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Qualitative study Findings: Two overarching themes were identified.
Family adaptation Meaning-Making in the Context of Family Vulnerability and Growth described families' experiences of psycho-
Nursing support logical and relational burden, unmet support needs, and gradual adaptive growth.
Relational Care and Strengthening Family Agency captured how trust in professional competence, nurses' empa-
thetic presence, and tailored guidance empowered families to manage care at home.
Parents reported ongoing strain and uncertainty but also described resilience and a sense of shared purpose
when supported by relational and continuous nursing care.
Conclusion: Family adaptation to a child's chronic condition is a dynamic relational process shaped by both vul-
nerability and opportunities for growth. Nurses play a pivotal role in fostering trust, strengthening family agency,
and alleviating emotional and practical burdens. Healthcare systems should prioritize continuity, relational
depth, and accessible psychosocial and educational resources for families.
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(Chirani et al., 2025; Seppdnen et al., 2025). Parents of children with
chronic conditions or disabilities frequently report intense negative
emotions such as grief, fear, and anger, in addition to persistent stress
and uncertainty about the future (Bistaraki et al., 2025; Cici &
Ozdemir, 2024). The prolonged demands of caregiving may lead to pa-
rental exhaustion and diminished resilience, which can compromise
condition management and the ability to fulfill parental roles (Cici &
Ozdemir, 2024). Notably, male caregivers often describe neglecting
their own needs and highlight a desire for easily accessible emotional
support (Lynch et al., 2021), while mothers, who typically assume the
role of primary caregiver, experience a disproportionate level of strain
(Chirani et al., 2025).

Caregiving burden has been conceptualized as the caregiver's phys-
ical, psychological, and social responses to the caregiving role (Chirani
et al., 2025). Predictors of heightened burden include low socioeco-
nomic status, frequent child hospitalizations in the preceding year,
and high levels of intolerance of uncertainty (Doganer & Celen, 2025).
Coping strategies and patterns of adaptation vary considerably among
parents and are shaped by individual characteristics and condition-
related stressors (Chirani et al., 2025).

Lemos et al. (2024) examined technology-dependent children who
rely continuously on one or more clinical devices. They found that fam-
ilies of children facing chronic conditions undergo reorganization, while
parents experience various challenges and attempt to redefine their
roles between parenting and caregiving. These experiences reveal the
vulnerability of parents, highlighting the need for nursing support not
only for the child but also for the parents.

Family nursing interventions are essential in addressing the multi-
faceted needs of families caring for children with chronic conditions.
Grounded in the principles of Family Systems Nursing and Family-
Centered Care (FCC), these interventions aim to enhance family resil-
ience, reduce caregiver burden, and improve health outcomes for pedi-
atric patients and their families (Shajani & Snell, 2023).

Health care professionals are pivotal in supporting families' adapta-
tion to chronic childhood conditions, particularly through interventions
that prioritize emotional support (Seppdnen et al., 2025; Svavarsdottir
et al., 2025). Evidence from a recent review suggests that, regardless
of condition, families report substantial unmet needs for information,
emotional support, and guidance in navigating healthcare services
(Thomas et al., 2023). Identification of families at heightened risk,
such as those with limited socioeconomic resources or children requir-
ing frequent hospitalization, is essential to ensure the provision of
tailored interventions, including professional support, peer support
groups, and education on the care and management of chronic condi-
tions (Doganer & Celen, 2025).

Despite growing scholarly interest, substantial gaps remain in
the literature. A comprehensive review has highlighted the paucity
of studies focusing on non-cancer chronic conditions, the lack of
standardized assessment tools and reporting practices, and the lim-
ited use of advanced research designs such as longitudinal studies
(Thomas et al., 2023). In addition, few studies have explicitly
adopted a multinational European perspective, despite consider-
able variation in healthcare systems and pediatric nursing practices
across countries. Further clarification is also needed to advance un-
derstanding of parents' meaning-making processes in the context of
pediatric chronic conditions, particularly beyond predominantly
deficit-oriented accounts of caregiver burden and distress. Such re-
search evidence is especially warranted at present, as pediatric
healthcare is increasingly shifting from a focus on acute conditions
toward long-term chronic conditions (Wijlaars et al., 2016). Al-
though the study does not aim to compare countries, a multina-
tional European design enables the identification of cross-
contextual commonalities in how families navigate long-term care-
giving demands. These shared relational and emotional patterns
may strengthen the transferability of the findings across diverse pe-
diatric care systems. Such an approach is particularly relevant given
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the growing emphasis on family-centered support in chronic care
across Europe.

Given the pivotal role of healthcare professionals in supporting fam-
ily adaptation, there is a clear need to deepen understanding of how
parents experience both strain and joy in caring for a child with a
chronic condition. Although previous research has largely concentrated
on caregiver burden and emotional distress, less attention has been paid
to parents' descriptions of resilience, meaning-making, and positive ex-
periences as part of everyday family life. Addressing this gap is essential
for informing more comprehensive and empathetic support strategies,
particularly within pediatric nursing, for families navigating the long-
term demands of caregiving. These gaps in the existing literature, partic-
ularly the limited European perspective and the lack of attention to
parents’ meaning-making and resilience, directly inform the aims of
this study. To address these needs, we focus on parents' descriptions
of family adaptation and on their perceptions of the pediatric nurse's
role in this process. By integrating perspectives on meaning-making,
family resilience, and relational pediatric nursing, the study seeks not
only to illustrate but also to extend current conceptual understandings
of how families adapt to long-term pediatric chronic conditions.

