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Abstract
The way that children are perceived by their families interferes with their experiences
in society demanding that the parents’ perspectives are taken into account. The aim
of this study was to identify the association among the autism symptoms reported by
the parents of children with ASD, their perception of communication difficulties and
the stress level reported by them. Participants were the parents of 19 children with
ASD. They answered three questionnaires: the Autism Behavior Checklist, one questionnaire about their difficulties in communicating with their child and another
about their stress level. Each domain of each questionnaire was correlated with all
items of the other two. The results indicated that there was no association among the
answers. These results suggest what parents of children with ASD perceive as difficulties when communicating with their child and their stress level is not associated
with the severity of the symptoms they identify in their child. The parents’ perceptions about subjective issues of life reflect on how they cope with the specific needs of
their children.
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1. Introduction
Autism Spectrum Disorders (ASD) are characterized as a behavioral syndrome of multiple etiologies, which compromises the child’s developmental process (APA, 2002;
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OMS, 2000). This syndrome affects social interaction, communication and general behavior of the child, resulting in restricted interest and stereotyped and repetitive activities. To identify and characterize children with ASD, many tools are used, including the
Autism Behavior Checklist (ABC), which is comprised of a non-adaptive behavior
checklist that is part of the Autism Screening Instrument for Educational Planning
(ASIEP) (Marteleto & Pedromônico, 2005) and created to screen and indicate likelihood of diagnosis of autism, which allows a detailed description of the atypical behavior that is characteristic to each individual (Marteleto & Pedromônico, 2005; Tamanaha, Marteleto, & Perissinoto, 2014). Other studies suggest that the symptoms of ASD
trigger high levels of stress in family members (Allen, Bowles, & Weber, 2013; Sivberg,
2002). Parents of children with ASD report going through periods of stress mainly due
to the child’s difficulties in communication, behavior, social involvement in activities of
daily living and the lack of understanding by the community (Balestro & Fernandes,
2012; Segeren & Françozo, 2014). One of the potential stress factors cited by parents is
the difficulty of communication, and the impairments in this area include the difficulties of the child to make him/herself understood by others, and problems in socialization and language.
Autism spectrum disorders are a complex behavioral syndrome. It impairs the development throughout life and has great variability in symptoms and intensity in the
various areas that define the diagnosis (Schmidt & Bosa, 2003). Persons with autism
need special care during all life and therefore the caretakers also need attention. Parental stress in families with children with autism is significantly higher than the observed
in families with children with other disorders or with typical development (Hayes &
Watson, 2013). Communication is specially affected in autism, it is one of the parent’s
first concerns and may increase stress levels. Studying the impact of speech in the stress
level of parents of children with ASD may provide useful insights to the intervention
planning. Therefore, this study asked if parents of non-verbal children with autism had
higher levels of stress than parents of verbal children with autism and aimed to identify
the association between the autism symptoms reported by them and their perception of
communication difficulties (Andrade & Teodoro, 2012; Artigas-Pallarés, 1999).

Objectives
The aim of this study was to identify the association among the autism symptoms reported by the parents, their perception of communication difficulties and the stress level reported by them.

2. Methods
2.1. Participants
Participants were 19 parents of 19 children with ASD, of both genders, aged between 27
and 54 years and 11 months, which responded to the questionnaires. The children in
this study aged between 4 and 15 years old. Other demographic data were not considered. They all signed the consent form approved by the institution’s research committee.
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2.2. Instruments
The tools used were the ABC, a stress protocol and a questionnaire about parents’ difficulties in communicating with their child (Marteleto & Pedromônico, 2005; Balestro
& Fernandes, 2012; Segeren, 2015).
The ABC is a questionnaire that refers to five areas of development: Sensory, Relationship, Use of body and objects, language and personal and social development (ES,
RE, CO, LG and PS), which has balanced score (1 - 4) according to the occurrence in
ASD. From the sum of the scores, it draws up a behavioral profile that allows the analysis of probability for the ASD diagnosis. It is a tool used to identify the risk, or the
probability of a diagnosis within the autism spectrum. A score between 47 and 53 indicates a low probability; moderate risk is associated with total scores between 54 and 67,
and scores from 68 up indicate a high probability of the child being diagnosed as with
autism. It has been used in previous studies (Marteleto & Pedromônico, 2005; Tamanaha, Marteleto, & Perissinoto, 2014).
Both the stress protocol and the questionnaire about communication difficulties are
divided into different domains. The questionnaire about communication difficulties
(Balestro & Fernandes, 2012) has four domains: the first domain involves the parents’
impression about themselves in relation to their children (D1); the second refers to
their perception regarding the acceptance of their children by other people (D2); the
third focus on the attitude of parents regarding their children (D3) and the fourth concerns the parents’ impressions about their children (D4).
The stress protocol has 39 questions divided in three domains: family, physical
symptoms and the child. Questions refer to the participant’s family and their feelings
regarding themselves. Participants should answer if the feelings were always, frequently,
rarely or never true (Likert scale). The answers result on a score and the stress level is
accordingly classified: scores equal or under 20—no apparent stress; scores between 21
and 46: medium level of stress; scores at or above 47 high stress level.

