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ABSTRACT:

This article presents a literature review on reports about people with autism in research carried out in the
areas of Education, Psychology, Medicine, and Nursing. We collected twenty-two articles in the SciELO
database between 2008 and 2021, using the keywords autism and interviews. We analyzed the data using the
Content Analysis technique (BARDIN, 2016) with the help of ATLAS.ti software. We discussed the
categories raised, diagnosis and health; education; and family relationships from the theoretical-
methodological perspectives of Vygotsky (2003) and Bronfenbrenner (1996). Such an analysis made it
possible to relate personal and social issues based on the socio-historical and bioecological relationships that
involve the lives of subjects with autism. The results show the interference between the insufficient supply
of setvices and social support policies and these people's development; the importance of school and the
inadequate teacher training; and the repercussions of this development in family routines, especially in the
life of the mother figure.
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A BIOECOLOGIA DO AUTISMO: UMA ANALISE DOS RELATOS SOBRE AS QUESTOES SOCIAIS QUE
ATRAVESSAM O DESENVOLVIMENTO?

RESUMO: Este artigo apresenta uma revisao da literatura sobre relatos acerca de pessoas com autismo em
pesquisas realizadas nos campos da Educacao, Psicologia, Medicina e Enfermagem. Foram coletados 22
artigos na base de dados SciELO, entre os anos de 2008 e 2021, a partir das palavras-chave autismo e
entrevistas. Os dados foram analisados pela técnica da Analise de Conteudo (BARDIN, 2016), com o auxilio
do software ATLAS.ti. As categorias levantadas — diagnostico e saude; educagao; e relagoes familiares —
foram discutidas a partir das perspectivas teérico-metodoldgicas de Vygotsky (2003) e Bronfenbrenner
(1996). Tal analise permitiu relacionar as questoes pessoais com as sociais, tomando por base as relagdes
socio-historicas e bioecolégicas que envolvem a vida dos sujeitos com autismo. Os resultados apontam para
a interferéncia entre a insuficiéncia de oferta de servigos e politicas de suporte social e o desenvolvimento
dessas pessoas; a importancia da escola e a deficitiria formagdo docente; e as repercussoes desse
desenvolvimento nas rotinas familiares, sobretudo na vida da figura materna.

Palavras-chave: autismo, desenvolvimento humano, perspectiva socio-histérica, teoria bioecoldgica.

BIOECOLOGIA DEL AUTISMO: UN ANALISIS DE LOS INFORMES SOBRE TEMAS SOCIALES QUE
TRANSVERSAN EL DESARROLLO

RESUMEN: Este articulo presenta una revision de la literatura sobre los relatos acerca de las personas con
autismo en las investigaciones realizadas en los campos de Educacion, Psicologia, Medicina y Enfermerfa.
Se recogieron 22 articulos de la base de datos SciELO, entre 2008 y 2021, utilizando las palabras clave autismo
y entrevistas. Los datos se analizaron mediante la técnica de Analisis de Contenido (BARDIN, 2016), con la
ayuda del software ATLAS.ti. Las categorfas planteadas, diagnéstico y salud; educacién; y relaciones
familiares, fueron discutidas desde las perspectivas tedricas y metodolégicas de Vygotsky (2003) y
Bronfenbrenner (1996). Este analisis permitio relacionar las cuestiones personales con las sociales, a partir
de las relaciones socio-historicas y bioecoldgicas que envuelven la vida de los sujetos con autismo. Los
resultados sefialan la interferencia entre la insuficiente oferta de servicios y politicas de apoyo social y el
desarrollo de estas personas; la importancia de la escuela y la deficiente formacién docente; y las
repercusiones de este desarrollo en las rutinas familiares, especialmente en la vida de la figura materna.

Palabras clave: autismo, desarrollo humano, perspectiva socio-historica, teoria bioecoldgica.

! "The translation of this article into English was funded by the Fundacio de Amparo a Pesquisa do Estado de Minas Gerais -
FAPEMIG, through the program of supporting the publication of institutional scientific journals.
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INTRODUCTION

The debate about human development processes crosses different areas of knowledge and is
present in many studies that seek to understand how we learn and transform ourselves. Such studies were
definitely marked by the ideas of Lev Vygotsky (2003) and Urie Bronfenbrenner (1996), as they were able to
mark the interrelation between development and the social context, highlighting that the human being is
constituted in social relations, in social, economic, political, environmental, and cultural contexts. Thus, a
procedural perspective is attached to human development (extending from birth to death), within culturally
organized and socially regulated environments, through interactions established with partners, in which each
one, regardless of age, plays an active role.

Vygotsky (2003) remains current, being a source of inspiration for countless research. The
psychologist was the first to treat human development from social interaction and living conditions, which
makes us understand that the brain modifies and develops from the relations with the environment and in
the historical context in which it is inserted. The socio-historical-cultural perspective outlined in his research
deals with human development in the phylogenetic, that is, from the study of the history of the human
species, and ontogenetic, that is, from the study of the history of the human individual.

Bronfenbrenner (1996), in turn, in the late 1970s, when dealing with individual characteristics,
based on naturalistic researches of observation of people in their real contexts, pointed out that "human
development is defined as the phenomenon of continuity and change in the biopsychological characteristics
of human beings, as individuals and as groups" (BRONFENBRENNER, 1996, p. 38), being "characterized
by the commitment to understand the dynamics of the relationships between the individual and the diverse
and integrated ecological levels" (BRONFENBRENNER, 1996, p. 19).

Therefore, it is possible to find convergent aspects in these perspectives, since both emphasize
the fact that social relations are continuously co-constructed from interactions, that is, from shared and
interdependent actions established among people (OLIVEIRA, 1988, 1996; OLIVEIRA; ROSSETTI-
FERREIRA, 1993). It is worth highlighting, in the meantime, the place of conflict and contradiction as an
integral and fundamental part of the process, since here it is admitted the existence of the confrontation of
actions, emotions, motivations, and meanings of the different participants. Thus, development would occur
in the midst of conflicts and crises, in which people and the networks of meanings that permeate the process
are continuously and mutually transformed and restructured in these interactions.

Researching how these processes take place in people with disabilities, specifically those with
autism spectrum disorder (ASD) - a global disorder that affects mainly cognition, communication/language,
and social interaction - and seeking to understand how adaptations and development of this specific public
happen, on the other hand, is not something so common, as we will show below. Perhaps this is due to the
great heterogeneity and the possible dimensions of variability of the symptoms that affect the individuals
included in these pictures.

QUESTION AND OBJECTIVE

In view of these facts and without the pretension of exhausting the subject, we seek, in this
article, to answer the following question: how has the literature studied/presented the aspects that go through
human development, experienced daily by people with ASD? Thus, we aimed to investigate them,
considering some reports collected in interviews with the persons themselves, their families, health, and
education professionals, based on atticles from the Scientific Electronic Library Online - SciELO? portal of
Brazilian journals, published between the years 2008 and 2021.

