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Abstract

Objective: Minority families experience disparities in the diagnosis and management of autism
spectrum disorder (hereafter “autism”). To date, the experiences of Chinese immigrant families in
the United States have not been explored. Utilizing parent and provider perspectives, this research
sought to identify barriers and facilitators to the diagnosis and management of autism among
Chinese immigrant children.

Methods: We conducted semi-structured qualitative interviews with sixteen parents of Chinese
children diagnosed with autism and sixteen providers who assist in the diagnosis and management
of autism. Participant characteristics were analyzed utilizing descriptive statistics. Interviews were
audio-recorded, transcribed, translated, and independently coded by two researchers until
consensus was reached. Coded data were analyzed using a modified grounded therapy approach.

Results: Parents and providers both identified cultural beliefs as an influence on the
understanding and acceptance of autism as a diagnosis. There was a high degree of alignment in
themes related to barriers to health care access and parent-provider communication.
Recommendations to improve the system of care include: (1) supporting communication, (2)
cultural sensitivity, and (3) care coordination programming.

Conclusions: Findings reinforce that diagnosis and treatment of autism should take into account
culturally specific beliefs about child developmental norms, and address systems-, provider-, and
family-level barriers.
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Early identification of autism spectrum disorder (hereafter “autism”) has been linked to
earlier service initiation and improved outcomes.1~* Despite the clear importance of early
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detection, diagnosis, and treatment of autism, many children go undiagnosed for years after
the onset of initial symptoms.>7 This delay is particularly evident in minority children, who
are less likely than their white counterparts to be identified with autism, even if they meet
diagnostic criteria.8-10 In addition, children from racial and ethnic minority groups receive
initial diagnoses much later than white children and present with more severe symptoms at
the time of diagnosis.11:12 Children born to parents who are foreign-born or whose primary
language is not English also have reduced odds of early diagnosis.13

Reasons for racial and ethnic disparities in autism diagnosis are poorly understood; however,
research has suggested that cultural considerations influence acceptance of autism screening
and timely evaluations.8 Cultural beliefs and values may determine parental attitudes toward
child-rearing, perceptions of typical development, and mental health stigma.14-17 The ease
with which parents can communicate and express their concern with healthcare providers, as
well as the fluidity with which they can access the healthcare system also influence early
autism diagnosis.18-20 In addition, family socioeconomic status,?1-23 parental education,23-24
and level of acculturation3 have been shown to be associated with timeliness of autism
diagnosis and access to services.

While some research on autism in minority populations does exist, there is little research
focusing on autism in Asian Americans and a complete evidence gap regarding the diagnosis
and management of autism in Chinese immigrant communities. Studies have indicated that
factors associated with mental health service use in other immigrant populations (e.g.,
English proficiency) are not as strongly associated in Asian immigrants, suggesting that
Asians may experience different cultural beliefs related to mental health concerns.2526 This
study sought to identify barriers and facilitators to the identification and management of
autism among Chinese immigrant children and recommendations for improving the current
system of care. We specifically sought out the perspectives of both parents and providers to
obtain a better understanding of the inter-relationship of systems and socio-cultural factors
influencing family’s abilities to carry out service recommendations.

METHODS

Setting

This study was conducted at a large academic medical center in the Northeast region of the
United States. This medical center is situated within one of the largest Chinatown’s in the
United States where the predominant languages spoken among Chinese immigrants are
either Cantonese or Mandarin. All activities conducted as part of this research were
approved by the Institutional Review Board, and all participants were provided with
informed consent in their primary language.

Recruitment and Eligibility

Parents were recruited through a clinic-based sample of children, ages 2;0 to 15;11 years,
diagnosed with autism spectrum disorder and whose primary language was listed as
Chinese-Cantonese or Chinese-Mandarin. A list was generated using electronic records of
all patients meeting above criteria including age, patient language, and diagnosis (ICD-9
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Autistic Disorder, PDD-NOS, Asperger’s Disorder; or ICD-10 Autism Spectrum Disorder).
We specifically searched for patients who had an office visit (diagnostic or follow-up)
between January, 2014 and December, 2015, as those with longer periods of not being seen
were unlikely to be contacted. In addition, a local community-based organization within
Chinatown assisted in the recruitment of parents by sharing study information at support
groups for parents of children with autism.

