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Abstract

In celebration of the fifth World Autism Day on April 2, 2012, Beijing Normal
University China Philanthropy Research Institute (CPRI) issued this research report to
better inform the public about Autism, and call on the entire society to better support
children with autism and their families.

Autism is a special type of developmental disorder, which usually develops before age
three and is more likely to occur in boys than girls. Autism was first identified by an
American psychiatrist named Leo Kanner in 1943 during his clinical work. The main
symptoms include social deficiency, communication difficulty, and repetitive or
restricted behavior and interests. According to international statistics, one child in 166
has autism. Based on these calculations, there might be as many as 1,640,000 children
with autism in China. With autism receiving increasing attention globally, the UN has
designated April 2" as World Autism Day since 2008.

The medical research about autism in China started in the 1970°s and 1980’s.
Nongovernmental rehabilitation training institutes appeared even earlier. In 1993,
Tian Huiping, a mother of an autistic child, established the first rehabilitation training
institute focusing on autism----- Beijing Stars-Rain Education Institute for Autistic
Children. In the same year, the Beijing Rehabilitation Association of Autistic Children
(BRAAC) was founded. During the following 20 years, hundreds of
non-governmental rehabilitation training institutes for autistic children opened in
China. In Pei Zhi school, the percentage of autistic students is rising. As Chinese
professionals have increased their global communication and cooperation, they have
also played important roles in practical and theoretical research on autism.

In 2006, autism was first identified the China National Sample Survey on Disability
as a mental disorder. In 2009, the Committee on Autism under the China Association
of People with Mental Iliness and their Families and Relatives was founded. In 2010,
the Guide of Treatment and Rehabilitation for Autistic Children and the “Twelfth
Five- Year” Plan on Mental Disorder Prevention and Recovery were issued. This type
of action indicates that both the Chinese government and the society at large are
paying more attention to autistic children.

Recently, awareness on autism has grown through educational TV programs, movies,
newspapers, and internet articles. Websites dedicated to autism have been established.
Philanthropic and social organizations like the One Foundation are also stepping in to
providing additional psychosocial and financial support. However, children in China
with autism still face many developmental and social challenges, we believe five
major challenges remain:

® The demand for rehabilitation services far exceeds current supply. This problem
mainly reflects in the timely diagnosis, treatment and rehabilitation services
quality. This survey shows that 90% children were found to exhibit autism like
symptoms at 2 years old and nearly 30% had to wait for more than one year
before receiving an official diagnosis. 44.2% of children took over six months to
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diagnose after they were first suspected of being autistic. Half of diagnosed
autistic children were put on waiting lists for treatment from agencies providing
rehabilitation services. Nearly 1/5 had to wait more than three month before
receiving services. Less than 1/3 children with autism received rehabilitation
services before 3 years old and 1/5 of those surveyed did not receive any services
until around 6 years old. At the same time parents appealed for improving the
quality of rehabilitation services. Lack of Educational Options. At present,
educational services are offered to autistic children in primarily isolated
pre-school rehabilitation centers and special schools. This is in contrast to most
parents’ expectations and demands for a more integrated education environment.
The improvement of education and transition services such as integrated
pre-school opportunities, learning in regular classes and preparation for further
studies are required. Concern for the future, the survey revealed a deep concern
by parents about the care and employment opportunities for their children once
they reach adulthood. Almost all parents expressed their concern about the
children's employment in the future, placement, and pension issues.

Families raising an autistic child noted that constant financial pressure resulting
from high treatment costs, a deficiency of resources, emotional support, and low
social acceptance all negatively impact family life.83.3% of families surveyed
indicated that they received no outside support, and paid for all rehabilitation
costs. 46.5% of families use more than half of the total family income on
rehabilitation services for their children. Almost one third of families could not
afford the treatment fee for their autistic children. 87.2% of parents hoped to
receive information, parental counseling, and psychosocial support from
professional organizations. Many parents worried that schools and communities
won’t accept their children and hoped for additional community supporting
services.

The lack of government response is reflected in five main areas:

Lack of dedicated governmental oversight. No department is currently
responsible for solving issues relating to treatment, education, and career
guidance for autistic children. Under current circumstances, it is difficult to
receive information and gain effective support from the government.

Lack of a systematic policy. We don’t have a specific policy regarding autism,
so the on-going welfare is missing, and the service industry is not protected
under legislation.

Lack of national statistics on autistic people and related services.

Autism organization registration is chaotic. An examination of about 63
organizations in China showed that 54% of autism organizations are
managed by the Ministry of Civil Affairs. 19% of organizations are managed
by the Administration for Industry and Commerce. 3.2% of organizations are
managed by Department of Health, and 19% of organizations are managed
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by Department of Education. Furthermore, 4.8% of organizations were
unregistered because they could not find a managing department.

Lack of industry standards. There are no sector standards and development is
unequal. If there is no access standard for practitioners, it’s difficult to
supervise their services. There is also uneven development of services by
geographical region; the scale, funding, and levels are different; the service
objects and range are not comprehensive; and there are not enough services
for older autistic patients.

