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ABSTRACT —The objective of this study was to describe the experiences of psychosocial adaptation in parents of children
diagnosed with autism spectrum disorder. A qualitative study of the phenomenological design was conducted using in-
depth semi-structured interviews with 12 participants. The results illustrate that psychosocial adaptation can be explained
through categories such as stressors, support received, perception of the situation, expectations developed, and strategies
used to handle the situation. In conclusion, adaptation involves experiencing feelings of guilt, sadness, frustration, and
anger, among others; however, this is followed by acceptance, seeking to provide the child with skills, thereby improving
their social adjustment. Perceived support from family and spouses is identified as substantial.
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Adaptacion Psicosocial en Padres de Hijos Diagnosticados
con Trastorno del Espectro Autista

RESUMEN - El objetivo de este estudio fue describir la experiencia de adaptacion psicosocial en padres de hijos
diagnosticados con trastorno del espectro autista. Se realizé una investigacion cualitativa de disefio fenomenologico,
haciendo uso de la entrevista semiestructurada en profundidad a 12 participantes. Los resultados ilustran que la adaptacion
psicosocial se explica a través de categorias tales como, factor estresante, apoyo recibido, la percepcion de la situacion,
las expectativas desarrolladas y las estrategias utilizadas para manejar la situacion. Se concluye que la adaptacion implica
experimentar sentimientos de culpa, tristeza, frustracion, enojo, entre otros, sin embargo, posteriormente se logra la
aceptacion, buscando dotar de habilidades al hijo, mejorando su ajuste social. Se identifica al apoyo percibido de la familia
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y conyuge como sustancial.

PALABRAS CLAVE: adaptacion familiar, trastorno espectro autista, diagnostico, investigacion cualitativa, familia.

One out of 160 children in the world has been diagnosed
with Autism Spectrum Disorder (ASD), a condition that
develops during the early years of life (World Health
Organization, 2022). In Peru, according to the National
Council for the Equality of Persons with Disabilities
(Ministerio de la Mujer y Poblaciones Vulnerables, 2020)
there are 7,058 people diagnosed with ASD. While many
with ASD function without any severe difficulties, others do
not, which leads to emotional struggles for the concerned
families. Thus, although the birth of a child is a crucial life-
changing moment when there is an ASD diagnosis, entire
family dynamics change as they are not prepared to cope
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with it; this also has repercussions on each member of the
family (Guevara & Gonzalez, 2012).

ASD is defined as a developmental disorder that
affects communication, language, and a person’s ability to
communicate and engage with others (American Psychiatric
Association, 2013). Likewise, aspects such as identifying
behaviors, the age at which they are detected, and their
severity should also be considered (Sumalavia-Casuso,
2019). A situation that tends to increase stress in parents
is ignorance of specific parenting styles and problems in
managing a child’s behavior. As Bonis (2016) pointed
out, many factors influence parents’ actions, such as early
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diagnosis which will generally allow for more preparation.
Similarly, Miranda et al. (2019) noted that aspects such as
behavioral problems influence stress for parents, as well as the
severity of the diagnosis and that these problems are linked
to the perception and support they receive. Besides, there is
uncertainty (Uljarevic et al., 2016), prejudices regarding the
diagnosis, negative impact on the family, and tension between
the parents, along with the fact that it is likely that, if there
are more children, they will require attention and support
too (Corcoran et al., 2015). Concerning the above, evidence
was found that shows that mothers of children with ASD
experience higher levels of stress and anxiety than mothers
of children diagnosed with some other conditions (Bonis,
2016; Krakovich et al., 2016; Miranda et al., 2019; Pozo,
2010; Zudiga & Asturias, 2015).

Parents’ process is complex because they never fully
recover (Rabba et al., 2019). According to Aguilar-Villota et
al. (2018), mothers go through a grieving process classified
as “natural.” They quickly adapt to the diagnosis, and their
coping capacity is affected because they need to respond to
the child’s needs. Therefore, parents’ psychosocial adaptation
is an important process to study.

Psychosocial adaptation is a dynamic process in which
a person responds in a certain way based on the context
to ultimately regain control of the situation and their life
(Barroilhet-Diez et al., 2005). In the present context, when
parents receive the diagnosis, a very important change occurs
in the family environment, affecting its dynamics. In addition
to general care, there are increased financial constraints in
providing aid to improve the skills and performance of the
person with ASD; this is related to the overall context of the
diagnosis, the severity of the diagnosis, and the personality of
the parents (Albarracin et al., 2014; Bohorquez et al., 2008;
Pozo, 2010; Rogge & Jansen, 2019). Hence, a child with
a disability can destabilize the family dynamics, leading to
changes in all areas and priorities (Grau & Espada, 2012).

