FACULTEIT LETTEREN
TAAL- EN REGIOSTUDIES

KATHOLIEKE
UNIVERSITEIT
LEUVEN

LONELY CHILD OR TREASURE WANDERING AMONG THE STARS?

Autism in China Through a Case Study of the Xingxingyu Education Institute

Verhandeling aangeboden tot het verkrijgen van de graad
van licentiaat in de Sinologie door :

Cindy De Clerck

Promotor : Prof. Dr. N. Standaert

- 2005-2006 -



Acknowledgments

| would like to use this space to express my grdétto some people. First, | would
like to thank my promoter, prof. Standaert, for #@mswers on many questions, for the interest
he showed in my research, and for suggestionseoditferent chapters. Further, it has to be
made clear that a thesis like mine, without mucarddic literature to base myself on, cannot
be realised without the goodwill of some peoplethis regard, | would like to thank Stijn
Deklerck for his help with preparing my researettitdducing me to certain people, as well as
for the suggestions he made on my writings. Alseould like to thank Helen McCabe for
answering my questions, and sending me some helgfales. Although more recently, | also
have to mention Elaine Clark for the insights sheegme through our conversations by e-
mail.

Apart from that, | would like to thank everybodyXahgxingyu for their cooperation
and hospitality. | express my gratitude to Tianpitog who agreed on my coming, allowed
me to take a closer look at very interesting infation, and made some basic suggestions on
my research. Also, | am grateful to Wang Peipei &nd Zhongkai who clarified some
lessons and arranged meetings. | also thank Wigkleng, Deng Xiaoling, and Xie Yugin to
allow me to trouble them with interviews and quassi and Liu Wei, who allowed me to
participate in her class and to conduct an interwigth her. In addition, | thank all the other
personnel at Xingxingyu to help me when necessarghow interest in my research, and to
show up during my English classes. But my sinceaéitgde especially goes out to all the
parents at Xingxingyu, who were willing to partiatp in my research in one way or another.
| will certainly never forget anyone of you and istvyou all the best for the future!

To help me overcome the English language, | thagdriC Vyvey, Claudia Lubk,
Marnix Groot and Eamon Connell. To help me overcsome autism related problems, |
thank Dora Vargasabjan. For making this thesis mormsprehensible | have to mention
Yasmina Youjil and Frans Giele. To help me overcdingeobstacles that came my way

during my education, | thank my classmates anthalteachers of our department.



Table of Contents

1. Introduction

2. Method
2.1 Interviews
2.2 Observations
2.3 Other Kinds of Material
24 Limitations

PART |I: THEORETICAL FRAMEWORK
3. Autism
3.1 History
3.2 Current Situation
3.2.1 Some Statistics
3.2.2 Causes
3.2.3 Diagnosis
3.2.3.1 Features Necessary to Diagnose Autism
3.2.3.2 Secondary Symptoms
3.3 Growing Up
3.4 Intervention Programs
3.4.1 Applied Behavior Analysis (ABA)
3.4.1.1 Main Characteristics

3.5 Autistic Families

4, Autismin China
4.1 History
4.2 Current Situation
4.2.1 Some Statistics
4.2.2 Diagnosis
4.2.2.1 Diagnostic Manuals
4.2.2.2 Diagnostic Instruments
4.2.2.3 Problems
4.3 Intervention Programs
4.3.1 Traditional Chinese Medicine

p.5

p. 6
p. 6
p.7
p. 8
p.9

p. 10
p. 11
p. 12
p. 12
p. 12
p. 13
13 p.
p. 15
p. 15
p. 16
p. 16
p. 17
p. 18

p. 19

p. 20
p. 22
p. 22
p. 22
p. 23
p. 23
p. 23
p. 25
p. 25



4.3.2 Therapies p. 26

4.4  Growing Up p. 26
4.5  Autistic Families p. 27
4.6  Autism and Chinese Society p. 27
4.6.1 Intolerance p. 28
4.6.2 Tolerance p. 29
4.6.3 Conclusion p. 31
5. Providing Education for Autistic Chinese p.31
5.1 Special Schools p. 33
5.1.1 In Theory p. 33
5.1.2 In Practice p. 34
5.2 Normal Schools p. 35
5.2.1 In Theory p. 35
5.2.2 In Practice p. 37
5.3  Conclusion p. 39

PART Il: CASE STUDY

6. Early Intervention Plans p. 40
6.1 Non-Governmental Training Institutes p. 41
6.1.1 Major Tendencies p. 41
6.2 Case Study: Beijing Xingxingyu jiaoyu yanjiusuo p. 43
6.2.1 History and Current Situation p. 43
6.2.2 Classes p. 45
6.2.3 Teachers p. 48
6.2.4 Parents p. 48
6.2.5 Children p. 50

7. The Chinese Autistic Family: Focus on the Parent-Child Relation p. 50

7.1 Background p. 52
7.1.1 Society p. 52
7.1.2 Thoughts About Parenting p. 52
7.1.3 Xingxingyu p. 54

7.1.4 Family p. 55



7.2 Parent-Child Relation

7.2.1 Process
7.2.1.1 Step 1: Awaiting the Diagnosis
7.2.1.2 Step 2: Facing the Facts
7.2.1.3 Step 3: Accepting the Child

7.2.2 Two Examples
7.2.2.1 Pan Xiang
7.2.2.2 Li Jiaxun
7.2.2.3 The Parents In Between

8. Conclusion
8.1  Autism
8.2  Autism in China
8.2.1 Education
8.2.2 The Parent-Child Relation
8.3 A Personal Note

Appendices

1. Details of the Interviews

2. List of Hospitals Able to Provide a Formal Diagis
3. List of Institutes Connected to Xingxingyu

Bibliography

p. 56
p. 57
p. 57
p. 58
p. 59
p. 61
p. 61
p. 65
p. 68

p. 70
p. 70
p. 70
p. 71
p. 72
p. 72

p. 73
p. 73

p. 75

p. 81



1. I ntroduction

The topic autism has recently received an incnggamount of attention. Specialists
and outsiders learned more about this particukorder, and the number of publications on
the topic is rising. Still, this attention is alm@xclusively confined to the West. There is
remarkably less knowledge about autism cases intdes like China.