Aim

Against this backdrop, the present qualitative study aimed to ex-
plore how families across different European regions adapt to the chal-
lenges of living with a child diagnosed with a chronic condition.
Specifically, the study sought to: (a) explore parents’ perspectives on
family adaptation to their child's chronic condition within diverse
European contexts, and (b) examine how parents perceive the role of
the pediatric nurse in supporting this adaptation process. To address
these aims, two guiding research questions informed the qualitative
study design:

- How do parents across Europe describe their family's adaptation to
their child's chronic condition?

- How do parents perceive the pediatric nurse's role in this adapta-
tion process?

Methods
Study design and data collection

This study forms part of an international comparative longitudinal
study conducted between 2021 and 2023, aiming to explore the experi-
ences and needs of families with children living with chronic conditions.
Specifically, the survey sought to examine the impact of pediatric
chronic conditions on family life and the support received from
healthcare systems across selected Nordic countries (Iceland, Finland,
Denmark) and Southern Europe (Spain, Portugal) (Andrade et al.,
2024; Seppdnen et al., 2025; Svavarsdottir et al., 2024). The survey
was divided into five sections and included a total of 124 questions. It
contained a battery of internationally validated questionnaires with
fixed response options, focusing on the integration of chronic illness
into family life. The qualitative analysis of this study was based solely
on the two open-ended questions included in the survey. All questions
were translated using a forward-backward translation process that in-
volved both native and non-native speakers of the respective languages,
all of whom were proficient in English. Forward translations were con-
ducted from English into the local languages, followed by back-
translation into English. The translated versions were compared and
discussed within the research team to ensure conceptual and semantic
equivalence across languages (Beaton et al., 2000).

Data were collected using an electronic survey. One parent from
each family with a child aged 0 to 18 years with a chronic condition
was invited to participate. The study included a total of 733 participants:
72 from Denmark, 76 from Finland, 178 from Iceland, 236 from Portugal,
and 171 from Spain. Recruitment focused on families whose children
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were receiving outpatient care for chronic conditions such as diabetes,
heart conditions, intestinal and kidney diseases, and rheumatism. Only
families whose child had been diagnosed at least six months prior to
participation were included to ensure that the condition had sufficient
time to influence family life. During routine outpatient visits, families
received an information sheet outlining the study's purpose, proce-
dures, and the online survey address. Parents completed the question-
naire at home, allowing for thoughtful reflection in a familiar and
comfortable environment. Survey completion was encouraged through
a subsequent reminder sent to families. Data in anonymous format were
transferred from each country to Iceland using REDCap (Research Elec-
tronic Data Capture) (Harris et al., 2009). In line with the qualitative ex-
ploratory design, the sampling strategy was purposive rather than
aimed at representativeness (Polit & Beck, 2017). Families were in-
cluded across multiple European countries and a range of chronic condi-
tions to capture diversity in family experiences and healthcare contexts,
thereby supporting analytical depth and cross-contextual insight. For
this qualitative sub-study, data from three open-ended survey ques-
tions were analyzed from Iceland, Denmark, Finland, Spain, and
Portugal: one question (Q1: Anything else you want to mention regard-
ing this chronic illness and your family's adaptation) addressing the
chronic condition and the family's adaptation to it, and two questions
(Q2: How have the nurses been helpful to your family?; Q3: What ben-
efits, if any, do you and your family think you have had from the
healthcare offered by nurses?) addressing perceived support from
nurses and healthcare systems. Data were collected in the native lan-
guage of each country and subsequently translated into English for the
coding process.

Data analysis

The qualitative data were analyzed using reflexive thematic analysis,
following the principles outlined by Braun and Clarke (2006, 2021).
Their six-phase framework provided a structured approach to identify-
ing patterns and constructing meaning from the lived experiences of
families managing chronic conditions. Phase 1: Familiarization with
the data - The data were read multiple times to build familiarity and
gain a holistic understanding. Early reflections were noted to begin
identifying patterns. Phase 2: Generating initial codes - Meaning units
were coded inductively at a semantic level, capturing key aspects such
as emotional strain, caregiving burden, and adaptation. Phase 3:
Searching for themes - Codes were grouped and compared to identify
preliminary themes based on shared meanings and relationships.
Phase 4: Reviewing themes - Themes were refined through iterative re-
view to ensure coherence within and distinction between themes.
Phase 5: Defining and naming themes — Themes were clearly defined
and structured into an overarching theme, sub-themes, and related cat-
egories, reflecting the complexity of family life with chronic conditions.
Phase 6: Producing the report - Findings were synthesized into a the-
matic narrative, integrating representative data extracts and interpreta-
tive insights, and were presented.

