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When the home learns to breathe again: a qualitative case study
on family adjustment and school inclusion in neurodevelopmental
disorders

Antonios Fodelianakis

PhD UPV/EHU (Spain) / BA (Hons)
DOTI: https://doi.org/10.14679/4429

Abstract: This qualitative case study explores the lived experience of a Greek family
raising an eight-year-old child diagnosed with Autism Spectrum Disorder (ASD, Level
1) and Attention Deficit Hyperactivity Disorder (ADHD). Drawing on semi-structured
interviews with the mother, the research highlights the multifaceted psychological,
emotional, and social impacts of neurodevelopmental diagnoses on family life. Five core
themes emerged: emotional response to diagnosis, disruptions in family dynamics, daily
caregiving challenges, collaboration with school, and interaction with therapeutic
services. The findings reveal considerable emotional strain, maternal burnout, social
isolation, and structural deficiencies in educational and health systems, including
fragmented support and limited school coordination. Despite these challenges, the family
demonstrated significant resilience through emotional bonding, therapeutic engagement,
and informal support from grandparents. The study underscores the urgent need for
systemic reform, emphasizing the importance of coordinated institutional support,
psychoeducation for extended family, enhanced school-family cooperation, and sustained
public investment in inclusive practices. Ultimately, the paper advocates for a holistic,
person-centered approach to neurodevelopmental disorder management that validates
caregiver roles while promoting children's functional and emotional well-being.

Keywords: neurodevelopmental disorders, family resilience, autism, inclusive education,
caregiver stress.

1. INTRODUCTION

Neurodevelopmental disorders (NDDs) represent a spectrum of complex conditions
emerging in early childhood, associated with dysfunctions in the development of the
central nervous system (APA, 2013; Fodelianakis, 2023; 2020a; 2020b; WHO, 2010).
Their presence profoundly impacts the cognitive, social, communicative, and emotional
development of the child (Milathianaki, 2023). Among the most common forms are
Autism Spectrum Disorder (ASD), Attention Deficit Hyperactivity Disorder (ADHD),
and Intellectual Disability (ID), each necessitating individualized educational and
psychosocial interventions (Pistola, 2019).

Diagnosing such disorders affects not only the child but also the entire family structure,
leading to a reconfiguration of roles, relationships, and daily routines (Brown et al., 2013;
McManus et al., 2011; Milathianaki, 2022; 2020a; 2020b). The adaptation process often
involves emotional stages similar to grief, including denial, guilt, and anger (Pistola,
2019; Wall, 2010), while parental resilience and access to social and institutional
resources significantly influence smooth transitions (Resch et al., 2010).
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The school environment acquires strategic importance, serving not only as a learning
setting but also as a space of either support or additional challenge for the family. The
quality of family-school collaboration, the availability of support services, and
administrative attitudes significantly shape the child’s educational experience (Kilic et
al., 2013; Rosenbaum, 2016). Despite improvements in the Greek educational system,
many families still experience special education as fragmented and poorly coordinated
(Mazzoni et al., 2021; Pistola, 2019).

This study explores the experiences of a Greek family with a child diagnosed with ASD
and ADHD. Utilizing a case study approach and semi-structured interviews, the
emotional and psychological impacts of the diagnosis, daily challenges, interactions with
the school, and family resilience strategies are examined. This methodological approach
facilitates an in-depth understanding of personal experiences and amplifies the family's
voice, often marginalized in dominant narratives of special education.

The research aims to identify not only challenges but also potential strengths. It
emphasizes the importance of institutional support, school collaboration, and
psychoeducation for all stakeholders as necessary conditions for successful social and
emotional integration. Within an evolving educational landscape, family experiences
serve as critical guidance for effectively implementing inclusion.

2. THEORETICAL FRAMEWORK

Neurodevelopmental disorders constitute an increasingly significant area of scientific
interest, particularly in relation to social and educational policies, given their implications
for school inclusion and family adjustment. NDDs arise from early developmental
dysfunctions in the central nervous system and typically present during childhood,
persisting throughout life (APA, 2013; WHO, 2010). Diagnostic categories include
autism, ADHD, intellectual disabilities, learning disabilities, and speech and
communication disorders, each uniquely impacting functionality and requiring
individualized educational and psychosocial approaches.

