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Abstract: Background: Autism Spectrum Disorder (ASD) is a neurodevelopmental condition
characterized by symptoms that vary in how severe they are. ASD individuals often present
with psychiatric comorbidities that significantly impact their well-being and quality of life (QoL),
with possible impacts on their family. Aims: This preliminary study aims to assess the impact of
internalizing and externalizing behaviors, not closely related to the core symptoms of autism,
on the QoL of their caregivers. Method: A pilot study was conducted with a sample of 58
children diagnosed with ASD and their caregivers, using the Quality of Life in Autism (QoLA)
questionnaires for caregivers and the Child Behavior Checklist (CBCL) to evaluate the children’s
behavioral and emotional problems. Results and Conclusions: The results revealed significant
differences in the mean age of the children (3.32 & 0.88 vs. 8.47 £ 2.51 years) and caregivers
(35.68 £ 7.57 vs. 40.42 £ 6.43 years), with a notable impact of specific behavioral issues, such
as attention, aggression, and externalizing behaviors, on the QoL of caregivers. In younger
children, caregivers’ QoL was positively correlated with their age, with sleep problems being the
primary source of stress. In older children, a negative correlation was found between caregivers’
age and their QoL, with conduct and social problems in children having a negative effect on
caregivers’ well-being. These findings highlight the importance of targeted interventions to
mitigate the impact of these factors on the QoL of caregivers of ASD children.

Keywords: autism spectrum disorder; levels of support; quality of life; caregiver

1. Introduction

Autism Spectrum Disorder (ASD) is a highly heterogeneous neurodevelopmental
disorder, with severity defined based on the level of support required for daily functioning.
The Diagnostic and Statistical Manual of Mental Disorders, Fifth Edition (DSM-5) [1], de-
scribes ASD as characterized by social and communication difficulties, rigid or repetitive
behaviors, atypical interests, and problems related to sensory processing. In this edition,
sensory characteristics were finally considered, and atypical responses to sensory stimuli,
such as the presence of hyper- or hypo-reactivity to sensory input, or unusual interests
in sensory aspects of the environment, were included in the diagnostic criteria. However,
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autistic individuals often experience co-occurring psychiatric disorders [2], which signifi-
cantly impact their daily lives, well-being, and need for support. Psychiatric symptoms
and behavioral disorders are frequently observed in ASD individuals, with approximately
two-thirds reported to have at least one associated mental health condition [1]. Given
the complexity and overlap between core ASD symptoms and psychiatric comorbidities,
understanding their combined impact is crucial for developing comprehensive and indi-
vidualized intervention strategies. Assessing the repercussions of potential comorbidities
on the family system could help clinicians better evaluate the therapeutic or support inter-
ventions necessary to improve the quality of life (QoL) for the entire family unit [3,4]. QoL
is a multidimensional concept where physical, psychological, and social components are
influenced by personal characteristics and environmental variables [5,6].

Parents of ASD children may experience significant stress due to the severity and
long-lasting nature of the condition, accompanying health issues, the necessity for intensive
interventions for the child, and challenges in accessing required services [7]. The existing
literature shows higher levels of stress, greater psychological distress and depressive signs,
and higher rates of physical and mental health problems in caregivers of ASD children [8].

This can have a significant economic impact on the families involved, as noted by
Cidav (2012) [9]. Parents of autistic children often report a lower quality of life compared to
parents of typically developing children and those of children with other disabilities. [10,11].
The psychological and economic burdens can deeply influence family dynamics, leading to
reduced social participation, isolation, and strained marital relationships, further exacerbating
caregiver stress and impacting the overall family well-being [12].

ASD children may experience meltdowns and shutdowns in response to situations
of stress or sensory and emotional overload [13]. A meltdown represents an intense and
sudden emotional reaction, characterized by visible agitation, yelling, crying, or impulsive
behaviors. This response is often triggered by strong sensory stimuli or sudden changes in
routine. In contrast, a shutdown is a withdrawal response, during which the child appears
distant, avoids eye contact, and reduces verbal communication. A shutdown is a strategy
to cope with sensory or emotional overload, allowing the child to retreat and recharge to
feel safe. These episodes may appear less noticeable than a meltdown, but they are no less
significant in terms of their impact [13].

