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of the brain during this early period of development (e.g., 
Boyd et al., 2010). While research suggests that autism can 
be reliably diagnosed as early as 14–24 months (Ozonoff et 
al., 2015; Pierce et al., 2019), according to the US Center for 
Disease Control and Prevention (CDC), approximately 58% 
of children on the autism spectrum did not have a compre-
hensive evaluation on record until after their third birthday, 
although developmental concerns were shared with profes-
sionals before 36 months for 85% of the children (CDC, 
2018). Research also shows that there are persistent racial 
disparities in receiving a timely diagnosis (CDC, 2020; 
Mandell et al., 2009; Wiggins et al., 2020), suggesting that 
some children from ethnic minority groups may not receive 
the early intervention services they need in order to improve 
long-term outcomes (Harris et al., 2014).

While there is a growing body of literature on the experi-
ences of culturally and linguistically diverse (CLD) parents 
with their autistic child, little is known about such expe-
riences for Korean American families. Asian Americans 
were the fastest-growing cultural group in the United States 
between 2000 and 2010, and a 36% increase in the Korean 
population was observed during this period (Hoeffel et al., 
2012). Although the Asian population comprises many 
distinct nationalities with their own unique characteristics 

Autism is a life-long neurodevelopmental condition charac-
terized by challenges with social communication, restricted 
interests, and repetitive behaviors. Early signs of autism can 
be observed during the toddler and preschool years (Ameri-
can Psychiatric Association, 2013). Research has shown 
that early identification of autism plays a critical role in fos-
tering long-term positive outcomes due to the malleability 
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Abstract
Since autism diagnosis is directly linked to the availability of supportive services, identifying best practices for early diag-
nosis of autism has long been a concern of professionals and families. Meanwhile, studies show persistent racial disparities 
in autism diagnosis. Although numerous clinical diagnostic guidelines have been published, there is not enough discus-
sion of diagnostic procedures through the lens of culturally diverse families. Purpose. This study focuses on the autism 
diagnostic experiences that Korean immigrant mothers had with their children. Methods. Eleven first-generation Korean-
American mothers of children with autism were included in the study. The data was collected using semi-structured inter-
views in Korean. Results. The main five factors (i.e., cultural beliefs and values, language barriers, complex emotions, 
immigration and navigating systems, and facilitators and assets) that mainly influence the diagnosis process were identified 
through thematic analysis. Conclusion. Dynamics are interactive within and between the factors, influencing the entire 
diagnostic process by either delaying or facilitating the identification of a child’s autism and the provision of treatment.
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(e.g., marital contexts, religion, language), researchers tend 
to consider it as a homogenous group. Therefore, although 
Asian American students may be overrepresented in the cat-
egory of autism in special education in the US (Marks & 
Kurth, 2013), cultural variables that may impact the autism 
identification process and navigating the system have not 
been adequately scrutinized across subgroups (e.g., Korean, 
Chinese, Filipino).

Research has examined contributing factors to chal-
lenges with the diagnostic process and accessing services 
for CLD families overall, highlighting the unique chal-
lenges arising from cultural beliefs and variables. Cultural 
mismatches in the perceptions and knowledge surrounding 
autism were mostly found to serve as a barrier (Blacher et 
al., 2014). Many CLD parents reported misconceptions of 
and unfamiliarity with autism prior to their child’s diagno-
sis in the US (Papoudi et al., 2021). Examples of miscon-
ceived causes of their child’s autism held by CLD parents 
included issues with diet or stress levels during pregnancy 
(e.g., Ijalba, 2016; Gilligan, 2013), microwaving baby food, 
vaccines, and overuse of technology (Wang & West, 2016). 
Consequently, the child’s disability is attributed to parental 
carelessness and unhealthy habits, which may cause shame 
and delay the diagnostic process.

Systemic barriers to accessing timely and equitable eval-
uations and services, as well as systemic cultural biases, 
have been reported by racially and ethnically diverse par-
ents (CDC, 2020; Wiggins et al., 2020). For instance, par-
ents from culturally diverse families such as Black, Latinx, 
and Korean stated that their concerns about their children’s 
behavioral or developmental issues were dismissed or 
minimized by the possible cultural bias of service provid-
ers, resulting in delays in diagnosis (Stahmer et al., 2019). 
It was noted that there is limited information available for 
the identification of children with autism in non-Western 
settings, where there is relatively less awareness and fewer 
supportive services for affected children (see Barbaro & 
Halder, 2016 for a review). Since diagnostic decisions on 
autism can easily be influenced by cultural variables related 
to social communication (e.g., eye contact), etiological fac-
tors (e.g., maternal place of birth), or a combination of both 
(Samadi & McConkey, 2011), such a lack of consistency in 
diagnostic procedures across cultures may impede US pro-
viders to honor an autism diagnosis previously issued from 
a non-Western country.

Across cultures, parents of children with autism experi-
ence a range of emotions, including shock, despair, and sad-
ness (see Makino et al., 2021 for a review), which impact 
family dynamics and stress levels. The cultural beliefs of 
Asian immigrant parents that stem from collectivism may 
generate emotional dependence on people outside their 
immediate family. However, Korean immigrant mothers 

may lack familial support due to being isolated from their 
extended family in their origin country (Khanlou et al., 
2017). Further, since individuals from collectivistic societ-
ies understand their personal identity in the context of their 
place within the group (Darwish & Huber, 2003), there was 
a pronounced tendency toward self-sacrifice by parents from 
Asian cultures in order to bring forth hope. For example, 
many Asian immigrant mothers perceive their obligations 
to include giving up their personal goals in order to pro-
vide care for their child with autism (Wang & West, 2016; 
You & Rosenkoetter, 2014). These types of changes in fam-
ily dynamics often resulted in increased conflicts between 
fathers and mothers in the family unit (Kim & Kim, 2017), 
while their shared immigration status helped strengthen 
bonds within their family unit for some (You & Rosenkoet-
ter, 2014; Zechella & Raval, 2016).

Since the autism diagnosis is directly linked to the avail-
ability of supportive services, identifying best practices for 
diagnosing autism during early childhood has long been a 
concern of professionals in the field. Meanwhile, studies 
have shown that the prevalence of autism diagnoses is dif-
ferent for different racial and ethnic groups (Becerra et al., 
2014). Aspects of diagnosing autism, especially for those 
from culturally and linguistically diverse family back-
grounds, have proven challenging for professionals as they 
require additional considerations (i.e., culture and language) 
for assessment (Aylward et al., 2021). Although numerous 
clinical diagnostic guidelines have been published, there is 
not enough discussion of culturally diverse families’ expe-
riences of diagnostic procedures and access to services 
post-immigration (Sritharan & Koola, 2018). Understand-
ing families’ diagnostic experiences with autism will be an 
important starting point in optimizing care for children with 
autism and their families.

The purpose of this study is to identify unique factors that 
Korean immigrant mothers face as they address the needs 
of their children and navigate through the various support 
and services by answering the following research questions:

How do Korean immigrant mothers experience the 
diagnostic process for their children with autism in the 
United States?
How do Korean immigrant mothers experience post-
diagnostic systems (e.g., education, social services, 
healthcare) for their child with autism in the United 
States?