Given my long interest in autism and China, chogsi topic for this thesis seemed
obvious. That is why | wrote it with great enthussra Indeed, doing research on this topic,
observing and participating in a NGO in China, astahg interviews, and finally writing this
thesis, were all very interesting to me. | learaggteat deal about autism and China, and
probably had to change my views on both. | singenepe that the reader will find it as
interesting to read as | enjoyed writing it.

In this entire thesis there will be two basic cenms, which will both be addressed in a
specific way. The first concern is the reactiorsociety on autism. A first part of this thesis is
based on this concern, although it is not omittechfthe second part. To get an insight in
how autism is regarded in society, there are masgiple starting points. Here, it was chosen
to take a closer look at education, and how aatistlividuals and their families are treated in
this regard. The first part of this thesis thusmhaconcerns autism - both in China and the
West - and education for autistic Chinese. Sinagatbn will be dealt with in scrutiny,
special and normal forms will both be discussedyaltas early intervention plans.

The second concern is how autism is regarded miti@ family, especially by parents.
The second part will deal with this topic. To stullg parent-child relation, it was necessary
to have a certain setting in which these parenttddee interviewed and observed, for it is not
possible to choose parents at random. Therefa@sestudy was conducted at Xingxingyu
A AW, one of the first NGO'’s in China to help autistltildren and their parents. One
chapter is devoted to this NGO, describing itsdnisand organization. Another chapter
provides some concrete autism cases, preceded éxptamation on some basic elements
observed in these parents.

Although these two parts seem to be rather distiins important to notice the link
between them. Parents are imbedded in a socidthdisats specific thoughts on disability,
but they also act as advocates to improve theiasin, e.g. to make more autistic children
receive education. Therefore, there is an intevadietween society and autistic families that
is visible in both parts of this thesis. In a caustve chapter both parts will be discussed
together, in an attempt to signify this interaction



2. M ethod
Since there is hardly any scientific literatur@atautism in China, it was necessary to

collect information on the spot. During Septemb@0%, a research period of four weeks was
conducted at the youth department of the StardRamal Education Institute for Autism
(Xingxingyu). During these four weeks, the researchas a ‘participant observer’ at
Xingxingyu, fulfilling a determined task in the @gzation while observing what was
happening.

This institute was chosen because of its long histompared to other institutes, and
because it seemed to have a prominent position @tinenfamilies struck by autism in China.
The youth department was chosen because theseechdtl were six years or older, and
therefore it was estimated that the parents werne mxperienced.

At that moment, 32 families were attending thisaté&pent. After being introduced to
the researcher, they all received a letter withesbasic information about the research. They
were asked to fill in whether they were willingdooperate and to be interviewed. Also, they
were asked whether the proper name of their cloilddcbe used in this theSisThis letter
was written in Chinese.

To present a general view of the way in whichridsearch was conducted, below both
the interviews and the observations made will seuised. Because not all sources were used
in every chapter of this thesis, in every chapterdpecific material used will be pointed out.
It also has to be emphasised that this is a quigétatudy and thus this study does not
necessarily resemble the overall situation of autiases in China.

2.1 Interview$

16 out of the 32 parents addressed agreed on Ime@rgiewed. Among them there
were four parents who were accompanied by anothdt, deing their partner or a home tutor.
The interviews were always conducted one on ontatét, fourteen mothers and two fathers
were interviewed, one parent out of every partigigafamily. Their children were all
between six and twelve years old, and in totalghegre three girls and thirteen boys. All
children were attending three of the four classgamised by the youth department, being the
development class, the class for children withdredbilities, and the class for children with
mediate abilities. None of the parents of the classhildren with lesser abilities agreed on

being interviewed.

! For those who did not want their real name toderlyan alternative name was chosen.
2 For more details, see: Appendices, 1.



Except for four interviews that were conductedmyclasses, all the interviews were
conducted in the evening, beginning from the secoeek of the research period. All the
interviews were semi-structured in-depth intervieset on one hour. They were all taped
with a dictaphone, except for three parents, whondt agreed on being recorded.

During the interviews, parents were asked to dest¢he development of their child
as seen by themselves and their environment. Dtlmgonversation, the researcher was
particularly interested in the relation betweerepaiand child, and how people in their
environment (family, relatives, strangers,...) saevdhtistic family. Every interview had a
moment at the end where parents were encouragesktquestions to the interviewer. These
moments were off-tape.

After these sixteen interviews were conductedi¢laehers of the youth department
were interviewed. These four teachers were workingingxingyu for different periods of
time, differing from almost two to eight years. Agahese in-depth interviews were semi-
structured and set on one hour. All the intervievese taped, and during the interviews the
main topics were the way parents saw their chibay this changed while attending
Xingxingyu, and how society reacted on autism.

The last interview was with the principal of Xinggyu. Again, this interview was set
on one hour and taped, with only two main topiesndy society and parents.

Every interview was conducted in Chinese.

The order in which these interviews were conduetad chosen for a reason. Being
aware of the fact that parents have a more persbmgi to tell, it was chosen to first listen to
these stories and afterwards ask principal andhegador more general views.

2.2  Observations

Five of the parents interviewed were studied nadwsely. They all attended one class
and were observed for four weeks. This class washwsen for a particular reason, but the
researcher was assigned to this class by theoftXthgxingyu. During these four weeks the
researcher attended most of the classes, and alfgkrving, helped teacher and parents
conduct their particular tasks.

