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Abstract

Introduction: Autistic Spectrum Disorder (ASD) is part of 
neurodevelopmental disorders, which are behavioral and 
cognitive. These symptoms appear according to the child’s 
development, however, most of the time, they present 
themselves before the age of three, and they may evolve to 
greater intensities or not.

Objective: To analyze the experience of families with children 
with Autistic Spectrum Disorder.

Methods: Exploratory study with a qualitative approach carried 
out at the Associação de Pais e Amigos dos Excepcionais 
(Association of Parents and Friends of the Exceptional/APAE). 
46 families and 10 professionals participated in the study. For 
the analysis of the results, the technique of content analysis 
proposed by Bardin was used. The research project for this 
study was approved by the Ethics Committee for Research with 
Human Beings under opinion No. 3172.942 on February 27, 
2019.

Results: It was evident that the family is an important instrument 
for the care of children with ASD and, for this reason, it should 
be seen in an integrated and not fragmented way in care, thus 
revealing the need to promote actions that take care of the 
caregiver and not just of the child itself, because as seen, every 
process that goes from birth to diagnosis and treatment of the 
child requires changes that can also bring harm to the health 
of the family.

Conclusion: The experience of families of children with ASD 
goes through phases of acceptance and adaptation and 
depends on the interaction and assistance of professionals so 
that they can, despite life changes, perceive them as important 
in promoting the child’s life from the motor and cognitive 
interaction with society.
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The ASD - Autism Spectrum Disorder - is part of 
the neurodevelopmental disorders, which are of behavioral 
and cognitive nature and that arise during the child’s 
development period, thus involving relevant difficulties in 
performing motor, intellectual and social functions1.

ASD is characterized by persistent deficits 
in the ability to initiate and sustain reciprocal social 
interaction and social communication and by a series of 
restricted, repetitive, and inflexible patterns of behavior 
and interests. The onset of the disorder occurs during 
the developmental period, typically in infancy, most of 
them appearing before the age of three. However, the 
symptoms manifest themselves according to development 
and may appear later. Deficits are severe to cause damage 
in personal, family, social, educational, occupational, or 
other important areas of functioning1.

The etiology of ASD is still unknown, and what has 
been evaluated is that around 20% of patients diagnosed with 
Fragile X syndrome have symptoms that meet the diagnosis 
of ASD. Other genetic syndromes, gene mutations, and 
chromosomal alterations without an identified cause were 
recognized. There is a characteristic related to the effects of 
intellectual disability, in which 10% to 30% of patients with 
these syndromes have comorbidity with ASD2.

The first signs of ASD often involve delays in 
language development without social interaction, unusual 
ways of communicating, and strange patterns of play. 
According to these changes, parents start to worry and 
pay attention to the limitations that are being observed. 
The manifestations, in general, are characterized by: 
Difficulties in interacting, social communication in 
various contexts; imagination; skills; interpretations; great 
deficit of learning social rules and developing them and 
maintaining and understanding relationships3.

A study released by the CDC (Center of Diseases 
Control and Prevention), an agency linked to the US 
government, reveals that one child in every 100 is born 
with ASD. The data reveal an increase in the number of 
autism cases worldwide. A few years ago, the estimate 
was one case for every 500 children. Thus, it is estimated 
that in Brazil, there are two million people with autism, 
and what makes the issue more serious is prejudice and 
lack of proper treatment4.

The new diagnostic criteria for ASD are divided 
into two domains: Repetitive behaviors, with at least 

 INTRODUCTION
three deficits in social communication, or two restricted 
symptoms, such as ADHD, depressive disorders, anxiety 
disorders, and bipolar disorder are among the most 
common conditions with the disorder and impairment of 
social communication, restricted interests. Elimination or 
proper identification of these concurrent neuropsychiatric 
conditions is important to confirm the diagnosis5.

The acceptance of the ASD diagnosis is very 
difficult for the family, especially for the parents, due 
to the lack of knowledge about the Disorder, so it is 
necessary to understand the importance of professionals 
so that they contribute to the reception and support, and 
that the necessary clarifications are carried out by the part 
of health professionals, or any professional who works 
in the place so that pain and anguish are reduced, and 
acceptance happens more easily6.