The study utilized a secondary data analysis adapting inter-
view data obtained from Kim and Dodds (in press)’s origi-
nal study, Disclosing the Child’s Autism Spectrum Disorder: 
Perspectives of First-Generation Immigrant Korean Moth-
ers. The original study, which employed semi-structured 
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interviews, explored participants’ perception of and will-
ingness to disclose the autism diagnosis of their children to 
others (i.e., friends, family members, and community stake-
holders). In regards to disclosing a child’s disability, health-
care providers are often the first to reveal a child’s autism 
diagnosis and to refer parents to medical, therapeutic, and 
educational services. Thus, the original study’s interview 
protocol included diagnostic and service-related questions 
(see Appendix 1). Although the current study was con-
ducted in the form of secondary data analysis, the findings 
were differentiated from Kim and Dodds’ original study (in 
press) by centering on participants’ experienced challenges 
in the diagnostic process and obtaining services following 
it. Furthermore, these findings are significant in that they 
contribute to literature distinguishing what is common to all 
families from what may be more unique to CLD families in 
search of support for their children. While many families 
experience challenges during the experience of diagnosis, 
the lack of knowledge about autism, it’s symptoms and eti-
ology; isolation from extended family; cultural beliefs and 
values; and linguistic barriers likely intensify the emotions 
around the diagnosis, the impact on family cohesion, and 
frustrations in acquiring access to services that are aligned 
with family values.

Methods

Participants and Recruitment

The eligibility for participation was as follows: Korean 
American immigrant mothers older than 18 who confirmed 
that the child was served under the autism category on his 
or her IEP and who used Korean as a primary language. A 

snowball sampling strategy was employed to gather addi-
tional interview participants. Specifically, the first author 
contacted the first three participants from a support group for 
Korean American mothers who have children with develop-
mental disabilities, where the first author had been involved 
as a member for six years at the time of the interviews. The 
initial participants then voluntarily invited other partici-
pants using their personal networks. Six out of the 11 total 
participants had personal connections with the first author. 
See Table 1 for full participant information. All procedures 
described were approved by the University Institutional 
Review Board prior to recruitment and data collection.

Data Collection

The interviews were conducted as part of a previously com-
pleted research study analyzing participants’ perspectives 
of their experience in the US as Korean immigrant mothers 
of children with autism spectrum disorders. The process of 
disclosing their child’s disability to education, healthcare, 
and community stakeholders by Korean American moth-
ers is presented in Kim and Dodds (in press). Through the 
initial data analysis for the study, questions regarding the 
identification process and access to services were included 
and were reported for this manuscript. Such questions 
were “When did you first learn about your child’s autism?” 
“When/how/where did you receive the diagnosis?” “What 
was your or your family’s reaction to your child’s autism 
diagnosis?” The overall interview protocol of the origi-
nal study is presented in Appendix 1. The current study 
focused on the experiences and challenges faced by moth-
ers when attempting to obtain the appropriate resources for 
their children with autism while navigating through cultural 
disparities.

Table 1 Participants and child characteristics
ID Yrs in 

US
Home-language Child 

Pseudonym
Primary lan-
guage of child

Child Age Age at initial 
diagnosis

Diagnosis/es Country 
of initial 
diagnosis

P1 13 Korean Sophia English 12 5 Autism US
P2 18 English Matthew English 10 4 Autism/

ADHD
US

P3 3 Korean/English Wallace English 7 4 Autism S. Korea
P4 4 Korean Henry English 4 2 Autism/ SCD US
P5 20 Korean James English 10 4 Autism US
P6 13 Korean Lucas English 9 3 Autism/

ADHD
US

P7 10 Korean Joshua English 11 3 Autism US
P8 25 Korean/English Kai English 9 3 Autism/

ADHD
US

P9 17 English Caleb English 10 6 Autism US
P10 7 Korean Nathan English 7 3.5 Autism/

ADHD
US

P11 12 Korean Brian English 9 3 Autism S. Korea
Note. Yrs = years. ADHD = Attention Deficit Hyperactivity Disorder. SCD = Social Communication Disorder
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experiences of the first author, such as her career in special 
education in South Korea, provided additional insight into 
the cultural differences in the education of children with dis-
abilities across both countries. The second, third, and fourth 
authors share the positionality of teaching experiences with 
students with disabilities, and the fourth author is also the 
parent of a child with autism. They individually provided 
perspectives on the analysis of the interview data as out-
siders. The commonalities and discrepancies within the 
research team contributed to the data analysis as they col-
lectively deciphered cultural values and their impacts on the 
identification process for the participants’ children.

Thematic Analysis

Thematic analysis is a method for systematically identi-
fying patterns or themes in a qualitative dataset (Braun & 
Clarke, 2006; Maguire & Delahunt, 2017). Thematic analy-
sis is chosen for its potential to provide a richly descriptive 
account of complex phenomena. Six stages of the thematic 
data analysis process were used: familiarization with data, 
generating initial codes, searching for themes, reviewing 
potential themes, defining and naming themes, and produc-
ing the report (Braun & Clarke, 2006).

The interview data were inductively analyzed, relying 
on transcripts of interviews using Dedoose (2021) software. 
The first and the second authors played an active role in 
developing the code book through a regular weekly meeting. 
They first read the 11 interview transcripts together several 
times and developed preliminary codes that were relevant 
to the research aims (i.e., autism diagnosis and services). 
These codes were the result of observing and discussing 
repeated patterns of experiences, perceptions, and ideas of 
the participants. The two authors encountered the follow-
ing three situations while developing the preliminary codes: 
(1) they developed the codes collaboratively; (2) one author 
developed the codes and the other agreed to them; and (3) 
any discrepancies with the codes were resolved by engaging 
in open discussions to come to an agreement. While the first 
and the second author reviewed and generated the official 
codebook, the third author participated approximately 30% 
of the time to confirm the relevance of the preliminary codes 
and coding process. The appropriateness of these codes was 
discussed and confirmed through biweekly meetings with 
all four authors.

Table 2 depicts a sample of the process through which 
each of the preliminary codes underwent in developing the 
factors mentioned throughout this study. In addressing the 
research aims of gaining insight into what impacts the jour-
ney of autism diagnosis and services for children with autism 
in Korean immigrant families, five major factors were gen-
erated from the themes. The themes were consolidated and 

All interviews were conducted over Zoom or phone and 
ranged in duration from an hour to an hour and a half. The 
interviews were recorded and encoded in a password-pro-
tected folder on the first author’s computer. Each interview 
was transcribed, and identifiable information was removed. 
Any available recordings were deleted, and transcriptions 
saved according to a participant ID number once validated 
for accuracy. These files were shared among the authors in 
secure cloud-based folders. Considering the sensitivity of 
the interview questions, all participants were notified before 
the start of the interview that they could skip any questions 
and stop the interview at any point.

It is noted that six out of 11 participants were acquainted 
with the first author and the other five were recruited 
through snowball sampling strategy. Despite the possible 
pressure that could come from the direct/indirect relation-
ship between the first author and the members of the sup-
port group, all participants were willing to participate in the 
interview upon request. Generally, when the interviewer and 
interviewee’s race/ethnicity and/or cultural backgrounds 
match, the interviewee’s trust in the interviewer escalates 
(Sands et al., 2007). However, it might be difficult for both 
the interviewer and interviewees to maintain an objective 
distance. Moreover, some participants might have been hes-
itant to talk about their personal stories, afraid of the poten-
tial impact on their future relationships. With this in mind, 
participants were encouraged to talk about their experience 
at their preferred comfort level. Lastly, at the end of the 
interview, all participants were asked if the interview ques-
tions had caused them any kind of psychological trauma or 
emotional turbulence, and all participants answered no to 
this.

Interviews were conducted in Korean, and all went 
through a translation process. First, the first author trans-
lated all the transcripts from Korean to English and checked 
each for accuracy. The second and third authors, who have 
similar linguistic backgrounds, translated five or six tran-
scripts each from Korean to English independently and in 
parallel. The translators met weekly throughout the process 
and any discrepancies in translations were discussed and 
resolved between the first three authors.

