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Abstract

Although there is no cure for autism spectrum disorders (ASD), early inter-
ventions and treatments are significant for the prognosis. However, the delay
in diagnosis prevents children with ASD from receiving interventions
promptly. Currently, few detailed studies have focused on the barriers that
impede the efficiency of ASD diagnosis in China and have focused on specific
regions or provinces. This study attempted to fill this gap by focusing on
Guangdong Province, China, from the perspective of parents of children with

Published: August 10, 2023 . - > A
ASD. A detailed qualitative case study was conducted by interviewing four

mothers of Children with ASD. Participants answers about the barriers in the
diagnosis process were summarized into themes and sub-themes. The study
also noted the disproportionate representation of males in the autism popula-
tion and the heavy burden on mothers in Chinese families with children with
ASD. Future research will investigate the uneven attention given to different
genders and the traditional gender roles in caregiving in Chinese families with
children with ASD.
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1. Introduction

Autism spectrum disorders (ASD) are a group of neurodevelopmental disorders characterized by early-appearing
social communication deficits and repetitive sensory-motor behaviors. Given the prevalence of autism spectrum
disorder (ASD), the American Academy of Pediatrics (AAP) recommends that all children be screened for ASD at
ages 18 and 24 months, along with regular developmental surveillance. Following the AAP’s guideline, | define
screening for autism in infants and toddlers within 18-24 months as early screening for ASD and screening for aut-
ism experienced by children beyond 24 months as late screening for ASD.

Research confirms that ASD first appears in the first two years of a child’s life and several behavioral symptoms
associated with autism can be observed by 8-12 months [1]. However, in China, parents first reported concerns
about their child's development at an average age of 3.1 years (SD = 1.1); on average, ASD was diagnosed at 4.0
years of age (SD = 1.3), and treatments began at 4.4 years of age (SD = 1.4). The data reflects that diagnosis of aut-
ism has low efficiency in China currently, which may be rooted in problems of early screening, detection of abnor-
malities, and the delay between ASD symptoms being first identified and a diagnosis being made.

Currently, ASD screening efforts in China are limited. Wang et al. (2019) reviewed the ASD screening tools used
in China and suggested that gold standard screening tools for ASD (ADOS-2 & ADI-R) have limited use and are
only used in large cities. Due to the large regional differences in China, the linguistic, social, and cultural factors
that should be considered when adapting the screening tools are complex [2].
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The research conducted by Liu et al. also found that preschool teachers in China generally lack knowledge re-
lated to ASD and preschool teachers in more developed cities and with higher education levels are more aware of
ASD. Thus, only psychiatrists, who are estimated to be below 1000 in China, can make a diagnosis. Stigmatization
is also a contributor found. The unfamiliarity, lack of knowledge, and misunderstanding lead to stigmatization.
Wong et al. pointed out that the stigmatization caused parents to under-report or deny the abnormalities of their
children, which hinders ASD screening and physicians’ judgment.

2. Methodology
2.1 Research Question

1) What are the barriers impeding ASD diagnosis efficiency at an individual level?
2) What are the barriers impeding ASD diagnosis efficiency at a social level?

2.2 Research Design

In order to answer the research questions, a qualitative case study was conducted by interviewing four autistic
children’s parents individually, focusing on the ASD diagnosis process of their autistic children. Since screening
services and other supporting services from communities haven’t been well established [3], in most cases, only the
child's parents are involved in the entire process of their child’s diagnosis and familiar with the details. Thus, this
study will focus only on the parents.

Table 1. The themes and sub-themes used during the interviews
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During the interviews, | used the themes and sub-themes in Table 1 to explain the questions, and the participants
would have time to prepare for each question. The participants were not only encouraged to share the difficulties
they faced but also facilitators that increase the diagnosis efficiency and individual factors that make the diagnosis
process easier. All of the interviews were recorded on video. The audio of the videos was then transcribed into
words.