These reactions are natural for children with ASD and require understanding and
support. Providing a calm and safe environment, reducing stressors, and using effective
communication techniques can help to better manage these situations and promote the
child’s well-being.

Raising a child with ASD can cause stressful conditions primarily related to the child’s
adjustment to routines, interaction with health and education systems, coordination of
multidisciplinary caregivers, and limited availability of resources [14].

This preliminary study aims to investigate whether the core symptoms of autism are
the primary factors influencing the perceived QoL of parents of ASD, or if internalizing and
externalizing behaviors also contribute significantly to this impact. Through this investigation,
the goal is to gain a deeper understanding of the specific factors whether the core characteristics
of autism or the secondary behaviors that contribute to the challenges faced by parents, and
to inform the development of more targeted and effective support strategies.

2. Materials and Methods

This prospective, cross-sectional, observational pilot study was performed in accor-
dance with the Declaration of Helsinki and received the approval of the Ethics Committee
of the IRCCS Sicilia Centro Neurolesi “Bonino-Pulejo”. This clinical study adheres to
CONSORT guidelines [15]. Written consent from parents or legal guardians was obtained.
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After a complete neuropsychiatric examination, children who met the inclusion criteria
were selected and recruited. To assess caregiver-perceived quality of life and children’s
emotional and behavioral problems, we administered the Autism Quality of Life (QoLA)
questionnaire and the Child Behavior Checklist (CBCL 1%-5y, CBCL 6-18y) to children
aged 1V2-5 years and 6-18 years.

2.1. Inclusion/Exclusion Criteria

Parents of children were eligible for the study if their child met the following conditions:
(a) aged between 1 and 16 years; (b) a diagnosis of ASD established according to DSM-5 criteria
by trained psychiatrists; (c) diagnosis confirmed through the Autism Diagnostic Observation
Schedule, Second Edition (ADOS-2); (d) provision of informed consent by the parent or legal
guardian; (e) absence of auditory, visual, or physical symptoms; (f) absence of significant
medical conditions, including epilepsy.

Children were excluded from the study if they met any of the following conditions:
(a) age outside the 1-16 year range; (b) failure to meet the DSM-5 diagnostic criteria for
ASD; (c) failure to obtain informed consent from the parent or guardian; (d) presence of
significant medical conditions, including sensory deficits, epilepsy, genetic syndromes, or
traumatic brain injury.

2.2. Participants

The participants were recruited consecutively from the child neuropsychiatry clinic
at the IRCCS Centro Neurolesi “Bonino Pulejo” of Messina, Italy, where they received a
clinical diagnosis of ASD. The sample consisted of 68 children, divided into two groups
based on age. The first group included children aged between 1.5 and 5 years (3.20 & 0.83),
while the second group included children aged between 6 and 18 years (8.47 & 2.51). The
mean age of the caregivers in the first group was 35.68 years (£7.57), whereas the caregivers
in the second group had a mean age of 40.42 years (4-6.43). In the first group, the caregivers
consisted of 21 mothers and 13 fathers, while in the second group, there were 25 mothers
and 9 fathers.

2.3. Instruments

The assessment was carried out using the following tools: The Quality of Life in
Autism questionnaire (QoLA) is a tool used to evaluate the quality of life of parents
with autistic children [16]. It has two parts: Part A assesses the parent’s general quality
of life, including emotional well-being, physical health, social relationships, and living
environment. Part B measures the specific impact of the child’s autism-related issues on
the parent’s quality of life, identifying the most relevant difficulties and how they affect the
caregiver’s well-being. The QoLA was created to provide a comprehensive assessment of
the daily challenges faced by parents and to help develop more targeted interventions to
improve their overall well-being. The Child Behavior Checklist is a widely used tool for
assessing behavioral and emotional problems in children. There are two versions of the
CBCL based on age: the CBCL 1%2-5 for preschool-aged children and the CBCL 6-18 for
school-aged children and adolescents. The CBCL 1%-5 is designed to gather information
on a wide range of behavioral and emotional issues in young children, typically reported
by parents or caregivers. It includes questions about the child’s behavior over the past
two months, covering domains such as emotional reactivity, anxiety /depression, somatic
complaints, withdrawn behavior, sleep problems, and attention issues. The responses help
to identify potential problems and guide further evaluations or interventions. The CBCL
618 is designed for older children and adolescents and gathers information from parents
or guardians. This assessment covers similar domains to the preschool version but also
includes additional items relevant to the developmental stages of older children, such as
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social problems, thinking problems, and transgressive behaviors. The checklist offers a
comprehensive profile of the child’s behavioral and emotional functioning, which can be
valuable for making diagnostic decisions and planning treatments.