Data Analysis Plan

Positionality

All interviews were conducted by the first author, who is 
a Korean immigrant to the US and the mother of a child 
with a developmental disability. Not only does her personal 
background match the inclusion criteria of the participants 
for this study, but she shares commonalities as a participant 
in the same support group. Furthermore, the professional 
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Findings

The purpose of the current study was to identify factors 
that influence the experiences of Korean immigrant moth-
ers during their child’s autism identification process and 
obtaining supportive services. Specifically, the unique 
challenges and difficulties that the mothers experienced 
as Korean immigrants throughout these processes were 
explored. Five factors emerged from thematic analysis that 
impacted the diagnostic process: cultural beliefs and val-
ues, language barriers, complex emotions, immigration and 
navigating systems, and facilitators. Despite some common-
alities throughout the diagnostic process, each participant’s 
journey was uniquely influenced by one or more of the five 
factors.

Cultural Beliefs and Values

The participants’ understanding of autism which initially 
derived from their home country culture could influence 
the process of autism identification in their children and 
their preferences for support and services. For example, 
most participants said that they understood autism to be a 
severe disorder until their children were diagnosed with it, 
because in Korea, autism is generally recognized as a very 
profound disability rather than a spectrum. As a result, some 
participants and their families paid less attention to, or even 
overlooked, their child’s early signs of autism, delaying 
diagnosis. P9 stated, “The first thing I knew about autism 
was that there were no reactions to other people or anything 
else. So, people often say it’s like talking to a wall because 
autistic people never have a reaction, like a wall. That’s why 
I never thought that my child was autistic.”

Culture also influenced participants’ word choices when 
discussing their children’s autism. Some participants did 
not use the word “disability” when discussing their children 
but rather expressed that their child suffered from a sickness 
or illness. P7 said that she accepted her son’s disability as 
though he was “sick” (아프다: ahpeuda). As a result, she 
determined that taking her son to the hospital in order to 
treat the “illness” was the correct decision. Similarly, P9 
believed in “the development of medicine” and hoped for a 
“drug to cure this [autism]”. These participants were more 
likely to view a child’s disability as a curable disease rather 
than a life-long condition.

The abovementioned limited awareness of and patholog-
ical approach to autism may be attributed to Korean society 
being less inclusive for people with disabilities. Most moth-
ers said that they had limited interactions with people with 
disabilities, so they had no reason to think about the issue 
until their children were diagnosed. A few shared that they 
had never met people with autism growing up. P2 said, “I 

labeled as major factors in order to summarize and provide 
an experiential roadmap of what the participants have faced 
in their pursuit of advocating for their children’s needs.

Table 2 Inductive process of analysis from interviews with Korean 
Immigrant Mothers
Research 
Question

What factors impact first-generation Korean-immi-
grant mothers’ experience during the identification 
and post-diagnosis process of their children with 
autism?

Preliminary 
Codes

Codes Themes Fac-
tors

Misinforma-
tion: autism 
can be cured
Change in atti-
tude towards 
disability

1.1 Illness/sickness
1.2 Autism is curable
2.1 Autism as disorder 
with very severe symp-
tom only

1. Cultural 
awareness on 
autism
2. Cultural 
mismatch in 
perception of 
autism between 
two cultures

Cul-
tural 
beliefs 
and 
values

Clinician’s 
delivery of 
information 
about ASD/ 
Unclear
Confusion 
due to dual 
language use

1.1 Difficulty discern-
ing the cause of 
delay in language 
development;
1.2 Clinician’s mixed 
guidance toward 
bilingualism
2.1 Limitation in 
accessing information 
and communicating;
2.2 Ineffective com-
munication with 
professionals about 
the diagnosis due to 
language barriers

1. Child’s dual 
language use
2. Language 
barriers

Lan-
guage 
bar-
riers 
and 
bilin-
gual-
ism

Lack of inter-
est or empathy
Progress lead-
ing to inflated 
hopes

1.1 Anxiety/shock/fear;
1.2 Distress triggered 
by external/internal 
factors
2.1 Distress due to 
immigrant status
3.1 Desperate to seek 
support

1. Emotion 
associated with 
diagnosis
2. Emotions 
associated with 
immigration
3. Emotions as 
motivator

Com-
plex 
Emo-
tions

Delay in 
accessing 
services (after 
diagnosis)
Lack of 
resources

1.1 Discrepancy in 
the autism diagnostic 
process between two 
countries
1.2 Formal diagnosis 
(reevaluation) needed 
in the US to access 
services

1. Barriers in 
diagnostic pro-
cess in the US

Immi-
gra-
tion 
and 
navi-
gating 
sys-
tems

Initiating 
identification/
Husband’s 
suggestion
Support from 
others

1.1 Encouragement 
from family mem-
bers to obtain autism 
diagnosis
2.1 Husbands’ (or in-
laws’) psychological 
support

1. Family support
2. Spousal 
support

Facili-
tator
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Since the primary language of all 11 mothers in the study 
is Korean, their children developed Korean as their mother 
tongue and began to learn English later at school or when 
they started receiving disability services. Participant 10 
explained how her son’s autism diagnosis was postponed 
despite her concern about his language delay: “The psychol-
ogist said that my son might be displaying speech delays 
because he was bilingual. So [the psychologist] wasn’t sure 
if his delay was due to autism or from being bilingual.” Some 
mothers did not even suspect the child’s language delay as 
an early sign of a potential disability until the symptoms 
became more prominent because they assumed they were 
a natural consequence of being raised as bilingual. P9 said, 
“I found out about his disability too late. I thought he had a 
speech delay because he was bilingual”. As such, bilingual-
ism appears to interfere with both parents’ and profession-
als’ detection of child’s language delay.

Moreover, the interviews indicated that the mothers 
spearheaded the development of their children’s English 
rather than Korean after they were diagnosed with autism. 
On top of the non-linear language development typically 
seen in bilingual children, the diagnosis of disability moti-
vated mothers to further challenge their children’s language 
development. Since most support and services for children 
were conducted in English, the mothers felt the need to 
provide directions in English when their children exhibited 

did not have any opportunities to encounter people with a 
disability, so I was not interested [in people with disabili-
ties] at all.” P1 pointed out that the Korean public education 
system failed to provide an inclusive learning environment 
for children with disabilities. She said that “becoming an 
adult without having proper access to educational opportu-
nities integrating with people with disabilities results in a 
lack of awareness of disability.”

Language Barriers and Bilingualism

Upon receiving an autism diagnosis, a lack of access to cul-
turally and linguistically relevant information was apparent 
to the participants. The fact that the mothers’ native lan-
guage was not English appeared to have a negative impact 
on service satisfaction and inhibited access to information 
related to intervention services. P3 was frustrated because 
she thought the language barrier was limiting her access to 
service information. She added, “American parents prob-
ably have more information than I do…I do my best as a 
foreigner. I write emails and phone calls using my poor 
English, but I’m not sure if it is good enough”. P2 also men-
tioned, “…since English is not my first language…I cannot 
make an argument very well…If I were good at persuading 
[in English], I might be able to get what I want.”

Fig. 1 Illustration of the five factors influencing Korean immigrant mothers’ journey in their children’s autism diagnosis
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who attends everywhere. But they excluded us…that did not 
feel very good.”

Despite facing such social adversities, it was found that 
the mothers experienced powerful emotions that acted as 
strong motivators for problem solving and advocacy, despite 
their language and cultural barriers. P7 said, “It was a dif-
ficult time […] and I never had enough hope that it would 
work…But the person I am now thinks that he has made 
this much progress because I worked so hard back then.” 
The more emotional challenges the mothers faced, the more 
motivated they were to overcome systemic barriers and to 
advocate for support and services. However, this had an 
adverse effect on parents where they felt overwhelmed in 
managing their child’s disability.

