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ABSTRACT

Childhood autism is characterized by severe and global impairment in several areas of human development and demands extensive
care and dependence on the parents. The objective of this study was to understand the perceptions of mothers of children with autism
regarding changes suffered by the child and their trajectories in search of an autism diagnosis. This is an exploratory descriptive
study with a qualitative approach conducted with ten participant mothers. Data were collected in 2013 by means of semi-structured
interviews. Thematic content analysis produced the following categories: perceptions of mothers as to changes in behaviour and/or
development of their children; and trajectories of mothers in search of a diagnosis for their children. After the perception of changes
in behaviour/development, mothers face an arduous trajectory of healthcare service utilization.
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RESUMO

0 autismo infantil caracteriza-se por comprometimento grave e global em diversas dreas do desenvolvimento humano, o que gera
ampla demanda de cuidados e dependéncia dos pais. Objetivou-se conhecer as percep¢des de mdes de criancas com autismo quanto
as alteracdes apresentadas pelo filho e as suas trajetdrias percorridas na busca pelo diagnéstico de autismo. Trata-se de um estudo
exploratdrio, descritivo, com abordagem qualitativa, do qual participaram dez maes. A coleta de dados ocorreu em 2013, com en-
trevistas semiestruturadas. Da andlise de contetido temdtica emergiram as categorias: percepces de mées quanto a alteragdes no
comportamento e/ou desenvolvimento de seus filhos; e trajetdrias das maes na busca pelo diagndstico do filho. Apds a percepcao das
alteracdes no comportamento/desenvolvimento, as maes enfrentam uma peregrinacao pelos servicos de satde.

Palavras-chave: Transtorno autistico. Salide da crianca. Satde mental. Desenvolvimento infantil. Enfermagem pedidtrica.

RESUMEN

El autismo infantil se caracteriza por comprometimiento grave y general en distintas dreas del desarrollo humano, lo que genera
amplia demanda de cuidados y dependencia de los padres. Se objetiva conocer las percepciones de madres de nifios con autismo con
relacion a las alteraciones presentadas por el hijo y las trayectorias efectuadas en la biisqueda por el diagnéstico de autismo. Se trata
de un estudio exploratorio descriptivo de abordaje cualitativo, que involucré a diez madres. La recoleccién de datos ocurrié en 2013,
con entrevistas semiestructuradas. Del andlisis de contenido temdtico surgieron las categorfas: percepciones de las madres como a
los cambios en el comportamiento y/o el desarrollo de sus hijos; y trayectorias de las madres en bisqueda de diagndstico del nifio.
Después de la percepcion de los cambios en el comportamiento/desarrollo, las madres se enfrentan a una peregrinacion a los servicios
de salud.

Palabras clave: Trastorno austitico. Salud del nifio. Salud mental. Desarrollo infantil. Enfermerfa pedidtrica.
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Bl INTRODUCTION

Since the last decade, the federal government has been
investing on children’s mental healthcare. In the Brazilian
Unified Health System (SUS), assistance for this popula-
tion seeks to effectively replace the former asylum-based
model for a territorial and community-based care system.
Moreover, the network of children’s psychosocial care cen-
tres, called Centros de Atencéo Psicossocial Infantil (CAPSI), a
daily public assistance service for children and adolescents
with mental disorders, has been expanded. This assistance
modality stimulates social and family integration and helps
children and adolescents establish their autonomy .

In Brazil, despite the lack of official statistics, an estimat-
ed 10% to 20% children and adolescents suffer from mental
disorders, and 3% to 4% of these disorders require intensive
treatment. Autism spectrum disorder, also known as au-
tism, is one of the more frequent ailments in infancy®. This
disorder is defined by the presence of symptoms that start
in infancy, typically perceived before the age of three, that
compromise the individuals capacity to perform daily func-
tions. These symptoms are recognized as social and com-
munication deficits and fixed and repetitive behaviour®.

Global developmental delay and intellectual deficien-
cy are common complaints during neurological consulta-
tions, but the confirmation of childhood autism diagnosis
is difficult to establish in comparison to other etiologies
that are common to these complaints . Diagnosis is also
complex in relation to eligibility for services. Recently, the
taxonomy of diagnoses of the American Psychiatric Associ-
ation was revised and the topic is still under discussion in
the scientific community ©.