2 This article has some limitations in the scope of the various research sources available, since no articles published in event
proceedings or other international databases were searched.
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THEORETICAL AND EPISTEMOLOGICAL REFERENTIAL

We consider it important to clarify the theoretical perspectives that guided the undertaking of
this research, such as the work of the Laboratory of Inclusion, Symbolic Mediation, Development and
Learning (LIMDA), from the School of Education at the Federal University of Rio de Janeiro (UFR]), of
which we are an integral part, which are based on studies that consider development as a social genesis, i.e.,
in close relationship with the sociocultural context (REGO, 1999).

Thus, we refer to the studies by Vygotsky (2003) who, by focusing on the development of
complex forms of human behavior, analyzes the issue of biological maturation as a secondary factor in this
process, since such forms depend on the interaction of the subject with its culture. Therefore, for him, what
is innate is not enough to produce the individual in the absence of the social context.

Vygotsky (2003) presents a theory of development that reflects the subject in its entirety,
dialectically articulating the internal and external aspects and considering the relationship of this subject with
the context, history, society and culture in which it is inserted (FREITAS, 2002). In this way, the development
is not a predictable, universal, linear or gradual process, but a web that comprises a systemic interdependence
(BRONFENBRENNER, 1996).

In this context, we validate his considerations about the process of socially constituted
development, in a reciprocal action between the organism and the environment, emphasizing that such a
process would occur from the constant interactions between them, since the most refined psychological
forms would be the result of this social life (BERSCH; YUNES; MOLON, 2020). These notes reiterate
human development as a phenomenon of continuity, i.e., likely to occur throughout life (in successive
generations) and over historical time.

Thus, we have a panorama that meets what Smolka and Gées (1993, p. 10) emphasize, especially
when they state that "what seems fundamental in this interpretation of the subject's formation is that the
individuation movement occurs from the experiences provided by culture" and that, therefore, it would have
a "character more of revolution than of evolution". Therefore, "the subject is made as a being differentiated
from the others but formed in the relationship with the other: singular, but socially constituted, and,
therefore, in an individual conception, but not homogeneous" (SMOLKA; GOES, 1993, p. 10).

Our other theoretical pillar is in dialogue with Vygotsky and is based on the studies of
Bronfenbrenner (1996), which, from contextualist assumptions, associates the experiences at the individual
level with sociocultural and historical dimensions, i.e., not restricted to interpersonal relationships, but rather,
to the relationships between proximal and distal environments (SENNA, 2011).

Bronfenbrenner (1996) points out the issues concerning human development as changes in the
way a person perceives/deals with the environment. For him, as discussed in Senna (2011, p. 15), learning
and development are interrelated and, through proximal processes, "|...] defined by the power to promote
competencies or dysfunctions depending on the forms of interactions between people and other people,
people and objects or symbols", defined by him as significant relationships, there are the drivers of
development and learning,

The theorist, when discussing what he defined as "bioecology of human development”, makes
propositions regarding the "(re)integration of the human being in its micro, meso, exo and macrosystemic
dimensions™ (SENNA, 2011, p. 18). The systemic thinking, supported by Bronfenbrenner (1996), according
to Senna (2011, p. 22), "considers that human development results from the joint activities of people. Such
activities enable the complexification of the individual/collective development process".

It is interesting to note that the psychological organism referred to by Bronfenbrenner (1996),
as discussed in Senna (2011), is:

[...] more than the individual's biography over time, it is a living organism in intense internal activity,
in temporal development and according to the context in which it finds itself. The proximal context,

3 These dimensions are explored in detail in Bronfenbrenner (1996) and Senna (2011).
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or microsystem, will provide (or not) the reciprocal interaction and the author makes a point of
presenting the importance of proximal processes and their effects. (SENNA, 2011, p. 22).

Entering the discussions about development and articulating them to the Autistic Spectrum
Disorder, ASD, reaching them to our theoretical contribution, we highlight that, in the Bioecological Theory,
development goes through processes of reciprocal interaction that occur progressively, over time, between
the developing person and the context (BRONFENBRENNER; CECI, 1994; BRONFENBRENNER,
1996, BRONFENBRENNER; EVANS, 2000). This interaction refers to the "proximal processes" that
comprise the transfers between developing human beings and other people, objects, and symbols in the
environment. As an example, we have the family context, dimension in which these relations occur
throughout time and whose interaction becomes progressively more complex. It is the proximal processes,
that is, the relationship with the other and with the environment, that promote development, and, in this
case, of both the person with ASD and the family to which he or she belongs.

It should be noted that the Autistic Spectrum Disorder is a classification determined by the
Diagnostic and Statistical Manual of Mental Disorders/DSM-V (AMERICAN PSYCHIATRIC
ASSOCIATION, 2013), which comprises the autistic disorder, the Asperget's disorder and the petrvasive
developmental disorder. These disorders are marked by lags in social interaction, determining losses in the
ability to relate to others, in addition to language deficits and behavioral changes. Their symptoms manifest
themselves in a continuum of support levels demanded in two areas: social communication and restricted
and repetitive behaviors.

In most cases, parents are the first to notice their children's developmental difficulties, which are
usually related to deficits in socialization skills, inflexibility and/or behavioral problems, and verbal language
delay, the absence or delay in speech being the main symptoms that lead them to seek professional help. The
suspicion that something is not going as it should awaken the parents, especially the mothers, to the
beginning of a long journey.

The study by Lemos et al. (20106) gives a history of the nosology and reports that autism was first
described by psychiatrist Leo Kanner in 1943, based on the idea that unaffectionate parents could trigger
their children's altered behaviors. The authors continue their history and point out that, beginning in the late
1980s, autism came to be considered a Global Developmental Disorder (GDD) in the International Code of
Diseases, ICD 10 (1989), and Invasive Developmental Disorder (IDD) in DSM IV (1994). In 2013, the
Diagnostic and Statistical Manual of Mental Disorders (DSM-V) started adopting the term "Autistic
Spectrum Disordet" (ASD). The evolution in nosology was studied by Lopes (2021):

Throughout the 1970s and 1980s, autism came to be seen as a cognitive disorder. At this time, it
stopped being understood as a condition that involved simple emotional and social withdrawal and
started to be considered as a developmental disorder, involving severe deficits in cognition with
probable origin in some form of brain dysfunction. As of the late 1980s, several authors began to
thoroughly research this social impairment and to adopt a developmental approach (LAMPREIA,
2004). However, we know that there is still no evidence and no studies on the cause of this disorder.
What there is only speculation about its origin (LOPES, 2021, p. 22).

