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Abstract 

Background Deaths in paediatric intensive care units (PICUs) are not uncommon. End-of-life care in PICUs is gen-
erally considered more challenging than other settings since it is framed within a context where care is focused 
on curative or life-sustaining treatments for children who are seriously ill. This review aimed to identify and synthe-
sise literature related to the essential elements in the provision of end-of-life care in the PICU from the perspectives 
of both healthcare professionals (HCPs) and families.

Methods A systematic integrative review was conducted by searching EMBASE, CINAHL, MEDLINE, Nursing 
and Allied Health Database, PsycINFO, Scopus, Web of Science, and Google Scholar databases. Grey literature 
was searched via Electronic Theses Online Service (EthOS), OpenGrey, Grey literature report. Additionally, hand 
searches were performed by checking the reference lists of all included papers. Inclusion and exclusion criteria were 
used to screen retrieved papers by two reviewers independently. The findings were analysed using a constant com-
parative method.

Results Twenty-one studies met the inclusion criteria. Three elements in end-of-life care provision for children 
in the PICUs were identified: 1) Assessment of entering the end-of-life stage; 2) Discussion with parents and deci-
sion making; 3) End of life care processes, including care provided during the dying phase, care provided at the time 
of death, and care provided after death.

Conclusion The focus of end-of-life care in PICUs varies depending on HCPs’ and families’ preferences, at different 
stages such as during the dying phase, at the time of death, and after the child died. Tailoring end-of-life care to fami-
lies’ beliefs and rituals was acknowledged as important by PICU HCPs. This review also emphasises the importance 
of HCPs collaborating to provide the optimum end-of-life care in the PICU and involving a palliative care team in end-
of-life care.
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Background
Although childhood death is a rare phenomenon, when 
it occurs either at home or in a healthcare setting, it 
can be a traumatic event [1, 2]. A substantial number of 
these deaths will occur in hospitals and more specifically 
in paediatric intensive care units (PICUs) [3]. Mortal-
ity rates in PICUs vary across the world, with developed 
countries reporting very low rates; for example, in the 
United Kingdom (UK) and the Republic of Ireland, 
the mortality rate among children admitted to PICUs 
in 2021 was 3.3% [4] and in Sweden during the period 
2008–2016 the mortality rate was 2.93% [5]. Mortality 
rates in middle-income countries’ PICUs are higher, for 
example a study in the PICU of the main referral paedi-
atric hospital in Iran reported a mortality rate of 12.2% 
for 2020 [6], and a study in the PICU of a tertiary hospital 
in Indonesia reported a mortality rate of 10.7% for 2018 
[7]. While some deaths in PICUs occur within minutes to 
days, others can occur days to years after multiple PICU 
admissions, primarily because access to technologically 
advanced life-sustaining treatments alters disease trajec-
tories and contributes to chronic medical complexities 
[8].

The importance of high-quality end-of-life care for 
these children and families has been emphasised, how-
ever its provision is acknowledged as challenging globally. 
For example, children with life-threatening conditions 
and their families in the UK encounter many social, 
economic, and cultural barriers when trying to access 
care, including the complex needs of families facing the 
death of a child [9]. In addition, healthcare professionals 
(HCPs) may feel unprepared to provide compassionate 
and sensitive care at the end of life [10, 11]. A small sur-
vey of 10 parents in India reported that parental caring 
for dying children with cancer created a sense of failure, 
powerlessness, and guilt [12]. In the same study, 40% of 
the parents reported financial concerns contributed to 
their distress during the child’s terminal illness and only 
40% rated emotional support by HCPs as excellent [12]. 
For HCPs, providing care for children as well as for their 
families in a palliative situation, is a highly demanding 
and stressful task, particularly when the child’s health 
deteriorates, and transitions to end-of-life care [13].

End-of-life care in PICUs is generally considered more 
challenging than other settings, because of the focus on 
curative or life-sustaining treatments for children who 
are seriously ill. Hence, end-of-life care may not be con-
sidered until very late [14]. In addition, parents may have 
difficulty with the decision-making process related to 
withdrawing treatment from a child, significantly impact-
ing their psychological well-being [15]. Therefore, it is 
indisputable that there are significant challenges in the 
provision of palliative and end-of-life care in the PICUs.

