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Abstract

Introduction: The infantile autism is a developmental disorder that 
affects social interaction, language, cognition and quality of life. 

Objective: Describing the parents’ perception about daily care for 
autistic children. 

Methods: It was a descriptive and qualitative study performed with 
parents of autistic children attending a reference health center in a 
Brazilian city. A semi-structured interview was used to collect data. 
The participants gave information about their socioeconomic status, 
daily care activities, hope and social interaction. 

Results: Based on the speeches of the participants, the following 
categories were described: negative feelings about the disorder; the 
(in)dependent autistic children and future perspectives for them; family 
acceptance of autism, which required appropriated changes in the 
family environment. 

Conclusion: Analyzing the parents’ perception of autism is essential 
because it enables the multidisciplinary group of health professionals 
to establish adequate and specific health interventions.
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Introduction
Autism is a developmental human disorder that has 
been studied for nearly six decades. Even though 
scientists have uncovered many aspects of the au-
tism, it still has some indecipherable characteristics. 
The phenomenon of autism is usually noticed befo-
re three years of age, and is characterized by qua-
litative deviations and decreased communication, 
behavioral and social interaction abilities [1]. 

The infantile autism is a developmental disorder 
that affects social interaction, language and the 
cognitive process. The autistic spectrum causes a 
wide range of neurodevelopmental disorders, who-
se main axes cover three main areas: social interac-
tion difficulties; verbal and non-verbal difficulties; 
restricted and repetitive patterns of behavior [2].

The incidence of autism has increased worldwide. 
To illustrate this epidemiologic transition, the autism 
incidence over the 80s and 90s in the United States 
was between 4 to 10 per 10,000 children. Current 
studies have pointed out the autism incidence was 
between 30 to 50 per 10,000 children [3], and 1 
case per 68 children under 8 years old [4]. In Bra-
zil, according to data gathered from epidemiologic 
studies performed between 2010 and 2011 in the 
Latin America, the Brazilian city of Atibaia had the 
prevalence of 1 case of autism per 368 children 
aged between 7 and 12 years [5].

Autism is basically diagnosed through the evalua-
tion of clinical aspects based on direct observation 
of the child’s behavior and interviews performed 
with parents or caregivers about the identification 
of abnormalities in the following developmental do-
mains: reciprocal social interaction; communication; 
behavioral repertoire of narrow, repetitive and ste-
reotyped preferences [6].

Those above domains can directly affect quali-
ty of life; therefore, it is necessary to evaluate the 
children’s behavior and how autism is faced by their 
parents. The analysis of these domains can also help 
the creation of instruments with accurate clinical 
utility, whose interventions are more acceptable and 

cause positive impact on caregivers and on the care 
of autistic children [7].

The quality of life has been classified as a method 
to measure humans’ life conditions. This method co-
vers physical and mental well-being; psychological, 
emotional, social relationships, health, and educa-
tional domains. The analyses of these domains must 
respect how each person sees his own life status, 
which is based on cultural background and personal 
values [8].

Analyzing quality of life is not an easy task to per-
form, but it is extremely necessary. It is essential that 
professional workers know what parents of autistic 
children face every day since it impacts on their daily 
care activities, which are linked to the improvement 
of social and mother–son relationships.

The parents of autistic children’s perceptions pro-
vide a better understanding of the capabilities of 
these children and improves the creation of speci-
fic health interventions that contributes to a better 
quality of life and well-being [9].

The authors emphasized that the care provided 
by parents or caregivers of autistic children is often 
impaired because they become dependent on their 
children. It means that parents and caregivers deci-
de not putting their own needs first, compromising 
their social interaction and relationships with their 
partners [10].

Because of the global magnitude related to in-
fantile autism, it was necessary to analyze the pa-
rents of autistic children’s perception facing new life 
condition in order to better understand the reality 
of these children and to propose strategies that 
positively impact the lives of these children, their 
caregivers and families.

Based on the above arguments, the authors ai-
med to describe the parents’ perception about daily 
care for autistic children.

Methods
It was a descriptive and qualitative study performed 
in Fortaleza, Ceara state, Brazil between February 
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and April 2015 in a non-profit reference health 
center, which offers treatment for autistic children. 
The authors chose to analyze the perception of 15 
parents because their children had communication 
and cognitive disorders.  Inclusion criteria were de-
termined as follows: being parents of children who 
had a confirmed medical diagnosis of autism; pa-
rents of autistic children aged between 4 and 12 
years. 

The number of the interviewed participants was 
based on data saturation, which is a conceptual ap-
proach frequently used in qualitative health studies 
[11].

Data collection was carried out after approval 
from a Brazilian Research Ethics Committee, under 
the number CAAE: 33209114.7.0000.5618. The 
procedures of this study were in accordance with 
the Brazilian resolution on the conduction of re-
search with humans.

