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ABSTRACT

Research shows that foundational skills acquired in the early years of development
like making choices, self-regulation, and engagement, are significant underpinnings for the
future development of self-determination skills in adolescence and adulthood. This is
particularly true for individuals with disabilities in the United States. Although family
members play a key role in their child’s development of foundational skills for self-
determination, no research has been conducted to examine whether these skills are valued
with equal significance by families of young children with disabilities in countries outside
the United States. The purpose of the phenomenological study described here is to increase
understanding of two key issues: 1) what were the experiences in early childhood
intervention of families of young disabled children within the People’s Republic of China
(PRC)?, and 2) what were the families’ perceptions and practices in promoting foundational
skills for self-determination in these children? Semi-structured interviews were used to

collect data, and findings and discussion are presented in the following chapters.



CHAPTER 1. GENERAL INTRODUCTION

Introduction

Since the 1990’s, development of self-determination in individuals with disabilities
has been studied by special education experts in the United States. Self-determined behavior
refers to “volitional actions that enable one to act as the primary causal agent in one’s life
and to maintain or improve one’s quality of life” (Wehmeyer, 2005, p. 117). Numerous
studies (Wehmeyer & Palmer, 2003; Wehmeyer & Schwartz, 1997) have shown that self-
determination plays a significant role in determining the quality of life of individuals with
disabilities. Research shows that, upon graduating from high school, self-determined young
people attain more positive outcomes, especially in employment, financial independence,
independent living, and other benefits (Field & Hoffman, 2002; Wehmeyer & Palmer, 2003).

Because of the important role self-determination plays in defining the quality of life
of people with disabilities, there has been increasing interest in the application of self-
determination internationally (Bao & Zhang, 2005; Hu, 2010; Lee & Wehmeyer, 2004; Li,
2008; Ohtake & Wehmeyer, 2004; Wu, 2007; Zhang, 2005; Zhang & Benz, 2006; Zhang,
Wehmeyer, & Chen, 2005). Studies have shown that most efforts to promote self-
determination reflect values related primarily to Anglo-European cultures (Frankland,
Turnbull, Wehmeyer, & Blackmountain, 2004; Leak & Boone, 2007; Zhang & Benz, 2006;
Zhang, Landmark, Grenwelge, & Montoya, 2010; Zhang, Wehmeyer, & Chen, 2005).
However, studies regarding the promotion of self-determination in international special

education settings have indicated that, although the constructs are universal, certain aspects



of self-determination, like making decisions, are expressed differently in non-Anglo settings
(Frankland et al., 2004; Zhang et al., 2010).

The development of self-determination is an ongoing process that continues across
the life span (Brown & Cohen, 1996; Erwin & Brown, 2003; Palmer, 2010; Wehmeyer &
Palmer, 2000). It has its roots in the early years and extends across the entire life span
(Brown & Cohen, 1996; Doll, Wehmeyer, & Palmer, 1996; Erwin & Brown, 2003). There
has been growing interest in this type of research during the past decade, especially as
applied to young children with disabilities (Brotherson, Cook, Erwin, & Weigel, 2008;
Brown & Cohen, 1996; Erwin & Brown, 2003; Palmer, 2010; Wehmeyer & Palmer, 2000).
Foundations for Self-Determination

Self-determination is often regarded as an outcome of adolescence and adulthood.
However, it is highly unlikely that characteristics of self-determination appear suddenly at
adolescence and adulthood (Brown & Cohen, 1996, p. 22). Children are not born with self-
determination (Doll et al, 1996). The development of self-determination depends on a
number of essential elements or a specific set of skills that emerge and are demonstrated in
the early years (Brown & Cohen, 1996; Doll et al., 1996; Palmer, 2010; Wehmeyer &
Palmer, 2000). These elements and skills may be regarded as the “precursor, or foundations”
of self-determination in adolescence and adulthood (Palmer et al., 2012). Research has
shown that newborn babies are able to express their preferences for people and objects in
their environment. For example, they may express preference for particular caregivers (Doll
et al., 1996). Being able to display and communicate preferences is regarded as one of the
essential elements of making choices, one of the important components of self-determination.

In this study, the phrase “making choices” will be used to describe opportunities for children



to make choices. Abery and Zajac (1996) opined that the development of self-determination
should not be delayed until adolescence or adulthood. Between the ages of 3 to 5 years,
specific, age-appropriate skills emerge that serve as the foundation for later development of
self-determination for young children with disabilities (Summers, Brotherson, Palmer, Erwin,
& Maude, 2009). The skills related to capability for making choices, self-regulation, and
engagement are important foundational skills for self-determination (Summers et al., 2009).
These skills are believed to provide the foundational base for development of self-
determination throughout an individual’s entire life (Palmer, Summers, Brotherson, Erwin,
Maude, Rentier, et al., 2012).

Development in the early years does not necessarily indicate preparedness for
achieving self-determination, and increased age does not always give a child the needed
chances to become capable of making decisions leading to self-determination (Erwin,
Brotherson, Palmer, Cook, & Summers, 2009; Palmer, 2010). Children should consciously
be provided ongoing opportunities to practice skills contributing to the development of self-
determination over time. Families, by influencing the child’s choices, are of critical
importance in fostering development of basic skills needed for self-determination in young
children (Brotherson, Cook, Erwin, & Weigel, 2008). Brotherson and colleagues (2008)
stated that “any discussion on self-determination in early childhood should place families at
its center” (p. 23). The families’ cultural values and beliefs influence how they nurture and
support the development of these foundational skills for their child to be self-determined
(Turnbull & Turnbull, 1996). It is therefore essential to better understand the families’
experiences and practices regarding the development of foundations for self-determination in

young children with disabilities.



Families of Young Children with Disabilities in the PRC

Research has indicated the importance of families in the development of their young
children with disabilities (Bruder, 2000; Dunst, Trivette, Boyd, & Hamby, 1996; Wehman,
1998). In most countries, children with disabilities spend most of their time with their
families. The family context and those experiences provided by the family play a critical role
in a child’s development (Bruder, 2000). A family’s involvement in the range of services and
supports, referred to in this study as early childhood intervention, has been shown to promote
generalization and maintenance of skills learned by children with disabilities within their
home and in other natural environments such as community settings (McCabe, 2007).
Families that received such services and supports also demonstrated improved ability to cope
with the difficulties of having a child with a disability (Wehman, 1998).

Research on families of young children with disabilities in the PRC has been quite
limited. Few studies have detailed the challenges faced by families of young children with
disabilities in the PRC (McCabe, 2007; McCabe, 2008; Wang, 2008; Wang, Michaels, &
Day, 2011). Those families reported increased experiences with stress, anxiety,
embarrassment, shame, and fear of discrimination or rejection (Huang, Kellett, & St. John,
2011; McCabe, 2007; McCabe, 2008; Wang, 2008). Although attitudes in the PRC toward
people with disabilities have improved in recent years, many myths and misconceptions
about disabilities still exist. Research has shown that Chinese people often feel that having a
child with a disability is punishment for misdeeds or misbehaviors by the family or by
actions of their ancestors (Holroyd, 2003; Huang, Kellett, & St John, 2011; McCabe, 2008;

Wang, Michaels, & Day, 2011). The stigma related to giving birth to a child with a disability



often makes the family feel ashamed, embarrassed, stressed, or worried about being
discriminated against or rejected by others (Holroyd, 2003; McCabe, 2008). To avoid the
negative influence of such a stigma, many families were found to avoid leaving their homes
and going into their communities, were reluctant to seek help or support, or were unwilling to
admit to having a child with a disability (McCabe, 2007; McCabe, 2008; Wang, Michaels, &
Day, 2011). Current practices in the PRC continue to marginalize families of young children
with disabilities.

In addition to the negative emotional experiences previously reported by families in
the PRC, others have identified challenges they may face in acquiring services and support
with respect to their children’s education. In the PRC, early intervention services and support
are sparsely available, and families report difficulty in accessing them (McCabe, 2008).
According to Wang (2008), most children with disabilities do not receive any type of early
intervention services. Among the few early intervention programs in operation across the
PRC, the most common form of intervention is the “parents-as-teachers” approach (Wang,
2008, p. 97). Typically, this means that parents were trained to implement therapies or
supporting activities at home. Therefore, families of children with disabilities are typically
the primary or often the only source of support for young children living with disabilities
(McCabe, 2007; Wang, 2008). Often, these families have expressed a need for more support,
professional help, and information about how to raise a child with a disability (McCabe,
2008).

In the PRC, families of young children with disabilities are facing many challenges.
Despite these challenges, recent research has shown that families who have offspring with

disabilities “want the best for their children” (McCabe, 2007, p. 40). McCabe’s research



(2008) showed that families who had children with disabilities were committed to obtaining
any available services for them, to paying as much as they could afford, and even to
sacrificing their own careers when necessary. Therefore, within the specific PRC social
context, families of young children with disabilities are not only the primary services and
support providers for their children but are also their children’s main advocates. As McCabe
(2007) stated, families of children with disabilities in the PRC “do not have a choice of
whether to participate if they do not actively advocate for their children, and take measures to
teach their children on their own; who else will step forward? Currently, there is no one
else” (p. 48)”. Therefore, it is critical to better understand the experiences of families of
young children with disabilities in the PRC.
Purpose and Research Questions

The purpose of this research was to increase understanding of the experiences of
families with young children with disabilities in the PRC regarding development of
foundations for self-determination in these children. Because of the key roles that families
play in their children’s development of foundations for self-determination, I first studied the
experiences of families with such children in the PRC with respect to early childhood
intervention. | then explored how these same families perceived and promoted foundations
for self-determination for their children. Two research questions were explored in this study:
(1) How do families of young children with disabilities experience early childhood
intervention in the People’s Republic of China? (2) How do families of young children with
disabilities perceive and promote foundations for self-determination, including making

choices, self-regulation, and engagement?



Method

A phenomenological research design was employed in this study (Merriam, 2002).
Phenomenological research is interpretive and investigates a phenomenon from the
perspective of the individual experiencing it (Flood, 2010). Phenomenology attempts to
reduce experience to its essence; it was thus an appropriate approach for use in this study
focused on the experiences, beliefs, and practices of Chinese families of children with
disabilities as related to development of the child’s self-determination (Creswell, 2007).

Since disability is so often stigmatized, families are generally reluctant to expose their
children to public scrutiny (Hu, 2010). Because of this negative stigma, it was difficult for
me to locate this particular population of families. Steps employed to obtain access to this
“hidden population” required me to first contact the administrators of the institutions
providing early childhood intervention to young children with disabilities in an easy-to-
access region. With the administrator’s help, seven children with disabilities under the age of
eight in southwest China were recruited through a snowball sampling technique. Among the
members of the seven families recruited and willing to participate in the interview process,
five were mothers, one was a father and one was grandfather. All families reported that they
had only one child, the child had a disability, and they varied in age from 3 to 8 years, with a
mean age of 4.2 years. There were six boys and one girl. The types of disabilities reported by
the parents included cerebral palsy, hearing impairments, autism, and language delays.
Significance

There is limited research with respect to the experiences of Chinese families receiving
early childhood intervention services and supports. Since the family plays a powerful role in

the development of a young child, it is critical to understand families’ concerns regarding



early childhood intervention (Stratford & Ng, 2000). There therefore exists a critical need to
better understand what PRC families of young children with disabilities value and believe in
terms of the development of foundations for self-determination. This information will assist
practitioners and researchers, and will have important implications for policy-makers in the

PRC.

As previously mentioned, scant research has been conducted on how the foundations
for self-determination are perceived and promoted in the PRC, particularly in terms of the
skills of making choices, self-regulation, and engagement, all regarded as fundamental to the
later development of self-determination in adolescence and adulthood in the United States.
Understanding how these foundations are perceived and promoted in a country other than the
United States can help in better understanding of how self-determination is developed in
different cultures. It also can have implications for practitioners here in the United States or
other countries who may begin partnerships with PRC families who have immigrated or
relocated to those particular countries.

Dissertation Organization

The alternative dissertation format is used for this dissertation. Two manuscripts that
will be submitted for publication in leading journals are included. Chapter 2 is a manuscript
entitled “Early Childhood Intervention in the People’s Republic of China from the Families’
Perspective”, which was prepared for submission to the International Journal of Early
Childhood Special Education. Chapter 2 addresses the experience of PRC families of young
children with disabilities regarding early childhood services and supports. This paper
provides a brief review of special education in the PRC, legislation and policies in support of

young children with disabilities, a brief description of the early childhood intervention



system currently in place, and the experiences reported by Chinese families of young
children with disabilities in early childhood intervention.

Chapter 3 contains a second manuscript, entitled “Foundations for Self-Determination
Perceived and Promoted by Families of Young Children with Disabilities in the People’s
Republic of China”, prepared for submission to Topics in Early Childhood Special
Education. Chapter 3 addresses how families of young children with disabilities in the PRC
perceive and promote foundations for self-determination. It reviews the concept of self-
determination and foundations for self-determination such as making choices, self-regulation,
and engagement. It also describes the families’ perceptions about the foundations for self-
determination and their practices in promoting the development of these foundational
components.