This observation period allowed the researchaetudy some families in more detalil,
to become closer to them, and to study the pataid-elation on a different level.

Interviews showed that it was not always easy #oepts to talk about their child’s disability
and about their own ways of conduct. While parttipg in class, the parent-child relation
became more apparent. Also, through observingr#éiging methods used in the institute



became clearer. When necessary, the help of thedeaas asked to clarify a parent’s
behavior or a specific technique used.

During breaks and after school, informal chatsenreade with teachers, staff, parents,
and volunteers. These chats were always writtemdafterwards and, since everyone was
informed about the researcher’s stay at Xingxinglgase reports are also used in this thesis.
A distinction between the interviews and the infatrwhats will be made by adding ‘personal

communication’ whenever the latter is used.

2.3 Other Kinds of Material
During the research period, the principal allowsl researcher to look through all the

newsletters published by the institute. Newslettdiesn contain letters from parents and
teachers, information about parental meetings cesp They also contain information about
therapies and training methods. Especially thergtby teachers and parents, and the
information about meetings and society intereshedésearcher. Those articles were copied.
Also, the researcher was allowed to read the paressays written by 22 parents
whom previously attended Xingxingyu. These bundlese chosen at random. All the essays
were read while staying at Xingxingyu and, on ew&syay, a report was written.
Those essays are weekly assignments wherein parenésked to elaborate on a
specific topic. The topics are as follows:
Development of the child.
Lovable qualities of the child.
Experiences of the parent’s mood in interactth the child.
Effective reinforcements used on the child.
Circumstances in which the parent reinforcescttilel.
Methods of prompting used.
The importance of prompting for children’s leam

The use of prompts in dalily life.

© © N o g s~ wDdhdPE

Task analysis of a task set by the teacher.
10. The parent’s impressions after attending Xingyu.
The information obtained from those essays is adsal, but the names of the parents are not

revealed, as asked by Xingxingyu.



2.4 Limitations

Conducting only one month of research has itgditiwns. Before the research started,
parents already attended four weeks of lessons.mbans that parents had already gone
through some changes that the researcher did set\ah Because of this, principal and
teachers were questioned on the behavior of pateegsnning with their arrival. Principal
and teachers were also questioned about the beled\parents after the eighth week of the
semester, since this was when the research ended.

Because of this limitation in time, interviews hadstart almost immediately upon the
beginning of the research, without giving the p&senproper chance to get to know the
researcher. This was not felt as a disadvantagegdimterviews, but it was observed that
parents were more willing to have informal chatsrathe second week of the research.

Also because this limitation, there was not so miroe between the first observation
and starting the interviews. This had the disach@gef the researcher still having to get used
to the basic structure of the institute, while aaetthg the first interviews. Since there had
already been a meeting with the staff of Xingxindpgiore the research started, and since the
researcher had already read through some matbaat Xingxingyu, this disadvantage was
minimal. Obscure elements were clarified by thé stXingxingyu.



PART I: THEORETICAL FRAMEWORK

3. Autism

In the West, there is recently given an increaaimgpunt of attention to the disorder
autism. Not only do researchers devote more timéhemopic, the public also became more
aware of this particular disability. Movies lilain Manhave drawn the public’s attention.
Unfortunately, they present a rather narrow pictfrehat autism is, and what it means to be
autistic. They do not necessarily give the publiong information, but not every autistic
person can count every match that fell out of awilk one glimpse of the eye (scene from
Rain Mar). Therefore, this chapter presents a generaldotiion on autism, based on
Western sources.

In contradiction to the other topics dealt withthis thesis, a lot has been written on
autism in the West. This information falls apatbithree categories. Firstly, there are the
publications by researchers, e.g. psychologistg,ahggists and others. Their writings give us
an understanding of what autism is. They deschbesymptoms, the possible causes, and the
methods of treatment.

Secondly, there has been an increasing amourareh{s who wrote books to give the
public an idea how it is to raise an autistic chiltiese people are often called the real
specialists on autism, dealing with their child yveéay. Their stories give us a first glimpse
of what autism actually contains.

Thirdly, individuals like Donna Williams, Gunill&erland, Dominique Dumortier and
others wrote down their personal stories. Theswithgals all have a disorder in the autism
spectrum, and their stories offer us a unique esgidvhat it means to be autistic. Because of
their personal stories, the reader not only hagetaid of some prejudices, he/she also gets a
more thorough understanding of autism. The empliasigese stories is put on how to
survive with this kind of disorder.

Together, this literature offers us a broad untdeing of what autism is. This
chapter will use all of the types of sources awdgaScientific literature will be used to
formulate some facts - like the history of autishg features that are used for diagnosis - or
assumptions, like the possible causes. Sometilmestories written by parents or autistic
individuals will be used to exemplify the matter.

This chapter is written to give the reader someegal information about topics that
will be discussed later in this thesis. This is veloyne topics like Applied Behavior Analysis
(ABA) and ‘autistic families’ are also addressed. &ttempt is made to write a complete
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guide about autism. The reader will be recommendedher writings for more information

about topics partially addressed.

3.1 History

The term autism originates from the Greek wautbs which means ‘self’. The term
was first introduced by the psychiatrist Eugen Bdein 1911, to describe a certain
disturbance in schizophrenia. Autism meant thaieptg narrowed their relationships to
people in such a way they excluded everybody extbeit personal selvesThe first reports
on children with the disorder autism were, howepehlished in 1943 and 1944.

