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ABSTRACT OF THE DISSERTATION

Distance Learning Experience of Korean American Parents of
Children with Developmental Disabilities

During the COVID-19 Pandemic

by

Hyon Soo Lee
Doctor of Philosophy in Education
University of California, Los Angeles, 2021

Professor Connie L. Kasari, Chair

Due to the COVID-19 pandemic, many schools halted in-person education in 2020 and
switched their instructional delivery method to distance learning. Sudden changes in the learning
format may present challenges for students with developmental disabilities, who need specialized
instructions with carefully planned programming. Distance learning from home naturally
requires more involvement from parents; however, culturally and linguistically diverse parents
need proper accommodations to be effective collaborators to teachers. A high percentage of
Korean American families are first-generation immigrants with limited English proficiency.
They have faced systematic barriers and discrimination before and during COVID-19, including
in schools and research. Using a social-justice oriented transformative framework, the current

study explored barriers and facilitators related to distance learning among Korean American



parents of students with developmental disabilities through parent interviews. The study was
offered in English and Korean to accommodate families’ language preferences, and community
engagement methods were used throughout the research process. Participants were all first-
generation immigrant mothers with school age children with developmental disabilities.
Qualitative analysis of interview transcripts revealed that participants were concerned about their
children’s class participation, behavioral and mental health issues, lack of social opportunities,
and inappropriate class levels. Although extremely stressed from burdens at home, Korean
immigrant mothers reported that distance learning demystified American classrooms and led
them to be more involved in their children’s education. All participants used the KakaoTalk app
to communicate with their friends and family; however, none of the schools used this app to
reach out to Korean families. Participants appreciated educators that listened to parental concerns
and included students during class. However, schools rarely provided cultural accommodations,
and some parents experienced discrimination from service providers. Parents in areas with no
Korean families around them reported feeling isolated. Participants faced barriers on multiple
levels due to their unique situations: 1) raising children during a pandemic, 2) having children
with developmental disabilities, and 3) being first-generation immigrants from Korea.
Recommendations include collaborating with mediators who are fluent in both English and
families’ languages, understand cultural differences and have expertise in developmental
disabilities to improve school-family communications and research participation of culturally

diverse families.
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Introduction

From the spring of 2020 to the subsequent school year, the COVID-19 pandemic caused
significant disruptions to students, families and schools, forcing them to switch from in-person
education to distance learning under a stay-at-home order. This sudden shift differs from
traditional models of distance education which are typically carefully planned and implemented
based on decades of research (Dietrisch et al., 2020). Some scholars emphasize this distinction
and refer to the pandemic-induced distance learning as emergency remote teaching, a temporary
instructional method during a crisis (Peterson, Scharber, Thuesen, & Baskin, 2020). Such
method may not easily lend itself to special education, which require highly individualized
programming for students with special needs. For instance, Stenhoff and colleagues (2020) note
that some students with developmental disabilities, without the usual supports in place, may have
more difficulties than their typical peers in transitioning to and actively participating in distance
learning. Since students receive education from home, some responsibilities for instructional
delivery may inevitably transfer to parents, whose role as collaborators to teachers is essential
during the pandemic; the lack of time, knowledge and experience in instructional delivery of
some parents can act as barriers to accessing quality education (Stenhoff et al., 2020).
Culturally Diverse Parents’ Involvement in Special Education

In the American special education system which expects parents to be equal partners with
schools, culturally diverse families who may not have this shared understanding or do not speak
English fluently are at a disadvantage (Kalyanpur, Harry, & Skrtic, 2000). Some educators do
not understand families’ cultures or are unwilling to investigate the meaning behind certain
behaviors; non-English speaking parents of students with disabilities find it difficult to assist

their children with homework (Hess, Molina, & Kozleski, 2006). Studies conducted during



COVID-19 show a similar pattern in which cultural differences become an obstacle to
collaboration between schools and parents. In a recent qualitative study, special education
teachers who shared their experience of transitioning to distance learning mentioned that their
need for parental input increased during the pandemic; however, they felt disconnected from
some families and had to rely on cultural or community liaisons to bridge the communication
gap (Glessner & Johnson, 2020). An online survey with Korean immigrant parents living in the
U.S. found that parents’ limited English proficiency and difficulties meeting children’s
educational needs were significant stressors to parents during the pandemic (Hong, Choi, &
Cheatham, 2021).
COVID-19 Research with Racial/Ethnic Minorities

Recent research with racial/ethnic minorities has highlighted how systematic barriers may
contribute to negative health outcomes related to COVID-19; African Americans, Alaska
Natives, and American Indians experience higher rates of hospitalization (Centers for Disease
Control and Prevention, 2020) and African Americans and Hispanics/Latinos have higher death
rates (Chicago Department of Public Health, 2020). The pandemic also triggered a recent surge
in racially motivated hate crimes against Asian Americans, who have been victims of racialized
verbal and physical attacks since their arrival in the late 1700s (Grover, Harper, & Langton,
2020). Studies have shown that Asians in the U.S. experienced increases in discrimination and
associated mental health issues, such as anxiety and depression during the COVID-19 pandemic
(Lee & Waters, 2020; Wu, Qian, & Wilkes, 2021). The accurate picture of COVID-19 related
health outcomes among Asian Americans is far from complete, as many Asian American deaths
from COVID-19 are undercounted or misclassified (Flagg, Sharma, Fenn, & Stobbe, 2020). In

addition, different ethnic groups within the Asian American population are often lumped into an



umbrella category (e.g., “Asian”, “Other”), ignoring each group’s unique challenges, culture,
language, immigration history in the U.S. and acculturation levels. In their review of COVID-19
health disparities literature, Yan and colleagues (2021) pointed out the issue of aggregating
different groups and the systematic omission of Asian Americans in scientific studies, including
those published in the highest impact journals. Researchers also need to be aware that linguistic
minorities are excluded from most surveys. A lack of data about certain groups should not give a
false impression that they do not face challenges; it is more likely that these problems are left
unaddressed and need special attention.

Invisible Minorities in Telehealth Research in Autism Spectrum Disorder (ASD)

Telehealth refers to the use of computer and Internet-based technology to deliver health
information and services (Dudding, 2009), and distance education is an integral component of
telehealth (White, Krousel-Wood, & Mather, 2001). Prior to the pandemic, research on distance
education with parents of individuals with developmental disabilities, such as ASD, was gaining
momentum. However, the issues in data reporting practices and exclusion of cultural minorities
that we see in COVID-19 research were also prevalent in past ASD telehealth research. The
majority of these studies involved middle-class Caucasian parents of children with ASD or did
not report race/ethnicity or income data at all.

For instance, Vismara, McCormick, Young, Nadhan and Monlux (2013) used
videoconferencing and a self-guided website in a pilot study to teach Early Start Denver Model
(ESDM; Rogers & Dawson, 2010), a naturalistic developmental behavioral intervention that
targets social communication in young children with ASD, to eight middle-class, primarily
Caucasian parents. In a subsequent study, Vismara et al. (2018) conducted a randomized

controlled trial comparing parents’ fidelity of implementation, website engagement and program



satisfaction between the group receiving telehealth ESDM parent training vs. a comparison
group receiving less intensive, non-ESDM telehealth intervention. The study sample included 24
families: parents were required to speak English fluently in order to participate and were highly
educated with 20 parents having either a college or graduate degree, and twenty children were
non-Hispanic, but no further details about the race and ethnicity of children and their parents
were provided.

Another telehealth parent training intervention for ASD is INPACT Online, an Internet-
based version of Project INPACT (Ingersoll & Berger, 2015). In the pilot study by Ingersoll &
Berger (2015), program engagement was examined in self-directed and therapist-assisted groups.
Both groups received access to the IMPACT Online website containing self-directed lessons with
narrated slideshows and learning activities, supplemental resources and a moderated forum, and
weekly emails with tips related to intervention techniques with a link to the website (Ingersoll &
Berger, 2015). The therapist-assisted group also received remote coaching via Skype
videoconferencing software, selected due to its simplicity and familiarity based on feedback
from parents and providers during focus groups (Ingersoll & Berger, 2015). The study’s sample
included 27 participants: they were all required to be proficient in English in order to participate,
70% lived in a rural or medically underserved areas, 81% were married, 66% had a college
degree or higher, 78% of children were white, and only “few very low socioeconomic status
families” were included, which the authors acknowledged as a limitation. (Ingersoll & Berger,
2015).

Following Ingersoll & Berger (2015), a series of additional articles was published using
the same study sample (e.qg., Ingersoll, Wainer, Berger, Pickard, & Bonter, 2016; Pickard,

Wainer, Bailey, & Ingersoll, 2016), and therefore limitations regarding the sample hold true for



these studies as well. Additionally, Pickard et al. (2016) reported that although the study was
conducted in rural and/or underserved areas, families were still required to travel to the research
site three to four times to complete assessments, creating a barrier to participation for
socioeconomically and ethnically diverse families.

Some research groups in the field of applied behavior analysis have also used telehealth
parent training to target challenging behavior in children with ASD. To include families in rural
and underserved communities, Wacker and colleagues (2013a, 2013b) coordinated with regional
pediatric clinics located an average of 15 miles from participants’ homes. These clinics were
equipped with Sony PCS-1600 videoconferencing stations, at which families received live
coaching from behavioral consultants located an average of over 200 miles from the clinics
(Wacker et al., 2013a, 2013b). The sample in Wacker et al. (2013a) included 20 parents, most of
whom had a degree beyond high school; 17 parents in Wacker et al. (2013b) had similar
characteristics, as these studies had overlapping samples. No data on participants’ race and
ethnicity, income, and language spoken at home were presented in either study. Although small
sample sizes, single subject design and very limited information on socioeconomic factors
compromise these studies’ generalizability, it is worth noting that these studies allowed rural
families to connect with distantly located providers by partnering with local clinics that provided
telehealth equipment and on-site support.