Chapter 4 contains a general discussion related to both articles. It summarizes the
major findings of the literature and research presented in Chapters 2 and 3. General
conclusions to be drawn from both studies are proposed and recommendations are provided
to help guide public policies, educational programs, and practitioners. Finally, limitations of

this research are identified and future directions for this research are shared.
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CHAPTER 2. EARLY CHILDHOOD INTERVENTION IN THE
PEOPLE’S REPUBLIC OF CHINA (PRC) FROM THE FAMILIES’

PERSPECTIVE

A paper to be submitted to the International Journal of Early Childhood Special
Education
Abstract
Research highlights the importance of early childhood intervention for children with
disabilities, and there is an increasing interest in the People’s Republic of China (PRC) with
respect to research on early childhood intervention. However, little or no research exists
exploring the experience in the PRC of receiving early childhood intervention services and
supports by families of young children with disabilities. The purpose of this study was to
understand the early childhood intervention experiences of families of such children. Issues
related to early childhood intervention such as early childhood intervention history and laws
or regulations related to early childhood intervention were overviewed. A phenomenological
design was used in this study and data was collected through interviews with six families in
southwest China. This study indicated that, although the PRC has made some progress in
early childhood intervention for young children with disabilities, progress in this area is still
at an early stage of development. Many issues must be addressed, including knowledge about
human development and disabilities, early identification, professional development,
increased government investment, and better implementation of existing laws.
Key words: early childhood intervention, families of young children with disabilities in the

People’s Republic of China (PRC)



17

Introduction

In the People’s Republic of China (PRC), the most populous country in the world, a
child with a disability is born every 40 seconds. Thus, 2,160 new children with a disability
are born daily, and approximately 700,000-800,000 children with disabilities are born each
year (Stratford & Ng, 2000). According to the Sampling Survey on Disability in Children 0-6
Years Old in China in 2001(as cited in Zhong Guo Gu Du Zheng Wang, 2005), it is
estimated that that there were approximately 139,500 children with disabilities under the age
of 6. Among children identified in this survey, 107,100 children had a single type of
disability (e.g., hearing impairment) and 32,400 children had multiple disabilities (e.g.,
hearing and vision disabilities). This survey identified five major categories of disabilities:
hearing, visual, intellectual, physical, and mental (Figure 1). This survey did not show the
proportions between rural and urban areas of children with disabilities under the age of 6.
However, the Chinese study entitled the Second National Disabled Persons Sample Survey
(SNDPSS, 2006) can serve as a guide to these proportions. According to SNDPSS, 24.96%
of people with disabilities were from urban areas and 75.04% were from rural areas (as cited
in China Disabled Persons’ Federation, 2007a).

The Sampling Survey on Disability in Children 0-6 Year Old in China in 2001
estimated that the number of disabilities among children between the ages of 0-6 years grew
by approximately 15,300 per year (as cited in Zhong Guo Gu Du Zheng Wang, 2005). This
figure is only an estimate, since actual numbers of PRC children under the age of 6 with
disabilities may be much larger than the number reported in this survey. This is partly due to
the differences in the identification of and terminology used for disabilities between the PRC

and Western countries such as the United States (Ellsworth & Zhang, 2007). Disability
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categories such as learning disabilities and autism that have a longer history and definition in
the United States are not acknowledged in the PRC (Deng, Poon-McBrayer, & Farnsworth,
2001). In the PRC, according to the Law of the People's Republic of China on the Protection
of Disabled Persons, a person with a disability is defined as “one who suffers from
abnormalities or loss of a certain organ or function, psychologically or physiologically, or in
anatomical structures, and who has lost wholly or in part the ability to perform an activity in
the way considered normal” (as cited in Disability Rights Education & Defense Fund, n. d.).
This law further defines categories such as “visual, hearing, speech or physical disabilities,
mental disability, mental disorder, multiple disabilities and/or other disabilities.” There is a
lack of diagnostic assessments and professionals experienced in the identification of
disabilities in the PRC that makes survey numbers somewhat suspect (Deng, Poon-McBrayer,
& Farnsworth, 2001). Most diagnostic instruments used in the PRC were translated from the
West, and were applied without considering cultural understanding and biases (Deng et al.,
2001). No matter what the exact number may be of young children with disabilities in the
PRC, given its huge population base, providing services and support to such children is a

major challenge for the PRC, especially for very young children (Chiang & Hadadian, 2010).
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Figure 1. Five types of disabilities in children 0-6 years old in the PRC in 2001. Its source is
Ministry of Health, Ministry of Public Security, China Disabled Person’s Federation,
National Bureau of Statistics and United Nations Population Fund, The Sampling Survey on
Disability in 0-6 Years-Old Children in China in 2001, 2003.

Purpose of the Study

Interest in research on early childhood intervention in the PRC is increasing (Hu,
2010; Liu & Raver, 2011; Pang & Richey, 2006). However, little or no research exists that
has explored the experience of receiving early childhood intervention services and supports
by families of young PRC children with disabilities in the PRC. Since the family plays a
powerful role in the development of a young child, it is important to understand families’
concerns regarding early childhood intervention (Stratford & Ng, 2000). The purpose of this
study was to explore the experience of families of young PRC children with disabilities

regarding early childhood intervention by using a phenomenological study design.
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History of Special Education in the PRC

Since ancient times, caring for people with disabilities has been regarded in the PRC
as society’s responsibility (Chen, 1996). Special education did not formally exist until the
establishment by European missionaries of the first school for the blind in Beijing in 1874,
followed by the first school for the deaf in Shandong by U.S. missionaries in 1887 (Chen,
1996). In the interval from the late 19th century up to the foundation of the PRC in 1949, the
PRC did not have an established public education system for children and youth (Ellsworth
& Zhang, 2007). Education for people with disabilities during that period was quite limited
as well. By the end of 1948, there were 42 special schools for individuals with disabilities.
Most of these schools were run by religious and charitable organizations and served
approximately 2,000 students primarily identified as having visual and hearing impairments
(Chiang & Hadadian, 2010). Education did not exist for students with intellectual disabilities
or other developmental disabilities (Chiang & Hadadian, 2010). The system supporting
special education became part of the public education landscape and has subsequently been
supported by the government since 1949.

When the PRC was founded, most private schools for individuals with disabilities
were transformed into state-run schools (Ellsworth & Zhang, 2007). From 1949 to 1978,
more schools were set up for people with disabilities; however, special education and
services and supports for young children with disabilities developed quite slowly due to
unstable politics and economic limitations (Ellsworth & Zhang, 2007). During the Cultural
Revolution, between 1966 and 1976, radical reforms that impacted the delivery of special

education services and supports were implemented. The special education system almost
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stopped development during that time, with many schools being closed in an effort to
eliminate counter-revolutionary elements in the country's institutions and leadership; this
period was characterized by political zealotry, purges of intellectuals, and social and
economic chaos. Special education started redeveloping in 1979 when the PRC initiated the
Reform and Opening policy, reforming the national economic orientation by opening to the
outside world. Because of international influence and economic development, the PRC has in
recent times been paying more attention to bettering the living conditions of its people.

In terms of supporting a special education system, the PRC has issued a series of laws
and regulations to safeguard the rights of people with disabilities. In 1986, the PRC issued
the Compulsory Education Law of the People’s Republic of China (as cited in china.org.cn,
n.d.). This law guaranteed all school-aged children the right to receive at least nine years of
compulsory education (six years of primary education and three years of secondary
education). Article 9 of this law states that “Local people’s governments shall establish
special schools (or classes) for children and adolescents who are blind, deaf or retarded” (as
cited in china.org.cn, n.d., para. 12). This law was the first official call for equal education
for school-aged children with disabilities (Pang & Richey, 2006). In 1990, the Law of the
People’s Republic of China on the Protection of Disabled Persons (1990) was promulgated
(as cited in Disability Rights Education & Defense Fund, n.d.). The significance of this
policy is that it is “the first law that exclusively stipulated children’s with disabilities rights
for rehabilitation, education, vocation, social life, as well as their legal rights” (Pang, 2009, p.
64). In accordance with the Law of the People’s Republic of China on the Protection of
Disabled Persons and other laws concerning education, in 1994 the Regulations on the

Education of Persons with Disabilities was formulated to specifically safeguard the rights of
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people with disabilities to education (as cited in China Disabled Persons’ Federation, 2008a).
The Regulations state that education for people with disabilities is a component of the State
education program.

Every five years since 1953 the Central Government of the PRC issues a new Five-
Year Plan, a detailed outline for the country’s economic goals for the next five years.
Accordingly, the government also issues a development plan for persons with disabilities
every five years by the China Disabled Persons’ Federation. The Chinese government has
continued its support for special education, and services and supports for young children with
disabilities through its Outline of the Work for Persons with Disabilities during the 8" Five-
year Development Program Period (1991-1995) to the present Outline of the Work for
Persons with Disabilities during the 12" Five-year Development Program Period (2011-
2015) (http://www.cdpf.org.cn/zcfg/zcfg.htm).

Since the Reform and Opening policy began in 1979, the PRC has continued to make
progress in education for people with disabilities, especially compulsory education for
school-aged children with disabilities. By the end of the Eleventh Five-Year Plan (2006-
2010), the enrollment rate of children with disabilities into compulsory education had further
increased, with the average enrollment rate of children with visual impairment, hearing
impairment, and intellectual disability rising to 80% (China Disabled Persons Federation,
2008b). However, it is unclear in the PRC just what the status of compulsory education is for
many children with other types of disabilities. Availability of services and supports for very

young children with disabilities is unclear as well.


http://www.cdpf.org.cn/zcfg/zcfg.htm

23

Early Childhood Intervention for Young Children with Disabilities

Legislation related to early childhood intervention

In the PRC, researchers and policy makers use the term “early rehabilitation” to
describe the systems supporting children with disabilities. Additionally, a series of services
are also provided children with disabilities to reduce the impact of the disability on a child’s
development. For example, children with hearing impairments may be offered speech and
language services (Liu & Raver, 2011). For the purpose of this study, the term “early
childhood intervention” (ECI) as defined by Bruder (2010) has been used to describe the
services and supports for young children with disabilities and their families in the PRC.
Bruder (2010) defined ECI as “the provision of educational or therapeutic services” provided
to children and/or their families from birth through age 5 (p. 339).

Since 1979, a series of legislative and administrative actions have been issued to
develop educational support for people with disabilities, particularly focused on the
education of children with disabilities, beginning at age 6 (Deng, Poon-McBrayer, &
Farnsworth, 2001). For example, the Regulations on the Education of Persons with
Disabilities in 1994 states in Article 3 “Priority shall be given to compulsory education and
vocational education, while efforts shall be made to carry out pre-school education and
gradually develop education beyond the middle school level” (as cited in China Disabled
Persons’ Federation, 2008a). In contrast to education for school-aged children with
disabilities, early childhood intervention in the PRC for children younger than school age
with disabilities in the PRC is less developed (Liu & Raver, 2011). The development of early
childhood intervention for such younger children may be revealed and understood through

some major laws and regulations issued by the PRC, as shown in Table 1. Although the
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Compulsory Education Law in 1986 (as cited in china.org.cn, n.d.) was the first official call
for equal education opportunity for children with disabilities, it focused on education for
school-aged children, with early childhood intervention not addressed until the passage of the
Law of the People's Republic of China on the Protection of Disabled Persons in 1990 (as
cited in Disability Rights Education & Defense Fund, n.d.). Its focus was still on compulsory
and vocational education for school-aged children with disabilities, but it was the first law to
mention educational supports for young children and to specify who was responsible for
providing such services.

In 1994, the PRC further addressed early childhood intervention and mentioned that
institutions were to provide early childhood intervention services. A series of Five-Year
Plans was enacted by the PRC through the Outline of the Work for Persons with Disabilities
during the 9th Five-Year Development Program Period (1999-2000) to the Outline of the
Work for Persons with Disabilities during the 12th Five-Year Development Program Period
(2011-2015). These plans further specified early childhood intervention services and
supports for young children under the age of 6 with disabilities (China Disabled Persons’
Federation, 2001). Most recently, the PRC has started to put more emphasis on establishing a
system to support pre-school age children with disabilities after achieving a great deal in
compulsory education for school-age children with disabilities. The Outline of the Work for
Persons with Disabilities during the 12" Five-Year Development Program (2011-2015)
initiated the Children 0-6 Years Old with Disabilities Free Rescues Rehabilitation programs
(translation from Chinese term of “Qian jiu Xing kang fu”), attempting to establish a system
to support children through early identification, screening, and reporting, as well as early

rehabilitation and education (China Disabled Peoples’ Federation, 2011). The Outline also
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establishes the Sunshine Grant Program specifically developed to fund services and supports
for young children with disabilities who are from families with low-income status.

This particular outline is highly significant in the history of the early PRC childhood
intervention system because this was the first time that the PRC specified services and
support for children with disabilities from birth through age 6 years (China Disabled Peoples’
Federation, 2011). In accordance with this central government policy, local governments
have initiated similar programs. For example, Shandong province, located on the eastern
coast of the PRC, has issued a policy that pre-school children with disabilities shall receive
free Rescue Rehabilitation training in assigned institutions and may continue to receive the
training until the age of 9 years, if needed. It also provides RMB 500 (US$81) to 700
(US$113) monthly stipends for rehabilitation training for 4 years continuously up to the age

of 7 years (as cited in shandong. org.cn, 2011).

Table 1

Laws and Regulations Related to Early Childhood Intervention in the PRC

Time Laws or_ Content
Regulations

1990 Law of the Article 22 [Methods of Ordinary Education]
People's Ordinary institutions of preschool education shall admit disabled
Republic of children who are able to adapt themselves to the life there.
China on the

) Avrticle 23 [Methods of Special Education]
Protection of

Disabled

Persons

Preschool education institutions for disabled children, classes for
disabled children attached to ordinary preschool education
institutions, preschool classes of special education schools, welfare
institutions for disabled children and families of disabled children

shall be responsible for preschool education of disabled children.
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Time

Laws or
Regulations

Content

1994

1996

Regulations on
the Education
of Persons with

Disabilities

The Outline of
the Work for

Article 10
Pre-school education for children with disabilities shall be carried
out by the following institutions:

(1) Pre-school educational institutions for children with
disabilities;

(2) Ordinary pre-school educational institutions;

(3) Welfare institutions for children with disabilities;

(4) Institutions of rehabilitation for children with disabilities;

(5) Pre-school classes of ordinary primary schools and pre-
school classes of special education schools.