In 1943, Leo Kanner - a child psychiatrist - répdrll cases of children he called
autistic. He indicated a variety of individual @ifences, but also two cardinal features he
thought were sufficient to diagnose a child as ¢paatistic. The first feature was called
‘autistic aloneness’, referring to a psychologtalte of being isolated. The second feature
was called ‘obsessive insistence on samenesstyirgfeéo repetitive behavior, routines and
other ways of conduct as seen in these children.

Kanner thought the cause of autism to be a secakonmental one. He explained
autism as a disorder caused by a lack of mateffmaitya Although an accepted theory at that
time, this theory is recently considered out-ofed@espite this theory, the reports by Kanner
are still frequently quoted, and the Kanner-syndravas soon called ‘infantile autism’ or
simply ‘autism’?

Independently of Kanner, Hans Asperger publish€gaman account of the same
disorder in 1944. Due to the fact that he descrdbdoader variety of children, including
children that could be considered almost normal disability he described has later been
called Asperger’s Syndrome. Nowadays, this syndraafess to a subcategory of autistic
children who have a normal or supernormal intefigee and do not show any language
impairments. Children who have Asperger do showesonpairment on the social level, and
show repetitive and routine behavioRiscussions about whether there is any difference
between this syndrome and high functioning autisenheld, but, following the examples of
Frith® and Whitman, the term autism will be used in this thesis teré any disorder in the

autism spectrum.

3 Frith (1989), p. 7.

* Vermeulen (2002), p. 9; Frith (1989), pp. 7-11.
® Frith (1989), pp. 7-8; Whitman (2004), p. 25.

® Frith (1989), p. 8.

" Whitman (2004), p. 25.
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3.2 Current Situation
3.2.1 Some Statisics

At present, autism is considered a pervasive dgweéntal disordérithat has its offset
during the first 36 months of a child’s life. Beiagoervasive developmental disorder, autism
does not stop the development but slows it downcandes life long damage. Also, since the
development of the child is not completely stopyibd,disorder can take on different forms
during a child’s life. Some behavior may disappe@drile other behavior may start to show.
This is one reason why defining autism is hardahg the term ‘disorder in the autism
spectrum’ is used.

The term spectrum also points to the fact thdtcdm with a lot of different abilities
can be autistic. Some 75% of all autistic childae® said to be mentally retarded in addition
to their autism, so the other group is said to have a normalgh Hp'°. Obviously, these
two groups show different abilities, but all of theshow some basic impairmettswhich
will be described when addressing the diagnosautagm.

In total, an average of 60/10 000 children hadésarder in the autism spectrdfn.
Boys are more likely to be autistic, as for evautistic girl there are 3-4 autistic boys.
Statistically, an autistic girl has a higher chaat&aving a more severe form of autistn.

3.2.2 Causes

Many theories have been proposed as to what cauism. These theories are either
social-environmental, psychological, or biologtéaRecently, there has been some agreement
on the fact that autism is caused by some malfonaii deficit in the braii. What causes
this malfunction or deficit is unknown at preseé®vme studies, however, indicate that autism
is highly heritable. Studies with identical twirigr instance, show that if one member has a
disorder in the autism spectrum, the other chiksl d&0% possibility to be autistic as well.

8 Other pervasive developmental disorders inclugt'RDisorder, Asperger’s Syndrome, and Pervasive
Developmental Disorder -Not Otherwise Specified [PROS). For an introduction on these disorders, see
Whitman (2004), pp. 23-26.

® Although other studies show remarkably differasstuits. A study in southeast England, for instascewed
this rate to only be 35%. Sitill, the 75% is widedported. Frith (2003), p. 174.

19 More on autism and IQ, see: Frith (2003), pp. 193-

1 Whitman (2004), p. 27.

12 Frith (2003), p. 85.

13 Whitman (2004), pp. 45-46.

4 For a review and recommendation of literature ossible theories, see: Whitman (2004), pp. 101-143.
15 More on autism and the working of the brain, $eih (2003), pp. 228-254.
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These studies, together with sibling and familydgs, point out that autism could have a
genetic origin. What kinds of genes cause autisumisiown at presenf.

Since there is no cause found yet, there is 8sipiity of finding a cure. What is
possible now is to diagnose the disorder. Wherliignosis is made, a whole range of
therapies can be considered. In the next partndstg features, as well as secondary
symptoms will be discussed. Next, some attentidhbeigiven to therapies, with a focus on
ABA.

3.2.3 Diagnosis

The two cardinal features presented by Kannenatrsolely used to diagnose autism
anymore. This does not mean that they are no locwesidered as symptoms of autism, but
recently the diagnosis of autism is broadened. & diagnosed autistic, a person must show
an impairment on the level of social interactiommenunication, and patterns of behavior, as
described in th®iagnostic and Statistical Manual of Mental DisorsieFourth Edition
(DSM-1V) published by the American Psychiatric Asition in 1994’. In order to be
diagnosed autistic, there has to be a deficit @rgeategory, from infancy ¢h Below, some
attention will be given to every category of impa@nt.

To diagnose a child with autism, two kinds of diagtic instruments are used. A
specialist, who is trained to observe the impainselefined to be present in the case of
autism, can observe the child. Also, parents cegigers who have thorough understanding
of the child could be questioned. At present, alemof checklists are available, but
interviews are also possible in this regétd.

3.2.3.1 Features Necessary To Diagnose Autism

Social Interaction®®: It is a misunderstanding that autistic people atewilling to
have any social relationships. On the contraryy e sometimes longing for social
relationships as much as other people do, as becewdent from stories like that of
Dominique Dumortier™. The problem is situated in the quality of socidtions. In small

16 Whitman (2004), pp. 119-120.

" Other definitions of autism than presented in@SM-IV might be used as well, but it is beyond svepe of
this thesis to discuss them all. Only the DSM-INfiportant to mention here. Furthermore, the basic
impairments as explained in other definitions amelar to that in the DSM-1V. Whitman (2004), ppi2-23.