Considering the challenges faced by all involved in pal-
liative and end-of-life care in PICUs, it is not surprising 
that considerable research has been undertaken over the 
years with HCPs and families to explore experiences, per-
spectives, attitudes and impact of end-of-life care [16]. 
Three reviews have been published between 2015–2022, 
specifically related to end-of-life care in PICUs. The 
most recent review aimed to synthesise the experiences 
of parents who endured the death of their child in the 
PICU and what end-of-life care they perceived as sup-
portive [17]. This review found that parents need to be 
able to effectively interact with HCPs to fulfil their paren-
tal responsibilities and participate in important decisions 
regarding treatment for their child. The review by Mu 
et  al. [18] synthesised evidence around nurses’ experi-
ences of end-of-life care in PICUs mentioning that nurses 
experienced inadequate communication, emotional 
strain and moral distress resulting from medical futility. 
Finally, Howes [19] reviewed the provision of end-of-life 
care in PICU and the options available to children and 
families. The authors found parents’ discomfort with 
withdrawing their child’s ventilation, inadequate commu-
nication, and limited accessibility to children’s hospices, 
had to be overcome before transferring the children out 
of PICU and continuing end-of-life care. While these 
reviews provide important insights, there is a need to 
update the knowledge base. This is because the major-
ity of existing reviews considered health professionals’ 
or families’ findings separately, while the only review 
that considered both, included evidence up to 2013. It is 
imperative to undertake an up to date and more compre-
hensive review by including various research designs and 
grey literature to analyse and synthesise findings from the 
perspectives of family and HCPs. Thus, this review aims 
to synthesise evidence to identify the essential elements 
in the provision of end-of-life care in the PICU from the 
parents’ and HCPs’ perspective.

Methods
Study design
This integrative review was conducted using Whitte-
more and Knafl [20] methodology which consists of five 
steps: identification of the problem, literature search, 
data evaluation, data analysis, and presentation. The 
strength of integrative review is its capacity to analyse 
research literature, evaluate evidence quality, merge find-
ings from various research designs, generate research 
questions, and develop an excellent empirical foundation 
that promotes evidence-based practice [21, 22]. The inte-
grative review methodology allowed for a holistic under-
standing of PICU palliative care, which would not be 
achieved by other review methodologies such as system-
atic or scoping review [23]. This review was registered 



Page 3 of 28Adistie et al. BMC Palliative Care          (2024) 23:184  

on PROSPERO (CRD42022346518). In the absence of a 
specific integrative review reporting guide, the Preferred 
Reporting Items for Systematic Reviews and Meta-Anal-
yses (PRISMA) checklist has been used to report this 
review [24].

Identification of the problem
To identify the problem and formulate the review ques-
tion, the template population, intervention/interest, 
comparison/context, outcome, time, and study design 
(PICOTS) was used (Table  1) [21]. The questions in 
this review were ‘What does end-of-life care involve in 
PICUs?’, there were two sub questions: (1) Who provides 
end-of-life care in the PICU? and (2) How do healthcare 
professionals provide end-of-life care in the PICU?

Eligibility criteria
Inclusion criteria
Primary quantitative, qualitative, and mixed method 
studies, focused on end-of-life care in PICUs were 
included in the review. Studies were included if the popu-
lation were HCPs and/or family who had experienced 
the death of a child in PICU. Studies with data about 
paediatric patients receiving end-of-life care in PICU 

were included since they provide indirectly perspectives 
of HCPs and/or family. Studies published from January 
2014 were eligible for inclusion, as a previous review on 
the provision of end-of-life care in PICU [19] is available 
with literature included up to 2013. Only studies reported 
in English language were included.

Exclusion criteria
Secondary research in the form of systematic reviews or 
any other type of reviews were excluded. Articles con-
cerning practices relating to neonatal and adult Intensive 
Care Unit (ICU) were not considered. However, studies 
conducted in Neonatal Intensive Care Unit (NICU) and 
PICU settings were included if the authors presented 
separately findings related to the PICU only. A full list 
of the inclusion and exclusion criteria is presented in 
Table 2.

Search strategy
The following electronic databases were searched to 
ensure that relevant literature was captured: EMBASE, 
CINAHL, Medline, Nursing and Allied Health Database, 
PsycINFO, Scopus, Web of Science, and Google Scholar. 
Grey literature was searched via Electronic Theses Online 
Service (EthOS), OpenGrey, Grey literature report. The 
last search was run on April 3rd, 2023.