Families shall be responsible for the pre-school education of

their children with disabilities.

Article 11
The education of children with disabilities shall be carried out in
combination with child care and rehabilitation.

Article 12

Health care institutions, as well as pre-school educational
institutions for children with disabilities and families of children
with disabilities, shall pay attention to early detection of childhood
disabilities, as well as early rehabilitation and early education of
children with disabilities.

Pre-school educational institutions for children with disabilities
and health care institutions shall provide consultation and guidance
to children with disabilities with respect to early detection of their
disabilities, early rehabilitation, and early education.

Provide training for 60,000 deaf children with hearing and speech
disabilities, and systematic training for 60,000 children with
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Time

Laws or
Regulations

Content

2001

during the 9th
Five-year
Development
Program Period
(1996-2000)

The QOutline of
the Work for
Persons with
Disabilities
during the 10th
Five-year

mental disabilities.

Enrich and improve hearing and speech training system for children
with disabilities; provide professional technical training for multi-
level personnel and establish a stable teaching staff; develop,
produce, and supply economical hearing aids, language training
equipment and test equipment; strengthen the training for parents,
and conduct extensive family training; conduct new-born baby
hearing screening and gradually promote early intervention.

If possible, build rehabilitation centers for children with mental
disabilities in counties or cities.

Establish pre-school classes in special education schools and child
agencies for children with mental disabilities; ordinary pre-school
institutions shall provide self-care skills and cognitive skills in
partnership with families for children with mental disabilities based
on the number of those children.

Ordinary pre-schools and pre-school classes in ordinary primary
schools shall actively recruit children with disabilities and, if
needed, establish special classes, special schools, and pre-schools
in child agencies to conduct early education and early

rehabilitation.

Strengthen and improve the rehabilitation network for deaf children
with hearing disabilities; provide hearing and speech training for
80,000 children with hearing disabilities; establish schools to train
parents and conduct community-based rehabilitation; establish a
Beijing Institute of Hearing and Speech Rehabilitation and bring
rehabilitation personnel training into the national education plan;
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Time IF_Qae\;VjIZtrions Content
Development improve training methods research, and improve speech training
Program Period  quality, and enable 25% of trained children to enter ordinary pre-
(2001-2005) schools and ordinary primary schools; promote economical high-
quality hearing aids and provide them free to language training
programs for children with disabilities from poor families.
Actively develop preschool-education; gradually form a pre-school
education system.
2006  The Outline of  Provide training for 80,000 deaf children and 100,000 children with

the Work for
Persons with
Disabilities
during the 11th
Five-year
Development
Program Period
(2006-2010)

mental disabilities.

Improve the Children with Hearing Disabilities Rehabilitation
Network; strengthen the China Deaf Children’s Rehabilitation
Research Center, develop provincial rehabilitation centers for
children with disabilities, and consolidate grassroots rehabilitation
agencies for children with disabilities at the grassroots level; guide
communities and families to carry out rehabilitation; support
children with hearing disabilities from poor families to receive
rehabilitation training; classify the work of hearing and speech
rehabilitation training; gradually apply cochlear implant
technology; and broaden hearing and speech rehabilitation services.
Implement comprehensive rehabilitation services for intellectual
disability by promoting cooperation of community, family,
kindergarten, special schools, community service agencies and
public institutions; motivate family members and friends of
children with disabilities and provide self-care skills, cognitive
skills, and speech training.

Mobilize the enthusiasm of friends and family of children with

mental disabilities, children with intellectual disabilities, self-care
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Laws or
Time Regulations

Content

2011  The Outline of
the Work for
Persons with
Disabilities
during the 12th
Five-year
Development
Program Period
(2011-2015)

and cognitive and language exchanges, training.

Further develop pre-school education for children with disabilities.

Implement free rescue rehabilitation programs for children aged 0-6
years.

Establish a multi-sectoral system of screening of children aged 0-6
years; report, transition, early rehabilitation education, family
training and personnel training system; encourage and support
kindergartens, special education schools, rehabilitation and welfare
institutions to implement pre-school rehabilitation education;
implement a "Sunshine Grant Program™ to support children with
disabilities receiving rehabilitation; gradually further popularize
pre-school rehabilitation; and emphasize rehabilitation education

for children with disabilities from 0-3 years old.

Current Situation of Early Childhood Intervention in the PRC

In the PRC there has been increasing attention on early childhood intervention for

children with disabilities ages 0 to 6 years, yet it is still a recent phenomenon (Deng, Poon-

McBrayer, & Farnsworth, 2001) and continues to lag behind the education services and

supports provided for school-aged children with disabilities. Some form of ECI has been

implemented in the PRC for approximately 30 years. The PRC did not really implement any

specific programs in terms of early childhood intervention until the 1980s, when the Gesell

Developmental Schedule and the Denver Developmental Screening test were translated and

revised to identify infants and children who may be at-risk for delays or disabilities (Mu,
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Yang, & Armfield, 1993). The Sampling Survey on Disability in Children 0-6 Years Old in
China in 2001 indicated that 67% of children with disabilities from birth to 6 years received
certain types of rehabilitation and only 43.92% of children with disabilities aged 3 to 6 years
had received early childhood education. However, these percentages are still much lower
than those for pre-school age children without disabilities who attended pre-school programs,
and are also lower than the figures identified for school-aged children with disabilities who
receive compulsory education (Liu & Raver, 2011).

Due to the social and cultural context in the PRC, the development of early childhood
intervention is quite unique and is facing many great challenges. In the PRC, public free
education or compulsory education starts from grade one or age 6 years and lasts for nine
years for children with and without disabilities, unlike K (or P)-12, as in the U.S. Families,
therefore, bear the main responsibility to pay for services and supports for their infants,
toddlers, and preschoolers with disabilities (Eichner, Groark, & Palmov, 2011; Hu, 2010).
Enrolling in pre-school is difficult even for Chinese children who are developing normally.
Due to the high demand and limited availability, children may attend a kindergarten only
after a long waiting period of one or two years. It is not unusual for families to apply for a
kindergarten placement before or shortly after their children are born (as cited in People’s
Daily Online, 2010).

Most Chinese kindergartens located in urban or rural areas have not included children
with disabilities (Hu, 2010). There is also no program such as Head Start to serve young
children with special needs or young children from families experiencing economic problems
(Hu, 2010). When families with a child with disabilities are fortunate enough to obtain

services from kindergartens, they are usually charged higher tuition fees for their child
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compared to those families whose children without disabilities. For most families who have
children with disabilities, especially in rural areas, obtaining ECI poses a great financial
burden and may be virtually unaffordable. Therefore, many children with disabilities are
often kept at home and do not receive any support or services (Chiang & Hadadian, 2010).

In recent years there have been an increasing number of public and private early
childhood intervention programs developed for children under the age of 6 with disabilities
(Deng, Poon-McBrayer, & Farnsworth, 2001). In 1983 the China Rehabilitation and
Research Center for Deaf Children (CRRCDC) was founded. This center was the first, and is
thus far the only, national center engaged in hearing and speech rehabilitation
(http://lwww.chinadeaf.org/EN/index.jsp). The CRRCDC also serves as a technical resource
center for practitioners and as an industry administration center. Similar institutions were
subsequently established in several provinces, including Tianjin, Shandong, and Hubei
(Deng, et al., 2001). A few private kindergartens, and childcare centers were established for
children with intellectual disabilities in larger and more advanced cities (Deng et al., 2001).
Mao (1993) established the first private experimental training school for pre-school aged
children with intellectual disabilities and in the early 1990’s launched the first early
intervention program in Beijing. By 1991, more than 700 language training centers had been
established and around 10,000 children with hearing impairments had been educated (Mu,
Yang, & Armfield, 1993). However, education and rehabilitation services for pre-school
children with disabilities are mainly provided in big cities and almost no services exist in
rural areas (Deng et al., 2001). The Sampling Survey on Disability in Children 0-6 Years Old
in China in 2001 shows that, among the 43.92% of children with disabilities aged 3 to 6

years old who had received early education, 61.48% were from midsize cities, and only
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26.41% were from rural areas (as cited in Zhong Guo Gu Du Zheng Wang, 2005). The
population of children with disabilities in the PRC is not evenly distributed throughout the
country as a whole, with most of the children living in rural areas (Stratford & Ng, 2000). At
present, one of the requirements for pre-school education of children with disabilities is to
actively develop and improve rehabilitation, education, and continued growth for the pre-
school education of children with disabilities in medium-sized and economically developed
areas (China Disabled Persons’ Federation, 2007b). How to meet the need for early
childhood intervention with this particular population in rural areas is yet another great
challenge facing the PRC.

In the PRC, in addition to urban-rural disparities, there are also disparities in the
development of early childhood intervention for children O to 6 years old with different types
of disabilities, with greater emphasis put on supporting children with hearing, vision, and
physical disabilities. Childhood intervention for children with hearing and vision disabilities
was initiated quite early and has been strongly supported through legislation. The Chinese
laws and regulations shown in Table 1 also reveal this focus, as articulated in the Five-Year
Plans. The numbers reported in Figure 1 indicate that there are many more children with
intellectual disabilities (95,400) and physical disabilities (43,300) compared to the number of
children with hearing disabilities (15,800) and visual disabilities (10,900) (as cited in Zhong
Guo Gu Du Zheng Wang, 2005). Therefore, gaps continue to exist by disability category and
supports provided. Most children with disabilities under the age of 6 years, who have already
been identified as having certain type of disabilities have not yet been served (Mao, 1993).
Early childhood intervention for children with intellectual disability is in its infancy and

supports for children with autism are also scant (Mao, 1993).
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The Sampling Survey on Disability in Children 0-6 Years Old in China in 2001 (as
cited in Zhong Guo Gu Du Zheng Wang, 2005) showed that there were severe shortages of
facilities and teaching staff for providing quality early childhood intervention for young
children with disabilities in specialized settings, as well as a dearth of opportunities for
children with disabilities to be included in pre-school settings supporting children with
typical development.

With the development of an early childhood intervention infrastructure, there is also
in the PRC an increasing interest in research on early childhood intervention (Chiang &
Hadadian, 2010; Hu, 2010; Liu & Raver, 2011; Mao, 1993; Pang & Richey, 2006). Current
research highlights the importance of early childhood intervention for children with
disabilities and urges early identification of disabilities and early childhood intervention for
all children with disabilities in the PRC (Chiang & Hadadian, 2010; Pang & Richey, 2006).
Issues that continue to plague early childhood intervention in the PRC are lack of sufficient
legislative support, shortage of qualified personnel with appropriate professional
development, and inadequate facilities and programs (Chiang & Hadadian, 2010, Hu, 2010).
There has been little or no research exploring the experiences of Chinese families receiving
early childhood intervention services and supports. Families in the PRC play a key role in
improving early childhood intervention (Eichner, Groark, & Palmov, 2011). Therefore, this
paper will discuss the early childhood intervention experience of families of young children
with disabilities in the PRC.

Method
The purpose of this study was to explore the experiences in the PRC of families of

young children with disabilities regarding early childhood intervention. To achieve this goal,
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because of the emerging understanding of this phenomenon, a qualitative interpretive
approach was used. As Merriam states (2002), a qualitative design would be the most
appropriate if the research purpose is to understand a phenomenon, uncover the meaning a
situation has for those involved, or delineate how things happen. A qualitative approach
enables researchers to obtain an in-depth understanding of a phenomenon, an individual, and
a situation (Merriam, 2002). Within the qualitative approach, a phenomenological study was
used here. Such a study can be used to describe the meaning for several individuals of their
experience of living through a concept or a phenomenon (Creswell, 2007). The basic purpose
of phenomenology is “to reduce individual experiences with a phenomenon to a description
of the universal essence (a ‘grasp of the very nature of the thing”)” (Creswell, 2007, p. 58). A
principal goal of phenomenology is to describe the point of view of participants of the
phenomenon being studied (Moustakas, 1994). This approach was a good fit for the research
questions posed because I aimed to explore the essence of the experience of PRC families
children with disabilities aged 0 to 6 years in terms of early childhood intervention.
Participants

Six western-China families of children under the age of 6 with disabilities
participated in the study. One family of an 8-year-old child with disability was excluded from
the analysis because the study’s focus was on families of children from 0 to 6 years old.
Among the six families, there were four mothers, one father, and one grandfather. Two
participants were 24-29 years old, two were 30-34, one was 35-39, and one was over 65. Half
of the participants (3) were farmers, two were unemployed, and one was retired. Half the
participants were from rural areas and half were from urbanized areas. In terms of highest

education level attained, one participant finished elementary education, one finished middle-



35

school education, one finished high-school education, and two finished university education.
Each of the families had only one child and the age of the six children ranged from 3 to 6
years, with a mean age of 4.2 years. There were five boys and one girl. Parents reported types
of disabilities as cerebral palsy, hearing impairments, and language disabilities. Parents
reported that there were no problems with their children’s cognitive abilities. Table 2
provides a summary of characteristics of the studied families (pseudonyms are used for
families’ names).

