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Abstract

Families play a critical role in supporting their children with autism spectrum disorder (ASD) and in
advocating for their health and educational needs. However, many families around the world
experience social, emotional, and financial difficulties, as well as challenges navigating various
systems in search for the services and supports their children require. Colombia has made some
recent strides in supporting the needs of families of children with ASD, but there is still concern
among families that their children are not receiving adequate services. Thus, we were interested in
learning more about what it was like to parent a child with ASD in Colombia. In particular, we
focused on investigating the families” perceptions, experiences, and aspirations for their child with
ASD by conducting focus group interviews. Four primary themes emerged from these interviews with
Colombian parents, which included the impact of the disability diagnosis on the family, the systemic
and societal challenges they faced, the strengths they saw in their child, and their future aspirations
and expectations for their child. Implications for developing culturally responsive parent education
programs are discussed.

Keywords: autism spectrum disorder; family; disability; parent; culturally responsive

Although families play a critical role in providing support to  country they reside in, many of these families experience
children with autism spectrum disorder (ASD), often they social, emotional, and financial difficulties, as well as
may experience uncertainty after their child receives a challenges with the medical and educational systems (e.g.,
diagnosis of ASD (Kuc & Atasayar, 2019). Regardless of the  Nealy et al., 2012). Compounding this situation, for many
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families in Latin American countries, is that there is often
limited awareness about ASD and few government
resources to address the need (Mercadande et al., 2009).
Families in Latin American countries also report that they
regularly face difficulties or delays in obtaining treatment
due to a lack of available information where they live (Paula
et al., 2020). Disability services are often provided through
a country’s health system, which can increase the challenges
families encounter when seeking the supports needed. As
an example, when families of children with ASD in six Latin
American countries were surveyed about this, they
frequently noted that structural barriers such as long wait
lists, high cost of services, and lack of services contributed
to the difficulties they faced (Paula et al., 2020). Similarly, a
study in Brazil found that these obstacles began even prior
to diagnosis, as many doctors were unable to give a specific
diagnosis and sometimes blamed the parents for how the
child was raised (Aguiar & Ponde, 2020).

Worldwide, families of children with ASD often
indicate that they also face financial hardships, since often
parents may cut back on their hours at work or stop
working all together to provide the supports needed for
their child with ASD (e.g., Bueno et al., 2012; Kuc &
Atasayar, 2019). Often, families in many countries are
expected to provide the educational services to their
children with ASD, since they are often excluded from
public schools or the demands imposed by the schools are
too great (e.g., Puckett & McCoy, 2013). These families of
children with ASD often face stigmatization, whether their
child displays difficult behaviors or not (Broady & Stone,
2015). This stigmatization, real or perceived, also can
impact how, where, and how often families participate in
social settings (Werner & Shulman, 2015), which many
families in Latin American noted tends to then increase
their feelings of stress and isolation (Hartmann et al., 2018).
Thus, it is common for families in Latin America, as in many
other places, to go through a series of emotions, such as
guilt, pain, and depression, as they learn about their child’s
diagnosis and begin to navigate informal and formal
systems (Raudez Chiong et al., 2017).

The present study took place in Colombia, which in
recent years has started to make some inroads into gaining a
greater understanding about ASD and providing supports
for families and children with ASD (Tebar Fuquen &
Diazgranados Beltran, 2019). To start, Colombia signed the
Convention on the Rights of Persons with Disabilities,
which aims to guarantee the rights of individuals with
disabilities (United Nations, 2006). In addition, the
Colombian national legislation established a legal frame-
work to protect individuals with disabilities and passed Ley
Estatutaria 1618 de 2013 (2013), which is designed to
ensure the rights of individuals with disabilities as well as
outline duties of the government and society to improve
services directed toward individuals with disabilities, and
they also supported Decreto 1421 de 2017 (2017), which

puts in place processes to guarantee quality education for all
(Diazgranados Beltran & Tebar Fuquen, 2018). Although
these legal advances are positive steps, the reality of setting
them into practice in Colombia has been challenging. For
example, although there are some regulations and structural
resources designed to support individuals with ASD in
accessing health services, these individuals continue to have
limited access to health services due to several factors
including individually being socially marginalized (Rodri-
guez, 2018). It has also been noted that in Colombia,
children with ASD tend to be diagnosed later than
recommended due to lack of awareness and that there is a
notable gap between the time a child is identified with ASD
and the onset of receiving some type of supports and
interventions (Talero-Gutiérrez et al., 2012).

Although the concept, definition, and much of the
research related to ASD has its origins in the United States
(US.) and Europe, other countries, like Colombia, have
turned to this work as they begin to adapt the research to
their own individual context by incorporating culturally
appropriate practices, tests, and materials (Elsabbagh et al.,
2012; Sarrett, 2015). The diagnostic criteria for ASD, as
defined by the Diagnostic and Statistical Manual of Mental
Disorders (DSM-5, American Psychiatric Association,
2013), is still the norm for now, even though not much is
known on how aspects of ASD may be influenced by culture
(Daley & Sigman, 2002). ASD is currently defined as a
spectrum disorder, but earlier definitions included specific
categories within the spectrum, such as Asperger’s Syn-
drome, are still widely used in Colombia among profes-
sionals (Colombian Minister of Health, 2015). The
prevalence of ASD is not well documented in many
countries, with most information coming from the U.S.
and Europe; thus, there is a lack of reliable population-
based prevalence estimate published for most countries
(Elsabbagh et al., 2012). However, the Colombian League
of Autism estimated that, within Colombia, 1 in 110
children are identified with ASD, which is a lower
prevalence rate than other nations such as the U.S., which
has a prevalence rate of 1 in 59 (Baio et al., 2018).