Providers were recruited based on the following inclusion criteria: (1) experience working
with children with autism, (2) experience working with the Chinese immigrant population,
and (3) English-speaking. Recruitment efforts were initially purposive to provide for
diversity of professional experience in primary care, subspecialty care (developmental
behavioral pediatrics and psychiatry), school systems, Early Intervention (EI) professionals,
and family support professionals within the community. We subsequently utilized a snowball
sampling technique whereby each provider interviewed was asked to identify additional
individuals who would be important to speak with or who could add to our research. For
both parents and providers, additional interviews were conducted until thematic saturation
was achieved.

Parents who consented to participate in the study were interviewed in a private office by one
of two trained bilingual research assistants. Interviews were conducted in-person entirely in
Mandarin (FC) or Cantonese (SY) and lasted an average of 70 minutes. A semi-structured
interview guide was developed through input of stakeholders (community members and
researchers familiar with the population) to ensure cultural sensitivity. The guide focused on
pre-diagnostic experiences, experiences at diagnosis, current beliefs around etiology and
treatment, and experience within the community-setting. The guide was translated into
Chinese by one research assistant (FC) and back translated from Chinese into English by
another (SY) to assure accuracy. All interviews were audiotaped and transcribed into
Chinese text and analyzed in Chinese. Later transcriptions were translated into English for
reporting purposes. In addition, data regarding autism diagnosis and current/past service use
were collected via a structured survey, modeled after the State and Local Area Integrated
Telephone Survey (SLAITS) Survey of Pathways to Diagnosis and Services.?” The
following sections of the survey, including the question patterns, were directly translated
into Chinese and administered in-person: Eligibility Confirmation, Parental Concerns,
Diagnostic Experiences, Healthcare Services, Educational Service, Unmet Needs and
Insurance Adequacy, and Parental Perceptions.

Provider interviews were conducted in English either in-person or over the telephone by two
research team members (CM and SS) and lasted approximately one hour. Interviewers used
a semi-structured interview guide that broadly addressed autism diagnosis and service use
among Chinese immigrant children and families. Three specific interview domains included:
provider background, perspectives on the current system, and recommendations for a future
system. Members of the research team were trained in data collection and management by a
skilled qualitative researcher (AL), with fidelity monitoring conducted throughout the study
period.
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Data Analysis

All interview transcripts were analyzed using a modified grounded theory framework in
which intensive group discussion and consensus led to identification of a priori codes
(derived from literature review) and emergent codes (derived from the data).2817 These
codes and code definitions were summarized in a codebook. Following group discussion, a
preliminary set of code definitions was delineated with illustrative examples.

For the parent interviews, the two bilingual research assistants (FC and SY) independently
coded four transcripts from parent interviews. The research assistants then met with one
primary investigator, who is also fluent in Mandarin (CS), to review all codes. Analysis was
conducted in Chinese with transcript and code labels maintained in Chinese; codes and
quotations were later translated into English by one of the research assistants (FC) for
reporting purposes. For provider interviews, one research assistant (SS) independently coded
four interviews, and two primary investigators of the research team (CM and AL) each
independently coded two of those four interviews. Each group met to compare coded
interviews, revise codes based on consensus, and solidify definitions for the final codebook.

Utilizing the final codebook all interviews were independently coded by two individuals. For
parent interviews, the two bilingual research assistants each coded all 16 interviews. For
provider interviews, one research assistant (SS) coded all 16 interviews and the two primary
investigators (CM and AL) each coded eight of the 16 interviews. To achieve coding
agreement and fidelity, where discrepancies arose, the research team met to discuss
differences in coding until a resolution was reached.?? Once the team had reached agreement
on all of the coded interviews, transcripts were imported into Dedoose 7.6.21, a web-based
software program that helps facilitate the organization and analysis of qualitative data.