In this study, the participants were drawn through a convenience snowball sampling
method. Convenience snowball sampling is useful for getting started when researchers have
no other way to determine participants (Glesne, 2006). Some participants with certain
characteristics are first enrolled, and then they help researchers enroll other needed
participants (Bloomberg & Volpe, 2008). The purpose of this study was to explore the
experience of families of young children with disabilities with respect to early childhood
intervention in the PRC. Although attitudes in the PRC toward people with disabilities are
improving in recent years, there still exists a cultural stigma against people with disabilities
(Hu, 2010). Families usually hide disabilities or the individuals with disabilities from other
people. It was difficult for me to locate the families that were key informants for this study. |
recruited some participants with the assistance of institutions that provide early childhood
intervention to young children with disabilities. The institutional administrators provided
access to families. We subsequently contacted families who expressed interest in
participating. Families were also encouraged to identify other families who they thought may

be interested in participating in the study.
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Summary of Participant Family Demographics

Age

Family (yrs) Disability
member/ /Gender as described
Family  Agerange(yrs) Occupation  Education Community of child by families
Feng Father/ Farmer Elementary Rural 4/M Cerebral
24-29 palsy
Huan Mother/ Farmer Middle Rural 6/M Cerebral
30-34 School palsy
Qian Mother/ Farmer Middle Rural 3IM Hearing
35-39 School impairment
Yang Mother/ Unemployed University/ Urban 3/F Hearing
24-29 Bachelor’s impairment

Degree
Xi Mother/ Unemployed High Urban 4/M Language
30-34 School delay
Gang Grandfather/ Retired  University/ Urban 5/M Cerebral
65-over 65 Bachelor’s palsy

Degree

Notes: F=female; M=male

Data Collection

In this study, data were collected through in-depth, semi-structured interviews with

participating families. Such interviews often ask about the experience of the phenomenon

and in what type of setting it occurs (Creswell, 2007). In a phenomenological study, the

interview is the major method used to collect data: “participants’ descriptions can be

explored, illuminated, and probed using reflection, clarification, requests for examples, and
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descriptions” (Flood, 2010, p. 11). The interview questions in this study were aimed at
eliciting families’ experiences about the services and supports provided to their children with
disabilities. For example, one of the research questions was: “Tell me about your child’s
situation in terms of early childhood intervention”. Some follow-up probes include questions
such as: “When did your child start early childhood intervention?”, “Where does he/she
receive the early childhood intervention?”, and “What do you think about your child’s early
childhood intervention?”

In this study, | went to the PRC twice to conduct the interviews. All the interviews
were conducted in Mandarin at times convenient to families, at school or at home after
obtaining the families’ consent forms. Interviews lasted for an hour or less, were voice-
recorded, and later transcribed. All the interviews were conducted in a way that made
participants feel most comfortable, respected, and protected. For example, one interview was
conducted in the playground with one participant’s friends around. Notes were taken to
record any changes from the previously-prepared interview protocol. Families were paid an
equivalent of US$25. Family demographic information was collected through a survey at the
end of the interview.

Data Analyses

The data analyses involved ongoing data collection, coding, and memo writing. The
analyses were conducted through three iterative phases: open coding, focused coding, and
selective coding (Saldana, 2009). Open coding, also called initial coding, divides qualitative
data into separate parts and compares them for differences and similarities (Strauss & Corbin,
1998). Its purpose is “to remain open to all possible theoretical directions indicated by your

readings of the data” (Charmaz, 2006, p. 46). In the open-coding phase in this study, | used
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transcriptions and field notes. Some of the initial open codes, such as extended family,
child’s age, and medical treatment expenses are included in Table 3. Short stories in the form
of case studies were then written for each family to summarize the background of the family
and their experience related to the services and supports provided to their children.

This study used open coding first, and then switched to focused coding. Focused
coding aims to search for “the most frequent or significant Initial Codes” (Saldana, 2009, p.
155) to develop “the most salient categories” which “make the most analytic sense”
(Charmaz, 2006, pp. 46, 57). Some of the emerging categories that developed in this focused
coding are listed in Table 3.

In the last phase, selective coding, central or core categories were developed into
themes. In selective coding, all categories are “systematically linked” and are developed into
themes, which “appear to have the greatest explanatory relevance” to explain the research
topic (Corbin & Strauss, 2008, p. 104). In this phase, five themes were developed around
early childhood intervention, as illustrated in Table 3.

Table 3

Data analysis phases and analysis result examples

Steps Examples

Open-coding Open codes include:
Extended family; child’s age; medical treatment expenses;
diagnosis time; child’s problem; expectations the family has of the
child; support from the extended family; diagnosis process;
response to diagnosis; debt; teaching; policy.

Focused coding Emerging categories include:
Family type; child’s problems; diagnosis process; response to

diagnosis; family understanding of disability; financial issues
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Table 3 (continued)

Steps Examples

related to disability; what the family expected of the child; barriers
to attending regular school; evaluation of services and supports;
evaluation of teachers; information resources; and issues related to
policies.

Selective coding Five major themes include:
Disability diagnosis; child’s present early childhood intervention
(ECI); family’s expectations; family’s evaluations; and financial

effect of the child’s disability on families.

Throughout the whole coding process, | kept memos, regarded as an important
component of data analysis (Charmaz, 2006). Memos are research notes taken to assist in
interpreting the data (Esterberg, 2002). They can help researchers shape thoughts about the
emerging analysis and document the research process (Esterberg, 2002). Esterberg (2002)
states that a memo can be in any format with which the researcher feels comfortable, because
they are written for the researcher. Memos in qualitative research can be either procedural or
analytic (Esterberg, 2002). Procedural memos focus on recording the process of creating,
including, or rejecting codes, categories, and themes (Esterberg, 2002). Analytic memos
focus on the data and include hunches and ideas about what the data meaning (Esterberg,
2002). In this study, the researcher kept memos to explain the meaning of codes, categories,
and themes, captured important quotes, and interpreted the data. Table 4 provides examples

of procedural and analytical memos in this study.
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Type of memo

Example

Procedural memo

Analytical memo

(Date: 11-28-2011) The code “response to diagnosis”
includes any kind of reaction to the diagnosis results, such
as feelings and actions that interviewees mentioned in the
interview after their children were diagnosed as disabled. It
includes things like “I cried”, “I couldn’t believe it at all”,
and “I couldn’t accept the fact.” It also included things such
as “We went to the best hospital”, “I checked her myself at
home again and again”, “We didn’t have money, so we took
him home and kept him at home,” and “We were told to go

to the Disabled People’s Federation to get training.”

(Date: 12-14-2011) It seems that “being physically able” is a
very important goal for the families. Families whose
children cannot walk, eat, or use the bathroom
independently hope their children will be able to do these
things without help after early intervention. Families whose
children cannot hear or speak hope their children are able to
hear and speak the same as typically developing peers. They
said that only after their children become “normal” could
they be accepted by normal primary schools. They put
nearly all their emphasis on “making” their children
“normal”.

The PRC has issued laws that children with disabilities
should accept compulsory education the same as typically
developing children. Are these laws not actually

implemented in practice in the PRC? Where are these
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Table 4 (continued)

Type of memo Example

children going to get their compulsory education? Why
don’t people in the PRC realize disability cannot be cured?
Why don’t people in the PRC think of providing
wheelchairs for children who cannot walk? Is it because
there isn’t enough money or that there are no public

programs that make it possible?

Trustworthiness

Various terms are used to describe the trustworthiness of research. “Credibility” is the
degree to which the researcher’s descriptions accurately reflect the participants’ thoughts
(Bloomberg & Volpe, 2008). “Dependability” is the ability to follow the process used to
gather and analyze data (Bloomberg & Volpe, 2008). “Transferability” means that the reader
is able to identify a similar experience in his or her own environment (Bloomberg & Volpe,

2008).

| used three processes to assess trustworthiness: peer debriefing, member checking,
and reflexivity. Peer review involves having someone familiar with the study review the data
and methods (Creswell & Miller, 2000). I conducted regular peer debriefing to discuss the
analysis of the data with three research colleagues conducting research in a similar area. |
performed member checking by returning to the study sites the following year for additional
family interviews, as well as by contacting three families via the internet to give them final
research results at the end of the study.

Participants agreed with the researcher on most of the analyses interpretations and

there was no salient disagreement between the participants and the researcher. In addition, |
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also kept a research log to record my thoughts about myself as a researcher and to reflect on
how data was being interpreted (Merriam, 2002).
Bracketing

In a phenomenological study, “epoch” (or “bracketing”) (Creswell, 2007, p. 59) is a
very important issue. It means that the researcher sets aside his or her own personal
experience as much as possible to take “a fresh perspective” (Moustakas, 1994, p. 26) toward
the phenomenon under examination (Creswell, 2007). Bracketing involves the process
through which researchers attempt to suspend their prior knowledge and assumptions about a
phenomenon being studied in order to understand the essence of the phenomena (Wertz,
2005). Reflexivity is often an important component (Moustakas, 1994). By bracketing,
researchers are able to “temporarily suspend what we think we already know and actively
listen to” participants and “their individual reality” (Hamill & Sinclair, 2010, p.17).
Bracketing is conducted through the entire research process, “not just at the data collection
and analysis phases” (Hamill & Sinclair, 2010, p.20). Bracketing requires a researcher to
have qualities such as being reflective, curious, open, insightful, honest, precise, and willing
to be wrong (Hamill & Sinclair, 2010). Bracketing can increase the trustworthiness of the
phenomenological study (Groenewald, 2004).

In the present study, I first conducted bracketing by conducting a reflective self-
introduction. I am Chinese, born and raised in the PRC, and come from a traditional family.
Before | started to pursue a Ph.D. degree in the United States, | had worked for about six
years at a Chinese university and had been a volunteer in a special education center for one
year in western China. From my experience in the PRC, | knew that early childhood

intervention was still at an early stage of development. There were not many early childhood
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programs, especially free public intervention programs. | knew that most of the programs
existed in big cities. Although I could contact some families with disabilities in the center
where | was a volunteer, | did not have a chance to talk with them about their experience of
early childhood intervention because the center administrators considered this to be improper
without first getting the administration’s permission. I was eager to listen to families’ stories
about early childhood intervention, so I tried to suspend my understanding of early childhood
intervention in the PRC as mentioned above. | remained open and curious during the whole
research process. In addition, I kept reflective journals during the whole process to document
my thoughts, feelings, and perceptions. In my journals | kept examining my own positions on
various issues raised and emergent themes (Hamill & Sinclair, 2010).
Results

The purpose of this study was to explore the experience of families of young children
with disabilities regarding early childhood intervention in the PRC. Five major themes
emerged from this study: disability diagnosis, the child’s present early childhood intervention,
the family’s expectations, the family’s evaluations, and the financial influence of a disability
on families (Figure 2). In Theme 1, the families discussed the process of how they arrived at
a disability diagnosis and early childhood intervention, including the diagnosis time,
diagnosis process, and their responses to the diagnosis of their children’s disabilities. In
Theme 2, the families described their children’s present early childhood intervention (ECI),
including beginning time, daily duration, providers, expenses, and contents. In Theme 3,
families expressed their expectations for their children’s futures. In Theme 4, families

evaluated the early childhood intervention that their children were receiving, as well as some
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policies related to ECI in the People’s Republic of China. Finally, in Theme 5, the families

discussed the financial problems the disabilities caused.

Theme 2:
Theme 1: Family’s
Disability expectations for
diagnosis the future
Theme 3:
Child’s present
early childhood
intervention
Theme 5: Financial
Theme 4: influence of
Family’s disability on
evaluations families

Figure 2. Five major themes

‘Iheme 1: Disability Diagnosls

All families discussed their experience in their child’s disability diagnosis, including
the diagnosis time, diagnosis process, and their responses to the diagnosis of their child’s

disabilities (Figure 3).

Diagnosis Disability Diagnosis
. > diagnosis <:|
time response
Diagnosis
process

Figure 3. Theme 1: Disability Diagnosis
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Among the six children from six participant families, four children were diagnosed as
having a disability after they were one year old, including one child who was diagnosed at
the age of three. The remaining two children were diagnosed at the age of 2 and 4 months.
All of the children were diagnosed at hospitals in the PRC.

The families described how their child received diagnosis. Five out of six families
reported that they noticed abnormalities in their children before the diagnosis, but they
thought it was because their children were so young. Feng, a father of a child with cerebral
palsy, described:

We did find a little abnormality, not a little, it is abnormality. (He) did not like

moving. Hands were stiff, and in the shape of claw. You know, we did not know. We

thought (he) was young, 7 or 8 months old. But it turned out to be cerebral palsy after

diagnosis when (he was) older than 1 year old.
Only one family in the study reported that their child was diagnosed with hearing
impairments before they noticed it. The child received a new-born baby hearing screening at
the age of 2 months in the hospital before the family discovered the hearing impairment with
their child. The child’s mother Yang described: “(She) did not pass the new-born baby
hearing screening. Within the first month (after the diagnosis), I did not believe at all...I
always checked at home myself....but did find there were problems.”

