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Purpose: To map available knowledge about spirituality in children with life-limiting, life-threatening and/or
complex chronic conditions.
Methods: This review followed the Joanna Briggs Institute methodology for scoping reviews. Registration was
donewith theOpenScience Framework. The searcheswere conducted in PubMed, CINAHLComplete, Psychology
& Behavioral Sciences Collection, via EBSCOhost, and in the Portuguese Open Access Scientific Repository, in Sep-
tember 2024. The sample was composed of 48 studies.
Results: The concept of spirituality is represented by the relationship established with oneself, with the world,
and the notion of transcendence. Spiritual needs relate to developmental stage, relationships, sense of normalcy,
meaning, and purpose. The relationship established between spirituality and illness is bidirectional, represented
by beliefs, practices, and mechanisms of spiritual adaptation. Spiritual care is about supporting children with in-
sights about beliefs, values and behaviours, addressing needs inherent in the developmental process, setting
achievable goals that can support a meaningful life and legacy, fostering connections, mediating communication,
improving spiritual coping, alleviating spiritual suffering, managing losses, and redefining hope.
Conclusions: This review underlines the complexity, variability, and importance of spirituality while livingwithin
a complex, life-threatening or life-limiting paediatric context. However, there is still an urgent need to develop
studies on the concept in specific subgroups of this paediatric population.
Clinical implications: Spirituality has an undeniable and aggregating role throughout the course of a life-limiting,
life-threatening and/or complex chronic condition. Spiritual care and nurturing should be prioritised in care
plans within these complex paediatric contexts.

© 2025 The Authors. Published by Elsevier Inc. This is an open access article under the CC BY license (http://
creativecommons.org/licenses/by/4.0/).
Introduction

In recent years, advances in scientific and technological knowledge
have led to both innovation and increased complexity in healthcare sys-
tems (Nasir et al., 2018). This evolution is paralleled by a global rise in
complex, life-limiting, and/or life-threatening chronic conditions
among children (Chambers, 2018). It is estimated that approximately
21 million children worldwide fall into one of four categories within
this clinical domain (Connor et al., 2017). These categories encompass
around 400 distinct conditions, including: (1) life-threatening illnesses
for which curative treatment may be possible but is not always
uesa, Palma de Cima, 1649-023

reira).
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successful; (2) conditions where premature death is inevitable; (3) -
progressive diseaseswithout available curative treatments; and (4) irre-
versible but non-progressive conditions that result in severe disability
(Chambers, 2018). These complex conditions present significant chal-
lenges to the development, health, and overall well-being of children
and adolescents, necessitating approaches that are tailored to their di-
verse and evolving needs (Chambers, 2018).

In the course of development, children show a natural ability to inte-
grate the diversity of spiritual experiences they have had, giving them
meaning through spirituality, religiosity, or another source with
explanatory potential (Coles, 1991; Hay & Nye, 2006). They seek to
findmeaning and purpose in the experience of illness, to transcend suf-
fering, and to connect with themselves, with others, and/or with some-
thing meaningful (Jackson, 2012).

The European Association of Palliative Care defines spirituality as a
dynamic and multidimensional dimension of human life, characterized
the CC BY license (http://creativecommons.org/licenses/by/4.0/).
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by the experience, expression, and search formeaning, purpose, or tran-
scendence, through the relationship with oneself, with others, with na-
ture, with the symbolic, and/or sacred (Gijsberts et al., 2019; Nolan
et al., 2011). Spirituality is widely regarded as a complex and multifac-
eted concept, with meanings that vary significantly across individuals
(Timmins & Caldeira, 2017).

In paediatric contexts, this complexity is further heightened by con-
ceptual challenges related to children's developmental stages, age, and
personal experiences, all of which play a crucial role in shaping how
meaning is attributed, and how spirituality is expressed (Alvarenga
et al., 2017; Smith & McSherry, 2004). These challenges are particularly
pronounced for children living with complex, life-limiting and/or life-
threatening chronic illnesses, whose lived experiences often differ
markedly from typical childhood experiences. The literature on spiritu-
ality in this population highlights a distinct and often profound journey,
marked by frequent and intense encounters with uncertainty, fear, loss
of hope, separation from loved ones, and shifts in self-identity
(Alvarenga et al., 2017).

The conceptual challenges surrounding spirituality also extend to
the practical implementation of care that addresses the spiritual do-
main. Spiritual care is broadly defined as the support provided to
individuals as they seek, construct, and sustain a sense of meaning and
purpose in life, particularly in the context of trauma, illness, and other
health-related adversities (Timmins & Caldeira, 2017). In paediatric set-
tings, spiritual care has been described as an intervention that helps
children and families develop new narratives of meaning and normality
in the face of disruption and uncertainty (Davies et al., 2002).
The research question that guided this review was:

• What evidence is available in the literature on the spirituality of chil-
dren, adolescents and young adults with complex, life-limiting and/or
life-threatening chronic illnesses?