Moreover, the emotional difficulties the participants 
faced were amplified by special circumstances related to 
their immigrant status, such as separation from family or 
close friends and their unstable status of residence. P3 and 
P4’s families were originally planning on living in the US 
temporarily as expats, but they decided to permanently 
immigrate in order to utilize autism support and services 
for their children. Nevertheless, these mothers constantly 
experienced anxiety due to their immigration status. P4 
explained,

Since I don’t have a green card or social security num-
ber…I am always anxious on the road because I may 
end up in a disadvantageous position if an accident 
were to happen. I am originally a confident and deter-
mined person, and it’s not like me to be so anxious.

Similarly, P3 explained that, until her family’s temporary 
visa status transitions to permanent status in the US, she 
would always be worried about losing her child’s autism 
services if they had to move back to Korea. In addition, she 
expressed her gratitude and remorse towards her husband 
who sacrificed his career success in Korea to support their 
child’s access to therapies in the US.

Immigration and Navigating Systems

Parental confusion resulting from discrepancies in the 
autism diagnostic systems between Korea and the US were 
most clearly pronounced in P11’s narrative. Other partici-
pants’ experiences aligned with hers and further contributed 
to this theme.

Several mothers who came to the US with children who 
had already been diagnosed reported that it was difficult to 
get a diagnosis at an earlier developmental stage in Korea. 
In a culture where autism is recognized as a severe disorder, 
a high diagnostic threshold exists despite detection of early 
signs before the age of three. For instance, P11’s son was 

challenging behaviors. P3 explained, “His language devel-
opment is unique. He is usually most comfortable speak-
ing in Korean. But all he hears is English. For example, the 
therapist’s instructions are all in English. So, when problem 
behavior occurs, explaining in English helps him to calm 
down, but in Korean, it is a little difficult.” P4 decided to 
stop speaking Korean within the family in order to speed up 
her son’s English development. She shared, “It took about 6 
months to completely extinguish Korean… He was confused 
and had a hard time. Now we speak English exclusively.”

Many mothers had conversations with their clinicians 
about bilingualism when their children were diagnosed 
and received varying instructions and suggestions regard-
ing their children’s language development. Some clinicians 
recommended enforcing monolingualism with English, 
because they lived in the US, and others were encouraged to 
use both English and Korean. Since the mothers recognized 
their clinicians as experts, they respected and followed their 
advice. However, it was not known whether the interview-
ees were aware of whether there was a difference of opinion 
on bilingualism among clinicians.

Complex Emotions

Mothers reported experiencing various powerful emotions, 
such as shock, fear, despair, and depression when their chil-
dren were diagnosed with autism. Some said that they ini-
tially denied their children’s diagnoses, resulting in delays 
in accessing supportive services. Mothers also experienced 
anxiety rooted in uncertainties regarding their child’s prog-
nosis and their future. P8 said that she had a hard time 
accepting her son’s autism because she was worried about 
adequately caring for him for the rest of her life. P9 said that 
it felt like she was losing her child, knowing that the future 
she had imagined could not become a reality. She said, “The 
hardest thing right now is thinking about whether Caleb and 
I will ever be able to have an in-depth conversation…it is so 
heartbreaking to think that the future I imagined for myself 
and my child is so uncertain now.”

While some emotions concerning their children’s diag-
nosis naturally arose, in some cases, they were triggered by 
external factors such as careless and hurtful comments from 
members of the family and or community about their child’s 
disability. For instance, P8 reported that her own mother 
blamed her for the child’s autism by saying that she focused 
too much on her own career instead of focusing on her preg-
nancy and the child’s development. In addition, P3 and P11 
expressed frustration about how they themselves, and their 
children, were excluded from social opportunities like birth-
day parties due to their autism. P3 explained, “If my son had 
been invited, of course he would have gone. I am a person 
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When I did an online search about autism intervention 
in the US, I found that some children were receiving 
30 h of ABA therapy a week. But it turned out to be 
all about people in California [not the place where I 
live]…At the time, the law precluded them from cov-
ering ABA services in my state. When we moved here, 
[my] state law started allowing insurance to cover 
ABA services. But then there weren’t any ABA ther-
apy centers in the new neighborhood (laugh).

Furthermore, after immigrating to the US, P11’s son was 
required to undergo another evaluation in order to access 
private (e.g., ABA) and public (e.g. IEP) special education 
services. Due to the issues surrounding access to their health 
insurance and relocating within the US, it was not until her 
son turned seven that he started receiving adequate services, 
even though his first diagnosis was given at age three.

In sum, these mothers chose to immigrate to the US with 
expectations of better quality and access to education and 
support options for their children. However, those who 
immigrated without prior knowledge about the systemic 
challenges (e.g., availability of services, the necessity for 
re-evaluation) were forced to undergo much trial and error 
when trying to secure services, which served as a barrier to 
timely support.

Facilitators

While Korean immigrant mothers reported challenges such 
as cultural and linguistic barriers, and emotional hardship, 
various situations and contexts also served as facilitators for 
their child’s diagnostic process. Broadly, professionals and 
family dynamics served as facilitators that expedited the 
identification process and helped the mothers to accept their 
child’s autism.

As noted previously, a bilingual home environment may 
serve as a barrier in the diagnostic process. However, P5 
reported that her child’s pediatrician was adamant that her 
son receive an evaluation for autism by a developmental 
pediatrician. Due to the pediatrician’s strong recommenda-
tion, she was able to prevent further delay of the onset of her 
son’s autism support and services. In addition, the school 
system was also found to act as a facilitator for the identifi-
cation process. For example, P9’s child lives in a trilingual 
home environment (Korean, Spanish, and English). Her son 
exhibited a jovial demeanor and maintained good eye con-
tact, so she perceived signs of language delay as a result of 
exposure to multilingualism. However, when her son tran-
sitioned to kindergarten, his teacher recommended that an 
evaluation was necessary. Similarly, while P1’s daughter 
was attending preschool, she received intervention services 
through the school district due to developmental delays, 

diagnosed with autism in Korea before their family immi-
grated to the US. The timing of his diagnosis was delayed 
due to the more rigorous diagnostic criteria in Korea. There-
fore, when she detected early signs prior to his 3rd birthday, 
she had to travel to several hospitals for her son to be diag-
nosed with autism. She said exasperated,

I didn’t know he had autism, but it was so challenging 
to care for him (one day) I saw an online forum. I read 
some postings there and realized that he would actu-
ally fall under the autism spectrum disorder, under the 
US standard…but they [psychologists in Korea] said 
they don’t give a diagnosis until the child turned three. 
So, I took him to a rehabilitation center nearby where 
they had a pediatric department. He got evaluated 
again there, but they also didn’t give him an autism 
diagnosis. So, I thought he didn’t have autism.

Participant 10 had a similar experience; “It is harder to 
obtain an autism diagnosis in Korea. Nathan was sent for 
evaluation for autism in Korea, but they said his symptoms 
were not severe enough to receive the diagnosis.”

P11 was eventually able to get her son diagnosed in Korea 
once he was over the age of three. During this time, P11’s 
acquaintances, pediatrician, psychologists, preschool teach-
ers, and her parents recommended raising her son in the US 
for better services and support for autism since her husband 
was already in a degree program in the US. Typically, moth-
ers and working professionals in Korea perceive the US as 
an ideal place to raise children with disabilities considering 
the quality of special education services through the pub-
lic school system. P3 provided an example of her friend’s 
son to explain the differences in special education services 
between Korea and the US. She said,

Her child [in Korea] is in a special education class at 
his elementary school, and her son was assigned to a 
military service worker [as a 1:1 aide] …what would a 
military service worker know? … in the US, my son is 
in an autism class where there are two assistant teach-
ers and one homeroom teacher. These are people who 
at least know about our children and what to do when 
our children have problematic behaviors. But military 
service workers don’t know anything.