It turns out that, according to Camargo et al. (2020, p. 3), "ASD is no longer classified as a rare
disorder". Olivati and Leite (2019) estimate in numerical terms that the prevalence of people with autism is
around "1% among the adult population (BRUGHA et al., 2011). However, studies conducted with the child
age group report that one in 59 children aged 8 years have a diagnosis of the disorder" (BAIO et al., 2018, p.
2). About university experiences, the authors report that in Brazil, according to data from the Anisio Teixeira
National Institute for Educational Studies and Research (INEP, 2018), 1.9% of the enrollment of self-
declared students with disabilities were autistic (in absolute numbers, a total of 754 students with Autistic
Spectrum Disorder; among these, 378 diagnosed with Childhood Autism, and 376 with Asperger Syndrome),
in face-to-face and distance learning modalities. However, they point out that about 38% manage to finish
Higher Education.
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In the specific case of individuals with ASD, it would be possible to differentiate their proximal
processes under several aspects; as an example, we can cite two types of results that would involve the analysis
of the behavior of these individuals, regarding: competence (acquisition and development of knowledge, skill
or ability to manage one's own behavior); and dysfunction (difficulties in controlling behavior in different
situations and domains of development). From this perspective, we understand that the exposure of the
person with ASD to stimuli and diversified contexts is one of the factors that strongly interfere in this
development, and it can be evaluated from various perspectives that range from the permanence and
respective frequency and intensity of manifestations, interruption, to the duration and predictability upon
exposure to these stimuli (BRONFENBRENNER; EVANS, 2000).

Thus, family interaction will not necessarily impact this person in a positive way, since it is not a
linear relationship under a positivist view of cause and effect. Numerous factors must be considered and
analyzed, which interfere in the process of this development. The way the family interacts, the extent to
which this happens, and the direction of the proximal processes (whether the interaction is reciprocal, or
whether it is just the family trying to relate to the subject with ASD), vary systematically. This variation is
related to a set of characteristics of the developing person, the environmental context, the continuities and
changes that occur over time, the historical period, and the nature of developmental outcomes
(BRONFENBRENNER; CECI, 1994; BRONFENBRENNER; EVANS, 2000). Thus, family involvement
is susceptible to the influence of numerous variables - such as the characteristics of the person with ASD,
the context in which he or she is inserted, as well as the historical period in which this is affirmed - which
will affect how he or she will be involved, the content and even the intensity of this involvement, or the time
that the family interacts with him or her.

The proximal processes are essential for the development of each person's biological abilities
and genetic potential, as they enable personal resources to be stimulated and developed
(BRONFENBRENNER; CECI, 1994). Thus, it is in the interaction with others that each person has
experiences, being able to expand their abilities, in short, to develop themselves.

It is in this referential of human development that we anchor the research described here, since
investigating this development, considering fragments of reports from interviews with the people themselves,
their families, health, and education professionals, can corroborate in order to point out the main aspects
that affect this discussion, from the point of view of the "protagonists" themselves and their respective
microsystems, mesosystems, exosystems and macrosystems.

METHODOLOGICAL APPROACH

As a methodological perspective, we chose the integrative literature review, since it can
contribute to the expansion of existing knowledge, from what is evidenced within the limits of the research
already conducted, in addition to enabling the identification of possible gaps and trends in scientific
production on the theme that we propose to outline (MENDES et al., 2008). The undertaking of this research
is justified by the importance of knowledge and interpretation of the scientific production concerning the
study, since, in addition to tracking works that, to some extent, support and contribute to the formulation
and implementation of public policies, it may inspire future studies.

As we previously announced, for the purposes of this review, we focused on the narratives
collected at SciELO using the following search equation: advanced search; peer-reviewed texts published up
to the year 2021; and the keywords autism and interviews, combined with the Boolean operator AND. As a
result of these filters, we had as a result 28 publications from the year 2008, and all of them from the
Education, Psychology, Medicine, and Nursing areas.

Aiming at a greater depth, for the stages of analysis and discussion, the articles were read, reread,
coded, and categorized using the software ATLAS.ti (9.0), which helps the process of Content Analysis
(BARDIN, 2016), defined as:
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[...] a set of techniques of communication analysis aiming to obtain, by systematic and objective
procedures to describe the content of the messages, indicators (quantitative or not) that allow the
inference of knowledge regarding the conditions of production/reception (inferred variables) of
these messages (BARDIN, 2016, p. 48).

From reading the articles, we created 30 codes, which we organized, by thematic approximation,
into three categories: diagnosis and health, education, and family relationships. As expected in an integrative
review, we used, for this categorization, the following guiding question: what announcements and
denunciations can be captured in the narratives of and about people with ASD about the development
process? We did the analysis itself, that is, the interpretation and inferences, from different fields, having as
theoretical-epistemological-methodological referential the bioecological perspectives of Bronfenbrenner and
the socio-historical-cultural of Vygotsky.

From this survey, knowing a little more about the lives of people with autism and their
relationship with the related social issues, we identified key points that we consider need more attention by
researchers in the area, as well as by public policy makers. In view of the above, in this article we present and
discuss the referential adopted and then, we explain the review carried out and the results found, discussing
the categories identified; finally, we announce issues still amenable to exploration in future studies and
research.

We corroborate the perspective that the production of knowledge in research is aligned with the
idea of learning as a shared social process that generates development (FREITAS, 2002). Therefore, we
understand this methodological proposition as consistent with the Vygotskyan dialectical theory, in the scope
of the understanding of human phenomena, since, based on the premise of the social constitution of higher
mental functions, in an interactive process made possible by language and that precedes personal
appropriation, we also see research as a relationship between subjects, a relationship that becomes a promoter
of development mediated by another. Based on these interactional aspects, we agree with Freitas (2002) when
dealing with the researcher and the investigated as two subjects in interaction, especially when stating that
the researcher is part of the research situation itself; therefore, neutrality is impossible and, consequently, his
action and the effects it provides constitute elements of analysis.

We also refer to the premise that weaving analyses in extensive databases presents challenges to
the researcher and that, therefore, at this moment, the theoretical-methodological clarity will act as an
essential support, since it can point guiding sieves to them (ROSSETI-FERREIRA; AMORIM; SILVA,
2000). In our case, we guide the considerations by the network scheme, that is, depending on the questions
and the moment of the process under analysis, and we prioritize certain aspects of the network. Different
people, fields of interaction, or scenarios assume greater or lesser relevance, as occurs in figure-and-
background movements, in which detailed analyses alternate with a more general look at the material as a
whole.

As explained in the introductory part, we carried out the integrative review of publications aiming
to find direct reports about these people, since this would bring a differential to the work, referencing the
own perceptions/conceptions of these subjects from the information about the problems expetienced daily
and that go through their developments®. For this review, we based ourselves on the model indicated by
Souza, Silva, and Carvalho (2010), which inspired us to adapt the records presented here. We considered the
integrative review method based on six steps: elaboration of a guiding question; literature search in databases;
registration or data collection; critical analysis of the research found; discussion of results; and presentation
of the integrative review itself.

* Our option to use the word development in the plural is in tune with the assumptions of Morin (2000), especially when he
discusses about unitas multiplex, referring to what he considers preponderant to the education of the future, dealing with the
dimensions of unity and human diversity. According to Motin (2000, p. 55), "[...] it is essential to take cate that the idea of the
unity of the human species does not erase the idea of diversity, and that its diversity does not erase the idea of unity", that is, we
reiterate with the word "developments" what Morin (2000) refers to when he talks about the importance of conceiving the unity
of the multiple and the multiplicity of the one.
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We performed the qualitative analysis of these data based on the Content Analysis technique
(BARDIN, 2016), with the aid of the ATLAS.ti 9.0 software. It consists of the following main phases, which
we describe below.