In addition, the following secondary questions were examined:

• What are the representations of the concept of spirituality for children
with complex, life-limiting and/or life-threatening chronic illnesses?

• What are the spiritual needs and concerns of children with complex,
life-limiting and/or life-threatening chronic illnesses?

• What evidence is available on the relationship between spirituality
and illnesses?

• What evidence is available in the literature on the field of spiritual
care for children with complex, life-limiting and/or life-threatening
chronic illnesses?

• What is the thematic evidence that requires future research in the
field of spirituality for children with complex, life-limiting and/or
life-threatening chronic illnesses?

Material and methods

Protocol and registration

This review followed the Joanna Briggs Institute methodology for
scoping reviews (Peters et al., 2024), in accordance with the Preferred
Reporting Items for Systematic Reviews and Meta-Analyses extension
for Scoping Reviews: checklist and explanation (Tricco et al., 2018).
Registration was done with the Open Science Framework in January
2025 (https://osf.io/tkqaj).

Eligibility criteria

In the inclusion criteria regarding the concept, population, and con-
text we assume the concept of spirituality in children, adolescents, and
young adults (up to the age of 24 years) with complex life-threatening
and/or limiting chronic illness, considering the perspectives of the
child, adolescent, parents, and healthcare professionals. No contextual
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restrictions regarding the place of experience, type of care, or disease
stage were applied. Quantitative, qualitative, theoretical or mixed
methods studies, published in Portuguese or English, were included,
with no time limit. Letters to the editor were excluded.

Information sources and search

The research strategywas developed in three distinct phases (Tricco
et al., 2018). The first stage was a preliminary search of existing reviews
on the topic in Open Science Framework, PubMed, and the Joanna
Briggs Institute for evidence synthesis. It was possible to identify one
qualitative metasynthesis, published in 2017, and a scoping review,
published in 2023. Both reviews were conducted using methods,
criteria, objectives, and/or questions different from those defined for
the present review, which justifies the relevance of the present review.
A search of the National Library of Medicine (PubMed) and the Cumula-
tive Index to Nursing and Allied Health Literature (CINAHL) was con-
ducted to identify reference articles and provide a brief analysis of the
topic. The words found in the titles and abstracts, as well as the indexed
terms, were considered in developing the search strategy.

After this analysis, a second stage was carried out in which descrip-
tors (MesH, CINAHL, specific descriptors for the Psychology & Behav-
ioral Sciences Collection, free terms) and Boolean operators were
selected and combined to form the most appropriate search equation
for each database and repository, also taking into account the use of
the asterisk operator to identify variants of the original words. The
search strategy used in PubMed is presented in Table 1.

The aim was to find published and unpublished, primary and sec-
ondary studies, other types of articles, as well as content available in
grey literature, in Portuguese, English or French, without time limita-
tion. The searches were carried out in PubMed, CINAHL Complete, Psy-
chology & Behavioral Sciences Collection, via EBSCOhost, and in the
Repositório Científico de Acesso Aberto de Portugal (Open Scientific Portu-
guese Repository), in September 2024, by themain authorwith the sup-
port of a scientific librarian.

For the selection of evidence sources, all identified studieswere inte-
grated into the Rayyan and duplicates removed. Second, studies were
selected according to title/abstract and full text reading, blindly by inde-
pendent reviewers, using thedefined criteria presented early in this sec-
tion (eligibility criteria). Any disagreements in the selection process
were discussed and a third reviewer was involved. In the final stage,
the references of the articles selected in the previous stage were exam-
ined to determine the existence of additional and relevant literature
within the reference criteria.

The data analysis process was carried out based on the review ques-
tions. Recurring concepts and patterns were identified across studies,
providing a structured lens through which to address the research
questions.

Results

Results are fully described in the report in a PRISMA diagram for se-
lection of studies (Page et al., 2021), as presented in Fig. 1. Data was
summarized in a table form to map the available and relevant knowl-
edge about spirituality in children with life-limiting, life-threatening
and/or complex chronic conditions. This mapping was conducted with
regard to the following domains: the concept of spirituality; the needs
and concerns of the children; the relationship between spirituality and
illness; spiritual care; and topics for further research. In view of the sub-
jectivity of the topic, objectives, and questions for this revision, data ex-
traction was performed with an adaptation of the Template Study
Details, Characteristics and Results Extraction Instrument for scoping
reviews. The extraction was made with the intent to map scientific
available evidence in extent, variety, and nature, as well as to identify
topics which deserve further research (Tricco et al., 2016), related to
the objectives and questions for this scoping review.

https://osf.io/tkqaj
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Table 1
Search strategy search conducted (September 2024), in PubMed.