Although research is emerging, there is still little
research focused on how families in Latin American
countries think and react when their child is identified
with ASD. In Brazil, for example, families and mental health
professionals have debated how best to respond to ASD.
Families have argued that it is important to diagnose ASD
early, so that evidence-based treatments can be provided to
their children as soon as possible (Rios & Costa Andrada,
2015). Although there is an increasing awareness of ASD in
Latin America, many do not have the infrastructure and
capacity to meet many of the needs of families of children
with ASD (Mercadande et al., 2009). Thus, families of
children with ASD in countries with less established public
services find themselves either needing to spend a great deal
of time advocating for services for their children or
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providing the interventions themselves (e.g., Brezis et al.,
2015). As a result of experiencing these types of situations,
several Colombian families, who were looking for diagnos-
tic services for their children who they suspected had
developmental problems, organized, and began discussions
in 2014 about establishing formal diagnostic services for
children with ASD (Colombian Ministry of Health, 2015).
By 2015, the Colombian Ministry of Health disseminated
clinical guidelines for diagnosis and treatment of children
with ASD (Colombian Minister of Health, 2015). The
Colombian guidelines introduced a focus on early detection
and providing comprehensive services. However, there is a
scarcity of personnel in the health system prepared to
diagnosis children with ASD, so few children are identified
before the age of 10 years.

Notwithstanding advances in Colombia, the country’s
health care system is largely based on insurance and the
family’s ability to pay, which has created a fragmented
system that does not necessarily meet the needs of children
with ASD and has increased the costs of services for these
families. In Colombia, only professionals that work in the
health care system are permitted to diagnose children with
ASD. Due to limited capacity within the health care system,
ASD appears to be underdiagnosed in Colombia, which has
led to great disparities and inequalities in access to
diagnostic and treatment services (Moreno-Angarita,
2011). Even though Colombia has made some recent
strides in supporting the needs of families of children with
ASD, there is great concern among these families that their
children are not receiving adequate services in either the
health or education systems.

Although inclusive education for all students is
mandatory, in Colombia there has not been special
education in schools since 1994. Schools may have some
personnel available to support children with disabilities,
such as speech and language therapists and special
education teachers, but the number of school-based
personnel is limited. Thus, even though children with
ASD are eligible to attend classes in the Colombian school
system, in practice it is much more complicated. As part of
Decreto 1421 de 2017 (2017), the principal and personnel
providing supports work in collaboration with families and
classroom teachers to develop an Individualized Plan with
Reasonable Adjustments (PIAR). In practice, schools may
then require that families provide additional supports
including a one-to-one assistant. In addition, teachers in the
Colombian school system need much more knowledge
about ASD in general, as well as how to use appropriate
strategies to support children with ASD in their classes,
given that direct special education services within their
classrooms are not necessarily provided (Rangel, 2017).
Due to this lack of special education services provided
within the Colombian school system, families that have the
means to do so have historically enrolled their children with
ASD in private institutions that can provide these supports.

Table 1
Demographics of Parents and Children (n = 20)

Characteristics M
Parents’ age 39.4
Parents’ years of education 14.9
Children’s age 8.7

n (%)
Married or living with someone 11 (55)
Low income 10 (50)
Children’s gender (male) 15 (75)

Given the situation that families in Colombia are currently
facing, we were interested in learning more about what
everyday life was like for these parents who had a child with
ASD. In particular, we were interested in answering the
following research questions: 1) How does parenting a child
with ASD in Colombia impact the family? 2) What are the
experiences of parents of a child with ASD in relation to
support systems (e.g., education and family)? and 3) What
are the expectations of Colombian parents regarding their
children with ASD?

METHODS

Participants

As part of a larger study, participants were recruited
from a public school in Bogota, Colombia after we received
Institutional Review Board approval. The school was
considered inclusive in that it offered education to children
with disabilities, which in turn attracted high numbers of
children with disabilities to the school. Children with
disabilities were included in the general education
classrooms; however, classroom teachers were not provid-
ed with sufficient resources to provide quality services.
Children with disabilities at the school received special
services from the health system, which included speech
and language therapy and occupational therapy. The
families of children with ASD at the school were invited
to participate in a research study that focused on a parent
education program that was conducted in their homes
(Magaiia et al., 2021). Families (n = 20) who participated
in this larger study were then also invited to take part in
focus group interviews, which focused on gaining a greater
understanding of parenting a child with ASD. All except
three participants in the focus group interviews were
biological mothers of a child with ASD with the other
participants consisting of two grandmothers and one father
(we refer to all as parents in the paper). Given that the
public school was one of the only schools in the city
enrolling students with disabilities, the school attracted
families from diverse socioeconomic backgrounds (see
Table 1). In general, the parents who participated in the
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focus group interviews were well-educated, with most
graduating from high school and 45% graduating from
university with at least a bachelor’s degree. Most of the
parents (55%) were married or living with a partner and
had a mean age of 39 years. Their children with ASD were
primarily identified as male (75%) and had a mean age of
8.7 years (range 7 to 13 years).

Procedures

We used purposeful convenience sampling to identify
the participants for this focus group interview study. All
the parents in the focus group interviews had recently
participated in a study that included a parent education
program that focused on empowering Latinx parents of
children with ASD (Magafa et al., 2021). Although the
parent education program was developed and previously
implemented in the U.S. (Magafia et al., 2020), the
intervention was adapted to reflect the lived realities of
families of children with ASD in Colombia (Magafia et al.,
2019). The program consisted of two-hour sessions
conducted at the parents’ home by a promotora de salud
(health worker) who is from the community and took place
over 12 weeks. These parents were then asked about their
interest in participating in one focus group interview to
learn more about parenting a child with ASD in Colombia
that would be conducted by researchers that they had not
previously had direct interactions with during the parent
education program implementation.

Focus Group Interviews. We invited the parents to
come to a local university to participate in the focus group
interviews. Each of the four focus group interviews were
conducted by two bilingual interviewers. The lead
interviewer followed a focus group interview protocol to
ask the primary questions, while the second researcher
took notes and asked follow-up probes for clarification. As
an incentive to participate in the focus group interviews,
we provided the parents with lunch. These focus group
interviews allowed the parents to interact with each other
and encouraged them to expand on each other’s responses
(Barbour, 2008). Frequently, focus groups are conducted
with culturally diverse groups, since it can be empowering
to the participants and provides an avenue for the initial
explorations of a subject (Huer & Saenz, 2003). Focus
group interviews also provide an avenue for the explora-
tion of an individual's experiences and beliefs while
interacting with others (Bragg, 2000). The interviewers
were not acquainted with the parents, and parents were
assured that their responses would remain confidential.
Each focus group interview began with an overview of the
purpose and format of the session. The interview was
comprised of six questions with follow-up probes (e.g.,
What are the most important things we should know about
your child?; We would like you to share with us the goals
and hopes you have for your child.) and each lasted about
an hour. Parents were actively engaged with us in lively

conversations throughout the interviews, and there was no
indication of any language misunderstanding between the
interviewers and parents. The interviewers would period-
ically summarize the conversation and ask parents to
confirm or clarify any of the summary points as needed.
We created a spider diagram, a visual map that represented
issues raised and helped to keep track of the discussions to
ensure all parents had multiple chances to speak about the
issues being discussed. The focus group interviews were
audio recorded and professionally transcribed by a service
that specialized in Spanish transcriptions.