ASD specifically involves difficulties in social interaction, stereotypical behaviors, and a
need for stable routines. ADHD is characterized by attention deficits, hyperactivity, and
impulsivity. Co-occurrence complicates the clinical picture, necessitating intensive and
multifaceted support (Mazzoni et al., 2021; Purpura et al., 2021). In these scenarios,
family and school roles are pivotal for social integration and enhancing quality of life.

The family's functioning under an NDD diagnosis has been extensively studied.
Researchers such as Pistola (2019) and Wall (2010) highlight that diagnosis can severely
disrupt family equilibrium, generating intense feelings of guilt, inadequacy, and isolation,
especially among parents. Mothers often assume primary caregiving roles, experiencing
psychological exhaustion and burnout, documented in Greek and international research
(Craig et al., 2016; Wang et al., 2011). Fathers typically display emotional distance,
influenced by social norms or difficulty comprehending the situation.

The impact extends beyond parents, affecting siblings who may feel neglected or
prematurely assume caregiving roles, influencing their psychosocial development (Vetri
et al., 2020). Grandparents can offer support, contingent upon appropriate
psychoeducation and information (Rosenbaum, 2016; Wall, 2010).

Schools are integral to the inclusion process. Inclusion of children with NDDs aligns with
international educational guidelines and Greek legislation (Law 3699/2008; ESPA,
2023). However, policy implementation often remains superficial. Dysfunctional
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collaboration among general and special educators, insufficient training, and passive
administrative involvement undermine inclusion intentions (Kilic et al., 2013).

Parallel support has become a core mechanism in Greece. Nonetheless, special educators
frequently operate isolated from general classroom teachers, and coordination among
specialists (speech therapists, occupational therapists, psychologists) remains limited,
complicating family understanding and support (Mazzoni et al., 2021; Sdnchez Amate &
Luque de la Rosa, 2024).

Student experiences greatly depend on the school's overall acceptance culture. Proactive
administrative leadership facilitates smoother inclusion, whereas passive attitudes and
persistent stereotypes hinder genuine integration (McConkey & Collins, 2010).

In conclusion, the theoretical framework underscores the complexity of interactions
among families, schools, and support structures managing NDDs. The child is not viewed
in isolation but within a system necessitating coordinated, collaborative, and reinforced
strategies. Developing coherent educational policies is essential for an authentically
inclusive intervention model.

3. METHODOLOGY

This qualitative study employs the case study methodology to deeply explore complex
social phenomena such as family daily life with a child with neurodevelopmental
disorders (Yin, 2018). The research focuses on a Greek family from a middle
socioeconomic background with an eight-year-old boy diagnosed with Level 1 ASD and
ADHD. This case was selected to highlight both difficulties and adaptive strategies in a
context of multiple challenges.

Data were collected through a semi-structured interview with the mother, chosen due to
her central caregiving role. This tool offers flexibility and facilitates exploring subjective
meanings attributed by individuals to their experiences (Creswell & Poth, 2018).
Conducted face-to-face in a secure, neutral environment, the interview lasted
approximately 75 minutes and was recorded with participant consent. Transcription was
verbatim, followed by thematic content analysis.

Analysis centered on five key themes identified through interpretative processes: a)
emotional response to diagnosis, b) impacts on family functioning, c¢) daily planning and
mother's role, d) relationship with the school, and e) collaboration with external
specialists. This thematic structuring facilitated identifying recurrent patterns and diverse
experiences shaping the mother's caregiving identity.

Focusing exclusively on the mother is justified by the depth-oriented interpretative intent
rather than generalizing findings, aiming instead to deepen understanding of complex
psychosocial dynamics. Ethical considerations included confidentiality, voluntary
participation, and informed consent. Pseudonyms and modified identifying information
ensured anonymity. Results were presented respectfully, aiming for socially sensitive
knowledge production.