Search Query Records
retrieved

#1 ((((spiritual*[Title] OR religi*[Title] OR “life philosophy”[Title] OR transcendence[Title] OR “meaning in life”[Title] OR hope[Title]) OR
(Spirituality[MeSH Terms])) OR (Religion[MeSH Terms])) OR (“Spiritual Therapies”[MeSH Terms])) OR (hope[MeSH Terms])

94,391

#2 ((((“chronic condition*”[Title] OR “chronic illness*”[Title] OR “chronic disease*”[Title] OR “life-threatening condition*”[Title] OR “life-limiting
condition*”[Title] OR “life-threatening disease*”[Title] OR “life-limiting disease*”[Title] OR “life-threatening illness*”[Title] OR “life-limiting
illness*”[Title] OR “palliative care”[Title] OR “end of life care”[Title] OR “terminal care”[Title] OR “hospice care”[Title]) OR (“Chronic
Disease”[MeSH Terms])) OR (“Palliative Care”[MeSH Terms])) OR (“Hospice and Palliative Care Nursing”[MeSH Terms])) OR (“Hospice
Care”[MeSH Terms])) OR (“Terminal Care”[MeSH Terms])

765,084

#3 ((((((paediatric*[Title] OR pediatric*[Title] OR child*[Title] OR infant*[Title] OR newborn*[Title] OR teen*[Title] OR adolescen*[Title] OR
young*[Title]) OR (Pediatrics[MeSH Terms])) OR (“child, preschool”[MeSH Terms])) OR (Infant[MeSH Terms])) OR (“infant, newborn”[MeSH
Terms])) OR (adolescent[MeSH Terms])) OR (“Young Adult”[MeSH Terms])

4,566,040

#4 ((#1 AND #2
AND #3)

((((((spiritual*[Title] OR religi*[Title] OR “life philosophy”[Title] OR transcendence[Title] OR “meaning in life”[Title] OR hope[Title]) OR
(Spirituality[MeSH Terms])) OR (Religion[MeSH Terms])) OR (“Spiritual Therapies”[MeSH Terms])) OR (hope[MeSH Terms])) AND
((((((“chronic condition*”[Title] OR “chronic illness*”[Title] OR “chronic disease*”[Title] OR “life-threatening condition*”[Title] OR
“life-limiting condition*”[Title] OR “life-threatening disease*”[Title] OR “life-limiting disease*”[Title] OR “life-threatening illness*”[Title] OR
“life-limiting illness*”[Title] OR “palliative care”[Title] OR “end of life care”[Title] OR “terminal care”[Title] OR “hospice care”[Title]) OR
(“Chronic Disease”[MeSH Terms])) OR (“Palliative Care”[MeSH Terms])) OR (“Hospice and Palliative Care Nursing”[MeSH Terms])) OR
(“Hospice Care”[MeSH Terms])) OR (“Terminal Care”[MeSH Terms]))) AND (((((((paediatric*[Title] OR pediatric*[Title] OR child*[Title] OR
infant*[Title] OR newborn*[Title] OR teen*[Title] OR adolescen*[Title] OR young*[Title]) OR (Pediatrics[MeSH Terms])) OR (“child,
preschool”[MeSH Terms])) OR (Infant[MeSH Terms])) OR (“infant, newborn”[MeSH Terms])) OR (adolescent[MeSH Terms])) OR (“Young
Adult”[MeSH Terms]))
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Characteristics and synthesis of sources of evidence

The final sample for this scoping review comprised 48 studies
published between 2001 and 2024. Of these publications, six were
theoretical papers, three were review articles, and three were book
chapters. Twenty-one studies used qualitative methodologies, six used
quantitative methodologies, six used a mixed-methods approach, and
three were methodological studies.

The extraction of relevant information was summarized in a table,
developed and adapted in alignment with the content on the Template
Study Details, Characteristics and Results Extraction Instrument for
scoping reviews, due to the specificity of the topic, objectives, and ques-
tions for this revision. See appendix 1.

Themes and subthemes

Given the diversity of study designs and outcomes, hybrid thematic
analysis was used to synthesize the findings (Denzin et al., 2023). The
data analysis process was carried out based on the review questions,
combining deductive coding with data-driven inductive coding. Recur-
ring concepts and patterns were identified across studies, providing a
structured lens through which to address the research questions.