1) pre-analysis, which corresponds to a period of instructions, seeking to systematize initial ideas;
in this phase there are three important missions: the choice of the documents that were analyzed,
in this case, the 22 selected articles; the formulation of hypotheses/objectives, which, in this
case, are related to the understanding that, beyond diagnosis, there are other issues that cross
human development and that identifying them would come to contribute in verifying gaps in
studies/research and in the possibility of (re)creating public policies that, in turn, could enhance
development processes; and the elaboration of indicators, such as the division of the collected
material by areas of knowledge, among them Medicine, Psychology, Education, and Nursing,
which help in the final analysis;

2) exploration of the material, which is a long phase in which codification, decomposition, or

enumeration operations are carried out, enabling interpretations and inferences; in this phase we

identified 30 codes, which we organized into three analysis categories - diagnosis and health,
education, and family relations -, which we will present in networks, below.

3) treatment of the results obtained and interpretation, a stage in which the raw results obtained

in the research are given their meanings. It is important to point out that we sought to carry out

an interpretivist and contextualist analysis of the data. For the purposes of this article, we chose
to focus on the analysis of the codes with the highest incidence, although we did not discard the
others, since they contributed to build the meaning of each of these categories.

RESULTS AND DISCUSSION

Following the steps foreseen in an integrative review, we proceeded with the literature search in
the chosen database and organized the articles collected, according to Chart 1.

Chart 1 - Articles searched in SciELO

Article Title Authorship Journal/yeat Key Words
"I am not a blue angel": BRILHANTE, A. V. M.; Sex education; Sexuality;
sexuality from the perspective FIGUEIRA, L. M. A; Autism

of autistic adolescents

LOPES, S .V.M. U,;
VILAR,N.B. S
NOBREGA, L. R. M;
POUCHAIN, A. J. M.
V.; SUCUPIRA, L. C. G.

Ciéncia & Saude
Coletiva/2021

Autism: impact of the diagnosis
in the parents

AGUIAR, M. C. M,;
PONDE, M. P.

Jornal Brasileiro de
Psiquiatria/2020

Autism spectrum
disorder; Family; Coping

Family experiences in the
discovery of autism spectrum
disorder: implications for
Family Nursing

BONFIM, T. A;
GIACON-ARRUDA, B.
C. C; HERMES-
ULIANA, C.; GALERA,
S. A. F.; MARCHET, M.
A.

Revista Brasileira de
Enfermagem/2020

Family; Diagnosis;
Autism spectrum
disorder; Child; Family
nursing

Challenges in the schooling
process of children with autism
in the inclusive context:
guidelines for continued
education from the perspective
of teachers

CAMARGO, S.P. H,;
SILVA, G. L.; CRESPO,
R. O.; OLIVEIRA, C. R;;

MAGALHAES, S. L.

Educa¢io em Revista/2020

Inclusion; Autism;
Continuing Education of
Teachers
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Article Title

Coparenting in the family
context of children with autistic
spectrum disorder

Authorship

PORTES, J. R. M,;
VIEIRA, M. L.

Journal/year

Psicologia em Estudo/2020

Key Words

Autism; Coparenting;
Family

Inclusion and permanence of
university students diagnosed
with autistic spectrum disorder:
discussions about language
barriers

SILVEIRA, P. T;
DONIDA, L. O
SANTANA, A. P.

Avaliagao — Revista de
Avaliacao de Educacio
Superior/2020

Autism; Inclusion;
University

Parenting a child with autism

AGUIAR, M. C. M;
PONDE, M. P.

Jornal Brasileiro de
Psiquiatria/2019

Autism spectrum
disorder; parents; mental
health

Academic experiences of
college students with autistic
spectrum disorders: an
interpretative analysis of
reports

OLIVATL A. G.;
LEITE, L. P.

Revista Brasileira de
Educag¢io Especial/2019

Autism; Autistic
Spectrum Disorder;
University; Inclusion;
Disability

"Everyone wants to have a
perfect child": experiences of
mothers of children with
autism

CONSTANTINIDIS, T.
C,; SILVA, L. C;
RIBEIRO, M. C. C.

Psico-Usf/2018

Autism; mother-child
relationships;
motherhood

Narratives of mothers of
children with autism spectrum
disorders: focus on eating
behavior

LAZARO, C. P,
PONDE, M. P.

Trends in Psychiatry and
Psychother/2017

Autism spectrum;
behavior problems;
patents' style; qualitative
methods; eating and
feeding disorders

Collaborative networking as a
driver of teachers' professional
development

MONTANO, M. J. N,;
MARTINEZ, A. L; LA
TORRE, M. E. H.

Revista Brasileira de
Educagio/2017

Collaborative learning;
Educational networks;
Professional networks;
Network communication;
Quality education

Beliefs indicative of parental
resilience in the context of
autism

SEMENSATO, M. R.;
BOSA, C. A.

Psicologia: Teoria e
Pesquisa/2017

Autism; Parents; Couple;
Resilience; Diagnosis

Repercussions of autism in the
sibling subsystem from the
perspective of adult siblings

CEZAR, P. K.; SMEHA,
L. N.

Estudos de Psicologia/2016

Sibling relationships;
Family relationships;
Autistic disorder

Parents' and teachers'
conceptions of the inclusion of
autistic children

LEMOS, E. L. M. D,;
SALOMAO, N. M. R;;
AQUINO, F.S. B,
AGRIPINO-RAMOS, C.
S.

Fractal: Revista de
Psicologia/2016

Inclusion; Autism;
conceptions

Political activism of autistic
parents in Rio de Janeiro:
reflections on the "right to

treatment

NUNES, F.; ORTEGA,
F.

Sadde e Sociedade/2016

Autism; Family Activism;
Disability; Rights

Childhood autism: impact of
the diagnosis and repercussions

PINTO, R. N. M,;
TORQUATO, I. M. B,;

Autistic disorder;
Diagnosis; Family

on family relationships COLLETC, N.; Revista Gaicha de relations
REICHERT, A.P. S,; Enfermagem/2016
NETO, V. L. S,
SARAIVA, A. M.
Mothers of children with Autistic disorder; Child
o . EBERT, M,; . .
autistic disorder: perceptions Revista Gaucha de health; Mental health;
. . LORENZIN, E.; SILVA, .
and trajectories B Enfermagem/2015 Child development;

Pediatric nursing

Feeding exchanges between
autistic babies' siblings and
their mothers: risk or resource?

CAMPANA,N. T. C,;
LERNER, R.

Revista Latinoamericana de
Psicopatologia
Fundamental /2014

Early development;
Interdisciplinarity;
Autism; Risk
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inclusive education: analysis of
the mediation pattern of the

MARANHAO, R. V. A,
CUNHA, A. C. B.

Revista Brasileira de
Educagio Especial/2008

Article Title Authorship Journal/year Key Words
The experiences of mothers of SEGEREN, L.; . . Autism; Adolescence;
autistic youngsters FRANCOZO, M. F. C. Psicologia em Estudo/2014 Mothers
et T o a | b | S
cachers about infantric autis SANTOS, M. F. S. Sociedade/2012 00¢ autisi
Education
The experience of maternity of ) Maternity; Autism;
mothers of children with SMEHA, Ilg II\<]" CEZAR, Psicologia em Estudo/2011 Psychology
autism T
Teacher-student interaction Educational inclusion;
with autism in the context of FARIAS, I M.; Teacher-student

interaction; Mediation;
Special education

teacher based on the Mediated
Learning Experience Theory

Source: Elaborated by the authors.