The Research Unit on Behavioral Interventions (RUBI) Autism Network took a similar
clinic-to-clinic approach in which a parent training program targeting children’s behavioral
issues (RUBI-PT) was piloted at rural community sites with telehealth equipment and support
staff, including a hospital, a primary care center and two schools (Bearss et al., 2017). Although

the sample size was small (N = 14), the study reported detailed sociodemographic information



about the families, including children’s race (71% white), maternal education (36% with a
college or graduate degree), living arrangements (36% intact two-parent family), and household
income (78.6% earning $60,000 or less).

In another study with rural families of children with ASD exhibiting behavior challenges,
a behavioral consultant delivered telehealth training to parents residing an average of 68 miles
from the research institution using iChat videoconferencing (Machalicek et al., 2016). Three
Caucasian parent-child dyads participated: two parents were married, one had a college degree,
and no income data were reported. The study did not mention the sample size or characteristics
as limitations.

Other domains that have utilized telehealth with parents of individuals with ASD are
currently at pilot stages. Smith et al. (2017) compared in-person ASD assessment to the
Naturalistic Observation Diagnostic Assessment (NODA) mobile app that guided parents (N =
51; 43% Hispanic, 41% Caucasian, 8% Black, 8% other; all spoke English fluently; no income
data) to collect and share videos of their children with clinicians; Chen et al. (2017) piloted
EpxAutism, an automated texting platform that prompted parents (N = 6; no sociodemographic
data) to text their children’s quality of life, the number and duration of meltdowns daily and
alerted providers when “high risk” response was reported; Hepburn, Blakeley-Smith, Wolff, &
Reaven (2016) tested the CBT-based Facing Your Fears multi-family intervention for youth with
ASD and anxiety symptoms using the OoVoo program for video calls (N = 33; 88% of youth
were Caucasian, 21% Hispanic, 9% African American, 3% Native American, 0% Asian; rural,
middle class; 42% of parents had a college degree or higher; excluded if unable to speak and

understand English fluently); Gibbs & Toth-Cohen (2011) collaborated with parents via WebEx



videoconferencing software to develop a website that assisted with occupational therapy sessions
(N = 4; one single parent household; no data on race/ethnicity, income, or education level).
A Longstanding Problem in ASD Research: Inequitable Access

Inconsistent reporting of racial/ethnicity data across studies and inaccessibility of
research in languages other than English contribute to the lack of cultural diversity in ASD
telehealth research. No ASD telehealth interventions, to the author’s knowledge, have included
any non-English speaking participant. Usually, such studies do not mention whether the
intervention was available in a language other than English; sometimes they explicitly state that
they excluded participants who did not speak English fluently. With such standards, among
families who speak a language other than English at home, 42% of them who speak English less
than “very well” — that is, over 25 million people in the U.S. (U.S. Census Bureau, 2013) —
would automatically be excluded from participating in research.

Research labs should re-evaluate current practices that rely on conventions that may not
reflect and accommaodate the changing demographics in the U.S. Not hiring multilingual research
staff in locations with multilingual families or depending on traditional recruitment methods can
inadvertently widen the already existing inequities in access to knowledge, research and services.
Such practices were also observed in studies reviewed in this paper. Smith et al. (2017) only had
English-speaking assessors; Gibbs & Toth-Cohen (2011) selected all participants from the
author’s private practice clinic; Vismara et al. (2013) enrolled participants who read the study
description from the research center’s website or called the center to inquire about ongoing
studies on a first come, first served basis. As a result, in the field we often see a pattern in which
studies continually enroll predominantly English-speaking, savvy and proactive parents. Even if

the goal of a study is to pilot test a new intervention, not including a diverse sample in the pilot



stage deprives certain populations of the opportunity to provide feedback to researchers. These
concerns should be noticed and acknowledged in the field — even if it was for practical reasons,
not conducting inclusive research is doing injustice to families who are perpetually excluded
from participating in novel and exciting scientific discoveries and allows current inequities in
research continue.

For decades, ASD was associated with high economic status due to early research that
relied on affluent, high-educated families with easier access to services — a myth that was
dispelled when researchers started including more representative samples (Blacher &
Christensen, 2011). While researchers have made some efforts to diversify samples, the lack of
linguistic diversity and immigrants is still significant. By creating opportunities for marginalized
communities to participate in research and pursuing more representative samples that reflect the
population, studies can increase research rigor and social validity of findings. To make up for the
loss that culturally and linguistically diverse families have experienced due to the unavailability
of research that qualifies them as participants, researchers could make additional effort to
specifically target these populations and catch them up to speed.

Koreans in the U.S. and Special Education

As an ethnic group within Asian Americans, Koreans have been heavily affected by
COVID-19 discrimination and historically underrepresented in developmental disabilities
research in the U.S. There are approximately 1.8 million Koreans in the U.S., making up about
0.6% of the American population (U.S. Census Bureau, 2016). Among the six largest Asian
groups that make up 88% of Asian Americans — Japanese, Filipino, Chinese, Vietnamese, Indian,
and Korean — Koreans have the lowest percentage of American-born citizens (U.S. Census

Bureau, 2004). Only 41% of Korean Americans were born in the U.S., and about 38% of Korean



American adults do not speak English very well (Pew Research Center, 2021). Korean families
mainly move to the U.S. to provide the best educational opportunities for their children or to
complete their own advanced education (Lee, 2003). In Korea, education is seen as the most
reliable and certain way of advancing one’s socioeconomic status and gaining admiration from
others; the Korean “education fever” is so high that some parents are even willing to go through
family separation and send their children to English-speaking countries (Lee, 2011). The Korean
culture that highly values education may partly explain the high education levels seen in
demographic data on Korean Americans (U.S. Census Bureau, 2004).

Korean immigrant parents who have experienced both the Korean and the U.S. special
education systems strongly emphasize that the U.S. is a better place to raise exceptional children
due to available services and public attitudes that are more accepting of individuals with
disabilities than those in Korea (Cho, Singer, & Brenner, 2000). Although the benefits of
receiving special education in the U.S. are widely recognized by Korean parents, language
barriers often thwart immigrant families’ efforts to access services for their children (Stahmer et
al., 2019). Formal translators provided by school districts do not seem sufficient, as Korean
immigrant parents report that these translators lack knowledge in special education and therefore
are not qualified to provide services during Individualized Education Program (IEP) meetings
(Cho, Singer, & Brenner, 2000). Despite the cost, some Korean parents hire informal translators
with training in developmental disabilities in order to effectively communicate with their
children’s schools (Cho & Gannotti, 2005).

Numerous studies in the past have recommended that researchers and schools take the
time to understand families’ cultures and preferred methods of communication and provide

appropriate cultural accommodations. However, we have seen systematic barriers and lack of



accommodations hindering culturally diverse families of children with special needs from
participating in research as well as communications with schools. With the COVID-19 pandemic
forcing families to venture into new territory of distance learning — or more accurately,
emergency remote teaching — more attention is needed on Korean immigrant families of children
with developmental disabilities, who are at risk due to COVID-19 discrimination, their linguistic
minority status, and the challenge of receiving special education remotely. In particular, the
specific barriers and facilitators to distance learning for Korean immigrant parents and students
with special needs and how schools accommodated their needs during the pandemic are
unanswered questions.
Transformative Framework to Address Inequities

The transformative framework is a social justice-oriented paradigm that aims to address
inequities through research (Mertens, 2007). It emphasizes respecting communities’ cultural
histories and norm, challenging the status quo in the society and providing a basis for social
change (Mertens, 2012). There are four basic beliefs of the transformative paradigm: 1) The
researcher needs to be aware of societal values and privileges; 2) To know realities, it is
necessary to have an interactive link between the researcher and participants and to have respect
for culture; 3) Methods should be adjusted to accommodate cultural complexities; 4) Follow the
principles of respect, beneficence and justice (Mertens, 2007).

Distance learning for students with developmental disabilities is an emerging field and it
is necessary to recognize and include the voice of marginalized communities who are often left
behind. We can apply the transformative framework to distance learning research with cultural

minorities. Examples include having open conversations and learning about their unique needs,
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using culturally appropriate methods and tools to facilitate participation, and setting research
goals that are aimed at solving problems in the community.

When gathering information about cultural and linguistic minorities not well-represented
in research, data published outside of academia can offer some insight. For example, a report by
SimilarWeb (2019) shows that the most popular messaging app used in the U.S. is Facebook
Messenger; WhatsApp has the highest distribution of all messaging apps worldwide; South
Korea is the only place in the world where KakaoTalk is the most popular platform in the
country. The Pew Research Center (2018) reports that 49% of Hispanics in the U.S. use
WhatsApp, compared with 14% of whites and 21% of blacks. These data suggest that there are
cultural differences in app usage and that preferred communication platforms may vary
depending on which country individual are from and when they immigrated. This could be useful
information for researchers and schools when they work with culturally diverse families.
Community-Partnered Participatory Research

In addition to examining existing data, it is important to consult community members to
understand cultural differences. Culturally and linguistically diverse families have been invisible
in developmental disabilities research and much is unknown about them. To increase
participation of culturally and linguistically diverse families, partnering with diverse
communities is necessary.