Initial codes were generated inductively during Phase 2 (Table 1)
by closely examining meaning units within the data and assigning de-
scriptive labels that captured explicit content at a semantic level. Cod-
ing was first conducted individually by the researchers to allow for
multiple analytic perspectives. Codes were then compared and dis-
cussed in pairs and in group meetings, where similarities, differences,
and overlaps were examined. Through this iterative process, codes
were refined, merged, or redefined to better capture patterns across
the dataset.

During Phase 3, related codes were clustered into preliminary
themes based on shared meanings and conceptual relationships. Ana-
lytic decisions regarding theme boundaries and coherence were made
through reflexive discussion rather than agreement-seeking, with at-
tention to how different interpretations illuminated distinct aspects of
family adaptation. When divergent readings occurred, the original
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Table 1
Mlustrative quotes for the code: “Confidence in the nurse's clinical skills and
thoroughness”.

Code Citations

Confidence in the nurse's
clinical skills and thoroughness

“Professional, solution-oriented and positive
employees.”

“The nurse noticed high blood pressure in the
child during admission and because of that, the
child is undergoing tests because of it. No one
else had thought about this pressure.”

“It is the nurses' merit that our child's
well-being steadily improved during our
hospitalization.”

“We have full trust in them, and they have truly
managed to make every hospital visit a positive
experience.”

“It is reassuring that they are so thorough.”
"They know how to take care of my child.”

data excerpts were revisited, and alternative interpretations were ex-
plored to deepen analytic insight.

In Phases 4 and 5, themes were critically reviewed and further re-
fined in collaboration with the wider international research team. This
process supported analytic transparency and helped ensure that themes
were internally coherent, clearly distinct, and firmly grounded in the
data. Throughout the analysis, reflexive dialogue functioned as a key
strategy for supporting rigor and trustworthiness rather than aiming
for inter-coder reliability, consistent with reflexive thematic analysis.

Of the three open-ended questions analyzed, Q1 received 143 re-
sponses, Q2 received 305 responses, and Q3 received 229 responses,
reflecting varying levels of participant engagement across items. Al-
though the number, length, and richness of responses varied across
questions and participants, all responses were treated as analytically
meaningful. Short responses were coded alongside more elaborated ac-
counts, contributing to the identification of recurring patterns and
shared meanings across the dataset. Analytic emphasis was placed on
the interpretive content of responses rather than their length or fre-
quency, consistent with a reflexive thematic analytic approach. Varia-
tion in response depth was understood as reflecting differing
opportunities, cultural communication styles, and levels of engagement
rather than analytic relevance.

Analysis was conducted by the core author group, consisting of four
nurses, two professors, and two junior researchers. The professors spe-
cialize in family nursing and health promotion and have nearly 30 years
of clinical and research experience working with families in neonatol-
ogy and pediatrics, both within and across healthcare sectors. The two
junior researchers have worked in obstetrics and pediatric departments
and have completed or are undertaking doctoral research in these fields
with a family perspective. The wider author group consists of mainly
nurses, as well as a psychologist and a statistician, working and con-
ducting research within family nursing. As researchers with back-
grounds in family nursing and pediatric care, we remained attentive
to how our clinical experience might shape our interpretations. Reflex-
ive discussions within the team were therefore used to critically exam-
ine our assumptions, explore alternative readings of the data, and
ensure that the final themes were grounded in participants' accounts
rather than professional expectations.

This study's reporting follows the guidelines of Standards for
Reporting Qualitative Research (SRQR) (O'Brien et al., 2014).

Ethics

The international research study encompassing this study received
ethical approval from the University of Iceland (VSN-21-006, January
19th, 2021; VSN-21-006-V2, October 20th, 2021). In Finland, the study
was approved by the Ethics Committee of Tampere University Hospital
(R20153H, March 16th, 2021). In Spain, the study was approved by the
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Ethics Committee of Huelva of the Junta de Andalucia (PI 023/21, May
2021). In Portugal, the study was approved by four Ethics Committees
of hospital institutions in Northern Portugal (No. 52/2021, April 14th,
2021; No. 38/2021, February 25th, 2021; No. 98/2021, May 26th,
2021; and No. 16/2021, March 1st, 2021). In Denmark, no approval
from the Danish National Ethical Committee was required under Danish
law, as the study did not involve the collection or use of human biolog-
ical material. However, the study was registered with Pactius in the
Capital Region in accordance with Danish data registration regulations
(P-2021-205, March 23rd, 2021). The study followed the Declaration
of Helsinki (World Medical Association) in all countries, including
obtaining verbal and written consent, handling data anonymously,
and maintaining confidentiality.

Findings

Parents’ accounts of their family's adaptation to a child's chronic
condition across Europe constitute the foundation for the findings pre-
sented below. The findings illuminate how families respond to and
manage the challenges associated with long-term health conditions
within differing cultural and healthcare contexts. Importantly, across
these contexts, families’ narratives illustrate how meaning-making pro-
cesses, including how they interpret, emotionally process, and assign
significance to their child's condition, become tightly interwoven with
their capacity for resilience. Meaning-making serves not only as a way
for families to understand the disruption caused by the illness but also
as a mechanism that helps them reorganize routines, mobilize support,
and cultivate new forms of agency. Thus, the two overarching themes
reflect complementary dimensions of family adaptation: how families
construct meaning from vulnerability, and how relational care supports
these interpretations and strengthens the family's resilience over time.