The keywords were developed in consultation with a 
subject specific librarian at the University of Birming-
ham. Medical Subject Heading terms and any relevant 
terminology and truncation symbol (*), and Boolean 
operators AND, OR, NOT were used during database 
searches. The following terms were used in the search 
strategy “health care professionals” OR “health care staff” 
OR “nurses” OR “doctors” OR “psychologists” OR “phar-
macists” OR “chaplain” OR “famil*” OR “parents” AND 
“end-of-life care” OR “palliative care” OR “terminal care” 
OR “advance care planning” OR “life support care” OR 

Table 1 PICOTS elements

Population Paediatric patients in the end-of-life stage or 
have died in PICU, their family, and healthcare 
professionals

Intervention/interest Provision of end-of-life care

Comparison/context No comparator
Paediatric intensive care unit context

Outcomes High quality of end-of-life care provision in PICU

Time Studies published after January 2014

Study design Quantitative, qualitative, and mixed method 
studies

Table 2 Inclusion and exclusion criteria

Inclusion Exclusion

Participant on the research were:
- Health care professionals
- Family
Papers including data about paediatric patients receiving end-of-life care in PICU

Papers solely focused on the paediatric 
patient who experienced sudden death

The setting of the study was in PICU Adult ICU
NICU

Research in English in the time span of January 2014 until April 2023 in the form of:
- Quantitative studies
- Qualitative studies
- Mixed-method studies
- Case studies
- Theses/Dissertations
- Conference articles

- Conference abstracts
- Opinion papers
- Editorials
- Reviews
- Simulation studies
- Pilot studies
- Instrument development and assessment
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“dying” OR “EOL” AND “paediatric intensive care unit” 
OR “pediatric intensive care unit” OR “paediatric critical 
care unit” OR “pediatric critical care unit” OR “PICU”.

Selection of studies
The results of the searches in each database were 
exported and deduplicated in EndNote version 20 [25] 
and manually checked by hand-searching for remaining 
duplicates [26]. Following deduplication, all papers were 
uploaded on Rayyan to facilitate collaboration between 
reviewers in screening and labelling articles (include/ 
exclude/ maybe) in blind mode and then compare the 
label they generated [27]. Two reviewers independently 
decided the potential eligibility of each study by title and 
abstract. Due to the volume of retrieved papers the task 
was divided between reviewers (FA & NE, FA & SN, FA 
& KLS). Following this level of screening any disagree-
ments were explored and discussed, and if these were not 
resolved then a third reviewer was consulted [28].

Additional papers were identified during the screen-
ing process by checking the reference lists of all included 
papers, and their abstracts were reviewed in a simi-
lar manner. Finally, full text screening was done inde-
pendently by two reviewers (FA, NE) and the full list of 
included papers was agreed by all reviewers.

Data extraction
Data from included papers were extracted by two review-
ers (FA, BB) into a Microsoft Excel spreadsheet using a 
predetermined form which included the authors, year of 
publication, origin of the research, study aim, designs and 
data collection and analysis methods, sampling strategy, 
participants’ characteristics, main findings, financial sup-
port, conflict of interest and the strengths and limitations 
of the study. The review team developed the data extrac-
tion sheet which was pilot tested on five studies and 
minor alterations were made. Following the data extrac-
tion, a sample of 25% of the data extraction was double-
checked by NE and no discrepancies were found.

Quality appraisal
Critical appraisal tools by Critical Appraisal Skills Pro-
gramme (CASP) were used to assess the quality of the 
papers that met the inclusion criteria, and also to con-
sider their validity, results and relevance to the context 
[29]. The variety of literature that can be incorporated 
into an integrative review necessitates a variety of eval-
uation techniques [30]. Since methodologies in some 
studies could not be appraised using CASP checklists, 
the Mixed Methods Appraisal Tool (MMAT) by Hong 
et  al. [31] was also used in this integrative review. The 
appraisal of the included studies was conducted by FA. A 
sample of papers (n = 8) was appraised independently and 

validated by NE, SN, and KLS. There was 95% agreement 
between reviewers on the appraisal checklists of these 
eight papers. Disagreements were discussed, and final 
appraisals agreed by all. No selected study was excluded 
from the review solely based on the quality, as studies 
with lower quality can still contribute to a review [32].

Data synthesis
The four phases of constant comparative methods (data 
reduction, data display, data comparison, and conclu-
sion drawing and verification) proposed by Whittemore 
and Knafl which provide the most thorough overview of 
a systematic analytic strategy were used in this review 
[33, 34]. In the first phase, one reviewer (FA) grouped 
the findings from the included articles. The quantitative 
data were transformed into qualitative data (qualitising) 
identifying what was measured, then categorizing and 
translating or converting the data into textual descrip-
tions [35]. All findings from the papers were extracted 
in a spreadsheet and tabulated. In the data comparison 
phase, the reviewer constantly compared the findings 
and uncovered patterns, commonalities, and differences 
that led to the creation of themes. In the last phase, the 
reviewer (FA) generated the conclusion and verified the 
themes with the other reviewers.