Theme 1: Concept representations

The concept is represented by the relationship establishedwith one-
self, with the outsideworld, andwith representations that transcend re-
ality (McPoland et al., 2024). It is a broad, highly individualised, and
complex construct, thought with the potential to be masked along
children's agency, voice, maturity, and competence (Llewellyn et al.,
2015). Spirituality is represented as a vehicle for growth on a path de-
fined by the search for purpose, meaning, peace, hope (Barton et al.,
2018; Grossoehme et al., 2020; Llewellyn et al., 2015), and amelioration
of longing through connection (Pehler & Craft-Rosenberg, 2009). Also, it
is a resource for dealing with the experience of living with the illness,
making long-termadjustments (Reynolds et al., 2014),managing losses,
and the early confrontation with death (McPoland et al., 2024).

Relationship with oneself
The connection with oneself is represented through self-awareness,

which is manifested in one's identity, dreams, goals, and way of living
based on one's values, and morals (Clayton-Jones et al., 2019).
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Relationship with others, “the outside world”
The connectionwith theexternalworld is represented throughaware-

nessof theworld,which ismanifested inone's relationships, individual in-
terests, and system of beliefs and values (Alvarenga et al., 2024; Clayton-
Jones et al., 2016, 2019; Davies & Attig, 2012; Lyon et al., 2001). Children's
relationships with others - family, friends, animals, community, nature -
are a relevant constituent (Llewellyn et al., 2015). Children's spiritual
and religious beliefs are capable of explaining theworld and lived experi-
ences (Cotton et al., 2009). It is described an awareness and knowledge
implicit in each experience (Davies & Attig, 2012).

Relationship with nature, with the symbolic and/or sacred
The connection with the transcendent is represented through spiri-

tual beliefs (forces of nature, human strength, and humanistic values),
religious beliefs (Davies et al., 2002; Davies & Attig, 2012), and religious
rituals, as experiences of healing (Lyon et al., 2001). Children talk about
figures of supernatural and fictional origin (Cheng et al., 2024), about
their beliefs in the afterlife, and about their relationships with deceased
significantfigures (Ferrell et al., 2016; Kamper et al., 2010). Adolescents'
relationship with the Divine may contribute to the development of
self-concept, and change their way of thinking, living, and viewing ex-
periences (Clayton-Jones et al., 2016). The connection with God may
be a source of hope, comfort, wisdom, direction, faith, and strength
(Clayton-Jones et al., 2016), associated with concepts of justice, benev-
olence, protection and security (Alvarenga et al., 2024).

Theme 2: Spiritual needs and concerns

Throughout the developmental trajectory with the illness, spiritual
needs are usually manifested through behaviour, creative expression,
and play (Clayton-Jones et al., 2016; Davies et al., 2002). These are
related to challenges and concerns inherent in the real or potential
loss of hope and meaning, in the disruption of normality, relationships,
beliefs, and values (Llewellyn et al., 2015).

Spiritual needs throughout the course of illness
The spiritual needs throughout the course of illness are related to

self-expression (Ferrell et al., 2016; Kamper et al., 2010; Liu, Ho, Lam,
Lam, Cheng, Ching, & Wong, 2022); understand illness and related is-
sues (McSherry et al., 2007); hope (Alvarenga, Machado, et al., 2021;
Barton et al., 2018; Llewellyn et al., 2015); living life to the fullest/qual-
ity of life (Clayton-Jones et al., 2016, 2019;Kamper et al., 2010; Scott
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Fig. 1. PRISMA 2020 flow diagram for new systematic reviews which included searches of databases, registers and other sources.
et al., 2023); meaning and purpose (Alvarenga, Machado, et al., 2021;
Barton et al., 2018; Büssing et al., 2021; Davies et al., 2002; Foster
et al., 2012; Llewellyn et al., 2015; Schaefer et al., 2021; Scott et al.,
2023); benefit-finding (Schaefer et al., 2021); normality (Davies et al.,
2002; Kamper et al., 2010;Llewellyn et al., 2015; Scott et al., 2023); re-
lationships/connection with the external world (Alvarenga, Machado,
et al., 2021; Büssing et al., 2021; Clayton-Jones et al., 2016; Kamper
et al., 2010; Liu, Ho, Lam, Lam, Cheng, Ching, & Wong, 2022); acknowl-
edgment and legacy (Clayton & Aldridge, 2019; Donnelly et al., 2005;
Schaefer et al., 2021; Scott et al., 2023); altruism and caring for others
(Kamper et al., 2010; Scott et al., 2023); expression of faith and religious
beliefs (Alvarenga et al., 2024; Alvarenga, Machado, et al., 2021; Barton
et al., 2018; Büssing et al., 2021; Clayton-Jones et al., 2016; Cotton et al.,
2009; Donnelly et al., 2005; Ferrell et al., 2016; Juškauskienė et al., 2023;
Kamper et al., 2010; Lyon et al., 2001). Specifically in adolescence, needs
can be categorised into four domains with different and decreasing in-
tensity of expression: positive attention, inner peace, existential, and/
or religious needs (Büssing et al., 2021).