4. CASE STUDY: GIANNIS AND HIS FAMILY

Giannis is an eight-year-old boy attending the second grade of primary school who has
been diagnosed with Autism Spectrum Disorder (ASD, Level 1) and Attention Deficit
Hyperactivity Disorder (ADHD). The diagnostic process was lengthy and
comprehensive, encompassing classroom observations, referrals, and multidisciplinary
assessments. Initial concerns were raised by his first-grade teacher, who observed
significant difficulties regarding attention, inadequate social interactions, and challenges
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adjusting to the daily school routine. Subsequently, through referral from school services,
Giannis underwent evaluation at the Diagnostic, Differential Diagnosis, and Support
Center (KEAAXY), which confirmed the necessity for supportive interventions, including
speech therapy and the assignment of a paraprofessional assistant.

Giannis' family consists of his parents, himself, and his five-year-old sister. Considerable
support is provided by the maternal grandparents, who reside nearby and actively
participate in daily caregiving routines. His mother has reduced her work hours,
explaining that managing Giannis' needs is equivalent to having a second job. The father
maintains full-time employment and engages intermittently in therapeutic processes and
communication with the school.

Giannis demonstrates relatively advanced verbal expression; however, he encounters
substantial difficulties in comprehending and responding to social cues, interacting
effectively with peers, and participating in tasks requiring sustained attention. According
to his teacher, Giannis frequently leaves his seat without an apparent reason, withdraws
when exposed to loud noises, and struggles significantly to complete assigned tasks.
Although a support teacher has been appointed, this professional provides assistance for
only part of the school day, a limitation that complicates fully addressing Giannis’
educational needs. The general education teacher, on the other hand, acknowledges an
inability to adequately meet the increased demands for differentiated instruction.

The diagnosis was a critical turning point for the family. Initially, Giannis' mother
experienced shock and negative emotions, indicating, "I thought he was just shy and
energetic; I couldn't accept the term autism." Over time, participation in parent groups,
engagement with therapists, and access to information have gradually facilitated her
adjustment. Conversely, the father appears more detached, stating that he is uncertain
about how to help and prefers limited involvement.

Giannis' younger sister exhibits pronounced attention-seeking behaviors and increased
attachment to her mother, a situation which raises concerns. The mother expresses guilt,
stating, "I feel guilty because I spend more time with Giannis, but it’s unavoidable,"
highlighting her internal conflict regarding equitable caregiving among her children.

Although the grandparents contribute significantly to daily activities, they do not fully
comprehend Giannis' special needs. As his mother notes, "They believe we are
exaggerating and perceive it primarily as an upbringing issue." The lack of adequate
psychoeducation within the extended family network appears to hinder family cohesion
and effective support.

The family’s relationship with the school is ambivalent. Despite the classroom teacher’s
positive intentions, Giannis' mother expresses dissatisfaction concerning limited
communication and inadequate coordination with the support teacher. She emphasizes, "I
am informed about what happens at school only when Giannis returns home agitated or
isolated." This experience reveals structural limitations within the educational system
concerning the comprehensive management of students with disabilities, indicating that
collaboration among stakeholders frequently relies on individual initiative rather than
systematic institutional approaches.

5. ANALYSIS OF SEMI-STRUCTURED INTERVIEW

The interview with Giannis' mother illuminated crucial aspects of family experience and
the adaptive processes associated with parenting a child with neurodevelopmental
disorders. Through thematic analysis, five main themes emerged, illustrating not only the
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psychological burden and needs of the family but also the systemic complexities inherent
in relationships with educational institutions and therapeutic providers.

Emotional Responses to the Diagnosis. The mother described the initial period following
the diagnosis as a significant psychological shock, accompanied by denial and feelings of
guilt: "I didn't want to accept it. I kept saying he was just shy and sensitive.  wondered if
perhaps there was some mistake in the assessment.” This reaction aligns with the stages
of grief documented in the international literature (Pistola, 2019; Mazzoni et al., 2021).
Over time, with gradual familiarization with the diagnosis, the mother developed a new
perspective: "The more I learned, the more I realized this wasn't the end, just a different
path."”