Many well-intentioned studies that employ the traditional top-down model of research are
met with poor translation and sustainability outcomes because they have not included the end
users in the process (Laushey & Hefline, 2000). An approach that can help address the issues

with the traditional method is community-based participatory research (CBPR), a collaborative
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approach that encourages active participation from both researchers and the community
(Blumental, 2011).

However, many collaborative research projects conducted at community sites still lack
partnership in design and implementation and therefore, a variant of CBPR called community-
partnered participatory research (CPPR) was developed by Healthy African American Families,
Charles R. Drew Medical University with support from the Centers for Disease Control and
Prevention (Jones & Wells, 2007). CPPR is a manualized approach that emphasizes authentic
community-research partnerships in all stages of research, including study design, recruitment,
implementation, data analysis, and dissemination of findings (Jones & Wells, 2007) and aligns
particularly well with the social justice perspective of the transformative framework. A study
with parents of children with ASD has shown that by utilizing CPPR, researchers and
community partners can engage racial/ethnic minorities, who are often disconnected from ASD
research due to cultural and linguistic barriers (Stahmer et al., 2019).

Current Study

This study explored distance learning experiences of Korean American parents of
children with developmental disabilities, focusing on barriers and facilitators to student learning
and parent-school communications during the COVID-19 pandemic. The study utilized CPPR
methods to include community members throughout the research process. Another critical
element of this study was to help Korean American families voice their needs to stakeholders
inside and outside the Korean American community. The study aimed to offer an opportunity for
Korean American parents, who typically have very limited access to research due to cultural and
language barriers, to participate in research in their native language and in a culturally sensitive

manner.
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Methods

Participants

To be eligible for the study, participants had to self-identify as ethnically Korean and
have a school age (kindergarten to 12th grade) child with a developmental disability. They could
be either English or Korean speaking. A total of 16 parents from 13 different school districts (13
in California, 2 in New York, and 1 in Alabama) reached out to the study investigator during the
recruitment period, and all met eligibility criteria and were included in the study. All participants
were female and first-generation immigrants born in South Korea. Participants’ average age at
immigration to the U.S. was 26.4 years (range: 11-39 years), and their current ages ranged from
27-57 years (M = 45.3 years). Except one parent, everyone had multiple children, with two being
the most common number of children. One parent had two children with ASD, one school-age
and one adult; all other parents had only one child with a developmental disability. With four
holding graduate degrees and seven 4-year college degrees, the sample was generally highly
educated, which is consistent with the typical characteristic of Koreans in the U.S. (U.S. Census
Bureau, 2004). Household sizes ranged from three to seven people; half of the participants
earned over $100,000 annually and the other half earned less than $90,000, with some families
earning $9,999 or less. Thirteen participants spoke Korean at home, two reported using English,
and one used English and Korean equally. Participant demographic information is summarized in
Table 1.

Participants were asked to report the demographic information of their school age child
with developmental disabilities. All children were ethnically Korean except one Chinese child
who was adopted. Nine children were male and seven female. The average child age was 10.9

years (range: 5-18), with one student in kindergarten, three in the second grade, two in the third
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grade, four in the fourth grade, two in the seventh grade, one in the ninth grade, and three in the
12" grade, all enrolled in public schools. The most common type of developmental disability
was ASD (n = 12), followed by intellectual disability (n = 3), speech delay (h = 2), ADHD (n =
1) and seizure (n = 1). Two children had more than one type of disability. The average age at
diagnosis was 4.0 years (range: 2-10 years). Four students were placed in general education
classrooms all the time, five spent some time in general education and some in special education
classrooms, six in mixed disability classrooms and one in autism-only classroom. Child
characteristics are presented in Table 2.

Procedures

Study development. In the beginning stages of this research, the study idea was
presented at the monthly meeting of the Autism Intervention Research Network on Behavioral
Health (AIR-B Network), an academic-community partnership in its 13" year. AIR-B members
include researchers, community-based organizations, schools, parents of individuals with ASD,
self-advocates and developers of CPPR, Healthy African American Families. Community
partners agreed that the current study’s goals aligned with the group’s mission to increase access
to ASD information, services and research for under-resourced families. The study’s design was
revised based on both academic and community experts’ feedback.

A protocol for a semi-structured, one-on-one interview containing 10 questions with
follow-up probes was developed (see Appendix B). The questions aimed to elicit parent
responses about how students and parents are coping with distance learning, challenges and
facilitators, and parent involvement in education. The study investigator translated interview

questions into Korean, texted both English and Korean questions via KakaoTalk to two AIR-B
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Korean immigrant parents of students with ASD and confirmed that interview questions covered
relevant topics and translations accurate.

Recruitment. Study flyers in English and Korean were posted on websites and Facebook
groups popular among Koreans residing in the U.S. Flyers were also texted via KakaoTalk to
allow Korean parent leaders to easily share information with other parents. Parents interested in
the study contacted the study investigator by calling, emailing, or text messaging via Google
Voice or KakaoTalk and scheduled an interview date. All communication regarding the study
was conducted in the language participants initially used to contact the investigator or
specifically requested; Korean was used with 15 participants and English with one. Participants
were given a choice of a phone or a Zoom interview; all participants selected Zoom. Prior to the
interview date, participants were sent an online survey containing the consent form and a
demographic questionnaire, developed using the Qualtrics software (see Appendix C for the
demographic survey).

Participant interview. Each Zoom interview began with reviewing the consent form
with the participant and answering questions. Interview sessions were audio recorded and notes
were taken during the interview. The average length of interviews was 54 minutes (range: 33
minutes — 1 hour and 51 minutes). Data collection continued for 47 days (October — December,
2020), until it was determined that saturation was reached. All 16 participants received a $15
Amazon e-gift card for their participation.

Data Analysis

After the interview, recordings were transcribed by the investigator and trained research

assistants. All completed transcripts were reviewed and corrected for accuracy by the

investigator. An open coding of transcripts was conducted to generate a preliminary list of
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categories that captured the essence of the excerpts. Through further examination and coding of
transcripts, categories were revised, and a final set of codes was established. The definitions for
the 13 codes are presented in Appendix D. Line-by-line coding was used to assign codes to
phrases, sentences or paragraphs. Multiple codes were applied to an excerpt when applicable.

Interrater reliability. A Korean immigrant mother of a child with ASD, enrolled in a
doctoral program in special education, was recruited as a second coder for the study. The second
coder was trained to reach above moderate agreement on all 13 codes for two consecutive
transcripts. Interrater reliability was calculated using Cohen’s kappa, which classifies .41-.60
kappa value as moderate, .61-.80 as substantial, and .81-.99 as almost perfect agreement (Viera
& Garrett, 2005). Once reliability was established, the second coder independently coded 30
percent of the transcripts (i.e., five transcripts), selected randomly. Codes were compared with
the investigator’s original coding. The reliability for each code is as follows: Learning
Environment = 1; Camera Policy = 1; Family/Friends Communication Method = 1; Learning Pod
= 1; Distance Learning vs. In Person = 1; Distance Learning Apps = 0.96; School / Service
Providers = 0.93; Parent-School Communication Method = 0.91; Parent Role = 0.87; Student
Skill / Behavior / Interaction = 0.80; Distance Learning Positives = 0.71; Parent Knowledge =
0.70; Collaboration/Advocacy = 0.62.
Community Engagement

In an effort to stay true to CPPR principles, additional steps were taken to maintain
community engagement in research. During the study, updates were given at AIR-B partnership
meetings to keep community members informed of the research progress. All study participants

were invited to the AIR-B’s annual community conference on ASD, this year held virtually in

English, Korean and Spanish (Self-Determination and COVID Successes in ASD; ZZL/E
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El 0 J727f= Af 7/ 2% 2 O/2f; Un Mapa Hacia su Futuro: Autodeterminacion y Exitos de

COVID-19 en TEA). Participating as panelists or attendees, families had an opportunity to share
their stories that they had shared with the study investigator to a broader audience. In addition,
infographics summarizing the study findings have been developed and emailed to study
participants and posted on websites used for participant recruitment (see Appendix E for the
infographic).
Results

Student Skill, Behavior and Social Interaction

Student attention and participation. Parents identified several aspects of distance
learning that were challenging for their children. One of the most common difficulties was
students not paying attention to the teacher and getting distracted during class. One parent gave
examples of activities that her son with ASD engages in during class: reading comics, lying
down, watching YouTube videos, and sleeping. Among all the schools mentioned in this study,

this student’s school was the only one that required students to turn off their cameras during

class, and the mother was frustrated with this policy: “AtA & MM E 2 st =0| & St=X|
O =71 gloj ... 2= Y0tz £0| £ & O X|Z (There is no way teachers can know what

the students are doing... Watching that drives me nuts.).”

However, turning on the camera did not necessarily mean that the teachers could know or

intervene when students were distracted. A mother of a girl with ASD commented: “[O}0|7}]

74
(o

3H
m
HO

Off SOF AUX| 2t internally distract =| 7| =0 CtE 4 2+= 5t QAT 2H0[0f K.

o) MAEHO| 7|0 SR TESD s AN HO| X8t ofo| & o
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A0 ([My child] is sitting in front of the computer but she gets internally distracted and

is thinking about something else. It may look to the teacher as if she is paying attention, but she’s
really not.).” Some students played with other programs on the computer, an inherent issue with
distance learning which utilizes devices that can also be tempting toys for students. Other
common issues with distance learning included students refusing to sit down, running away, and
not responding to the instruction.