2.4. Statistical Analysis

The normality of the data distribution was assessed using the Shapiro-Wilk test.
Continuous variables were expressed as mean =+ standard deviation for normally dis-
tributed data, while non-normally distributed numerical data were presented as median
and interquartile range (first and third quartiles). For inter-group comparisons, the Mann—
Whitney U test or an unpaired two-tailed Student’s t-test was used to determine differences
in neuropsychological test scores between the 12-5 and 6-18 age groups. For intra-group
analysis, the relationship between QOLA (A, B, and total) and neuropsychological test
scores was evaluated using Spearman’s rank correlation or Pearson’s correlation depending
on data distribution. Finally, a multiple linear regression analysis was performed on QOLA
total and subscores (QOLA-A and QOLA-B) (dependent variables) and the influence of QI
and ASD level. We applied a backward elimination stepwise procedure for the choice of
the best predictive variables according to the Akaike information criterion (AIC). Before
conducting Pearson correlations and multiple linear regression analyses, assumptions of
linearity and homoscedasticity were verified. The analyses were conducted using the open-
source R4.2.2 software package provided by the R Foundation for Statistical Computing,
Vienna, Austria. A confidence level of 95% was established with a 5% alpha error. Statistical
significance was determined at a p-value of less than 0.05.

3. Results
3.1. Inter-Group Analysis

Inter-group analysis showed significant differences in children’s age (mean =+ SD: 3.32 £ 0.88
vs. 847 &£ 2.51 years, p < 0.001), caregiver’s age (35.68 = 7.57 vs. 4042 £ 6.43 years, p = 0.009) and
in some CBCL subscores (Table 1), in particular, in attention (empirically /raw) (p < 0.001), aggres-
sive (empirically /raw) (p = 0.004), other (empirically /raw) (p < 0.001), external (empirically /raw)
(p = 0.003), attention (empirically weighted /weighted) (p = 0.04), anxiety (DSM-weighted /weighted-
oriented) (p = 0.002), and QI (p = 0.03). Data are presented as means + standard deviations for
normally distributed variables and medians (first and third quartiles) for non-normally distributed
variables.

Table 1. Demographics and clinical characteristics of groups.

Groups

145 Years 6-18 Years
Age_young 3.32£0.88 8.47 £ 251
Age adult 35.68 + 7.57 4042 + 643
Anxious 3 (1.25-5) 45 (3-7)
Withdrawn 4.5 (2.25-6.75) 2.5 (1.25-5)
Attention 4 (2-6) 841 +4.34
Aggressive 11.5 (6.25-16) 6.5 (3-10)
Emotional 2.5 (1-6) -
Somatic 2 (1-4) -
Sleep 3 (1-5.75) -

Other 12 (8-19.25) 45 (3-9.75)
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Table 1. Cont.

Groups

1%4-5 Years 6-18 Years
Somatic - 2 (1-3)
Social - 5.50 £ 3.35
Thinking - 3 (2-6.75)
Criminal - 3(1-3)
Internal 12.5 (9-19.75) 10.5 (5-14)
External 15 (9-22.5) 10 (4-13.75)
Other 15 (9.25-23.5) -
Total 40 (31.25-62.5) 44.5 (25-64.25)
Affective 3 (1.25-5) 421+ 3.72
Anxiety 4 (2-5.75) 3.91 +2.60
ADHD 5.5 (4-8.75) 6.38 + 3.53
Pervasive 6 (4-11.9) -
Somatic - 0 (0-1)
Conduct - 2 (0.25-3)
Oppositional 3.5 (2-6) 2.5 (1-4)
Emotionally Weighted 53 (50-65) -
Anxious-Weighted 52 (50.25-59) 58 (52.25-63)
Somatic-Weighted 53 (50-62) 57 (51-61)
Sleep-Weighted 53 (50-61.25) -
Withdrawn-Weighted 65 (57-72.25) 60 (54-69.5)
Attention-Weighted 59.09 + 8.67 63.71 +9.94
Aggressive-Weighted 52.5 (50-59) 56 (51-62)
Social-Weighted - 61.06 = 7.54
Thinking-Weighted - 58 (54-69.25)
Criminal-Weighted - 57 (51-59)
Internal-Weighted 58.15 £ 12.51 59.65 £+ 10.37
External-Weighted 54.85 £ 10.49 56.62 £ 9.79
Total-Weighted 57.79 £+ 13.07 61.03 + 10.50
Affective-Weighted 56 (51.25-63) 63 (56—65.75)
Pervasive 63 (56-74) -
Anxiety=Weighted 54 (50-59.25) 63.5 (54.25-69.5)
ADHD-Weighted 53 (51-63) 58 (53-67.5)
Somatic-Weighted - 50 (50-56.75)
Conduct-Weighted - 54 (50.25-56)
Oppositional-Weighted 51.5 (50-59) 53.5 (51-58)
QOLA A 100.03 + 15.45 96.62 + 19.49
QOLA B 75.59 + 15.07 72.09 + 18.48
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Table 1. Cont.