Families responded to the diagnosis of their child’s disabilities quite differently. Two
families thought it was a kind of disease and turned to different hospitals around the country
for medical cures. Gang, a grandfather of a child with cerebral palsy, stated: “It is a kind of
disease.” He described their eagerness for a medical treatment at that time: “As the proverb

says, ‘Try any doctor blindly, when you’re gravely ill’. (We) tried (any) hospital as long as
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people said they were good.” Gang further described: “Children’s Hospital did not work,
then we went to Jinmen Hospital... (We) travelled anywhere, to Chengdu, to Shijiazhuang,
and then to Yunchang.” Two out of the six families, due to insufficient finances, did nothing
other than keep their child at home after the diagnosis. Huan, a mother of a child with
cerebral palsy, explained that “The doctor said (the child) needed acupuncture and medicine.
Six to seven thousand (RMB) (around $882 to $1029 USD) for only one month...His father
and | did not have money, then we tried a small hospital, and then came back home and
stayed at home.” The remaining two families in the study, whose children had hearing
impairment, obtained services and supports for their children from the Disabled People’s
Federation immediately after the diagnosis.
Theme 2: Child’s Present Early Childhood Intervention

All families were asked about their child’s present situation in early childhood
intervention in terms of beginning time, providers, daily duration, form, expense, and
contents. Table 5 provides a summary of the information about the children, including
receiving services and supports (pseudonyms are used for children’s names).
Table 5

Child’s Early Childhood Intervention Information

Child Yue Yu Ting Hai Ban Min
Disability cerebral cerebral hearing hearing cerebral  language
palsy palsy impairment impairment palsy delay
Age at 15y ly 2m ly 4m 3y
Diagnosis
Age at Initial
oy 3y 6m 1yr 4y 4y

Services



Table 5 (continued)

Child Yue Yu Hai Ban Min

Provider DPF DPF DPF Private Private

Daily 2 hs 2 hs 1h  Full-time 1h

Intervention

Expense Free Free Free  Charged  Charged

Contents Physical Physical Listening,  Physical Language
therapy therapy speaking  therapy,

language,

academics

Notes: DPF=Disabled People’s Federation; h=hour; m=months; y=years;

The time for starting services and supports varied among the six children, with the

youngest one at the age of 6 months and the oldest one at the age of 5 years. Half of them

started receiving services and supports at 4 or 5 years of age. The average starting time was

2.92 years of age. The delays between disability diagnosis and receiving the services and

supports varied according to the type of disability. Two children with hearing impairment

started getting services and supports immediately after the diagnosis. However, three

children with cerebral palsy and one child with language delay started receiving services and

supports ranging from 1 to 3.7 years after diagnosis, with an average of 2.55 years. This

means that most children began receiving services and supports about 2.5 years after the

diagnosis.
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Children received services and supports from two types of organizations. One was the
Disabled People’s Federation (DPF), funded by the government and providing free services
and supports to children with disabilities. The services and supports offered by the DPF
lasted from one to two hours daily. Families were required to accompany their children
during the services and supports at every occurrence. The major content of services and
supports was rehabilitation training; academic learning was secondary. Yue, a child with
cerebral palsy, was not able to walk. He received physical therapy for two hours every day
with his father present at the DPF. Ting, a child with hearing impairments, mainly received
listening and speaking training in the DPF for one hour every day in her mother’s company.
The other type of organization providing services and supports was private schools. These
schools charged by the hour for a full day of services to children with disabilities. With the
exception of rehabilitation training, other educational activities like academic learning were
conducted on a full-time basis. Families were not required to accompany their children
during the services and supports. Ban, a child with cerebral palsy, received full-time physical
therapy along with language and academic training every day at the private institute without
his family being present.

Theme 3: Family’s Expectations for the Future

Families expressed the expectations they had for their children and the services and
supports received. Their expectations of their children involved physical conditions, daily
self-care skills, education, and future self-reliance as adults (Figure 4). Additionally, the
families expressed their expectations regarding the outcomes of the services and supports that

the child received.
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Families
Expectations for
the future
Physical Daily self- _ Self-
condition care skills Education reliance

Figure 4. Theme 3: Family’s expectations for the future

All families hoped that their children could get rid of the problems caused by the
disabilities. Feng expected his son, who had problems in walking due to cerebral palsy, to
“be able to walk by himself in the future.” He stated: “(Whether he) can get married (or)
work doesn’t matter, as long as (he) can take care of himself, not being carried on back or
being held, that is.” Qian, whose son had a hearing impairment and had problems speaking,
expected her child to “be able to hear.” She stated: “As long as he can speak normally, (I) am
satisfied.”

Many families hoped that their children could gain basic living skills, such as
dressing, cooking and eating, to take care of themselves in daily life. Feng hoped that his son
would be “able to put on the coat and pants.” Gang, a grandfather of a child with cerebral
palsy, expected his grandchild to be able to “use money if given by the adults.” He continued:
“In the future, as long as he could be able to be independent. Of course, it doesn’t mean (he)
goes out to contact with others and earn money, but as long as he is able to do grocery
shopping and cook by himself.”

In terms of education, many families hoped that their children could be able to go to

normal schools. Yang, a mother of a child with a hearing impairment, stated: “My wish is
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quite simple. As long as she is able to integrate into the normal society, and then is able to
communicate with normal children, and then go to a normal primary school, I am satisfied.”
However, children with disabilities usually could not go to normal schools due to the
disabilities. Even so, families still hoped that their children could be able to go to normal
schools. Feng stated:
As long as he is able to walk, | will take him to school, | guess. Because if he is
unable to walk, if possible, suppose, the school really accepts (him), even he needs
you to carry him to school; he will be willing to go to school. He does not have any
problems in studying. The only thing is that he cannot walk. Because it is impossible
for you to ask the teacher to take care of your child with disability, right? You have to
face this reality. And it is impossible for you to accompany and wait for him in the
school every day.
Some families hoped that their children could become able to make a living by
themselves when they grew up. Gang stated:
For him, the most important thing is self-reliance, making his own living. It means
that if in the future the parents earn some money for him, buy him a little insurance,
or earn him some capital for a small business, (he) is able to manage a small business,
is able to sell lottery tickets, and is able to support himself. Hmm... Self-reliance is
the most important because no matter how rich or poor the parents are, it is
impossible to support him for a life-time.”
Families also expressed their expectations of the outcomes of their children after
receiving services and supports. As mentioned above, due to their disabilities, children were

not really accepted by normal schools. All the families expected that the services and
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supports provided to their children could enable them to develop the skills required to enter
normal schools. Huan stated: “Now (he cannot) be accepted. Now, try best to practice here,
(get) trained, after being trained well, depends on his ability, see if he is able to go to school.”
Feng made his child “have to persist” in physical training and “let him cry...even he cried for
five minutes” in order to enable his son to walk after the training.

Theme 4: Family Evaluations
Families evaluated the early childhood intervention that their children received and

evaluated some policies related to services and supports for young children with disabilities
(Figure 5). In terms of evaluation of ECI, families evaluated teacher’s performance, services
and supports time, and their content. Two opposite types of evaluation emerged from these
families. Negative evaluations were made by families whose children received services and
supports from the Disabled People’s Federation, while positive evaluations came from
families whose children received services and supports from a private institute. In terms of
evaluation of policies, families evaluated policy information resources and implementation of

policies.
Family’s
evaluations

Early Related
Childhood olic
Intervention olicies

I
o | [ | [ 22, ]

Figure 5. Theme 4: Family’s evaluations

Policy
implementation

Policy
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Early Childhood Intervention
Families were not satisfied with the services and supports in the DPF, mainly due to
their evaluation of teachers’ performance there. They thought that the teachers were of low
quality, snobbish, irresponsible, and lacking in teaching skills. The families believed that the
teachers did not really work for the children with disabilities but rather for the social security
benefits offered by public institutions. Some families even looked down upon the teachers
there. Yang described the teacher:
Really bad, quality is quite low, really. Teachers in the Disabled People’s Federation
are quite snobbish, then, and dawdle away time, you know. I think all these are not
good. | feel they do not seem (to work) for the children, not to work for the children’s
rehabilitation. I think the teachers work just to get social security within China’s
social security system...in terms of their characteristics, of that kind of snobbishness,
and that irresponsible performance, | look down upon them no matter they are
teachers.
Yang described her disappointment:
I don’t think highly of the teachers in the Disabled People’s Federation at all...I feel,
(they) gave me bad feelings. I think the teachers lack empathy for the disabled
students; they don’t understand the feelings of parents of children with disabilities at
all. We put our all hopes on this institution, you know. But after entering it, (1) feel
very discouraged...I do not have any enthusiasm towards it any more.
Families thought that the DPF could not keep good teachers and the teachers there did not
have passion for their work due to low salaries and too many children to serve every day.

Qian thought “a good teacher cannot be kept” in the DPF and “capable teachers all left.” She
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expressed her understanding of these teachers. She stated: “The salary is around
1,000(RMB)(around 147 USD)... really not enough.” She advocated “increase the salary for
teachers to keep the good teachers.”

There were additional reasons for these families to feel dissatisfied with the services
and supports in the DPF. One reason was that the services and supports were thought to be
far from adequate; they only lasted from one to two hours every day. Qian expressed her
dissatisfaction: “Only one hour, it is far from enough, quite not enough.” And, sometimes,
her child did not “listen to teacher and wasted the time.” Another reason for families’
dissatisfaction was related to the content of services and supports. The main content focused
on rehabilitation training, and other aspects such as academic learning were ignored. Yang
stated: “Up to now, we have been in the Disabled People’s Federation for so long; basically it
seems that (they) only teach language to these children with hearing impairments, nothing
else.” Her child “did not like the class at all.”

Families from the DPF thought that the family played the major role in services and
supports to their children. Yang stated: “(It) totally depends on the parents and it does not
work to depend on the teacher” due to the limited services and supports time in the DPF.
Additionally, Yang thought: “There are a lot of children who need the teacher. The teacher’s
time is far from enough.” Also, families reported that there was a lack of guidance and they
eagerly hoped to get some help and guidance in working with their children. Yang stated: “I
think my methods are quite few. I really, I really need some lessons from others.”

Conversely, all families whose children used the private institution positively
evaluated the services and supports received there. These families thought the services and

supports were effective and that their children had made great progress. They expressed their
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satisfaction. Gang stated: “Here, I paid money, and there is some progress. (Even) spending
some money, having progress, we feel satisfied.” Xi, the mother of a child with language
delay, thought the services and supports were “really effective.” The teachers were described
as “quite responsible.” Gang stated: “Teachers put all efforts on these children. We are
together for these children.” Xi thought teachers “are really making their efforts” for their
children. These families did not discuss the services and supports content there. However,
from the description of progress that one child made, it was evident that the services and
supports were more than rehabilitation and comprehensive, including some academic
learning.

Families using the private institution did not evaluate the content negatively. Gang
described his grandchild’s progress: “Teachers here taught how to count 1, 2, 3,4, 5, 6, 7, 8,
9, 10 and he knows. This is the progress we saw. He could not know the different colors,
made mistakes, but after coming here, yesterday I checked him, he had some progress.”

Related Policies

In addition to evaluating the services and supports provided to young children with
disabilities, families also discussed their experience in terms of related policies, including
policy information resources and implementation of policies related to services and support s
for young children with disabilities.

Families were not very aware of the policies related to children with disabilities and
policy information resources. Feng stated: “Someone told me. We didn’t know...We always
didn’t know there was this subsidy, (or) that subsidy. We were never told about it.” He

further stated:
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Nobody told us this information, (such as) applying (for) disability certificate,

nobody told us. Some warm-hearted person told us it would be better to have a

disability certificate. Until the age of 4 years old, we got it done. (He laughs). My

friends saw our family conditions was quite bad and asked us to get one, and then we
went to apply. That’s it.
Qian heard about some related policies from “kind neighbors.” Some families had been given
some information on these policies, but they did not know the exact details. Yang stated:
“Anyways, heard (it) here, there... (as for) the actual content, I am not quite clear.” After the
children from those families started to get the services and supports, the DPF and the teachers
became the major policy information resources.

When families were asked to evaluate the present policy of services and supports for
young children with disabilities, some families thought the policy had been changed for the
better. The government provided free rehabilitation to young children with disabilities. Hua
stated: “The present policy has become good now... conduct rehabilitation training for those
with cerebral palsy, and also teach them how to read. These policies are quite good.”
However, some families expressed their dissatisfaction with the present policy because the
laws related to people with disabilities was not really effectively implemented and the people
with disabilities did not really have the rights they are entitled to by the laws and policies.
Gang stated:

Some of them (laws or policies) work, and some of them don’t work...But actually,

according to our observation, people with disabilities do not get what they should

have...Therefore, the really needy, the really disabled are not benefited (from the
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policy). Sometimes, it is only surface work (huang zi)...Sometimes, I saw some
(people with disabilities) participate, but did not actually get (benefits).

Theme 5: Financial Influence of Disability on Families
Families mainly discussed the influence of disabilities on their finances. The major

financial problems related to disabilities include the expense of hospitals, services, and

supports and factors like travelling allowances and loss of family wage earners, as shown in

Figure 6.
Financial influence
of disability on
families
Expense of Travelling Losing wage
hospitals expense earners

Figure 6. Theme 5: Financial influence of disability on families

As mentioned in Theme 1, some families regarded the disability as a disease. After
the diagnosis of disability, they tried different hospitals seeking medical treatments and often
spent almost all the money they had. Some families even borrowed money and consequently
were under heavy debt. Feng stated that he “was determined, borrowed some money and
lived there (hospital)” for a treatment. He felt it was “quite hard” because of the “heavy loans”
and “being unable to earn money now.” However, Feng still seemed determined to have a
last try at the hospital even though he found that it was “quite hard” to afford the medical

treatment and there was “not much improvement.” He stated: “I will wait until the New Year,
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or earn some money, or borrow some money if (I) can, have a surgery...as the old saying
says, ‘giving medicine to a dying horse’.” Gang described his family’s experience in
hospitals: “I think there is not much progress, (but) only spending money. We cannot afford
it. If 100,000 or 80,000 (RMB) is spent, it works. But it does not work; it only consumes
money. (We) are unable to afford it at all.”