Researcher as Instrument. Particularly in qualitative
research, it is important that both the researchers’
positionality (predetermined set of beliefs and perspec-
tives) and reflexivity (critical reflections throughout a
study) be mentioned (Trainor & Graue, 2014). It is
through this self-reflection that researchers can begin to
understand how one’s own experiences influence and
contribute to their positions and views (Milner, 2007;
Trainor & Graue, 2014). Furthermore, as researchers open
up about their positionality and reflexive practices, readers
are then able to decide if researchers’ bias may impact the
discussions of findings and results. The first four authors,
who reside in the U.S., conducted in-person interviews
with Colombian parents to listen, interpret, and make
meaning of their experiences parenting a child with ASD
and navigating formal and informal systems to support
their child. Our backgrounds are diverse (e.g., several first-
generation Americans, one whose first language was
Spanish; one born outside of the U.S.), but we all
identified as Hispanic, bilingual women. Although none
of the us had direct connections to Colombia, most of us
had extensive experience living and/or working in other
countries. We brought with us a Western worldview with a
strong frame of reference influenced by the education and
medical systems in the U.S., which we each have
participated in through various roles such as students,
educators, therapists, and mothers. Thus, our frame of
reference was frequently subjected to critical analysis
throughout our work in Colombia and during data analysis
by employing an ongoing process of critical peer review
and inspection (Merriam, 2009). The fifth author is a
native Colombian, who lives and works in Bogota, and
facilitated the research in a number of ways including
recruiting the families, engaging with the other authors
regarding considerations for cross-cultural differences, and
reviewing the wording of the protocol and other language
questions that came up during the research. She also
vouched for our character, purpose of the work, and acted
as a liaison, which assisted us in establishing trust and
rapport with the families (Ojeda et al., 2011).

Data Analysis

Qualitative analysis procedures were used to identify
the perceptions and experiences of the parents. We view
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ourselves as the primary instruments of the data collection
and during data analysis used an inductive stance to obtain
meaning from the parent responses (Creswell & Guetter-
man, 2019). In using this framework, we sought to explore
and gain a deeper understanding of the families’ perceptions
and experiences of raising their child with ASD by using
open ended questions. By using this framework, we were
able to analyze the data without any preconceived notions,
as we did not have a relationship with the families or
educational systems in Colombia. Using a constructivist,
grounded theory approach (Glaser & Strauss, 1999), we
read and listened to interviews, wrote memos, coded data,
compared and contrasted codes, negotiated codes, devel-
oped themes from the codes, and created matrixes of the
identified themes (Maxwell, 2013; Saldafa, 2016). We did
this work using collaborative online documents and
research meetings, which allowed us to negotiate until we
agreed on the final themes. Throughout this process, we
continuously kept memos to track our thinking and give
meaning to codes. We also identified parent responses that
exemplified the themes and represented the range of
perspectives the parents provided. To enhance the credibil-
ity of our findings we used a peer debriefer to critique,
question, and analyze the findings. The peer debriefing
process included inviting a colleague familiar with the
research to question and discuss the findings, analysis, and
conclusions (Mertens, 2015; Patton, 2015). A bilingual
researcher who was not involved in the study, but who had
expertise in qualitative methodology provided critical
feedback at two points in the analysis. The peer debriefer
first reviewed a sample of the transcripts, notes, and memos
once the initial preparation phase was complete to check for
clarity, bias, and accurate interpretations. At the end of the
study, the peer debriefer provided feedback on the final
themes by reviewing notes and represented quotes to
provide an additional analysis of the overall trustworthiness
and credibility of the findings. Although we were not able to
conduct member check during the analysis process, a
summary of the final themes that emerged was shared. All
analysis was done using the Spanish transcripts with quotes
later translated to English for dissemination.

RESULTS

Looking across the parents’ responses related to their
experiences and perceptions of parenting a child with ASD
in Colombia, four primary themes emerged: (a) impact of
the disability diagnosis, (b) systemic and societal challeng-
es, () seeing child’s strength, and (d) future aspirations and
expectations. Examples of the parents’ translated quotes for
each of the major themes are included and identified with
pseudonyms.

Impact of the Disability Diagnosis

Each of the parents described how ASD impacted their
families. There were three subthemes that emerged as

parents described the impact of ASD. The first was the
intense emotional toll that the diagnosis had on them.
Parents also described the discrimination that the diagnosis
had created and how outsiders viewed their child.
However, parents also explained they also had positive
reactions to the diagnosis.

Emotional Toll. Most parents described the intense
emotional toll receiving the diagnosis of ASD had on them
personally. For example, Isabella stated:

As a young pregnant woman, you visualize a future for
your child, and you begin to create it. You construct a
world for the baby, right? When [receiving the
diagnosis], you take note that the world you construct-
ed is going to be completely different.

Another parent, Monica, described, “I was on zero. |
had raised two children well, and they were older. I had no
idea he was a special needs child, much less a child with
autism-because for me, I had never heard of that.” Another
parent shared that the diagnosis was a shock to her, and
several others worried about their child’s future. A
grandmother described her fear for her grandchild during
a different phase of life, such as when the child falls in love.
“Another thing that I fear is if he falls in love. But the
management of emotions is very difficult. Last Sunday I
spoke to his mom and she said the worst thing that can
happen to him is a broken heart.” Families described the
personal emotions that they felt and concerns about their
child and the child’s future and the difficulties that both
they and their child may face.

Discrimination. During the focus groups several of
the parents talked about how they felt that both their
family and particularly their child with ASD were
discriminated against in society. Salomé described how
she understood the discrimination and worried about how
others may view their child, which many of the parents
also talked about. Salomé reported:

The world is cruel, extremely cruel. I do not know if it
is because the discrimination here towards people with
a disability is terrible, and more so for a child or a
person with autism. It is worse because, unfortunately,
there are no physical characteristics that people can see
to know that the child has a disability. Therefore, if this
child is throwing a tantrum on the street or acting out of
sorts or someone talks to them, they would say, “They
are deaf, he is dumb, or ill-mannered.”