RESULTS

Sample

Sixteen parents were interviewed. Two were fathers; 14 were mothers. All but one indicated
that a Chinese dialect, as opposed to English, was their dominant language. On average,
parents reported having been in the United States for 13.9 years and most attained either a
high school degree (63%) or a college/professional degree (25%). Two parents (13%)
indicated that they spoke and understood English “very well or like a native” (Table 1). The
mean age of children was 5.9 years at the time of parent interview. The mean age of first
concern about child development was 21 months. All but one parent discussed their
concerns with child’s doctor; the mean age at which they discussed concern was 23 months.
The mean age of autism diagnosis was 2.7 years for this sample. All but one had received
Early Intervention (El) services. In addition, there was a high level of use for recommended
therapies for autism, with applied behavioral analysis (ABA; 81%) and speech therapy
(94%) being the most frequently utilized. Conversely, fewer children accessed physical
therapy (19%), occupational therapy (44%) and social skills training (44%). The majority
(81%) received special education via an individualized education plan (IEP). Conversely,
only one parent indicated use of alternative health care (“acupuncture, chiropractic care,
relaxation therapies, herbal supplements, and others™).
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Sixteen providers were interviewed (10 in-person; 6 via telephone). Demographic
characteristics, professional background information, and relevant experience of the
providers are provided in Table 2. The majority of participants were female, Chinese, and
spoke a Chinese dialect. A variety of professions are represented within the sample,
including physicians, nurses and nurse practitioners, behavior analysts, community support
personnel, school psychologists, and social workers. The majority of participants worked out
of an academic medical center or hospital and had been working in their profession for at
least six years. All of the providers interviewed reported that they had received professional
training in working with children with autism and their families, and 88% of participants
reported that they had received some form of cultural competency training.

Cultural Considerations

Parents and providers provided insight into ways in which Chinese culture and family
systems shape the process of obtaining an autism diagnosis and accessing intervention
services. Mutually identified themes included (1) incongruent beliefs of what defines autism,
(2) denial that the child has an actual problem, (3) beliefs that environmental exposures are
the cause of symptoms, (4) stigma, and (5) family structure.

Incongruent Beliefs — “She is very lively”.—Incongruent beliefs of what qualities
define autism shaped parents ability to initially accept autism as a diagnosis. The term Audpo
(“lively) was often used by parents as being in opposition to their beliefs of what autism is.
One parent described: “Everyone thinks that autistic children are closed-off to one-self, who
may not communicate with the outside world, but she is not. She is very open...she likes to
sing and often laughs loudly. So I thought she may be the kind who is too lively.”

The concept of /udpd as someone who is healthy, energetic, and happy may make
acceptance of a health disability more challenging. Other terms parents used to describe
their child, which seemed to them in opposition of autism, included jing (calm) and wénshun
(gentle). Several parents described how, following diagnosis, they were better able to
understand the different levels of autism: “I thought autism may be related to [being]
completely closed-off in one’s own world; that kind of autism. However, after the diagnosis,
| realized that there are some mild behaviors that can also count as autism.”

Denial — “He’ll grow up just fine”.—Some parents described not viewing their child’s
challenges as permanent. Frequently this denial of the problem delayed diagnosis. Over half
of providers (63%) indicated denial as a barrier to quality care: “If we think the child has
special needs, it’s really hard for parents to digest all this information. Parents will tend to
say, ‘Oh, they will grow out of it. It is not a problem’ and, ‘actually he or she is doing much
better at home™” (provider; community support).

Even when there is acceptance of autism diagnosis, parents described that, in China, the
symptoms of autism may be viewed as temporary and believe the child will outgrow it: “In
China, they might think that their child is just like that. They probably won’t think that there
is a problem. They might feel that one day things are going to be better. When he grows up,
he will be fine.”
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Environmental Exposure — “Go back to our country”.—Providers noted that
parents who do notice developmental differences in their children might attribute them to
environmental exposure, rather than a developmental disorder. This may be because of a
lack an understanding of autism: “Since they haven’t heard about autism, they’re more likely
to think that his language is delayed because his mother does everything for him or he has an
older sibling, and are less likely to recognize atypicalities” (provider; physician).

Similarly, some parents described being surprised by the diagnosis because “nobody in our
family has that.” A number of participants reported that reduced social and language
opportunities in their environment here in the United States contributed to the child’s
symptoms. The concept of /Auigud (returning to China) was often viewed as a way to resolve
a child’s current symptoms by changing their environment. This concept of Auigud may also
reflect wanting the opinion of those within their own culture: “We want to take him back to
China so that he can be part of school there and give it a try. And then we can also talk to the
Chinese teacher and ask her to pay attention to him.”