18 Frith (1989), pp. 61-62.

19 Whitman (2004), pp. 35-38.

20 More on social interaction, see: Frith (1989), pp6-155; Whitman (2004), pp. 75-83; Vermeulen @00p.
18-20.

2 Dumortier (2002), pp. 97-99.
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children it might be observed that they do not makg eye contact or do not share
experiences. When growing up, those problems diagreable.

Also, it appears very hard for an autistic perspbanderstand social codes. They
cannot understand why some ways of conduct areatel in one situation, but not in
another, and it is hard for them to know how thegdto behave. Tim describes his problems
with the concept of shaking hands. He does not $edmow when to shake hands, how long

it has to last, and how powerful the handshakeihbg?

Communication®: Typical for autism is that the development of laage is delayed,
referring to either verbal or non-verbal langudg&his means younger children do not talk
nor make any gestures to make their needs cleaenWamguage finally sets in,
communicating appears difficult. ‘Autistic languagetypified by, for instance, repetitive use
of words or echolalia. Another characteristic im&yncratic remarks. This refers to
associations made between a word and an objetrthdardly understandable for other
people. For instance, Uta Frith describes Paul whold refer to a saucepan as ‘Peter, Peter,
pumpkin eater’. His mother had sung this nurseyyrm one day while holding a saucepan, so
Paul had associated this particular rhyme withueeparf>

Problems in language are very often on the leveramatics, and even when a
person can develop a rather normal way of talkgmggmatics often stays problematic. When
the teacher said to Ben: “l am Elke, and you?” Bspilied: “| am not!*® Ben had not

understood that this question actually meant: “W&gbur name?”

Repetitive Behavior?”: Parents often report that their child is not ablplay and that
it is fixated on certain features of a particulay,tfor instance the wheels of a car. This
fixation on one part of a toy is included in theNd$®V as one of the characteristics of
repetitive behavior. Others are repetitive andestgmped motor movements like hand
flapping. Also included are fixations that are atmal in focus or intensity. Thomas, for
instance, is very interested in public transpastand will probably know all the lines and

22| andschip & Modderman (2004), p. 163.

%3 More on communication, see: Frith (1989), pp. 188: Whitman (2004), pp. 83-86; Vermeulen (2009), p
21-23; De Clercq (2005), pp. 67-145.

2 Whitman (2004), p. 23.

% Frith (1989), p. 125.

%6 \ermeulen (2002), p. 22.

2" More on repetitive behavior, see: Whitman (20@4),87-90; Vermeulen (2002), pp. 24-27; De Clepp),
pp. 13-64.
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their stops by heart. In addition, he cannot satiirig about ther?® Gunilla Gerland was
fixed on curved objects, and had to touch everyemliobject she s&\ Repetitive behavior
can lead to routines that have no meaning for titside world, but have to be executed by
the autistic individual, as can also be read inail®biography of Gunilla Gerland.

3.2.3.2 Secondary Symptoms

Besides three basic impairments, there are otmept®yms that also seem to be
present in some autistic individuals. Such symptaras for instance, sensory processing
problems, motor dysfunctions, attention difficudtielisplaying a concrete way of thinking,
savant characteristics, non-compliance, aggresstavior, sleep disorders, and eating or
feeding problent®. Unfortunately, there is no space here to explase symptoms in more
detail. Important at this point is to keep in mimolv far-reaching autism is.

3.3 Growing Up

Since autism is a pervasive developmental disaaddrthere is no cure, the disorder
will accompany the individual for a lifetime. As antistic individual grows older, though,
some characteristics will decline, while otherd shlow. In general, the individual learns to
compensate certain deficitsin every autobiography written by an autistic ladhe reader
can find examples of compensation. Dominique Duiolearned to understand social codes,
although she still has to analyse every way of aechdShe emphasises that it has not become
an automatic process, and still requires her ftdirtion>? Temple Grandin had to learn to
distrust peopl&.

From personal stories it becomes clear that itdalpea lot of energy to lead a
normal life when autistic. Temple Grandin sayseel fike “an anthropologist on Mar§”
Gunilla Gerland became depressed, and a drug abteitause of her being differéhtStill, it
does not have to mean that an autistic individaahot lead a successful life. Temple

Grandin holds a doctorate in animal studies anctsaaround the world to give lectures on

% De Clercq (2005), p. 35.

29 Gerland (2005), pp. 13-14.

30 For more information and a more complete overvige: Whitman (2004), pp. 50-92; De Clercq (2005);
Frith (1989), pp. 51-174. More information abowasat characteristics and the savant syndrome Hexenelin
(2001); Sacks (1999b).

31 Frith (1989), pp. 14-15.

32 Dumortier (2002), p. 95.

3 Sacks (1999a), p. 401.

34 Sacks (1999a), p. 408.

% Gerland (2005), pp. 165-172.
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both animal science and autf€mObviously, the severity of the disorder deterrasitesome
extent the life quality of a certain individualilGtusing some sort of therapy can modulate

life quality and abilities of autistic people.

3.4 Intervention Programs

At present, a number of intervention programsaaaglable to help children with
autism. Some of those therapies are very contr@lelige holding therapy where a child is
held until it does not resist to a human’s toucynaore. Others are more widespread, like the
TEACCH approach where teaching methods are adjustedery particular child’ Again,
there is no space here to explain all of theseviatgion plans, so there will be a focus on

only one type of therapy: ABA.

3.4.1 Applied Behavior Analysis (ABA)

ABA techniques are derived from classical condingmprinciples, operant
conditioning principles and cognitive-behavioraldies of learning. In the beginning, one of
the major target groups of this intervention prograas severely mentally retarded children.
Afterwards, it was believed that a more broad typehildren could benefit from this kind of
therapy?® Over time, numerous programs started using ABAriies, but the most well
known program must be the “Lovaas-methSdalso called Discrete Trial Training (DTT) or
simply ABA. Although there are distinctions between theseetmethods it would lead us
too far to explain those here.