By providing their own personal experiences with their
children, parents were able to share their experiences of
how others reacted. Their stories were examples of the
difficulties and comments they endured when out with
their children in public spaces.

Positive Reactions. There were also positive emotion-
al reactions to the diagnosis of ASD noted by several of the
parents. Several parents, such as Luciana, expressed love
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for their child regardless of difficulties they faced. As
Luciana explained, “It was a blessing for us to have
Samuel. We are all focused on getting Samuel ahead. We
do not treat him as if he is different.” For most, their child
with ASD had become a primary focus of the family, as
Valentina explained:

My son is the most important person that I have right
now. He is the reason I fight for things. We are focused
on talking because it was not until recently that he
started to communicate. We are doing well in therapy.
Thank God he has made progress and is learning to
fend for himself.

Each parent was able to offer a glimpse into the positive
aspects of raising a child with ASD. While most expressed
the love that they had for their child, they also expressed
the “lucha” or struggle they engaged in to support their
child and the child’s needs.

Systemic and Societal Challenges

Parents described the barriers they experienced in
Colombia with various support systems, specifically with
therapy and the school system. They explained both
systemic and societal challenges that their families faced.
When describing systemic challenges, parents discussed
how there were barriers to obtaining a proper diagnosis
and therapies for their child, as well as barriers to getting
educational services. Parents also described societal
challenges, specifically, the stigmas that they faced from
their families and communities.

Receiving a Proper Diagnosis and Therapy. Most of
the parents talked about issues they faced with the medical
community, including the high cost of the medical system.
For example, Bianca talked about the high cost of
medicine, while Karla, Isabella, and Luciana described
the challenges of receiving a proper diagnosis. Salomé
described the contradictory advice that she received from
the therapists and her medical team. Specifically, in regards
to her son’s ability to speak and communicate himself, “the
therapists tell me that it is a slow process and then other
professionals are telling me that no, he is not going to be
able to do it.” Valentina also indicated that finding a
therapist for her child was difficult. She noted, “That is the
problem [finding a therapist] we have. It's very difficult to
do anything here, that's why we are delayed.” Sofia
described her experience with doctors, “Here in Colombia,
the doctors do not know what autism is, they have a fear of
it. They know what it is called, but do not know more than
that.” Camila described additional difficulties with the
Entidad Promotora de Salud (EPS), Colombia’s govern-
ment sponsored health care, “I have had a lot of difficulties
with EPS. For me, it been awful, awful. That is because the
health conditions of ASD are not well known, and it [the
system] does not have the services that children need.”

Overall, parents described challenges they had with
the healthcare system and healthcare providers, especially
with respect to obtaining the correct diagnosis, accurate
assessment of their needs and receipt of appropriate
therapeutic services.

Educational Services. Families described difficulties
that they faced getting the best educational supports for
their child. A few parents, Valeria, Salomé, Magda and
Bianca, explained in detailed the difficulty in receiving
educational services for their children. For example, Bianca
explained:

They are asking me to identify an assistant to be in the
school, a shadow. He needs an assistant to help keep
him organized and to make sure he completes his work,
to complete activities. He is hyperactive, so then he has
difficulty attending to a single task for some time, and
can’t be still for long periods of time, everything must
be immediate.

Parents also spoke about how they were able to begin
to obtain some supports to meet their child’s need. Sofia
indicated how together, school, therapy, and home can all
work together to create positive results. Karla expanded on
this and indicated that it was important to recognize how
to best support her child, specifically when addressing her
child’s communication needs. Luciana described how they
were able to find ways of supporting their child’s academic
and autism needs. However, other parents described their
concerns about when and how much support to provide,
as Isabella stated, “I don’t know if I am intervening too
much or not. I mean, I don’t know if I am going outside the
perimeter.”

Parents described additional barriers they personally
encountered with the Colombian educational system.
Isabella addressed the systemic issues in the country,
“The problem is not your child, it is the system. What
happens here in Colombia, unfortunately, is that the
teachers are not prepared to work with children with
autism.” Families described some of the obstacles they
experienced receiving services in school, with teachers, and
with supporting their child. Some parents appeared to be
hopeful while others expressed frustration with the various
systems.

Stigma. Several of the families also described the
stigma that they faced from family and society in general.
The parents described many personal stories of how others
had directed comments about their children in public and
how they reacted to those comments. Families shared
similar reactions to one described by Isabella:

When Carlos was in preschool, there was a parent
reunion and one of the moms said, “Ah, you are the
mom of the special needs child?” That lady killed me. I
simply said, “Yes, I am the mother of Carlos.” Then it
was always the label, the label, “Oh you are the special
needs child, the special needs child.” Those kinds of
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things change your world. You begin to see the world in
a totally different way.

Seeing Child’s Strengths

When parents were asked to talk about what others
should know about their child, the focus of their
comments were overwhelmingly on positive attributes
and much of the discussion was on the child’s strengths.
Overall, the parents listed several areas of strengths their
child possessed, although the areas varied among the
families. Some parents explained the child’s independence
in completing self-help skills as strength, and other parents
focused on their child’s academic abilities. Other areas of
strength that were identified by many parents were their
child’s interests and personal traits.

Self-Help Skills and Routines. Several parents talked
about their child’s strengths and abilities to complete
household routines and in learning self-help skills. For
example, Valentina identified her child’s ability to use the
toilet independently, follow bath time routines, and
request food or items as positive strengths. She explained:

But that [going to bathroom independently] is a
strength of my child because he is able to ask for
things. You do not have to tell him to use the bathroom.
He gets up by himself and goes independently to the
bathroom. I tell him, “It’s time to take a bath” and he
takes off his clothes without me telling him.

Many parents focused on describing the different routines
and household activities that their children were able to
engage in independently. Sara explained that her child’s
interest in exercise was a positive quality, while Salomé
identified her child’s ability to dress themselves as a
strength. Overall, they listed a variety of activities that they
felt were important to their families.

