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Abstract: (1) Background: This study assesses the impact of mothers’ illness perceptions about autism
spectrum disorder and their coping strategies on the family’s quality of life during the initial period
following diagnosis and one year afterward. (2) Method: The sample consisted of 53 mothers of
children newly diagnosed with autism spectrum disorder and having communication difficulties who
completed the following: the Beach Center Family Quality of Life Scale, the Brief Illness Perception
Questionnaire, and the Brief-COPE. (3) Results: The findings revealed a moderate family quality of
life in the initial assessment and a lack of a statistically significant change one year later. Notably,
statistically significant changes were observed in coping strategies, as in the second assessment, and
the score in denial and self-blame decreased. Pearson and Eta analyses indicated several correlations
between socio-demographic characteristics, illness perceptions, coping strategies, and family quality
of life. Multiple regression analysis showed that positive reframing was positively associated with
total family quality of life in the initial period following diagnosis and one year afterward, while
self-blame was associated with poorer quality of life in the time after diagnosis. Furthermore, the
belief about the controllability of the disorder was correlated with better family quality of life one year
after the diagnosis. (4) Conclusions: Illness perceptions and coping can be considered as predictors of
family quality of life outcomes one year after the diagnosis of autism spectrum disorder. The focus
of interventions, apart from controlling the disorder’s symptoms, should aim to strengthen specific
strategies and weaken others.

Keywords: autism spectrum disorder; newly diagnosed children; family quality of life; illness
perceptions; coping strategies; prospective study; communication difficulties

1. Introduction

The importance of early detection and focused interventions to improve the function-
ing of children with autism spectrum disorder (ASD) is a result of many children receiving
an ASD diagnosis [1]. Autism pervasively impacts the family and significantly alters the
way of life for each family member affected, whereas family caregivers of children with
ASD face various everyday life challenges [1].
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In the field of autism, there is an increasing interest [2–4] in the quality of life (QOL)
among family caregivers. However, the literature is limited regarding the perspective of
parents of newly diagnosed children. In addition, there is a gap in the literature regarding
prospective studies in relation to quality of life among parents of children with ASD,
as the majority focus only on a single point-in-time assessment and not on a follow-up
period [2–4].

1.1. ASD’s Impact on Family (Pozo et al., 2011) [5]

Children diagnosed with autism spectrum disorder (ASD) may encounter challenges
in developing language abilities and social interaction, as they have difficulties in recep-
tive and expressive language skills in verbal and nonverbal communication [6,7]. Several
factors have been identified that influence the quality of life of families with a child with
ASD, including the child’s characteristics (e.g., age, severity of ASD symptoms, commu-
nication and behavioral difficulties), parents’ characteristics (e.g., gender, perceptions,
coping, stigma, psychological discomfort), and many socioeconomic characteristics of the
family (e.g., family income, and social support) [5,8–12]. Furthermore, poor mental and
physical health, social and a lack of unity within the family lead to a negative impact on
the parental well-being [13]. In addition, it is well known that parents face significant
difficulties with daily care activities and other challenges (e.g., financial) when raising a
child with chronic conditions [14]. Specifically, these families face a lack and pressure of
time, increased requirements for parenting, the necessity to offer support for their child’s
education, greater expenditures in healthcare, reduced work opportunities, and a higher
divorce rate compared to families with typically developing children [15,16]. This results
in poor health, psychological distress, exhaustion, and a high risk to the family’s quality
of life [17,18] particularly as children grow older and participate in many different social
contexts. In particular situations, parents of children with autism may experience a sudden
decline in their quality of life, as exemplified by the COVID-19 pandemic [19].

Parents of children with a recent diagnosis of autism are suddenly confronted with
a diagnosis, with much information from specialists, and many suggested alternative
treatments for their child. At the same time, they are called to accept the diagnosis in
a short time, learn to interact with their child, and choose an intervention program for
him/her [20–22]. In addition, evidence supports that the perceived impact of autism on
family quality of life differs between mothers and fathers. Mothers perceived a higher
impact of autism on FQoL associated with their child’s internalized disorders (e.g., depres-
sive symptomatology, anxiety), while fathers’ perceptions are correlated with the child’s
externalized behaviors (e.g., rule-breaking, aggression) [23]. Parents’ beliefs about autism
and the coping strategies they adopt receive growing attention—as cognitive processes
mediate people’s adaptation to their health conditions [24].