Children with autism have major difficulties in per-
forming common tasks that are appropriate for their de-
velopmental stage. This creates dependence on parents
and family members, and interferences in intrafamily re-
lationships and in relationships with other members of
society ©. The families of these children, in turn, face the
challenge of adjusting their plans and future expectations
to these limitations, and must adapt and make constant
changes in their daily routines to meet the needs of the
child. Surprisingly, in Brazil, there are few studies that show
how the therapeutic search process occurs, which is when
the mothers of children with autism select, evaluate and
adhere to given form of treatment ”®. This scarcity creates
a gap in the provision of children’s mental healthcare, con-
sidering that the particularities confronted by the moth-
ers and family members of children with autism remain
unknown, which can hinder planned care that targets the
demands and needs of these children and their families.
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The experiences of the main author, as a nursing in-
tern student of the Child and Adolescent Health Nursing
course at a children’s psychiatry hospital unit and a Basic
Health Unit (UBS), allows scientific proximity to this sub-
ject. Also, being the mother of an autistic child served
as motivation for conducting this study. In view of these
considerations, the following guiding research question
was created: What are the perceptions and trajectories of
mothers of children with autism? To answer this question,
the object of this study was to understand the percep-
tions of mothers of children with autism in relation to the
changes presented by the child and the trajectories in
search of an autism diagnosis.

B METHOD

This is a descriptive, exploratory study with a qualita-
tive approach. This type of approach was selected due to
its flexibility in terms of providing an understanding of
the whole, a deep involvement of researchers with the
field and its emphasis on subjectivity ©. Furthermore, ex-
ploratory studies seek to investigate situations in which
there is little accumulated knowledge, which is the case
of the perceptions and trajectories of mothers of children
with autism.

The investigation was conducted at the Mosaico Cen-
tro Dia, a medium complexity programme of the Fundacéo
de Assisténcia Social (FAS), a social services foundation in a
municipality in the northeast of the state of Rio Grande do
Sul, Brazil. This programme offers assistance to children, ad-
olescents and adults with global developmental delay and
attends an average of 30 children with autism a month.

A total of ten mothers of children with autism who
attend the FAS programme participated in the study. The
programme coordinator was initially contacted by phone
to schedule a research presentation and meet possible
participants. Subsequently, the head researcher invited the
mothers to participate in the study. These participants in-
cluded mothers of children with autism under 11 years and
11 months of age, based on the Statute of Children and
Adolescents, that establishes that children are individuals
under the age of 12. Moreover, the current diagnostic pro-
cess for children is different to the process for adults due to
greater advancements in the clarification of the character-
istics of autism in adults @9, Criterion for exclusion consid-
ered whether the child had other associated neurological
diseases detected since the neonatal period.

To determine the number of participants, the data satu-
ration criterion was adopted, that is, data collection is inter-
rupted when the obtained information becomes repetitive .



Data were collected from March to April 2013 by means
of individual semi-structured interviews based on a script,
created by the authors, containing the following questions:
Can you tell us about your trajectory since the first signs
of changes in behaviour and/or development perceived
in your child? What were the main changes in behaviour
and/or development in your child that were observed by
healthcare professionals? Did the nurse participate in the
assessment of your child’s behaviour and/or development?
How? Interviews were previously scheduled, with an aver-
age duration of 50 minutes, and conducted in a room at
the Mosaico Centro Dia especially provided for the inter-
viewer of this study. To fully benefit from the obtained data,
interviews were audio recorded and transcribed in Micro-
soft Word 2007™ documents for later analysis.

Data analysis was based on thematic content analysis
according to the stages of pre-analysis, material explora-
tion, treatment of results, inference and interpretationt?.
This process led to two thematic categories: one was re-
lated to the perceptions of mothers on changes in their
children, and another was related to the their trajectories
in search of a diagnosis.