Results
A total of 3,309 papers were retrieved from databases 
and citation searching. After removing duplicates, 2,646 
remained. Of these, 2,465 papers were discarded at title/
abstract screening level. The remaining 117 papers were 
examined at full text level. Ninety-six did not meet inclu-
sion criteria, which left 21 papers to be included in the 
review (Fig. 1).

Study characteristics
The 21 papers included in this review (Table 3) reported 
findings from across the globe: 5 (23.8%) from Europe, 5 
(23.8%) from Asia, 4 (19%) from South America, 4 (19%) 
from North America, and 3 (14.3%) from Australia. 
Twelve (57.1%) articles reported studies that had used a 
qualitative approach, 7 (33.3%) were quantitative studies, 
and 2 (9.5%) were mixed-methods studies. In 12 (57.1%) 
studies, participants were healthcare professionals, in 
two (9.5%) studies participants were bereaved parents, 
six (28.6%) studies had paediatric patients as partici-
pants, and one (4.7%) study had healthcare professionals 
and family as participants (Table 4). Most of the included 
papers (18 out of 21) were of very good quality (meeting 
90–100% of the critical appraisal criteria). The remaining 
papers were of good quality (meeting 71–77% of the criti-
cal appraisal criteria). (Table 3, available at the end of the 
manuscript, and Table 4 around here).
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Elements of end-of-life care in PICU
The analysis of the papers’ findings resulted in identifying 
three elements in end-of-life care provision for children 
in the PICUs: (1) Assessment of entering the end-of-life 
stage, (2) Parental decision-making at the end-of-life, and 
(3) End of life care processes consisting of care provided 
during the dying phase, care provided at time of death, 
and care provided after death. The roles of HCPs were 
mentioned in every stage in the care provision.

Assessment of entering the end‑of‑life stage
Three papers [48, 49, 51] raised issues on the recognition 
of end-of-life and concluded that a consensus is required 
among the HCPs involved to determine a patient enter-
ing end-of-life. Nevertheless, different approaches to 
end-of-life assessment and recognition were reported in 
each study. According to Mitchell and Dale [51] nurses 
were commonly the first HCP to recognise deteriora-
tion in the condition of children towards the end-of-life. 
Nurse participants in the study by Poompan et  al. [48] 
conveyed that all children admitted to the PICU were 
assessed daily by nurses using the Palliative Perfor-
mance Scale of Children (PPSC) to allow them to initiate 
appropriate care plans. However, nurse participants also 
mentioned that they could not provide care as planned 

because they had to wait for doctors’ decisions. In the 
same study, doctors used more subjective methods of 
evaluation when deciding on a patient’s prognosis, for 
example the patient’s response to treatment, likelihood 
of survival or minimal probability of survival.  Mitch-
ell and Dale [51] revealed that gaining HCP agreement 
on the recognition of end-of-life is a key obstacle to the 
advance care planning (ACP) process. In a study by Jon-
garamraung et al. [49], an end-of-life diagnosis was based 
on the consideration of ‘2Cs’; the Clinical symptoms 
of patients who failed to thrive with continued medi-
cal treatment (including deteriorating diseases), and a 
Consultation with other medical specialists, such as 
neurologists, urologists, and endocrinologists. Indeed, 
consultation with other medical specialists is necessary 
for children with complex metabolic and neurodegenera-
tive diseases which may create challenges in recognising 
end-of-life [51]. The different approaches to recognising 
end-of-life can challenge the continuity of care and delay 
initiation of end-of-life care.

Shared decision‑making with parent(s) at the end 
of the child’s life
Shared decision-making was considered an impor-
tant element in the provision of end-of-life care. Yet no 

Fig. 1 PRISMA flow diagram [24]
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studies examining this (n = 14) reported any guidance or 
framework to underpin discussions and decision-making 
with parents. However, a study in Thailand by aimed to 
develop palliative care guidelines for doctors and nurses 
working in PICU in a university hospital [50]. According 
to this study, family meetings to discuss transitioning to 
end-of-life care should take place in a private area of the 
unit, with the conversation emphasising the child’s prog-
nosis and the risk of adverse outcomes.

