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Abstract

Background The prevalence of complex chronic conditions (CCC), which cause serious limitations and require
specialized care, is increasing. The diagnosis of a CCC is a health-illness transition for children and their parents,
representing a long-term change leading to greater vulnerability. Knowing the characteristics of these transitional
processes is important for promoting safe transitions in this population. This scoping review aimed to map the avail-
able evidence on health-illness transition processes in children with complex chronic conditions and their parents
in the context of healthcare.

Methods Six databases were searched for studies focusing on children aged 0-21 years with CCC and their parents
experiencing health-illness transition processes, particularly concerning adaptation to illness and continuity of care,
in the context of healthcare. Studies within this scope carried out between 2013 and 2023 and written in Portu-
guese or English were identified. The articles were selected using the PRISMA methodology. The data were extracted
to an instrument and then presented with a synthesizing approach supporting the interpretation of the results.

Results Ninety-eight methodologically broad but predominantly qualitative articles were included in this review.
Children with CCC have specific needs associated with complex and dynamic health-illness transitions with a multi-
ple influence in their daily lives. Several facilitating factors (p.e. positive communication and a supportive therapeutic
relationship with parents and professionals, as well as involvement in a collaborative approach to care), inhibiting
factors (p.e. the complexity of the disease and therapeutic regime, as well as the inefficient organization and coor-
dination of teams) and both positive (p.e. well-being and better quality of life) and negative response patterns (p.e.
negative feelings about the chronic iliness) were identified. Some interventions to support the transitional process
also emerged from the literature. Pediatric palliative care is seen as a good practice and an integrative approach

for these children and families.

Conclusion Health professionals play a fundamental role in supporting the transitional process and promoting posi-
tive response patterns. More significant investment is needed at the clinical and academic levels regarding produc-
tion and dissemination of knowledge in this area to ensure the awareness of children with CCC and that their needs
are fully enhanced.
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Background

In line with the growing role of children in society,
healthcare for children and young people has been sub-
ject to continuous improvement. It is known that illness
at the pediatric age is not considered an expected norma-
tive process and significantly impacts the entire family
system when it arises [1]. Significant advances in biomed-
ical science and technology, which are responsible for the
decline in infant mortality rates, have contributed to a
change in the healthcare paradigm toward the treatment
of children with pathologies for which there was once no
therapeutic strategy [2, 3].

This reality has led to an increase in the number of chil-
dren with Complex Chronic Conditions (CCC), which
are defined as any pathology lasting at least one year,
involving one or more organ systems enough to result
in severe limitations that require specialized pediatric
care and, probably, a period of hospitalization in a ter-
tiary health institution [4]. Recently, a concept analysis
conducted on complex health conditions in children also
highlighted the dynamic nature of these diseases, the
uniqueness of their impact on each child and family and
the diminished quality of life often inherent to them [5].

In the literature, associated with the complications that
arise from a complex chronic illness (CI), CCC is part of
a broader set of pathologies, referred to as LLI and life-
threatening illnesses (LTI). It is a concept defined by
Together for Short Lives as LLI/LTI for which treatment
can be effective or fail, which can result in the death of
the child or irreversible or progressive conditions [6].
These circumstances can lead to a high degree of disabil-
ity for the child, as well as a dependence on technology
[7-9] and recurrent hospital stays [10].

These conditions are then further subdivided into five
major groups: diseases for which there is a life-threaten-
ing risk with available treatment but with some degree of
fallibility (group 1); diseases for which premature death
is inevitable but with which there may be extended sur-
vival with appropriate treatment (group 2); progressive
diseases with no available treatment (group 3); irrevers-
ible but nonprogressive diseases with a high degree of
dysfunctionality and vulnerability (group 4); and finally,
diseases that affect the fetus or newborn and have incur-
able features associated with a very short life expectancy
(group 5) [6, 11]. The growing prevalence of these condi-
tions now affects more than three million children world-
wide [12], and their diagnosis can be seen as a process of
transition [13].

According to Meleis and colleagues [14], the concept
of transition is based on long-term changes in health,
relationships and the environment, which involves adapt-
ing to new roles and situations. This process can result
in new ways of thinking and acting and will increase
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internal resilience when an individual is aware of what
is happening. The journey may or may not be linear and
can lead to negative feelings in individuals associated
with the impact that changes and responses to them have
on them, placing them in a state of vulnerability [14].

Regardless of the name given to these illnesses, special-
ized pediatric care is required given their multidimen-
sionality, reflected by high dependence on technological
resources (mechanical ventilation, for example), demand-
ing therapeutic management, parenteral and enteral
nutrition, and equipment to compensate for vital func-
tions, such as dialysis systems, urinary catheters and
ostomies [15]. Given the complexity of these LLlIs,
extended hospital stays are the most prevalent for these
children and their parents [16], with a significant impact
on the increase in mortality and associated health expen-
ditures approaching €3,000 per admission [17, 18].

The literature recommends that individualized support
for children with CCC be planned and implemented by
a specialized multidisciplinary team as early as possible
(ideally at the time of diagnosis), supported by psycho-
social mechanisms and resources that allow adequate
management of the disease in all contexts [19, 20]. We
are referring, for example, to approaches such as pedi-
atric palliative care (PPC), which is emerging as a thera-
peutic strategy that positively contributes to improving
the quality of life of these children and their families, not
only at the end of life but also as a right for all children
with a serious, disabling, incurable and potentially fatal
pathology [21, 22].