Parents whose child received services and supports from DPF were required to
accompany their children during the delivery of services. Family incomes were negatively
affected by the loss of important wage earners because parents were required to accompany
their child during these activities. Yang quit her job to accompany her daughter during
hearing and speaking training at the DPF. Feng stated: “(I) cannot go out of village to earn
money.” He further described:

(Our attention is not always entirely focused there (at the DPF), you know. We also

have a lot of other things we are responsible for, you know. There are five people in

the family who need to live...I am here for one to two hours in the morning every day
and go home in the afternoon. (1) find some work to do in the afternoon to earn a little
money.

Apart from the influence on families’ wage earners, there were some other issues
related to services and supports for these families. Some families applied for government
support like hearing aids and cochlear surgery for their children, but they had to wait a long
time. Before government aid arrived, they had to pay for the services and supports. Yang
“rented one pair of hearing aids from the DPF” before “the government donated my family

two pairs of hearing aids.” Qian’s family could not wait to get free cochlear surgery because
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they did not want the child to miss the optimum time for such surgery. Qian described her
experience of waiting for the government free cochlear surgery:
We waited and waited again. Last year, we could not wait any more and went to the
hospital to have the cochlear surgery. Finally when we got the call from the
government, Hai was already in the operation room. It was too late. More than
100,000 (RMB), it was really hard for our rural family.
Families also had to pay for the maintenance of instruments such as hearing aids because the
government did not provide such aid. Yang stated:
For this kind of child who had cochlear surgery, you also want to save some money,
for example in the future... if (it) is not done well, (you) need to change it for her. For
example, if the cord is broken, the battery maintenance, all these expenses, | think we
have to consider, | think. (It) is also quite hard.
Families choosing the private institution over the DPF for their children had to pay
for the services. For some families, this was a big financial problem. Yang stated:
For the private rehabilitation school, for children with this kind of hearing impairment,
the full-time school costs 1,800 (around 265USD), or 1,600 (RMB) (around 235USD)
every month, but for a common rural family, this amount of money means one
month’s food expense for the whole family. If (you) send (the child) to this kind of
rehabilitation center, (you) spend over 1,000 (RMB) only on the child’s rehabilitation.
And after that, at your own home, the whole family needs to handle the daily
expenses. | think it is quite difficult. Seriously, a common family cannot afford this

expense.
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Discussion

The purpose of this study was to understand families’ experiences in obtaining the
services and supports for their young children with disabilities in the PRC. There are five
major themes related to their experiences: their children’s disability diagnoses and their
responses to them; the services and supports that their children received; their expectations
for their children; their evaluation of the services and supports; policies related to the services
and supports for young children with disabilities; and the effect of such disabilities on
families with young children with disabilities in the PRC. We discuss these themes from the
following perspectives: early identification; family knowledge about human development,
disabilities, rehabilitation and policies; the present services and supports situation for young
children with disabilities; the inter-institute connection; and the laws and their
implementation in the PRC.

All families in this study had their children diagnosed relatively late, around the age
of 2 years, except for one family whose child was diagnosed with a hearing impairment at the
age of 4 months during the new-born baby hearing screening. The earlier the disability is
identified, the easier it is for young children with disabilities to receive early services and
supports (Ramey & Ramey, 1998). However, there is a lack of early identification in the PRC
due to the lack of proper assessment and professionals capable of making such assessment
(Ramey & Ramey, 1998). Early identification of childhood disabilities in the PRC is a recent
phenomenon and is at a rudimentary stage. In recent years some early identification programs
such as new-born baby hearing screening have been set up in some PRC cities. However,
there is an imbalance in the development of these programs — most of them are located in

cities and most focus on hearing and visual impairments. There is a lack of early
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identification in rural areas and for diverse types of disabilities and, because of this lack,
most children are diagnosed rather late, delaying provision of services and supports. In this
study, except for the children with hearing impairment, most children started to get services
and supports only after long delays. Although some children received timely medical
treatment, most children started to receive services and support relatively late, between the
ages of 3 to 5 years.

| found that some PRC families did not have adequate knowledge about their child’s
development, disabilities, rehabilitation, laws, and policies related to services and supports.
Although some families found abnormalities in their child on their own, many lacked
knowledge about the child’s development and disabilities and thought the problem was due
to their children being too young or developing a little slowly. Some of them waited to get a
diagnosis until the children were around 2 years old. In this study, most families were still
influenced by the traditional attitude with respect to disabilities. Disability is traditionally
called “canfei”, meaning “handicap and useless” or “canji”’, which means “handicap and
illness” (Pang & Richey, 2006). Due to the influence of such traditional understanding, some
families in the study thought disability was a kind of disease and could be cured. They
consequently turned to different hospitals around the country for medical cures, often
spending almost all of their money in this way. Some families borrowed money and even
accumulated great debt. Only after they did saw little improvement in their children and
could not afford the medical treatment did they turn to early childhood intervention.

However, families still hoped that the services and supports provided to their children
could enable them to overcome the problems related to their disabilities and become normal.

Families did not have adequate understanding of the potential services and supports available
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to their young children with disabilities (Mao, 1993). In addition, there was a lack of
knowledge about laws and policies related to the services and supports to young children
with disabilities. Most families reported that they knew little or nothing about the related
laws and policies; they got the information about these laws and policies from neighbors,
friends, or teachers. After the disability diagnosis, they did not know where they could get
services and supports.

After diagnosis, families reacted differently, with some turning to hospitals, some
keeping their children at home without any services and supports, and some getting services
and supports immediately after diagnosis. One of the reasons for the different responses to
diagnosis may be related to the diversity of available services and supports. For example, the
PRC has set up programs to provide free rehabilitation training for young children with
hearing, visual, and physical disabilities. Furthermore, there is an imbalance between urban
and rural areas in the development of these programs. Most programs focusing on young
children with hearing, visual, and physical disabilities are located in cities (Chiang &
Hadalian, 2010). In this study, children with hearing and visual impairments received
services and supports immediately after diagnosis. But, even in cities, the institutions that
serve young children with disabilities are quite limited (Chiang & Hadalian, 2010). Due to
the limited nature and locations of these programs, families are often not familiar with them.
Some families had not even heard about them. Another reason for the differences in the
families’ responses to diagnoses may be the lack of coordination between different
institutions like hospitals and rehabilitation centers in the PRC. Most children were
diagnosed by hospitals that may be unaware of services and supports providers and could

therefore offer no suggestions to families other than regarding medical treatments.
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Families using the public institutions were not satisfied with the services and supports
provided to their children. They thought the daily one to two hours service was far from
enough and the content was quite narrow, mainly focusing on rehabilitation. Families also
mentioned some problems related to teachers in the public institutions, including lack of
teaching skills, lack of passion, and irresponsibility. This is in line with Pang and Richey’s
finding (2006) that there is a lack of quality professionals and service facilities. In the PRC,
some professionals working with young children with disabilities graduated from secondary
vocational schools, from normal secondary national schools, or from two-year colleges with
or without special education knowledge (Pang & Richey, 2006). Only a small number of
such teachers are graduates from four-year universities or graduate schools (Pang & Richey,
2006). The salary of professionals working with young children with disabilities in the PRC
is low (Mao, 1993) and their work is not well-recognized by their society (Mao 1993), so it is
not considered an attractive career to pursue. The lack of appropriately-trained professionals
for young children with disabilities may influence the services and supports available to
families. In addition, the PRC has a large population of young children with disabilities who
need assistance, but only a limited number of service programs, and these are only at limited
locations. Providing high-quality services and supports for young children with disabilities is
a great challenge in the PRC (Mao 1993).

Apart from hoping that their children could overcome the problems caused by their
disability, many families hoped their children could gain basic living skills such as dressing,
eating and walking without help to take care of themselves in daily life. Families hoped their
children would be able to make a living and live independently when they grew up. In

particular, families hoped their children would be able to go to high school and college, and
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have a happy, healthy, and smooth life without being despised by society. In recent years, the
PRC has issued a series of laws and regulations to address education for young children with
disabilities. However, these laws and regulations have not been fully implemented (Huang,
2007). For example, the Compulsory Law states that children with disabilities have equal
rights to receive compulsory education through three major avenues of learning — in regular
schools, in special education schools, and in special education classes located in a
conventional school setting. However, many young children with disabilities are rejected by
conventional schools due to lack of facilities and qualified teachers. Education is highly
valued in the PRC and it is perceived to be a necessity to achieving a good life. Families in
this study think that education quality in the schools for children with typical development is
better than that in special-education schools. Families hope that their children are able to
receive an education equal to that received by children without disabilities. However, they
may fear their children will be rejected by a conventional school and would have to go
instead into a specialized setting. Therefore, these families want their children to become
“normal” to be able to go to the schools available for all children. Similarly, employment of
people with disabilities has been addressed by laws that are not actually implemented.
Families play the major role in caring for their children with disabilities at this point in time.
Families may worry about the future of their children after they cannot support them
anymore. Furthermore, although there has been some attitudinal change, people with
disabilities still have a low status in this society and may be despised. Therefore, families
hope and expect their children to be like typically developing children, become independent,

and make a living in the same manner as other people.
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In this study, the financial issue was a major concern related to having a child with a
disability in the PRC. Due to the lack of knowledge about disabilities, some families hoping
for a cure spent almost all they had on medical treatments. Some families even went bankrupt
with heavy debt. Although the government provides some support such as free hearing aids
or free cochlear surgery for affected families, the application process for such support took so
long that some families could not wait. In order not to miss the optimum age at which to have
surgery, some families had to pay for it themselves before the application for PRC funding
was approved. Families also needed to pay for the maintenance of instruments for their
children. Due to limited services and supports programs at limited locations, some families
from rural areas needed to travel long distances to get services and supports for their children,
and they paid the travelling expense themselves. Another financial issue related to disabilities
was the influence on the families’ incomes. Some parents had to be present each and every
day while their children received services, requiring them to quit their jobs or limit their
working time. Families therefore could to some extent lose a key and important wage earner.
Although the government has started to provide supports to some of these families, the
investment is not enough.

Conclusion

In recent years, the PRC has made some progress in improving services and support s
for young children with disabilities. However, it is still in the rudimentary stage and there are
many issues yet to be addressed including the following: 1) China’s lack of an early
identification system to assist in identifying young children with disabilities; 2) scarcity in
the number of professionals who are qualified to assess and/or support young children with

disabilities and their families; 3) limited and lack of accurate knowledge about human
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development, disability, rehabilitation, laws, and policies related to early childhood
intervention; 4) inadequate investment in early childhood intervention by the central
government; and 5) ineffective implementation of existing laws and policies related to early
childhood intervention in PRC .

Early identification of diverse disabilities in the PRC is critically needed. Such
identification should be mandated by laws, and related programs should be widely available
in both cities and rural areas for diverse categories of disabilities. Inter-institutional
coordination should be developed, especially between early identification institutions and
services and supports institutions.

There is an urgent need in the PRC for more professionals to provide adequate
services and supports needed by children with disabilities. In order to achieve this, there
should be an increase in the comparatively low salaries that professionals in this field
presently receive. Professional development through in-service training to teachers to
improve their knowledge and skills for supporting young children with disabilities, as well as
required laws, can further assist families and their children with disabilities in the PRC to live
a better life.

Knowledge about development, typical and atypical, should be dispensed widely.
Through increased knowledge about development, family members and their communities
would be more aware concerning delays in development and better judge when to reach out
for services and supports. Most importantly, existing laws and policies should be fully
implemented within communities, and the PRC should be encouraged to reexamine current

laws to determine future directions for ensuring that the rights of all people with disabilities
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are obtained. A critical element of this policy review is the development of laws specifically
addressing the required level of educational assistance for young children with disabilities.

The PRC needs more investment in services and support to young children with
disabilities, and more programs should be set up to support and serve such children. More
intensive daily services and supports are also needed. Due to the massive population in the
PRC and limited government investment, private agencies should be encouraged.

Existing laws and regulations related to early childhood intervention should be
effectively implemented in the PRC. In recent years, the PRC has issued a series of laws and
policies to address education for children with disabilities. However, these laws and policies
are not fully implemented for a variety of reasons such as a lack of qualified professionals.

More efforts should be made to fully implement existing laws and policies.

The PRC is facing many challenges in ECI. However, it should be noted that the
development of ECI is a process. ECI in the PRC is only at an infant stage now, and the PRC
has been making some ECI progress in recent years. Greater progress could be made if some

of the challenges discussed in this research could be properly addressed.



67

References

Bloomberg, L. D., & Volpe, M. (2008). Completing your qualitative dissertation: A roadmap
from beginning to end. Thousand Oaks, CA: Sage.

Bruder, M. B. (2010). Early childhood intervention: A promise to children and families for
their future. Exceptional Children, 76(3), 339-355.

Charmaz, K. (2006). Constructing grounded theory: A practical guide through qualitative
analysis. Thousand Oaks, CA: Sage.

Chen, Y. Y. (1996). Making special education compulsory and inclusive in China.
Cambridge Journal of Education, 26(1), 47-59.

Chiang, L. H., & Hadadian, A. (2010). Raising children with disabilities in China: The need
for early interventions. International Journal of Special Education, 25(2), 113-118.