As already mentioned, three categories emerged from the Content Analysis (BARDIN, 2010).
The first of them, "diagnosis and health", gathered 13 codes; among those with more frequency, we highlight
the four with greater evidence, as shown in Chart 2: the contact with the diagnosis (75 citations), which refers
to the impact suffered by the family; the social issue (65 citations), which deals with the repercussions in the
socioeconomic spheres, in these contexts, and the support networks that would act as support; the diagnosis
process (46 citations) refers to the tortuous path taken by the family until the definition of the picture; and,
also, autism (46 citations), which addresses the definitions of autism given by the authors and researched.

Chart 2 - Network: Diagnosis and health category

Diagnostico e saide
Public services 3 quotes
Institutions 10 quotes
Associations 3 quotes
Social issue (Autism) 65 quotes
Prognosis 2 quotes
Autism 46 quotes
Contact with diagnosis 75 quotes
The diagnostic process 46 quotes
Prevalence 7 quotes
Treatment 14 quotes
Coping strategies 9 quotes
Disabled 6 quotes
The context of disclosing the diagnosis 13 quotes

Source: Elaborated by the authors.

The category "education", presented below, had five codes. Among them, we chose to deepen
the analysis on the two that pointed to a higher frequency: teacher training (83 citations) and learning process
(40 citations). The first refers to the difficulties encountered by teachers in the teaching and learning process
of the person with ASD. The second is related to the particularities in the development of these people and
that may affect their school/academic life.

Chart 3 - Network: Education category

Education
Teacher training 83 quotes
School 33 quotes
Learning process 40 quotes
Inclusion 34 quotes
Exclusion 2 quotes

Source: Elaborated by the authors.
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The third and last category, "family relations", illustrated below, encompassed 12 codes, among
which we chose three for further study because they showed greater prominence: the one concerning the
family (45 citations); the one concerning mothers (36 citations); and finally, the one concerning co-parenting
(30 citations). "Family" concerns the (tre)construction of families, from the moment of diagnosis, and their
relationships among the members of these micro (nuclear family) and mesosystems (other relatives). The
code "mother" highlights the mothers' self-perception about becoming a mother from a perspective linked
to autism. "Co-parenting”, in turn, is related to the issue of the presence and/or absence of the father figure
and its crossings in the education of the autistic child.

Chart 4 - Network: Family Relationships Category

Family relationships
Family 45 quotes
Future 13 quotes

When parents die 1 quotes
Fathers 7 quotes
Mothers 36 quotes

Coparenting 30 quotes
Resilience 16 quotes
Communication 20 quotes
Aggressiveness 1 quotes
Sexuality 20 quotes
Brothers 27 quotes
Careful 7 quotes

Source: Elaborated by the authors.

We emphasize that these networks contributed to a dialectical and complex view (MORIN,
2000) of the whole, of the categories and their associated parts, the codes, since they constitute units of
meaning. At the same time, we intended to contribute so that readers could follow the path of organization
and subsequent analysis of the data found in accordance with the stages of integrative review that followed:
critical analysis of the research and presentation of the discussion of results, by category.

DIAGNOSIS AND HEALTH

The relationship between families and health services begins with the parents' concern about
their child's differentiated behavior. This process begins with a search for diagnosis, which leads them to
follow a trail through health and care services. According to the articles analyzed, we notice that these families
seek the care institutions to obtain explanations about the atypical development process.

Ebert, Lorenzini, and Silva (2015), when presenting the complaint of a mother, point to the
difficulty of identifying the condition with the respective indication of the ICD (International Classification
of Diseases) by the professional who would need to give the diagnosis, the doctor. In addition to this, there
is the long waiting time for consultations and the light manner in which they often take place. Many times,
the nurses or other health professionals who live longer with these children already have a greater sensitivity
to identify characteristics present in ASD.

[...] a mother (M7) reported that nurses who already knew the child, because they had more contact
from routine consultations, mentioned that the child had autism. However, the medical diagnosis
was not yet confirmed.

Several nurses would say in routine consultations: "I think your child has autism". They knew him

and said: "It's autism!". [...] The neurologist would only say that he [the child] had mental retardation.
[...] I needed the ICD, and the neurologist said it was mental retardation. And I would ask: "What
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kind of retardation does he have?" "He has one year of retardation", the neurologist would say (M7)
(EBERT; LORENZINI; SILVA, 2015, p. 53).

If the wait for the diagnosis is distressing, the moment of its confirmation is impacting. The texts
present numerous reports of mothers who claim to have received it without any explanation of what it was
about and, often, in inappropriate environments for a conversation of this content, such as hospital corridors.

When the doctor said: "Your child has autism", I immediately thought the worst. I didn't know what
it was and that made me even more desperate at the time because I didn't know what it was. So, the
fact of not knowing made it even worse at the time of receiving the news because I did not know
what it was [...] maybe if I knew it could have been less bad (E6) (PINTO ez al, 2016, p. 4).

A diagnosis of ASD is a relevant event in the lives of parents, and communicating this
information is an important and difficult task. Giving and receiving a diagnosis of ASD represent key points
regarding the possibility of the child's development and the parents' adherence to the planned treatment
(AGUIAR; PONDE, 2020). Added to this is the fact that the diagnosis opens doors for access to social
benefits. However, while admitting the receipt of the diagnosis as an achievement, we consider this the
beginning of a new search, that of treatment. It was also possible to see in the data evidence of a fragility in
the follow-up and assistance to people with autism and their families, as highlighted by Bonfim e al:

Occasioned, mainly, by the unpreparedness of health professionals due to little knowledge on how
to assist children and families, by the feeling of insecurity when providing care, by the difficulty of
organization and integration of the Health Care Network and the stigma related to mental disorders.
(BONFIM ez al., 2020, p. 2).

Still in this scenario, we note that the supply of public services available, or where the State acts
less vigorously in this supply, is presented as insufficient or inadequate. However, in the private sphere,
families provide regular care to their children and, therefore, boost their development, which demonstrates
the concrete representation of inequalities:

In Volta Redonda, families with sufficient financial conditions to afford the high costs of treatment
provide weekly care to their children, adult autistic, in private clinics, while the others rely on the
available treatment - however, considered "insufficient" and "inadequate”" - in the public mental
health network (Psychosocial Care Centers, Caps) of the region INUNES; ORTEGA, 2016, p. 968).

In this list of inconsistencies, Nunes and Ortega (2016) argue that, in addition to public policies
that encourage the expansion of care and social support networks offered to autistic people, other
movements have been organized by families in favor of the fight for the right to quality treatment. The
authors ponder that the family members' claims indicate that the care offered in these centers (Psychosocial
Support Networks - RAPS® /SUS® /CAPS’ /CAPST) generate dissatisfaction, as reported by a mother.