The process of data collection was performed in 
two steps: (1) a questionnaire was used to characte-
rize parents and their autistic children (gender, age, 
and family income); (2) a semi-structured interview 
was composed by four open questions as follows: 
What does an autistic child mean for you?; How has 
this experience affected you and your family life?; 
How has the social interaction of your child affected 
his development?; “What expectations do you have 
for your child in the future?.  

Data collection lasted 30 minutes for each inter-
viewed parent. In order to afford privacy and in-
formation confidentiality, the interviews were per-
formed in a reserved room, which had no noise 
interference and other people. The interviews were 
accurately recorded and then transcribed. The spee-
ches gathered from the interviews were identified 
by the letter R (which stands for Responsible for 
the child) followed by a number that represents the 
chronology sequences of the interviews. 

Data analysis was performed using the systematic 
method, which is divided into the following steps: 
(1) exploratory, (2) data collection, (3) data analysis 

and process [12]. Based on the analysis of the spee-
ches, the following categories were found: negative 
feelings about the disorder; the (in)dependent autis-
tic children and future perspectives for them; family 
acceptance of autism, which requires appropriated 
changes in the family environment.

Results and Discussion
Regarding the family members in charge of hand-
ling direct care for the autistic children, 74% were 
mothers, and 26% were fathers. Data about the 
autistic children revealed that 14% of them were 
younger than 9 years of age; 60% were adoles-
cents aged between 11 and 19 years; 26% were 
aged between 20 and 27 years. The majority of the 
participants were male (80%), and only 20% were 
female. According to our data, 87% of the families 
received more than one Brazilian minimum wage 
and 13% received less than one Brazilian minimum 
wage.

Autism requires family changes that are neces-
sary to them getting used to this new phase of 
life. Parents and relatives had to find new meanings 
for their lives and children. Moreover, they had to 
adapt their activities of daily living and rearrange 
their personal commitments and duties.

(...) God sent him to us, so we must accept him; 
but it’s really complicated because of the preju-
dice and discrimination from other people, am I 
right?.

R3.

It’s complicated… it’s not easy.
R10.

(...) sadness, that is it. Although he lives in the 
hospital, it’s all sadness. A friend of mine doesn’t 
help me with school transportation.

R8.

I don’t want to face it again.
R11.
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The manner in which parents and relatives in-
teract with children directly influences the accep-
tance of a new family member. In addition to this 
characteristic, this family acceptance is noticed by 
analyzing their behavior, hopes, expectations, needs 
and limitations [13].

The family relationship has a crucial role for the 
commitment and care delivery that are required by 
children. This fact may cause negative impacts on 
the mental health of parents and relatives and de-
crease the quality of life of the ones who are in 
charge of taking care of autistic children [14].

Based on the above assumptions, it is possible to 
affirm that families have excessive work to care for 
autistic children. Consequently, this fact may lead to 
the onset of negative feelings and uncertainty re-
garding the autistic children. These evidences were 
identified in the following speeches:

(...) I have no expectation to see her getting any 
better… only God knows... it is very hard... there 
are different types of autism, am I right? As you 
can see, autistic children are different. Some of 
them are able to speak, but mine isn’t. My child 
only injures himself, not others.”

R6.

No improvements... that is it... he isn’t getting 
any better.

R11.

The birth of a child with disability may alter pa-
rents’ dreams and expectations, especially when a 
healthy child was idealized by them. The frustra-
tion caused by not having a healthy child triggers 
anxiety in parents, which is responsible for them 
facing a mourning period. Moreover, having an 
autistic child is often linked to financial and emo-
tional difficulties [15].

The authors claimed out that family instability 
may cause isolation, which requires special care for 
those who are facing it [16].

It was noticed that parents had a notable level of 
resistance to accept the children’s conditions. This 
fact may be linked to the required changes in their 
lives that can be responsible for a certain isolation 
level in parents, relatives and caregivers, which leads 
to mental health impairment. 

Regarding the improvement of being indepen-
dent, autistic children must be exposed to social 
contact and activities of daily living, such as: putting 
shoes on, organizing toys, and setting tables before 
meals. Although these exercises seem very simple, 
they are very powerful to increase these children’s 
development and social abilities [17].

I want him to be independent in the future. I 
mean getting married, having his own family… 
you know! I don’t want him being dependent on 
me... I want a normal life for him!

R3.

The best ones, am I right? I do everything for 
him to be as independent as possible. Despite 
his limitations, I want him being able to take a 
shower, eat... performing basic life activities... can 
you see what I mean?

R5.

Most of the parents affirmed their major expec-
tative was to see their child being as independent 
as possible and able to perform basic activities of 
daily living, such as personal hygiene, self-care and 
leisure. These basic activities of daily living are often 
a challenge for autistic children because they have 
problems with spatial awareness [18].

As an approach to improve the health condition 
of autistic children, the parents pointed out that 
social interaction with children of the same age pro-
motes the sharing of ideas and roles. Moreover, it 
facilitates the performance of activities that require 
discussion and interpersonal abilities to solve con-
flicts.

http://www.intarchmed.com
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The social contact with other children has helped 
him a lot... during the social contact with other 
children, he got better in body language and 
socialization… and he has been able to better 
express his thoughts… It has improved so much 
our lives.