2.3 Population and Sample Selection

The population is all parents with autistic children in Guangdong, China. This stigmatization and rejection of
ASD can reduce the validity of participants’ answers, so the data will miss significant information. Therefore, crite-
rion sampling is used with the following criteria:

1) Parent has a child that has been diagnosed with ASD

2) Parent is actively involved throughout the whole diagnosing process

3) Parent’s child is not older than 15 years old

4) Parent must be at least 18 years of age

5) Parent has moved on from the desperation, depression, or sorrow emotion resulting from the diagnosis re-
sult

6) Parent is absolutely willing to share his/her entire experience

2.4 Procedures for Conducting the Study

| first drafted a research proposal and an interview invitation and sent them to the president of the Guangzhou
Yang Ai Club for Parents of Special-Needs Children (hereinafter referred to as "Yang Ai”). Yang Ai is the first so-
cial service organization in China to provide services to parents of special children and is located in Guangdong
Province. The president of Yang Ai helped spread the proposal and invitation and filtered the participants based on
the criteria. Later, the president sent the contact information of the participants to me, and | scheduled separate in-
terviews with each of them at their residences or nearby. The participants were fully informed about the purpose of
the interviews and signed a consent form.

3. Data Analysis and Results
3.1 The Participants

The four participants selected for this study are all mothers of autistic children. Three of them are from different
districts of Guangzhou, and one is from Foshan.

Participant 1: Zoe. Zoe is the mother of a 10-year-old autistic boy. She and her family currently live in Nanhai
District, Foshan City, Guangdong Province, China. She started working for a special needs family support organi-
zation in 2016 and now is the president of Foshan Mental Disabled and Relatives and Friends Association. She also
provides the first platform for ASD intervention in her community by running a special child care center. Therefore,
Zoe frequently interacts with parents of autistic children in Southeast China. Her son is currently in a special educa-
tion class in an elementary school. He has an older brother who is not a special needs child.

Participant 2: Yuki. Yuki is the mother of a 13-year-old autistic boy. She and her family currently live in Haizhu
District, Guangzhou City, Guangdong Province, China. She is now a full-time mom looking after her son, and her
husband works to provide the family income. Yuki is a member of the Yang Ai and is currently learning about ASD
and ASD intervention to better help her son. Therefore, she often interacts with parents of autistic children in
Southeast China. Yuki’s son is currently in a special education needs (SEN) school.

Participant 3: Flora. Flora is the mother of a 7-year-old autistic boy. She and her family currently live in Tianhe
District, Guangzhou City, Guangdong Province, China. She is an active member of Rong Ai Home Special Child
Service Center and the Love Ark Project. Thus, Flora frequently interacts with parents of autistic children in
Southeast China. Flora’s son is currently in the older class at a kindergarten. He has an older sister who is not a spe-
cial needs child.

Participant 4: May. May is the mother of a 14-year-old autistic boy. She and her family currently live in Huadu
District, Guangzhou City, Guangdong Province, China. Huadu District is considered as a “rural area” in Guangzhou.
Flora’s family first lived in the Baiyun District in Guangzhou. When her son was 6 months old, he was diagnosed
with psychomotor impairment and was treated in hospital. Many parents who were also with their children in ther-
apy would take their children for a diagnosis of autism after the therapy was completed, and Flora followed them to
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do the same. Later at her son’s age of 2 years and 3 months, he was diagnosed with ASD. They moved to Yuexiu
District later to send their son to the only kindergarten with an integrated program in Guangzhou at that time. When
their son graduated from kindergarten, they moved to Tianhe District for his father’s work and to Huadu District a
year later. May and some other parents of special needs children founded the first special needs family support or-
ganization in Huadu District, Hand in Hand. She is also a member of Yang Ai. Thus, May frequently interacts with
parents of autistic children in Southeast China. May’s son went to an elementary school in Huadu District at the age
of 8, and he is not going to enter junior high school after graduating from elementary school. He has a younger
brother who is not a special needs child.

Table 2. Parents’ participants

Participant 1. Zoe 2. Yuki 3. Flora 4. May

Gender/Role Female/Mother Female/Mother Female/Mother Female/Mother

Operator of a special child

Occupation Housewife Unknown Housewife
care center
Child’s age 10 13 7 14
Ch'!d S age of 1 year and 9 months 2.5 years old Almost 4 years 2 years and 3 months
diagnosis old
Child’s gender Male Male Male Male
Who raised first Parents Parents Child he_alth phy- Parents
concern sicians
Symptoms of Language delay, no peer Language delay, special way to Cannot raise head (due to

relationship, do not play play with toys, odds behaviors Didn’t mention psychomotor impairment)

first concern
toys

3.2 Result

The coding is completed by only one person without using any software. Through coding the transcript of the in-
terviews, emergent categories and themes are identified. | first carefully read the transcripts and extracted useful
fragments from them. Then | added codes to each fragment, deleted overlaps, and categorized and summarized
codes into emergent categories and then themes. Only the facilitators at an individual level mentioned were also
coded and analyzed along with the barriers.