The CCC and often inherent functional disability,
development deficits and therapeutic complexity have a
significant impact on family functioning, with the poten-
tial for an overload of care, responsibilities and worries
that can diminish quality of life [23]. Factors such as the
age of the child and parents, financial issues, uncertainty
about the future, stigma and social isolation all contrib-
ute to this problem [24, 25]. As significant and binding
figures for children, parents are often the main carers in
this context and are consequently exposed to an adjust-
ment and training process regarding the illness, which
can generate insecurities and uncertainties about how to
act [26, 27].

In this context, the philosophy of child- and family-
centered care becomes fundamental, as it is expressed
through holistic, humanized and individualized practices
in which the healthcare team can identify the physical
and psychosocial needs of the family, involve them in the
care plan and give them increasing responsibility in its
implementation [28, 29].

The community also plays a significant role in the
progressive management of CCC and in its social
representation, monitoring health and disease
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development, coordinating care and referrals to the
appropriate resources and, finally, promoting normaliza-
tion and inclusion, enabling the child and family to main-
tain their social roles [30, 31].

Faced with these transitional processes, the interven-
tion of professionals in this field is reflected in the con-
cept of “care transition’, defined as a set of interventions
designed to ensure effective and safe coordination and
continuity of care for people experiencing changes in
their health [32]. The literature states that the inclusion
of a case manager allocated to direct care in these cases
could be an essential solution to support these transi-
tional processes [33—35].

Considering the evidence already produced in this area,
the motivation for this scoping review is the need to syn-
thesize the existing knowledge in the literature about the
health-disease transition processes in this population.
A significant amount of evidence was found after con-
ducting a preliminary search of the literature, justifying
its synthesis and mapping on this subject. At the same
time, a search was conducted in the PROSPERO, MED-
LINE, Cochrane Database of Systematic Reviews and
JBI Evidence Synthesis databases. No scoping reviews
were found to be finalized or in progress on the sub-
ject. Within the scope of this review, the following main
research question was defined: What evidence is availa-
ble on health-illness transition processes in children with
a CCC and their parents in the context of healthcare?

To deepen the analysis, five secondary questions are
also proposed:

a. What is the nature of health-illness transitions in
children with CCC and their parents in the context of
healthcare?

b. Which conditions facilitate transition for children
with CCC and their parents in the context of health-
care?

c. Which conditions inhibit transition in children with
CCC and their parents in the context of healthcare?

d. Which health interventions support the health-ill-
ness transition in children with CCC and their par-
ents in the context of healthcare?

e. What are the patterns of response associated with
transition processes in children with CCC and their
parents in the context of healthcare?

Methods

This scoping review was carried out taking into account
the guidelines issued by the Joanna Briggs Institute (JBI)
[36], as well as the Preferred Reporting Items for Sys-
tematic Reviews and Meta-Analyses extension for Scop-
ing Reviews (PRISMA-ScR) methodology [36]. Library
experts agreed on and reviewed the methodological
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aspects of this scoping review. The involvement of two
knowledge users was ensured during the development of
the review [37-39].

Inclusion criteria

Concerning participants, this review considered all stud-
ies that included children with a diagnosis of a CCC, an
LLI or an LTI, meeting the definition of authors special-
izing in the field [4, 11]. If there was doubt about the clas-
sification, the Directory of Life-Limiting Diseases was
used [40]. Children with special health needs (SHN) or
who depended on long-term care were also considered
participants.

All children from birth to adolescence (0 to 18 years
old) were considered as the population, as well as young
adults with CI and disabilities up to the age of 21 or in
cases where the transition to adulthood has not yet
occurred. The option for including young adults from 18
to 21 years old is related to the fact that, in a lot of studies
and in the experience of the authors, people with this age
are still in the pediatric’ scope of action due to delay in
transition to an adult health setting.

All studies involving parents were also identified,
regardless of the type of family. Studies involving people
over the age of 21 and their families, who were in the con-
text of adult care, were excluded, as were studies involv-
ing children with noncomplex CI or an acute pathology
requiring health care.

All the studies that focused on the concept of health-
disease transition in this population were considered, in
line with Meleis’ definition [14], even if described under
a different name.

Meleis defines "transition” as "(...) a passage or move-
ment from one state, condition or place to another” [41].
This concept can be divided into three dimensions: types
(developmental, situational, health-illness and organi-
zational), which describe different situations in which
transitional processes occur; patterns (singular/multiple,
sequential/simultaneous, related/unrelated), which dem-
onstrate the complexity and plurality of the presentation
of these processes; and properties (awareness, involve-
ment, change and difference, period and critical events),
which are seen as elements associated with a transition
[14, 42]. Transitions can also be influenced by facilitating
or hindering personal, community and social factors [14].