The findings are presented according to the two overarching themes,
Meaning-Making in the Context of Family Vulnerability and Growth
(Table 2) and Relational Care and Strengthening Family Agency
(Table 3), and their corresponding sub-themes identified in the analysis.
To illustrate and substantiate these findings, anonymized quotations
representative of each sub-theme are included, providing insight into
the experiences that informed the thematic structure.

How do parents across Europe describe their family's adaptation to their
child's chronic condition?

The overarching theme, Meaning-Making in the Context of Family
Vulnerability and Growth (Table 2), illustrates how families across five
European countries navigate the emotional, relational, and structural
challenges of adapting to a child's chronic condition. The first

Table 2
How do parents across Europe describe their family's adaptation to their child's chronic
condition?

Theme Sub-themes Codes
Meaning-Making in the Context Psychological Emotional Burden and
of Family Vulnerability and and Relational Individual Distress
Growth Strain Strain on the Family and
Interpersonal
Relationships
Structural Gaps Unmet Needs and the
and Support Desire for Support
Needs
Adaptive Growth Family Growth and
and Positive Transformation
Empowerment Empowerment and

Positive Emotional
Responses

The Importance of Peer
and Social Support

407

Journal of Pediatric Nursing 89 (2026) 404413

Table 3
How does the family perceive the pediatric nurse's role in this process?

Theme Sub-themes Codes

Confidence in the nurse's
clinical skills and
thoroughness

Feeling secure during
hospitalization and at
home

Trust in long-term
follow-up and monitoring
Relief from knowing the
child is in good hands
Building trust with a
known professional
Reliable availability
between scheduled
appointments

A sense of being followed
and remembered

Feeling cared for even
outside the hospital
Being seen, heard, and
emotionally supported
Encouragement,
validation, and hope
Respect for the child's
fears and emotional needs
Recognition of the
emotional load on parents
Presence and support in
times of chaos or trauma
Illness-specific education
and tailored advice
Guidance on medication,
symptom management,
and routines

Feeling more prepared
and confident at home
Ongoing access to advice
and clarification

Help in navigating and
understanding care
options

Relational Care and
Strengthening
Family Agency

Safety and trust anchored in
professional care

Emotional Support and
Recognition of the Whole
Family

Knowledge and Practical
Support as a Foundation for
Family Competence

overarching theme emerged from three interrelated sub-themes: Psy-
chological and Relational Strain, Structural Gaps and Support Needs,
and Adaptive Growth and Empowerment. Together, these sub-themes
reflect the complex and dynamic process through which families
make sense of their situation, seek support, and gradually develop
new forms of resilience and agency.

Psychological and relational strain

Parents described the diagnosis and subsequent adaptation as a pro-
found emotional challenge, often marked by fear, anxiety, and grief. This
emotional burden was compounded by physical symptoms of stress and
a perceived lack of understanding from others. As one parent expressed:

“Nothing is the same. We are all changed... We have become isolated
and put all our needs and dreams aside so that we can take care of
the child.” (Iceland).

The constant vigilance required in daily care created a sense of being
permanently ‘on duty,’ leading to exhaustion, psychological strain, and a
perception of social isolation from peers, community life, and everyday
social activities:

“The fatigue caused by having to deal with the child, physiotherapy, and
work.” (Portugal).

These pressures often disrupt family dynamics, resulting in social
withdrawal, challenges in sharing responsibilities, and uncertainty
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about the future. Single parents highlighted the heavy caregiving load
and financial strain.

Structural gaps and support needs

Across countries, parents reported significant unmet needs for pro-
fessional and psychosocial support from the healthcare sector. Many de-
scribed feeling abandoned following the initial diagnosis, with little
guidance on how to manage the condition or its emotional impact:

“We were given the diagnosis and then left completely on our own.”
(Finland).

Others emphasized that earlier intervention and counseling from
nurses and other healthcare professionals could have prevented hospi-
tal visits, crises, and reduced the emotional toll:

“When a family is confronted with a child's health problem, they should
be immediately referred to psychology sessions.” (Portugal).

Parents also pointed to systemic shortcomings, such as a lack of
evidence-based information, insufficient extended family training, and
limited access to respite care, which amplified stress and uncertainty.

Adaptive growth and empowerment

Despite these ongoing challenges, many parents described positive
transformations unfolding alongside persistent strain rather than re-
placing it. Strengthened family bonds, a renewed sense of perspective,
and an increased ability to live in the present moment were portrayed
as adaptive responses that coexisted with, and at times were shaped
by, the continuous demands of the condition. This underscores family
adaptation as a dynamic and non-linear process, marked by fluctuation
rather than resolution.

“Every day we are learning to live with it, without wanting to look to the
future.” (Spain).

Parents also expressed pride, gratitude, and determination, recog-
nizing their own and their child's resilience:

“We are positive and proud of our sick child and often take him as an
example.” (Iceland).

Peer and community support were highlighted as critical re-
sources in navigating this ongoing tension between strain and adap-
tation. Social connectedness was described as sustaining families'
capacity for adaptive growth, not by eliminating the burden associ-
ated with the condition, but by providing relational spaces for relief,
meaning-making, and renewed coping in the midst of its constant
presence.