When ASD is discovered, families have the greatest 
difficulty in dealing with the impairment in communication, 
with the lack of understanding in the child’s speech, which 
causes accentuated maternal frustration and anguish. Some 
factors influence the families’ adaptation, such as lack 
of social support, unpreparedness in preschool services, 
little access and difficulties to health services, difficulty 
in identifying positive aspects, lack of family interaction, 
and problems related to the disease, in addition, in most 
cases, they dedicate themselves fully to their day with the 
child, so they cannot work outside the home or have any 
other activity, offering all the necessary care7.

Thus, it is important to work with families whose 
children are diagnosed with ASD to assess the impacts 
that the disease has on their lives. From this perspective, 
this work aims to analyze the experience of families with 
children with Autistic Spectrum Disorder.

 METHODS
Study design

This is descriptive research developed from a 
qualitative approach.

Period and location of study
The survey was conducted in the state of Espírito 

Santo, Brazil, against the backdrop of the Associação de 
País e Amigos dos Excepcionais (Association of Country 
and Friends of the Exceptional/APAE) in the municipality 
of Cariacica from March to May 2019. It is a non-profit 

Authors summary 

Why was this study done?
The present study was carried out in order to analyze the experience of families with children with Autistic Spectrum Disorder.

What did the researchers do and find?
Exploratory study with a qualitative approach, carried out at the Associação de Pais e Amigos dos Excepcionais (Association of 
Parents and Friends of the Exceptional/APAE), in the state of Espírito Santo, Brazil. This study showed that the family is an important 
instrument for the care of children with ASD and, for this reason, it should be seen in an integrated and not fragmented way in care, 
thus revealing the need to promote actions that take care of the caregiver and not only of the child itself. As seen, every process that 
goes from birth to diagnosis and treatment of the child requires changes that can also harm the health of the family.

What do these findings mean? 
The experience of families of children with ASD goes through phases of acceptance and adaptation, and that depends on the interaction 
and assistance of professionals so that they can, despite life changes, perceive them as important in promoting the child’s life, from the 
motor and cognitive development to interact with society.
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Data collection
Data collection with families with children with 

Autistic Spectrum Disorder was carried out in a waiting 
room and with professionals in private rooms. A semi-
structured interview aimed at families and professionals 
was used.

For the interviews, a voice recorder was used, 
and then they were transcribed. Most lasted from three 
to 20 minutes, and a field notebook was used for notes 
throughout the research.

Data analysis
The interviews were initially organized and 

analyzed according to the technique of Bardin (2010)9, 
which is divided into three stages:

● Pre-analysis: phase of the organization itself, 
in which it is possible to choose the documents 
that will be submitted for analysis for the initial 
systematization of ideas, formulation of hypotheses, 
and objectives for the final interpretation. At this 
stage, the floating reading and constitution of the 
CORPUS were performed.
● Material exploration: characterized in coding, 
decomposition, and enumeration, considering the 
previously formulated rules.
● Treatment of results and interpretation: the raw 
results are treated in a way that they are meaningful 
and valid for further inferences.

First step of the analysis: Pre-analysis
The first step is the pre-analysis, which is related to 

the (re)definition of the objectives for the construction of 
the defined thematic categories and the rules used in the 
codification of the units9.

institution that provides assistance to quality care for people 
with intellectual and multiple disabilities and Autistic 
Spectrum Disorder. It works with prevention, diagnosis, 
rehabilitation, learning, and inclusion in the labor market, 
aiming at social inclusion. As a condition, the association 
requires that individuals undergo screening, in which they 
will be evaluated and referred to the necessary services8.

Study Population and Inclusion Criteria
Families with children with Autistic Spectrum 

Disorder and professionals working at APAE participated 
in this study. Regarding the families, the inclusion 
criterion was that they were part of the Associação de País 
e Amigos dos Excepcionais (Association of Parents and 
Friends and Exceptional People/APAE) and were over 
18 years of age. In this association, there are around 129 
families who have children with ASD. The sample was 
randomly made according to the criteria and the time of 
data collection.

47 families were approached, and there was one 
refusal. The other families could not participate in the study 
due to time compatibility, thus totaling 46 participants in 
the family group.

As for the study professionals, the inclusion 
criterion was that they had worked in the research setting 
for at least six months. There are 15 professionals in 
this association, namely: six teachers, two occupational 
therapists, a psychologist, two caregivers, two speech 
therapists, a principal, and a pedagogue. Of these, there 
were three refusals; two professionals scheduled more on 
the day could not attend, totaling 10 respondents from the 
group of professionals.