1.2. Parents’ Perceptions about ASD and Coping Strategies

To the best of the authors’ knowledge, there are few studies about the illness per-
ceptions of parents of children with ASD, suggesting that parents’ illness perceptions
are associated with their depressive symptoms and their decisions about treatment op-
tions [12,18,25]. Parents create their representations to make sense of and manage the
challenges related to the diagnosis of ASD. According to the Common-Sense Model [25,26],
there is a causal relationship between illness perceptions and illness-related coping strate-
gies and a significant correlation between perceptions and health outcomes and adjustment
to illness [27]. According to the literature, parental perceptions have the potential to be
altered in the timeline [28], particularly when they pertain to interventions [24,29]. Specif-
ically, when their child is involved in intervention programs, such as speech therapy,
occupational therapy, psychotherapy, etc. [24,29]. Finally, it is worth mentioning that most
of the studies carried out on parental perceptions toward autism have been cross-sectional
in nature [23,30].
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Parents adopt coping strategies based on their perceptions of ASD [31]. Coping, ac-
cording to Lazarus and Folkman, is the mental and behavioral capacity to manage one’s
own internal and external demands in the face of stress, and it can be problem- or emotion-
focused [32–34]. In order to gain a better knowledge of how parents deal with the stress
of raising a kid with autism, it is helpful to estimate the coping techniques that parents
choose. The coping methods that were utilized by parents of children with autism spectrum
disorder who were younger than five years old were significantly different between fathers
and mothers [35]. In the literature, traditional gender roles emerge as a feature differ-
entiating the adaption process, as mothers regularly reported utilizing problem-focused
and emotion-focused techniques, whereas fathers mainly reported focusing on problem-
focused solutions [35]. Parents utilize several coping strategies and resources for successful
adaptation, such as direct services to their children, support from spouse and entire family,
social support, religion, spirituality, gaining knowledge about the disorder, information
exchange, group therapy, nonjudgment interactions, support groups and talking with other
families about coping with autism [35–38]. Nevertheless, the above experiences are not
universal, and among others, some cultural factors [33,38] can influence parents’ reactions,
resulting in a wide range of outcomes for parents and families [35].

Lutz et al. [36], propose that there is a process of adaptation that mothers go through
in response to a series of occurrences that differ from their expectations. The autism
diagnosis, often known as “the curveball”, serves as the catalyst for the family’s journey.
The model illustrates the impact of a child’s autism diagnosis on the family, including
their reactions to the stressor, the diagnosis itself, and the ways they adapt to cope with
it. Mothers overcome the challenges of caring for their child or adult with autism by
adjusting to their demands, as shown in the arrows and circular form of the model. The
progression towards adaptation and the non-linear characteristic of stressor coping are
symbolized by the dashed lines surrounding adaptation and between the coping strategies.
The mothers’ experiences unveiled an ongoing process of adjustment through the use of
coping mechanisms, which started with a quest for solutions in response to feelings of anger
and grief. It is a continuous procedure that occurs at various stages in the life of children
with ASD as they become older. Mothers exhibit four notable responses to the stressor:
grief and anger, illness and relationship strain, guilt and doubt, and disappointment and
sacrifice. The narrow, unbroken arrows represented the connections between stressor
responses and coping techniques.

A qualitative study of parents of children recently diagnosed with ASD and communi-
cation disorders identified nine primary coping mechanisms. These coping mechanisms can
be grouped into three categories: (a) adjusting to personal changes, (b) creating treatment
strategies for the child with ASD diagnosis, and (c) seeking support [39]. Moreover, based
on the results of another study, mothers’ experiences, during the initial and difficult period
of diagnosis, include feelings of guilt and blame, acceptance, concentration on the present
moment, worry about the future, confusion, competence, isolation, and support [40].

1.3. Purpose of the Study

Considering the information presented above, the study aims to contribute to and
fill a research void in the literature. Previous research [41,42] has mostly focused on
examining the factors that influence FQoL using a cross-sectional design at a single point
in time. However, to the best of the authors’ knowledge, there is no evidence about the
possible FQoL changes over time among parents of children with ASD who face significant
communication difficulties [43]. It is important to understand how parents experience the
first crucial period after the diagnostic process and how these experiences and perspectives
may change over time as parents may encounter greater challenges. Specifically, the
purpose of the current study was to investigate how mothers perceive and cope with their
children’s ASD and the core deficits in communication in the initial time after diagnosis
(within a maximum of 6 months) (T1), the impact of these factors on the family’s quality of
life, and the possible modifications observed after one year (T2).
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2. Materials and Methods
2.1. Participants

The 53 mothers of children with a recent ASD diagnosis were recruited from (a) a
children’s hospital, when visited to receive the child’s diagnosis by child psychiatrists, and
(b) certain speech therapy and occupational therapy centers. In all cases, the diagnosis was
announced in person, and the parents were informed in detail by the child psychiatrist
and received support or guidance. In many cases, the child psychiatrist who made the
diagnosis announcement was different. Nevertheless, a standard line was maintained.

Only mothers responded to the call and expressed their willingness to participate in
the study. It is important to mention that the mothers were the primary caregivers. The
researchers set specific inclusion criteria: (a) a recent diagnosis of ASD for the child within
6 months; (b) communication difficulties for the child; (c) no family member with a disabil-
ity; (d) the participants (parents) should be able to read and complete the questionnaires
in the Greek language; and (e) the provision of direct care for the child. The DSM-5 was
used to categorize the functioning level of children with ASD. Finally, 58 cases met the
inclusion criteria, but two mothers decided to decline participation, and three cases were
excluded from the analysis because of missing data. Regarding the follow-up after one
year, three mothers decide to withdraw from the study. Something important to mention is
that all the children had already been involved in early intervention programs for speech
and occupational therapy.