This study observed the orientations of Resolution
466/2012"%, and was only initiated after being authorized
by the FAS and the Mosaico Centro Dia and approved by
the Research Ethics Committee of the Associacdo Cultur-
al e Cientifica Virvi Ramos, with Ethical Appreciation Cer-
tificate (CAAE): 11558813.1.0000.5523. All participants re-
ceived detailed information on the study and signed an
informed consent statement. The participant’s names were
represented using the letter M, for mother, followed by a
number according to the chronological order of the inter-
views (M1, M2, .., M10).

Il RESULTS AND DISCUSSION

During characterization of the participants, it was veri-
fied that the mothers were between the ages of 27 and 47
and their children were between 4 and 11 years old. Five
mothers had not completed primary schooling, two had
finished primary school, two had completed secondary
school and one had a university degree and was finishing
her post-graduate studies. In terms of marital status, most
mothers (seven) were married with the father of their chil-
dren. Only one of the participants stated she used supple-
mentary healthcare services. Prior to obtaining assistance
for their children at the Mosaico Centro Dia, these mothers
only used services offered by the UBS of the municipality,
including puericulture consultations with a paediatrician
and a nurse.
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The characterization of participants of this study was
similar to that of a study on the mothers of children with
special needs ™ and therapeutic itineraries of mothers of
children with autism @,

The information analysis process produced the fol-
lowing categories: perceptions of mothers in relation to
changes in the behaviour and/or development of their
children; the trajectories of these mothers when searching
for a diagnosis for their children.

Perceptions of mothers in terms of behavioural/
developmental changes in their children

Delayed speech and language, difficulties or lack of in-
teraction with children in the child’s environment and lack
of interest in play were mentioned by all participants at dif-
ferent moments during the interviews.

In general, mothers are the first persons to perceive
changes in the behaviour and/or development of their
children and these alterations are perceived since the
first months of the child’s life ®. One participant, how-
ever, stated she did not perceive changes in her daugh-
ter before she was two years old and another stated
she only perceived that her son’s behaviour was differ-
ent to that of other children when he started going to
preschool, although the child showed the typical alter-
ations of autism:

| did not notice anything until she was two. My husband
had already realized [..] that she had some difficulties, but
I did not notice anything (M5).

I only realized something was different when he started
preschool. On the first day that the head mistress called
me and asked if | had ever heard of autism, he was four
years old, [...] he was very isolated. He was a very isolated
child. He did not like kisses or hugs... He did not make eye
contact, at all. [...] He did not interact, or play, he only cried
and screamed (M8).

These data support some studies that indicate that
the family plays an important role in the early detection of
childhood autism in terms of detecting delayed speaking
and language, the absence of interaction with other chil-
dren of the same age and a preference for social isolation
®19) Information obtained from the parents helped with the
diagnostic hypothesis © and early detection, and should
therefore be considered.

A case study with blogs on autism revealed that some
mothers start to perceive changes in the behaviour and/
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or development of their children when they start attend-
ing preschool or day-care centres. This period marks the
start of their search for healthcare professionals, physicians,
nurses, psychologists and other therapists until the diag-
nosis is confirmed . This was experienced by some par-
ticipants of this study, who stated they perceived changes
when their children attended preschool, where they could
observe the behaviour and development of other children
or through the observations of educators.

Participants stated they perceived unusual movements
in their children that are common in children with autism,
such as flapping of the hands and repetitive back and forth
rocking of the body.

When he started sitting, at around four or five months, [...]
he started rocking backwards and forwards. [...] | noticed
some differences, that he was not like the other children.
When he was three and a half, we were really concerned
because he did not talk (M1).

I noticed he did not talk [...]. He is just starting to talk [at
four]. He did not play with children, he does not look at
people [...]. That hand movement, flapping [...] (M3).

I realized she rocked back and forth. She did not speak. She
would just scream, she shouted when we would go out for
awalk (Mé).

Another change perceived by the mothers, which is
characteristic of children with autism, was an attraction for
objects with rotational movements, such as car wheels and
fans, as stated by M3, M4 and M7:

He would always turn the lid of the microwave oven a lot
[..], car wheels (M3).

| realized [..] that she was not developing normally [...].
She had this thing with turning. She [...] turned her eyes
and would turn them constantly [...]. Sometimes [..] |
could not go out with her to public places because she
cried; she cried all the time. [...] She was [...] two years old
and did not speak! To this day [11 years], she does not
speak (M4).