Academic Strengths. Similar to describing their
child’s self-help skills and independence with routines,
parents discussed what they perceived to be their child’s
academic skills and strengths. For example, Jimena and
Salomé stated that reciting vowels was a strength. Salomé
identified that her child’s academic skills included letter
and number knowledge, color identification and a strong
visual memory. Another parent, Valentina, identified
computing math facts and reading as a strength. Valentina
noted that her son “already reads, writes, adds, and
subtracts. ... He is at the level of his peers.” Other parents
including Sara, Bianca, and Valeria stated that their child
had a strong interest in technology and computers.

Personal Traits and Interests. Several parents
centered their discussion on interest and personal traits
the child possessed. They expressed their child’s interests
in motor activities or personal toys as an asset. For
example, Jimena stated that her child enjoyed the arts: “He
is very creative. He has artistic strength. He paints, draws,
and makes things like the ones that are on [television]

programs like Art Attack. They are drawings on the floor,
and they form figures.” Emilia and Valeria also identified
that their children enjoyed music and riding their bicycles,
while Sara explained her grandchild’s interest in dinosaurs.

Several parents also talked about the many positive
personal traits of their child, such as kindness or getting
along with others. For example, Camila noted that her
child’s social skills were a strength, saying “She is very
trusting. She likes to hug people. She does not shake
hands, but she will hug and kiss and kiss. She is social. She
will see a group of children arrive and will look to play
[with them].”

Future Aspirations and Expectations

Parents were asked to talk about their expectations for
their child with ASD. However, the conversations many
times focused on the fears that they had for their children’s
future, specifically addressing future personal and work
opportunities. Another area of concern that was brought
up when talking about the future was their child’s lack of
or limited communication skills and concerns about their
child being able to fend for themselves. An area that all
families expressed as important was for their child to
become independent.

Fears for the Future. Parents described concerns
about their child’s future, specifically, how it related to
their child’s careers and what would happen after the
parent died. As Isabella explained:

I have depressive episodes [thinking about the future],
even though I have made accommodations. One of the
things is that [child] will not go to university. I mean,
that kills me. That he will not be able to achieve things
as others do, like becoming a working person.

Other parents talked about concerns about their own death
and what that meant for their child. Parent shared how
they worried about who would take care of their child,
even in adulthood, if they were no longer able to due to
becoming sick or dying. As Natalia stated, “For me, my
thoughts are, hopefully I will bury him instead of him
burying me.”

Limited Skills. Most of the parents expressed
concerns about their child’s limited communication skills
and the impact this would have on their future achieve-
ments. They also talked about difficulties their child had
attending to information and fending for themselves. As
noted by Isabella, “I am concerned about his social
interaction, because he can communicate and knows how
to communicate, but others do not understand him.”
Other parents, such as Valentina, Gabriela, and Sofia, also
described the importance of their child continuing to
develop their skills to have a more positive future. For
example, Sofia described the difficulties her child had with
attention and its impact on learning, “Well to pay
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attention. If there is something that does not interest him,
he stops paying attention, for him to attend is very, very
complicated.” Other parents expressed concerns about
their children’s ability to look out for themselves and their
children’s well-being, for example their children’s happi-
ness.

Independence. Parents expressed immediate and
future goals for their child, and several parents expressed
the importance of their child’s ability to become indepen-
dent, both in their own personal lives and within the
communities they resided in. Parents described many
examples, such as hoping that their child would be
independent enough to have a paying job or develop
personal relationship. Other parents talked about the
importance of the child being able to participate in their
community, such as taking the bus or shopping. Monica,
reflecting comments of many other parents, stated that she
wishes “that in the future he can work, function in
society.” Parents expressed quite a bit of anxiety about
their child’s future when thinking about having them
become independent. As Magda stated, “I tell him, son you
have to learn how to live without me. This concerns me,
that he learns how to be independent and confident.”
Other parents talked about the ramifications if their child
did not become independent, like Salomé, who expressed
concerns about her child being a burden on other family
members.

Role of Education. Parents discussed that their goals
and aspirations included that their children could attend
school, including college, which would lead to indepen-
dence. The important role that education played in
preparing their child for the future was brought up by
most parents. For example, Isabella stated, “My goal for
Carlos is that he finishes elementary school, then high
school, and our family’s goal is that he goes to the
university, to study whatever, but that he studies
something.” Another parent, Salome also talked about
the importance of her child finishing college saying, “My
goal is that she finishes her bachelor’s degree. The goal is
that she completes it so that she is trained in something.
The goal is to be independent and have a job. Yes, achieve
stability, so she can feel useful.” In general, parents
provided specific individual examples of their dreams for
their child, but also commented on the specific factors that
may provide challenges for their children to achieve these
dreams.

DISCUSSION AND IMPLICATIONS

In this study, we examined perceptions, experiences, and
expectations of Colombian parents of children with ASD.
Overall, the findings provided a rich description of the
families” experiences as they navigated various systems and
societal expectations. Parents shared with us that they faced
numerous complications that included a lack of services,

lack of doctors who could diagnose children with ASD, and
in general, a lack of understanding of ASD from family and
strangers. However, the parents indicated that they did not
feel defeated or discouraged, but rather continued to seek
services, wanting resources, and wishing for positive future
outcomes for their children with ASD regardless of the
obstacles they were facing. These families, like many Latinx
families, faced a number of systemic barriers (Hughes et al.,
2008; Mueller et al., 2009) and lacked access to information
that could impact their decision making (Burke & Gold-
man, 2018; Shapiro et al., 2004). Not surprisingly, these
systemic barriers increased the stress that these Colombian
parents felt, which aligns to how other Latinx families have
indicated feeling during their own journeys (Burke et al.,
2019; Rios et al., 2020). They tend to report experiencing
more stress and noting that their children with ASD may
make less progress then they could have due to these
barriers (Wagner et al., 2005). These Colombian parents
were cognizant of these consequences and talked about the
need to advocate for change in their country regarding how
their children with ASD received health and education
services. They also talked about the importance of society
needing to be more understanding and supportive of
families with ASD.