There is not one person I have talked to who attends a CAPS and is satisfied, precisely because of
this: they [CAPS professionals] cannot see the peculiarities of autistic people, they think that the
family members of autistic people want privileges. They can't see that it is such a specific syndrome
that can't be put in the "ah, everyone has to live here" category. I believe that we have to live with
everyone, as long as we first learn to live with everyone. Until we get to that point, we do need
specific things. [...] My criticism [to CAPS] starts from this side. There is a discourse that the person
is seen as a single being, but, in practice, it is different NUNES; ORTEGA, 2016, p. 970).

> Psychosocial Care Network.

¢ Unified Health System (SUS).

7 Psychosocial Care Center.

8 Center for Child and Youth Psychosocial Care.
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Although considered incipient, these assistances are fundamental, to the extent that, "through
this social support, it is possible to receive emotional, cognitive and even financial support’ " (SMEHA;
CEZAR, 2011, p. 47). Besides the officially constituted institutions - which can broaden the view of families
and contribute to the creation of a social network based on mutual support - there are reservations regarding
the "closure" that can cause, considering that they end up being configured as exclusive spaces. This point is
highlighted by Constantinidis, Silva, and Ribeiro (2018) when dealing with social support restricted to
mothers' groups:

One can think that this mother, by identifying only as the mother of an autistic child, seeing no
meaning in other possibilities of existence - "get me ready for what?" - and feeling supported only in
groups of mothers with this same profile, may restrict her universe, in a movement that places her
isolated from the world, just like her child with autism (CONSTANTINIDIS; SILVA; RIBEIRO,
2018, p. 55).

This universe considers the characteristics of autism addressed by the manuals and referenced
above. Some authors, such as Aguiar and Pondé (2020), mention the fact that professionals suggested that
the problem could reside in the way mothers raised their children, sometimes stating that they invented
problems that did not exist, generating a culture of discredit, making these mothers only feel accepted, in
fact, in exclusive groups, free from judgments that would blame them. This information brings us back to
the fact that, even so many years after Kanner's description (1943), the false idea that autism has to do with
an unloving interaction between the mother and her child remains, and current research (EVANGELHO et
al., 2021) point to a biological or neurogenetic incidence, which is an aspect in itself that mobilizes these
mothers, besides the educational factors.

In the analyzed studies, autism has been explained especially from three perspectives:
developmental, cognitive, and neurodiversity. In the first, the typical development is taken as the basis to
understand a differentiated process of the child. Thus, it is considered that this child presents a disorder, or
disturbance in development, which may be associated with biological issues. In the cognitivist perspective,
the focus is on the subject's commitment to understanding other people's mental states, which is called theory
of mind. In practice, the work with this public is focused on stimulating the perception and understanding
of the several mental states of people interacting in this context and in the way they express themselves,
seeking to expand and improve their communication strategies. In the last years, from social movements
fighting for the rights of the person with autism, a new paradigm has emerged, that of neurodiversity, which
"recognizes autism as a disability, although it also considers it a neurodiverse condition. Aligned with the
social model of disability, Neurodiversity has as a key assumption that all forms of neurological diversity
should be respected." (BRILHANTE et al., 2021, p. 418).

Autism presents itself in various forms, it is common to hear that there is no autistic person the
same as another. The spectrum concept gives this idea, that the levels of involvement can vary between those
who need more support and those who need less support. The difficulties in communication and social
interaction of the person with autism directly affect those closest to them, in most cases the nuclear family,
especially the mother. As children with autism tend to present difficulties in performing common activities
of daily life, a relationship of dependence on care is established, which generates significant changes in the
family routine.

We must emphasize that these changes, especially with the International Convention on the
Rights of Persons with Disabilities (UN, 20006), need to consider development from a biopsychosocial point
of view'’, i.e., that extends throughout life and starts to add elements referring to youth and adulthood, such
as sexuality, access to higher education, and insertion in the labor market. We consider that these factors, for

% We understand social support as that resulting from the diagnosis related to the ICD (F84), since it gives the families the
opportunity to apply for benefits such as the one foreseen in the Organic Law of Social Assistance (LOAS), and even subsidies
for the purchase of cars, among others that go beyond the financial issue.

10" A multidisciplinary approach that opposes the biomedical one and understands the biological, psychological, and social
dimensions of an individual, considering his or her environment and social relations.
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these mothers, present themselves as challenges shared in the support groups. According to Segeren and
Francozo (2014, p. 44), "mothers of autistic youth report not knowing who to turn to and how to resolve
the situation regarding sexuality, saying that they feel lost with the situation." There is information about the
processes of infantilization of people with disabilities, including those with ASD, drawing attention to the
stereotype of innocence, with the denial of the sexuality of people with autism, materialized in the expression
"Blue Angel", which, for Brilhante e# 2/ (2021), would act as a discursive process, standardization their
infantilization. Added to this is the fact that difficulties in understanding the social norms related to ASD,
specifically, contribute to the stigmatization of these young people in the social context.

The teacher seemed confused by my question. And I just said that I had a hard time letting myself
be touched, but that I wanted to be touched. She looked at me in amazement and said that I shouldn't
think about such things. But I didn't understand why I couldn't ask that in class if it was a
reproductive system class. After discussing this episode in his therapy and dialoguing with his parents,
Naruto reports having realized that: I have to be careful, because there are people who can abuse my
sincerity. People don't usually deal well with these issues. I understood that, but it doesn't change
how I feel [...]. To make matters worse, I still become the stranger, the weird one, and this doesn't
help at all (BRILHANTE et al., 2021, p. 420).

The adult phase is marked by exclusion and invisibility, highlichted by Nunes and Ortega (2010),
who highlight the performance of the group of autism activist parents, the Azul Claro, located in Volta
Redonda, municipality of Rio de Janeiro, in which adult autistic people are contemplated in their demands.
According to the authors, many adults depend on integral care, such as hygiene, food, and medication, and
emphasize the influence of treatment opportunities in the development process. We understand that these
aspects are closely related to the possibilities of access to educational stimuli, that is, we highlight the place
of school as a privileged space for development and that, therefore, may, to a greater or lesser extent
(depending on the character of access and permanence), benefit these subjects, which we will better highlight
next, when we explain the category education.

EDUCATION

We consider that the educational processes are closely related to the integral care mentioned in
the previous category once the stimuli to the autonomy of this developing person are linked to the real
possibilities of advances and improvements in the condition.

Smeha and Cezar (2011, p. 47) point out that "the school environment is another important
reference for autistic parents. After the tireless search for treatments for their children, there is also the need
to integrate them into society". The school reveals itself, therefore, as an important support network for
families.

In addition to the educational role, the authors are supported by Jerusalinsky (2007) to point
out, also, that other dilemmas will be inaugurated, once considering the school grouping parameter of the
students, based on the age bracket, this mechanism generates impacts, once there is a tendency for
comparisons to occur between these subjects and the others, facing the development milestones:

Integrating the child into the community is a moment that generates crisis, because already in the
first outings, in places where there are other children, it is noticeable to parents the emergence of
social rejection. Therefore, the moment the child enters school also materializes the issue of
difference and limits in relation to learning JERUSALINSKY, 2007, p. 6).