He would spin the car and turn the wheels. Someone gave
himafan [...] and he would put it close to his cot and it was
just the fan and him. Everything that rotated interested
him. He did not play with other children, there were chil-
dren who would come and play with him, with my other
children, and he would leave, he did not stay (M?7).
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Some mothers reported that they perceived changes
based on the embarrassing behaviour of their children,
such as extreme difficulty in interacting with others and
excessive irritability.

Someone would come over and he would run and hide
under the bed and cry. | would have to tell the person to
leave. His godparents, then... He hated them (M9).

She [daughter] has always had these rage attacks (M10).

The signs and symptoms of childhood autism are de-
scribed in literature as impairments in several develop-
mental areas, especially social interaction, verbal commu-
nication, delayed or absent use of language and restrictive,
repetitive and stereotyped behaviour and interests 7.
However, according to statements of the study partici-
pants, these characteristics are very subjective and vary
from child to child. The fact that clinical signs and serious-
ness can vary supports the importance of multi-profession-
al assistance when establishing the diagnosis of childhood
autism (15178,

Trajectories of mothers in search of
a diagnosis for their children

In general, the interviewees reported that their tra-
jectories in search of a diagnosis for their children started
when they perceived changes in their children’s behaviour
and/or development. These mothers went through several
services and healthcare professionals until the medical di-
agnosis was obtained, as stated below:

| went to the paediatrician and he asked for several eval-
uations. He asked for an evaluation from the doctor, and
speech therapist, the physical therapist... And then | had
to take him here and there. In spite of everything, I still
did not have a diagnosis. [...] a child neurologist [...] said
that she [the child] had global developmental delay. [...]
I actually only found out last year [when the child was
seven] (M10).

| went to the paediatrician and she said, "You're right, she
doesn't speak!” Two years old and she didn't say a word [...].
Then she referred me to a neurologist, who asked for lots of
tests [...], thinking she [the child] was deaf. [...] The neurol-
ogist sent me to a speech therapist, who did nothing and
sent me to a psychiatrist. | went back to the neurologist,
who said, [...] There is nothing wrong with her. [...] | think
its global developmental delay [...]" (M5).



The neurologist asked for hearing tests, to see if he was
deat. [...] The speech therapist mentioned autism, saying:
"Maybe it's autism, he doesn't speak and all..” She started
to ask me lots of questions, and they all fit with autism.
[..] The nurses, you know, [...] those kids that cry and that?
They realized he was difficult, but | think they thought he
was a weird, spoilt child (M9).

Children with autism generally present different charac-
teristics to those of other children, such as impaired commu-
nication skills and behaviour?. These characteristics, howev-
er, may be appear in a bland and subjective manner.

Most mothers of children with autism initiated their
trajectory in search of answers to the alterations per-
ceived in their children in primary care, which is the ac-
cess point of the SUS. However, participants of this study
reported that healthcare professionals did not perceive
changes in their children's behaviour or development,
which hindered early diagnosis.

Not even the doctors knew, the doctors said she was nor-
mal (M2).

At the health unit [..] no one [healthcare professionals]
said anything, and she [child] was already a year and a
half (M4).

They never noticed anything [...]. As he didn’t do anything
in particular, they [nursing technicians] said some children
start talking at the age of six, seven (M8).

The participant’s statements also showed that after per-
ceiving changes in the behaviour and/or development of
their children or after being oriented by child educators,
the mothers initiated an arduous trajectory of healthcare
service utilization in search of an answer. The childhood au-
tism diagnosis is provided by a multi-professional team of
nurses, psychologists, physicians, speech therapists, physi-
cal therapists, psychopedagogists, and others. These pro-
fessionals evaluate the behaviour and development of the
child, and conduct laboratory and imagery tests to discard
other diseases .

One mother stated that the changes in her son were
not too visible for the healthcare professionals. Initially,
only those who lived with the child perceived uncommon
characteristics and developmental changes were only ob-
served as the child got older.

At first | had a [health] plan, then | went to a medical unit
and they [nurses] never noticed [changes in the child].