Social interaction. Students hardly had any time to socialize with their peers in an online
format. The student who had to keep his camera off due to his school’s policy did not get to
know his classmates’ faces. For most students, the only opportunities they had that were
remotely close to peer interactions included asking questions to their teachers, briefly presenting
to the whole class, or working on assignments together in breakout groups where organic

conversations rarely took place. Parents of students with ASD expressed increased worries about

their children’s social opportunities, as seen in the following: “O{ 2, [Xl 7+ A= A 2O

oot
mn

T A OHEME S, O dSE... T 727t (0. 2H =2 L2 E

OHLEM = 71374 79| 2101 2 (Gosh, it is very difficult [for my child] to make friends. It was

already hard when she was going to school, but now it’s harder... There is no opportunity at all.
There are hardly any opportunities for her to meet her peers.).” Another parent explained that
missed social opportunities meant her child with ASD could not learn important social skills by
imitating peers, such as following rules and playing with others during recess.

Different student abilities. Students with limited speech or social skills were often

overlooked by teachers and left out from conversations taking place in class. A mother of a third-
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grade boy in an autism-only classroom for third, fourth and fifth graders spoke about class

participation of her son, who has much difficulty communicating with others: “2& =+

Mol 5t A |FE 7h=2H0 . 2|10 E o= T2 X5tk O = OFof| A[Z[X| =
QFof, 2 2{L|7t Ol = 'eF REOFQI=7HOF (Everything in the class revolves around fifth

graders. Since my child can’t speak, he never gets called on. So he just sits there.).” A mother of
a kindergartener with speech delays who was placed in general education said that her daughter
is usually outgoing but has lost confidence since starting distance learning. Because instructions
were all speech-based and the child could no longer use physical communication, she had trouble
participating in conversations or presenting along with her classmates.

Every parent whose child was placed in a mixed disability classroom thought the current
class level was inappropriate for her child. One parent mentioned that her child was only
beginning to learn sight words whereas some students in the class could read a book fluently; she
wished that small-group instruction time could be longer than the current 10-15 minutes so her
child could receive more individualized attention. A third-grade boy with ASD placed in a
classroom with second to fourth graders with different disabilities fell behind his classmates in
some areas but also ahead in some ways; this made the mother wonder if her child was “wasting
time at home”. The following quote from the mother of a 12" grader with ASD struggling in his

sixth-grade level class represents how parents in the study felt about mixed disability classrooms:

O| mixed class 2= 74, O| 40| 2 £& 74 Z X ot R E M7 HE 42

CHEO... S0l U7 HF =&£0] Z2tR. 0{H o2 &, 29 2

o

g9l

2o, eotd M 20| HF #9K, 7HSSHH. 22|21 22| oigtH = HF
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Ol 1. O|AHE £l ollOFSHA| St 420 S0iK... ofEH2| X7 OfL 2t
A2 M QA Zote, Y=, AH7| 2 Ao KA 7t2HoH

Z71[0{ 2] (I don’t think this ‘mixed class’ is working. All disabilities are very

different... All these students’ levels are very different. Some students are extremely
verbal, and this sixth-grade level class is too easy for them, whereas for my child, it’s too
difficult. I think the [class] should be divided... It’s not a matter of grade level but
individual situation when it comes to developmental disabilities. | wish students could
receive education appropriate for their levels.).
Similarly, needs were unmet for students who had more skills than their classmates. A fourth-
grader with ASD able to speak in full sentences was given tasks too easy for her and often had to
wait for her classmates in a mixed disability class for third to fifth graders. Her mother felt that
student levels listed in the IEP were too simplistic and that more individualized curriculum
should be given based on accurate assessments.

Behavior and mental health concerns. Some parents recently noticed skill regression,
disengagement from activities, increased problem behaviors and other concerning symptoms in
their children. A mother of a high school senior with ASD addressed mental health concerns
throughout the interview. Her son no longer engaged in sports and isolated himself in his room
for days; she had to constantly remind him to eat and drink water. “This whole mental health is
really taking a toll on our families, especially with special needs on a different level,” said the
mother, who knew other families suffering from similar issues, including addiction, online
gaming, and isolation. She felt that schools needed to have a hard look at families, be more

flexible and offer counseling for parents and students. The need for counseling was echoed by
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another parent of a child with ASD. This mother, moved to the U.S. at the age of 34, wished that
mental health services and information used in other communities could be available for Korean
immigrant families who struggled to find helpful information for their children.

Students’ skill regression evoked fear in some families, including this mother of a ninth

grader with ASD and other parents she spoke with: “0{2{- 271 C} CtELH| 3 SX 22 0|0F7|

St=A et2bR|ZE Aof K. <Ot0|7F ME| A b= A MBI L], A= A=A OfL[2}

FESHHEE M E|27tE|BM, & & €EH ASE X ok e A, 3H 883] 2

zHo2. M3 of5€2 82 += O 07| 7} &[0 (All families have their own challenges

but they say one thing in common: ‘When services stopped, our children did not stay at their
current level but actually regressed.” Regressing and not being able to do things they used to do,
that is a big problem. In my son’s case, he became a baby.).” One parent mentioned that during
the pandemic, her son with ASD started talking to himself noticeably more than before; a mother
of a girl with intellectual disability reported significant increases in protesting and self-hitting
behaviors in her child. Increased screen time due to students’ use of electronic devices for leisure
as well as school was another common concern.

Parents warned that returning to school for in-person instruction may be challenging for
some students. The mother of a 12" grader with ASD who is “paranoid about getting the
[COVID-19] infection” expected that her son is likely to struggle with the learning environment

changing yet again. Two parents of elementary school students with ASD did not think their

children would keep their masks on at school. “StF5 Y Of 7} [OtATE] A 10 St 0f

7AIZHY QUeChe 7

rir

7ol E7t5% Z4 ZOFA (1t will be almost impossible for him to
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wear his mask all day, for seven hours at school,),” said the mother of a boy with ASD in the
second grade. Another parent was worried about her daughter with intellectual disability, who
often ate food with her hands, following safety rules at school.

Student successes and adaptations. Despite the struggles, students still improved in
some skill areas and learned to adapt to their new learning situation. The mother of a second
grader with intellectual disability reported that she used to relay all the information given by the
teacher to her child during class, as the child did not understand the concept of distance learning
at first. After several months, the child gained awareness that she was expected to respond to the

teacher in the screen and became more responsive to the instruction. Another student with

intellectual disability, who used to “zone out, as if watching TV (A'& TV E& 0| 2. HS}L|

H 11)” now participated more actively during physical education. After repeated practice, the

student listened to teacher directions and imitated the movements; the mother no longer had to
carry around the laptop to force the child to watch her teacher. Two parents of fourth graders
with ASD shared that although it was still a challenge, their children learned not to turn off the
class app or the computer during class. One of these students had severe anxiety when looking at
the camera but now she could look at her teacher’s and one-0n-one aide’s faces.

Six parents reported that their children’s technology skills improved during the pandemic.
A kindergartener with speech delays became skilled at muting or unmuting herself when she had
to present or ask questions to her teacher. A second grader with ASD learned to type simple
words and close the computer window when the class was over. Another student with ASD, in
the fourth grade, could now locate correct class links, mute and unmute himself, turn his camera

on and off and share his screen with the class. A high school senior with ASD was taught by his
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mother how to check emails from school and separate different windows on the computer. As

students gained more skills, they became more independent and required less attention from their

parents. One mother shared that her high schooler with ASD even reassured her, saying: “ 2! OF,

Me s 2 5tn oje, Hor Fof §10j = MEOLR (Mom, I'm paying attention and doing

well. Don’t worry; you don’t have to sit by me.).”

A few students made progress that was impressive to their teachers or parents. A second
grade student, whose mother provided immediate feedback and assistance during distance
learning, surprised her teacher with her rapid reading skill development. The mother of a 121"
grader with ASD with advanced skills was very proud of her son’s “ability to self-correct”; when
he noticed playing games on his phone was hurting his grades, he deleted his favorite game. He
also employed other coping strategies, including playing with his cats and counting down until
Christmas with a visual, which were helpful for his mental health.

Parent Role

Burden and stress from distance learning. Regardless of students’ skill levels,
participants were unanimous that distance learning created a constant high-stress situation for
parents. Even for the mother of the 12" grader with ASD with advanced skills, the pandemic
“has been the toughest time since the initial diagnosis of autism”. Another mother of a student

with ASD echoed the sentiment:

[Distance learning]= ot A F0j|AM St M=tz 240| s{Of E| L7t {5 o Z 1,

L& 2ot ofEA sforEX| = 220 A7t KoM =2t H aide = Bl

O 2 L{77t O] A= L7 SHOFE| 1. <O 7| 7k X[ ZO[ 7Lt 2 QL= F... (Since
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starting [distance learning] | have been basically going to school with my son, and it’s

very difficult. I feel helpless and don’t know what to do. Also, the aide that used to help

him was not there, so | had to take on that role. | thought, ‘“Wow, this is a living hell.”)
Almost all parents said that they had to watch their children all the time or attend classes with
them; many parents described themselves as their children’s “one-on-one aide” or “teacher”.
Parents covered a wide range of tasks during their children’s class. Constant reminders for
students to pay attention or participate in class activities were very common. When students
exhibited behavioral issues, parents had to calm them down and redirect them. Parents provided
verbal and physical prompts to their children throughout the class, including repeating and
clarifying teacher instructions, assisting with challenging academic tasks, giving cues when
children were asked to respond by the teacher, stopping children from unmuting and interrupting
the class, reminding to wait turns, and taking out necessary class materials in between
transitions. Students with limited cognitive or verbal skills mainly communicated through their
parents, who had to explain to students what was happening in the class, help with formulating

and asking questions to teachers. The mother of a fourth grader with ASD, who had to physically

assist her child during occupational and physical therapy sessions, said half-jokingly: “X{| 7}

A2 1:1 aide M & ot JA2 L7k TR ff Mt pay & S+ &7 [RS] ('m

practically her one-on-one aide... Why am | not getting paid? [laughs]).”