Stigma — “We don’t talk about it”.—Stigma as a barrier to initial diagnosis and concern
was noted by 81% of providers. Providers explained that mental illness continues to be
stigmatized in Chinese culture: “So, how other people see this family is very important to
them. So save face kind of thing. They don’t want the kid to be autistic, because it would
mean losing face in the community that they would have such an abnormal kid” (provider;
physician). Similarly, parent participants noted that if a child has “these kinds of problems,
“we don’t talk about it.” One parent commented that it may even be easier to talk to those
that are not Chinese about their concerns: “So now | think that it is easier to talk to wa/i guo
rén (non-Chinese). They are more open. | can talk about this and that problem. But with
Chinese, even if it is my best friend, we cannot talk about this, how can | say it?”

Family Structure — “Grandma and grandpa are very powerful”.—Providers also
noted differences in family structure and its impact on the diagnosis and management of
autism. Chinese culture is recognized to be less individualistic and more focused on the
collective well-being of the family. As such, there is often a dependency on
multigenerational households for the practical care of the child, as well as decision-making:
“Usually the grandma and grandpa are very powerful in the family. You cannot ignore them.
Most people would say, ‘I’m the parent, so | can give medications to the children.” The
grandpa and grandma would have very bad reaction to [this]” (provider; nurse).

Healthcare Access

Once Chinese families acknowledge a problem and decide to seek help, they often face
challenges navigating the US health care system and obtaining a diagnosis for their child
(see Table 3 for a sample of illustrative quotes). Long waitlists, as well as language and
communication barriers impact access and utilization of services and treatment
recommendations.

Waitlists to see specialists who evaluate for autism are long, frequently impacting the time
frame in which families can utilize EI services. Following diagnosis, access to recommended
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therapies (i.e. ABA therapy) continue to be problematic, and a number of families go
without these services.

Language differences impact parents’ ability to navigate the system, and one provider noted
that Chinese families “have more difficulty accessing systems than most immigrant
families.” Once services are accessed, language continues to be a barrier for Chinese
families to engage in services. Parents indicated wanting to understand, in their own
language, what a therapist is working on in order to carry over that knowledge to help their
child. Providers similarly indicated that families “don’t know what to expect when a
provider comes into their home,” and how best to support the child. Finally, parents and
providers both commented on limited availability of up-to-date resources in Chinese
language. This impacts their ability to understand autism and its treatment
recommendations.

The majority of providers (63%) also mentioned challenges to providing care due to family
socioeconomic status. This included insurance not covering recommended services,
particular challenges for parents to schedule time off work, and challenges reaching families
after office visits to communicate concerns because of parents’ work schedules.

Communication and Trust

Patient (parent)-provider communication and trust were noted as important in the diagnosis
and management of autism (see Table 3 for a sample of illustrative quotes). A majority of
parent participants (75%) made specific comments about “trusting professionals”: teachers,
physicians, and therapists. Even when there existed doubt regarding the diagnosis of autism,
parents reported acceptance of professional opinions and recommendations.

Parents and providers discussed the use of interpreters to facilitate communication and trust.
Providers noted challenges having not only bilingual/bicultural interpreters, but also those
trained in mental health and developmental disorders. Parents reported the benefit of having
interpreters that could explain developmental assessments using their own language.

Even with the use of interpreters, however, parents and providers commented on the negative
impact of language and cultural differences on communication. They noted that this barrier
makes it difficult to express concerns, understand the diagnosis, and discuss treatment
recommendations (e.g., medications).

Additionally, participants commented on factors influencing rapport and trust between
parents and providers. Appointment times were perceived as short, due to the need for
interpreter services, and thus having a negative influence on the ability of both parties to
review information and communicate concerns. Providers noted that perceived
acknowledgement of information did not necessarily equate to understanding. Facilitators to
rapport building and trust included recognition of family/personal values and providers
bringing up or following-up on concerns even when parent do not express them.
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Recommendations

Respondents were asked what recommendations they had for improved care. Cited themes
include: (1) strengthening community resources, (2) assuring high quality interpretation and
translation resources, and (3) providing comprehensive care coordination that crosses
different systems of care.