Figure 1: Presentation of Bardin’s pre-analysis flowchart
Source: Self elaboration, Vitória, Espírito Santo, Brazil, 2019.
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Preparation of the CORPUS of the study
Initially, the interview material was transcribed in 

full, with all the questions from the interview script for 
users and professionals, organized in a document in the 
Microsoft Word program, following the questions related 
to the initial objectives proposed in the study.

After floating reading, the material was organized, 
in the Microsoft Word version, according to the thematic 
pre-categories following the script of the interview.

Participants were identified with the code (U) for 
users, which would be families and; (P) for professionals, 
followed by a number that corresponds to the order in 
which the interviews were transcribed.

Table 1: Corpus of the study: fragments of the testimonies of research participants related to thematic categories
“Autism is a difficulty in interacting with other people, it is a learning difficulty, it is... difficulty in every way, 
right? even in living together, [...]”. (U 15)
“Autism for me, I can’t even say it is a disease, because it’s a neurological disorder, right, which makes 
speech, socialization difficult, other children sometimes in motor coordination”. (U 46)
“Autism spectrum disorder are some difficulties that interact in social interaction, communication, and 
behavior”. (P 10)
“[...] I understand that it’s a neurological deficiency, right [...] that ends up reaching the areas of communication 
and interaction, it’s also the issue of repetitive movements, which end up interfering in several areas, right, 
in the case of the child, of the compromise”. (P 4)
“Everything changed. I had to stop working, I had to, I had my active life, right, my job, and I had to stop, 
[...]”. (U 6)
“Ah... here we try to pay attention, talk, the pedagogue also looks for a psychologist, she tries to help. 
Somehow they have help, visit homes too”. (P 8)
“[...]we do and have meetings, right, sporadically, [...] we talk, try to find out what happened, what not... how 
is this relationship at home with the family”. (P 3) 
“Everything, I started to have more patience, I started to have more benevolence, I started to care more 
about others and [...]”. (U 36)
“[...] the planning we do for each child. It’s practically individual planning, it’s... each one with its own difficulty, 
each one with their different way of looking, [...]”. (P 1)
“[...] dependence and autonomy of the children, in relation to the AVDS, which are the activities of daily 
living... taking a shower, right, always prioritizing that these children try to carry out these activities as much 
as they can on their own... feeding, brushing teeth right [...]”. (P 5)
“[...] it is an adequate stimulation in this child, from an early age, since it was diagnosed, [...] this child, 
receiving the appropriate stimulation, will come close to the standard of a neurotypical child, [...]”. (P 2)
“Everything that is done here from our work, we try to ask the mother to do it at home. [...] the autistic person 
has many difficulties to go to the bathroom, right, to understand this situation of daily life, so everything we 
do here, we pass it on to the mother and most of them give us feedback”. (P 6) 
“[...] we take him to school, half-past nine in the morning because the school can’t keep him the entire period, 
that’s also frustrating” (U 7)
“[...] many places are not prepared to receive our children, you experience prejudice on the bus, in the 
supermarket, anywhere, even inside your house, you experience prejudice, [...]” (U 9)
“[...] some do not accept it, some we see that they try to accept it, but there is a lot of denial about their 
disability, they think the boy is not autistic, he doesn’t have it... it’s very complicated. [...]” (P 3)
“The need for monitoring and attending to the problem that the child, the child has, that your child has, which 
is often much heavier for the mother than for the child, so this monitoring, this difficulty in interaction”. (P 10)

Source: Self elaboration, Vitória, Espírito Santo, Brazil, 2019.

Thus, following the steps of Bardin9, after floating 
reading, with the elaboration of hypotheses and objectives, 
the register units were identified. After defining the 
objectives and thematic categories of the study, the rules 
for coding the Registration Units (UR) and Context Units 
(UC) were defined, with the colors being defined: pink, 
blue, yellow, and green for the pre-categories 1, 2, 3, 4, 
respectively.

Second phase of Content Analysis
The next step was the exploration of the content 

analysis material according to Bardin9. Thus, from the 
previously defined rules, the application of the rules was 
started, according to the process shown in figure 02.

Once the pre-analysis step was implemented, the 
encodings were operationalized, being identified as record 
units and, later, as context units. These were found in the 
speeches through words, which were grouped according 
to their similarities and identified meanings.

In the coding process, one of the steps proposed by 
Bardin10 is an enumeration, with the choice of counting 
rules that make it possible to better define the URs and 
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Figure 2: Presentation of the flowchart of exploration of the research material
Source: Self elaboration, Vitória, Espírito Santo, Brazil, 2019.