Spiritual concerns throughout the course of illness
The spiritual concerns throughout the course of illness are related to

developmental experiences (McSherry et al., 2007; Scott et al., 2023);
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uncertainty and disruptions (Llewellyn et al., 2015; Scott et al., 2023);
feelings of guilt (Foster et al., 2012; Scott et al., 2023); fear of potential
loneliness, rejection, loss of power, protection, and sense of belonging
(Davies & Attig, 2012; Foster et al., 2012), and of experiencing the
dying process of self and others (McPoland et al., 2024).

The spiritual needs and concerns at the end of life
The spiritual needs and concerns at the end of life are related to:

losses of an anticipated bereavement (Davies & Attig, 2012); self-
expression, fulfilment, authenticity, honesty, comfort, peace (Garvie
et al., 2012), and reconciliation (Lyon et al., 2001); trusting relationships
with healthcare providers (Lyon et al., 2001).

Theme 3: Relationship between spirituality and illness

The relationship established between spirituality and illness is de-
scribed in a bidirectional way (Fig. 2), through a set of beliefs, practices,
and mechanisms of spiritual adaptation. These contribute to meaning-
making andmanagement of loss in the experience of illness and prema-
ture death (Barton et al., 2018; Clayton-Jones et al., 2016; Damsma
Bakker et al., 2018; de Souza et al., 2015; Llewellyn et al., 2015;
McPoland et al., 2024); coping with everyday fears (Garvie et al.,
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Fig. 2. Relationship established between spirituality and illness.
2012); symptommanagement (Cotton et al., 2009); decision-making in
the healthcare context (Clayton-Jones et al., 2016; Cotton et al., 2009;
Llewellyn et al., 2015).

On one hand, spirituality could function as a protective factor
(Mistretta, 2017). On the other hand, illness brings uncertainty, and
threatens the sense of connection (Davies & Attig, 2012). The experi-
ence of illness is a vector of transformation in the child's perception of
their invulnerability (Davies & Attig, 2012). It takes greater relevance
in understanding illness, and its meaning, than age or cognitive devel-
opment (Davies & Attig, 2012), bringing the experience of spiritual en-
quiry, suffering and/or spiritual growth (Barton et al., 2018; Foster et al.,
2012).

Spiritual coping
Spirituality is a source of coping (Clayton & Aldridge, 2019; Damsma

Bakker et al., 2018). If spirituality is a source of meaning and peace
throughout the course of illness, leading to positive coping strategies,
then it may reduce the internalisation and externalisation of problems
(Reynolds et al., 2013); be a protective factor against feelings of anxiety,
depression, and behavioral problems related to the illness (Grossoehme
et al., 2020; Mistretta, 2017; Reynolds et al., 2014); predict a lower use
of maladaptive strategies, and negative spiritual coping (Reynolds et al.,
2013, 2014, 2016).

On the other hand, negative spiritual coping strategies appear to
contribute to internalisation of problems, lower quality of life, and
poorer health status (Reynolds et al., 2016). It also appears to promote
spiritual growth by increasing the use of positive spiritual copingmech-
anisms, such as seeking reconnection or spiritual collaboration.
(Reynolds et al., 2014).

Spiritual beliefs and practices
Spiritual beliefs and practices function as resources (purpose, mean-

ing, comfort, support, strength, hope, and well-being) during periods of
significant challenge and difficulty (Alvarenga et al., 2024; Iannello
et al., 2022; Juškauskienė et al., 2023). Also, spiritual beliefs can be rein-
forced by losses throughout the illness (McPoland et al., 2024).

Some adolescents may value the opportunity to explore their spiri-
tuality related to their illness (Grossoehme et al., 2020). Somemay con-
sider their spiritual beliefs and practices, as well as their relationship
with God, as matters of a personal nature that should not be shared
with others (Clayton-Jones et al., 2016).
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Theme 4: Spiritual care

Conceptualized as “being there” (Llewellyn et al., 2015), and pro-
vided “in every detail” (Cheng et al., 2024), spiritual care is about creat-
ing a safe environment for spiritual questioning, particularly in times of
challenge, difficulty, and terminal illness (Damsma Bakker et al., 2018;
Davies &Attig, 2012; Foster et al., 2012; Llewellyn et al., 2015). It focuses
on the ongoing presence of a trusted carer (Davies & Attig, 2012; Ferrell
et al., 2016; Llewellyn et al., 2015); addresses the child's expressed
needs in terms of their spirituality, other human dimensions and the ill-
ness itself (Alvarenga, Machado, et al., 2021; Ferrell et al., 2016); seems
to be facilitated by time, as well as by a creative, respectful, and authen-
tic presence (Khraisat et al., 2019); it takes into account developmental
levels, and assessment and intervention tools and techniques that con-
sider interaction, play, art, and artistic expression (Davies et al., 2002;
Foster et al., 2012; Khraisat et al., 2019). These techniques help to re-
store a sense of power and possibility and reconnect individuals with
their inner and outer worlds (Khraisat et al., 2019).