Participants noted the need for increased community-based resources, such as support
groups, resource specialists, classes and activities for autistic children, and parent education
and training: “It is a matter of having more activities for our children to be together, and for
us, [the parents] to be together. We can share experiences, exchange advice on how to do
things, and what is available” (parent).

In addition, the specific role of community supports (e.g., parent support groups) in reducing
stigma and shame was noted by some: “They’re aware of some of the stigma and some of
the cultural perspectives of autism...for parents that I’ve worked with, having other families
that they know have children who may be diagnosed with autism is really helpful. It’s
having a network of family support” (provider; community support).

Addressing language barriers through appropriate interpreter services and having up-to-date
resources available in Chinese language were viewed as important to support families’
understanding and decision-making around autism services. In particular, one provider noted
the need for “more materials translated in a culturally competent context, because a lot of
literature translated is probably educational, but does not fit into the cultural context.”

Both provider and parent participants mentioned the need for comprehensive care
coordination among the various professionals and systems involved in the care of children
with autism, noting that language barriers made it even more difficult to coordinate care:
“Care coordination. That’s what the role of the family support person would be. I think
that’s a key piece — having that person who speaks their language, who can make those
connections for them if they’re not able to make them, and maintain a long-standing
relationship. I think [it] is key to improving care for families of Chinese backgrounds and of
all different backgrounds” (provider; physician).

DISCUSSION

This is one of the first studies to explore the experiences of Chinese immigrants on autism
diagnosis and management. The results highlight the common barriers that all families
experience (waitlists, care coordination) and those that are unique to families with limited
English proficiency (language and communication barriers). It also provides understanding
of culture-specific beliefs that influence autism diagnosis and management.

Cultural differences are recognized to influence families’ treatment decisions for children
with autism.30 Specifically, culture influences interpretation of symptoms, beliefs about the
cause and course of autism, and interactions with the healthcare system.31 In this study,
several cultural themes emerged and are linked to Chinese health beliefs. Parents noted that
as their understanding of autism increased, including the different presentations of the
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disorder, they were more readily able to acknowledge it in their child. This emphasizes the
need for increased awareness and understanding of autism in the Chinese immigrant
community. Recommendations for achieving this include strengthening providers’ ability to
effectively communicate through use of interpreters and increased cultural sensitivity, and
increasing materials which provide information regarding autism and developmental delay in
other languages.

Cultural beliefs also influenced perceived etiologic cause and course of autism. The majority
of providers cited denial as a barrier to quality care in Chinese immigrant families. Parents
frequently viewed the diagnosis of autism as having a Western influence. They also
indicated that lack of exposure to social and language opportunities in the environment
resulted in symptoms, rather than the child having a disorder him/herself. Many perceived
that the child might still grow out of it. Recommendations from provider respondents help us
to better understand that Chinese families may be willing to take action to help their child,
even though they might not fully accept the diagnosis. Providers might partner with families
to work toward mutually agreeable treatments and shared goals for the child.32

Finally, stigma was mentioned as a cultural barrier to accessing supports in the community
and within the healthcare system. Problems are often not talked about, especially “these kind
of problems” (i.e., mental health / neurodevelopmental problems). Mental health and
neurodevelopmental problems are viewed as harming family harmony, and admitting to a
diagnosis of autism brings shame to family.33 The Chinese term midnzi (saving face) reflects
the idea of shame when discussing things that might bring further emotional harm to others.
Parents, however, noted the benefits of being able to talk about their concerns with other
parents and providers. Family support groups were cited by multiple parents as instrumental
in recognizing symptoms of developmental problems, knowing what to do about them, and
accessing beneficial services and supports. This suggests that once conversations can be
started, Chinese families find a high level of support both within their own families and with
other parents.