As early as 1962, Dr. O. Ivar Lovaas started tibatte ABA™. In 1987 Lovad®€
published an article that “was able to conclusiyaiyve the effectiveness of receiving highly
refined and intensive methods of behavior therdbyrom then on his therapy has been used
for children with all kinds of special needs, amsinipem autistic children. It is assumed that
every type of behavior can be learned, and thexastly what the purpose of an ABA
program is. Children are learned to show certaipsnd conduct. They are also cured of
certain (bad) habits, by neglecting them. The naalivantage of this program is probably that
it can easily be transferred to parents, and thigsterapy does not involve professionals or a

3 Sacks (1999a), p. 401.

37 Information on some intervention plans, see: Whitr(2004), pp. 176-210.
38 Whitman (2004), p. 178.

39 More information on the Lovaas-method, see: “Thedas Model”.

0 Saffran.

1 Tian (2001), p. 1.

2 See Lovaas (1987).

“3 “Pioneers and Practitioners”.
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professional setting all the time. However, thegpam has to be applied on a one-to-one
basis for 20-40 hours per week in order to be &ffed* Also, it is assumed that the earlier

this kind of intervention program is started, thereneffect it ha¥.

3.4.1.1 Main Characteristics
The main characteristics of the DTT teaching stnatee:
1. Skills learned in small steps (very small amaafribformation at one
time).
Each step is trained on extensively until master
Repetition.

Prompting.

a k> 0N

Positive reinforcement.

Every session consists of an amount of trials dhatdiscrete because they all have a clear
beginning, middle and end, all with their own cluaesistics*® Every part will be touched on
briefly.

Beginning: The beginning, or antecedent, is the instructiwemto the student and
what has to be done to make the student respomndndgtance, a student could be asked to
touch a pen and, when he/she does not responttather could prompt the child. Prompting
is helping the child achieving the right way of daut, in this case, touching the pen.

Middle: The middle, or behavior, is how the student redgofhere are three
possible ways of responding: right, wrong or nat.if®ur student was asked to touch a pen,
the child could touch the pen, touch another opchot touch anything at all.

End: The end, or consequence, is the response of tihertian the behavior of the
student. When the child displayed the right respotige child has to be positively reinforced.
Reinforcement can be either telling the child @ digood job, or giving it food or a toy it

likes. When the response was false, or when thasene response at all, the trainer should

*4 Whitman (2004), p. 180.
“5 Whitman (2004), pp. 282-284.
6 “what Is a Discrete Trial?”.
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neglect the child’s behavior and start a new tNagative reinforcement (punishments) could
also be used, but this is usually not encourdged.

An Exampleof aTrial: The trainer and student are sitting in front ofreather. On
the table between them there are two objects, apeéra cup. The two objects are on a
horizontal line, the pen on the right, and the caghe left, both at an equal distance of the
student. The trainer has done this on purposeubedais is how the first trial was started,
and the student has not been observed to trulyeméss skill (touching the pen) yet. The
placement of the pen on the right side is a soprompt.

When the trainer caught the attention of the stuberbegins the trial by saying in a
clear voice: “Touch the pen.” The student doesregpond, so the trainer neglects his
behavior and starts another trial. To prompt thieldome more, the pen is moved towards
the child. The pen is now closer to the child tti@ncup is.

Again, the trainer orders, in a clear voice: “Ttice pen.” This time the student
actually touches the pen, so the trainer reinfotiteshild. In a clear voice he says:
“Terrific”, and gives the student some time to playh a car. After this, the exercise will be
repeated, until the student has fully masteredstkilsand does not need to be prompted

anymore.

3.5 Autistic Families

Autism is a severe disorder that affects the etifie of the individual. This is difficult
for the autistic person, but also for the parentsthe family. Especially when it was still
assumed that autism was caused by a lack of matevea the parents were inflicted with a
deep feeling of guilt. Even though this thought tlaanged over the years, parents still feel
guilty when they find their infant diagnosed witlitiam. Questions rise, like whether they
should have done more in order to ‘rescue’ thelaybar whether they are bad parents.

This feeling of guilt is more present during thexipd when parents are just confronted
with the diagnosis. In that period, other feelilige anger, denial and grief also exist. After
some time, parents start accepting the diagnosistant to learn more about autism.
Depending on what the possibilities are, they might to special services or put their child
in an intervention program. At this time, the faymhight have to cope with a financial

burden.

47 «“What Is a Discrete Trial?".

18



In general, raising an autistic child is hard, aad an impact on the whole family.
Studies show that parents with an autistic chiklargreater risk for a variety of problems,
like depression or anxiety. They are also saidaayvmore about the future of their child
than parents of normal developing peers do. Als® r¢lations between the different members
of a family are tested, and parents of autistitdcén sometimes encounter marital

problems?®

4, Autism in China

In Chinese, a disabled person is referred torathplete” and “sick” ¢anji 4% %) or
as “incomplete” and “uselesstdnfei’% %), indicating in some way how disability is or can
be viewed in sociefy. Some derivations can also be made when examihenterms used for
autism. Autism is either referred to as the “lonetis diseaseg(duzhend i 4iE) or the
“close-oneself diseaseZipizhengH [714E). To conceal the deficit more literary terms are
used as “children of the starstifgxing de haizi £ 1#1#% 1-)°° and “rain man” yu renfij
\)®. To one extent, this illustrates how autism isméd in society. To another extent, terms
like guduzhengndzibizhengpoint out that the knowledge on autism in preseyt@hina
might be rather superficial.