Spiritual care throughout the course of illness: the assessment
The assessment should be carried out on an ongoing basis, as the

course of illness can change beliefs and values, by a trusted healthcare
professional chosen by the child (Davies et al., 2002; Lyon et al.,
2001). It is important to integrate factors related to the child's previous
experiences, to recognize the context, religious idioms, and secular rit-
ual practices (Lyon et al., 2001), to attend to the family's communica-
tion, and the social context/support (Foster et al., 2012).

The assessment focuses on open questions and observation of clues/
behaviours related to spiritual needs and concerns, experiences,
thoughts, traditions, rituals, and beliefs (Davies et al., 2002; McSherry
et al., 2007), fears and expectations (Cheng et al., 2024; Davies et al.,
2002). Guidelines, open ended questions, and a set of behaviours and
responses for addressing spiritual needs and concerns are presented
by Davies et al. (2002), McSherry et al. (2007), and Büssing et al.
(2021). A framework (Spiritual Development Framework) is presented
as a valuable guide, providing adolescents with opportunities to search
for meaning in their experiences by actively participating in research
and care (Clayton-Jones et al., 2019).

The reliable and valid evaluation instruments identified in the con-
text of this review: the Spiritual Needs Questionnaire (Büssing, 2021);
the Functional Assessment of Chronic Illness Therapy - Spiritual Well-
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Being 12 Item Scale (Alvarenga et al., 2022; Liu, Ho, Lam, Lam, Cheng,
Ching, Belay, & Wong, 2022); the spiritual Quality of Life Questionnaire
(Kamper et al., 2010); theMcBride Spirituality Assessment (Farrell et al.,
2008).

Spiritual care throughout the course of illness: the intervention
Throughout the development process, the intervention focuses on

acknowledging/addressing children's spiritual experiences, needs, and
concerns, search for meaning, and fostering connections (Barton et al.,
2018; Cheng et al., 2024; Donnelly et al., 2005; Foster et al., 2012;
Juškauskienė et al., 2023; Llewellyn et al., 2015; McSherry et al.,
2007); setting achievable goals and a legacy (Davies & Attig, 2012;
Foster et al., 2012; Scott et al., 2023); managing losses and redefining
hope (Davies et al., 2002; Llewellyn et al., 2015); alleviating spiritual
suffering (Cheng et al., 2024; Foster et al., 2012); mediating communi-
cation between children and families (Foster et al., 2012; Garvie et al.,
2012; Llewellyn et al., 2015); involving the child in decision-making
(Davies & Attig, 2012); referring to specialised professionals, such as
chaplaincy professionals and spiritual counsellors (Lion et al., 2019;
Pouy et al., 2024; Reynolds et al., 2016); encouraging the presence of
children and young people with similar past experiences (Llewellyn
et al., 2015); intervening in the presence of negative spiritual coping
(highlights children's spiritual needs) and supporting positive spiritual
coping (Damsma Bakker et al., 2018).

The following are specific ways of intervening with children that
maybe included in thedomain of spiritual care: thephoto-elicitation in-
terview and intervention, which may facilitate the exploration of spiri-
tuality and spiritual experiences (Alvarenga et al., 2024; Alvarenga,
Leite, et al., 2021); the construct sanctification of the body construct,
which may be a construct with potential applications in care and self-
care (Grossoehme et al., 2008); specific poetry, which may help
healthcare professionals connect with children and help children ex-
press their questions and spiritual concerns (Calandrino, 2023); Godly
Play, an activity involving storytelling followed by creative play based
on themeaning of the story, whichmay strengthen the child's spiritual-
ity in challenging periods (Farrell et al., 2008); Reiki, complementary
“light touch therapy”, which may contribute to feelings of happiness,
comfort, relaxation, and quality of life (Thrane et al., 2021, 2022).

Spiritual care at the end of life: the assessment and intervention
At the end of life, a relationship based on trust and high-quality care

should help children to grow spiritually, and to have a peaceful death
(Petersen, 2014). It is important to assess existential questions, spiritual
anguish, and spiritual needs, and support self-expression, closeness in
relationships, meaning-making, hope, and legacy (Davies et al., 2002;
Petersen, 2014). TheWish Fulfilment is an interventionwhichmay con-
tribute to the sense of normality, as it allows the child to dream, keep
developing, and fulfil themselves (Ewing, 2009).