China Disabled Persons’ Federation. (2001). The Outline of the Work for Persons with
Disabilities during the 9th Five-year Development Program Period (1999-2000).
Retrieved from
http://www.cdpf.org.cn/zcfg/content/2001-11/06/content_30317548.htm

China Disabled Persons’ Federation (2007a). 2006 nian di er Ci quan guan can ji ren chou
yang diao chao zhu yao shu ju gong bao (di er hao). Retrieved from
http://www.cdpf.org.cn/sytj/content/2007-11/21/content_30316035.htm

China Disabled Persons’ Federation (2007b). Xue gian jiao yu. Retrieved from
http://www.cdpf.org.cn/jiaoy/content/2007-11/05/content_30316273.htm

China Disabled Persons’ Federation. (2008a). Regulations on the Education of Persons with
Disabilities. Retrieve from

http://lwww.cdpf.org.cn/english/lawsdoc/content/2008-04/10/content_84884.htm


http://www.cdpf.org.cn/zcfg/content/2001-11/06/content_30317548.htm
http://www.cdpf.org.cn/sytj/content/2007-11/21/content_30316035.htm
http://www.cdpf.org.cn/jiaoy/content/2007-11/05/content_30316273.htm
http://www.cdpf.org.cn/english/lawsdoc/content/2008-04/10/content_84884.htm

68

China Disabled Persons’ Federation. (2008b). The Outline of the Work for Persons with
Disabilities during the 11th Five-year Development Program Period (2006-2010).
Retrieved from
http://www.cdpf.org.cn/english/lawsdoc/content/2008-04/10/content_84889.htm

China Disabled Persons’ Federation. (2008c). The Outline of the Work for Persons with
Disabilities during the 10th Five-year Development Program Period (2001-2005).
Retrieved from
http://www.cdpf.org.cn/zcfg/content/2008-03/26/content_30317558.htm

China Disabled Persons’ Federation. (2011). The Outline of the Work for Persons with
Disabilities during the 12th Five-year Development Program Period (2011-2015).
Retrieved from
http://www.cdpf.org.cn/zcfg/content/2011-06/09/content_30341608.htm

China.Org.Cn. (n.d.). Compulsory Education Law of the People's Republic of China.
Retrieved from
http://www.china.org.cn/english/government/207401.htm

Corbin, J., & Strauss, A. (2008). Basics of qualitative research: Techniques and procedures
for developing grounded theory (3rd ed.). Thousand Oaks, CA: Sage.

Creswell, J. W. (2007). Qualitative inquiry and research design: Choosing among five
traditions. Thousand Oaks, CA: Sage.

Creswell, J. W., & Miller, D. L. (2000). Determining validity in qualitative inquiry. Theory

Into Practice, 39, 124-130.


http://www.cdpf.org.cn/english/lawsdoc/content/2008-04/10/content_84889.htm
http://www.cdpf.org.cn/zcfg/content/2008-03/26/content_30317558.htm
http://www.cdpf.org.cn/zcfg/content/2011-06/09/content_30341608.htm

69

Deng, M., Poon-McBrayer, K. F., & Farnsworth, B. F. (2001). The development of special
education in China: A sociocultural review. Remedial and Special Education, 22(5),
288-298.

Disability Rights Education & Defense Fund. (n.d.). Law of the People's Republic of China
on the Protection of Disabled Persons. Retrieved from
http://www.dredf.org/international/china.html

Eichner, J., Groark, C. J., & Palmov, O. (2011). International review of early intervention
policies and practices. In C. Groark & S. Eidelman (Volume Eds.), Early childhood
intervention: Shaping the future for children with special needs and their families.
(pp. 37-70). CA: ABC-CLIO.

Ellsworth, N. J., & Zhang, C. (2007). Progress and challenges in China’s special education
development: Observations, reflections, and recommendations. Remedial and Special
Education, 28(1), 58-64.

Esterberg, K. G. (2002). Qualitative methods in social research. Boston: McGraw- Hill.

Flood, A. (2010). Understanding phenomenology. Nurse Researcher, 17(2), 7-15.

Glesne, C. (2006). Becoming qualitative researchers: An introduction. 3rd Ed. Boston:
Pearson Education, Inc.

Groenewald, T. (2004). A phenomenological research design illustrated. International
Journal of Qualitative Methods, 3(1), 1-26.

Hamill, C., & Sinclair, H. (2010) Bracketing: Practical considerations in Husserlian

phenomenological research. Nurse Researcher, 17(2), 16-24.


http://www.dredf.org/international/china.html

70

Hu, B. Y. (2010). Training needs for implementing early childhood inclusion in China.
International Journal of Early childhood Special Education (INT-JECSE, 2(1), 12-30.

Huang, A. X., & Wheeler, J. J. (2007). Including children with autism in general education in
China. Childhood Education, 83, 356-359.

Liu, S. L., & Raver, S. A. (2011). The emergence of early intervention for children with
hearing loss in China. The Journal of International Association of Special Education,
12(1), 59-64.

Mao, Y. Y. (1993). Viewpoints gleaned from practicing early intervention in China. Early
Child Development and Care, 84, 59-74.

Merriam, S. B. (2002). Qualitative research in practice: Examples for discussion and
analysis. San Francisco, CA: Jossey-Bass.

Moustakas, C. (1994). Phenomenological research methods. Thousand Oaks, CA: Sage.

Mu, K. L., Yang, H. L., & Armfeild, A. (1993). China’s special education: A comparative
analysis. Paper presented at the Annual Convention of the Council for Exceptional
Children (71st, San Antonio, TX, April 5-9).

Pang, Y. H. (2009). How China’s special education law impacts the living status of
individuals with disabilities. Retrieved from
http://organizations.bloomu.edu/connect/spring2010/8%20China%27s%20Special%2
OEducation.pdf

Pang, Y. H., & Richey, D. (2006). China’s challenge for the future: Family-centeredness in
early childhood special education. The Journal of the International Association of

Special Education, 7(1), 11-21.


http://organizations.bloomu.edu/connect/spring2010/8%20China%27s%20Special%20Education.pdf
http://organizations.bloomu.edu/connect/spring2010/8%20China%27s%20Special%20Education.pdf

71

People’s Daily Online. (2010). Does the pre-school education determine China's future?
Retrieved from
http://www.peopleforum.cn/viewthread.php?tid=32844

Ramey, C. T., & Ramey, S. L. (1998). Early intervention and early experience. American
Psychologist, 53(2), 109-120.

Saldana, J. (2009). The coding manual for qualitative researchers. Thousand Oaks, CA:
Sage.

Shandong.org.cn. (2011). Jie du Shandong sheng can ji ren shi yue “shi er wo” fa zhan gui
hua. Retrieve from
http://www2.shandong.gov.cn/art/2011/12/8/art_3884 240660.html

Stratford, B., & Ng, H. (2000). People with disabilities in China: Changing outlook-new
solutions-growing problems. International Journal of Disability, Development and
Education, 47(1), 7-14.

Strauss, A., & Corbin, J. (1998). Basics of qualitative research: Techniques and procedures
for developing grounding theory (2nd ed.). Thousand Oaks, CA: Sage.

Wertz, F. J. (2005). Phenomenological research methods for counseling psychology. Journal
of Counseling Psychology, 52(2), 167-177.

Zhong Guo Gu Du Zheng Wang, (2005). 2001 nian zhong guo 0-6 sui can ji er tong chou
yang diao cha zhu yao jie guo. Retrieved from

http://www.cautism.com/2005/11-18/14543474212.html


http://www.peopleforum.cn/viewthread.php?tid=32844
http://www2.shandong.gov.cn/art/2011/12/8/art_3884_240660.html
http://www.cautism.com/2005/11-18/14543474212.html

72

CHAPTER 3. FOUNDATIONS FOR SELF-DETERMINATION
PERCEIVED AND PROMOTED BY FAMILIES OF YOUNG
CHILDREN WITH DISABLITIES IN THE PEOPLE’S REPUBLIC OF

CHINA
A paper to be submitted to Topics in Early Childhood Special Education

Abstract

Foundational skills such as making choices, self-regulation, and engagement in the
early years are significant for the later development of self-determination in adolescence and
adulthood for individuals with disabilities in the United States, but little research has been
conducted to examine whether these skills are as important in other countries. The purpose of
this study is to understand how the foundational skills of self-determination were perceived
and promoted by families of young children with disabilities in the People’s Republic of
China (PRC). A phenomenological design was used to collect and analyze interviews with
seven families in the southwest region of the PRC. This study indicated that these
foundational skills held in high regard in the United States were also valued in the PRC.
However, Chinese families of children with disabilities promoted the development of these
foundational skills differently from their counterparts in the United States. In the United
States, families regard the development of these foundational skills of self-determination as
an internal and personal need, emphasizing individualism, independence, freedom, self-
expression, and uniqueness. However, in the collectivist culture of the PRC, families
regarded development of these foundational skills of self-determination with an emphasis on
dependence and obedience in accordance with external social norms and needs. Chinese

families used the popular Chinese parenting practice of guan (training) to help their children
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make choices and regulate themselves according to li — “propriety, moral rules of proper
behavior and good manners” (Gao, 2010, p. 35) —, and engage in learning and studying,
highly valued activities in Chinese culture.
Key words: Foundations for self-determination, making choices, self-regulation, engagement,
Chinese culture, Guan, Li

Introduction

The development of self-determination in individuals with disabilities has become a
research focus in the United States since the 1990’s. Thus far, studies from the field of
special education (Wehmeyer & Palmer, 2003; Wehmeyer & Schwartz, 1997) have shown
that self-determination plays an important role in enhancing the quality of life for individuals
with disabilities. Self-determined young people were more likely to graduate from high
school and able to attain more positive outcomes, particularly in the areas of employment,
financial independence, independent living, and other benefits (Field & Hoffman, 2002;
Wehmeyer & Palmer, 2003). Promoting self-determination is an important way to “achieve
academic and social inclusion and to promote the involvement of students with disabilities in
the general education curriculum” (Lee & Wehmeyer, 2004, p. 373).

Given the significance of self-determination in quality of life for people with
disabilities, there has been increasing interest in the application of the construct of self-
determination to international special education practices in the past decade (Bao & Zhang,
2005; Hu, 2010; Lee & Wehmeyer, 2004; Li, 2008; Ohtake & Wehmeyer, 2004; Wu, 2007,
Zhang, 2005; Zhang & Benz, 2006; Zhang, Wehmeyer, & Chen, 2005). Studies illustrate that
the values inherent in most efforts to promote self-determination, such as personal control

over the environment, individualism, self-help, competition, future orientation, and goal
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orientation, are associated with Anglo-European cultures (Frankland, Turnbull, Wehmeyer,
& Blackmountain, 2004; Leak & Boone, 2007; Zhang & Benz, 2006; Zhang, Landmark,
Grenwelge, & Montoya, 2010; Zhang, Wehmeyer, & Chen, 2005) (Frankland et al., 2004;
Turnbull & Turnbull, 2001). These values may seem “unfamiliar or inappropriate” (Zhang,
Wehmeyer, & Chen, 2005, p. 4) to people from non-Western cultures, and non-Western
cultures may encourage values different from the essential values associated with self-
determination (Zhang, et al., 2005). These studies have also shown there is universality of
certain aspects of self-determination, such as making decisions, although they are expressed
in different ways from the Anglo’s perspective (Frankland et al., 2004; Zhang et al., 2010).

Much attention has been focused on self-determination in young children with
disabilities because of the importance of self-determination as a key component in the quality
of life of people with disabilities (Brown & Cohen, 1996; Brotherson, Cook, Erwin, &
Weigel, 2008; Erwin & Brown, 2003; Palmer, 2010; Wehmeyer & Palmer, 2000). Self-
determination develops continuously across the life span (Brown & Cohen, 1996; Erwin &
Brown, 2003; Palmer, 2010; Wehmeyer & Palmer, 2000). It has roots and foundations in the
early years and extends over the entire life span (Brown & Cohen, 1996; Doll, Wehmeyer, &
Palmer, 1996; Erwin & Brown, 2003). Some of the skills and behavioral characteristics
essential for self-determination emerge and are demonstrated in the early years of childhood
(Brown & Cohen, 1996; Doll et al., 1996; Palmer, 2010; Wehmeyer & Palmer, 2000). These
skills and attitudes may be considered to be the “precursors, or foundations™ of self-
determination (Palmer et al., 2012). Models have been developed to promote the acquisition
and development of self-determination in young children with disabilities. For example,

Wehmeyer et al (2000) developed the Self-determined Learning Model of Instruction (SLMI)
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APPENDIX F. INTERVIEW SUMMARY SHEET

Interview Summary Sheet

Name of person being interviewed:

Data of interview:

Brief description of setting:

Describe general impression from the interview:

What went well in the interview:

What was difficulty about the interview?

Are there any questions to add/delete/modify in the next interview?

Is there anything to be address?
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APPENDIX G. DATA ANALYSIS EXAMPLES

Paper 1: EARLY CHILDHOOD INTERVENTION IN PEOPLE’S REPUBLIC OF

CHINA (PRC)
FROM THE FAMILIES’ PERSPECTIVE

1. Family
Family Place Extended Who are How work Caused Financial
Family they? Together? Problem Situation
(Yes/NO)
F1 Countryside Y Parentsand | Father plays Cannot Heavy
grandparents | the main role | work out of | loans
(taking to town and
school and influence
accompanying | family’s
in school), and | income
the rest play
roles in daily | Spend a lot
life of money on
hospitals
F2 Countryside Y Parents and | Mother---the No
grandparents | main role money,
(including and loans
taking to
school and
accompany in
school)
Others--help
F3 Big City N Parents Mom quit her | Cannot Medium-
job and afford better | level
mainly plays | private
the main role | intervention
including center
taking to
school and
accompanying
F4 Countryside Y Parentsand | Mom plays Spend alot | Bad
the main role | of money on




157

grandparents | (including child’s
taking to operation
school and
accompanying
in school)
Except daily
care,
grandparents
support
money too.
F5 Big city Y Parentsand | Parents care Spentalot | Medium-
grandparents | about study of money on | level
and hospitals.
grandparents
are in charge
of daily care.
F6 Big City Y Parents and | Grandparents | No Medium-
grandparents | play main role | mentioned level
in studying
and daily life.
2. Children
Age Dis- Whento | Experience | Inter- Daily inter- | Inter-
Child abilities | start inter- vention vention vention fee
vention place time
C1 Near | Cerebral | Around 5 1.5 years Disabled | Around 2 | Free
to6 | palsy years old old— People’s | hours
year diagnosis Federatio
sold n
3-near 5:
hospitals
Aroundb-
now:
Interventio
n
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C2

year
sold

Cerebral
palsy

Around 3
years old

1 year old--
-diagnosis

1-3: no
treatment
or
interventio
n, stay at
home.