Therefore, family support is relevant, starting from the
identification of signs of a developmental issue, as well as
post-diagnosis, when it generates a change in the parent-child
relationship wherein parents would have to adjust their
expectations from the child (Drogomyretska et al., 2020).
According to Ekas et al. (2015), optimism, which refers to
positively stated expectations about the future of the family,
and the search for emotional support between a mother and

a father are aspects that could strengthen that transitioning
relationship. Similarly, the partnership between parents and
people outside the family, such as teachers, is beneficial in
reducing stress levels in parents and serves as a support
tool for the child’s development (Dardas & Ahmad, 2015;
Krakovich et al., 2016; Magaiia et al., 2017).

Other studies (Colic et al., 2019; Hesamzadeh et al.,
2015; Paynter et al., 2013; Pozo, 2010; Sumalavia-Casuso,
2019) sought to explain how a diagnosis of ASD impacts
parents, using the Double ABCX Model of McCubbin et al.,
(1983) to analyze family adaptation, based on four factors.
Factor aA refers to a stressor, which triggers instability in
the family environment. Colic et al. (2019) pointed out that
parents with children with ASD respond to the demands of
the stressor (diagnosis), facing challenges at the personal
and family level to regulate it using internal and external
resources; this facilitates their adaptation. There is also factor
bB—support—which reflects the resources of the family
system before diagnosis and represents the qualities of the
members and the supportive social circle (Rubio, 2015).
Factor cC indicates how a family perceives and interprets the
problem and how they evaluate the stressor and the meaning
they give to it. Finally, factor xX represents the strategies
used to facilitate the adjustment process, this is related to
a family’s efforts to manage the demands. In the majority
of cases, the starting point is an inadequate adaptation until
they finally manage to adapt (Fachado et al., 2013; Vera et
al., 2010).

This model is used to analyze the changes related to
the diagnosis since they affect parents and other family
members. If the family system shows difficulties, it will
affect the development of the child with ASD, demonstrating
challenging behaviors as a result of coalitions that can
present parents added to the mismanagement of resources
(Paynter et al., 2013). According to the above, the objective
is to describe the experience of psychosocial adaptation in
parents of children diagnosed with ASD, after learning about
the diagnosis. The study adopts a qualitative approach with a
hermeneutical phenomenological design, which refers to the
fact that, through the discourses provided by the parents, an
attempt will be made to examine and detail the subjective and
significant experiences that the participants have concerning
this object of study (Creswell & Poth, 2018).

METHOD

Participants

Twelve people participated, including both parents of the
children diagnosed with ASD. The participant selection was
intentional, with a homogeneous and select group of people
who met certain characteristics (Robinson, 2014). The inclusion
criteria were as follows: the child had been diagnosed with

ASD by amedical specialist, was between 7 and 17 years old,
and resided in the city of Lima. The convenience method was
used for participant selection due to the difficulties in accessing
the required sample. Also, the participants were contacted on
social networking platforms through a group of parents who
have children with ASD. The interviews were conducted
between the months of April and May 2020.
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The participants had the following characteristics: 10
were women and 2 were men, and their ages range between
35 and 55 years, with an average of 45 years. 83% indicate
homemaker as an occupation. Half of the participants have
completed high school, while the rest are evenly divided
between those with technical and university degrees. 75% of
the participants were married. The average number of children

Table 1
Distribution of participants

they have is two. Also, the average age of their children with
ASD at the time of the interviews was 12 years old. Finally,
50% of participants come from districts located in the quartiles
of poverty and monetary poverty (quartiles 1 and 2), while
the rest are located in the middle and high-income districts
(quartiles 3 and 4) within metropolitan Lima (National
Institute of Statistics and Informatics, 2020) (Table 1).

Pseudonym Age Occupation Education level Marital status N:;;:B::l?f cufliilll‘tl’:ge N[[)(())l\lfz:?;y
quartile

Guadalupe 40 Head of household ~ Secondary school Married 2 8 years old 2
Carla 47 Initial assistant Technical Divorced 3 15 years old 3
Mia 40 Head of household ~ Secondary school Married 3 10 years old 3
Fernanda 40 Head of household ~ University Married 2 17 years old 4
Ana 35 Head of household ~ Technical Married 1 7 years old 2
Maria 36 Head of household ~ Secondary school Married 2 7 years old 3
Pedro 50 Head of household  Secondary school Married 1 12 years old 2
Mauricio 55 Freelancer University Married 2 14 years old