Discussions about end-of-life care decisions required 
interprofessional collaboration, [42] following a doctor’s 
confirmation of a child entering the end-of-life stage. 
Nurses had the responsibility to coordinate the meeting 

between HCPs and parents [49] and the discussion of 
transitioning to end-of-life care was initiated by the treat-
ing doctor [53]. Before making end-of-life care decisions, 
doctors discussed with parents the most appropriate 
options for their child. The most common options given 
were life-sustaining treatment (LST) withholding or 
withdrawing, and maximum therapeutic care [49, 53].

Several studies indicated the involvement of palliative 
care teams in the end-of-life care discussion. A Taiwan-
ese study [47] concluded that incorporating a palliative 
care consultation service resulted in higher willingness to 
consent to withdrawal of LST and decreased PICU care 
intensity at the end-of-life. Bobillo-Perez et al. [45] exam-
ined how end-of-life care is administered when the deci-
sion is made to limit life-support in a PICU and assessed 
the impact of the further involvement of the Palliative 
Care Unit. Palliative care doctors and intensivists work 
together in  situations where intensive care could facili-
tate comfort at the end of a patient’s life and enhance 
the quality of care. Moreover, doctors as participants in 
the study by Richards et al. [56] described the benefit of 
a Paediatric Advance Care Team (PACT) that has the 
capability of developing a trustworthy connection with 
the patient’s family, providing psychological support, and 
organising treatment plans that incorporate the family’s 
values, concerns, and point of views. This aligns with 
findings from Ramelet et al. [46], who conveyed that early 
collaboration between a specialised paediatric palliative 
care team and the ICU team ensure that care delivered to 
dying children with complex chronic conditions and their 
families aligns with their needs and values.

Several considerations were identified in shared deci-
sion-making with parents. In discussing end-of-life care 
with children and their families, both nurses and doctors 
have a responsibility to use effective communication [50]. 
In addition, HCPs perceived that parents’ comprehension 
of their child’s prognosis might challenge the decision-
making process [52]. HCPs recognised that shared deci-
sion-making, incorporating family’s values, and goals in 
end-of-life decisions required parents or family members 
to comprehend the likely course of their child’s condition 
[42, 49].

End‑of‑life care processes
The elements of end-of-life care processes included care 
provided during the dying phase, at the time of death, 
and after the death of the child.

Care provided during the dying phase
Several common features of care for children in the dying 
phase were identified from nine studies, including pro-
viding comfort care [42, 48], psychosocial care to chil-
dren and their families [48, 50], pain management [46, 50, 

Table 4 Study characteristics

Characteristics Number of 
studies (%) 
(n = 21)

Studies by

Country
 Australia 3 (14.3%) [36–38]

 Brazil 3 (14.3%) [39–41]

 Croatia 1 (4.7%) [42]

 Ecuador (multi-country settings) 1 (4.7%) [43]

 Saudi Arabia 1 (4.7%) [44]

 Spain 1 (4.7%) [45]

 Switzerland 1 (5%) [46]

 Taiwan 2 (9.5%) [47]

 Thailand 3 (14.3%) [48–50]

 United Kingdom 2 (9.5%) [51, 52]

 United States 4 (19%) [53–56]

Design and Method
 Qualitative study (n = 12)

  Constructivist grounded 
theory

1 (4.7%) [36]

  Participatory action research 1 (4.7%) [50]

  Qualitative descriptive study 5 (23.8%) [41, 44, 48, 49, 56]

  Qualitative study 5 (23.8%) [38, 40, 42, 51, 52]

 Quantitative study (n = 7)

  Prospective case series 1 (4.7%) [54]

  Retrospective cohort study 1 (4.7%) [39]

  Prospective study 1 (4.7%) [53]

  Retrospective study 3 (14.3%) [45–47]

  Secondary analysis from trial 
data

1 (4.7%) [55]

 Mixed-method study (n = 2) 2 (9.5%) [37, 43]

Participant
 Bereaved parents 2 (9.5%) [36, 52]

 Healthcare professionals 12 (57.1%) [37, 38, 40, 42–44, 
48–51, 54, 56]

 Healthcare professionals 
and family

1 (4.7%) [41]

 Patients 6 (28.6%) [39, 45–47, 53, 55]
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55], spiritual care [44, 48, 50, 57], continuity of care [38, 
42, 50], imminent death care [50], and collecting memen-
toes [38].

Comfort care was interpreted differently by partici-
pants in the studies included in the review, but it was 
evident that in most cases it included removal of unnec-
essary interventions. For example, a participant in Rubic 
et al. [42] stated: “…to leave them on a ventilator, to turn 
off all inotropic support, maybe to leave some minimal 
infusion…” [42].