Theme 5: Thematic evidence that requires future research

In terms of thematic evidence that requires further research, it
seems important to examine spiritual coping and explore effective ap-
proaches to spiritual assessment/care in children (Drutchas &
Anandarajah, 2014); construct valid tools to assess spiritual needs and
concerns (Kamper et al., 2010); assess and evaluate clinical interven-
tions targeting specific spiritual needs. (Büssing, 2021; Drutchas &
Anandarajah, 2014); identify preferences for discussing spirituality in
a health context (Cotton et al., 2009); explore spiritual experiences
and spiritual coping at the end of life stage in specific populations
(Mistretta, 2017); develop and empirically evaluating interventions
that explore the role of spiritual coping in adjustment and its potential
for change (Reynolds et al., 2013, 2014); explore the mechanisms be-
tween spirituality and expectations of health outcomes (Iannello et al.,
2022); identify ways to address hope and expectations in the context
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of paediatric palliative care (Llewellyn et al., 2015); develop evidence
in the area of managing spiritual distress, particularly in dying children
(Foster et al., 2012); develop palliative interventions that address
meaning-making, including the spiritual dimension as a novel focus
for intervention (Grossoehme et al., 2020).

Discussion

This review identified and synthesized the available knowledge on
spirituality in children living with life-limiting, life-threatening, and/or
complex chronic conditions. It incorporated multiple perspectives
within a context in which experiences, needs, and concerns are highly
individual and often shaped by daily gains and losses, whether real or
potential. In this context, the spiritual dimension assumes a preponder-
ant and aggregating place. This is consistent with the conceptualisation
of spirituality as a potential modifier and restructurer of other aspects
during the developmental process (Burgueño López et al., 2024).

Also, the results of the present study appear to provide further evi-
dence in support of the concept of children's spirituality as a “relational
consciousness” (Hay & Nye, 2006), a concept which is similarly upheld
by the qualitative meta-synthesis, made by Damsma Bakker et al.
(2018), entitled “The spirituality of children with chronic conditions:
A qualitative meta-synthesis”. For children with life-limiting, life-
threatening, and complex chronic conditions, spirituality is character-
ized by the notion of interconnectedness. This is characterized by the
cultivation of self-awareness, recognition of others, and a comprehen-
sive understanding of the world.

Children's spiritual needs and concerns appear to be primarily re-
lated to their developmental stage, their need to connect with others,
their need to express themselves, and their search for meaning. In this
context, meaning encompasses the knowledge children acquire
through their experiences of illness, and the interpretations they ascribe
to these experiences. Also, it encompasses the things that give signifi-
cance to their lives in the present moment.

Children seek wholeness in the absence of a cure and given the un-
predictable nature of the illness (Scott et al., 2023). They are open to liv-
ing with uncertainty in the present and leaving a legacy for those who
are important to them (Clayton & Aldridge, 2019). Nevertheless, they
need to continue growing, developing, and making plans for the future,
even during illness and at the end of life. They should remain “engaged
with life in potentially joyful ways” (McSherry et al., 2007, pp. 618).
Family, the “spiritual foundation” (Clayton-Jones et al., 2016, pp. 694),
friends, and healthcare professionals all seem to play a significant role
in responding to the specific spiritual needs and concerns of children.

On the other hand, children naturally seek to understand their exis-
tence in order to give their lives meaning and purpose (Ferrell et al.,
2016). Children process and respond with their own insights to the ex-
perience of illness, dying, and death (Clayton & Aldridge, 2019). The re-
lationship established between spirituality and illness translates the
process of spiritual growth, adaptation, and transformation experienced
during childhood within a religious or spiritual context. The experience
of illness is a vector of transformation: a visible threat to “the taken-for-
granted patterns of (…) daily lives” (Davies & Attig, 2012, pp. 262), and
a vehicle for developing a spiritual identity, where responsibility and
connectedness, to others and the world, take a greater role (Alvarenga
et al., 2024).

Children try tofind their ownway of living, interconnect, and belong
within a sociocultural context. Along the journey of spiritual develop-
ment, healthy and/or harmful outcomes may arise from change in
time, growth, and significant experiences of children (Roehlkepartain
et al., 2008).

In this context, spirituality can provide a foundation for redefining
meaning, coping with losses, and making healthcare decisions. How-
ever, as previously described by Damsma Bakker et al. (2018), children
may experience negative effects on their health and ability to cope with
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illness, as well as a poorer quality of life, if spirituality does not provide
meaning and peace, or if spiritual questioning and coping mechanisms
are not practised in a healthy way.

Understanding the specific spiritual needs and concerns of children
living with complex, life-limiting, and/or life-threatening chronic ill-
nesses is imperative, both for their quality of life and the quality of
their care (Benini et al., 2022; Chambers, 2018). Spiritual care for chil-
drenwith life-limiting, life-threatening and complex chronic conditions
is defined by the quality of an authentic, creative, and respectful pres-
ence over time.