Impact on Family Life. The mother highlighted substantial disruptions in family
dynamics. Her relationship with her husband experienced strain, as most of their energy
and attention became centered around their son: "Our relationship was affected. There
was no space for just the two of us.” Additionally, she reported experiencing social
isolation and withdrawal from friendships: "I avoid social gatherings and outings. I don't
want to risk upsetting Giannis. We have become socially isolated at home.” Such
experiences reflect patterns commonly documented among families with children
diagnosed with ASD or ADHD (Wall, 2010; Brown et al., 2013).

Challenges in Daily Organization and Parenting Role. The mother described an intensely
demanding daily routine, where her caregiving role consumes all her available energy:
"My day begins and ends with Giannis. I can't remember the last time [ slept peacefully.
My mind is constantly focused on him." Concurrently, she expressed concern for her
younger daughter, who persistently seeks attention: "She clings to me constantly. I feel
guilty because I spend less time with her.” This internal conflict exemplifies the
challenges family systems face when psychological and social resources are limited
(Craig et al., 2016; Vetri et al., 2020).

Relationship with the School. Collaboration with the school was marked by notable
deficits, particularly concerning communication and coordination: "I learn about
incidents after they've already occurred. Giannis comes home distressed, and nobody
from the school has contacted us." The mother expressed doubts about the existence of
genuine cooperation among involved educators: "I'm unsure if they coordinate with each
other or if everyone acts independently." The lack of systematic and consistent
communication, as documented in other studies, represents a frequent shortcoming in the
implementation of inclusive practices (Resch et al., 2010; Kilic et al., 2013).

Relationships with Therapeutic Providers and Professionals. While positive experiences
exist, notably with certain professionals such as the occupational therapist and parental
counselor, the mother expressed frustration due to the absence of coordination: "Each
professional gives different instructions. Nobody seems to have an overall view. We feel
lost.” The fragmented service provision and lack of unified guidance emerge as chronic
issues in the support of children with neurodevelopmental disorders (Sdnchez Amate &
Luque de la Rosa, 2024).

Conclusion. Overall, the mother's narrative highlighted numerous challenges she faces as
the primary caregiver, emphasizing her need for validation, substantial support, and
understanding. Despite the psychological strain, she remains committed to providing her
child with a stable and secure environment. Her voice serves as a valuable resource for
mental health professionals, educators, and policymakers, contributing insights essential
for designing socially sensitive and empirically grounded interventions.
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5.1. Emotional and psychological responses

The emotional and psychological experiences of families raising children with
neurodevelopmental disorders are inherently complex, multidimensional, and deeply
human. The experiences of Giannis' family illustrate the internal transformations and
interpersonal consequences associated with managing the diagnosis, highlighting the
contradictory attitudes and emotions encountered by parents in their everyday lives.

The mother, who assumed the primary caregiving role from the outset, reported feelings
of intense anxiety, constant vigilance, and profound exhaustion: "/ cannot remember the
last time I slept peacefully. My mind is always on Giannis, even when I am away from
home." The constant engagement with therapeutic programs, the organization of daily
routines, and the necessity of adapting to her child’s needs have accumulated substantial
physical and psychological stress, frequently resulting in parental burnout (Pistola, 2019;
Purpura et al., 2021; Craig et al., 2016).

Additionally, the mother strongly experiences feelings of social isolation. She explicitly
mentioned that her social interactions have significantly decreased as she avoids exposing
Giannis to situations that might provoke tension or dysregulation: "Often, we don’t leave
the house. I fear how he might react. Gradually, our friends distanced themselves." Such
isolation is exacerbated by the limited understanding within their social environment and
frequently contributes to emotional depletion (Brown et al., 2013; Kilic et al., 2013).