In summary, these findings illustrate that families' adaptation to a
child's chronic condition is not a linear process, but a dynamic interplay
between vulnerability and growth. Despite structural inequalities and
psychological stressors, families exhibit a notable capacity for resilience
and empowerment when they are able to construct meaning within
their sociocultural context.

Taken together, the three sub-themes illustrate that meaning-
making is not merely an interpretive task but a dynamic resilience-
building process. By making sense of emotional strain, navigating
structural challenges, and identifying sources of growth, families create
narratives that help families regain coherence, sustain hope, and mobi-
lize internal and external resources. Meaning-making thus becomes the
pathway through which vulnerability can be transformed into adaptive
capacity, laying the foundation for the relational forms of support ex-
plored in the second theme.
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While the first overarching theme highlighted how families engage
in meaning-making to navigate the emotional and structural challenges
of chronic illness, this second theme demonstrates how pediatric nurses
actively support these meaning-making processes. Rather than merely
addressing families' needs, nurses' relational presence and professional
care function as stabilizing forces that help families translate their inter-
pretations into a sense of clarity, confidence, and agency. In this way, re-
lational care becomes a key mechanism through which families' own
meaning-making efforts are strengthened.

The second overarching theme, Relational Care and Strengthening
Family Agency (Table 3), illustrates how trust, emotional recognition,
and knowledge sharing contribute to families' sense of safety, compe-
tence, and empowerment. This overarching theme emerged from
three interrelated sub-themes: Safety and Trust Anchored in Profes-
sional Care, Emotional Support and Recognition of the Whole Family,
and Knowledge and Practical Support as a Foundation for Family Com-
petence. Together, these sub-themes illustrate how nurses and other
healthcare professionals create safety, provide emotional and informa-
tional support, and thereby strengthen the families' agency in adapting
to a child's chronic condition.

Safety and trust anchored in professional care

Families expressed deep trust in healthcare personnel, describing
competence and continuity as crucial for safety and stability in everyday
life. Trust in the team enabled parents to focus on their parental role.

“It's a feeling; I feel that we are well cared for and in good hands.”
(Spain).

Professional guidance and support provided by nurses strengthened
the family's sense of competence in managing the child's condition even
after hospital discharge.

“Giving the appropriate knowledge to manage the illness, always giving
encouragement and strength.” (Spain).

Familiarity with a few nurses was particularly valued, as they knew
the child, the child's condition, and the family well.

“We get services in the outpatient department for diabetic children, and
I think we gain a lot from the specialization and having the same nurse
who is specialized in this field or knows him very well.” (Iceland).

The significance of nurses' professional competence extends beyond
the hospital setting. Families' sense of security is sustained by the
knowledge that nursing support and expertise are within their reach.

“High security. They are there if something happens. Can be reached
even if you are outside the hospital.” (Iceland).

In particular, the accessibility of a nurse familiar with the family
fosters a sense of security and reassurance that the family is being
supported.

“My son's nurse has always been there and is in regular phone contact
with me, and I love being able to rely on her [...] she is always quick to
answer back.” (Iceland).

Emotional support and recognition of the whole family

Empathy, respect, and presence from nurses fostered feelings of
being seen, heard, and emotionally supported. Such encounters allevi-
ated stress and provided encouragement.
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“I felt truly heard and safe after our visit.” (Denmark).

Conversely, some families felt nurses were too focused on bureau-
cracy or technical tasks rather than the family's needs.

“I have never received any support from the nurses. Their role has been
limited to bureaucratic aspects: giving the next appointment or a note
for work and school.” (Spain).

Families frequently recognized the nurse's heavy workload, which
they interpreted as resulting in insufficient support and a sense of
being left to cope independently. Families' perceptions reflect how
structural constraints within healthcare can shape families' experiences
of care and support.

“We were largely left to ourselves, and they were very busy.”
(Denmark).

Families emphasized the importance of nurses’ affirmation and
emotional support, reinforcing their confidence as parents and fostering
a sense of being heard and valued.

“They have been good at complimenting me on how well I am doing to
take care of the baby. They are always willing to listen.” (Iceland).

Another central aspect of supportive care was child-centered inter-
action, where nurses' engagement with the child reassured parents
that their child's needs were acknowledged and respected.

“They are really good at interacting with our child.” (Denmark).

Families also underlined the value of support when navigating chal-
lenging circumstances. Nurses' ability to facilitate problem-solving and
strengthen family resources was described as essential for resilience.

“Listened to us talk about our problems and pointed out helpful ways to
work with ourselves. Taking care of the family during a difficult time.”
(Iceland).

Importance of Peer
kandSocialSwpottJ
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Knowledge and practical support as a foundation for family
competence

Families emphasized the importance of receiving education and
guidance from nurses. Information about the condition, symptoms,
treatment, and routines increased their confidence and preparedness
to manage care at home.

“We have received most of our education from nurses. We can truly say
that they are our holding rope.” (Iceland).

Nurses also clarified treatment options and ensured that families
had the knowledge to make informed decisions.

“Obtaining all the necessary information to understand the illness.
(Spain).