Paula 54 Head of household ~ University Divorced 1 17 years old 4
Sonia 40 Head of household ~ Secondary school Widow 2 15 years old 3
Berta 48 Head of household  Secondary school Married 3 lyzeailldo:j 2
Jenny 49 Head of household ~ Technical Married 5 11 years old 2

Data collection instrument

The instrument used for this study was the semi-structured
in-depth interview (Brinkmann, 2013), there was a guide
of basic questions for all the interviews, with the option
to re-question or further in-depth in a particular way with
each parent, if necessary. A categorization matrix was also
developed (Elo et al., 2014) and the Double ABCX Model
of Family Adaptation was used (McCubbin et al., 1983).
Based on this, an interview guide was prepared with guiding
questions that were reviewed by the expert judges, obtaining

Psic.: Teor. e Pesq., Brasilia, 2023, v. 39, €39230

adequate agreement for its use. A pilot interview was also
used to verify the structure of the interview (Martinez,
2004), which led to certain questions being rephrased (in the
areas of perception and strategies), to develop a more fluid
interview format. Following the above, the interview guide
was modified, finding the questions suitable for application
and aiming for fluid communication that would allow for
in-depth information to be gathered (Table 2).

The field notes generated during the interviews were also
considered. They included what corresponded to the non-
verbal language from the participants as well as paralinguistic
elements and impressions during the interview process.
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Table 2

Guiding questions regarding the psychosocial adaptation of parents of children diagnosed with ASD

Guiding categories

Examples of interview questions

Before diagnosis, what did you know about autism spectrum disorder?

Stressor

‘What were the behaviors that caught your attention and caused you to take your child to a specialist?

What kind of changes emerged in the family dynamics?

Social support

How have your friends reacted to the diagnosis?

How did you feel when you noticed the first signs?

Perception

‘What kind of help do you think you needed?

After the diagnosis, did you seek any kind of guidance for yourself?

Strategies

How have you handled it?

Procedure and data analysis

To conduct this study, the ethical criteria outlined in the
Declaration of Helsinki were considered. First, a group of
parents with children diagnosed with ASD was contacted via
social networks. Next, the purpose of the study was explained
to them and, subsequently, those who agreed and signed the
informed consent were interviewed through video calls. It is
worth mentioning that only one session was held with each
of the participants. Each interview lasted approximately
40 minutes and was performed by the main author of the
study, and pseudonyms provided by the interviewees were
used in the analysis. After the data was collected, they were
transcribed literally and later returned to the participants so
that they could provide feedback, thereby contributing to
the accuracy of the study (Mertens, 2015).

A thematic content analysis was conducted, using a
hybrid coding approach, both inductive and deductive

(Fereday & Muir-Cochrane, 2006; Swains, 2018), which
was supplemented as outlined by Braun and Clarke (2013).
In this sense, the stages after the analysis were as follows:
construction of an initial codebook, familiarization with
data by transcribing the interviews, a test of the relevance
of'the initial codes, code generation considering the specific
characteristics found in the interviews and codebook
application, followed by a search for themes by comparing
categories and codes, thematic review, where constant
patterns in the interviews were analyzed and finally, report
preparation (Braun & Clarke, 2013; Fereday & Muir-
Cochrane, 2006;). The authors of this study participated
in the coding and were in charge of the evaluation of its
consensus. The process was carried out with the ATLAS.ti
7.5 software. As tactics to generate meaning, we searched
for patterns or representativeness in the interviews, as well
as for the frequencies and density (relationships) of the codes
(Miles et al., 2014).

RESULTS AND DISCUSSION

Based on the analysis, five categories were found
concerning the psychosocial adaptation process in parents
of children diagnosed with ASD (Table 3).

The first category found is a stressor, which refers to a
new situation that arises and generates stress and imbalance
both at the emotional and family levels. It is made up of
knowledge of the subject before diagnosis in which most
of the interviewed parents did not know what ASD was;
therefore, they showed difficulties in understanding what was
happening with their child, leading to an adaptive transition
toward it, which is consistent with that mentioned in various
extant studies. Sumalavia-Casuso (2019) and Zuiiga and
Asturias (2015) mention that failing to understand what is
happening with their child generates high levels of stress.
“I thought, why me? I was pretty shocked to understand the
situation and deal with it; one year I even forgot that I had
a husband and children” (Jenny, 49 years old).

Furthermore, in terms of recognizing the situation,
the parents, despite noticing behaviors that are not in line
with what was expected in their child’s development, were
struggling since they were intrigued and anguished due
to not knowing how to act initially when faced with this
new situation- This is consistent with that pointed out by
Krakovich et al. (2016), Bonis (2016) and Miranda et al.
(2019), who point out that most parents show high levels
of stress in the first years of diagnosis due to the specific
care they require and their ignorance of how to address their
child’s behavior.