The relationship between the parents has experienced challenges. The mother expressed
a sense that she carries most of the responsibility, whereas the father maintains a distant
stance: "I feel that I carry this burden alone. He withdraws into himself.” Their limited
communication negatively impacts family stability. This aligns with findings indicating
that fathers often adopt more detached attitudes, either due to societal expectations or
their own difficulties coping with the situation (Craig et al., 2016; Wang et al., 2011).

Grandparents' involvement represents a critical pillar of support, yet it comes with its own
set of challenges. Although grandparents provide significant practical assistance, they
often fail to fully understand the nature of the disorders. As the mother noted, "They help
a lot, but they don't understand... they think we are exaggerating.” Insufficient
psychoeducation within the extended family can exacerbate tensions and further burden
the parents emotionally (Wall, 2010; Rosenbaum, 2016).

Despite these challenges, the mother described moments of profound connection with
Giannis: "He may not speak much, but when he laughs, I feel like he is telling me, ‘I'm
okay.’" Such emotional intimacy acts as a crucial resilience mechanism, enhancing the
sense of purpose and meaningful engagement (Romero et al., 2021). The mother's
dedication emerges as a fundamental stabilizing factor within the family system,
particularly when institutional structures present significant shortcomings.

Overall, the portrayal highlights the necessity for substantial and ongoing parental support
through empowerment programs, support groups, and explicit recognition of their
complex role. Giannis' family thus represents both vulnerability and dynamism, where
everyday difficulties, under appropriate conditions, can transform into opportunities for
caregiving, conscious presence, and mutual empowerment.

5.2. Collaboration with school and external agencies

Collaboration among the family, school, and external support agencies emerges as both
critical and significantly problematic in Giannis’s case. The mother repeatedly expressed
disappointment regarding the quality of communication with the educational institution:
"We find out what happened only when Giannis returns home upset. No one has informed
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us beforehand.” The absence of timely and systematic communication fosters uncertainty
among parents, complicating smooth transitions between the school and family
environments (Pistola, 2019; Resch et al., 2010).

Although the support provided through the resource-teacher model (parallel support) is
institutionalized as an essential inclusion strategy for students with developmental
difficulties, substantial implementation issues are evident. In Giannis’s situation, parallel
support is only partially provided during school hours, lacking systematic coordination
with the mainstream classroom teacher. The mother stated: "I don’t know who is
responsible for what. Nobody explains to me what exactly they do at school.” This
disconnection between involved professionals corroborates findings from previous
studies highlighting inadequate implementation of inclusive educational principles (Kilic
etal., 2013; Mazzoni et al., 2021).

Similar difficulties occur in collaboration with therapeutic agencies. Although Giannis
attends speech and occupational therapy sessions privately, there is no systematic network
or information exchange between professionals and either the school or the family. As
the mother mentioned: "Everyone operates individually. There is no coordinator. We
have to transfer information from one specialist to another.” The absence of a coordinated
approach represents a longstanding weakness within support systems for children with
neurodevelopmental disorders, identified as a critical barrier to effective care (Sanchez
Amate & Luque de la Rosa, 2024; Rosenbaum, 2016).

In summary, Giannis’s case reveals a deficiency in a unified, well-coordinated support
strategy. Although individual professionals exhibit notable efforts, a robust institutional
framework to ensure integrated cooperation between school, family, and therapists is
absent. The family's experience underscores the need for institutional enhancement of
communication, and for establishing stable, transparent, and common channels of action,
thus preventing fragmented and disorganized care.

5.3. Systems of resilience

Despite the complex challenges of raising a child with neurodevelopmental disorders,
Giannis’s family mobilizes essential resilience mechanisms that allow them to manage
everyday demands with remarkable adaptability. Resilience, in this context, is not defined
by the absence of difficulties but by the capacity of the family system to survive,
transform, and continue functioning under conditions of psychosocial stress (Romero et
al., 2021; Heward, 2011).

The mother represents a central pillar of this resilience, actively engaging in therapeutic
interventions and consistently seeking support through psychoeducation. Her
participation in a parental counseling group has deepened her understanding of Giannis’s
behaviors, enabled calmer responses to crises, and helped develop realistic expectations.
She remarked: "I realized I'm not alone. There are other families experiencing similar
situations."”