In summary, the findings demonstrate that nurses play a pivotal role
in supporting families' adaptation to a child's chronic condition by fos-
tering safety and trust, offering emotional recognition and support,
and strengthening families' competence through knowledge and guid-
ance. While families emphasized gaps and challenges, the results high-
light that relational, accessible, and family-centered nursing care can
empower families and enhance their resilience in navigating the long-
term demands of chronic conditions.

Together, these findings illustrate how families navigate
Meaning-Making in the Context of Family Vulnerability and Growth
and how Relational Care and Strengthening Family Agency
(Figs. 14-2) shape their everyday management of chronic condition
setting the stage for the discussion of the broader conceptual impli-
cations that follow.

Across both overarching themes, the findings reveal that meaning-
making and family resilience are mutually reinforcing processes. Fami-
lies' interpretations of the illness shape how they perceive challenges,
seek support, and identify possibilities for growth, while relational and
knowledge-based support from nurses strengthens the family's

Meaning-Making in
the Context of Family
Vulnerability
and Growth

Fig. 1. How families across Europe construct Meaning-Making in the Context of Family Vulnerability and Growth.
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capacity to sustain these interpretations over time. The integration of
these perspectives shows that resilience is not a static trait but an ongo-
ing, co-constructed process emerging from families' internal meaning-
making efforts and the external relational support provided by pediatric
nurses.

Fig. 1 illustrates the overarching theme “Meaning-Making in the
Context of Family Vulnerability and Growth,” including its three interre-
lated sub-themes (Psychological and Relational Strain; Structural Gaps
and Support Needs; Adaptive Growth and Empowerment). Each sub-
theme is depicted with its underlying categories, demonstrating how
emotional strain, unmet support needs, and adaptive growth processes
collectively shape families' experiences when navigating a child's
chronic condition across different European contexts.

Fig. 2 visualizes the overarching theme “Relational Care and
Strengthening Family Agency,” including its three sub-themes
(Safety and Trust Anchored in Professional Care; Emotional Support
and Recognition of the Whole Family; Knowledge and Practical Sup-
port as a Foundation for Family Competence). The figure depicts
how specific forms of professional competence, emotional recogni-
tion, and tailored guidance contribute to strengthening families’
sense of security, capability, and agency in managing their child's
chronic condition.

Journal of Pediatric Nursing 89 (2026) 404-413
Discussion

This study explored how families across different European contexts
adapt to the complex reality of living with a child's chronic condition.
The findings reveal that adaptation is not merely a response to medical
challenges but a deeply relational and emotional process shaped by
meaning-making, systemic support, and the quality of interactions
with healthcare professionals. Taken together, these findings provide
the basis for the following discussion of two central dimensions of this
adaptation process: how families construct meaning in the face of vul-
nerability and growth, and how relational nursing care can serve as a
foundation for strengthening family agency.

Meaning-making as a catalyst for adaptation and growth

The findings underscore the central role of meaning-making in how
families across Europe adapt to the challenges of a child's chronic condi-
tion. While families described profound psychological strain and struc-
tural barriers, many also articulated a process of reinterpreting their
experiences in ways that fostered resilience, strengthened relationships,
and cultivated a renewed sense of purpose. Such patterns align with
existing literature suggesting that meaning-making is a key mechanism
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Fig. 2. How families perceive the pediatric nurse's role in Relational Care and Strengthening Family Agency.
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through which individuals and families cope with adversity (Henry &
Harrist, 2022; Park, 2010).

Families did not passively endure the stressors associated with
chronic conditions; rather, they actively engaged in constructing narra-
tives that allowed them to integrate the chronic condition into their
family identity. For some, this involved reframing the experience as a
source of strength or pride, while for others, it meant embracing a
more present-focused perspective that prioritized emotional connec-
tion and daily functioning over long-term certainty. By integrating nar-
ratives, families were able to process and make sense of the chronic
condition and its role within family life (Kokanovi¢ & Flore, 2017).

The process of meaning-making appeared to be both individual and
relational. Parents often described how shared emotional experiences
and mutual caregiving responsibilities deepened family bonds. At the
same time, the absence of external support, particularly in the early
stages following diagnosis, often left families feeling isolated and over-
whelmed, suggesting that meaning-making is not only an internal pro-
cess but one that is shaped by the availability of relational and systemic
support. Importantly, meaning-making was not a linear or uniformly
positive process. Families moved between moments of despair and em-
powerment, reflecting the nonlinear and recursive nature of adaptation.
Such dynamics echo theoretical models of family resilience that empha-
size flexibility, relational coherence, and the capacity to create coher-
ence in the face of disruption (Patterson, 2002; Walsh, 2003).

The findings also point to significant structural gaps in healthcare
systems, particularly in the continuity of care and emotional support
following diagnosis. Parents' accounts of being left alone after receiving
a diagnosis highlight not only experiences of inadequate support but
also the need for more consistent and relationally anchored care. Such
insights align with principles of family-centered care, which emphasize
partnership, respect, and inclusion of the whole family in care processes
(Brgdsgaard et al., 2019; Renne & Bradsgaard, 2025). As Shajani and
Snell (2023) argue, nurses play a pivotal role in facilitating family adap-
tation—not only through clinical competence but through emotional
engagement, trust-building, and knowledge-sharing.