My son used to do flapping; since he was born, he had
these stereotypical movements, he could not sleep well either;
he had always dealt with sleep problems. There were also
times when his behavior changed and he used to bite; he lost
his speech, besides a series of things that if you put him next
to a regular child, you realized that they were completely
different (Fernanda, 40 years old).
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Table 3

Categories and subcategories created

Categories Subcategories
Knowledge of the subject

Stressor

Recognizing the situation

Support received

Family and spousal support
Social support

Self-analysis

Perception Changes in family dynamics
Changes on a personal level
Expectations Prejudices
P Realistic (Level of severity of the diagnosis)
Seeking support
Strategies Sense of belonging

Taking control
Situational adjustment

According to the above, both knowledge of the subject,
as well as recognizing the situation, lead to understanding
and managing the stress generated both at an emotional
(personal) and family level in different ways. Both have been
pointed out by several authors (Bonis, 2016; Krakovich et
al., 2016; Miranda et al., 2019; Sumalavia-Casuso, 2019;
Zuiiga & Asturias, 2015; ) who indicate that parents take
time to adapt during the early years and when managing
difficult behavior-related situations.

The second category — support received — encompasses
the human resources that provide support to the person,
including family support, where the relationship with the
parent of the child and other children, if any, is mentioned.
At this point, most of the mothers stated that their husbands
found it difficult to accept their child’s diagnosis, which
coincides with what Aguilar-Villota et al. (2017) indicated;
in this sense, it refers to the fact that mothers “adapted” more
quickly as they were the main caregivers of their children.
This particular aspect reflects the position and traditional
roles assumed by mothers, who primarily refer to themselves
as the individuals responsible for the home. This explains
their rapid adaptation, unlike fathers. “We had to change
everything; I had to dedicate myself 100% to D because
before it was the three of them. I left home early and did not
get back until late; I did not see my other children” (Carla,
41 years old).

In line with the above, the support received from a spouse
is important because it facilitates adaptation to the situation,
which is reflected in the study conducted by Krakovich et
al. (2016) and Sumalavia-Casuso (2019) who emphasize
the support from their partner, as both are responsible for
the child’s education and care, thus requiring much more
time and attention. “A lot of support from both my husband
and my eldest daughter, I feel really supported [...] we have
always been with them and, above all, support each other
in the therapies; for me, that’s what helped us the most”
(Berta, 42 years old).
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However, there is the social support received by the
parents’ friends and external family (who do not live with
them). With this type of support, the importance of social
support provided by external family members is clear. As
mentioned by the parents, they usually give up their social
life and focus on the child, so the few friendships they
maintain are of great importance. “As parents, in social
terms, we may not be able to go out with friends; we can’t
have fun just like everyone else, because it’s more arduous
to care for them” (Guadalupe, 40 years old).

The third category considered is perception, which refers
to how the new situation is processed and interpreted. This
in turn includes self-analysis in which both the feelings and
actions taken in response to the diagnosis are analyzed. In
this regard, parents report going through a “natural grieving
process” after their child’s diagnosis, as mentioned in the
research by Aguilar-Villota et al. (2017). At this point, mothers
indicate that they recover sooner than fathers, as they tend to
be more involved in parenting. “You feel like your dreams
fade away. My wife and I broke down, especially because
he is our only son and we had many dreams and ideas [...]
it is a battle, as they say; it lasted about 15 days” (Pedro,
50 years old).

The former is linked to changes in family dynamics that
encompass the process of transformation that the family
experienced both at personal, social, and family levels
since they have to modify their routines according to the
child’s needs. In this sense, the participants indicate that
their routine had to become adjusted to their child’s routine,
changing their professional and social lifestyle. In this
regard, parents initially experienced feelings of sadness,
confusion, and frustration linked to expectations about their
child and family, since many households suffer changes in
family dynamics that end up affecting them (Aguilar-Villota
et al., 2018; Albarracin et al., 2014; Pozo, 2010; Ziiiiga &
Asturias, 2015). “My husband took it better than me; he had
to, because I felt bad and I needed to be strong to be able to
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keep my body and soul together. Not once did he collapse
in front of me” (Guadalupe, 40 years old).

On the other side are expectations, which refer to the
ideas about children and their families. These can be based
on prejudices or be realistic. Due to not having enough
information initially, parents often do not think about the
fact that, with therapies and early intervention, their children
can improve.