The strong emotional bond with Giannis also serves as a crucial empowering resource.
Despite daily struggles, the mother emphasizes the importance of this relationship: "He
is my child. Nothing matters more than helping him feel well." This engaged and stable
relationship appears to enhance her psychological resilience and safeguard the family
system as a whole (Pistola, 2019; Wall, 2010).

Although the father exhibits emotional detachment, the broader family context maintains
cohesion largely through the grandparents' involvement. Despite their limited specialized
understanding, their consistent physical presence and contributions to practical daily tasks
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provide significant support (Rosenbaum, 2016; Wall, 2010). Nonetheless, maximizing
their contribution requires targeted psychoeducation to help them better comprehend the
child's needs and improve their interaction skills.

The child's inclusion in school, despite implementation shortcomings, establishes a
consistent daily routine, indirectly contributing to the family's sense of normalcy.
Therapeutic interventions and regular school attendance serve as key pillars of stability
(McConkey & Collins, 2010).

Giannis’s family experience indicates that even with limited resources, families actively
cultivate strategies for adaptation and empowerment. Recognizing and enhancing these
strategies should constitute a fundamental objective for mental health professionals and
social policy agencies, informing the development of targeted, sustainable interventions.

5.4. Intervention and policy recommendations

The experience of Giannis's family, as revealed through qualitative analysis, clearly
highlights the necessity for a multi-level support framework that transcends individual
initiatives and integrates strategic institutional interventions. Primarily, systematic
psychological support for parents is essential, either through individual counseling or
group-based psychoeducational interventions. Parental burnout, repeatedly documented
in the international literature (Pistola, 2019; Purpura et al., 2021), constitutes a significant
barrier to the long-term care of the child and overall family cohesion.

Furthermore, systematic training and psychoeducation of the family’s support network,
including grandparents and close relatives, becomes imperative. Enhancing
environmental awareness reduces maternal emotional isolation and reinforces collective
responsiveness to the child's needs (Rosenbaum, 2016; Wall, 2010).

At the school level, the establishment of systematic collaborative mechanisms between
general and special educators, coupled with the active involvement of school leadership
in supporting inclusive practices, is strongly recommended (Kilic et al., 2013; McConkey
& Collins, 2010). Institutionalizing weekly meetings, maintaining coordinated
intervention plans, and appointing a dedicated coordinator within each school could
significantly enhance the support framework.

Finally, there is a critical need for government enhancement of care services through
funding for therapies, transportation, and adequate hours of parallel support. Without
sufficient resources, inclusion remains merely rhetorical. Supporting the family should
be regarded as an investment in the child's long-term functionality rather than preferential
treatment.

6. CONCLUSIONS

The case of Giannis’s family provides a clear depiction of the multi-layered and
interconnected dimensions involved in parenting a child with a neurodevelopmental
disorder. The diagnosis represents not merely a medical or educational event, but a
profound psychosocial experience affecting family relationships, roles, and personal
identities (Pistola, 2019; McManus et al., 2011). The mother, as the primary caregiver,
faces heightened psychological demands, anxiety, and isolation, yet simultaneously
develops strategies of resilience and emotional connection with her child.

The lack of effective coordination between school, specialists, and the family, as well as
insufficient utilization of parallel support, exposes structural weaknesses in the Greek
educational framework (Kilic et al., 2013; Mazzoni et al., 2021). Nevertheless, the family
itself demonstrates significant sources of empowerment, including parental commitment,
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proactive information-seeking, and support—albeit limited—from their immediate social
environment.

The study of this case underscores the need for a holistic, inclusive, and person-centered
approach to caring for children with neurodevelopmental disorders. Responsibility cannot
solely rest upon families. Instead, establishing a coordinated, sufficiently trained, and
actively engaged support network is necessary, one that reinforces family roles and
promotes the child's functionality and quality of life through respect and understanding.
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