UCs, according to the object of the study, based on a 
counting that is done using criteria pre-established by the 
researcher. In this study, the following rule was used:

Simple Frequency (FS): corresponds to the 
frequency of appearance of the words or themes. The more 

these are repeated, the more meaning the expression or 
sense has, as shown in table 2. Thus, the record units were 
defined by counting the simple frequency, and the context 
units were built, which provide better interpretation for 
the analysis, as shown in table 3.

Table 2: Organization of words with simple frequency. Vitória, Espírito Santo, Brazil, 2019
Category 1 Frequency Category 2 Frequency Category 3 Frequency Category 4 Frequency
Behavior 
change

13 Change of 
routine

38 Stimulation 3 Apprenticeship 9

Difficulties 14 Abandonment 
of work

14 Planning 5 Communication 10

Apprenticeship 5 Motor 
coordination

5 Acceptance 10

Stereotypes 6 Autonomy 9 Adaptation at 
school

10

Socialization 10 Family 
dialogue

18 Social 
interaction

6

Communication 11 Preconception 10
Aggressiveness 5

Table 3: Organization of empirical material according to Bardin's technique. Vitória, Espírito Santo, Brazil, 
2019.

Source: Self elaboration, Vitória, Espírito Santo, Brazil, 2019.

Record Units Context Units Context Units
CATEGORY 1: Perception about the concept of Autistic Spectrum Disorder.

Behavior

Autism Spectrum Disorder is seen as a change 
in the child's behavior, highlighting the difficulty 
of learning, social interaction, communication, 
and stereotypies. 

Difficulty
Learning 
Stereotype
Socialization 
Communication 
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CATEGORY 2: Experience of families with children with Autistic Spectrum Disorder.
Change in routine For the families, there was a change in life 

related to the daily routine. Many families 
reported abandoning their work to dedicate 
themselves exclusively to the child.

Abandonment of work

CATEGORY 3: Reception and actions developed by professionals.
Stimulation For each child, an individual plan is made 

with stimulation activities, which encourage 
the children's autonomy and help in the 
development of motor coordination. In addition, 
a dialogue is held with the family so that they 
feel welcomed and share experiences with their 
children.

Planning
Motor coordination
Autonomy
Dialogue with the 
family

CATEGORY 4: Challenges faced in living with an autistic spectrum disorder.
Learning

The biggest challenges faced in living with 
children with Autistic Spectrum Disorder are 
associated with school adjustment, learning 
difficulties, speech difficulties, lack of social 
interaction, child aggressiveness, as well as the 
non-acceptance of the family with the disorder 
and prejudice.

Communication
Acceptance
Adaptation at school
Social interaction
Prejudice
Aggressiveness

Source: Self elaboration, Vitória, Espírito Santo, Brazil, 2019.

Continuation - Table 3: Organization of empirical material according to Bardin's technique. Vitória, Espírito 
Santo, Brazil, 2019.

Record Units Context Units Context Units

Third phase of content analysis: Treatment of 
results

The last moment corresponding to the study method 
was the treatment of the results already categorized and 
organized in the URs and UCs, for the preparation of 
evidence and the construction of the framework with them 
by thematic category.

For each thematic category, the Evidence of the 
study that guided the discussions were described, which 
are presented in the results chapter, seeking to understand 
the meanings of the experience of family and professionals 
with Autistic Spectrum Disorder. 

Ethical aspects
The project complied with the main ethical and 

legal requirements, obeying the formal requirements set 
out in Resolution 466/12 of the National Health Council/
Ministry of Health10, which provides for research involving 
human beings, being approved by the ethics committee 
under the number: 3,172,942.

 RESULTS
Characterization of participants

Forty-six users were interviewed, 42 females 
(91%) and four males (9%), aged between 25 and 55 years. 
Regarding the level of education, four users (9%) did not 
complete elementary school, and 42 (91%) completed 
high school. With regard to marital status, 23 are married 
(50%), 19 are single (41%), three divorced (7%), and one 
widower (2%).

Regarding professionals, 10 professionals who 

are part of the Autism Center of APAE were interviewed. 
All are female (100%), aged between 25 and 60. It is 
composed of five teachers, an occupational therapist, a 
caregiver, a principal, a pedagogue, and a psychologist. 
Experience related to the length of experience at APAE: 
between six months to two years, three professionals; 
three to four years, three professionals; over four years, 
four professionals.