Indeed, in comparison to information on autismameyal, less is written about autism
in China, although interest and writings on thisi¢care also increasing. To the author’s
disposal were some works of researchers, eithareGhior foreign, some articles from and
about autistic families, and interviews with paseahd professionals at Xingxingyu. Thus
two out of three types of sources that were useddrprevious chapter are also used in this
chapter. Still, there is a much smaller amountédrimation available compared to the West
and deduce an overall story is difficult.

However, this chapter attempts to create an inggthe autism situation in China. It
should be made clear though, that one of the nmairces (interviews) were part of a
gualitative study. Therefore, the situation desaulildoes not necessarily resemble the overall
situation. Rather, this chapter can point out standencies that could be found in the whole
of China.

8 Whitman (2004), pp. 233-275. Stories from parenés for instance, Daens (1997); Lauwers (2004% Pa
(2001).

“9 For information on disability in Chinese sociesge: Kohrman (2005); Stratford (2000). On spegfaups,
see: Kleinman (1995) for epileptics; Kohrman (19%8@)cripples.

0 Which is a Taiwanese term.

*1 Based on the movie with the same name.
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In this chapter the order of the previous chapi#e duplicated, with some
exceptions. First, the history of autism in Chindl lae addressed, and afterwards a closer
look will be taken at the present day situationthiis regard, topics like diagnosis and
intervention programs will be discussed. Differemthe previous chapter is the presence of
the topic ‘society’. In this part, it will be exangd how autism functions within society. It
will be discussed that there are two different texades, which co-exist and influence the
existence of an autism culture in China.

Unfortunately, there were no sources of Chinesstauindividuals to the disposal of
the author. In the West, the fortunate and unfateimspects of being autistic can be studied
through autobiographies. At present this is nosjes regarding China. Only articles and
interviews concerning parents or professionalfiénfield could be used. An interesting
source is excluded in this way, which is a pity andhething that has to be kept in mind
while reading this chapter.

However, the main purpose of this chapter is oajite a total overview of autism in
China, as was stated above. Rather, this chapteraway offers the reader an insight in how
different the autism situation in China is, compit® the West. In another way, this chapter
also presents an introduction to up-coming chapterthis regard, it attempts to offer the
reader some basic knowledge to understand theisiiuaoncerning education or parent-child
relations. The part on society, presented in th@gter, is particularly important since it will
be discussed that those different tendencies iexetery layer of society. To understand this
phenomenon, however, the history and current soiaif autism in China need to be

addressed first.

4.1 History

The first report on autism in China was publisired987, when doctor Tao Guotél
[¥Z reported on a case discovered in 1982 in the Ngu@hild Mental Health Centre
(Nanjing jingshen weisheng yanjiu zhongsift s #i 1L ZERFST H ) %2 At that moment,
Tao was one of the few doctors able to diagnoserauAnother doctor, Yang Xiaolings 1%
¥4°3 was working at the Beijing Number Six Child Hasp{Beijing daxue fushu di liu
yiyuan b5t K22 & 58 7S B BE). According to Tian Huipingt #°F-, mother of an autistic

2 Tao (1987); McCabe (2005), par. 8.
>3 yang (1996), p. 18.
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son and principal of Xingxingyu, at that time: “Teevere only three doctors able to make the
diagnosis. They [those three doctors] all studiechad”.

This indicates a number of problems present attitna. Firstly, there was hardly any
knowledge on autism. Since there was such a smalber of doctors who had some
knowledge on autism, the common people were notaméd about this particular disorder. It
is conceivable that some children were never geatdoctor at that time. Also, if parents
actually took their child to see a doctor, theraldde a rather long time between seeing the
first doctor and obtaining a proper diagnosis. Doeivho had some knowledge about autism
were situated in big cities like Nanjing and Begjirso parents often had to travel a great
distance in order to get their child diagnoseds™dain also be observed through the story of
Tian Huiping and her son. Tian Huiping came frono@dging and went from hospital to
hospital before her son was diagnosed at the Beijospital. Of course, there are also other
stories. McCabe describes Little Zhang, who livedlanjing and was diagnosed in the
Nanjing Child Mental Health Centre by doctor Tadn addition, because of the lack of
knowledge and the almost non-existence of intefeamgrograms, parents did not receive
much help in training their child. The parents d@fle Zhang received a booklet about autism
- translated by doctor Tao - which was the onlydkiri assistance available to them at that
time®>. Tian Huiping had a doctor telling her there wasaay to help the many autistic
children in Chin&’.

As years passed by, the number of autism casesgegpncreased. Tao indicates that
in 1984 some eight children were diagnosed autiBti€ 996, some 100 cases were reported.
This positive evolution does not have to mean nebilelren are actually suffering from
autism, but rather that there is more knowledgauwtism, increase of economic wealth, less
cases of misdiagnosis and better medical interorsti

Together with the increasing amount of reportsutise, there was also an increasing
amount of institutions established, offering helpne way or another. Those include the
Autism Committee set up by the Nanjing Health Cemrl1988, and the Beijing Union for
Parents of Autistic Children, established in 1§91

** McCabe (2005), par. 8.

5 McCabe (2005), par. 8.

% yan (1999), p. 29.

" Tao (2005), p. 5.

8 McCabe (2005), par. 8; Yang (1996), p. 18.
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4.2 Current Situation

The present day situation is better, as more @nldet diagnosed at an earlier age,
more intervention plans are available, and knowdealg autism - both of specialists and
outsiders - is increasing. Still, the problems pednout above are not totally extinct. Below,
the current situation will be discussed, examirboth positive and negative elements.