The coding of emergent categories was not based on the categorization of any other research but only based on
the content of the transcript. When summarizing them into themes, | referred to the categorization of Bivarchi et al.
and Table 1 [4]. If a theme cannot be summarized by the existing themes and sub-theme in Table 1, it will be
marked with “*”.

Research question 1: What are the barriers impeding ASD diagnosis efficiency at an individual level?

All four participants said that they know nothing about ASD. Zoe's son and Yuki’s son had a language delay but
none of them linked this symptom to ASD. Some local elderly people told Zoe that if the root of her son’s tongue is
too short, it will affect his pronunciation and speech, so Zoe went to see many stomatologists and dentists, and the
diagnosis has never been confirmed. Yuki’s son has an older sister who is not a special needs child. Although her
daughter’s language skills are developed earlier than her son’s, Yuki didn’t pay attention to it due to the folk belief
in China that “boys talk late”.

Zoe mentioned the difficulties in accessing resources. Both Zoe and Flora didn’t know what department to regis-
ter in when they went to the hospitals. Flora’s child health physician provided help by introducing a specialist to her
so her son was diagnosed at their first consultation. On the contrary, Zoe went for consultation many times before
the diagnosis was confirmed, and none of the doctors gave her any guidance when she went to the wrong depart-
ment. Later when she went to the correct department but not the stomatology department, many doctors still could
not confirm the diagnosis. May’s son was first diagnosed with psychomotor impairment and this gave her the expe-
rience when seeking an ASD diagnosis.

Zoe also mentioned her reluctance to face the ASD diagnosis result. When filling the screening scales in some
hospitals that could not offer standardized diagnostic tests, she searched for evidence to support her belief that her
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son is not autistic, which is the presence of confirmation bias, a tendency that evidence is sought or interpreted in a
way that favors existing beliefs or expectations. For example, when asked if her child can go to the bathroom on his
own, Zoe selectively ignored the fact that most of the time his son cannot and focused on the occasional one or two
successes. Sometimes she even cheated herself not reporting some of her children's abnormalities. After her son
was diagnosed, she went to another hospital hoping to get a different diagnosis.

Table 3. Emergent categories & themes

Research Question Stakeholder Emergent Categories Themes
do not pay attention to some symptoms
attribute the abnormalities on behavior
to children’s mischievous nature Lack of awareness and
knowledge
never thought their child would have it
cannot link the symptoms to ASD
Self-deception when filling out the
Parent screening scale without truthful report-
arents ing Reluctance to face ASD*
1. What are the barriers impeding ] L
ASD diagnosis efficiency at individu- Confirmation bias
al level? ; ici ; i ian-
receive mlsmfo_rmatlor_] without scien Misleading beliefs*
tific basis
have trouble of navigation in the process
seeking diagnosis Difficulties in accessing
resources
went to many hospitals before diagnosis
attribute mental disorders to mother’s Stigmatization
health problem or dereliction of duty g
Family

Only one person in the family is seeking
the diagnosis

cannot link the symptoms to ASD

Lack of support from
family*

Lack of knowledge and

Non-specialist experience
physicians
Misdiagnosis

Parents lack assistance and guidance Difficulty in accessing

2. What are the barriers impeding resources

ASD dlagn05|Tee\3lf;‘|Ig|ency at social Community did not provide any screen-
' . Ing service Lack of autism-related
Society

Children have to wait for very long time healthcare resources

for consultation

Discrimination in rural
area®

Parents in rural areas receive discrimi-
nation from relatives and surrounding

Note. *: New themes.