Category analysis
The results of the study were identified from the 

evidence, with the treatment of data categorized in the 
URs and UCs and organized in table 4.

In Category I – Perception about the concept 
of Autistic Spectrum Disorder, the evidence on the 
understanding of the Autistic Spectrum Disorder is 
presented. In Category II – Experience of families with 
children with Autistic Spectrum Disorder, evidence of 
the experience of families is presented, showing the main 
changes in life after diagnosis. In Category III – Welcoming 
and actions developed by professionals, evidence of 
welcoming the family and educational actions that are 
developed at APAE and taught to the family to develop 
with them are presented. In Category IV – Challenges 
faced in living with Autistic Spectrum Disorder, evidence 
is presented on the main difficulties reported by families 
with children with Autistic Spectrum Disorder.

It was evident that the concept of ASD is known by 
families according to what is stated in studies and that the 
disorder brings changes in life, making families have an 
exclusive dedication to their children, abandoning some 
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dreams and expectations. These changes lead to difficulties 
in relation to the lack of social interaction and the constant 
change in behavior, and they suffer some frustrations due 
to society’s prejudice.

In addition, it was evident that the professionals 
perform care in a succinct manner and that the main focus 
of the professionals’ actions is linked only to the children, 
with no more precise attention being paid to the families. 
The activities carried out are in accordance with each 
specificity of the child.

 DISCUSSION
It was evident that the family’s experience in the 

situation of Autistic Spectrum Disorder (ASD) permeates 
common situations that are characteristic of the disorder, 
which implied changes in the family’s life as a whole. It 
is noteworthy that the perception of the disorder within 
a concept advocated in the literature, which is stated by 
repetitive movements, difficulty in socialization, learning, 
and communication of the child, characteristics made the 
family adapt to the child’s way of life.

On the other hand, when seeking professional 
assistance, it was evidenced that the reception is done 
in a more punctual way, and the activities are planned 
according to each child. Thus there seems to be almost 
or no action aimed at the family as a whole, and yes, 
specific actions focused only on the child. In this bias, it is 
highlighted that every process of adaptation to the family, 
it goes through difficulties, bringing some frustration 
due to the change in the child’s behavior, including the 
prejudice of society.

Thus, in relation to the perception of the family 
about the Disorder, there is a concept aimed at changing 
behavior, communication, and socialization. In line 
with what Santo and Ivanildo (2011)11 discuss, ASD is a 

disorder that affects the person’s ability to communicate, 
establish relationships and respond appropriately to the 
environment around them.

ASD mainly compromises the child’s development 
and is a behavioral syndrome of various etiologies. The 
qualitative impairments that define these conditions 
represent a marked deviation from the individual’s level of 
development or mental age. In general, changes manifest 
themselves in the first years of life, varying in degree and 
intensity of manifestations12,13.

Individuals affected with ASD also present 
impairments in verbal and non-verbal communication 
and repetitive use of the word. In addition, he has delayed 
language comprehension and an inability to understand 
metaphors. It is a consensus of the authors in the field to 
state that individuals with this disorder have restricted 
behaviors and interests, adopt a permanent routine, present 
restriction in an area of interest may brusquely insist on 
something, and also may present posture abnormalities14.

According to these concepts, family interaction 
is extremely important for a child diagnosed with ASD, 
as it constitutes an individual’s first relational context. 
For this reason, it has an important influence on the 
determination of human behavior and on the formation 
of its personality15. That is, personal relationships in the 
childhood context require that the child be understood as 
a subject inserted in a social and family environment, in 
constant interaction with the environment16.

In this context, when approached about how the 
family now lives with the child with ASD, it was noticed 
that despite a series of adaptations for living with the child, 
this family has been seeking to understand processes and 
experience them in order to bring about improvements to 
child development.

Table 4: Description of the study evidence related to thematic categories

Thematic categories Identified evidence

Perception about the concept of 
Autistic Spectrum Disorder.

Understanding of the Autistic Spectrum Disorder: It was observed that 
Autistic Spectrum Disorder is characterized by repetitive movements, 
difficulty in socialization, learning, and communication of the child.
Evidence: Concept within the recommended.

Experience of families with 
children with Autistic Spectrum 
Disorder.

Changes in the lives of families with children with Autistic Spectrum 
Disorder: It was observed that the change in the participants' lives is 
related to their exclusive dedication to the child.
Evidence: Adapting the family to the child’s way of life.

Reception and actions developed 
by professionals.