Mothers of children with autistic disorder: perceptions and trajectories Il

Only those who lived with him noticed any differences. It
increased [...], we noticed, as he got older (M1).

In this perspective, a mother (M7) reported that nurs-
es that already knew the child, due to greater contact af-
ter routine consultations, mentioned that the child had
autism. However, a medical diagnosis had not yet been
confirmed.

Several nurses said during routine consultations, ‘I think
your son is autistic” They knew him and said, “It's autism!”
[..] The neurologist only said that he [child] had mental re-
tardation. [...] | needed the ICD [International Classification
of Diseases] and the neurologist stated that it was mental
retardation. And | asked, “What type of retardation does he
have?” “His development is delayed one year,” the neurolo-
gist said (M?7).

One participant reported that the search of a diagnosis
for her son started after the evaluation of a psychopedago-
gist at the preschool that her son attended:

I've always worked and he would go to preschool.
One day the owner of the school said, ‘I asked the psy-
chopedagogist to spend the day with your son. No of-
fense, ok? She just wants to talk to you in her consul-
tation room’”. Then she [psychopedagogist]talked to me
about autism, she explained, asked me lots of questions
and asked me not to hide anything because most par-
ents hide things. [...] She told me what autism was and
referred me to doctors. | went on a health service pil-
grimage! (M3).

Evidently, child educators should be prepared when
confronted with signs and symptoms that suggest child-
hood autism in order to help the parents and families ®
and refer children to other professionals for a diagnosis.

Early diagnosis is extremely important, as it allows
treatment that, despite not contemplating a cure, can sig-
nificantly improve the child’s development and indepen-
dence "> The statements, however, showed that it is not
always east to detect signs and symptoms that are char-
acteristic of autism, which hinders early detection. These
data corroborate other studies that emphasize that this dif-
ficulty is related to the large number of characteristics that
determine childhood autism in children, to the seriousness
of the disorder and to the fact that many of these children
have adequate motor development (151718,

Participants of this study stated that their children
used the medical and nursing health services offered by

Rev Gaticha Enferm. 2015 mar;36(1):49-55. [SE]




M Ebert M, Lorenzini E, Silva EF

the UBS. In relation to primary care, they stated the nurses
were frequently responsible, together with a paediatrician,
for the child’s routine healthcare. Therefore, these profes-
sionals should be capable of detecting the symptoms of
childhood autism at the early stages. This would allow di-
rect action, the creation of a care plan and referral of the
child to specific professionals to confirm diagnosis and ini-
tiate treatment!?. Consequently, researchers 2% empha-
size that nurses must be trained to provide support in case
of investigation, suspicion or confirmation of a diagnosis of
childhood autism.

Nurses can help elucidate the diagnosis through be-
havioural observation of the child during nursing consulta-
tions and by acting as a healthcare educator, which would
support the search of a diagnosis ™. Nurses can focus on
providing care for the child and family, listen and consider
their observations, share knowledge on autism, evaluate
the family’s level of understanding on the disorder and
help them face the new reality.

B FINAL CONSIDERATIONS

This study provided an understanding of the percep-
tions of mothers of children with autism on the behavioural
and/or developmental alterations of their children. It
showed that, in general, early diagnosis does not occur,
but mothers detect the first signs and symptoms that are
characteristic of autism in their children and subsequently
seek medical assistance that can elucidate a diagnosis and
provide treatment for their children.

Results indicated that these mothers face difficulties in
the trajectories they must complete in search of a diagno-
sis for their children. They embark on an arduous course
through the healthcare services, consult with several
professionals and, in many cases, receive a late diagnosis.
Consequently, it is important for professionals to consider
maternal perceptions on the growth and development of
children, which can favour early diagnoses.

Considering the obtained results, this study can sup-
port nursing practices, as it reveals the importance of
training nurses to better assist children with autism and
their family members during the nursing consultation and
during permanent team training.

Additional nursing investigations should be conducted
on this topic using different research methods and other
data collections strategies that would help to understand
the particularities of this population. Further awareness
and training for professionals involved in child care would
support effective evaluations and accompaniment of
childhood behaviour and development, as well as qualified
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assistance that considers the needs of these children and
their families.
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