We understand that this social rejection may be linked to the limits observed in relation to

learning, compared to their peers, since they often perceive little possibility of exchange with the student
with ASD. Such limits are built from a series of gaps in the teaching and learning process that the
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Multifunctional Resource Rooms (MRR)'! have tried to address. However, we recognize a misunderstanding
in the interpretation and materialization of the perspective of Special Education in regular school, in which
these SRMs are included, because we believe that this policy should occur in a
complementary/supplementary way, and not as a substitute, as we have been following in the national
scenario.

The texts found also bring a demand, somewhat silenced, for the school to break with its
regulatory distance established between parents. This distance is materialized at the school gate, where
parents leave their children to the care of the institution, which, in turn, develops its pedagogical work
routine, regardless of the domestic routine of the students, who most of the times adapt not only to the
routines, but to the people and even to the environments.

On the other hand, we mark our defense of the family-school partnership and counterpose it to
the idea of insertion of the family only as contingency to the punctual needs that impose themselves to the
school daily life, as explained in the article by Smeha and Cezar (2011, p. 48): " They only accept 'F1' on the
condition that I stay waiting. So now it has been three years since he has been in school. I drop him at the
door, I wait the whole period [...], and any eventuality I'm here."

These arguments bring us back to the lack of structure (physical, logistics and staff) still in force
in educational institutions and also to the difficulties pointed out in dealing with differences, which we
understand to be facilitated when there is an effective approximation between school and families, since
these will bring to this new environment a socio-historical perspective, i.e., the one that references the
legitimization of the processes experienced by these subjects in different contexts and times.

Even acknowledging that the core of this article is not in discussing the implications of these
processes in the recent pandemic scenario, we admit that there were specificities that went through this
period, in which hybrid education was imposed and, with it, the entrance of the school into the homes. This
indicated the need to establish closer and more sincere relationships with families, who became its agents at
home. Through the different communication platforms and social networks, in general, the school has come
closer to the parents.

We noticed that the texts analyzed discussed the schooling process of the student with autism
from a perspective of inclusion based more on the development process than on the strategies carried out
by school institutions. At the same time, we credit to inclusion not only people with disabilities, but the
contexts that welcome each human being, regarding their full social participation. In this view, differences
can be considered opportunities to enrich interactions among the school community, to bet on heterogeneity
as a potentiating factor of diverse and stimulating pedagogical actions for the class as a whole (SANTIAGO;
SANTOS; MELO, 2017).

In the wake of the inclusion process focused on student development, we highlight the study of
Farias, Maranhao and Cunha (2008), which investigated the professional practice of two teachers of
kindergarten classes based on the Mediated Learning Experience Theory, by Reuven Feuerstein and Refael
Feuerstein (1991). According to this theory, the teacher is someone who is not just a mere transmitter of
knowledge, but someone who can help the student to make sense of this knowledge. This study does not
make it clear if the teachers knew this theory, which, in our view, would make a difference in their
performances, and immediately brings us back to the debate about teacher training and the importance of
referencing the presence or not of a support professional, as highlighted by Camargo et al. (2020):

The national literature points out that the vast majority of educators do not feel prepared for the
demands required by school inclusion, demonstrating that the teacher's performance is essential for
school inclusion to occur satisfactorily (BOSA, 2006; SCHIMIDT et al., 2016). Moreover, for many
teachers, the possibility of inclusion of children with disabilities refers to those who do not require a

11 Defined as: "[...] an organized space with computer equipment, technical aids, pedagogical materials and adapted furniture, to
meet the special educational needs of the students" (BRASIL, 2007, p. 1), and was established by Normative Ordinance No. 13,
April 24, 2007, whose goal is to support public education systems and organize the Specialized Educational Attendance.
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restructuring and adaptation of the school (BOSA; CAMARGO, 2009), such as children with Autistic
Spectrum Disorder (ASD) (CAMARGO et al., 2020, p. 3).

Within the discussion on teacher education, some research situates the daily confrontation
experienced by teachers of students with ASD and highlight the specific demands that challenge them to a
more flexible and reflective action, without ready-made recipes or defined structure. The presence of these
students puts the teacher in a position to constantly redo his or her practice, updating it to meet the needs
posed. Lemos, Nunes and Salomao (2020) present studies that suggest adjustments that need to be made in
the classroom. Among them, we highlight the modulation and intonation of the speech addressed to them,
the search for activities that make sense and that are accessible, as well as more meaningful classes. Aporta
and Lacerda (2018) also report on the need to use "special procedures" in the teaching structure of the
student with autism, such as preparing the subjects to be worked on, considering what the student already
knows, to, from there, expand his knowledge. The literature shows that it is possible to educate this student
in the regular classroom but stresses the urgency of investment in the teacher training process.

For us, it is clear that the teacher training model as it has been usually presented is not working
anymore. We defend the idea that, through contextualized teacher training, based on experiential learning,
in formative processes, it will be possible to resize their praxis, contributing to a transformation reflected in
these processes (PINAZZA; FOCHI, 2018). We understand that this stems from an optic based on dialogic
formative contexts, i.e., in a peer-to-peer training, on the "school ground"; that is, human and dialogic
educators would be "the engine of proximal processes", contributing to "make human beings human"
(paraphrasing Bronfenbrenner) "in a more just and solidary educational system" (PINAZZA; FOCHI, 2018,
p. 18).

When we emphasize the dialogicity and the human character in the context of teacher education,
we find it essential to weave relationships not only between these aspects and the teaching context; we
advocate, above all, extending them to other social relationships, especially the private space of the families
of these subjects, since such linkages constitute the first and most important microsystem, therefore, strictly
linked to the character of proximal processes. These issues will be better deepened in some considerations
in the next category analyzed.

FAMILY RELATIONS

This category gathered 12 related codes which will be discussed, especially those with the highest
number of citations, that is, family, mothers and co-parenting, as we understand that these were the ones
that received more attention in the researchers analyzed. Much of the research points to the central place of
the subject with ASD in the family and its repercussions. This subject, metaphorically, is seen as a sun around
which the other elements of the family orbit, as Constantinidis, Silva, and Ribeiro (2018) show when
highlighting the report of a mother:

I wouldn't say it's being a hostage, but it's a radical change [...] everything has changed. In fact,
everything changed, the home routine changed, structure of the furniture, the way he would arrive
and drop a backpack, a bag. So, everybody's life changed [...] I don't go to concerts at the beach. I
don't go to anything that has noise. I don't go out at night (M1). (CONSTANTINIDIS; SILVA;
RIBEIRO, 2018, p. 52).

The aforementioned authors describe that "daily activities, schedule routines, regardless of the
uniqueness of each family member, are altered" (CONSTANTINIDIS; SILVA; RIBEIRO, 2018, p. 52). This
impacts directly on daily life, especially that of the mother, who, most of the time, stops working to fully
dedicate herself to the care of her child.