As the Royal College of Nursing states, it is about being in care with
someone (Royal College of Nursing, 2011). It develops through a com-
passionate relationship that is open to recognizing and responding to
the unique expression of each human spirit, and its real needs (NHS
Education for Scotland, 2021). It translates into moments of active and
sensitive listening, support for meaning, self-expression, and self-
esteem (NHS Education for Scotland, 2021; Royal College of Nursing,
2011).

Children translatewhat they are living through art and play (Clayton
& Aldridge, 2019). As Khraisat et al., (2019, pp. 614) state, “arts em-
power children to use their basic human energy to create a sense of pos-
sibility (…) a feeling of wholeness”. It is essential that healthcare
professionals create a safe environment that is open to dialogue and fa-
cilitates self-expression in creative ways. Expression and its recognition
make it possible tofind away to givemeaning andhope to life (Davies &
Attig, 2012; Llewellyn et al., 2015). Even at the end of life, children ap-
pear to seek ways to experience the remaining time as valuable, mean-
ingful, and hopeful. This can be facilitated by healthcare professionals
who acknowledge their spiritual needs and create a supportive environ-
ment (Davies & Attig, 2012).

Strengths and limitations

As limitations, we highlight the fact that most studies were con-
ducted with a sample characterized by a varied set of clinical conditions
andwere predominantly developed in theUnited States of America. The
broad spectrum of developmental stages; clinical conditions; phases of
the disease process; healthcare contexts; family; sociocultural and reli-
gious contexts; and the methodologies employed to conduct the stud-
ies, constituted a considerable challenge to the organisation,
relationship, and description of results.

This reflects not only the complexity and variability of how the con-
cept of spirituality applies to the paediatric population, but also under-
scores the urgency of developing empirical studies in the field of
spirituality and spiritual care. There is a clear necessity for research
that provides greater attributive and relational specificity, moving be-
yond the current tendency toward generalization through associative
links between variables.

Therefore, it is evident that further research is required to improve
understanding of the concept and care for specific population groups
within this larger group of children, and adolescents. Furthermore, it
could be suggested that research in this field be developed with a
broader concept, as has already been done with parents by Miquel
et al. (2024). This would include the concept of life philosophy to cap-
ture the uniqueness of each experience in a secularised society with a
broad spectrum of spiritual beliefs and practices (Miquel et al., 2024).

Implications to practice

Children's spiritual dimension is a vital aspect of holistic care that
must not be overlooked (Donnelly et al., 2005; Farrell et al., 2008). Ac-
knowledgement, empathy, counselling, and caring are crucial elements
(Alvarenga, Machado, et al., 2021; Donnelly et al., 2005).

Healthcare providers should listen to children, provide them with
information, and help them to gain insight into their beliefs, values,
and behaviours; facilitate spiritual exploration, and address needs and
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concerns inherent in the developmental process; set achievable devel-
opmental goals that can support a meaningful life and legacy; help chil-
dren to acknowledge and manage losses, redefine faith and hope, and
alleviate spiritual suffering; support children in fostering connections,
facilitating communication, and improving positive spiritual coping
mechanisms to enhance psychological well-being during illness.

Conclusion

The main aim of this scoping review was to map the available evi-
dence in the literature on the spirituality of children, adolescents, and
young adults with complex, life-limiting, and/or life-threatening
chronic conditions. Encompassing multiple perspectives, the review
presents ample and well-founded evidence that underlines the com-
plexity, variability, and importance of spirituality while living within a
paediatric complex context. Also, it supports the imperative to develop
and nurture the spiritual dimension in the care of these children. Given
the heightened vulnerability inherent in the health-illness continuum,
and its significance within the therapeutic relationship (Cuartas-
Hoyos et al., 2023), attending to the particularities of these children's
spirituality is imperative in order to improve their quality of life and
the quality of care.

Although this review presents a wide range of content, there is still
an urgent need to develop studies on the concept of spirituality and
spiritual care in specific subgroups of this paediatric population, accord-
ing to developmental stage, age and clinical condition.

The spiritual lives of childrenwith complex, life-limiting, and/or life-
threatening chronic conditions reflect their search for wholeness, pur-
pose, meaning, and hope, as well as their deep connection to their
inner experiences and the externalworld. Their spiritual needs and con-
cerns reveal how spirituality and illness are intertwined, influencing
each other throughout a child's illness. These needs and concerns
often emerge in response to the challenges of loss, disruption, and un-
certainty. In these contexts spirituality can be a resource for growth,
meaning-making, and coping. Thus, in complex paediatric contexts,
spirituality and spiritual care should be recognized as a core component
of holistic care and prioritised in care plans.
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