Welcoming of the professional to the families and actions that are 
developed: Welcoming is done succinctly, and activities are planned 
according to each child.
Evidence: Punctual assistance focused only on the needs of the 
children.

Challenges faced in living with 
the autistic spectrum disorder.

Difficulties in living with Autistic Spectrum Disorder: It was observed 
that the difficulties are related to the lack of social interaction and the 
constant change in behavior.
Evidence: The difficulties of Autistic Spectrum Disorder bring frustration 
to the families due to the change in the child’s behavior, including the 
prejudice of society.

Source: Self elaboration, Vitória, Espírito Santo, Brazil, 2019.
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However, the analysis of the testimonies shows 

that women had to give up their daily activities to dedicate 
themselves exclusively to the child, results that confirm 
with Santiago (2016)17 when reporting that families have 
just lost their own history and started to live the history of 
the child as a priority. Thus, educating a child with ASD 
is hard work, even more so because they often have to 
put aside their wishes, dreams, and plans to fully dedicate 
themselves to the child.

In this context, the developmental impairments 
shown by children can have several implications for 
family dynamics, such as physical and mental overload 
that happens due to the tasks of daily life to the possibility 
of developing adaptability and resilience. These issues can 
interfere in aspects of personal, family, social, and work 
life18-19.

Children with ASD face deficits in relation to 
common tasks, which is the developmental stage, as 
the characteristics of a child with ASD affect physical 
and mental conditions, increasing the demand for care 
and dependence on the family. From this perspective, 
according to the evidence, the family is faced with the 
challenge of adjusting their plans and future expectations 
to the limitations of the condition, in addition to the need 
to adapt to the intense dedication and provision of care to 
the specific needs of the child.

According to Fávero and Santos (2005)20, 
job abandonment and some difficulties in pursuing a 
professional career in families with children who have 
ASD are common, as these families need to meet the 
child’s needs and do not have time to develop something 
for them for an over-care account.

Furthermore, it is seen that women are the main 
ones responsible for directly caring for the child with 
ASD. For this reason, they develop high levels of stress 
due to the overload of demands for excessive care for their 
children, causing harm to their physical and psychological 
health. In addition, the lack of parenteral support generates 
a feeling of insecurity, negatively influencing women’s 
expectations21.

Thus, it is clear in the study that there is a lack of 
support from family members to support the family, to 
assist with the burden of day-to-day care with their child, 
to have someone to share the moments and difficulties, to 
have a place to take their children for a walk, but not suffer 
from different looks. Thus, it would be an alternative to 
change this suffering, making the experience of this family 
lighter.

Due to the changes in life that happen with the 
family, it is important for a relationship between family and 
child to promote better development and quality of life; it 
is necessary to have the support of health professionals or 
related areas so that they can best serve the child’s needs 
and your own needs.

In this scenario, the TEA entails changes that point 
out that the entire daily life of families is focused on the 
child. This dedication brings physical and emotional 
overload, both with the general care of the child, as well 
as with all other tasks of the day, such as taking care of the 
house, attention to other members of the family, and even 
your job. All schedules and routines are modified in order 

to provide the necessary support and care for the TEA. For 
the child, the difficulties in social relationships can cause 
problems that reflect on the family’s daily life, as they 
start to live according to their demands and permanent 
dependence22.

The results are in line with the study by Zanatta et 
al. (2014)23, in which it was seen that families suffer from 
being totally attached to their children and that they need 
attention, to be listened to and comforted, that the look 
should not only be for the child with ASD. For this reason, 
it is necessary to have support and mediation during this 
trajectory, from the closest people and especially from 
professional assistance to help this family in the overload.

In this sense, it was evident in this study that the 
role of professionals who care for children in a specialized 
association such as APAE is important in facing this new 
family life, and these professionals are responsible for the 
care that generates improvement in the motor, cognitive 
and social development of that child. However, at the same 
time that these welcoming actions aimed at meeting these 
needs were perceived, few strategies were seen that could 
meet the family’s needs, as well as people who, from then 
on, begin to undergo important life changes.

Thus, the inter-family comprehensiveness of 
health actions is a determining factor for the quality 
of interpersonal relationships because, in addition to 
considering only the individual’s disease, comprehensive 
care involves looking at the person in order to understand 
in a broader way the life context. Thus, the concern 
goes beyond looking at the biological, assuming the 
commitment to meet their multiple needs16.