Each participant was provided with information regarding the objectives of the study
and the utilization of their data. Written consent was obtained from all participants. The
study was conducted in accordance with the Declaration of Helsinki and approved by the
Institutional Review Board (or Ethics Committee) of Karamandaneio Children’s Hospital,
Patras, Achaia, Greece (approval number: 4173).

2.2. Instruments

The study was designed to be prospective. A total of 53 mothers completed the
following self-administered questionnaires after they received the appropriate information:

1. The Beach Center Family Quality of Life Scale (FQoL)

This scale was designed to measure the FQoL of children with disabilities [44] and in-
cludes 25 questions. Family interaction, parenting, emotional well-being, physical/material
well-being, and disability-related support were the five subscales that were included in the
Beach Center FQoL. A 5-point Likert scale was used for the scoring and the mean score
in overall QoL ranges from 1 to 5. The original study indicated that the psychometric
properties had an excellent fit {X2 (5) = 3.41, p = 0.63; CFI = 1.00, RMSEA 0.00} and the
Cronbach’s α for each subscale ranged from 0.80 to 0.92 [45–47]. Moreover, in 2016 the
scale was translated and validated into Greek [48].

2. The Brief Illness Perception Questionnaire (Brief IPQ)

The Brief IPQ consists of 9 dimensions, and a Likert scale from 0 to 10 was used to
measure the cognitive and emotional representations of the disorder. The nine dimensions
of the instrument include consequences, timeline, identity, personal control, treatment
control, concerns, coherence, emotional representations, and cause. Regarding the scoring,
higher values are an indication of a stronger perception. The Cronbach’s alpha of each
subscale ranged from 0.79 to 0.89, and the subscales demonstrated good internal reliability.
For the current study, we used the Greek language version, and the changes that were
considered necessary for the aims of the study were implemented [27,49].

3. The Brief-COPE inventory

This instrument contains 28 items that are divided into 14 sub-scales for measuring
the coping strategies adopted by the participants [50]. The Brief-COPE consists of a 4-point
Likert scale; the higher scores represent a more frequent use of each coping strategy. For
the purposes of the study, the validated Greek version of this instrument was used [51].
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In the original study, the Cronbach’s alpha of each subscale ranged from 0.50 to 0.90 [50].
The reliability (Cronbach’s α) of the Brief-COPE in the present study was 0.736, and the
subscales ranged from 0.666 to 0.770.

2.3. Statistical Analysis

The researchers conducted a descriptive analysis of the demographic characteristics of
the family and their children. The study provided the mean values and standard deviations
(mean ± SD) for continuous variables, whereas frequencies were supplied for categorical
variables. The mean scores of the dimensions and total scores for all questionnaires and
scales were calculated based on the specified criteria and treated as continuous variables.
In the Brief-IPQ instrument, the nine dimensions were treated as continuous variables.
Regarding the associations between the categorical variables and the Family Quality of
Life dimensions, the Eta analysis was used. Furthermore, Pearson’s bivariate correlation
coefficient was used to analyze the associations between the dimensions of the Brief-
IPQ, Brief-COPE, and FQoL domains during the first assessment and reassessment. The
mean value comparison analysis was performed for the same continuous variable in the
two-paired sample tests to compare the results of the questionnaires between the initial
and final assessments. A multiple regression analysis (theoretical approach and strongly
correlated items approach) was performed to determine predictors for the final model.
The regression analysis models included the following variables: family monthly income
(income 800–2500€, income > 2500€), marital status (married, divorced), Brief-IPQ, and
BRIEF-COPE dimensions. Moreover, multiple regression analysis on T2 with independent
variables from T1 was conducted. All statistical analyses were performed using SPSS v. 29.

3. Results
3.1. Characteristics of the Sample

The mean age of the 53 mothers was 39.08 (4.43). The majority of the mothers were
married (79.2%), and 47.2% had completed university studies. Regarding the children,
42 were males, and 11 were females. In addition, the mean age of the children was 4.49
(1.57) years, with a range from 2.05 to 8.03. Furthermore, according to DSM-5, 14 children
(26.4%) were in level 1, 23 children (43.4%) in level 2, and 16 children (30.2%) in level 3.
More demographic characteristics of the study population are presented in Appendix A for
the children.

3.2. Descriptive Statistics of the Instruments

In the initial time after diagnosis (T1), the total mean score on the FQoL was 3.68 ± 0.59.
The highest mean score in T1 was observed in the domain “Physical and Material well-
being” (3.93 ± 0.79), whereas in T2 it was observed in “Family Interaction” (3.89 ± 0.70).
The lowest mean scores were recorded for both T1 and T2 in “Emotional well-being”
(3.10 ± 0.82 and 3.19 ± 0.77, respectively), as presented in Table 1. Comparison of the
results in T1 and T2 assessment using a paired-samples t-test for dependent samples
showed no statistically significant difference (Table 1 and Figure 1).