Parents’ responsibilities extended beyond the class times. In the morning before classes
started, parents ensured that their children could start their day right by waking and dressing the
child, setting up devices for distance learning, printing and organizing class materials, serving

breakfast, keeping the child in a good mood, taking care of the child’s siblings and situating them
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apart so they can focus on their classes, and logging into the class app on time. Many parents
attended class with the students. During breaks and lunch, parents prepared snacks and meals
(“I’'m basically the room service”). After class, many parents helped their children with
completing and submitting homework, prepared class materials for the next day, and recharged
devices. Other day-to-day tasks included preparing the house for therapy sessions, meeting with
service providers, taking children out for a walk, serving dinner and cleaning the house. Parents
with younger children also had to shower children and put them to bed. One mother with three
children, all aged 10 or younger, said that her time without children started around midnight —
the only time she could check emails, complete paperwork for various services, and pay bills.
Most parents did not have the capacity to take care of their own mental and physical wellbeing.
Parents gave up social life, hobbies, sleep, and exercise; self-care was replaced by extra cups of
coffee. One parent quit her job in the beginning of the pandemic. All parents interviewed in this
study would relate to the participant that said: "As a caregiver and as a mother, my job is to hold
it together and it's a 24/7 job.”

Three parents admitted that because they were so exhausted, they skipped school at

times, which meant that their children also missed classes. One of these parents was the mother

of a high school senior taking adaptive physical education (APE): “Lif 7} &0| & =0 K.

Lt 50 O] EO{7HX| 4. [RS] L2 M APE = Ard Li7F 25| SOXULE =0 ZLCt

L. SHZUCHIE LSO 20|= L2 1 (I'm over 50 years old. My body doesn’t listen. ..

[laughs] So to be honest, | sometimes skip APE... When I do go in, I leave early).” Another

parent guilty of truancy confessed: “&0F7F HA MlS St A0t7F M HO| EfA| Z 0
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SHALE ZEEX|ALE o OF St=El A7 OB o= MO = 3 E H0| glo1’. JaiA

.l

d7E X=9,10,11. 3708 S L ERAER, HMs (<, M=) 2t=2 (1 know the

mom has to learn, become a teacher and teach her child, but I have never really done it. So we
missed September, October and November. We’ve missed three months of music and physical
education classes.).” One parent was given the option by the child’s school to either receive

occupational therapy via Zoom or be provided with materials so that the parent can implement

sessions with the child. The parent chose the latter and reported on how the sessions were going:

“A{ L7t 7 writing 210 £ 7}@{EHO|Z M2 Hotn O] AS0[Hetn R, erst

A0 8 [Z2] (It involves activities like writing, cutting with scissors and coloring. Right, I'm

not doing those [laughs].).”
Newly gained knowledge about students. All parents reported that they learned

something new about their children during the pandemic. When one parent of a 12" grader was

asked what her son’s strengths and challenges were, she replied, “XN = AtA 2 O A E2 X|H

SH7|0f| A2 ™

rlo

ZECHD HSAHOR. AHLISHH L7t off oful dE S HY REL 7R

(If you had asked me this question last semester, | would have said, ‘I don’t know’ because I

knew absolutely nothing about his school life).” This mother recently learned that her son was in

a sixth-grade level class and struggling to keep up. “A|= LH7} O| 0| R4 =2 O|EA|
Al LA =l Z0], <Of, O 7t St Of| A St= Al BX|= 2 LLb (This is what I learned from

9

distance learning: ‘Oh, my son isn’t doing much at school’),” said the mother. Another parent
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found out that her child with ASD wanted to interact with peers more than she had expected, that
he sang songs when he was not focusing on tasks, and that he liked books very much.

Several parents noticed the mismatch between what they witnessed at home and what
teachers used to say about their children. The mother of the student in an autism-only classroom

said that what she saw was unexpected:

1 H0ll= [OF0] 7t 03 = 0| /=] & =R, EX0| ©oH... 20 OfA,

T2 2 OILE 2L M= Z0[ 5HEO0rR... 2 L7t O] A, [gasp] O 7t &ff O A|

il
rir

K& ERA=AMR.. M= 07| A2BM Stulof M Hzt

rot

eH e gt

rlo
1A
o

RAER. FZA 7H <« [O10[] HF & o~ Oj Y Of2f . M= J& & ot

rr

EAHER [RE]. Tl StLt= ot A §l=710F, stul HO|A ... M= Tt [X 5]

Oto[1 HI==2t OFO| = Of [2Hofl] A

—

}9}1.01_9_ :L[-” |_1|:' 7HO| = 7‘|0'”.9.

r|r

2{L|7t [M =] of0l]= o 2tHS| ~ZO|Lt O|H L0 M= ST = Tt

ZHLEAZ.. M HF 2% =202 (To be honest, I didn’t know that my

child was having difficulties... but seeing everything on Zoom [gasps], now | understand
why he turned out like this... I had never received a call from his school. Whenever I
went in, they said, “Oh, [your child] did great!” so I really thought he was doing well
[laughs]. In reality, he was doing nothing at school... I thought my child and his
classmates would be similar in level, but I see a big gap between them... So my child

gets pushed aside during class... I was completely shocked to see that.).
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Another parent, whose child was placed partly in general education, had a strikingly similar
experience — teachers had said the child was doing great and the mother believed it. However,

after observing distance learning sessions, she started to question whether the child’s placement

was appropriate (“ 2 BHEFO| A = A|ZHSH[TFSE 0 QUATUTLE (he must have just wasted his

time in the general education class)”). She was seriously considering homeschooling now.

New strategies and skills. To help their children cope during the pandemic, parents had
to learn to identify priorities, implement new strategies and apply new skills. The one participant
who chose to be interviewed in English prioritized her son’s mental health and made special
efforts to reduce his stress: “We gotta pick and choose our battles. Things we must do no matter
what, and there are things we could do without.” She considered the SAT for college
applications as something she could forgo and encouraged her 12" grade son to skip the test. She
no longer limited her son’s internet use because it was the only social outlet he could have during
the pandemic. Her other efforts included taking late night walks with her son, reminding him to
exercise and drink water, making him coffee every morning, texting encouragements and at
times commiserating with him. She also coached her son with ASD to take care of himself first
and then help other classmates when working on group assignments as he often struggled to
efficiently allocate his time and energy. Utilizing her resources and advocacy skills, this mother
helped her son pursue his interest in advanced math by connecting him with a researcher and
reached out to his teachers to share parental concerns and made sure accommodations were in
place. Another parent who emphasized the importance of mental and physical wellbeing shared
her priorities for her children: eating healthy breakfast, going outside at least once a day to get
sunlight, and talking about accomplishments for the day with family members in the evening.

One mother with three children shared that she squeezed in 30 minutes in her daily schedule to
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take a walk with her oldest daughter with ASD and give her undivided attention during this “Big
Girls’ Time.”

Parents adopted new behavioral strategies at home to assist their children with distance
learning. Some learned the skills from their children’s behavioral therapists and teachers; some
came up with their own. Several learned to arrange the environment by setting up a separate
study space in the room, clearing distractions, allowing the child to choose materials to use and
putting away others before classes started. Other parental strategies to motivate children included
the use of reinforcers and token boards, making enticing toys available only during school time
and allowing the child to play with them during breaks following active class participation.

Most parents reported that prior to the pandemic, they were unfamiliar with the apps used
for distance learning, such as Zoom. Although some still had challenges with technology, others
discovered positives aspects of utilizing apps, including attending school meetings remotely and
accessing online library resources for free. One parent mentioned that more service options were
possible now as many places offered telehealth services. However, some apps used by schools
were prone to connection issues and not suitable for children with special needs. The mother of a

child with fine motor difficulties said that the apps were “developed for typically developing

students ([t OtO[1E2 7|&=2 2 TH=0{ Al)” and “seemed inappropriate for children with

disabilities (& O 2t HX[... =EH St OO = 3HH|

rir
ok

FEEX| Q4CH= = 72).” Related issues

involved schools assigning reading passages, educational clips, comprehension questions and
math problems through various apps without appropriate modifications for students with special

needs.
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Schools demystified for immigrant parents. Distance learning was an eye-opening
experience for parents with limited knowledge of K-12 education in the U.S. Thirteen of the 16
participants had immigrated to the U.S. as adults and to them, how students were taught was a
mystery. The pandemic was the first time they were able to experience American classrooms
firsthand. One mother described her impressions after observing classes of her 12" grade son

with ASD:
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MZ2I5 2 (My son used to go to school in Korea and I was educated there as well. .. I

really like how his [current] teachers cheer up, praise, respect and listen to students...
Without distance learning, I wouldn’t have known that the American education system is

helping my child develop as a whole person, so I’'m very glad that I got to see that. I
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always felt left out from the IEP process... but I clearly understand now how my child

was being educated. So, | see this time as an experience that was much needed for us.).
Not all parents had such a pleasant realization — some were dissatisfied with teachers and
placements of students. One mother commented that she still felt very anxious that her Korean
background and unfamiliarity with the U.S. system would lead her to miss out on important
information about her child’s education. Regardless of their satisfaction with schools, parents felt
that it was important to gain a clear picture of what goes on at school. The parent who described
this time as “much needed” said that she grew to like distance learning and would not mind
continuing this format. Everyone else, despite the new knowledge and skills they gained, still
highly preferred in-person instructions.
School and Services