Families in this study valued nurses who recognized their emotional
needs, provided clear and accessible information, and acknowledged
the broader impact of conditions. These relational interactions contrib-
uted to a sense of safety and competence, reinforcing the family's ability
to act and adapt. However, families reported increased stress and uncer-
tainty when such support was absent or fragmented, revealing persis-
tent unmet needs and a strong desire for consistent, responsive
support, underscoring the importance of health literacy and relational
continuity in pediatric care. As Serensen et al. (2012) emphasize, health
literacy is not only about understanding medical information—it is a key
determinant of health outcomes, enabling individuals and families to
navigate healthcare systems, make informed decisions, and engage ac-
tively in care processes.

Taken together, these findings suggest that adaptation to pediatric
chronic conditions is best understood as a relational and contextual pro-
cess. Families do not simply adjust to medical realities. Rather, they re-
construct meaning, renegotiate roles, and seek coherence in the midst
of disruption. Healthcare professionals, particularly nurses, are uniquely
positioned to support this process by recognizing family vulnerability, fa-
cilitating meaning-making, and fostering empowerment (Renne et al.,
2023). However, this potential is contingent on systemic conditions
allowing time, continuity, and relational depth. As such, our findings in-
dicate the potential value of care models that prioritize family-
centeredness, emotional labor, and health literacy as core components
of managing chronic conditions. These insights may inform consider-
ations for how healthcare systems support families in similar contexts.

Relational nursing care as a foundation for family agency

The findings highlight the pivotal role of nurses in supporting fami-
lies' adaptation to a child's chronic condition, not only through clinical
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competence but through relational, emotional, and educational engage-
ment (Shajani & Snell, 2023). The overarching theme, Relational Care
and Strengthening Family Agency, illustrates how trust, emotional rec-
ognition, and knowledge-sharing contribute to families' sense of safety,
competence, and empowerment.

Relational care emphasizes the quality of the relationship between
the nurse and the patient, focusing on trust, respect, and meaningful
connection. Family-centered care extends this approach by actively in-
volving the family in care planning and decision-making, fostering col-
laboration between the nurse, patient, and family (Griffiths et al.,
2025; Soklaridis et al., 2016). In this study, the issues raised by families
align with the core concepts of family-centered care: partnership, com-
munication, respect, and compassion (Seniwati et al., 2023). Family-
centered care refers to caring for a sick child in ways that recognize
the family as a whole, encompassing support for all family members
and acknowledging the condition's impact on the entire family (Coyne
et al., 2011; Svavarsdottir et al., 2025). The findings demonstrate that
family-centeredness is a vital component of pediatric nursing practice.
Improved quality of life for the child, enhanced patient safety, increased
family satisfaction, the integration of humanistic values in nursing care,
reduced hospitalization costs, and decreased stress, anxiety, and de-
pression among family members are identified as outcomes of success-
ful family-centered care (Seniwati et al., 2023).

Families valued nurses' competence, and this trust reinforced their
sense of safety. This sense of safety is not purely experiential; research
demonstrates that nurses' competence and expertise are critical compo-
nents of patient safety culture in nursing practice, ensuring the delivery
of safe and effective care. In this respect, effective family-centered care
models rely on well-designed training initiatives that equip healthcare
professionals with the skills and competencies needed to collaborate
meaningfully with patients and families (Glarcher & Vaismoradi,
2025; Zaitoun et al., 2023). In pediatric nursing, trust between the fam-
ily and the nurse enables the provision of high-quality and safe care,
supports the child's healing and recovery, and provides a foundation
for a healthy workplace culture. The development of trust is also re-
warding and enriching for nurses themselves (MacKay et al., 2024).

Emotional support emerged as a critical dimension of nursing care.
Interaction, and its success, was regarded as essential. Trust evolves
over time and through repeated interactions (MacKay et al., 2024).
Families valued being seen and heard not just as caregivers, but as
whole persons navigating a life-altering experience. Nurses who offered
empathy, encouragement, and presence helped alleviate stress and fos-
tered a sense of being held within the healthcare system. Such practice
echoes relational agency, where professionals engage with families not
only to deliver care but to co-construct meaning and capacity. Within
family-centered care, the nurse's role is to encourage and empower par-
ents, and thereby the family, to actively participate in the delivery of pri-
marily non-medical aspects of care (Coyne et al., 2011; Svavarsdottir
etal., 2025). Families occasionally perceived nurses as busy. Previous re-
search confirms that nurses themselves recognize this challenge. Many
have emphasized the importance of adequate staffing resources, noting
that lack of time and increased workload are central factors that nega-
tively affect the ability to implement family-centered care (Coyne
etal, 2011).