Regarding the Brief IPQ, no statistically significant differences appeared between the
two assessments using a paired samples t-test for dependent samples. The mean scores
in all dimensions of the Brief IPQ are presented in Table 2. It was revealed that in the
initial phase after diagnosis (T1), mothers reported strong concerns about the disorder
(8.62 ± 1.86) and strong emotional effects of their child’s health condition (8.60 ± 1.74).
These perceptions were also strong one year later (T2) (8.60 ± 1.90 and 8.54 ± 1.77, respec-
tively). In addition, in T1, mothers reported an adequate understanding of the disorder’s
characteristics (7.83 ± 2.09) and their belief about the effectiveness of therapeutic interven-
tions (7.96 ± 1.74). The reassessment (T2) yielded similar outcomes regarding mothers’
understanding of the disorder (7.96 ± 2.07) and their belief about the controllability of the
symptoms through therapeutic interventions (7.94. ± 1.75).



Eur. J. Investig. Health Psychol. Educ. 2024, 14 2192

Table 1. Comparison of the mean values * of the FQoL scale and its dimensions between T1 and T2.

FQoL—T1 FQoL—T2 p-Value
Mean SD Mean SD NS

Family interaction 3.85 0.75 3.89 0.70 NS
Parenting 3.68 0.66 3.80 0.62 NS

Emotional well-being 3.10 0.82 3.19 0.77 NS
Physical/material well-being 3.93 0.79 3.86 0.73 NS

Disability-related support 3.69 0.71 3.62 0.73 NS

FQoL total score 3.66 0.59 3.68 0.59 NS
* Higher value represented better QoL; FQoL: BEACH Family Quality of Life; SD: standard deviation.

Figure 1. Scatterplot of total FQoL at T1 and T2.

Table 2. Scores on the Brief-IPQ-R questionnaire and the comparison of the mean values between T1
and T2.

Brief IPQ—T1 Brief IPQ—T2 p Value
Mean SD Mean SD

Consequences 7.39 2.31 7.54 2.26 NS
Timeline 6.75 2.95 6.72 2.94 NS
Personal Control 6.56 2.24 6.70 2.23 NS
Treatment Control 7.96 1.74 7.94 1.75 NS
Identity 6.90 2.17 6.75 2.21 NS
Illness Concern 8.62 1.86 8.60 1.90 NS
Coherence 7.83 2.09 7.96 2.07 NS
Emotional Representations 8.60 1.74 8.54 1.77 NS
Causes * (frequencies, %) NS

Emotional cause 5 (9.4%) 7 (13.5%)
Behavioral cause 10 (18.9%) 12 (23.1%)
Risk factors 13 (24.5%) 19 (36.5%)
External factors 12 (22.6%) 14 (26.9)

Brief-IPQ: Brief Illness Perception Questionnaire; SD: standard deviation; * Perceived cause, as reported by mothers.
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Concerning coping strategies (Brief-COPE) mothers adopted, statistically significant
differences appeared between the two assessments. In T1, the coping strategies with the
highest mean scores were planning (6.67 ± 1.35), acceptance (6.50 ± 1.38), and active coping
(5.92 ± 1.66). In T2 the highest scores were found in acceptance (6.76 ± 1.33), planning
(6.66 ± 1.22), and positive framing (6.16 ± 1.65). Statistically significant differences were
observed between T1 and T2 in the strategies of denial {t(49) = 2.86, p = 0.006} and self-blame
{t(49) = 2.52, p = 0.015}, as it was observed decrease in their mean score one year after the
diagnosis (T2) (Table 3).

Table 3. Scores on the Brief-COPE questionnaire and the comparison of the mean values between T1
and T2.

T1 T2 Paired Samples Test for T1 and T2
Mean SD Mean SD

Self-distraction 5.01 1.42 5.02 1.53 NS
Active coping 5.92 1.66 6.06 1.36 NS
Denial 4.32 1.59 3.50 1.34 t(49) = 2.86, p = 0.006
Substance use 2.03 0.27 2.16 0.58 NS
Emotional support 5.47 1.51 5.46 1.69 NS
Informational
support 5.71 1.40 5.56 1.60 NS

Behavioral
disengagement 3.07 1.45 2.76 1.15 NS

Venting 5.43 1.47 5.32 1.31 NS
Positive reframing 5.71 1.79 6.16 1.65 NS
Planning 6.67 1.35 6.66 1.22 NS
Humor 2.98 1.16 3.08 1.15 NS
Acceptance 6.50 1.38 6.76 1.33 NS
Religion 4.37 1.96 4.24 1.77 NS
Self-blame 5.54 1.90 4.60 1.67 t(49) = 2.52, p = 0.015

Brief-COPE inventory; SD: standard deviation.