Psychosocial care for children and their families during 
the dying phase was specifically mentioned in two studies 
[48, 50]. This included regular assessments of children’s 
and families’ psychological reactions to illness using 
standard tools, documentation of information in patient 
charts, management of psychological problems, symp-
toms’ reassessment, observations for complications, and 
referrals to specialised HCPs as needed. Mesukko et  al. 
[50] in their study stated that only nurses could recog-
nise and address the psychosocial needs of children and 
their families during this stage. In addition, there were no 
guidelines on how to communicate with children about 
their end-of-life care, and the provision of psychosocial 
support relied on the understanding of individual nurses.

Some studies focused on pain management, as a core 
part of end-of-life care [46, 50, 55]. However, there was 
variation in how HCPs conceptualised, recognised and 
responded to pain experienced by children. It was evident 
that pain and other distressing symptoms were frequently 
disregarded, especially by doctors [50]. Although nurses 
appeared to be attentive to patients’ pain, by for example 
utilising standardised instruments, doctors were dubi-
ous of pain scores recorded by nurses and preferred to 
make their own conclusions about children’s pain levels. 
Pain medications were frequently prescribed and given to 
children at the end of their lives, with Ramelet et al. [46] 
reporting them given to 42% of dying children in the last 
four weeks of their life. In addition, careful consideration 
was given to titrating pain medication based on age and 
other factors to ensure personalised comfort [55].

Spiritual care was considered by healthcare profes-
sionals [44, 48, 50, 57]. Interestingly, the papers report-
ing on spirituality as a focus of care for children and their 
families in the end-of-life phase in the PICU were from 
Saudi Arabia [44] and Thailand [48, 50, 57]. Healthcare 
participants in the Mutair et  al. [44] study highlighted 
the significance of comprehending and preparing for the 
religious and cultural needs of families before and follow-
ing the death of a child [44]. Different approaches were 
reported in relation to spiritual care and in most cases 
HCPs considered the religion of the patient and their 
family to provide individualised care that would alleviate 

their suffering [57]. For example, involving a priest or 
monk to organise the ritual of making merit (Thailand) 
[48], and reciting Qur’an and utilising Zamzam water 
(Saudi Arabia) [44]. Bloomer et al. [38] point out nurses’ 
efforts to create normalcy amidst the sadness and grief of 
a child’s mortality in PICUs and NICUs such as respect-
ing the child as a person, creating opportunities for fam-
ily involvement/connection, and collecting mementoes.

Care provided at the time of death
Three papers reported on the care provided at the time of 
the child’s death. When the child dies, HCPs assist par-
ents to say goodbye to their child [36], preserve impor-
tant mementoes of the child, spend time with their child 
in a private setting and perform cultural and religious rit-
uals [50]. Mutair et al. [44] specifically described certain 
rituals that were followed when the child dies within the 
Muslim context, for example orientating the child’s body 
towards Mecca and placing the child’s hands together to 
replicate praying in Islam.

Care provided after death
Only two papers raised matters on the care provided after 
the child’s death. Grunauer et al. [43] within their study 
incorporating 34 PICUs from 18 countries, discovered 
that the availability of appropriate services to support 
family grief and bereavement was greater in high income 
countries (HICs) than in low income countries (LICs). 
Moreover, this international multicentre study reported 
a statistically significant correlation between the country 
income level and the availability and quality of grief and 
bereavement care (GBC) for PICU patients, their fami-
lies, and HCPs, meaning that the higher the income of 
the country, the higher the provision of GBC.

Mesukko et al. [50] described components that should 
be considered in providing bereavement care for par-
ents/family members and healthcare professionals. This 
included helping parents come to terms with the real-
ity of their loss, offering condolences to grieving par-
ents or family members by attending memorial services 
and connecting families with other parents who have 
encountered a similar loss, self-help organisations, or 
professional counselling or bereavement services. The 
authors also suggested bereavement care for healthcare 
professionals, including peer support, group debriefings, 
psychological and spiritual counselling, and educational 
programs [50].

Discussion
This review aimed to identify and synthesise literature 
related to the essential elements in the provision of end-
of-life care in the PICU from the perspectives of both 
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healthcare providers and families PICU. Figure 2 presents 
a diagrammatic representation of the findings of this 
review.