The provision of knowledge and practical guidance was founda-
tional to families' sense of competence. Nurses were often described
as the primary source of education about chronic conditions, treat-
ment, and daily care routines. Information sharing and parent edu-
cation are central components of family-centered nursing care.
Information is not exclusively the transmission of facts; also, a
means of fostering inclusion and building a sense of safety
(Seniwati et al., 2023). The educational role fulfilled by nurses was
transformational, enabling families to move from uncertainty to
confidence. In this way, nurses acted as bridges between clinical
knowledge and lived experience, helping families translate com-
plex medical realities into manageable daily practices.
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Strengths and limitations

This study employed a cross-national qualitative design to explore
how families across different European contexts adapt to a child's
chronic condition and perceive the role of nurses in that process. This
approach allowed for a nuanced understanding of both shared and
context-specific experiences. While the inclusion of families from both
Northern and Southern Europe enhances the transferability of the find-
ings, cultural and linguistic differences may have influenced how partic-
ipants expressed their experiences and how these were interpreted. In
line with the qualitative design of the study, the aim is not statistical
generalizability but rather to provide insights that may be meaningfully
transferred to similar contexts. Different cultural ways of expressing
emotions or attributing meaning to events may have generated diver-
gent expectations and demands regarding nursing care and may there-
fore have influenced how participants articulated and presented issues
within the study. Despite efforts to ensure accurate translation and
cultural sensitivity, some nuances in meaning may have been lost in
cross-language analysis (Squires, 2009). However, as the study was con-
ducted in different contexts, some perceptions regarding the needs of
families and the role of nurses appeared to be common. This multina-
tional design also strengthens the cross-contextual transferability of
the findings.

The study relied on self-reported narratives, which are shaped by
memory, emotion, and social desirability. Although this method is valu-
able for capturing lived experience, it introduces potential bias
(Flanagan & Beck, 2025; Polit-O'Hara & Beck, 2012). Only one parent
per family participated, which may not fully reflect intrafamily variation
in experiences and perspectives. The qualitative questions were embed-
ded within a broader survey instrument, which may have influenced
the focus and richness of the open-ended responses, but allowed for a
wide international sample. Compared with in-depth interviews, open-
ended questionnaire data have an inherent limitation: the lack of op-
portunity to ask clarifying or probing questions and the variable rich-
ness of written responses. In addition, the written survey format tends
to generate concise and readily articulated reflections, which may
limit the depth and nuance typically obtained through interactive qual-
itative methods, while still allowing participants to express perspectives
they might not have voiced in a face-to-face context. This limitation is
related to the written format of the responses, and the absence of
country-specific comparisons limits the extent to which contextual dif-
ferences between participating countries can be explored. The number
of written responses differed across questions, which may have influ-
enced the analytical focus; however, all three questions and their re-
sponses contained largely overlapping content. The inclusion of
families with diverse chronic conditions provides broad insight but pre-
cludes condition-specific analysis, which was not the aim of the study.
Triangulation of data sources, including observations or interviews
with healthcare professionals, could strengthen future research designs
(Carter et al,, 2014).

Further, methodological rigor was ensured through qualitative
strategies, including reflexive thematic analysis, team-based coding,
and interpretive discussion, analytic triangulation within the interna-
tional research team, and adherence to the Standards for Reporting
Qualitative Research (SRQR). In keeping with the qualitative explor-
atory design, rigor was established through transparency and reflex-
ivity rather than statistical inference (Malterud, 2001). In addition,
by integrating perspectives on meaning-making, family resilience,
and relational nursing, the study offers a conceptual contribution to
pediatric family nursing that extends these frameworks. The findings
illustrate how meaning-making processes, relational dynamics, and
resilience practices interact in families' everyday management of a
child's chronic condition, thereby advancing theoretical understand-
ings beyond descriptive themes. Finally, while this study focused on
the family perspective, future research should include the voices of
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nurses and other healthcare professionals to understand better how
they perceive their role in supporting families, and what systemic
conditions enable or constrain relational and family-centered care.
The findings also hold practical relevance for long-term pediatric
chronic care settings by highlighting relational and family-centered
support needs. One potential avenue for future research concerns
how emerging technologies, such as teleconsultations and virtual ser-
vices, reshape families' experiences of support from healthcare pro-
fessionals and influence how nurses engage with families in clinical
practice.

Conclusion

Families' adaptation to pediatric chronic conditions is a deeply
human process of navigating uncertainty, loss, and transformation, as
expressed by parents in this study. Our findings illuminate how families
across diverse European contexts describe not only emotional and prac-
tical challenges but also interconnected processes of meaning-making,
resilience, and reorientation of everyday life around care and
connection.

Across participating countries, parents described similar needs for
support—particularly emotional recognition, continuity, and opportuni-
ties for reflection. While these patterns emerged across diverse cultural
and healthcare contexts, they should be understood as transferable in-
sights rather than broadly generalizable findings. The findings deepen
nurses' understanding and offer possibilities for individually tailored
support according to each family's needs. Clinically, supporting families
may involve not only providing information and services but also creat-
ing space for meaning-making through approaches such as narrative re-
flection, peer support, and emotional validation.

Within these contexts, nurses may play an important role in
supporting family agency—the capacity to act, decide, and adapt—by
fostering trust, recognizing emotional experiences, and supporting
competence development. At the same time, parents' accounts high-
light that such supportive roles are shaped by organizational and sys-
temic conditions, including continuity of care and time for relational
work. Taken together, these insights underscore that family-centered
care in pediatric chronic conditions is most effective when relational
practice, family agency, and structural conditions are aligned.
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