Regarding the expectations based on realistic elements,
the parents mentioned that their hopes also depend on the
degree of severity of the diagnosis. Thus, in the case of the
participants, their children were diagnosed at an average
age of four to five years old, which allowed them to have
higher expectations for their children. Although the ultimate
goal is the same—to provide them with skills so they can
better adapt to the world and try to be independent within
their capabilities — this is consistent with that indicated by
Sumalavia-Casuso (2019) and Ekas et al. (2015).

I knew it was for life; at that time, there was no talk of
early intervention like now. If he had had everything there
is now... I expected to get as much as I can out of him so
that he can be a little bit more independent than what I saw
since his affectation is quite deep or moderate (Paula, 52
years old).

In this regard, it is important to contextualize this
result, indicating that these expectations also depend on
their economic capacity, since their stimulation with more
appropriate therapies depends on this factor.

We have been at the Ann Sulivan [treatment center] for
8 years. We were lucky enough to make the right decision
and take our son there, although this was not financially
overwhelming, we were sure that it was the best place we
could access that we know about (Pedro, 50 years old).

Finally, in the strategies category, the efforts to face
problems that exceed a person’s resources are considered.
These include searching for support, which occurs when
parents seek some type of counseling or therapy at the couple
or family levels. As indicated in different studies (Dardas &
Ahmad, 2015; Magaiia et al., 2017; Pozo, 2010), seeking
support from professionals provides greater peace of mind,
just as handling information allows for better adaptation,
helping to change their way of thinking and acting.

I also had psychological therapy and, well, the
psychologist understood me well. She told me: “You can get
more information here; you can visit this page. I recommend

that you read a lot because you will also have to help him
with the therapies”. So, I did (Ana, 35 years old).

Whereas there is a sense of belonging to a social group
where they identify with other parents who experience
similar situations, and mothers tend to resort to groups
on social networks to share their experiences. This aligns
with that stated by Albarracin et al. (2014) who point out
the tendency of parents to join a religion as a result of the
diagnosis. “I follow Facebook pages like “I am autistic,” in
addition to groups of mothers with children with autism in
Miraflores. There is also a group where they told me that I
could undergo therapies with other mothers out there, but
it is very far from me” (Ana, 35 years old).

There is also take control of the new reality, based on
activities or workshops around ASD, which allows them
to feel more control over the situation. Having a lot of
information allows parents to feel like it is no longer an
unknown situation, helping them to know how to act or react
to certain episodes: “I guide parents; we have done activities
and take the children to the Mirabus. We mostly focus on
the use of Facebook to guide and defend the rights of people
with disabilities” (Fernanda, 40 years old).

Finally, there is the situational adjustment strategy,
referring to the fact that most of the parents have adapted to
their child’s diagnosis and, to do so, they have had to change
their routines and lifestyles. “Let’s say... on a scale from
1to 10, I am at a 7 or 8. I have already calmed down; I do
not consider autism as a problem, I just see it like: “He is
my son; he has the diagnosis; he is autistic; he is like that”
(Guadalupe, 40 years old).

According to the above, the psychosocial adaptation
of parents with children with ASD is associated with a
process that entails various emotions such as fear, sadness,
anger, frustration, resignation, and resilience, not always
experienced in the same order, giving way to a series of
actions carried out with the aim of more appropriately
providing the society with skills. The stressor destabilizes the
family dynamics due to misinformation, which is counteracted
by the support received by the family. This helps them to
adapt better, together with the economic factor that will
allow them to take their child to different types of therapy,
which is reflected in their development. On the other hand,
parents tend to adopt strategies that are within their reach to
facilitate adaptation, such as group and individual activities.

CONCLUSIONS

Evidence shows that the psychosocial adaptation of
parents to their child’s ASD diagnosis leads to experiencing
various emotions such as feelings of guilt, sadness, frustration,
and anger, among others, until reaching acceptance, giving
way to a series of actions taken to provide their child with

skills for greater adjustment to society, so that they can
function as naturally as possible.

Although the initial situation, as a stressor, destabilizes
the family dynamics due to the care provided to the child
with ASD, causing uncertainty and intrigue as a result of
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misinformation (severity of the diagnosis), the perceived
family support is a substantial element that facilitates
both individual and group adaptation. At this point, social
networks are a fundamental part of this process since they
ease that process.

One of the implications of the study is that it will serve
as a reference for future research or as reference material
for relevant professionals; also, other parents could turn to

scientific journals in search of reliable information. Finally,
one of the limitations of this study was the small group of
participants, in addition to the difficulty in accessing more
fathers in the study sample, as they showed little willingness
to participate. The findings of this study should be considered
for similar contexts that allow us to better understand the
process of psychosocial adaptation of parents concerning
their children.
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