The papers included in this review represented PICU 
end-of-life care worldwide. Although end-of-life care in 
the PICU may have been explored in a different man-
ner within the different countries, a shared understand-
ing of the value of quality end-of-life care in the PICU by 
considering family involvement and needs was evident. 
Nonetheless, one of the findings indicated that HICs 
had more access to adequate resources to  provide opti-
mal care than LICs [43]. Therefore, it is essential to sup-
port the conduct of paediatric palliative care research in 
low middle-income countries (LMICs), since the imple-
mentation of end-of-life care is still in its infancy [58], to 
develop effective and efficient country specific end-of-life 
models of care.

It was evident that different healthcare professionals 
and religious representatives were involved in the care 
of dying children and their families, including varying 

palliative care approaches between countries [42, 45, 47, 
50, 52]. The difference in palliative and end-of-life care 
approaches found in this review are consistent with the 
palliative care models described by Nelson et  al. [59], 
who conveyed that there are two main models of pallia-
tive care in intensive care units, namely the consultative 
model, where PICU HCPs request the involvement of 
palliative care practitioners when they feel it is needed, 
and the integrative model, which embeds palliative care 
principles into daily practice. The use of any model of 
PICU palliative care can only enhance the care provided 
to dying children and their families. Indeed, well organ-
ised palliative care can reduce ICU length of stay, non-
beneficial treatments, conflict over care goals, family 
depression, and increase patient comfort and family sat-
isfaction [59].

The first element in the end-of-life care provision in the 
PICU identified in this review is the recognition of enter-
ing the end-of-life stage. World Health Organization [60] 
stated that recognising the disease trajectory is one of the 

Fig. 2 Overview end-of-life care provision in paediatric intensive care unit
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essential competencies for HCPs in paediatric palliative 
care. Although different approaches were reported, one 
common aspect was that HCPs discussed their views 
before reaching an agreement [48, 49, 51]. It was also rec-
ognised that it is challenging to recognise when a child 
is dying. According to Australian Commission on Safety 
and Quality in Health Care [61], predicting prognosis 
and precise time of death can be challenging, as children 
die from a variety of illnesses, often from ailments that 
are less common among adults. Moreover, a wide range 
of illness trajectories can result from the diversity of con-
ditions. Predicting death is challenging, even when the 
child is recognised to have a potentially life-shortening 
condition [62]. For this reason, many advocate advance 
care planning for children recognised to have a life-lim-
iting or life-threatening condition, which can plan for 
multiple scenarios, including emergency events, deterio-
rations, and end-of-life [63].

Only one study [48] mentioned the use of a tool 
called PPSC by nurses to assess whether a paediatric 
patient is entering the end-on-life phase and requiring 
end-of-life care. However, there is no detailed informa-
tion regarding this instrument in the study. Since it is 
difficult to predict dying and exact time of death, it is 
advisable to use tools to assess patients’ palliative care 
needs and evaluate the effectiveness of palliative care 
provided. One such instrument is the Paediatric Pallia-
tive Screening Scale (PaPaS Scale) developed by Berg-
straesser et  al. [64]. A study by Al-Gharib et  al. [65] 
has modified The Needs at End of Life Screening Tool 
(NEST) questionnaire to assess the effectiveness of pal-
liative care given to children. Incorporating palliative 
care needs assessment tools into routine care enables 
people to receive the right care when they most need it 
from the people or service that is most appropriate to 
address their needs [66]. According to Australian Com-
mission on Safety and Quality in Health Care [61], reg-
ular use of modest trigger instruments and questions 
can encourage doctors to utilise their clinical judge-
ment to decide whether a child could gain benefit from 
end-of-life care. In addition, it is essential to acknowl-
edge when a child is approaching the end of their life 
in order to provide appropriate, compassionate, and 
timely end-of-life care, [61].

Findings indicated that different professionals have differ-
ent levels of recognition and views about end-of-life care. 
For example, nurses tend to recognise end-of-life signs 
first [48], and doctors tend to disregard information about 
pain [50]. Achieving consensus on treatments and care 
plans is challenging if people have different understand-
ings and beliefs which can also hinder shared decision-
making with parents [50]. Additionally, parents and HCPs 
can have disagreements in the decision of the end-of-life 

care for patients if parents were unable to choose to with-
draw care or limit the intervention [67]. Hence, collabora-
tive working between HCPs is needed in discussions with 
parents for decision-making, particularly to convey medi-
cal uncertainty to the patient’s parents. Meetings between 
parents and doctors to discuss transition to end-of-life care 
can be coordinated by nurses [48], with doctors initiating 
and leading the discussion [38, 42]. In these discussions, 
which should take place in appropriate rooms that offer 
privacy [50], any HCPs involved must ensure that parents 
thoroughly understand their child’s complex condition 
and the treatment options by utilising effective commu-
nication skills [41]. Shared decision-making requires that 
parents who act as their child’s surrogate decision-makers 
and health care professionals collaborate to reach decisions 
that consider family preferences and medical evidence [68]. 
Shared decision-making provides several advantages for 
patients, families, and HCPs, including enhanced patient 
or family comprehension, decreased decisional conflict, 
improved participation and engagement in care, enhanced 
coping mechanism, and more effective healthcare resources 
utilisation [68].