According to this theory, the intervention of profes-
sionals is therefore based on a comprehensive under-
standing of the transition to develop congruent "therapies’
in the face of the unique experience of the person and
their family, promoting a healthy response to the transi-
tion [14]. Therefore, two moments are of specific interest
to this review: the physical and psychological adaptation
of the child and parents resulting from the diagnosis of



Loura et al. BMC Pediatrics (2024) 24:446

a CCC, hospitalization or exacerbation of the underlying
condition; their discharge; and the necessary coordina-
tion and integration of care. The studies should identify
areas for optimization, contributions, or implications for
the clinical practice of health professionals, especially
nurses.

Studies that exclusively identified transition processes
other than health-illness — situational, organizational
and/or developmental (i.e., the transition process from
healthcare in a pediatric environment to an adult envi-
ronment) — were excluded.

The context considered in the studies included in this
review was the healthcare environment to which the
population above resorts, whether at a primary, second-
ary or tertiary level, and regardless of clinical specialty or
economic sector. No sociodemographic restrictions will
be applied. Studies other than those with a clear focus on
providing direct care were excluded.

Regarding the type of evidence, primary studies with
qualitative, quantitative, or mixed methodologies; litera-
ture reviews (narrative or systematic); published theses;
and case studies were considered. Letters to the editor,
opinion articles, editorials, columns, commentaries, and
book reviews were excluded.

Search strategy
The research strategy was developed through several
phases per the JBI guidelines.

The first phase corresponded to the initial exploratory
search conducted in various databases to identify the lit-
erature attributes most pertinent to answering the review
question. This research helped to develop a comprehen-
sive search strategy, namely, by identifying the most fre-
quent keywords in natural or indexed language and the
words in the titles and abstracts of the most relevant
articles.

The second phase corresponded to the search and
involved identifying articles that met the inclusion cri-
teria. The final version of the search expression (See
Additional file 1), based on a table of search terms (See
Additional file 2) with the natural language in English
and Portuguese and the indexed terms, was applied to
the following databases: CINAHL Complete®, MEDLINE
Complete® and Psychology and Behavioral Sciences

Table 1 Search expression in nonindexed language
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Collection®, belonging to the EBSCOHost platform; on
the Cochrane Library® platform, including the Cochrane
Database of Systematic Reviews® and Cochrane Central
Register of Clinical Trials® databases; and on the Open
Access Scientific Repositories in Portugal (RCAAP) plat-
form, as well as on the OpenAire portal. Opting for these
databases was a decision based on the pertinence, scope
and coverage of the articles found in the first phase of the
search in each database, which made the authors choose
the databases with better capability to provide the most
extensive and comprehensive search.

The final search expression in natural language is
defined in Table 1. Due to their length, the other specific
expressions broken down by database are available, as
mentioned above, in Additional File 2. The search expres-
sion for the OpenAire portal has been simplified, as the
system does not support advanced search expressions.

Articles published in any scientific publication were
considered, regardless of their nature, provided that they
were written in Portuguese or English and published in
the last ten years (between 2013 and 2023). The restric-
tion in chronological terms was due to the need to make
scientific evidence compatible with the current reality of
care, which has evolved exponentially around children
with CCC in recent years. In addition, transferring the
most up-to-date knowledge to clinical practice was also
an important consideration when selecting evidence for
the review.

Selection of evidence

After the search, the studies’ records were extracted and
uploaded to a bibliographic management support system
(Zotero), where the process of identifying the articles was
carried out, checking the records’ information and elimi-
nating duplicates. The materials were then uploaded to
bibliographic review support software (Rayyan), where
the eligibility assessment and selection of articles took
place [43].

Article screening was conducted by two reviewers,
starting by analyzing the titles and abstracts, where the
authors looked for compliance with inclusion criteria
regarding population, concept and context. The assess-
ment of the complete text was done by overlapping
results and conclusions of each study with the defined

Search expression in nonindexed language - English

(child* OR parent* OR caregiv*) AND (“chronic disease” OR “chronic illness” OR “chronic condi-

tion” OR “complex chronic condition” OR “life-limiting condition” OR life-threatening condition”
OR"long-term conditions”OR “long-term care” OR ‘complex care” OR “special health needs)
AND (transition* OR continuity OR adapt* OR diagnos*) AND (nurs* OR pediatric* OR “pediatric

palliative care”)

The search was performed in April 2023 at Psychology and Behavioral Sciences Collection ® and RCAAP (in Portuguese). Other search expressions are available in

Additional File 1
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review questions. A final decision in the face of disagree-
ments was reached by consensus between the reviewers,
and there was no need to call by a third reviewer. The
reasons for excluding articles after complete text analysis
are summarized in a table (see Additional file 3). At the
end of the process, the various stages were represented in
a PRISMA-ScR flow diagram [36, 44, 45].

Data extraction

After the search, information was extracted (in April
2023) through an instrument including data on the
authors, the study’s country of origin, its type, objective,
sample, methodology and results, aligned with evidence
recommendations [39, 46]. The results were then reor-
ganized and grouped according to their contribution to
answering the review questions, making it easier to syn-
thesize the evidence and align it with the outlined objec-
tive. This method allowed for a multimodal analysis, by
review question and by article, which was also useful to
connect results with the underlying theoretical frame-
work. As this was a scoping review, the quality of the
studies included was not assessed.