R12.

She is able to communicate very well... she really 
likes to ask questions about everything. She inte-
racts so much... if she were here, she would ask 
you many questions... she talks a lot.

R15.

The quality of life of autistic children can provide 
a better understanding, possibilities and planning 
necessary for the creation of interventions, which 
aim to be very specific for this population. The im-
plementation of these specific interventions positi-
vely impacts the autistic children’s development and 
improves their environmental adaptation and the 
development of a better quality of life and well-
being [14].

Parents of autistic children should often reeva-
luate their plans and expectations related to their 
child and family in order to provide a better quality 
of life, especially for the child. Through the analysis 
of the speech of the participants, it was possible to 
identify different feelings connected to future ex-
pectations for their children, for example:

How could he work? He is only going to socialize, 
but he will never work.

R10.

I don’t have any expectation for him... I’ve set 
goals and one of them is to raise a child that is 
going to be as independent as possible… long-
term improvements require patience, money, 
time… so, it’s my goal: my son becoming as in-
dependent as possible.

R7.

Although autistic children have delays on the de-
velopment of some expected abilities, it is possible 
to notice a gradual and progressive improvement in 
their independence abilities as they grow [18].

If the family does not pay attention to the deve-
lopment of their children, there will probably have 
an increase in the challenge situations without 
treatment, and it will cause a negative impact on 
the child. The parents’ love is a powerful element 
necessary for the teaching-learning process because 
it will be identified in the school and by the society 
[19].

The authors identified that the care delivered to 
autistic children focuses on the development of the 
abilities of daily living, such as social interaction, 
in order to improve the independence level of the 
children. Therefore, parents, relatives and caregivers 
must be engaged in the creation of specific inter-
ventions designed for autistic children. 

Different reactions are reported when a child is 
diagnosed with autism. The acceptance process of 
autism includes grief, denial, depression, guilt, sha-
me, anger, acceptance and adaptation.

In consonance with the above assumptions, pa-
rents of autistic children often face a psychological 
suffering stage, which is characterized by the non-
acceptance of their child’s disability [17]. However, 
it is an adaptation process that is later overcome by 
the family, as follows below:

In the beginning, it was a misfortune… I am 
being honest with you… but today I don’t think 
like this anymore because I got used to it.

R13.

A learning process, I think it is.
R7.

Families are a complex network of relationships, 
emotions, feelings and behaviors. The discovery of 
a disorder in some family member has major reper-
cussions, especially when the children get the diag-
nosis. Consequently, families have to face important 
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changes because new roles and responsibilities are 
established [20].

Well, it is not easy to raise a child with autism, 
do you know what I mean? But since I found out 
what autism really is, I have faced the challenges 
much better.

R4.

It is a challenge, a big one. I always have to find 
new strategies... trying to understand what is 
going on is the big challenge.

R12.

According to the speeches, the autism acceptan-
ce and the delivery of a specific care are a daily 
challenge faced by parents. In fact, they had expe-
rienced anguish and hopelessness stages and some 
of them had even tried to find miraculous solutions.

The development of an autistic child requires a 
lot of engagement from parents in dealing with the 
autism, accepting and understanding the situation, 
and searching for new approaches linked to family 
resilience:

...autism was an open door that showed me a 
new different world I wasn’t used to

R1.

It is a big learning process, am I right? It's a great 
learning for life. Every single day is an obstacle 
that has to be overcome

R5.

It was identified in the parents with different re-
ligions a strong attachment to God, and this con-
nection enhanced autism acceptance and lack of 
anxiety:

It is a gift from God. You can write it down.
R7.

I have no words... My autistic child... God sent 
him to me… and I will love him until God takes 
him back from me.

R8.

The birth of an autistic child requires a read-
justment of expectations, plans and experiences in 
order to better face negative feelings, which ap-
pears when a child needs more attention and care. 
[20].

Therefore, it is essential that the acceptance pro-
cess begins in a family environment in a way that is 
possible to understand challenges, and identify the 
potential of the autistic children. As a result of the 
implementation of that approach, the family and 
the autistic children’s quality of life will be improved. 

Conclusion
The care required by autistic children does not ne-
cessarily match with what family member had ex-
pected. Consequently, it is necessary to understand 
their doubts for the establishment of measures that 
are beyond physical abilities.

In order to improve independence, family mem-
bers must find new abilities and strategies to sti-
mulate their children to overcome limitations and 
personal expectative.

The parents pointed out that the medical condi-
tions of autism directly impact parents and caregi-
vers’ perception about the disorder. Therefore, it is 
recommended the creation of specific health strate-
gies for each child that triggers early stimulation and 
improves social interaction and the development of 
abilities required for the performance of activities 
of daily living. Moreover, these specific health stra-
tegies increase the children and caregivers’ quality 
of life.
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