Early collaboration between the paediatric pallia-
tive care team and the PICU team appears to facilitate 
care for dying patients and families in meeting their 
needs, assist in developing a trusting relationship with 
the patient’s family, and organise a treatment plan that 
involves the family [46, 56]. Therefore, a further study 
is recommended to evaluate the best approach to inte-
grating the palliative care team in the PICU, which may 
contribute to improving the delivery of end-of-life care. 
In line with a previous review [18], it may be that an inte-
grated approach is necessary for effectively transitioning 
patients in the PICU from LSTs to end-of-life care.

During the three stages of end-of-life care processes 
(dying phase, time of death, and after the death) as identi-
fied in this review, it was evident that comfort and dignity 
were ultimate goals. Apart from management of distress-
ing symptoms and psychological support, spiritual care 
was also used to achieve these goals. Spiritual care was 
more evident in countries where religion plays an impor-
tant role for example in Saudi Arabia [44] and Thailand 
[48, 50]. According to Pravin [69], spirituality offers 
numerous benefits to families, including providing sol-
ace during difficult decisions, comfort and validation to 
bereaved families by the use of religion, and spirituality 
also helps parents hold onto hope and maintain a spir-
itual connection with a deceased child. Collecting and 
preserving mementoes between parent and child are also 
considered to be important during the dying phase and 
the time of the child’s death [38, 50]. Clarke and Con-
nolly [70] described that memory-making and tangi-
ble mementoes had an enormously favourable effect on 
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parents, especially in dealing with loss and grief. There-
fore, it is crucial for HCPs to be able to recognise, assess, 
and address patients’ and their families’ spiritual needs to 
enhance the quality of end-of-life care [71].

Strengths and limitations
This integrative review explored the elements of end-
of-life care provision in PICU based on papers that 
were retrieved through a comprehensive and systematic 
search. Including 21 studies from 11 different countries 
demonstrates that findings could be relevant globally. In 
addition, the use of PRISMA framework ensured trans-
parent and comprehensive reporting. Most of the review 
processes were undertaken independently by two review-
ers including the study selection and data extraction. 
The evaluation of the included studies and data synthesis 
were conducted by one reviewer and verified and vali-
dated by all reviewers. This approach appears to be effec-
tive in terms of time while still ensuring the rigour and 
validity of the process. Furthermore, all included papers 
were of good quality and the findings are supported by 
existing evidence, giving confidence in the final conclu-
sions. Despite a comprehensive search strategy, it is 
acknowledged that not all journals are listed in the data-
bases, so literature may have been missed. However, hand 
searches of included papers and grey literature searches 
should have minimised this risk. Including papers only in 
English language may have resulted in missing potentially 
relevant information in other languages.

Conclusion
This review identified several elements of delivering 
end-of-life care in the PICU from the perspectives of 
HCPs and families. The focus of care provided can dif-
fer at each stage depending on HCPs’ and families’ pref-
erences, specifically during the dying phase, at the time 
of death, and after the child died. This highlights the 
importance of tailoring end-of-life care to individual 
needs, beliefs and rituals. This review emphasises the 
importance of HCPs’ collaboration to provide optimum 
end-of-life care in the PICU. In addition, this review 
reveals that early involvement of the palliative care 
team in end-of-life care in the PICU can be beneficial.

Based on the findings of this review, future research 
should focus on identifying effective approaches to 
recognise children entering the end-of-life stages and 
exploring how best to assess and address end-of-life 
care needs of patients and their parents. The education 
and training of both currently practicing and future 
PICU HCPs can also be the focus of future research 
since it is conceivable that specific resources and train-
ing dedicated to palliative care will have a significant 
impact on end-of-life practices in PICUs. It is evident 

that end-of-life care in PICUs is influenced by cultural 
and socioeconomic factors, hence the development of 
palliative and end-of-life care models should take these 
factors into account. The findings of this review provide 
some common PICU end-of-life elements that could be 
adopted in the development of country or even individ-
ual PICU specific end-of-life care models.
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