Educagdo em Revista|Belo Horizonte |v.39]|e39887|2023



The care routine, according to them, is arduous, difficult, and tiring, as referred to by mother P4: "I
keep thinking how do I manage? I keep thinking, my God [...] sometimes, I'm dead tited, but I [...] it
seems that there is something inside me that I want more [...]" (SMEHA; CEZAR, 2011, p. 40).

In a view that considers the development from the proximal processes established between
different subjects - in this case, the family microsystem, that is, the relationship between parents and children
(BRONFENBRENNER, 1996) -, we saw how the movement of restructuring of roles, routines, and even
physically, the places where they live, affects this development, since the mental health, in the case of the
mentioned example, of the mother, is directly impacted by the intense dedication, which ends up generating
an overload in her life. This brings us to the need for a more comprehensive care and support in the form
of public policies, of social attention, not only directed to the person with ASD, but to the family as a whole,
but especially to the mother. This is explained by the fact that the precariousness of this support to the family
microsystem impacts, to a greater or lesser extent, the child's development. Access to school, to medical,
psychological, and speech therapy appointments triggers a development dynamic that is infinitely different
from cases in which this access is restricted or denied. In a country as economically unequal as Brazil, having
access to goods and services is an exception!

Still in this area, the studies by Bonfim et al. (2020) and Pinto et al. (2016) highlight the concern
of mothers regarding the lack of support offered by other family members, especially the father, which ends
up reflecting in other spheres of maternal life, especially professional, and alert to the fact that "[. ...] the full
dedication and the centralization of care assumed by the mother, who still needs to give up her professional
career and divide herself between her other children, husband, and domestic chores, can generate important
physical and mental repercussions” (PINTO et al, 2016, p. 8).

Added to this is the discussion about the roles of caring and providing, the first socially located
in a more internal/private sphere, that of the mother, while the second, that of the father, would comprise a
more external/public scope, as informed by the study of Smeha and Cezar (2011), which, in our view,
reverberates in the potential of co-parenting and its repercussion on the development process: "Husbands
contribute mainly with economic support, since women have renounced their professional career. According
to Nufies (2007), while the woman stays at home to care for her child, it is up to the husband to work outside
and take charge of the financial support." (SMEHA; CEZAR, 2011, p. 47).

Constantinidis, Silva and Ribeiro (2018, p. 53) reinforce this issue and add the discussion about
the acceptance of the condition, after the confirmation of the diagnosis. According to the authors, "the family
is an important element in this support, but not always available to this mother.

I didn't have much time to think about it, but for me the worst thing about the diagnosis was the
father not accepting it. His father never accepted it. I beat him up a lot. [...] I was married, but the
father never accepted to take J. to treatment, never. And this I had to fight him because he didn't
accept that his son should go to an APAE. He never accepted, he never accepted (M3)
(CONSTANTINIDIS; SILVA; RIBEIRO, 2018, p. 53).

Within the scope of our analysis and still with regard to the family microsystem, it was possible
to identify that the presence of siblings in the family and their interaction with the autistic sibling may
represent opportunities for richer interaction and proximal processes, which will contribute to the
development of both. In this sense, Pinto et al. (20106) clarifies that feelings such as concern, patience and
love were observed in the siblings and in their relationship with the brother with autism, despite the
understandable feeling of jealousy. "[...] The relationship with the siblings is very good. They love him very
much. They sleep with him, they have affection. It's always been like that (E7)." (PINTO ez al., 2016, p. 7).

Another aspect evidenced in the studies was that, in general, families expect their children to
develop, especially in the area of language, so that they acquire greater independence, being able to attend
school and relate better with other people. Semensato and Bosa (2017, p. 6) bring the report of a mother
saying that "[...] I still hope that Jodo will speak and that by speaking he will learn more about the routines,
so, of everyday life, and that he can, if he speaks, that he can attend a regular school.
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Within the list of family projections regarding the development of the person with ASD, there
is a great fear about the uncertainty of his future, making the search for overcoming the condition allow a
more independent and autonomous life, as Semensato and Bosa (2017) inform us:

The fear that the child will need continuous care generates a Sense of Helplessness in couples:
"everyone always says that we shouldn't think about it, but we are afraid of the future... He is going
to last a long time and I'm not? and then who is going to take care of him? Will he live alone? Where
will he live? How? With whom? No, right" [M5] (SEMENSATO; BOSA, 2017, p. 6).

Such notes lead us to believe that, although the role of the family is not unique or preponderant
regarding the development of individuals with autism, it is extremely important, since it is in this nucleus that
the first and strongest affective and social relationships of people are established, whether with ASD or not,
and that may occur or be extended to other contexts (school and therapeutic, for example).

FINAL CONSIDERATIONS

In the integrative literature review carried out, the collected reports announced and denounced
realities, which allowed us to identify and highlight some theoretical and analytical gaps. The Content
Analysis (BARDIN, 2016), subsidized by the Atlas.ti software tool, enabled the survey of three emerging
categories - diagnosis and health, education, and family relationships - which, in turn, were analyzed based
on the theoretical and methodological perspectives of Vygotsky (2003) and Bronfenbrenner (1996). Such
analysis allowed us to relate personal and social issues, based on the socio-historical and bio-ecological
relations that involve the lives of the researched subjects.

In the first category, as we reported, the following aspects were prominent: the waiting and
confirmation of the diagnosis of ASD; the insufficient or inadequate offer of services (public or not) aimed
at social support; and the discussion about the adult phase of these people, highlighting the invisibility that
occurred. The second, education, in turn, brought data that addressed the following issues: the importance
of school; the distance between the systems: family and school; and the lack of school structure for effective
care to individuals with ASD, highlighting the deficient training of teachers. The third and last one, family
relationships, highlighted the change in the family routine, particularly the mother's; the lack of support from
other members, especially the father's; and the participation of siblings in this development.

The research highlighted that the birth of a child with autism initiates a complex process of
discovery in the face of the diagnosis and family reconfiguration; that the support received, or not, directly
contributes to the development process of this person. It also pointed out that more effective proximal
processes presuppose the improvement of relationships, contact between people, including virtual ones, with
visual and auditory stimuli, with mutual interests, promoting a relational structure of trust. The studies
showed that, in the bio-ecology of the person with autism, is the nuclear family headed by an overburdened
and pootly assisted mother, the insufficiency of available services, public or private, and the education system
as a whole.

A gap observed was the precariousness of support and assistance to the mothers of people with
ASD, since they are the closest figures to these subjects and that, within the theoretical perspective adopted,
dealing with proximal processes, illustrate the interference of this lack in the child's development process.
What we observed is that the mother functions as the main support and needs to enter the focus of attention
of the public health and education policies, under penalty of all the efforts, so far undertaken, failing.

Finally, the analysis also pointed out that the school represents one of the most important
institutions to support families; however, it needs investments in teacher training for the inclusion process.
This, in our view, would be versed in a perspective that understands the professional development of teachers
as a bio-ecological relationship, that is, involving the process of mutual and progressive interaction between
active and growing teachers and environments affected by constant transformations. Therefore, we defend
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the contextual and procedural character of this training since the interrelationships occur both in the more
immediate contexts and in the broader ones in which teachers interact.
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