Data analysis and presentation

The data from this review are presented in an integra-
tive approach with a schematic view of the content.
The search results and selection of the relevant stud-
ies are presented in the PRISMA-ScR flowchart in the
results’ section (Fig. 1). Analysis of the data was carried
out through an inductive methodology, following fur-
ther categorization of the results by review question.
This method allowed for a meaningful exploration of the
results.

Results

Included studies

The inclusion of studies in the review followed the
methodology specified above and was translated into a
PRISMA-ScR flow diagram (Fig. 1). After the identifica-
tion and screening processes, 78 articles were included
in the review. The studies’ bibliographic references were
checked, and 20 additional articles were included.

Characteristics of the included studies
The included studies were diverse in their typology, with
multidisciplinary authorship in 98 of the included arti-
cles, demonstrating the multiprofessional interest in
transitional care and, more specifically, in children with
CCcC.

Approximately 80% of the articles are primary, and
most are qualitative, with interviews and questionnaires
being the most common techniques used to collect data.
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One article on concept analysis, a less common method-
ology, also contributed to this review.

For the years of publication of the articles included,
there is considerable asymmetry between the first five
years of the sample (2013-2017) and the last six years
(2018-2023), as there has been a considerable decrease
in the evidence published on this subject over time. The
number of publications peaked in 2015 and 2017. The
evidence published in the last two years comprises less
than 10% of the sample. Figure 2 shows a graph illustrat-
ing these trends.

Regarding the geographical distribution, illustrated
in Fig. 3, the high geographical dispersion of the studies
stands out, with the United States of America being the
country with the most scientific production on transi-
tional processes in children with CCC and their parents
(n=34).

Main results
The included articles made essential contributions to
answering the outlined review questions. To better
describe the characteristics of each study, as well as its
objectives and results, these data are summarized in a
table in the appendix to this article (see Additional file 4).

Below, a graph (Fig. 4) shows that most of the literature
focuses on the facilitating and inhibiting constraints of
the transitional processes of children with CCC and their
parents and the response patterns demonstrated by this
population. Nevertheless, a significant proportion of the
literature on multidisciplinary interventions associated
with these transitional processes is beginning to emerge.
Given its applicability in the health sciences, this analy-
sis was conducted through the theoretical lens of Afaf
Meleis [14, 47].

To systematically organize the results, we will describe
the main conclusions associated with the review ques-
tions outlined.

Nature of existing health-disease transitions

In this section, articles focused on defining who these
children are and what their transitional needs are. In the
literature, children with CCC are given numerous names:
children with medical complexity (CMC), children with
SHN, children with complex health needs, children with
LLI or LTI, and children with palliative needs, among
others [48, 49].

These transitions are generally considered to be health-
related diseases. Nevertheless, some evidence suggests
that they are also situational and organizational, with a
simultaneous and interrelated pattern. The specificity of
these transitional processes is linked to several factors,
such as the complexity of the pathologies, their multi-
systemic involvement, the high impact on the quality of
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Fig. 1 PRISMA-ScR flow diagram for the identification, screening and inclusion of studies in the review

life of the child and the family [48-51], high functional
dependence and socioemotional needs [48, 50, 52—54].

Care management seems to have the most significant
weight in defining these transitions, given the need for
frequent and coordinated multiprofessional health sur-
veillance, with wide-ranging therapeutic strategies to
control symptoms, from polymedication to the use of
technological devices to support vital functions [48, 49,
51, 52]. Although there are few tools for assessing the
needs of this population, which often causes them to be
recognized too late, the evidence shows that the preva-
lence of these diseases is increasing worldwide [48,
55-57].

Transition-facilitating conditionalisms

Children and parents identify many constraints facilitat-
ing health-disease transitions, influencing the adoption
of positive response patterns. A summary diagram of the
presence of these constraints in the literature analyzed is
shown in Fig. 5.

Throughout the care process, the adoption of a positive
and supportive relationship and communication style
between the child, parents and professionals is the main
facilitator of adjustment to the illness identified by the
evidence, mainly when it includes explicit communica-
tion, a sense of trust in professionals and an affectionate
and available tone in the therapeutic relationship [51, 53,
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Fig. 3 Graph - Geographical distribution of the included studies

54, 58-87]. This attitude is also conveyed in the individu-
alization and humanization of care, which is manifested
in respect to the choice of the child and family in the care
process [65, 75, 78, 79, 81, 83, 88-92]. In this context,
using recreational resources is particularly important [64,
65,71, 74,78, 93, 94].

Providing care in partnership with parents and chil-
dren is another facilitator, advocating for collaborative
approaches that integrate them as active elements in
the planning and implementation of care [53, 58, 59, 62,

63, 70, 71, 75, 79-85, 90, 91, 93, 95—105]. In this regard,
training and learning knowledge and skills about the dis-
ease and the therapeutic regime are essential [58, 79, 90,
92, 98, 103, 106, 107], the quality of which is enhanced by
the existence of reference professionals or case managers
[52, 58, 75, 81, 83, 88, 91, 92, 95, 97, 99, 107-109].