Groups

1%4-5 Years 6-18 Years
QOLA TOT 175.62 + 21.28 168.71 4 28.50
QI 65.91 4+ 18.23 75.50 £ 16.80
ASD Level 2.0 (1-2) 2.0 (1-2)

Legend: QI = Intelligence Quotient; ASD = Autism Spectrum Disorder; ADHD = attention deficit hyperactivity
disorder.

3.2. Intra-Group Analysis

Intra-group analysis highlighted significant relationships in each group. In the 1.5-5 age
group, the analysis revealed a significant positive Pearson correlation between QOLA A and the
age of adults (r = 0.54; p = 0.002). QOLA B showed a significant positive Spearman correlation
with sleep (empirical) (r = 0.39; p = 0.02) and sleep (empirical-weighted) (r = 0.36; p = 0.03). A
trend was observed between QOLA B and anxiety (DSM) (Spearman, r = 0.33; p = 0.05), anxiety
(DSM-weighted) (Spearman, r = 0.31; p = 0.08), and oppositional behavior (DSM-weighted)
(Spearman, r = 0.34; p = 0.05).

In the 6-18 age group, a significant negative Pearson correlation was found between
QOLA A and the age of adults (r = —0.38; p = 0.02), while a significant negative Spearman
correlation was found with conduct (raw-oriented) (r = —0.35; p = 0.04). A trend was
also observed between QOLA A and conduct (weighted-oriented) (Spearman, r = —0.33;
p = 0.05). Finally, a trend was found between QOLA total and social behavior (raw)
(Spearman, r = —0.32; p = 0.07). Finally, the multiple linear regression did not identify any
significant predictors in each group.

4. Discussion

This study aims to assess whether it is solely the core symptoms of autism that have
a significant impact on the perceived QoL of parents of ASD children, or if internalizing
or externalizing behaviors also play a significant role. The main goal was to explore in
depth the connection between the behavioral and emotional difficulties of ASD children
and the impact these have on the psychological and physical well-being of their parents.
This type of analysis is crucial, as a better understanding of these connections allows for the
development of targeted interventions that can alleviate the emotional and practical burden
on caregivers, improving both their QoL and the management of the child’s challenges. In
this way, more effective tools could be provided to support not only ASD children but also
their families in the long term. This study divided participants into two age groups, autistic
children aged 1% to 5 years and autistic children aged 6 to 18 years, to assess potential
behaviors differences and their impact on the QoL of parents. In the younger children (1%-5
years), sleep problems were strongly correlated with a negative impact on the caregivers’
QoL. This suggests that sleep disturbances, particularly common in early childhood, also
significantly affect the quality of caregiver sleep, which impacts their psychophysical
well-being. In fact, the study conducted by Lovell et al. (2021) [17] demonstrated that
caregivers commonly experience physical health problems closely related to sleep problems.
Objective measures revealed that caregivers had more night-time awakenings (WASO),
took longer to fall asleep, and experienced worse sleep quality despite spending more time
in bed. Although physical health problems were not directly linked to recorded sleep data,
they were still associated with self-reported sleep disturbances, indicating that poor sleep
contributes to a decline in caregiver health [3,18]. In the group of older children (6-18 years),
conduct problems, such as aggressive behaviors and inattention, were the most frequently
observed. This finding is consistent with other studies that show a higher incidence of
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these behaviors compared to early childhood [19-22]. Analysis of our results showed that
challenging behaviors, such as aggression and attention deficit, in older autistic children
have a significant impact on parents” QoL. These behaviors are a major source of stress for
caregivers. Indeed, aggression and attention deficits, while not core symptoms of autism,
are behavioral issues that significantly affect caregiver QoL and are similarly impactful in
other neurodevelopmental conditions [23].