When parents plan to have a child, or even when 
an unexpected pregnancy happens, the family believes 
that the child will come into the world in a healthy and 
perfect way. In the mind of no family, it will be born 
with any limitation. When this long-awaited child starts 
to have aggressive behaviors, difficulty in socializing, 
and takes time to speak and repeats movements, facing 
this new reality causes frustration to the dreams that were 
idealized by the family, the scene changes, and the reality 
is unknown, a new family organization is needed23.

According to the analysis of the interviews, 
professionals and family reported that actions are carried 
out with activities related to Activities of Daily Living 
(ADL), which corroborates Araújo et al. (2018)24 when they 
state that social interaction with children, professionals, or 
the family itself, can be stimulated for them to develop and 
this involvement can happen through activities and games 
developed together. Such activities are able to develop in 
the child possibilities of behavior changes related to ADL 
in which children are encouraged to eat and drink liquids, 
use the bathroom, do hand hygiene, put on and tie shoes, 
put on their clothing independently, thus stimulating the 
autonomy of this child.

In the results obtained, the professionals reported 
that they use as a methodology in APAE the Treatment in 
Education for Autism and Children with Communication 
Related Disabilities (TEACCH), which according to 
Mello (2007)25 is one of the most used teaching methods 
in Brazil to assist children with TEA. This method helps 
in the following aspects: motor coordination skills, 
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classification, object perception, the introduction of letters 
and numbers and symbols, memorization exercises, 
reading, writing, and performing mathematical operations, 
enhancing the characteristics of the methodological 
principles aimed at learning the student. It is an approach 
that responds to the needs of members, using the best 
approaches and methods.

From this perspective, the reception of professionals 
who are involved with this family is relevant. However, 
welcoming does not presume a specific professional, and 
anyone can perform; it is a way of dialoguing, listening, 
and responding that welcome and help, listening to their 
requests and assuming the service a posture capable of 
welcoming and providing care, guiding the best to be done 
with a relationship of trust26.

Given the difficulties faced by these individuals and 
consequently the limitations that the disease brings to their 
families, the monitoring of the APAE professional, as well 
as the common activities of daily life, motor coordination 
are important stimulations. In addition, it is necessary to 
be comprehensive in the care, not just looking at the child 
with ASD, but to do it in a way that the family, the mother, 
is included, since they are the ones who play the biggest 
role. It is through the construction of a bond of trust with 
these professionals that care becomes more effective and 
light27.

Developing good professional-patient relationships 
reduces anxiety and improves understanding. Using 
the strengths of the ASD patient instead of scoring their 
weaknesses can increase the professional’s control of the 
situation. Many have poor motor coordination and may not 
be able to perform basic tasks performed by professionals, 
even when they give their best28.

Finally, it was observed that there are challenges 
that need to be faced by the family and even by 
professionals who directly or indirectly interfere with the 
child’s life, difficulties that are related to the lack of social 
interaction and the constant change in behavior, implying 
even in society’s prejudice towards children.

It appears that the difficulties in dealing with 
situations that bring concerns are constituted by some 
elements. Among them are the various forms of prejudice 
that this child will suffer at school, on the street, and even 
among members of the family. The process of acceptance 
in many cases is gradually constituted, from the denial 
of the diagnosis to the frustration of having a child with 
limitations, until reaching the acceptance of this disorder29.

In this context, prejudice is defined as a set of 
negative beliefs, attitudes, and behaviors attributed to 
members of certain social groups30. When talking about 
ASD, society’s view is a factor that influences the family, 
dealing with people’s discomfort, discrimination, looks in 
a different way is pointed out as an offense to the child and 
felt by the mother as if it were her. It is precise because of 
this circumstance that the fragility of the child in society is 
perceived, and thus the families also feel fragile31.

In view of the aspects addressed by the child 
with ASD, it is understood that there are difficulties 
and challenges in the areas of social interaction, 
communication, and behavior that are closely articulated 
in human development. In this model, the school is seen 

as a space that favors this child to develop these areas due 
to the fact of being with other children and the importance 
of the professional who favors the children’s abilities32.