It is important that all families are empowered to
advocate for change, regardless of circumstances they may
face in their country. One way to develop parents’
knowledge and advocacy skills is through parent education
programs. Parent education programs have become com-
mon in the U.S. (Burke, 2013) with many showing positive
impacts on both the family and child with disability (e.g.,
Aceves, 2014; Hammond & Ingalls, 2017). Parent educa-
tion programs can enhance parents’ knowledge of disabil-
ities, while also developing their advocacy skills (Magaria et
al., 2019; Burke et al., 2019). These programs should also
focus on assisting parents’ understanding of how to access
both health and educational services (Taylor et al., 2017).
Thus, we recommend that parent education programs be
tailored to the specific needs and context of Colombian
families of children with ASD (Magafa et al., 2019).
Developers of these programs should consider using the
Ecological Validity Framework (EVF) in creating the
programs, especially since in the U.S., Latinx families have
benefited from programs that use this framework (e.g.,
Magafia et al., 2020). The EVF could work well in the
Colombian context, since part of the purpose of the
framework is to develop culturally sensitive programs that
are attuned to the context of the participants (Bernal et al.,
1995). The EVF, which is comprised of eight cultural
domains (e.g., language, content, context), can be used to
ensure that parent education programs are culturally
responsive for families in Colombia. When designing these
programs, we want to keep in mind that families also have
their own aspirations and goals for their children, regardless
of the limited resources that are available. Furthermore,
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families need to be engaged in co-constructing the
programs, including asking questions about what they
understand and know about the disability and services
available, as well as their aspirations for the child, since this
will facilitate buy-in.

Limitations

This descriptive study was designed to investigate the
perceptions, experiences, and aspirations of families with
of children with ASD in Colombia. Several limitations exist
that should be addressed. Given the small sample size,
generalizability is not possible. It would be impossible to
claim that these findings are reflective of the perceptions
and experiences that all families may have. Nevertheless,
the results can help guide us on how best to meet the needs
of many families in Colombia, who have had similar
experiences, and develop supports that align with these
realities. Another limitation that exists is that this group of
families may not represent typical families. One factor that
makes this group unique was that all the families had
recently completed a parent education program. Given this
background, they may have been more willing to
participate, as they had already had experience working
with professionals to enhance their own knowledge and
advocacy skills. Finally, all the data collected were based
on self-report; thus, there was no independent documen-
tation related to the families’ interactions with education
and medical systems. However, their words reflect their
lived experiences and how families of children with ASD
perceived the impact of their interactions with these
systems and society.

CONCLUSION

In summary, the findings of this study highlight the impact
the child’s disability had on these families in Colombia, as
well as the systemic and societal challenges they experi-
enced. In many regards, the emotional and personal
impacts were typical of families in similar circumstances,
regardless of where they resided. However, the families did
face barriers that were unique to their circumstances,
particularly related to navigating the educational and
medical systems in their search for the services and
supports their child needed within Colombia. As the
families mentioned, they frequently encountered profes-
sionals, both educators and doctors, that were uncertain or
unfamiliar with the disability itself and often put the
responsibility for the support needed squarely on the
families. Regardless of these experiences, the families
overwhelmingly continued to have a positive outlook and
focused on the strengths of the child. However, parents did
express a need for more supports and understanding from
both professionals and family members. Families also
craved opportunities to network with other families of
children with ASD but talked about how difficult it was to
build these relationships given that they had infrequent

opportunities to engage with others. Therefore, we need to
look at how schools and agencies can support and structure
engagement to assist families in building deeper relation-
ship with other families (Rangel et al., 2020), which in turn
can be beneficial for all.

REFERENCES

Aceves, T. C. (2014). Supporting Latino families in special
education through community agency-school partner-
ships. Multicultural Education, 21(3/4), 45-50.

Aguiar, M. C. M. D., & Pondé, M. P. (2020). Autism:
Impact of the diagnosis in the parents. Jornal Brasileiro de
Psiquiatria, 69(3), 149-155. https://doi.org/10.1590/
0047-2085000000276

American Psychiatric Association. (2013). Diagnostic and
statistical manual of mental disorders (5th ed.).APA.
https://doi.org/10.1176/appi.books.9780890425596

Baio, J., Wiggins, L., Christensen, D. L., Maenner, M. J.,
Daniels, J., Warren, Z., Kurzius-Spencer, M., Zahor-
odny, W., Robinson Rosenberg, C., White, T., Durkin,
M. S., Imm, P., Nikolaou, L., Yeargin-Allsopp, M., Lee,
L. C., Harrington, R., Lopez, M., Fitzgerald, R. T,
Hewitt, A., ... Dowling, N. F. (2018). Prevalence of
Autism Spectrum Disorder Among Children Aged 8
Years - Autism and Developmental Disabilities Monitor-
ing Network, 11 Sites, United States, 2014. MMWR
Surveillance Summaries, 67(6), 1-23. https://doi.org/10.
15585/mmwr.ss6706al

Barbour, Rosaline (2008). Introducing qualitative research: A
student guide to the craft of doing qualitative research.
SAGE.

Bernal, G., Bonilla, J., & Bellido, C. (1995). Ecological
validity and cultural sensitivity for outcome research:
Issues for the cultural adaptation and development of
psychosocial treatments with Hispanics. Journal of
Abnormal Child Psychology, 23(1), 67-82. https://doi.
org/10.1007/bf01447045

Bragg, D. (2000). Capturing the richness of palliative
education outcomes through the use of focus groups.
Journal of Palliative Medicine, 3(2), 204-207. https://doi.
org/10.1089/10966210050085287

Brezis, R. S., Weisner, T. S., Daley, T. C., Singhal, N.,
Barua, M., & Chollera, S. P. (2015). Parenting a child
with autism in India: Narratives before and after a
parent-child intervention program. Culture, Medicine,
and Psychiatry, 39(2), 277-298. https://doi.org/10.1007/
s11013-015-9434-y

Broady, T. R., & Stone, K. (2015). “How can I take a
break?” Coping strategies and support needs of mental
health careers. Social Work in Mental Health, 13(4), 318 —
335. https://doi.org/10.1080/15332985.2014.955941

33



Journal of International Special Needs Education

Bueno, A., Cardenas, M., Pastor, M., Silva, Z. (2012).
Experiencias de los padres ante el cuidado de su hijo
autista. Revista Enfermeria Herediana, 5(1), 26-35.