3.3. Correlations of the Family Quality of Life

The associations between the sample’s demographic characteristics, the children’s
clinical characteristics, and the mean scores in the dimensions and total FQoL are presented
in detail in Table 4. In T1, negative correlations were found between beliefs about the
consequences of the disorder (p < 0.001), concerns about the disorder (p < 0.010), and
emotional representations (p < 0.050) with the FQoL total mean score. Conversely, better
FQoL in T1 was correlated with higher perceived control over treatment (p < 0.001) and a
higher coherent understanding of the disorder (p < 0.050). Similarly, in T2, better FQoL was
associated with stronger perceived control over treatment (p < 0.001) (Table 5).

In relation to coping strategies (Brief-COPE) in T1, it was found that the higher denial
was correlated with the poorer FQoL (p < 0.050). Conversely, better FQoL was correlated
with emotional support (p < 0.050), positive reframing (p < 0.050), and humor (p < 0.050).
Moreover, in T2, it was revealed that the total FQoL was negatively correlated with denial
(p < 0.010) and behavioral disengagement (p < 0.050), and positively correlated with active
coping (p < 0.050), informational support (p < 0.050), positive reframing (p < 0.010), planning
(p < 0.050), humor (p < 0.050), and acceptance (p < 0.010) (Table 6).
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Table 4. Zero-order correlations between socio-demographic characteristics, clinical characteristics,
and FQoL in mothers of children with autism spectrum disorder (ASD).

Family Quality of Life (FQoL)

Family
Interaction Parenting Emotional

Well-Being
Physical/Material

Well-Being
Disability-

Related Support Total FQoL

Gender of child a NS NS NS NS NS NS
Age of mother a NS NS NS 0.083 * NS NS
Education of mother a NS NS NS 0.134 * NS NS
Employment status of
the mother a NS NS NS 0.190 * NS NS

Education of father a NS NS NS 0.227 ** NS NS
Marital statusa 0.390 *** 0.167 ** 0.129 * 0.238 ** 0.268 *** 0.353 ***
Family income a 0.254 ** 0.186 * 0.261 ** 0.684 *** NS 0.395 ***
Relevant family
medical history a NS NS NS 0.279 ** NS NS

Attention deficit in
children a NS NS NS NS NS NS

2-word phrases time a NS NS NS NS NS NS
Severity b NS NS NS NS NS NS

FQoL: BEACH Family Quality of Life, NS = not significant; a Eta coefficient test; b Pearson correlation coefficients;
* p < 0.05, ** p < 0.01, *** p < 0.001.

Table 5. Correlations between BRIEF-IPQ and the Family Quality of Life Scale (Beach Center FQoL)
in the initial assessment (T1) and the reassessment (T2).

T1
FQoL

Family
Interaction Parenting Emotional

Well-Being
Physical/Material

Well-Being
Disability-

Related Support
FQoL

Total Score

BRIEF IPQ
Consequences −0.331 * NS −0.434 ** −0.347 * −0.474 *** −0.467 ***
Timeline NS NS NS NS −0.330 * NS
Personal control NS NS NS NS 0.328 * NS
Treatment control 0.419 ** 0.643 *** 0.450 ** NS 0.484 *** 0.556 ***
Identity NS NS NS NS NS NS
Illness concern −0.344 * −0.344 * −0.386 ** −0.293 * −0.410 ** −0.442 **
Coherence NS NS 0.360 ** NS 0.328 * 0.345 *
Emotional
representations −0.374 ** −0.286 * NS NS −0.288 * −0.328 *

Causes NS NS NS NS NS NS

T2
FQoL

Consequences NS NS NS NS −0.346 * NS
Treatment control 0.503 *** 0.530 *** 0.466 ** NS 0.490 *** 0.516 ***

BEACH Family Quality of Life, BRIEF IPQ: Brief Illness Perception Questionnaire; NS = not significant; Values are
Pearson’s correlation coefficients, * p < 0.05, ** p < 0.01, *** p < 0.001.

Table 6. Correlations between BRIEF-COPE and FQoL in mothers of children with autism spectrum
disorder (ASD).

T1
FQoL

Family
Interaction Parenting Emotional

Well-Being
Physical/Material

Well-Being
Disability-Related

Support
FQoL

Total Score

BRIEF-COPE
Active coping NS NS 0.305 * NS NS NS

Denial NS −0.330 * −0.298 * NS NS −0.308 *
Substance use NS NS 0.281 * NS NS NS
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Table 6. Cont.