3—now:
interventio
n

Disabled
People’s
Federatio
n

Around 2
hours

Free

C3

year
sold

Hearing
Loss

Several
months old

2 months
old-
diagnosis

Several
month---
nNow:
interventio
n

Disabled
People’s
Federatio
n

1 hour

Free

C4

year
sold

Hearing
Loss

Around 1
year old

Around 1 --
-diagnosis

Around 1--

Interventio
n

Disabled
People’s
Federatio
n

1 hour

Free

C5

year
sold

Cerebral
palsy

Around 4
years old

4 months
old—
diagnosis

4 months
old---3, 4
years:

Hospitals

4 years
old—now:
Special
education

Private

Full-day

Charged
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center
C6 4 Languag | Around 4 3 years old- | Private One hour | Charged
year | edelay | yearsold -diagnosis
sold

3. Diagnosis Process & Response

Family | Diagnosis | Diagnosis Reponses Results New Strategy

time Process

F1 1.5years | Not paying Turned to In heavy loans, | To get free

old attention—self- | different but not many training;

doubt—not hospitals for a improvements )

want to face the | cure. Planning to

reality— borrow

hospital money and

diagnosis have a last
another try a
surgery.

F2 1 year old | Self-discovery | Crying (very Stay at home To get free
abnormality --- | sad) and cannot intervention
hospital believe; training
diagnosis

Cannot afford
medical
treatment, and
take the child
home
F3 2 months | Hearing Do not believe; | Good
old Screening in renting hearing | improvement
hospital and did | aids; start the and the child has
not pass free started to go to
intervention; normal
waiting for free | kindergarten.
hearing aids;
got free two
pairs;
F4 Older than | Self-discovery | Cannot accept Improvement is
1 year old | of abnormality- | the reality; not very
--hospital ) successful
diagnosis Diagnose
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several times;

Early
intervention;

Waited for free
surgery,

Self-paid
surgery
F5 4 months | Doubt— Angry; Spent a lot of Go to the
Diagnosis by ) money; private
hospital Try different special
hospitals around | No much education
the country; improvements center
“Full
expectations of
hospitals in a
desperate
situation.”
Intervention;
F6 3 years No information | Stay at home No information | To private
old with special
grandparents education
center for one
hour

intervention

Memo (11-17-2011): Family 3 started early intervention very early, and the intervention is
very successful and now the child is in normal kindergarten with hearing aids. It shows how
early intervention is. And the success is due to the early diagnosis by the hospital. The family
is in the big city and the hospital offers free hearing screen and the family got information
more easily.

From all the families, we can see that diagnoses were finally conducted by hospital. Why
cannot hospital advocate or early screen for the families?
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4. Disability
Family | Knowledge Old Response to Present Attitude
about Understanding | Disabilities | Understanding towards
Disability of Disability Disability
Before
Diagnosis
F1 No IlIness Hospitals, “No cure, only | No
medicine, rehabilitation” | mentioned
surgery
“It is to give
medicine to
a dead
horse.”
F2 No No money To have a
for hospital child with
disability is
troublesome;
F3 No A burden to
family and
society
F4 No
F5 No Disease Disease Do not give
up after birth
and live
happily
Avoid if
possible
before birth;
A burden to
family and
family
F6 Not
mentioned

Memo (11-18-2011): From the table, we can see that families do not necessary knowledge
about the normal development of a child and disabilities. Some of them regard it as illness
and depended on medicine or surgery, which consumes the families a lot of money and make
them have serious financial problem. Or some of them have little understanding and they did
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not try effective intervention strategies. For example, one mom thinks autism can be got
ridden of if she takes her child to play and study with other children. Beside, most families
think it is quite hard to have a child with disabilities. If possible, we should try to avoid it
before birth because it will be a burden to the country, society, family and the child. Why this

happens is because of the not efficient policy in the PRC.

5. Expectations of children

Family | Physical Living Skills Education Future after Focus of
after growing up intervention
intervention
F1 Walk; Self-care; Go to normal | Too far to think | Walk
dress simple living school about (Remote
skills future)
F2 Eat Independent Go to normal | Make a living on | Walk,
himself living skills school; his own
walk
Study well
F3 Ability to live; | Normal
live kindergarten
independently; | and school
Full
development
F4 Be ableto | Live like Study likea | Good future Hear and
hear and normal child normal child Speech
speak
F5 Walk Independence; | To normal Integrate into Walk
. school; society;
Make a living
Get higher Develop
Self-care; education; potential with
“ hel
H ﬁ‘ﬁiii’ Learn P
REESZ”, “H | knowledge
CLER 31
o
F7 Speak Independence | No high Independence in | No clear idea
properly in daily life expectation in | daily life about future
studying

Normal
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school;

University;

Memo: All the families expectation their children to be able to be independent. Here,
independence mostly means self-care such as taking care of one’s daily life and making a
living to support one’s own life. From all the family, we can see that their goals and
expectations mainly target at very near goals such as being able to walk, speak or
communicate if they cannot now. All the families hope that their children can go to normal
school and study with normal children even they do not have expect high expectation in their
academic achievements. But, on the other hand, it shows that inclusion does not really work
in the PRC even there is a law which requires it. This reality influence families’ expectations
of their children and intervention. But | cannot understand why the families or teachers do
not think of other ways to compensation the children’s lack of abilities. For example, if the
child cannot walk independently, why cannot they use wheelchairs? The key point is that
inclusion does not really work there. There is no physic access for them to go to school, and
no teachers who will help the child use the bathrooms.

6. Inclusion
Child Barrier to Normal School Preconditioned to school
C1 Unable to walk; Be able to walk;
School does not accept; Be able to use bathroom
) himself;
Teachers will not take care;
Family cannot continue to accompany all
the time
C2 “Going to school is impossible for him
now.”
C3 Not mentioned Not mentioned
C4 Not mentioned Not mentioned
C5 Not mentioned Not mentioned
C6 No No

Memo: Three out of 6 families mentioned that it is impossible for their children with
disabilities to go to normal school because the dependence caused by their disabilities
prevent them from doing so such as being unable to walk, use the bathroom. Besides, there
are too many children for teachers to handle in normal school. It is hard to take care of these
children. The last reason is the normal school focuses on cognitive learning and academic
achievements. But these children may slow down in studying.
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7. Public policy
Famil | Knowledg | Knowled | Informati | Evaluati | Problems | Attitude Suggestio
y e about ge of on on related to ns
Disabilitie | Public Resource policy
S Policy
about
Disabiliti
es
F1 Did not Not Tv; No
know knowing; . advocate;
before Friends;
diagnosis- Not been ] Applicati
_little told; IE);Z?J?I:’S on for N
support is
g_nderstan No Federatio anﬁgying
'ng informati | n; which
on . takes
resource | 1eachers; forever
Hospitals
F2 Neighbor | Policy is
S; good
now
Teachers;
Disabled
People’s
Federatio
n;
F3 A little Doctor; No Hopes are
knowled subsidize | killed by
ge maintenan | governme
ce fee nt;
F4 Limited Higher
interventio salary for
n teachers;
providing
centers; Better
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teachers

F5

Never
heard

No
guaranteed
employme
nt;

No policy
practically
effective;

Not
effective;

Do not
guarantee
the rights
of people
with
disabilities

Policy is
formalism;

People
with
disabilities
do not
really
have legal
rights;

Enable
people
with
disabilitie
s to make
a living

F6

No

No

No

No

No

No

No

Memo: From the families | know that families do not know much about disabilities and the
public of policies. They are not provided adequate information about the typical development
of children. They were not provided information about how they should handle disabilities
after diagnosis. However, the policy is better than before now. There is free and short
intervention for children with disabilities such as cerebral palsy. However, families expressed
their dissatisfaction of the public policy. This is because the law is not really effective and
the people with disabilities do not really enjoy the rights given by the law. Families call for
more support.




8. Present intervention or education
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Famil | When | Provide | Teach | Daily | Fee | EIForm | Main | Evaluati | Suggest
y to start r of er’s | Durat | for Conten | onof EI | ionsto
Interve | Early | Major | ionof | El ts El
ntion | Interven S El
tion
F1 | Aroun | Disable | Medic 2 Free | Parent- | Mainly No
d5 d ine; | hours Particip | Physic | mention
years | People’ ation al ed
old s Educa Therap
Federati | ton y;
on o
Trainin
g
Based
on
child’s
needs;
Physic
al
trainin
gis
primar
y, and
learnin
g
knowle
dge is
second
ary
F2 | Aroun The same as the above one No
d3 mention
years ed
old
F3 | Severa | Disable No 1 | Free | Parent- | Listeni Not Teach
I d informati | hou Particip | ng and very more
month | People’ on r ation speaki | good,; than
sold S ng listenin
Federati trainin The g and
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on

child
dislikes
it;

Evaluati
on of
perform
ance is
not
accurate

Teacher
s are not
passiona
te,
snobbis
h and do
not do
good
jobs, do
not treat
students
equally;

Parents
hopes
are
killed
by
teachers

Teacher
s teach
very

badly;

Look
down
upon ;

Teacher
S;

Have no
faith in

languag
e

Improv
e
teacher’
S
quality
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it
F4 | Aroun | Disable No 1 | Free | Parent- | Listeni Not Better
dl d informati | hou Particip | ngand | effectiv | teachers
year People’ on r ation speaki e; ;
old S ng )
Federati trainin | Mainly | Better
on g depends | salary
on for
parents; | teachers
Too
many
students
Teacher
s don’t
care the
child
learns
or not;
Teacher
s are not
good
F5 |2 Private No Ful | Char No Langu | Importa
years | Special | informati | | ged | parents age, nt and
old Educati on tim accomp | cogniti | effectiv
on e any in on e
Center school | based
on
IEP,
and
games
F6 | Aroun | Private No On | Char No Langu | Effectiv
d4 Special e ged | parents age e;
years | Educati hou accomp | trainin
old on ra any in g Teacher
Center day school S
responsi

ble




169

Memo: From the families, we can see that the PRC has made some great improvements in
early intervention. It has started to offer free early intervention for families. One child started
early intervention very early and now she is in normal kindergarten now. From this child, we
can see the efficiency of early intervention if it can be conducted. Early intervention is also
provided by some private agencies now. However, there are still many important issues in
early intervention. First, when compared to the families who send their children to private
center, free intervention is too brief, and most families think it is not effective. The teachers
there teach badly, and they are not passionate or responsible. There are too many children for
them to handle every day. Second, their intervention only focuses on physical therapy.
However, the private center runs more like a normal kindergarten and the teaching content is
more diverse. And it implemented IEP.

9. Financial issues related to disabilities

Family Where to spend Some issues related to The present financial
money related to disabilities situation
disabilities?

F1 Hospitals; The father accompanies Borrowed a lot of money

] the child at school, cannot
Higher fee for earn money outside to
entering normal support the whole family
kindergarten

F2 The mom accompanies the | No money

child at school, cannot earn
money outside to support
the whole family
F3 The mom quit her job and | Medium-level
accompany the child at
school
F4 Surgery The mom quit her job and | Given money by the
accompany the child at grandparents;
school
Not good

F5 Hospitals; Costly Use all the saved money Not good
Early intervention

F7 Costly Early Medium level

intervention




173

ACKNOWLEDGEMENTS

As a non-native English speaker, it was truly a demanding and long journey to finish
this dissertation and receive my Ph.D. in the United States. Without the strongest of
encouragement and the warmest support from so many great people, | would have never
succeeded in finishing this journey. | want to sincerely extend my deepest appreciation to all
of them in this acknowledgement.

First, I want to sincerely thank my major professor, Dr. Susan P. Maude. You are a
wonderful mentor. Thank you for your patient, persistent, strict, remarkable supervision and
guidance throughout my doctoral studies. You have provided me with strong support in my
professional development.

To Dr. Mary Jane Brotherson, thank you for your patient and incredible supervision
and guidance throughout the whole process. You are such a sweet person to me. Thank you
for giving me strong, endless support and love when | was far from my home country. You
have always been more than a mentor to me. My appreciation of you is beyond words.

| am grateful to Drs. Christine C. Cook, Gayle Luze, and Carla A. Peterson. Thank
you for being members of my Ph.D. Program of Study committee. All of you provided me
valuable guidance and support during my doctoral studies at lowa State University.

| would like to extend my appreciation to all the investigators on the Foundations for
Self-Determination (FSD) project including Drs. Jean Ann Summers, Susan Palmer, and
Elizabeth Erwin. Thank you for the great guidance and happy moments throughout the
research study. Gratitude is extended to all my fellow FSD study graduate student colleagues

for your cooperation.