Burke, M. M. (2013). Improving parental involvement:
Training special education advocates. Journal of Disability
Policy Studies, 23(4), 225-234. https://doi.org/10.1177/
1044207311424910

Burke, M. M., & Goldman, S. E. (2018). Special education
advocacy among culturally and linguistically diverse
families. Journal of Research in Special Educational Needs,
18(1), 3-14. https://doi.org/10.1111/1471-3802.12413

Burke, M. M., Buren, M. K., Rios, K., Garcia, M., &
Magafia, S. (2019). Examining the short-term follow-up
advocacy activities among Latino families of children
with autism spectrum disorder. Research and Practice in
Intellectual and Developmental Disabilities, 6(1), 76-85.
https://doi.org/10.1080/23297018.2018.1439767

Colombian Minister of Health (2015). Protocolo clinico para
el diagnostico, tratamiento y ruta de atencion integral de
nifios y nifias con trastornos del espectro autista. Instituto
de Evaluacion tecnologica en Salud. Ministerio de Salud
y Proteccion Social. Retrieved from https://discapacidad
colombia.com/index.php/salud/21-protocolo-clinico-tea

Creswell, J. W. & Guetterman, T. C. (2019). Educational
research: Planning, conducting, and evaluating quantitative
and qualitative research. Pearson.

Daley, T.C., & Sigman, M.D. (2002). Diagnostic concep-
tualization of autism among Indian psychiatrists,
psychologists, and pediatricians. Journal of Autism and
Development Disorders, 32(1), 13-23. https://doi.org/10.
1023/A:1017947922349

Decreto 1421 de 2017. (2017). Por el cual se reglamenta en
el marco de la educacion inclusiva la atencion educativa a la
poblacion con discapacidad. Retrieved from http://www.

suin-juriscol.gov.co/viewDocument.asp?ruta=Decretos/
30033428

Diazgranados Beltran, N., & Tebar Fuquen, M. S. (2018).
Estado del arte sobre las orientaciones y lineamientos
pedagogicos para el trabajo educativo de personas con
espectro autista en Colombia durante los ultimos 10 afios.
Corporacién universitaria iberoamericana. https:/
repositorio.ibero.edu.co/handle/001/780

Elsabbagh, M., Divan, G., Koh, Y. J., Kim, Y. S., Kauchali,
S., Marcin, C., Montiel-Nava, C., Patel, V. Paula, C. S.,
Wang, C., Yasamy, M. T., & Fombonne, E. (2012).
Global prevalence of autism and other pervasive
developmental disorders. Autism Research, 5(3), 160-
179. https://doi.org/10.1002/aur.239

Glaser, B. G. & Strauss, A. L. (1999). Discovery of grounded
theory. Routledge.

Hartmann, K., Kozikoski, C. T., Urbano, M. R., Williams,
T. V., Ba, C. L., & Peterkins, A. (2018). Autism
spectrum disorder in Latin American families: Experi-
ences in Chile. Families, Systems, & Health, 36(2), 169-
174. https://doi.org/10.1037/fsh0000340

Hammond, H. & Ingalls, L. (2017, Fall). Let’s get parents
ready for their initial IEP meeting. Journal of the American
Academy of Special Education Professionals, 31-43.

Huer, M B., & Saenz, T, 1. (2003). Challenges and
strategies for conducting survey and focus group
research with culturally diverse groups. American Journal
of Speech Language Pathology, 12(2), 209-220. https://doi.
org/10.1044/1058-0360(2003/067)

Hughes, M. T., Valle-Riestra, D., & Arguelles, M. E.
(2008). The voices of Latino families raising children
with special needs. Journal of Latinos and Education, 7(3),
241-257. DOL https://doi.org/10.1080/153484308021
00337

Kuc, H. A., & Atasayar, M. (2019). Mood structures of the
families of the children with special needs and the
fundamental dynamics of the family training. Turk
Uygulamalr Sosyal Hizmet Dergisi, 2(1), 12-26.

Ley Estatutaria 1618 de 2013. (2013) Ley 1618/2013 de 27
de febrero. Diario Oficial No. 48.717 (27-02-2013).
Retrieved from http://wsp.presidencia.gov.co/
Normativa/Leyes/Documents/2013/LEY%201618%
20DEL%2027%20DE%20FEBRERO%20DE%202013.
pdf

Magafia, S., Hughes, M. T., Salkas, K., & Angarita, M. M.
(2019). Adapting an education program for parents of
children with autism from the United States to
Colombia. Disabilities and the Global South, 5(1), 1603-
1621. Retrieved from https:/disabilityglobalsouth.files.
wordpress.com/2019/10/06_01-03.pdf

Magafia, S., Hughes, M. T., Salkas, K., Gonzales, W.,
Nuifilez, G., Morales, M., Torres, M. G., & Angarita, M.
M. (2021). Implementing a parent education interven-
tion in Colombia: Assessing parent outcomes and
perceptions across delivery modes. Focus on Autism and
Other Developmental Disabilities. Advance online publi-
cation. https://doi.org/10.1177/1088357620986947

Magafia, S., Lopez, K., Morales, M., Iland, E., Salkas, K.,
Garcia-Torres, M., & Machalicek, W. (2020). A
randomized waitlist control group study of a culturally
tailored parent education intervention for Latino parents
of children with ASD. Journal of Autism and Developmen-
tal Disorders, 50(1), 250-262. https://doi.org/10.1007/
s10803-019-04252-1

Maxwell, J.A. (2013). Qualitative research design: An
interactive approach. SAGE Publications, Inc.

Mercadande, M. T., Evans-Lacko, S., & Paula, C. S. (2009).
Perspectives of intellectual disability in Latin American

34



Journal of International Special Needs Education

countries: Epidemiology, policy, and services for chil-
dren and adults. Current Opinion in Psychiatry, 22(5),
469-474. https://doi.org/10.1097/yc0.0b013e32832
eb8c6

Mertens, D.M. (2015). Research and Evaluation in Education
and Psychology. SAGE.

Merriam, S. B. (2009). Qualitative research: A guide to design
and implementation. Jossey-Bass.

Milner, H. R. (2007). Race, culture, and researcher
positionality: Working through dangers seen, unseen,
and unforeseen. Educational Researcher, 36(7), 388-400.
https://doi.org/10.3102/0013189x07309471

Moreno-Angarita, M. (2011). Discapacidad, politicas y
justicia social. Unilibros.