T1
FQoL

Family
Interaction Parenting Emotional

Well-Being
Physical/Material

Well-Being
Disability-Related

Support
FQoL

Total Score

Emotional
support NS NS 0.273 * 0.366 ** NS 0.282 *

Informational
support NS NS 0.330 * NS NS NS

Behavioral
disengagement NS NS NS NS −0.311 * NS

Venting NS NS 0.316 * NS 0.311 * NS
Positive

reframing NS 0.324 * 0.305 * NS NS 0.301 *

Humor NS 0.320 * NS NS 0.367 ** 0.326 *
Religion NS NS NS NS 0.361 ** NS

T2
FQoL

Family
Interaction Parenting Emotional

Well-Being

Physical/
Material

Well-Being

Disability-Related
Support

FQoL
Total Score

Active coping NS NS 0.344 * NS 0.394 ** 0.323 *
Denial −0.454 ** −0.431 ** −0.426 ** NS −0.409 ** −0.439 **

Substance use NS NS NS −0.363 ** NS NS
Informational

support NS NS 0.298 * NS 0.396 ** 0.286 *

Behavioral
disengagement −0.320 * −0.295 * NS NS −0.300 * −0.304 *

Positive
reframing 0.486 *** 0.381 ** 0.350 * NS 0.476 *** 0.460 **

Planning 0.344 * NS 0.301 * NS 0.325 * 0.333 *
Humor 0.303 * NS NS NS 0.329 * 0.289 *

Acceptance 0.391 ** 0.423 ** 0.321 * NS 0.368 ** 0.402 **

BEACH Family Quality of Life, BRIEF-COPE: The coping orientations to problems experienced. NS = not
significant; Values are Pearson’s correlation coefficients, * p < 0.05, ** p < 0.01, *** p < 0.001.

3.4. Multiple Regression Analysis

Multiple regression analysis (Table 7) showed that family monthly income, marital
status, denial, self-blame, and positive reframing significantly affected family QoL in the
initial assessment. Specifically, married mothers (beta = 0.596, p = < 0.001), those who
reported high family monthly income (2.500€+) (beta = 0.124, p = 0.001), and those who
adopted positive reframing as a coping mechanism (beta = 0.166, p = < 0.001), had a better
FQoL. Conversely, mothers who adopted self-blame as a coping mechanism had a poorer
family quality of life (beta = −0.133, p = 0.004). Finally, in T2, the multiple regression anal-
ysis indicated that total FQoL was affected by positive reframing (beta = 0.107, p = 0.028)
and perceived treatment control (beta = 0.134, p = 0.004). Furthermore, a multiple regres-
sion analysis was performed on T2 with the same independent variables as in T1, but no
statistically significant results were found.
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Table 7. Statistically significant effects of demographic characteristics, illness perceptions (Brief-IPQ),
and coping strategies (Brief-COPE) of the mothers of children with ASD on FQoL for T1 and T2.

Family Quality of Life (FQoL)—T1

FQoL Total Score

Beta SE p-Value 95% C.I. for B

R2 = 65.0%
Marital status

Married 0.596 0.114 <0.001 0.367–0.825
Monthly income

800–2500€ −0.091 0.033 0.010 −0.158–0.023
2.500€+ 0.124 0.029 <0.001 0.066−0.182

Self-blame −0.133 0.044 0.004 −0.221–0.044
Positive reframing 0.166 0.033 <0.001 0.100–0.233

Family Quality of Life (FQoL)—T2

FQol Total Score

Beta SE p-Value 95% C.I. for B

R2 = 31.1%
Positive reframing 0.107 0.047 0.028 0.012–0.202
Treatment control 0.134 0.045 0.004 0.044–0.224

R2: R2 Adjusted, Beta = unstandardized coefficient B and p-values for the family quality-of-life outcomes after
hierarchical regression analysis. Results are adjusted for married, divorced, income 800–2500€, income > 2500€,
denial, self-blame, and positive reframing. Treatment control. FQoL: Beach Center Family Quality of Life Scale;
Brief-IPQ: Brief Illness Perceptions Questionnaire.

4. Discussion

This study aimed to assess the mothers’ perceptions of ASD, the coping mechanisms
they adopted in the initial period after diagnosis (T1) and in the one-year follow-up (T2),
and the impact of these factors on the QoL of the family in both time periods.

Regarding mothers’ perceptions of ASD, results revealed no statistically significant
difference between the two assessments. In T1 and T2, mothers reported strong concerns
about the disorder and beliefs about the emotional implications of their child’s ASD, which
is in line with the results of previous articles [24,52–57]. Preschoolers whose parents suffer
from developmental disorders are more likely to believe that their child’s condition is
long-lasting and may lead to depression, according to the available evidence [58], whereas
mothers are more likely to develop depressive symptoms during the first years after their
child’s diagnosis [27]. The diagnostic process is often described by parents as upsetting,
unclear, and confusing, and they typically go through a range of powerful emotions,
particularly in the period that follows the diagnosis [28]. Following the diagnosis, the
parent’s expectations for their child are associated with the information given about the
new situation [29]. Parents who accept their child’s diagnosis and those who can manage
their emotions respond better to their parental role and the child’s needs, as “resolving”
the diagnosis allows it to be incorporated into an appropriate way of caring [29].

Regarding coping strategies, a comparison between T1 and T2 showed a statistical
decrease in denial and self-blame. The relevant literature supports that the feelings of
self-blame decreased over time after the diagnosis [59].