May mentioned that the greatest difficulty for her was from her family. The father and mother of her husband
blamed her for her son’s abnormalities. For some elderly people in China like May’s father- and mother-in-law,
since this did not occur to anyone else in the family, the reason for their grandson’s “disease” must be that May’s
body is unhealthy or she didn’t take care of her son well. Experts for the fact that the etiology of ASD is still un-
known, through the interview, it can be easily known that May is a great and brave mother who loves her son and is
willing to do anything for her son. May also mentioned the discrimination of surrounding people but as she said,
the greatest harm came from family. This stigmatization from her family gave her too much mental stress that once
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she wanted to give up, creating a gas poisoning incident and committing suicide with her son. In addition, May
mentioned that she was the only one participating in the diagnosis process. Her husband went to work normally so
she had to take everything on her own including the pressure of not being understood. May pointed out that these
problems are more severe in rural areas. Her husband’s family is a rural household.

Surprisingly, no participants mentioned financial burden in the diagnosis process, which is a key component of
the barriers according to Table 1. However, three of them mentioned a huge financial burden when doing interven-
tion after diagnosis. Although the cost of a consultation is not covered by health insurance, it is not a long-term ex-
pense as the intervention cost and does not cause a large financial burden. Therefore, as long as parents have the
intention to seek a diagnosis, they will not be deterred by the cost.

Research question 2: What are the barriers impeding ASD diagnosis efficiency at a social level?

Two participants mentioned that non-specialist physicians lack knowledge and experience related to ASD. In
Zoe’s experience, she went to many hospitals because the doctors could not link the language delay symptom to
ASD. The child health physician even misdiagnosed May’s son by attributing the symptoms to calcium deficiency,
which was proved to be wrong by later diagnosis. This misdiagnosis wasted three months of critical time for his
treatment of psychomotor impairment and lots of money. Guangzhou Maternal and Child Health Hospital, a 3-A
hospital (the top level in China’s hospital system), diagnosed May’s son with psychomotor impairment but didn’t
mention anything about ASD. May noticed her son's abnormality when he was only three months old, but it was not
diagnosed until her son was two years and three months old when he was taken to see specialist Zou, one of the
most famous ASD specialists in Guangdong.

All the participants reported that there was no guidance and assistance from their communities in the whole di-
agnosis process. This answer was guided by the researcher's question since the participants didn’t realize that the
community can provide help or should provide help. Also, their communities didn’t provide any screening services
for ASD. The participants recalled that no other parents around them experienced screening for their children from
communities either and that only a very small number of parents’ children received screening from private kinder-
gartens. This means that for the vast majority of families, the entire diagnosis process depends on the parents,
which makes it uncontrollable.

Another point that all parents mentioned is that there is a long queue to register for a specialist. Children have to
wait around three months for a consultation with a specialist. On one hand, the specialized healthcare resources
related to ASD are not enough in Guangdong. Some non-specialist doctors lack experience in diagnosing and some
others are not confident to confirm the diagnosis. This results in that parents cannot get a definitive result and have
to find another doctor for re-diagnosis. Therefore, parents prefer to trust only a few specialists although they have to
wait for a long time. On the other hand, three participants’ sons were diagnosed by non-specialist doctors. There are
doctors who are competent to make diagnoses but are not as famous as those specialists, although in limited num-
bers. Parents lack information and guidance to get access to those doctors, so the valuable time for later interven-
tions is wasted. Especially in Guangzhou, which has much better specialized resources related to ASD than China
on average, the stark contrast to some incompetent non-specialist doctors somehow makes Guangzhou parents
more insistent on seeking consultation from well-known specialists.

Finally, May mentioned that many parents around her in rural areas refuse to diagnose their children. This is be-
cause of the discrimination against people with mental illness and mental disorders in rural China.

In rural China, people's social circles are small and relationships are closely related to happiness in life, so people
usually cannot bear this discrimination.

4. Conclusion

This study uses qualitative methods to investigate the barriers in the diagnosis process for parents in Guangdong
Province. Through analyzing the interview and the quantitative data, | found that Guangdong Province's perfor-
mance on the efficiency of autism diagnosis is unsatisfactory considering its relatively high level of development in
China. The barriers in the pathway to diagnosis not only delay the time children start to receive intervention but
also cause difficulties and stress for the parents. Currently, there is too much pressure on the parents of children
with ASD in the diagnosis process. One of the participants had said in the interview that “those who care for others
also need to be cared for”. When enhancing parents' knowledge of ASD and eliminating the stigma, governments
need to be more involved in the diagnosis process. There are already clear guidelines in The Code for the imple-
mentation of government screening and referral services [5]. | hope my study can provide useful information for
government policymakers to place greater emphasis on this area.
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