Interactions with the healthcare system were often made challenging by language and
communication barriers, corresponding with recommendations for improvement centering
around improving access to language/cultural supports and increasing care coordination.
Parents are seeking information about autism and look to professionals to discuss this in an
accessible way. This requires use of interpreters who facilitate language and cultural
exchange, as well as those who have understanding and awareness of autism and other
neurodevelopmental disorders. This may be further facilitated in clinical settings where there
exists resources specific to Chinese families. In settings where fewer specific resources exist
for Chinese families, healthcare providers may still empower families with translated written
materials or verbal information related to the diagnosis and services.

Increasing engagement with school and Early Intervention systems may also create
increased understanding and care coordination, which may help facilitate barriers to
navigating the healthcare system. Patient navigation is recognized as patient centered
approach which helps decrease disparities in diagnosis, treatment, and support.3* The
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availability of cultural brokers who can help these families navigate the system, from initial
concern to diagnosis and management, was noted to be beneficial in study findings.

Study results highlight the experiences of a broad range of professionals as well as parents.
The diversity of backgrounds of study participants allowed us to capture themes that may
otherwise have been missed if there was a more narrow focus. Providers, who have
increased awareness of the healthcare and educational system, are better able to recognize
the interconnectedness of these systems and thereby report on gaps that are present. While
providers from different professional backgrounds were recruited, sampling methods (use of
snowball technique) may have resulted in more ready saturation of themes during analyses.
Parents provided us with more of their cultural views and direct experiences.

Our study population consisted of families with children who generally received timely
autism diagnosis and services. Due to sampling methods, parents were already actively
engaged in subspecialty clinics and family support groups and yet still identified significant
barriers. As such, the experiences of those who are less engaged in the health care system
may not be well captured in study results. In addition, parent participants had been in the
United States on average of 14 years and were generally well educated, with the majority
having completed high school or above. Their views may not be reflective of less-educated,
less-acculturated, or single parent families.

Timely diagnosis and successful management of children with autism requires the
navigation of complex systems with an emphasis on collaborative efforts between highly
trained professionals and families.3® For Chinese immigrant children with autism, this
requires engaging families in their understanding of autism and establishing shared
treatment goals. Recommendations to improve the system of care include: (1) supporting
communication, (2) assuring cultural sensitivity, and (3) increasing care coordination
programming.
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Table 1.

Child and Family Demographics (N=16)
Characteristic
Child Characteristics Mean + SD
Age of child current 59years+3

Age of first parental concern
Age first discussed with doctor
Age of autism diagnosis
Therapy (current or past)
Early Intervention
ABA (Behavioral) Therapy
Speech Therapy
Occupational Therapy
Physical Therapy
Social Skills
Special Education Service, current
Parent/ Family Demographics
Marital Status, married
Educational Attainment
Less than high school completion
High school / some college
College / professional
English proficiency-very good/like native

Number of Years in United States

J Dev Behav Pediatr. Author manuscript; available in PMC 2020 May 01.

21.2 months 5
22.5 months + 8
27yearsx 1
n (%)

15 (94%)

13 (81%)

15 (94%)

7 (44%)

3 (19%)

7 (44%)

13 (81%)

15 (94%)

2 (13%)

10 (63%)

4 (25%)

2 (13%)
139 years+7
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Provider Demographics (N=16)

Table 2.

Characteristic

Providers n (%0)

Gender
Male
Female
Race/Ethnicity
Asian (Chinese)
Non-Hispanic White
Chinese-Speaking
Yes
No
Profession
Physician / Nurse Practitioner
Nurse
Community Support Personnel
School Psychologist
Social Worker
Behavior Analyst
Practice Setting
Academic Medical Center
Community Health Center
Public School
Other
Work Experience in Years
1-5 years
6-10 years
>10 years
Cultural Competency Training
Formal (course/workshop/conference)
Informal (profession or heritage)
None
Autism Training
Formal (course/workshop/conference)

Informal (profession or experience)

J Dev Behav Pediatr. Author manuscript; available in PMC 2020 May 01.

3 (19%)
13 (81%)

12 (75%)
4 (25%)

12 (75%)
4 (25%)

7 (44%)
2 (13%)
4 (25%)
1(6%)
1 (6%)
1(6%)

10 (63%)
2 (13%)
1(6%)
3 (19%)

5 (31%)
4 (25%)
7 (44%)

11 (69%)
3 (19%)
2 (13%)

11 (69%)
5 (31%)
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