This indicates that mothers are more accepting of their child’s situation after one year,
which in turn leads to increased adaptation. Denial is the first strategy used by parents
before the child’s diagnosis, and it continues in the initial phase [60,61]. During this phase,
they are concerned about their child’s behaviors, attributing these concerns to their lack of
knowledge about autism [60]. A reduction in self-blame is a stronger predictor of parental
adjustment and psychological resilience over time, and the literature supports that feelings
of self-blame decrease over 18 months [59].

Generally, it was shown that mothers in the present study used adaptive coping
strategies such as planning, acceptance, emotional and informational support, positive
reframing, and active coping, findings that are in line with the literature [62]. When a
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child is diagnosed with a neurodevelopmental disorder, their parents try to understand the
disorder through informational support [63,64] and find meaning in the stressful situation
through positive reframing, namely thinking about a negative or challenging situation in a
more positive way, as well as emotional support from others [39,55,65–67].

Regarding the family quality of life (FQoL), the findings from the two assessments
indicated that mothers in this study reported a moderate family quality of life even one
year after the diagnosis, which aligns with the literature [13,43,47,52,68–74]. Additionally,
the participants seem to be more satisfied with their physical and material well-being
and least satisfied with the emotional well-being of their families. With regard to the
relationship between the severity of the ASD symptoms and the FQoL, no statistically
significant association was observed. Previous studies [75–77] have produced inconsistent
results regarding the impact of ASD severity on FQoL. While some studies have found
that the characteristics of the disorder have a negative effect on FQoL [77], others have
suggested that the severity of ASD does not have a significant impact on FQoL [76]. These
findings imply that symptom severity may not be the primary factor influencing the well-
being and quality of life of parents and other individuals affected by ASD [77]. Thus, it
seems that parents may experience increased psychological distress for reasons unrelated
to the severity of their children’s ASD symptoms [76].

By comparing the two assessments (T1 and T2), no statistically significant difference
in FQoL emerged within one year, although the FQoL was improved in T2. A recent similar
longitudinal study conducted in China [43] to examine the characteristics of Family Quality
of Life (FQoL) among parents of children newly diagnosed with ASD at two different time
points revealed that the overall score of FQoL improved in the follow-up one year after the
diagnosis but did not have statistical significance (p > 0.05).

Multiple regression analysis revealed that in the initial phase after the diagnosis,
monthly family income and marital status can be considered as demographic predictors
of the FQoL. Studies among parents of children with ASD support the idea that parents
need financial assistance to ensure access to leisure and health, all of which are crucial for a
family’s well-being [47,75,78,79]. Families with higher incomes have more alternatives for
addressing the increased health and daily needs of family members with ASD [48,67,80,81].
Additionally, having an ASD diagnosis makes parenting even more challenging. As such,
being in a two-parent family instead of a single-parent family clearly influenced the family’s
quality of life [67,75,82,83]. Furthermore, according to the findings, mothers’ perceptions of
treatment effectiveness could be seen as a predictor of FQoL. Participants in the present
study seem to have relied on external assistance from therapists, teachers, and services
and had higher expectations about improving their children’s symptoms. This could be
explained by the fact that all children in the sample participated in intervention programs
(e.g., speech therapy, occupational therapy). It has been shown that the availability of
support right away following the diagnosis and one year afterward through a well-designed
intervention program has a beneficial impact on the parents’ level of life satisfaction [22,84].

Relatively to coping strategies, findings from multiple regression analysis indicated
that positive reframing affects FQoL in T1 and T2 [85,86]. Positive reframing involves iden-
tifying and replacing maladaptive beliefs with new, more adaptive ones. The mechanism of
reframing is not to make a person ignore reality but to give a different meaning to events,
as the way a person perceives events determines their thoughts, feelings, and behavior.
Recent studies support the idea that focusing on the positive aspects of raising a child with
autism significantly contributes to parents’ adjustment to their child’s diagnosis and to
responding more fully to the daily challenges of their parenting role. Parents who adopt
positive reframing strategies report less stress and better well-being [85–87]. Furthermore,
it is of note that the literature regarding parental positive perceptions and beneficial aspects
of raising a kid with ASD is limited [87,88].

Moreover, findings revealed that low self-blame in T2 was associated with higher
scores in FQoL. Studies indicated that caregivers who reported increased self-blame and
despair had decreased mental well-being, expressed depressive symptoms, and had lower
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life satisfaction [59,89–91]. These factors also influence parents’ happiness in raising their
children [87,89]. It has been observed that self-forgiveness moderates the link between
parents’ self-blame for their child’s disability and their well-being, as it is an effective
approach for reducing the negative consequences of self-blame [92]. These findings indi-
cate that interventions encouraging self-forgiveness might help parents mitigate harmful
consequences linked to self-blame.