From a more personal perspective, hope, optimism,
spirituality and trust in children’s potential for inde-
pendence are factors that help children overcome these
experiences [53, 63, 64, 69-71, 74-76, 79, 82, 87, 93, 96,
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105, 110-113]. At the same time, valuing parents’ mental
health is seen as a resource to alleviate the potential bur-
den that can fall on them [50, 65, 112]. Social and family
support also appears to be positive, particularly if there
are siblings in the family and if there are opportunities
to join formal or informal mutual support networks [50,
53, 54, 59, 74, 76, 82, 85, 87, 96, 100, 103, 105, 106, 112,
114-118].

The evidence also identifies the importance of valuing
the discharge process, highlighting the importance of
knowing housing conditions before leaving the hospital
and planning for follow-up in the community. [54, 65, 73,

75, 85, 90, 98, 99, 101, 105, 107, 108, 114, 117, 119, 119-
123]. Clinical support by telephone or continuity of care
at home are also valued approaches [65, 73, 75, 99, 101,
114, 122, 123].

From a more systemic perspective, there is evidence
that the perception of safety and quality of care impacts
how children and parents experience these transitional
processes [61, 67, 90, 91, 114, 124]. Similarly, policies to
increase access to support services, as well as adequate
socioeconomic conditions and the use of technological
devices, are strategies associated with positive outcomes
[52, 59, 60, 65, 74, 116, 123, 125].
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Transition-inhibiting conditionalisms
Several factors that can negatively influence the success-
ful completion of a transition stand out.

The existence of several prejudices associated with the
necessary healthcare and the negative progression of the
disease can make it difficult for a child with a CCC and
their parents to accept the condition, aggravating uncer-
tainty about the future [53, 55, 60, 64, 65, 67, 89, 93, 96,
106, 126-128].

The complexity of the disease and the therapeutic
regimen have been identified as the main factors hin-
dering these transition processes, as these pathologies
involve uncontrolled symptoms, functional limitations,
a demanding therapeutic regimen and recurrent clini-
cal follow-ups. [52, 59, 64, 67, 77, 91, 93, 96, 98, 104, 106,
108, 112, 117, 122, 126, 127, 129]. Therefore, dysfunc-
tional therapeutic relationships can amplify this negative
impact [54, 59, 91, 92, 101].

Some professionals’ resistance to caring for these chil-
dren and their families can hinder the training process
and thus lead to inadequate preparation for discharge [54,
59, 60, 64, 77, 101, 104, 110, 130]. This phenomenon can
also occur when there is a high turnover of professionals,
especially nurses, reducing the consistency of support for
decision-making and training [59, 81, 88, 110].

At discharge, erratic communication and coordination
between professionals are also barriers to continuity of
care [59, 60, 64, 64, 73, 73, 74, 81, 88, 93, 97, 101, 108,
119, 127, 128, 131]. This process may be hampered by the
inadequacy of care facilities in the community to accom-
modate a child with these needs [59, 74, 128].

On a personal level, there are also several important
factors. For parents, the process of adapting to their
child’s CI leads to a decrease in socialization and family
support [59, 65, 79, 82, 87, 96, 111, 114, 123, 127]. The
decline in sleep quality and consequent parental stress
therefore seems inevitable, complicated by the caregiver’s
limited access to respite resources [50, 54, 65, 67, 72, 96,
128, 132-134].

For children, their limitations contrast with peer pres-
sure to carry out activities typical for their age group
[53, 64, 67, 79, 89, 93, 96, 126, 127]. School absenteeism
has also been reported as a consequence of the need for
frequent clinical follow-up, sometimes leading to over-
protective parental practices in the face of the risk of
complications [93, 107, 127].

From a social perspective, the literature describes
stigma, underrecognition of fathers as caregivers and
barriers to parents’ professional life as existing problems
[106, 128]. These obstacles make it difficult for parents to
maintain their social roles and can lead to economic diffi-
culties, given the often high cost of their children’s treat-
ment [54, 60, 65, 69, 87, 96, 103, 106, 108, 111, 112, 116,
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123, 127, 130]. The lack of public policies tailored to the
complexity of children with CI is also an obstacle to this
process [123, 129].

Health interventions that support transition

The evidence suggests that these interventions are multi-
disciplinary and involve multiple professionals (doctors,
nurses, physiotherapists, psychologists, social workers,
and spiritual counselors, among others) [106, 113, 130,
133, 135-137]. The implementation of palliative care as
an integrative approach for children with CCC and their
families is seen as good practice [51, 55, 56, 91, 102, 106,
124, 125, 138]. The assignment of a reference profes-
sional, mainly identified as a nurse who coordinates the
child’s clinical situation using case management method-
ology, is also recommended [48, 88, 108, 136, 139].

Recognizing the needs of these children as early as pos-
sible before intervention is a procedure described in the
evidence. Therefore, the emergence of validation stud-
ies of diagnostic instruments associated with this end, in
terms of the child and the caregivers, is seen as an added
value [57, 68, 128]. Improving these tools is fundamental
to the process of advanced care planning, which should
focus on priorities defined in a shared and individualized
way [53, 57, 60, 68, 137, 140-142].

In this context, a trend toward involving children
in decision-making has emerged from the evidence.
Although children may not yet have the necessary dis-
cernment to take full responsibility for decisions regard-
ing their health, some authors report the need to respect
their perspective, avoiding empowering parents exclu-
sively and promoting their participation and involvement
in training (when possible) [75, 89, 119].