However, it took a considerable amount of time for P11’s 
son to enter the US public education system and receive 
private therapeutic services. P11 was unaware of the vary-
ing availability of autism services across different regions in 
the US. She and her family initially settled in a small rural 
town where the autism service infrastructure was not well-
established. She noted,
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from his therapists.” These mothers emphasized that such 
distinct delegation of parental roles worked to their benefit.

Discussion

The analysis of interview data highlighted culture as a cru-
cial factor in the diagnostic process, and also when accessing 
services for the participants. Three areas, such as the per-
ception of autism as a severe disorder, word choices reflect-
ing the medical model approach to autism, and insufficient 
awareness from the parents themselves about autism as a 
result of limited historical interactions with individuals with 
disabilities, were found. The findings aligned with previous 
research and further contributed to the literature by empha-
sizing the impact of cultural barriers on immigrant families 
when acquiring access to services to support their children 
with autism (Stahmer et al., 2019; Fong et al., 2021). More 
specifically, the combination of the cultural lens through 
which they viewed what disability entails, and the stigma 
of being diagnosed with autism in Korea, impacted how the 
participants acquired support and opportunities to support 
their child with autism.

When exploring the participants’ perceptions of autism, 
it was found that their core beliefs and understandings were 
shaped by the cultural beliefs of their native country. The 
view of autism as a severe disability influenced the partici-
pants to disregard early autism signs and delayed the diag-
nostic process. This resulted in a more reactive approach to 
accessing services, rather than taking proactive measures to 
seek the appropriate support. This is significant to the pres-
ent research as it contributes to the cruciality of culturally 
responsive practices within the healthcare system in order to 
raise awareness in immigrant families regarding areas such 
as early signs, intervention, and disability itself.

The influence of culture was also evident in their choice 
of medical terms to discuss their child’s disability. For 
example, they often described their autistic child as “ill” and 
some admitted that they were waiting for medical technol-
ogy to advance so that their child’s autism could be cured. 
Because Korean mothers fear the label of autism as it implies 
chronicity as opposed to recovery (Grinker & Cho, 2013), it 
is possible that describing autism as a curable medical con-
dition may temporarily provide the parents with hope, and 
can potentially motivate them to seek support. However, 
such an approach can in fact exacerbate the stigma because 
it focuses on what a person cannot do (Anderson-Chavar-
ria, 2022) and creates a boundary between ‘normalcy’ and 
‘abnormalcy’ (Waltz, 2008). Rather, raising awareness on 
neurodiversity within Korean society and helping them to 
perceive autism as a part of human diversity can potentially 

despite not having a formal diagnosis of autism. However, 
upon transitioning to kindergarten, she received her diag-
nosis through the school psychologist, which prompted an 
autism intervention.

Likewise, mothers reported that support from family 
members can serve as a facilitator in accepting the diagnosis, 
finding emotional comfort, maintaining a positive attitude, 
and overall partnership with service providers. Specifically, 
some mothers acknowledged havinfacilitateg the support of 
their husbands and their extended family members played a 
significant role in overcoming obstacles along the way. For 
instance, when the father was more accepting of the child’s 
autism diagnosis, this buffered the mother’s emotional 
distress and relationship with extended family members, 
thus further positively impacting the intervention plan. P8 
explained,

To be honest, I wanted to wait it out a little longer. 
I hoped he wasn’t autistic. But my husband thought 
it was better for [the child] to get the diagnosis early 
and start the support and services right away…My 
husband thought we should be more hopeful since 
[the child] is not in any physical pain, and autism can 
be improved with intervention. Since I was so devas-
tated, he tried to cheer me up this way. He was very 
supportive.

P3 admitted that her mother-in-law played an important role 
in helping the entire family to accept her son’s disability.

My mother-in-law said that my child was strange. She 
started by saying that he couldn’t make eye contact, 
so we might want to go to the hospital…Although my 
parents didn’t seem to understand it [the diagnosis] 
well…My mother-in-law loves my son the way he is. 
She really loves my child. So, her family accepted it 
rather easily.

On the other hand, relatively clear gender roles in the tra-
ditional family dynamics relating to child-rearing were 
observed. The mothers were the children’s primary caregiv-
ers (including the affected children) and carried out domes-
tic duties. At the same time, the fathers exercised authority 
in the family by making important decisions and taking 
full responsibility for the household economy. Therefore, 
the mother was responsible for the plan for care, support, 
and services for children with autism, while the father paid 
more attention to the financial burdens, including the extra 
expenses associated with the child’s disability-related ser-
vices (i.e., private therapies), for the family. P4 noted, “My 
husband is working hard to make money and I do my best to 
take him to therapies and provide support in ways I learned 
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feedback and reactions regarding the diagnosis were var-
ied, and differences in perception held by others appeared to 
instigate actions and remarks that could be taken as hurtful.

On the other hand, internally generated emotions were 
caused by the mothers’ own perceptions towards autism. 
Emotions that the participants experienced, such as shock, 
despair, and depression, were uniquely internalized into 
a form of motivation that forcibly drove participants to 
seek support and services that were not readily available 
due to systemic barriers. Additionally, consistent with the 
assertions of Kish-Gephart et al. (2009), this motivation 
also inspired participants to problem-solve and overcome 
various challenges that prevented access to support. This 
perspective on motivation aligns with self-efficacy theory 
(Bandura, 1982) through which participants’ emotions 
influenced their expectations for success by acting and 
seeking resources and support to benefit their child’s future. 
Such problem-focused coping strategies may also facilitate 
the mothers’ development of positive perceptions associated 
with post-traumatic growth (Zhang et al., 2015; Dodds & 
Singer, 2018).

Findings from this study imply that there are several 
barriers for toddlers with autism receiving a formal diag-
nosis in Korea. For instance, participants who attempted to 
pursue evaluation in Korea struggled to receive a diagno-
sis despite recognizing their child’s early signs of autism. 
It was reported by participants that the heightened thresh-
old for diagnostic criteria was one of the barriers against 
timely identification in Korea. Additionally, mothers were 
told that clinicians were unable to provide a formal diagno-
sis of autism for children under three. As previous literature 
suggests that the prevalence of autism in Korea will increase 
as more accurate diagnoses are made and awareness of the 
autism spectrum increases (Kim et al., 2011), future studies 
must examine the extent to which these factors contribute to 
the discrepancy between the actual prevalence of autism and 
the identified diagnosis.

The current study revealed that the systemic discrepancy 
between the diagnostic process in the US and Korea con-
tributes to the delays in accessing appropriate services in the 
US. More specifically, autism diagnoses received in Korea 
were not readily recognized in the US for some participants, 
which contributed to the delayed onset of intervention ser-
vices. However, there is a lack of recommendations in the 
current literature to support children with a foreign autism 
diagnosis in the US healthcare and educational systems. As 
it is evident that early intervention is effective in fostering 
long term positive outcomes for autistic individuals, there 
is a pressing need to determine ways to minimize the gap 
in accessing support and services incurred by immigration 
processes.

yield long-lasting positive effects on removing stigma 
around the disability.

Further, lack of interaction, experiences, and inclusion 
with people with disabilities in Korea, resulted in par-
ticipants having insufficient knowledge regarding how to 
interact with and accept this subgroup of individuals. Thus, 
encouraging society and various communities, systems, and 
countries to increase avenues of exposure and awareness of 
disability is essential, as this could potentially result in a 
decline in the stigmatization of disability as previously indi-
cated (Neville & White, 2011).

The participants also experienced language barriers 
which contributed to the challenges in accessing resources 
and services for their children and/or understanding the 
extent of their child’s needs. More specifically, profes-
sionals who provide developmental screening and assess-
ment in languages other than English are extremely limited 
(Zuckerman et al., 2014), and this creates a roadblock for 
parent-reported assessments (Stahmer et al., 2019) which 
are a crucial part of the diagnostic process. Moreover, while 
family-centered practices were found to be linked to effec-
tive parent involvement and successful early intervention 
services (Mas et al., 2019), linguistic mismatches between 
parents and professionals may impede the development of 
authentic partnerships.