Communication methods used. Fourteen of 16 participants reported using emails to
communicate with their children’s schools. The second most common methods were phone
calls/voicemails and text messages, mentioned by five parents for each method. On average,
participants used 2.44 different types of communication methods with schools; the numbers

ranged from one to nine. The parent who named nine different methods used by her son’s school

was extremely overwhelmed with the amount of information: “L4 5% %0| 2t .. O{EHAH H

Olo|oty| 2Rt HX|E & =71 gloj2.. HZEE X QA &[A ROt (Itis too much... |

can’t tell which information is relevant for my child... I find it very inefficient.).” She also
mentioned that the school uploaded partial information on the school website and the rest on
social media, such as Facebook and Instagram, which caused frustration for both her and her son

with ASD. See Table 3 for a comprehensive list of communication methods used by schools.
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Some commented that the speed of communication with schools improved during the
pandemic; however, there was still limited language support for Korean-speaking families. Two
parents mentioned that their children’s schools provided Korean translations for some
information, but translations were provided inconsistently and lacking for the most part. A

number of parents preferred written communication over spoken communication due to language

barriers. One parent who immigrated at the age of 39 said, “X= O| A [HO{ 2] &LSl= A=

A

SIEM MEAHE EHER, 8. M F £/ E O 5| =, & Google Translate =2 & &

S F HESHA S SH7HA| 2 O|H Y2 S (1t’s difficult for me to speak [in

English] but I can write and translate. With the help of Google Translate, | combine words and

phrases and write emails.).” Another parent moved to the U.S. when she was 23 and still

struggled with communications over the phone: “Lt= Ot F 2= M2t= StHE, L7} 2

SIES

rir

L AS = AD 5=, 0|ZAH =22 AW I Z2H MH Hot=E =2 1

7| Z0] O2H &2 B2 U0 (If I talk on the phone, | might not understand some

parts but at least with written words, | can look them up in the dictionary.).” One mother, who
moved to the U.S. at the age of 32, preferred voice calls but resorted to emails due to

communication barriers:
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HSED (1 actually prefer to talk on the phone but | use emails because speaking [in

English] is hard for me [laughs]... Over the phone, I don’t even know if I’'m
understanding correctly... Sometimes the teacher doesn’t understand me due to my
pronunciation, so I’d rather text.).
One mother, immigrated at the age of 34, had her husband take care of emailing the child’s
school. When the school emailed her COVID-19 related guidelines, she did not read them and
instead asked other Korean mothers through KakaoTalk.
There were noticeable differences between communication methods that schools used
with participants and those used by participants with their families and friends. Participants used

2.75 different types of communication methods with families and friends on average (range: 1-

6), and everyone reported using KakaoTalk (“7t7}2 & Z2 Z2& O|A| X FH

ot =2 0[2tEH CF A0 A A| 1D (As for KakaoTalk, every Korean person that I know uses it)”;

“Mol= MY ROl A=A FIFIREO| Q. 2| 99% 717t = A= A 202 (We use

KakaoTalk the most — I think about 99% of the time)”; (“2'ef Cf, 2| 7}50(0| 2. M3t=

ol ¢tstn, Ho| 7HE 0|0 2 (Everything is done on KakaoTalk. I don’t even call people. I

just use KakaoTalk.).”). At least three parents laughed when the investigator asked them such a

“common sense” question to a fellow Korean immigrant (“7tS2 0. & A5 7IE2 M1 Q|

0 [R2] (KakaoTalk, yes. Of course | use KakaoTalk, yes [laughs])”; “[Z 2] &2 7HE 0

MY 40|10, X35 OkA|= WX & ([laughs] Definitely KakaoTalk, you know us)”; “7 =
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ME BEILCEAMAD U UER2 [R3] ( use KakaoTalk. Everyone is using it [laughs]).”).

Other common methods included text messages, used by eight parents, and phone calls, used by
seven (see Table 3). The English-speaking participant, who reported using the highest number of
methods with family and friends (i.e., six methods), explained how she varies the method used
depending on who she is interacting with: “KakaoTalk for Koreans, WhatsApp for non-Koreans.
I do Facebook with some people.”

Facilitators and unmet needs. In general, parents were satisfied and appreciative when
schools made the effort to incorporate parental feedback even when issues were unresolved.
One of common problems families experienced was that school aides could not be of much help
to students in an online setting. One mother of a fourth grader with ASD had discussions with
teachers and aides, and although they tried several methods, they could not find a solution.

However, the mother was grateful that the school staff was willing to listen to her concerns:

Nols S0l AAdse =2l AR ... 07|17t L2t EA 2|0]7F JAAE A
#1089 80 E 270t M7t HHE A= §loe [R3].. 280 Mol &
O FO{X| 1L AL HZf0| &[0 FE2 FAdlR... &2 Zots 04

MU HS0| A MA ... (I feel that we had enough discussions... the fact that we talked

about the issue together was meaningful. Nothing changed [laughs], but | appreciate the
teachers who were communicative and open to suggestions.).
A school district in New York revamped its distance learning system after collecting parent

input, and the effort was well-received by parents. A parent in the said district recalled:
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= AA HH7| W20... S Ot 2=t= 2.2 AS S F T 2 A

KM 2R HF TEAZRHZE (From March to June, we suddenly switched to

distance learning due to COVID-19. Back then, things were all over the place and caused
a lot of frustration to parents. The district conducted a survey, and | believe other parents
and I mentioned something like, ‘It’s very difficult to visit many different sites and input
login credentials.” Once new semester started, the district gave us a new site with
everything on it, and all we need to do now is clicking the link... We can’t digest all the

information there, but I’'m very satisfied that they managed to link everything into one.).

Parents satisfied with their children’s teachers and therapists often mentioned these service

99 ¢C

providers’ “passion”, “proactiveness”, and “efforts to include students”. A mother who was

happy with her child’s teacher gave examples of teacher efforts: the teacher checked in with

parents once a week for 15 minutes, incorporated parents’ feedback immediately during class,

uploaded students’ artwork on the class website so classmates could share their work, and when

taking attendance, she gave each student a turn to speak and had students interact with each other

every morning. Some parents mentioned that teachers’ and service providers’ classroom
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management and technology skills, established rapport with students, and ability to communicate
in Korean were important.

Families were coping with various challenges associated with distance learning,
including disruptions to services, suspended assessments, and the lack of adequate
accommodations for children and parents’ needs. The most emotional parts of the interviews,
however, were related to the existing system, not the pandemic. A few parents cried and
expressed helplessness while looking back at pivotal incidents that led their families to move or
consider moving. One participant, who lives in a predominantly white neighborhood in Alabama,
shared that her child in the second grade had to deal with racism at school. His classmates teased
him for having an “ugly nose”; he regularly asked his mother to move to another state where he
would not be the only Asian boy in the school. Recently, the family moved close to an autism
center in Alabama where the mother enrolled her child for behavioral therapy services. However,
she lost contact with the center after moving. While waiting to hear back, the mother ran into the

center coordinator at her child’s school by pure accident and asked what happened:

‘U LE A L, 0EA EALP D HEL, A7 e Hdie A8 2S

N
=

S{F OFX|. 224 W2 0] OJALE Rt=0ll... 12 A O 7t L7} oh= AFRHO| 1 FHOf

i

Zol A o7t oM ez, 2 O|H Y-S Cf S0 2 2R =0 o|HA22

O O M2ZHE | (‘Don’t you know me?’ 1 asked, ‘What happened?” And she said

that his enrollment was cancelled. She should have told me. Our family moved because

of that... This made me wonder if she dismissed me because I am Korean and don’t
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speak English well. I sent all the emails in English, but still, did she dismiss me for that

reason?)
One family had gone through so many disappointing and hurtful events over the years that the
pandemic became a breaking point. The mother of a third grade boy with ASD who had very
limited verbal skills said that she gave up on receiving adequate education in the U.S. and that
her family would be moving back to Korea soon. All the teachers she had met had low
expectations of her child and neglected him during class; she had experiences of school staff
losing her child at school. She also suspected abuse at one school because the child came home
with injuries multiple times. She had been involved with lawsuits with the school, had her home
searched by the Child Protective Services which she believed was a retaliatory action from a

teacher, who faced no consequences from these incidents. The parent ended up switching

schools, but things did not change much: “2 0| £Z0t2. E4=3 Z OtL|7t 1Z

O] 38t 2t 2 (It’s still the same. They know he has special needs. They abuse that).”

