generalize 
the results to low- and middle-income countries.

Conclusions
Healthcare personnel have various needs that must be 
met for them to provide professional care for children 
and their families at home. These needs include being 
connected with the child and their family, being part 
of a dedicated team, and ensuring service quality. This 
review confirmed that providing home-based palliative 
care services varies from country to country. We found 
few studies on healthcare personnel other than doc-
tors and nurses, even though palliative care is intended 
to be an interdisciplinary service. Trusting relationships 
between children, families, and healthcare personnel are 
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fundamental when providing palliative care for children 
at home. Close relationships give healthcare personnel 
the opportunity to identify and meet families’ needs and 
provide proactive, personalized care. Coordinated inter-
disciplinary collaboration between healthcare personnel 
within and across services contributes to the provision of 
holistic care for families as well as emotional and profes-
sional support. Sufficient competent healthcare person-
nel and adequate training and guidance are essential for 
providing home-based pediatric palliative care. Health-
care services should ensure that their personnel are well-
trained and supported to provide high-quality care in the 
home setting. Further research is required to determine 
how healthcare services can be organized to meet the 
needs of the healthcare personnel who provide palliative 
care for children in their homes.
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