In this regard, it is important to highlight the 
provisions of articles 1 and 27 of Law No. 13,146 of July 
6, 2015, the Lei Brasileira de Inclusão da Pessoa com 
Deficiência (Brazilian Law for the Inclusion of People 
with Disabilities)33, on the subject:

Art. 1º. The Brazilian Law of Inclusion of 
Persons with Disabilities (Statute of Persons with 
Disabilities) is instituted, aimed at ensuring and 
promoting, under identical conditions, the exercise 
of fundamental rights and freedoms by persons 
with disabilities, aiming at their social inclusion 
and citizenship. 
Art. 27. Education is a right of people with 
disabilities, guaranteed inclusive educational 
system at all levels and lifelong learning, in order 
to achieve the maximum possible development 
of their physical, sensory, intellectual, and 
social talents and abilities, according to their 
characteristics, interests, and learning needs. Single 
paragraph. It is the duty of the State, the family, the 
school community, and society to ensure quality 
education to people with disabilities, keeping them 
safe from all forms of violence, negligence, and 
discrimination.

Based on the foregoing, the existence of the 
aforementioned law aims at the effectiveness of inclusive 
education, as can be seen from the literalness of art. 28, 
item XI:

Art. 28. Public authorities are responsible for 
ensuring, creating, developing, implementing, 
encouraging, monitoring, and evaluating: (...) XI. 
“Training and providing teachers for specialized 
educational services, translators and interpreters 
of Libras, interpreting guides and support 
professionals”.

These professionals act as regulatory agents 
ensuring access to education for people with ASD and other 
disabilities. However, it does not ensure that educators 
know how to help them in their educational process. 
However, this phenomenon is faced with the precarious 
reality of the educator in the way of conducting the 
educational process so that the right to have an education is 
satisfactorily fulfilled34. In other words, the educator needs 
to be prepared to help the child with a disability. Its main 
objective is to teach them and encourage the formation of 
knowledge, and it is necessary to give them confidence so 
that this child feels welcomed by this professional.

Thus, it is clear that the family of children with 
ASD, as a result of the change in life after the child’s 
birth and diagnosis, goes through difficulties such as 
prejudice, aggressiveness, lack of adaptation in schools 
and, therefore, it generates frustration on the part of the 
family as for the child. However, it was clear that despite 
these challenges, after the adaptation and acceptance of 
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the family, the importance of the family for this child is 
emphasized, as well as the relevance of the professional in 
stimulating and welcoming both.

It is noteworthy that the family is an important 
instrument for the care of children with ASD and, for 
this reason, it should be seen in an integrated and not 
fragmented way in care, thus revealing the need to 
promote actions that take care of the caregiver and not 
only of the child itself, because, as seen, every process 
that goes from birth to diagnosis and treatment of the child 
requires changes that can also bring harm to the family’s 
health.

 CONCLUSION
The experience of the family of children with 

Autistic Spectrum Disorder goes through phases of 
acceptance and adaptation and depends on the interaction 
and assistance of professionals so that they can, despite 
life changes, perceive them as important in promoting the 
child’s life from motor development and the interaction 
with social cognitive.
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Resumo

Introdução: O Transtorno do Espectro Autista (TEA) faz parte dos distúrbios do neurodesenvolvimento, 
que são distúrbios comportamentais e cognitivos. Esses sintomas aparecem de acordo com o 
desenvolvimento da criança, porém, na maioria das vezes apresentam-se antes dos três anos, podendo 
ser evoluídos em intensidades maiores ou não.

Objetivo: Analisar a vivência das famílias com filhos com Transtorno do Espectro Autista.

Método: Estudo exploratório de abordagem qualitativa realizada na Associação de Pais e Amigos 
dos Excepcionais (APAE). Participaram do estudo 46 famílias e 10 profissionais. Para a análise dos 
resultados deu-se mediante a técnica de análise de conteúdo proposta por Bardin. O projeto de pesquisa 
deste estudo recebeu parecer aprovado pelo Comitê de Ética em Pesquisa com Seres Humanos sob 
parecer de nº 3.172.942 em 27 de fevereiro de 2019.

Resultados: Evidenciou-se que a família é um instrumento importante para o cuidado com crianças 
com TEA e, por essa razão, está deve ser vista de forma integrada e não fragmentada no cuidado, 
revelando assim a necessidade de promover ações que cuidem do cuidador e não apenas da criança 
em si, pois como visto, todo processo que vai do nascimento ao diagnóstico e tratamento da criança 
requer mudanças que podem trazer agravos também a saúde da família.

Conclusão: A vivência das famílias de crianças com (TEA) perpassa por fases de aceitação e adaptação 
e que depende da interação e assistência dos profissionais para que possam, apesar de mudanças de 
vida, perceberem como importantes na promoção da vida da criança desde o desenvolvimento motor e 
cognitivo a interação com a sociedade.

Palavras-chave: transtorno do espectro autista, família, profissionais.