Although the U.S. education did not work out for her family, she hoped that in the future
teachers and service providers would be held to a higher standard, provided adequate training
and better screened so that other children with special needs can receive high quality services.
Social isolation. Among three parents who lived outside of California, two brought up
their experience of social isolation as the only Korean families of children with special needs in
their areas and voiced their needs for social support. These parents mainly relied on technology
to be connected to other Korean families in a similar situation. The mother in Alabama
interestedly asked the study investigator questions about California and shared that she was

considering moving there someday to join a larger Korean community. She mentioned that her
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main source of emotional support came from the open chatroom for Korean immigrant mothers

~OFr

of children with special needs in KakaoTalk because she “literally has no one around (A= &2

THO| OFF = 217 =8)” and has “absolutely no opportunity to meet other Korean moms of

children with autism (autism [O}O|&] 7+ZI ob= 0} Bt 7|2[= TR §111).” Another

mother, who lived in a suburban area in New York, regularly used the developmental disability
forum on MissyUSA, a website specifically for married Korean women residing in the U.S.
Although she wanted to meet another Korean parent who she can speak with freely in Korean

and arrange playdates for children, it was difficult for her to find someone with a child at a

o= o7}

rlo

similar level as her child with ASD. She explained: “X|3| &LU|0l| X{5| Of0|&

OtF & BIAER. [RE] M= ZE[ZL[0t0f s AHRSH E|A o] &0 ZHata. ..

12 220IME W A E.. et DX 5 WA A Zote, 1 BN

(In my area, there is no Korean kid that’s like my child. [laughs] My situation is very different
from people in California... In that respect, I am... How should I put it? | am really desperate, in
that regard.).”

Discussion
Distance Learning: A Multidimensional Challenge

The current study illustrated how Korean immigrant parents of students with

developmental disabilities handled multiple layers of challenges presented to them during the
COVID-19 pandemic. The first layer can be considered as the universal parent experience during

distance learning, such as helping students adjust to the new learning format, increased daily
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responsibilities for parents, caring for children’s physical and mental wellbeing, safety concerns
regarding returning to school, and taking care of multiple children. Participants in this study
reported high levels of stress resulting from these responsibilities — stressors that most parents
raising children during the pandemic may relate to, including parents of typically developing
children and those from non-immigrant backgrounds. The second layer of stressors experienced
by the study participants is related to their children’s developmental disabilities; parents
expressed concerns about their children’s special education goals, placements, services, needs
unmet in mixed disability classrooms, skill regression, behavioral and social issues related to
their children’s disabilities, and parents having to provide hands-on assistance most of the time
and therapy sessions at home. The third layer relates to challenges experienced as first-
generation immigrants, and some of these experiences are unique to Korean immigrants. As
linguistic minorities, parents in this study mentioned their difficulty in communicating with
schools, especially when spoken language was used. All participants used KakaoTalk, a popular
messaging app developed in Korea, to communicate with their friends and family; however, the
app was never used by their children’s teachers and service providers. Some families shared their
experiences of discrimination prior to and during the pandemic, and those living in areas with a
low Korean population reported feelings of isolation. Many parents in the study immigrated to
the U.S. as adults and were oblivious to their children’s school life before the pandemic; distance
learning was an illuminating or shocking experience, depending on whether children’s skill
levels previously described by teachers matched what parents actually witnessed at home. With
these different layers of burdens piling on top of each other, participants in this study were

juggling a complex set of challenges encompassing many dimensions.
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Despite the difficulties, dedicated educators and parents helped students cope with the
new learning environment and achieve big and small victories. Distance learning gave parents
the opportunity to become more involved in their children’s education and collaboration with
schools. Even when issues remained unresolved, parents were grateful for educators who made
genuine efforts to listen to parents and incorporate their feedback. Parents also expressed that
they wanted teachers’ honest opinions about students’ skill levels so that parents can know when
to try new strategies with their children.

Recommendations for Research and Practice

Drawing from the literature and observations from the current study, several
recommendations can be made to improve collaboration between schools and culturally diverse
parents of children with special needs. A school district in Minnesota demonstrated a remarkable
example of coordinated efforts to provide equitable access to education for students with special
needs and English learners during the pandemic. In the first few weeks of distance learning,
district leaders trained teachers in using accessibility tools on technology devices; technology
coaches quickly onboarded parents unfamiliar with distance learning apps; special education
staff continually assessed students’ skills in individual or small group video calls; school/family
liaisons fluent in families’ languages and English learner (EL) teachers made phone calls and
conducted home visits to ensure linguistic minority families had necessary tools and connected
with them on a weekly basis (Peterson et al., 2020). Unfortunately, this was not the case for
Korean parents in the current study; most families experienced significant disruptions to their
children’s special education services, including halted assessments and the lack of appropriate
accommodations for students to participate in learning. It seemed that their schools were already

struggling to provide adequate special education, and therefore they had no capacity to provide
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cultural accommodations for Korean-speaking families. Only two parents reported receiving
occasional language accommaodations from schools, and even those were not consistently
provided. School districts’ actions during this time of crisis made their priorities more apparent;
the Minnesota school district intentionally prioritized equity for special education students and
linguistic minorities, whereas many Korean families in the current study experienced quite the
opposite — cultural accommodations for minority families were the first things their schools
chose to forgo.

Park and Turnbull (2001) found that Korean immigrant parents of children with special
needs relied heavily on mediators when accessing various services and communicating with
schools and service agencies. These mediators are similar to “informal translators” discussed in
the interview study with Korean parents by Cho and colleagues (2000). In both studies, parents
described mediators or informal translators as someone who is fluent in both English and
Korean, knowledgeable about special education, and preferable to translators provided by school
districts (Cho et al., 2000; Park & Turnbull, 2001). Park and Turnbull (2001) recommended that
school systems locate, train and pay these mediators to reduce parental burden. The distance
learning experiences of Korean immigrant parents in the current study could have been much
different if such mediators were in place in the school systems. Mediators could also serve as
advocates for linguistic minority families when parents face discrimination or unprofessional
attitudes from service providers. It is hoped that in the near future school systems will prioritize
equity for families with significant barriers to education and hire skilled mediators who can
facilitate collaboration between schools and culturally diverse families.

Similar recommendations can apply to research in order to improve current practices that

systematically exclude cultural minorities. Researchers can prioritize addressing inequities and
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hire culturally diverse staff with skillsets to facilitate research participation in minority families.
It is notable that a few parents who were more tech-savvy and acculturated varied their method
of communication depending on whether they were interacting with Koreans or non-Koreans.
Several parents also mentioned that they preferred written communication as it allowed them to
search words in the dictionary and spoken communication was prone to misunderstanding. If
researchers and educators were equipped with such knowledge, they would have another tool to
use when approaching families that are often described as “hard to reach”. It may be worthwhile
to further explore families’ preferred methods of communication and use of social media and
other platforms to enhance collaboration with culturally diverse populations. As we move toward
more inclusive research, it would be important to document specific strategies and tools used to
engage minority communities so that other researchers can build on the new knowledge.
Limitations and Strengths

A limitation of the current study is that participants were parents who had the time, skills
and resources to meet via Zoom or phone. Their experiences are likely to be different from those
who did not participate in the study. Recruitment methods relied on online postings, KakaoTalk
messaging and word-of-mouth; due to the pandemic, it was not possible to recruit participants in
person. A study on the perspectives of schools and service providers who work with Korean
immigrant families of children with special needs would complement this research. It must be
noted that this study presented only the parents’ views; there could have been misunderstandings
on the parents’ part, especially as some parents had communication difficulties due to language
and cultural differences.

This study aimed to give a voice to Korean immigrant families who are often excluded

from research and illustrations of these families’ lives during the COVID-19 pandemic. CPPR
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methods was used in all stages of research, including design, recruitment, data analysis, and
dissemination. Korean immigrant parents of students with developmental disabilities played
critical roles in this study and were eager to help with various tasks; their contributions to this

research deserve much credit.
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Appendix A

Table 1

Demographic Information of Participants (N=16)

Language  Language Age Age Education level (n) Household ~ Number of Annual household
used for the spoken at home (M, moved to size (n) children (n) income (n)
study (n) (n) range) the U.S.
(M, range)
Korean: 15 Korean: 13 45.3 26.4 Doctoral/ Professional degree: 1 3 people: 3 1 child: 1 $100,000 or more: 8
English: 1 English: 2 (37-57) (11-39) Master’s degree: 3 4 people: 9 2 children: 11  $80,000-$89,999: 2
English & years years 4-Year college degree: 7 5 people: 2 3children: 2 $70,000-$79,999: 1
Korean 2-Year college degree: 4 6 people: 1 4 children: 2 $60,000-$69,999: 1
equally: 1 High school graduate/ GED: 1 7 people: 1 $50,000-$59,999:1

$40,000-$49,999:1
$9,999 or less: 2

Note. All participants were female and were born in South Korea.
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Table 2

Demographic Information of Students (N=16)

Age Gender Grade level (n)  Type of developmental ~ Age at School / Classroom placement (n)
(M, (n) disability (n) diagnosis
range) (M, range)
10.9 Male: 9  Kindergarten: 1  ASD: 12 4.0 (2-10)  General education classroom all the time: 4
(5-18) Female: 7 2" grade: 3 Speech delay: 2 years Some time in general education and some in
years 3 grade: 2 ADHD: 1 special education: 5

4" grade: 4 Intellectual disability: 3 Mixed disability classroom: 6

7" grade: 2 Seizure: 1 Autism-only classroom: 1

ot grade: 1

12" grade: 3 *Two children had more

than one disability

Note. All students were enrolled in public schools (13 in California, 2 in New York, and 1 in Alabama). All but one (Chinese,
adopted) were identified as ethnically Korean by their parents.
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Table 3

Communication Methods Used by Schools vs Korean Immigrant Families (N=16)

Used by school (n) Used with family and friends (n)

Email 14
Phone call / Voicemail 5
Text message
Zoom
Schoology
ClassDojo
Facebook
Instagram
KakaoTalk
Other

Note. Two parents that used “Other” methods with school mentioned: Google Voice, Remind, Seesaw, Welligent and school websites.