Regarding direct care, the prioritization of training and
empowerment as a means to develop self-management
and self-efficacy is seen as a safe transition-promoting
intervention [50, 53, 54, 58, 71, 73-75, 80, 81, 92, 93, 97,
98, 104, 108, 115, 131, 135], along with strength-based
and hopeful communication [53, 70, 75, 76, 84, 89, 140].

The evidence also focuses on the discharge pro-
cess, highlighting the crucial availability of community
resources allowing for continuity of care. Therefore,
coordination between hospital and community teams to
define the discharge strategy early on is one of the men-
tioned interventions [49, 51, 60, 63, 80, 86, 95, 106, 120,
123, 125, 135, 138, 139, 142, 143]. In this regard, technol-
ogy-based solutions, particularly telehealth care, are rel-
evant (73, 95, 135].

In addition, the implementation of support mecha-
nisms for caregiver performance, such as programs pro-
moting respite, as well as participation in mutual help
groups with professional support, can contribute to the
development of hope and self-efficacy, fostering positive
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feelings and enhancing a safe transition [53, 54, 63, 91,
100].

Patterns of response associated with transition processes
From the evidence, more positive response patterns
are associated with these transitions, as opposed to less
favorable ones. This duality is summarized in Tables 2
and 3, associating the response patterns with their mag-
nitude in the literature analyzed.

Discussion

The main objective of this scoping review was to map the
available evidence on health-illness transition processes
in children with CCC and their parents in the context of
healthcare, taking into account the facilitating and inhib-
iting factors of this transition, as well as the nature and
profile of the transition/population, the response patterns
associated with the transition and interventions that sup-
port the transition [14, 47]. In this sense, the results met
the outlined objective.

The studies were diverse and provided a solid answer
to the outlined review questions. There was a pre-
dominance of primary studies, particularly qualita-
tive (N=44), which may be because these transitional
processes involve the experiences of the child and the
parents, which are assessed in greater depth using these
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methodologies. On the other hand, the number of lit-
erature reviews is small, accounting for less than 10%
of the sample. This review seeks to identify the exist-
ing evidence and contribute to the synthesis of available
knowledge.

For the number of existing publications, the evidence
seems to reflect a growing pattern between 2013 and
2017, which may be associated with the global boom in
PPC. Increased awareness of this issue has also been evi-
dent, with advanced scientific and associative activity on
PPC. An example of this is the Hats On for Children’s
Palliative Care (#HatsOn4CPC) event, led in 2013 by the
International Children’s Palliative Care Network, which
promoted global involvement and recognition of PPC
through the dissemination of photos wearing different
hats. In contrast, there appears to be a less pronounced
focus on publications between 2018 and 2023, which may
be justified by the emergence of other epidemiological
priorities, namely, COVID-19, from 2020 onward.

Regarding the content analysis of the included stud-
ies, categorization using Meleis’s transition theory
helped to organize the contribution of the evidence to
answering the review questions [14]. There are many
studies related to facilitators, barriers and patterns of
response by children and parents to the transitional
processes associated with CCC. At the same time,

Table 2 Positive patterns of response regarding the health-disease transition by number (N) and percentage (%)

Positive patterns of response

Positive feelings about chronic disease management [52-54, 62, 64, 66, 67,69, 75,78, 79, 83, 84, 87, 88,91, 94,96, 103,111,113,117, 28

121,126,127,134, 142, 144]

Well-being and quality of life [49, 53, 61,69, 71, 80, 82, 83,91, 95, 104, 106, 108, 110, 113, 115, 137,139, 142] 19
Optimized self-efficacy in managing the therapeutic regimen [52, 53, 71, 74,83, 92,93, 105, 108, 113, 115,118, 119, 121, 135] 15
Reduction of complications associated with complex chronic disease [83, 86, 93,95, 106, 119, 122, 135, 138] 9

Effective parental role [58, 63, 80, 85, 102, 104, 105, 117, 126]
Improved family functioning [62, 63, 69, 84, 85, 103, 117, 134]
Child's symptomatic control [69, 85, 86, 106, 124, 136]

Balancing the caregiver role with personal and professional life [66, 67, 95, 96, 103, 135]

Acceptance of complex chronic illness [74, 87,96, 117]

38%

26%
20%
12%
12%
11%
8%
8%
5%

~ O O 0 O

Table 3 Negative patterns of response regarding the health-disease transition by number (N) and percentage (%)

Negative patterns of response

N %

Negative feelings about the chronic illness [54, 64, 67,72, 76, 79, 88, 96, 98, 103-105, 107, 108, 111, 112, 116, 24

117,126,133, 141, 143-145]

Social isolation and reduced quality of life [67, 72,77, 82,87,93,96, 107, 112, 126]

Decreased quality of care for the child [98, 105, 108, 118, 131, 132, 134, 145]
Decreased family functioning [64, 87, 111,112,118, 127]

Care overload [67, 79, 87,123, 133, 134]

Difficulty accepting the disease [93, 96, 111]

Increased need for hospitalization and clinical follow-up [108]

32%

o

14%
1%
8%
8%
4%
1%

- w O O o =
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studies integrating structured interventions to sup-
port these transitions are beginning to appear in the
evidence.