Large numbers of non-governmental organizations are lacking funding. In
southern China, 55.88% of organizations were funded by parents to start, and
then sustained on tuition fees. Based on a research with 26 organizations in
Beijing, Hebei, Anhui, Heilongjiang, Jilin, Liaoning, and Zhejiang, there are 8
organizations who run all operations on tuition, and only 8 organized receiving a
little bit official funding. More than 70% of organization directors stated that
there is more competition than collaboration between organizations. In-fighting
happens often with regards to funding, professional materials, students, and
teachers. Some organization hope to work with others, but there is no proper
opportunity. Most of current rehabilitation institutes merely offer simple rehab
treatment, and only a few organizations value research and training for parents.
Due to the limitations faced by organizations, a majority lack of good
administration procedures.

This study investigated 441 autism practitioners. From the perspective of gender,
females accounted for 95.2% of autism teachers. 56.4% of the autism
practitioners are under thirty and engage in the special education work for less
than 3 years. According to their education level, 83.4% of the autism teachers
received associate degrees and only 16.6% of them obtained bachelor degrees.
There are only few of teachers with higher education.31.8% of practitioners
majored in special education, 29.5% of them majored in early education, 4.6% of
them majored in psychology, but 34.1% of them has no professional background
related to special education.82.3% of practitioners had professional training, and
17.7% of them never received any training. Among all training courses, the most
popular courses from high to low are: Applied Behavior Analyses, Structured
Teaching Method, and Speech Therapy. In the northeast China, the salary of
82.3% of practitioners is lower than 2,000 RMB a month and can’t cover their
living expenses. However, in Beijing or coastal cities, 60.4% of practitioners is
able to earn 2,000-3,000 RMB each month. 81.4% of practitioners signed the
contract with their employer. 95.6% of interviewees stated that improving their
income is the biggest expectation. Special education practitioners were
misunderstood, prejudiced and even discriminated to some extent by the society.
Because of lack of the support from family and friends, over 10% of the autism
teachers believe that they have a low social status and are looked down on by
others due to their job.

-11-
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According to the result, we can see that: the society still don’t understand what autism
is and what cause and symptoms it has; autistic children’s parents are under high
financial and emotional pressure; rehabilitation institutes have to deal with lots of
problems if they want to survive; and tons of practitioner left because of the low
income. So, how could we solve all of these problems? This report suggests:

-12 -

We have some suggestions about the functions of the government. First of all, the
government needs to strengthen the administration and the construction of related
policy and law. The Ministry of Civil Affairs (MOCA) needs to become the lead
administrative department and make the relevant policies and regulations. MOCA
should clarify the duties of the government and society and issue specific social
welfare policies. Meanwhile, we need to make specific welfare policies to
oversee the healthy development of the autism service sector and to promote the
implementation of a lifelong service system for autistic people. Secondly, the
government should undertake the responsibility for autistic people’s welfare and
build a lifelong service system for them in order to satisfy their different needs at
different ages. The lifelong service system should contain early screening and
diagnosis, registration, timely rehabilitation training, appropriate education, older
caring and information support. Thirdly, the government should increase financial
investment. The government should unveil the welfare policy as soon as possible
to meet the basic needs of autistic children and their family, providing subsidy or
minimum living allowance for caregivers and building trust fund for persons with
disabilities. What’s more, the government needs to support the autism
rehabilitation agencies’ development to reduce the start-up costs and allow the
practitioners who work in non-governmental autism rehabilitation agencies to
enjoy the special education subsidy. Fourthly, the government should strengthen
the guidance and management of the autism service industry. This includes
building a standardized registration certification system to ensure the rights of the
autism institutions, and implementing the strict industry access standards and
practitioners’ qualification certification to improve the professional level. In all,
only depending on the government initiate leadership, can we make the industry
big upgrade.

About the autistic children’s family, these families should face the reality and
raise children rationally. First of all, parents need to be emotionally prepared that
autism is likely to be with their children for a lifetime. Therefore, they should
rationally set up a rehabilitation plan, an appropriate education arrangement and a
realistic career plan for their children. More importantly, parents should never
abandon nor spoil children and provide enough space for them to grow. Besides,
parents can use appropriate ways to release negative emotions and seek
psychological assistance to guarantee their own quality of life.

About organizations, first, we need to hold practitioners to higher professional
requirements. We must ensure their ability to recruit qualified talents. Meanwhile,
we should provide professional training for practitioners through lectures, short
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training, and sharing with others. Second, we need to expand our professional
vision and organizational function. Rehabilitation institutes for autistic children
could provide support and services for parents, communities, and even teachers in
schools with autistic students. Besides these services, they could do some
research. Additionally, organizations should increase collaboration with others to
improve their professionalization and specialization.

® In the end, about Social Support, first, make the best advantage of the social
resources, such as foundations. We encourage and support more social resources
to join this field. With limited money, we need to first support the families with
the worst conditions or living in more remote areas. Second, deepen the related
scientific research, so that accuracy in the diagnosis of autism and the
effectiveness of the educational training can be improved. Third, increase the
support of community for autistic children, including emotional support in the
form of parents associations and psychological therapy, spreading knowledge and
information on autism, and providing touring guidance services. Fourth, build a
social atmosphere that advocates respecting and accepting autistic people.

With the coming of the World Autism Day, people have made progress in the
recognition of autism and social responsibility. When will we be able to create a
healthy environment for autistic children? That cannot be reached until we all have
the right understanding of autism, including a good knowledge of causes and
symptoms, eliminating the prejudice and discrimination of autistic children,
practitioners and organizations which working and caring for them, understanding and
respecting for their family as well as people working for them.
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