Mueller, T. G. (2009). Alternative dispute resolution: A
new agenda for special education policy. Journal of
Disability Policy Studies, 20(1), 4-13. https://doi.org/10.
1177/1044207308315285

Nealy, C. E., O'Hare, L., Powers, J. D., & Swick, D. C.
(2012). The impact of autism spectrum disorders on the
family: A qualitative study of mothers’ perspectives.
Journal of Family Social Work, 15(3), 187-201. https:/
doi.org/10.1080/10522158.2012.675624

Ojeda, L., Flores, LY., Rosales Meza, R., & Morales, A.
(2011). Culturally competent qualitative research with
Latino immigrants. Hispanic Journal of Behavioral Sciences,
33(2), 184-203. hups://doi.org/10.1177/07399863114
02626

Patton, M.Q. (2015). Qualitative research and evaluation
methods (4" ed.). SAGE.

Paula, C. S., Cukier, S., Cunha, G. R., Irarrazaval, M.,
Montiel-Nava, C., Garcia, R., Rosoli, A., Valdez, D.,
Bordini, D., Shih, A., Garrido, G., Rattazzi, A. (2020).
Challenges, priorities, barriers to care, and stigma in
families of people with autism: Similarities and differ-
ences among six Latin American countries. Autism,
24(8), 2228-2242. https://doi.org/10.1177/136236132
0940073.

Puckett, K. S., & McCoy, K. M. (2013). Parents as teachers
of children with autism in the peoples’ republic of
China. Journal of International Special Needs Education,
16(2), 68-81. https://doi.org/10.9782/2159-4341-16.2.
68

Rangel, A. (2017). Orientaciones pedagogicas para la
inclusion de nifios con autismo en el aula regular.
TELOS: Revista de Estudios Interdisciplinarios en Ciencias
Sociales, 19(1), 81-102.

Rangel, D. E., Shoji, M. N., & Gamoran, A. (2020). The
development and sustainability of school-based parent
networks in low-income Latinx communities: A mixed-
methods investigation. American Educational Research

Journal, 57(6), 2450-2484. https://doi.org/10.3102/
0002831220916461

Raudez Chiong, L., Rizo Arauz, L., & Solis Zuniga, F.
(2017). Experiencia vivida en madres/padres cuidadores
de nifios/nifias con trastorno del espectro autista. Revista
Cientifica De FAREM-Esteli, 21, 40-49. https://doi.org/10.
5377/farem.v0i21.3484

Rios, K., Aleman-Tovar, J., & Burke, M. M. (2020). Special
education experiences and stress among Latina mothers
of children with autism spectrum disorder (ASD).
Research in Autism Spectrum Disorders, 73, 101532.
https://doi.org/10.1016/j.rasd.2020.101534

Rios, C., & Costa Andrada, B. (2015). The changing face of
autism in Brazil. Culture, Medicine, and Psychiatry, 39(2),
213-234. https://doi.org/10.1007/s11013-015-9448-5

Rodriguez, P. J. (2018). Derechos en salud de las personas con
trastornos del espectro autista en Colombia: Una revision de
la literatura. Retrieved from http://hdl.handle.net/20.
500.12495/2292

Saldafia, J. (2016). The coding manual for qualitative
researchers. SAGE.

Sarrett, J.C. (2015). Custodial homes, therapeutic homes,
and parental acceptance: Parental experiences of autism
in Kerala, India and Atlanta, GA USA. Culture, Medicine,
and Psychiatry, 39(2), 254-276. https://doi.org/10.1007/
s11013-015-9441-z

Shapiro, J., Monzo, L. D., Rueda, R., Gomez, J. A., &
Blacher, J. (2004). Alienated advocacy: Perspectives of
Latina mothers of young adults with developmental
disabilities on service systems. Mental Retardation: A
Journal of Practices, Policy and Perspectives, 42(1), 37-54.
https://doi.org/10.1352/0047-6765(2004)42<37:
aapolm>2.0.co;2

Talero-Gutiérrez, C., Rodriguez, M., De La Rosa, D.,
Morales, G., & Vélez-Van-Meerbeke, A. (2012). Profile
of children and adolescents with autism spectrum
disorders in an institution in Bogota, Colombia. Neuro-
logia, 27(2), 90-96. https://doi.org/10.1016/j.nrleng.
2012.03.001

Taylor, J. L., Hodapp, R. M., Burke, M. M., Waitz-Kudla, S.
N., & Rabideau, C. (2017). Training parents of youth
with autism spectrum disorder to advocate for adult
disability services: Results from a pilot randomized
controlled trial. Journal of Autism and Developmental
Disorders, 47(3), 846-857. https://doi.org/10.1007/
s10803-016-2994-z

Tebar Fuquen, M. S. & Diazgranados Beltran, N. (2019).
La educacion de las personas con trastorno del espectro
autista: Colombia en los ultimos 10 afios. Horizontes
Pedagogicos, 21(1), 1-10. https://doi.org/10.33881/0123-
8264.hop.21101

35



Journal of International Special Needs Education

Trainor, A.A. & Graue, E. (2014). Evaluating rigor in
qualitative methodology and research dissemination.
Remedial and Special Education, 35(5), 267-274. https://
doi.org/10.1177/0741932514528100

United Nations. (2006). Convencién Internacional sobre
los Derechos de las Personas con Discapacidad y
Protocolo Facultativo. Retrieved from https://www.un.
org/development/desa/disabilities-es/convencion-sobre-
los-derechos-de-las-personas-con-discapacidad-2.html

Wagner, M., Newman, L., Cameto, R., Garza, N., & Levine,
P. (2005). After high school: A first look at the post-
school experiences of youth with disabilities. A Report
from the National Longitudinal Transition Study-2 (NLTS2).
SRI International. https://doi.org/10.1037/e608012011-
001

Werner, S., & Shulman, C. (2015). Does type of disability
make a difference in affiliate stigma among family
caregivers of individuals with autism, intellectual
disability or physical disability? Journal of Intellectual
Disability Research, 59(3), 272-283. http://dx.doi.org/10.
1111/jir.12136

CORRESPONDENCE

Marie Tejero Hughes, PhD, University of Illinois at Chicago,
College of Education, 1040 W Harrison Street, Chicago, IL
60607 Email: marieth@uic.edu

36