2.3. Data Analysis
Fisher’s Exact test was carried out for testing the association between each questionnaire domain and both the ABC and the stress protocols separately. The statistical
analysis was performed using the SPSS® 18.0.0 package. This test was used in its twotailed mode, wherefore, p-values < 0.05 were considered for statistical significance.

3. Results
There were no correlations between the three protocols, which suggest that the stress
reported by parents is not directly related to the severity of the symptoms or communication difficulties they perceive in their child. Results regarding parents' perception
are displayed in Table 1 and Table 2.

4. Discussion
The child’s severity of behavior disorders and other symptoms apparently do not reflect
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Table 1. Association between each domain of the communication difficulties questionnaire and
the ABC and stress protocols.
Fisher’s Exact Test

P-value

D1

3.143

0.632

D2

4.762

0.391

D3

3.800

0.512

D4

5.587

0.240

Variables
ABC protocol

Table 2. Association between each domain of the communication difficulties questionnaire and
stress protocols.
Fisher’s Exact Test

P-value

D1

2.416

0.386

D2

3.347

0.225

D3

2.522

0.296

D4

1.184

0.625

Variables
Stress protocol

the actual experiences of the families. The way by which difficulties and symptoms are
interpreted and the meaning associated to them seems to be what determines this representation (Balestro & Fernandes, 2012). It can be supposed that the stress levels are
associated to the way these difficulties are perceived by the parents, thus showing their
subjective responses. Other studies (Balestro & Fernandes, 2012; Sperry & Symons,
2003) have shown that the representation of parents is related to factors such as the social support they receive, acceptance of people, independence, flexibility and resilience.
The ways children are perceived by their families interfere with their experiences in
society, considering that language and socialization interfere mutually during communicative exchanges. Therefore, it is essential to take into account the familiar perspective about the communication disorders and their impact in the family’s life and that’s
why each case must be analyzed and addressed individually. When data were pooled,
there were no significant statistical differences, given the form parents perceive the difficulties of their children and how they deal with them. However, when these data are
analyzed separately they provide important information about the family context in
which the child is growing and the specific coping mechanisms.
Apparently, the caregiver’s profile determines their perception of each child’s difficulties and interferes in the communicative process. It leads to the valorization or to the
depreciation of the dyadic interaction (Sperry & Symons, 2003; Cia, Pereira, Del Prette,
& Del Prette, 2006).
The perception of parents about the stigma of the disorder also seems to have an
important role in the social and functional adaptation of both parents and children
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(Balestro & Fernandes, 2012; Hayes & Watson, 2013; Duarte, Bordin, Yazigi, & Mooney, 2005).
Other research concluded that the stigma is reinforced by society and its effects are
nor easily overcome (McStay et al., 2013; Rivard, Terroux, Parent-Boursier, & Mercier,
2014). The family’s social relations are damaged, and the members go through a period
of stress usually generated by the low acceptance of autistic behaviors by society and by
other family members, as well as lack of social support (McStay et al., 2013). This
means that the lack of social support and stigma are aspects with which families have
necessarily to cope. However, it does not mean that this issue can be addressed without
any difficulty.
Knowing and considering the parents’ perception about their child with autism is
useful in planning and designing guidelines that are useful to them and their individual
needs.

5. Limitations and Future Research
The sample size of this study was small. Future controlled studies using larger samples
and with different parents’ profile (e.g., social economic levels, parents and services
providers, parent’s occupation…) can better explore the difficulties in coping by parents of children with ASD.

6. Conclusions
The absence of association shows that the perception of parents is variable and is not
directly related to the difficulties presented by the children, but with subjective responses and the way they cope with them.
These findings are clinically important to help each family develop their own strategies for understanding and adapting to its consistent reality, their life style and values.
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