The evidence identifies these transitions as originating
from mechanisms predominantly related to health-dis-
ease processes, to which organizational and situational
aspects are added. This illustrates the multidimension-
ality of these processes’ clinical and psychosocial situa-
tions, justifying a differentiated intervention that values
the SHN, the specificity of the care and the clinical com-
plexity present in these cases [6].

All the constraints included in Meleis’ theoretical
approach, except for meanings, appear in the evidence as
facilitators and inhibitors of these transitional processes.
This tendency may be related to the unique way in which
each child and parent respond to transition processes,
which seems to have a multifactorial cause. It appears
that preparation and knowledge can facilitate and hin-
der these transitional processes in similar proportions
to social and economic factors, which is in line with the
complexity of these processes. However, regarding cul-
tural beliefs, attitudes and community resources, a more
significant potential for facilitating transitional processes
is identified, which is naturally associated with the con-
siderable impact of these factors on experiencing CCC.
Personal factors related to the meaning of these condi-
tions are presented exclusively as inhibitors, in line with
some of the articles that illustrate prejudices about these
children.

Concerning the nature of the interventions identi-
fied to respond to transitional processes, an essential
discrepancy is visible, since 8 out of 10 articles discuss
therapeutic intervention approaches (N=49) rather
than preventive interventions, which were mentioned
in less than 40% of the studies. This could be explained
by the global gaps in caring for these children [146, 147],
exhibiting a focus on immediate needs and relegating
preventive aspects to second place. In line with the rec-
ommendations of the American Academy of Pediatrics
for preventive health care in children, this aspect raises
concerns related to continuity of care and valuing chil-
dren’s health, which is achieved through a preventive
approach separate from the purely therapeutic sphere
[148].

The response patterns shown by the evidence reflect
that negative ones are more prevalent in process indica-
tors than in outcome indicators. In this context, more
than 50% of the articles showed positive response pat-
terns in both areas. This difference may be related to the
stage of acceptance of the disease, where understand-
ably, more negative indicators arise at the time of diag-
nosis and "shock" at the time of diagnosis. Thus, negative
response patterns at this stage justify the need for more
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targeted intervention at this level at an early stage, pre-
venting these less healthy responses from persisting.

Recognizing the needs of these children was one of the
points raised as being important in defining the profile
of the transitional processes experienced by these chil-
dren and families. This is an existing discussion insofar
as the management of these situations is primarily the
responsibility of health professionals. Several studies in
the literature, one of which was identified in this review,
attempt to classify the needs of these children using a
measuring instrument, such as the Pediatric Palliative
Screening Scale (PaPaS) [149], or categorization, such
as the Directory of Life-Limiting Diseases, drawn up by
Hain and Devins [40], or complexity, using the Pediatric
Medical Complexity Algorithm proposed by Simon and
colleagues [150].

PPC has also emerged as one of the most appropri-
ate therapeutic solutions for these children, assumed
as a right of the child with an LLI or LTI [151]. This is
perennially corroborated by the evidence, which iden-
tifies them as an integrated strategy that contributes
to improving the quality of life of these children, who
are the primary users of this care [11, 12]. The multidi-
mensionality of this intervention, centered on the needs
expressed by the child and family, allows for the clarifica-
tion of the prognosis and the definition of a plan that is
truly aligned with their priorities, maximizing function-
ality and the right to health care that safeguards their dig-
nity [152-155].

The assignment of a reference professional, often
mentioned as a nurse, is also highlighted, in which the
evidence identifies significant benefits, such as high sat-
isfaction with care, shorter hospital stays and increased
therapeutic limitations at the end of life [156, 157].
The implementation of successful projects in this area
regarding complex chronic diseases in pediatrics is also
described, with the role of case managers generating
gains compatible with those found in this review [33, 34,
158, 159]. However, there is also evidence of the inherent
difficulties associated with the turnover of professionals
in the inpatient setting, their potential overload and the
high emotional demand [160].

The review also mentions the communication approach
as the main facilitator of the transitional process. In the
pediatric context, adequate communication is combined
with the challenge of making it appropriate for the child’s
age group and sociorelational maturity. The evidence
indicates that a relationship with the child, through active
listening, encouraging positive affirmations, fostering
trust and setting realistic priorities about the future, pro-
motes hope in the child [161-163].

In palliative care, the complexity of situations often
requires a systematized approach to communicating bad
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news, with the SPIKES approach being recommended as
the most appropriate [164]. While barriers to communi-
cation in this area have also been identified, multidiscipli-
nary work, a focus on prognosis and taking siblings into
account when defining and implementing the communi-
cation strategy are trends identified by the latest evidence
for optimizing care in this area [165-167].

Parental empowerment is also one of the central inter-
ventions associated with positive response patterns.
These results align with evidence pointing to the impor-
tance of empowering parents in the short, medium, and
long term in their adaptation to their child’s CCC [168-
170]. Recent studies have shown the need to innovate in
this training, mainly through simulation [171, 172]. The
need to improve parental self-management assessment of
children’s CI is also a parent-related concern expressed in
the evidence, as an article that recently validated a self-
management assessment tool for parents of children with
CI (S-scan-parental self-management support) [173].