Furthermore, participants received inconsistent recom-
mendations regarding the use of their native language ver-
sus English. However, regardless of the recommendations 
received, all participants reported speaking only English in 
the home. This may be due to the mothers’ desire to help 
their children develop their language skills rapidly so that 
they will be functional both in and out of the home. Never-
theless, it has been evident through previous research that 
for bilingual children, the use of both languages, particu-
larly at an early age, is beneficial to the child’s overall lan-
guage development and does not hinder the development 
of one language over the other (Drysdale et al., 2015). As 
language is undoubtedly one of the most important aspects 
of family dynamics, and Korean parents tend to respect and 
abide by the recommendations provided to them by health-
care professionals (An, 2017), it is imperative that profes-
sionals present accurate, evidence-based information about 
maintaining their heritage language while supporting Eng-
lish development for children with autism.

Our findings revealed that the mothers’ strong emo-
tions related to the diagnosis of their children stemmed 
from both internal turmoil and external social factors. The 
mothers were especially frustrated with emotions instigated 
externally (e.g., hurtful comments and blame from others) 
because they had relatively less control over these triggers. 
Since family and community members each maintained 
different perceptions of autism (Grinker & Cho, 2013), 
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we caution against the generalization of the current findings 
to the broader Korean immigrant population.

Nevertheless, the current study has important impli-
cations in recognizing the role of collaboration among 
healthcare, education, and family stakeholders in support 
of student outcomes. The more aligned these systems of 
support are in diagnostic practices, cultural awareness, and 
accessibility of resources, the more likely it is that a Korean 
American student with autism will benefit across environ-
ments. As early intervention is the key to optimal outcomes, 
any delay in services provided is detrimental to CLD stu-
dents with autism and their families.

Supplementary Information The online version contains 
supplementary material available at https://doi.org/10.1007/s10803-
023-06145-w.

Declarations

Statement of Declaration The authors did not receive support from 
any organization for the submitted work. The authors have no relevant 
financial or non-financial interests to disclose.

Open Access  This article is licensed under a Creative Commons 
Attribution 4.0 International License, which permits use, sharing, 
adaptation, distribution and reproduction in any medium or format, 
as long as you give appropriate credit to the original author(s) and the 
source, provide a link to the Creative Commons licence, and indicate 
if changes were made. The images or other third party material in this 
article are included in the article’s Creative Commons licence, unless 
indicated otherwise in a credit line to the material. If material is not 
included in the article’s Creative Commons licence and your intended 
use is not permitted by statutory regulation or exceeds the permitted 
use, you will need to obtain permission directly from the copyright 
holder. To view a copy of this licence, visit http://creativecommons.
org/licenses/by/4.0/.

References

American Psychiatric Association. (2013). Diagnostic and statisti-
cal Manual of Mental Disorders (5th ed.). American Psychiatric 
Association.

An, S. J. L. (2017). Parent training occupational therapy program for 
parents of children with autism in Korea. Occupational Therapy 
International, 2017. https://doi.org/10.1155/2017/4741634.

Anderson-Chavarria, M. (2022). The autism predicament: Models of 
autism and their impact on autistic identity (pp. 1–21). Disability 
& Society.

Aylward, B. S., Gal-Szabo, D. E., & Taraman, S. (2021). Racial, eth-
nic, and sociodemographic disparities in diagnosis of children 
with autism spectrum disorder. Journal of Developmental & 
Behavioral Pediatrics, 42(8), 682–689. https://doi.org/10.1097/
DBP.0000000000000996.

Bandura, A. (1982). Self-efficacy mechanism in Human 
Agency. American Psychologist, 37, 122–147. https://doi.
org/10.1037/0003-066X.37.2.122.

Barbaro, J., & Halder, S. (2016). Early identification of autism spec-
trum disorder: Current challenges and future global directions. 

In Asian culture, the stigma of having a disability is a 
serious concern within the family (Saetermoe et al., 2001). 
Despite generational changes and social movements that 
have steered the culture away from a more patriarchal 
society, Asian society continues to be embedded with 
male-dominated practices and perspectives (Liu & Iwa-
moto, 2006). Similarly in Korean culture, the position of 
the father’s perspective and attitude is highly valued in the 
family dynamic. Thus, if the father is more accepting of the 
child’s disability and plays an active role in the interven-
tion plan of their child, the less likely a mother will have to 
endure stress related to the care of their child’s needs. The 
clear delegation of responsibilities between paternal and 
maternal roles could contribute to more efficient teamwork 
within a family system. With consideration to further rec-
tify implementation of culturally relevant practices within 
the education and healthcare system, these findings stress 
the differences within gender roles and family systems that 
should be honored and recognized by professionals and 
organizations when supporting a child’s needs.

Limitations and Future Directions

This study was conducted through secondary data analysis. 
Therefore, questions specific to this study might not have 
been addressed in the original study. The recurrence of the 
challenges in obtaining and receiving diagnostic support 
were prevalent in the participants’ responses and was high-
lighted as part of this study. Second, there were discrep-
ancies between the time the parents were interviewed and 
the child’s diagnosis (i.e., at least two years, at most eight 
years). Thus, the interview data relied on the parents’ epi-
sodic accounts of their diagnostic experiences. Lastly, the 
results cannot be generalized across all Korean American 
immigrant families with autistic children as it only includes 
a small number of participants. In addition, various family 
situations during the diagnostic process that are not cap-
tured in this study may influence the experience.

It is recommended that future research extends from the 
current study by exploring various family structures. Spe-
cifically, the role of fathers, the influence of their experi-
ences and perspective through their cultural background 
may provide a more comprehensive understanding of the 
factors contributing to the delay in diagnostic processes and 
challenges in navigating the support system. Future stud-
ies examining these types of experiences within multi-racial 
family structures are also suggested. In addition, partici-
pants in the current study had high educational attainment. 
While Esterline and Batalova (2022) indicate that Korean 
immigrants have higher educational attainment compared to 
the overall foreign- and native-born population in the US, 

1 3

https://doi.org/10.1007/s10803-023-06145-w
https://doi.org/10.1007/s10803-023-06145-w
http://creativecommons.org/licenses/by/4.0/
http://creativecommons.org/licenses/by/4.0/
https://doi.org/10.1155/2017/4741634
https://doi.org/10.1097/DBP.0000000000000996
https://doi.org/10.1097/DBP.0000000000000996
https://doi.org/10.1037/0003-066X.37.2.122
https://doi.org/10.1037/0003-066X.37.2.122


Journal of Autism and Developmental Disorders

Ijalba, E. (2016). Hispanic immigrant mothers of young children with 
autism spectrum disorders: How do they understand and cope 
with autism? American Journal of Speech-Language Pathology, 
25(2), 200–213. https://doi.org/10.1044/2015_AJSLP-13-0017.

Khanlou, N., Haque, N., Mustafa, N., Vazquez, L. M., Mantini, A., 
& Weiss, J. (2017). Access barriers to services by immigrant 
mothers of children with autism in Canada. International Jour-
nal of Mental Health and Addiction, 15(2), 239–259. https://doi.
org/10.1007/s11469-017-9732-4.

Kim, H., & Dodds, R. L. (in press). Disclosing the child’s autism spec-
trum disorder: Perspectives of first-generation immigrant Korean 
mothers. Disability and Society.

Kim, J., & Kim, S. (2017). Positioning of korean immigrant moth-
ers of children with disabilities. International Journal of Multi-
cultural Education, 19(3), 41–64. https://doi.org/10.18251/ijme.
v19i3.1362.