Additionally, a trend was found between total QOLA and social behavior (raw)
(r = —0.32; p = 0.07). Social problems in older children and adolescents, such as diffi-
culty following rules or interacting appropriately with peers, may further increase parental
stress [24,25]. Parents may often find it difficult to help their children understand social
rules that become increasingly complex as they grow older. These data are widely con-
firmed by several studies which demonstrate how parents consider social impairment as
one of the most stressful aspects of raising autistic children [26,27]. Moreover, the well-
being of the caregiver seems to be influenced by the parents” age. In the group of younger
children (1.5-5 years), a significant positive correlation was found between the caregiver’s
age and the perceived QoL (r = 0.54; p = 0.002). This indicates that, for this group, an older
caregiver is associated with a better perception of QoL. Conversely, a significant negative
correlation emerged between the caregiver’s age and QoL (r = —0.38; p = 0.02). In this
case, an increase in the caregiver’s age is associated with a poorer perception of QoL. This
finding, in line with other work [28], could be explained by a greater burden that older
caregivers have to face, as advanced age can bring additional challenges. This suggests
that younger parents, likely due to greater energy and availability, may better manage the
needs of an autistic child in the early stages of development. However, for older parents,
the growing responsibilities and complexities associated with raising an autistic child can
be particularly challenging, affecting their well-being.

Overall, the results of this study, consistent with previous research [29,30], confirm
that externalizing behaviors are among the main sources of stress for parents of autistic
children. A significant result that reinforces the importance of externalizing factors on
parents’ quality of life emerges from the regression analysis, which considered the levels of
support for ASD and the cognitive functioning of children as independent variables.

The results did not highlight significant predictors, indicating that neither the levels
of support for ASD nor the cognitive levels represent determinants of the quality of life
perceived by parents. This result, in line with previous studies [31-33], underlines how the
child’s behavioral problems are more likely related to the psychological well-being of the
caregiver than to the clinical characteristics related to ASD or to cognitive functioning. This
can lead to increased stress, anxiety and, often, to an experience of physical and psychological
exhaustion [34-36]. Our study highlights that the severity of behavioral problems in autistic
children has a significant impact on caregivers” QoL, particularly during the second child-
hood phase. In light of these findings, future research and intervention strategies should
prioritize the implementation of multidimensional approaches that transcend clinical contexts,
encompassing the educational [37] and social [38] environment of the child.

5. Limitations

The main limitations of the present study are the small sample size and the lack of a
control sample. Our findings are just the beginning of understanding family dynamics in
families with autistic children. Future research needs to expand the scope and include qual-
itative perspectives to capture the intricacies of these individuals’ daily lives. Additionally,
it would have been important to also consider other parent demographic variables (e.g.,
level of social support, number of other children, ethnicity, and socioeconomic level), as
they may constitute greater vulnerability or protective factors against parental distress. It



J. Clin. Med. 2025, 14, 3319

8 of 10

References

will be essential to delve deeper into how behaviors that most significantly impact parents’
QoL, particularly the externalizing behaviors we have identified, can affect parenting styles
and the quality of parent—child interactions. Future research should explore how parents
respond to and interact with their autistic child’s problem behaviors. To this end, observa-
tional methods, such as guided play assessments, could be used to provide a more nuanced
view of parent—child dynamics and how these interactions affect parental well-being. This
comprehensive approach will not only help us understand daily family dynamics better
but also allow us to tailor interventions to support caregivers. A detailed analysis is crucial
to understanding the real effects of behavioral issues in autistic children on parents’ edu-
cational strategies, especially in response to management difficulties. The integration of
these methodologies could provide a more detailed and accurate understanding of family
interactions, providing a solid basis for the development of targeted support strategies to
effectively improve the QoL of these families.
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