The evidence also shows a tendency for the child’s
opinion to be considered in the therapeutic processes
to which they are subjected. This trend is corroborated
by the growing body of evidence on the subject, which
argues that each child is unique and that their participa-
tion in decision-making is a crucial determinant of their
involvement in the management of CCC [29, 174, 175].

The transition to home has the potential to both facili-
tate and hinder the transitional process. In this sense, the
evidence recommends a humanized discharge process
with early planning, which promotes continuity of care
beyond the hospital setting [15, 176]. Intervention in this
process, mainly through an educational approach that
values the parents’ experience, is associated with health
gains for integrating care [177, 178].

Considering that this process can generate family read-
justment, it is important to conduct multidisciplinary
social and family assessments before discharge [179].
The literature highlights hope during this assessment as
significant through the genogram and ecomap of hope,
seeking to perceive internal and external resources that
can contribute to the success of the therapeutic plan
[180]. Considering that the potential impact of the dis-
ease on caregivers and children is also pertinent, the
use of support dynamics to prevent stress and overload
should be a priority for health professionals [181, 182].
Thus, the possibility of respite care for caregivers is fun-
damental and should be encouraged worldwide [183].

Although CCC and palliative care are often associated
with the end of life, the results of the review did not par-
ticularly highlight these aspects. However, the evidence
shows that the dynamics of grief are important in regard
to transitional processes in this area, and interventions
should be implemented not only for the grief of parents
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and family but also for the grief of professionals, avoid-
ing complications inherent in prolonged grief [184—187].
The involvement of bereaved parents in the development
of bereavement intervention programs in PPC has been
reported to stimulate the development of hope and the
rediscovery of meaning for their child’s death [188].

From a sociological perspective, the importance of
developing policies to support the transitions that chil-
dren and families experience in this context was also
mentioned in the results. This perspective is corrobo-
rated by scientific evidence, which reports that the fra-
gility of the health system in providing care for these
children can generate disorganization and deconstruc-
tion of the bond with health professionals [189, 190]. To
this end, the World Health Organization’s recommenda-
tions urge all countries to develop more comprehensive
PPC services to improve access to this care worldwide
[22].

The results of this review are summarized in Additional
File 5, which is organized using the Pager Framework.
This approach is designed to maximize the quality of the
analysis of articles in scoping reviews, which advocates
identifying patterns in the evidence analyzed and then
classifying the results into advances, gaps, evidence for
clinical practice and recommendations for research [191].

Concerning the limitations of this review, it should
be noted that, as a secondary study, the results may not
reflect all the evidence available on this subject. The
exclusion of articles referring to noncomplex CI and the
transition from a pediatric to an adult care setting lim-
ited the results inherent in these transitional processes.
The purpose of this review was to identify existing stud-
ies, and for this reason, the quality of the included stud-
ies was not assessed. As this is not the correct type of
study to achieve a complete transfer of evidence to clini-
cal practice, although it can guide areas of epistemologi-
cal development in this area, this work does not replace
future systematic reviews of the literature, particularly
qualitative, diagnostic accuracy, and prevalence studies,
which could make a more solid contribution to transfer-
ring knowledge to the provision of care.

Conclusion

By carrying out this scoping review, it was possible to
map scientific evidence about the health-illness transi-
tion processes in children with CCC and their parents in
healthcare.

Due to the complexity that a CCC requires from health
professionals, parents and society, this topic has emerged
as essential because of the human rights of life, dignity,
freedom and security, which are intrinsic to all human
beings, and the Sustainable Development Goals, which
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aim to achieve the well-being of all populations by the
year 2030 [192].

Children and families in this context are often pre-
sented with the need to face the complexity of a CCC
and its therapeutic regime, which can be worsened by
economic difficulties, stress, overload of care and unem-
ployment. Although experiencing the impact of a CCC
is a difficult situation, parental involvement and partici-
pation in care, as well as therapeutic play and the search
for community-based resources to support transition
between the hospital and home, are strategies that can be
led by the family in order to facilitate the transition pro-
cess, always in partnership with the health professionals.

Health professionals play a fundamental role in mini-
mizing negative constraints on the health-disease transi-
tion and positively maximizing them by considering the
response patterns associated with the disease and the
uniqueness of each child and family. Designing holistic
and integrative care for these families, through a positive
therapeutic relationship with a reinforcement of educa-
tion and empowerment processes, coordination between
the hospital and the community and the implementation
of pediatric palliative care, can promote increased self-
management skills and acceptance of the CCC, which can
contribute to a positive and safe health-illness transition.

With respect to research, it is important to continue
investigating PPC and children with CCC, highlight-
ing the contributions that literature reviews can have in
transferring knowledge to care practice contexts. More
significant investment is needed at the clinical and aca-
demic levels in the production and dissemination of
knowledge in this area to increase awareness of children
with CCC and their needs.

The low amount or absence of public policies targeting
support to children with CCC and their families is a fac-
tor that can exacerbate complications when living with
this conditions. Policy-makers should therefore invest
in recognizing these people’ needs and, linking them to
scientific and reliable evidence from research, offer chil-
dren and family-friendly policies aiming to mitigate some
of the barriers they face, particularly at the community,
economic and social level. Everyone has the right to live
beside the disease, even if it is life-limiting or threatening.
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