Kim, Y. S., Leventhal, B. L., Koh, Y. J., Fombonne, E., Laska, E., Lim, 
E. C., Cheon, K. A., Kim, S. J., Kim, Y. K., Lee, H., Song, D. H., 
& Grinker, R. R. (2011). Prevalence of autism spectrum disorders 
in a total population sample. American Journal of Psychiatry, 
168(9), 904–912. https://doi.org/10.1176/appi.ajp.2011.1010.

Kish-Gephart, J. J., Detert, J. R., Treviño, L. K., & Edmondson, A. C. 
(2009). Silenced by fear: The Nature, sources, and Consequences 
of fear at work. Research in Organizational Behavior, 29, 163–
193. https://doi.org/10.1016/j.riob.2009.07.002.

Liu, W. M., & Iwamoto, D. K. (2006). Asian american men’s gender 
role conflict: The role of asian values, self-esteem, and psycho-
logical distress. Psychology of Men & Masculinity, 7(3), 153–
164. https://doi.org/10.1037/1524-9220.7.3.153.

Maguire, M., & Delahunt, B. (2017). Doing a thematic analysis: A 
practical, step-by-step guide for learning and teaching scholars. 
All Ireland Journal of Teaching and Learning in Higher Educa-
tion, 8(3), 3351–33514.

Makino, A., Hartman, L., King, G., Wong, P. Y., & Penner, M. 
(2021). Parent experiences of autism spectrum disorder diag-
nosis: A scoping review. Review Journal of Autism and Devel-
opmental Disorders, 8(3), 267–284. https://doi.org/10.1007/
s40489-021-00237-y.

Mandell, D. S., Wiggins, L. D., Carpenter, L. A., Daniels, J., 
DiGuiseppi, C., Durkin, M. S., Giarelli, E., Morrier, M. J., Nicho-
las, J. S., & Pinto-Martin, J. A. (2009). Racial/ethnic disparities 
in the identification of children with autism spectrum disorders. 
American Journal of Public Health, 99(3), 493–498.

Marks, S. U., & Kurth, J. A. (2013). Examination of disproportionality 
of autism in school-aged populations in the US. The Journal of 
the International Association of Special Education, 14(1), 9–21.

Mas, J. M., Dunst, C. J., Balcells-Balcells, A., Garcia-Ventura, S., 
Gine, C., & Canadas, M. (2019). Family-centered practices and 
the parental well-being of young children with disabilities and 
developmental delay. Research in Developmental Disabilities, 
94, 103495. https://doi.org/10.1016/j.ridd.2019.103495.

Nevill, R. E. A., & White, S. W. (2011). College students’ openness 
toward autism spectrum disorders: Improvign peer acceptance. 
Journal of Autism and Developmental Disorders, 41(12), 1619–
1628. https://doi.org/10.1007/s10803-011-1189-x.

Ozonoff, S., Young, G. S., Landa, R. J., Brian, J., Bryson, S., Char-
man, T., Chawarska, K., Macari, S. L., Messinger, D., Stone, W. 
L., Zwaigenbaum, L., & Iosif, A. M. (2015). Diagnostic stability 
in young children at risk for autism spectrum disorder: A baby 
siblings research consortium study. Journal of Child Psychology 
and Psychiatry and Allied Disciplines, 56(9), 988–998. https://
doi.org/10.1111/jcpp.12421.

Papoudi, D., Jørgensen, C. R., Guldberg, K., & Meadan, H. (2021). 
Perceptions, experiences, and needs of parents of culturally and 
linguistically diverse children with autism: A scoping review. 

Current Developmental Disorders Reports, 3(1), 67–74. https://
doi.org/10.1007/s40474-016-0078-6.

Becerra, T. A., von Ehrenstein, O. S., Heck, J. E., Olsen, J., Arah, O. 
A., Jeste, S. S., Rodrigues, M., & Ritz, B. (2014). Autism spec-
trum disorders and race, ethnicity, and nativity: A population-
based study. Pediatrics, 134(1), e63–e71. https://doi.org/10.1542/
peds/2013-3928.

Blacher, J., Cohen, S., & Azad, G. (2014). In the eye of the beholder: 
Reports of autism symptoms by anglo and latino mothers. 
Research in Autism Spectrum Disorders, 8(12), 1648–1656. 
https://doi.org/10.1016/j.rasd.2014.08.017.

Boyd, B. A., Odom, S. L., Humphreys, B. P., & Sam, A. M. (2010). 
Infants and toddlers with autism spectrum disorder: Early iden-
tification and early intervention. Journal of Early Intervention, 
32(2), 75–98. https://doi.org/10.1177/1053815110362690.

Braun, V., & Clarke, V. (2006). Using thematic analysis in psychology. 
Qualitative Research in Psychology, 3(2), 77–101.

Centers for Disease Control and Prevention (2020). Community 
Report of Autism 2020. Autism and Developmental Disabilities 
Monitoring Network. https://www.cdc.gov/ncbddd/autism/addm-
community-report/key-findings. Html.

Centers for Disease Control and Prevention. (2018). Prevalence of 
autism spectrum disorder among children aged 8 years—autism 
and developmental disabilities monitoring network, 11 sites, 
United States, 2018. MMWR Surveillance Summaries, 70(11), 
1–16.

Darwish, A. F. E., & Huber, G. L. (2003). Individualism vs collec-
tivism in different cultures: A cross-cultural study. Intercultural 
Education (London England), 14(1), 47–56. https://doi.org/10.10
80/1467598032000044647.

Dedoose (2021). Version 9.0.17, web application for managing, ana-
lyzing, and presenting qualitative and mixed method research 
data www.dedoose.com.

Dodds, R. L., & Singer, G. H. (2018). Parent-to‐parent support provid-
ers: How recruits are identified. Journal of Applied Research in 
Intellectual Disabilities, 31(3), 435–444. https://doi.org/10.1111/
jar.12422.

Drysdale, H., van der Meer, L., & Kagohara, D. (2015). Children with 
autism spectrum disorder from bilingual families: A systematic 
review. Review Journal of Autism and Developmental Disorders, 
2(1), 26–38.

Esterline, C., & Batalova, J. (2022). Frequently requested statistics 
on immigrants and immigration in the United Stateshttps://www.
migrationpolicy.org/article/frequently-requested-statisticsimmi-
grants-and-immigration-united-states.

Fong, V. C., Gardiner, E., & Iarocci, G. (2021). Cross-cultural per-
spectives on the meaning of family quality of life: Comparing 
korean immigrant families and canadian families of children with 
autism spectrum disorder. Autism, 25(5), 1335–1348. https://doi.
org/10.1177/1362361321989221.

Gilligan, P. (2013). The challenges of cultural explanations and reli-
gious requirements for children with autism spectrum conditions: 
South asian muslim parents in Bradford, England. Journal of 
Religion Disability & Health, 17(4), 393–408. https://doi.org/10.
1080/15228967.2013.841365.

Grinker, R. R., & Cho, K. (2013). Border children: Interpreting autism 
spectrum disorder in South Korea. Ethos, 41(1), 46–74. https://
doi.org/10.1111/etho.12002.

Harris, B., Barton, E. E., & Albert, C. (2014). Evaluating autism diag-
nostic and screening tools for cultural and linguistic responsive-
ness. Journal of Autism and Developmental Disorders, 44(6), 
1275–1287. https://doi.org/10.1007/s10803-013-1991-8.

Hoeffel, E. M., Rastogi, S., Kim, M. O., & Shahid, H. (2012). The 
Asian Population: 2010https://www.census.gov/library/publica-
tions/2012/dec/c2010br-11.html.