It is of paramount importance for health professionals to refer parents in a timely man-
ner to receive specialized psychological interventions. Given that illness perceptions are
the outcome of an appraisal process, and the coping strategies represent the ways in which
an individual modifies their reactions in order to manage the increased requirements posed
by a new situation, it is crucial that the parents have timely access to the appropriate inter-
ventions, which can lead to a decrease in the psychological burden and the development
of a more positive family environment [85,93]. Determining the illness perceptions and
coping strategies that correlate with the quality of life of these families can guide specific
intervention programs to strengthen those that appear to function as prognostic factors.
Cognitive behavioral therapy interventions, which apply positive reframing as the main
therapeutic method, could enhance this coping strategy and help parents become more
resilient in the face of challenges posed by ASD, while psychoeducational programs could
enhance knowledge about the characteristics of autism and interventions’ effectiveness in
improving the functioning of a child diagnosed with ASD. The early involvement of the
parents in supportive and training interventions could also improve the interaction with
their children and promote the children’s communication skills [85,93].

In conclusion, the findings of the present study demonstrate that family QoL immedi-
ately after the diagnosis and one year afterward was at a moderate level, whereas illness
perceptions and coping can be considered predictors of FQoL outcome.

Limitations

This study has some limitations that need to be taken into consideration. Given
the inclusion criteria and the prevalence of ASD, it was possible to recruit a relatively
small number of mothers; consequently, the findings can only be generalized to a certain
extent due to these constraints. The sample consisted of female participants, as they only
expressed interest in participating in the study and were the primary caregivers for the
children with ASD in the study. It is widely recognized that women are more likely to
assume the role of primary caregiver for individuals with physical or mental illnesses [94].
Future studies should focus on including a more representative sample.

Moreover, data from extended long-term follow-ups of the children and their families
would be even more important to study the possible changes over time. Finally, another
limitation is that the present study did not include participants from rural areas, as the
sample consisted of participants from urban environment. There is a lack of research on
whether place of residence has an impact on the quality of life of parents who have children
with ASD [95]. The potential influence of place of residence may have been disregarded
due to its indirect impact, which is influenced by the availability of intervention services.
One notable limitation of this study is the problematic Cronbach’s alpha value observed
for the Brief-COPE in the original validation, and this might undermine the quality of
the results. As far as we know Cronbach’s alpha is a commonly used measure of internal
consistency, and a low value can indicate potential issues with the reliability of the scale.
However, in this study, the alpha value was 0.736, and the subscales ranged from 0.666 to
0.770, which does not fall below the generally accepted threshold for adequate reliability.

Although our study primarily focused on examining the data independently to address
specific research issues and ensure a clear understanding, we recognize the potential
advantages of using advanced statistical methods for studying longitudinal data. The
latent growth curve model (LGCM) is an approach that offers a comprehensive analysis of
individual growth patterns and the factors that impact these changes over time.
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However, the study’s most significant contribution is its prospective design and the
participation of mothers of children newly diagnosed with ASD due to the existing research
gap about the prospective study of the perceptions about the disorder and coping strategies
adopted by mothers with a newly diagnosed child with ASD and their impact on the
family’s quality of life.

5. Conclusions

To develop effective intervention programs for parents of children with ASD, it is
necessary to assess the factors that impact FQoL, including the comprehension of the
parents’ perceptions about the disorder and the coping mechanisms they adopt, especially
in the time following the diagnosis and one year after the initial assessment. To effectively
manage the day-to-day challenges they face and take part in decision-making, parents of
children with ASD require accurate, comprehensive, and meaningful knowledge regarding
the nature of the disorder and the available treatment interventions, as well as well-designed
psychological interventions. This would considerably enhance the mental health and
quality of life of children and families affected by ASD.
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Appendix A

Demographic Characteristics of the Families of Children with Autism Spectrum Disorder
(ASD) (N = 53)

Mothers’ age (years) Mean ± SD (range) 39.08 ± 4.43 (31–49)
Mothers’ age groups

30–39 (N, %) 30 (56.6)
40–49 (N, %) 23 (43.4)

Marital status (N, %)
Married 42 (79.2)
Divorced 9 (17)
Unmarried 2 (3.8)

Mother’s educational level (N, %)
Gymnasium school (preparatory high school) 2 (3.8)
High school 26 (49.1)
University degree 25 (47.2)
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Demographic Characteristics of the Families of Children with Autism Spectrum Disorder
(ASD) (N = 53)

Mother’s profession (N, %)
Economically inactive 21 (39.6)
Farmer 3 (5.7)
Private employee 14 (26.4)
Civil servant 13 (24.5)
Freelancer 2 (3.8)

Relevant family medical history (N, %)
Developmental disorder 12 (22.6)
Mental disorders 10 (18.9)
Neurological disorder 1 (1.9)
None 30 (56.6)

Monthly family income (euro)
0–400 6 (11.3)
401–800 15 (28.3)
801–1500 16 (30.2)
1501–2500 10 (18.9)
2500+ 6 (11.3)

SD: standard deviation.
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