Three parents that used “Other” methods with family and friends mentioned: WhatsApp, FaceTime and Skype.
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Appendix B

COVID-19 Distance Learning Interview Questions

1. (Confirm child’s diagnosis, age at diagnosis, school program, grade level as indicated on
the demographics form) What are your child’s strengths and challenges? Is he/she on
grade level?

2. In both school and community, COVID-19 has changed the way students receive
services. Please describe how your child’s education and services have changed.

3. Does your child have an IEP? If so, how did COVID-19 change the process? Did you
experience any difficulties with scheduling of meetings, receiving documents, or
communicating with your child’s team because of COVID-19?

4. Let’s talk about the specific apps or programs that schools use to facilitate distance
learning. What apps or programs does your child use to receive school education? What
do you use to communicate with school staff?

a. Are these apps new to you, or were they ones you were already using?

b. Are there any ones you particularly like or dislike? Why?
5. How effective has distance learning been for your child? Why?

6. What kind of preparation do you do to ensure that distance learning sessions go smoothly
for your child? Do these strategies work? Why or why not?

7. What is your involvement in the distance learning session? Do you attend with your child
or is your child able to be independent?
a. Is your child part of a “learning pod” / small group with an in-person teacher, or
are you looking for one?

8. What apps or programs do you regularly use when you communicate with your family
and friends?
a. What do you like/dislike about these platforms?

b. Do you use these platforms to communicate with your child’s teachers, school
staff or therapists? Why or why not?

9. Where are you getting the information about schools’ plans, changing guidelines, and
resources these days?

10. What are the features of the app/program that are particularly helpful for your child, or do
you think would be helpful? Do any current apps / programs have these features?
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COVID-19 Distance Learning Interview Questions — Korean
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Appendix C

Demographic Survey
COVID-19 Distance Learning

Information about the Parent

1. What is your gender? (Male / Female / Other)
2. What is your age? years
3. Were you born in the US? (Yes / No)
a. (If “No”, display 3a and 3b) Country of birth:
b. At what age did you move to the US? years
4. What language do you speak most at home?

a.
b.
C.

Korean
English
Other:

5. What is the highest level of education you have completed?

a.

— - SQ D o0 o

Elementary / Middle School
Some High School

High School Graduate / GED
Some College

2-Year College Degree

4-Year College Degree
Master’s Degree

Doctoral / Professional Degree
Vocational / Technical Training
Other:

6. Areyou currently:

g.

-~ o0 o

Married

Separated
Divorced
Widowed

Living with partner
Single

Other:

7. How many people live in your house, including yourself?
8. What is your household income per year?

a.

S@ o aooT

$9,999 or less

$10,000-$19,999
$20,000-$29,999
$30,000-$39,999
$40,000-$49,999
$50,000-$59,999
$60,000-$69,999
$70,000-$79,999
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i. $80,000-$89,999

j. $90,000-$99,999

k. $100,000 or more
9. What state/city do you live in?
10. How would you describe the community you live in? (Urban / Suburban / Rural)

Information about Your Child
1. How many children do you have?
a. (display 1a if the value above is more than 1) How many of your children have
developmental disabilities?
2. Please provide the following information about your child with developmental
disabilities:

(Display according to the number of children with developmental disabilities)
Child 1

1. What type of developmental disability does your child have?
2. At what age did your child receive the diagnosis? years
a. If multiple diagnoses, please specify the type and age at diagnosis:

L

Gender: (Male / Female / Other)
4. Race/Ethnicity (check all that apply):
a. Korean

b. Other Asian / Pacific Islander
c. African American/Black
d. Caucasian/White
e. Latino/Hispanic
f. Native American
g. Other:
5. Current age:
6. Grade Level:
7. School District:
8. Type of school program:
a. Public
b. Private
c. Home schooled
d. Other:

9. Type of school placement:
a. General education classroom all the time
b. Some time in a general education classroom and some time in a special
education classroom
Autism-only classroom
d. Mixed disability classroom
e. Other:

o
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e. ItEHQISA
f O=2

7| E}:
7. 740 H Ho| g A1 QST (29 ZEhy?
8. A7t 7+F/ AS0| OEA ZML7}?

a. $9,999 IE = 0|3t
b. $10,000-$19,999
c. $20,000-$29,999
d. $30,000-$39,999
e. $40,000-$49,999
f.  $50,000-$59,999
g
h
i
j.
k.
e

Q@

. $60,000-$69,999
. $70,000-$79,999
$80,000-$89,999
$90,000-$99,999

$100,000 EE+= O| 4
Z= A0 & A
210 3 U= X[ F2 01 = Aol sELIN? (=4 (urban) / B2 EA

(suburban) / A| = (rural))

. O
10. 29
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a. (display 1a if the value above is more than 1) 2= &0 7} = of0|= H
QL
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(Display according to the number of children with developmental disabilities)
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3. Oro| d&: (& A/ 7|El)
4. Ofole| 21T (B ls A0 25 M3 FHAI):

a. o= (Korean)
b. o= 0|29 CtE S QI (Other Asian / Pacific Islander)
c. 59l (African American/Black)
d. =249l (Caucasian/White)
e. 2tEIA /35| AD)Y (Latino/Hispanic)
O]= 31 (Native American)
g. 7|El
5. LIol: M|
6. Std:
7. W=7 (School District)
8. &t B&:
a. S & (Public)
b. AFE (Private)
c. S22
d. 7|E}:
9. stul/st= Ui (placement):
a. ™ It Y85t (General education classroom all the time)
olHd

o
Il
r

t §,F—;LI_W ELStgo 22802 HH’H (Some time in a general

=
d. Ctot 780H7f AeStds2 EH%*QE ot E= 3t g (Mixed disability

classroom)
e. 7|El
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Appendix D

Distance Learning (DL) Interview — Coding Definitions

Learning Environment: home environment and resources that affect students’ DL

Internet and technology issues (both equipment and human errors)
Lack of study space / financial resource
Siblings distracting the student or needing the parent’s attention during DL

Student Skill / Behavior / Interaction: student’s skills, behavioral / mental health issues, social
interaction, participation and attendance in class

Regression or improvement in skills; newly acquired skills; student adapting to the new
learning situation; students’ skill level differences and comments about the class level
being too easy or difficulty for the student

Behavioral concerns during DL struggles due to disrupted routine/schedule or the lack of
structure; withdrawal from activities; family mental health; increased screen time; safety
concerns regarding going back to school

Not paying attention in class; disengagement; difficulty with participation and
assignments; left out from class activities; students’ class attendance

Interaction with peers

Parent Role: how parents help (or are unable to help) their child focus, cope with stress or
improve skills

Behavior management strategies, prioritization of tasks

Burden from helping their child at home (e.g., cooking, dressing the child, preparing for
DL, having to sit by the child all the time during DL and acting as an “one-on-one aide”,
not having time for self, giving up jobs)

Parent’s cultural or educational background affecting the child’s education

Parent Knowledge (pre-COVID and/or newly gained): parents discuss new knowledge, skills,
perspectives they have gained since the pandemic and/or their lack of knowledge before COVID-

19

Knowledge about their child, teachers, service providers, school and the education system
New skills gained (e.g., learning new behavior management strategies, utilizing new DL

apps)
What parents used to do vs. what they do differently now

School / Service Providers: roles and characteristics of school districts, educators and service
providers who were helpful (or unhelpful); how family’s needs are met (or unmet) by school /
service providers

Strategies used and efforts made by school / service providers to facilitate DL
Class management (e.g., school start / end times, class length, how teacher manage pace
and allocate class time, number of students in the class)
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Disruption to services (e.g., changes in service hours, issues with diagnosis, assessment
and placement, communication with the IEP team)

Lack of accommodations (e.g., no modifications to difficult assignments, providing tasks
above students’ level without supports, lack of linguistic / cultural / social support for
diverse families)

Service provider qualifications, service quality, and special education / service system

Collaboration / Advocacy: parent initiates interactions with school / service provider, speaks up
or takes action to resolve issues relating to their child’s education (or mentions a plan to do so);
school / service provider incorporates parent feedback and ideas to solve problems; the outcome
does not need to be positive (i.e., the issue can still remain or be in the process of being resolved)

Parent notifies school / service providers about what is happening at home
Parent demonstrates their knowledge of advocacy strategies

Parent requests (or plans to request) specific accommodations for their child
School / Service provider listens to parents about concerns and suggestions, and
incorporates feedback to resolve issues

DL Positives: positive things that came out of DL; something explicitly described as good,
convenient or relieving

Camera Policy: whether schools / teachers require students to leave cameras on or off during
class; also applies to service providers

DL Apps: distance learning apps used by school and students; descriptions of app features

Parent-School Communication Method: methods used by schools, teachers and parents to
communicate and whether these methods are effective

Family / Friends Communication Method: methods used by parents to communicate with their
family and friends and reasons for choosing such methods

Learning Pod: whether the parent knows what a learning pod is (small groups of students taught

in person by a hired teacher); also code parents’ comment on whether a learning pod would be
helpful for their child

DL vs In Person: (coder to choose DL or In Person, based on the parent’s comment) parent’s
preferred format of education for their child; opinion on which is more effective
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Appendix E

Infographic of Findings
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