1 3

https://doi.org/10.1044/2015_AJSLP-13-0017
https://doi.org/10.1007/s11469-017-9732-4
https://doi.org/10.1007/s11469-017-9732-4
https://doi.org/10.18251/ijme.v19i3.1362
https://doi.org/10.18251/ijme.v19i3.1362
https://doi.org/10.1176/appi.ajp.2011.1010
https://doi.org/10.1016/j.riob.2009.07.002
https://doi.org/10.1037/1524-9220.7.3.153
https://doi.org/10.1007/s40489-021-00237-y
https://doi.org/10.1007/s40489-021-00237-y
https://doi.org/10.1016/j.ridd.2019.103495
https://doi.org/10.1007/s10803-011-1189-x
https://doi.org/10.1111/jcpp.12421
https://doi.org/10.1111/jcpp.12421
https://doi.org/10.1007/s40474-016-0078-6
https://doi.org/10.1007/s40474-016-0078-6
https://doi.org/10.1542/peds/2013-3928
https://doi.org/10.1542/peds/2013-3928
https://doi.org/10.1016/j.rasd.2014.08.017
https://doi.org/10.1177/1053815110362690
https://www.cdc.gov/ncbddd/autism/addm-community-report/key-findings
https://www.cdc.gov/ncbddd/autism/addm-community-report/key-findings
https://doi.org/10.1080/1467598032000044647
https://doi.org/10.1080/1467598032000044647
http://www.dedoose.com
https://doi.org/10.1111/jar.12422
https://doi.org/10.1111/jar.12422
https://www.migrationpolicy.org/article/frequently-requested-statisticsimmigrants-and-immigration-united-states
https://www.migrationpolicy.org/article/frequently-requested-statisticsimmigrants-and-immigration-united-states
https://www.migrationpolicy.org/article/frequently-requested-statisticsimmigrants-and-immigration-united-states
https://doi.org/10.1177/1362361321989221
https://doi.org/10.1177/1362361321989221
https://doi.org/10.1080/15228967.2013.841365
https://doi.org/10.1080/15228967.2013.841365
https://doi.org/10.1111/etho.12002
https://doi.org/10.1111/etho.12002
https://doi.org/10.1007/s10803-013-1991-8
https://www.census.gov/library/publications/2012/dec/c2010br-11.html
https://www.census.gov/library/publications/2012/dec/c2010br-11.html


Journal of Autism and Developmental Disorders

Popular Narrative Media, 1(1), 13–24. https://doi.org/10.3828/
pnm.1.1.4.

Wang, H. T., & West, E. A. (2016). Asian american immigrant parents 
supporting children with autism: Perceptions of fathers and moth-
ers. International Journal of Whole Schooling, 12(1), 1–21.

Wiggins, L. D., Durkin, M., Esler, A., Lee, L. C., Zahorodny, W., Rice, 
C., Yeargin-Allsopp, M., Dowling, N. F., Hall-LAnde, J., Morrier, 
M., Christensen, D., Shenouda, J., & Baio, J. (2020). Disparities 
in documented diagnoses of autism spectrum disorder based on 
demographic, individual, and service factors. Autism Research, 
13(3), 464–473. https://doi.org/10.1002/aur.2255.

You, H. K., & Rosenkoetter, S. E. (2014). Listening to korean immi-
grant mothers: Meanings of raising a child with a disability. Mul-
tiple Voices for Ethnically Diverse Exceptional Learners, 14(1), 
30–41.

Zechella, A. N., & Raval, V. V. (2016). Parenting children with intel-
lectual and developmental disabilities in asian indian families in 
the United States. Journal of Child and Family Studies, 25(4), 
1295–1309. https://doi.org/10.1007/s10826-015-0285-5.

Zhang, W., Yan, T. T., Barriball, K. L., While, A. E., & Liu, X. H. 
(2015). Post-traumatic growth in mothers of children with 
autism: A phenomenological study. Autism, 19(1), 29–37. https://
doi.org/10.1177/1362361313509732.

Zuckerman, K. E., Sinche, B., Mejia, A., Cobian, M., Becker, T., & 
Nicolaidis, C. (2014). Latino parents’ perspectives on barriers on 
autism diagnosis. Academic Pediatrics, 14(3), 301–308. https://
doi.org/10.1016/j.acap.2013.12.004.

Publisher’s Note Springer Nature remains neutral with regard to juris-
dictional claims in published maps and institutional affiliations. 

Review Journal of Autism and Developmental Disorders, 8(2), 
195–212. https://doi.org/10.1007/s40489-020-00210-1.

Pierce, K., Gazestani, V. H., Bacon, E., Barnes, C. C., Cha, D., 
Nalabolu, S., Lopez, L., Moore, A., Pence-Stophaeros, S., & 
Courchesne, E. (2019). Evaluation of the diagnostic stability of 
the early autism spectrum disorder phenotype in the general pop-
ulation starting at 12 months. JAMA Pediatrics, 173(6), 578–587. 
https://doi.org/10.1001/jamapediatrics.2019.0624.

Saetermoe, C., Scattone, D., & Kim, K. H. (2001). Ethnicity and the 
stigma of disabilities. Psychology and Health, 16, 699–713.

Samadi, S. A., & McConkey, R. (2011). Autism in developing coun-
tries: Lessons from Iran. Autism Research and Treatment, 2011, 
1–11. https://doi.org/10.1155/2011/145359.

Sands, R. G., Bourjolly, J., & Roer-Strier, D. (2007). Crossing cul-
tural barriers in research interviewing. Qualitative Social 
Work: Research and Practice, 6(3), 353–372. https://doi.
org/10.1177/1473325007080406.

Sritharan, B., & Koola, M. M. (2018). Barriers faced by immigrant 
families of children with autism: A program to address the chal-
lenges. Asian Journal of Psychiatry, 39, 53–57. https://doi.
org/10.1016/j.ajp.2018.11.017.

Stahmer, A. C., Vejnoska, S., Iadarola, S., Straiton, D., Segovia, F. R., 
Luelmo, P., Morgan, E. H., Lee, H. S., Javed, A., Bronstein, B., 
Hochheimer, S., Cho, E., Aranbarri, A., Mandell, D., Hassrick, 
E. M., Smith, T., & Kasari, C. (2019). Caregiver voices: Cross-
cultural input on improving access to autism services. Journal of 
Racial and Ethnic Health Disparities, 6(4), 752–773. https://doi.
org/10.1007/s40615-019-00575-y.

Waltz, M. (2008). Autism = death: The social and medical impact 
of a catastrophic medical model of autistic spectrum disorders. 

1 3

https://doi.org/10.3828/pnm.1.1.4
https://doi.org/10.3828/pnm.1.1.4
https://doi.org/10.1002/aur.2255
https://doi.org/10.1007/s10826-015-0285-5
https://doi.org/10.1177/1362361313509732
https://doi.org/10.1177/1362361313509732
https://doi.org/10.1016/j.acap.2013.12.004
https://doi.org/10.1016/j.acap.2013.12.004
https://doi.org/10.1007/s40489-020-00210-1
https://doi.org/10.1001/jamapediatrics.2019.0624
https://doi.org/10.1155/2011/145359
https://doi.org/10.1177/1473325007080406
https://doi.org/10.1177/1473325007080406
https://doi.org/10.1016/j.ajp.2018.11.017
https://doi.org/10.1016/j.ajp.2018.11.017
https://doi.org/10.1007/s40615-019-00575-y
https://doi.org/10.1007/s40615-019-00575-y

	Korean Immigrant Mothers and the Journey to Autism Diagnosis and Services for Their Child in the United States
	Abstract
	Methods
	Participants and Recruitment
	Data Collection
	Data Analysis Plan
	Positionality
	Thematic Analysis


	Findings
	Cultural Beliefs and Values
	Language Barriers and Bilingualism
	Complex Emotions
	Immigration and Navigating Systems
	Facilitators

	Discussion
	Limitations and Future Directions

	References