4.2.1 Some Statistics

Up until now, there has never been a national stoaylucted on the prevalence of
autism in China. Therefore, there are no officiatistics available on the number of autistic
children. Every report seems to make up its ownbers) deferring from some 400 000 to 1,8
million sufferers®. Clark et al. argue that if it is assumed thatl6@00 children are autistic,
there have to be an estimated 1,2 million autihitdren in Chin&’. However, there have
been some regional studies on the prevalence ishauwhich show very different results,
noted down by Clark et al. In Changzhgitl (Jiangsu) there were 7 children diagnosed
autistic in a tested group of 3 978 children. IrhAn a study showed that 420 out of 3 559
children were autistié€' Obviously, additional research is necessary talgonreliable
prevalence data.

The same problem exists regarding gender. Accgridirt ao, it is said that there are
6,5 autistic boys to one autistic girl, and repémsn Beijing even show this rate to be %:1
Tao explains the difference between the data im&knd between China and the West, in
the following way. Firstly, surveys are only contkatin cities and rural areas are not taken
into account, which could maybe deform the outcoifritne research. Secondly, there could
be an emphasis on boys in the studies, maybe etaesare regarded superidiVhatever
the case, again it is obvious that additional nedees necessary.

4.2.2 Diagnosis

Differences in data should not have to do withetéhces in diagnostic features, since
there is a national manual with diagnostic featacspted from international manuals. Also,
diagnostic instruments are adopted from the WeslouB both manuals and instruments will

be discussed. Problems with diagnoses will be tedicmn.

% For instance see: Tao (2005), p. 5; Yang (1996)8pMa (2003), p. 54. It has to be noted tholgth some of
these articles are not based on specific rese@hahefore the presented data cannot be taken doteyt.

€0 Clark (2005), pp. 286-287.

®1 Clark (2005), p. 287.

2 Tao (2005), p. 11.

% Tao (2005), p. 11.

22



4.2.2.1 Diagnostic Manuals

From 1995 on, autism is considered a mental diseaigds from then on mentioned
in theChinese Category of Mental Disease, Second Edi@@MD-2). The diagnostic
features necessary to diagnose autism are adaptredtie DSM-1V, and are thus the same as
in some Western countrié$.

At present, the third edition of the manual memtid above - the CCMD-3 - published
in 2001, is used. Its features to diagnose autienstdl adopted from the DSM-IV. As such,
autism is considered a pervasive developmentatdis@nd a spectrum disoréfefThe
features necessary to diagnose infantile autisnalagesimilar (impairment in communication,
socialization and behavit§j, and the offset of the disorder has to appedrimvthe first 36

months of a child’s life.

4.2.2.2 Diagnostic Instruments

The instruments used to diagnose autism are atsuted from the West. Diagnostic
instruments are translated and adapted to Chindsee Still, there is not much research
conducted as to how reliable these Chinese versictoglly are. Instruments used include a
Chinese version of thesycho-Educational ProfiléC-PEP) Kinli jiaoyu pinggu liangbiaal»
FEZH VAL ), theChild Autism Rating Scal€ARS) Ertonggi guduzheng pingding
liangbiao JL & P IUE VY € 72 %) and theAutism Behavior Checkli$ABC) (Guduzheng
xingwei pingding liangbiadJtiE4T 4 17 7€ f5). According to Clark et al. one of the
instruments used most in China is fhatism Diagnostic Interview-Revis@dDI-R)
(Guduzheng zhenduan fangtan liangbjigi it i2 Wi/ 14 f2:4), although this instrument
does not seem to occur in research literaturetas af the aforementioned instrument§’do.
In this thesis it is not necessary to take a cltmsa at these instruments, but it is important to
note the similarities with the West.

4.2.2.3 Problems
Both a manual and diagnostic instruments seemeadlail Still, diagnosing Chinese

% Clark (2005), p. 285.

% There are six categories listed under Autism $pecDisorders in the CCMD-3: Infantile Autism, Asger’s
Syndrome, PDD-NOS, Other or yet to be Specified/d&sve Developmental Disorders, Heller Syndromeand
Rett. More information, see: Clark (2005), pp. Z88.

% See 3.2.3.1 for more information.

87 Clark (2005), p. 290. For more information on Gisie diagnostic instruments, see: Tao (2005), pp274
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autistic children is not without its problems. QGoféhose problems is the number of doctors
currently licensed to formally diagnose autismCimna, diagnosing autism according to the
CCMD-3 standards can only be done by psychiatr@&stently, China is short of
psychiatrists, since mental health issues becafmeus of attention only during the 19878,

In an interview, Tian Huiping also addressed thartsage of doctors allowed to
formally diagnose autism. She estimated that tivere currently 30 doctors in China who
could provide the aforementioned servféem addition, it is conceivable that those doctors
are operating in larger cities. This means thailfasin more rural areas not only need the
money to go to a hospital, but also to travel tgda cities. The shortage of doctors also
explains to one extent why parents still have tdrgm hospital to hospital before getting a
proper diagnosis. This was reported by most paistéssziewed and was a topic present in
most of the parental essays.

The shortage of doctors can also be pointed oog tilve reason of some other current
problems. Firstly, a 1999 report of Tian points that 98% of Chinese autistic children are
not diagnosed before the age of three, but ratbevden 3-10 years dfil This has to do with
the fact that only 5% of the children instantly get right diagnosis. 95% of the families are
travelling from hospital to hospital to get thefiild diagnosed! A story presented in the
Xingxingyu Newsletter can illustrate this. One nethecalls the following:

“When my child was three, | already noticed somgthias wrong and so |
took him to a lot of different hospitals in GuangzhWhen he was eight years
old there was finally a doctor who diagnosed hirtisdic. After that hdthe
doctor]said: “You came too late”.?

During interviews, other problems with doctors amgnoses were also reported. The
mother of Zhang Dingqik ] 3, for instance, recalled her child never beingyfdiagnosed.

At the time of the interview the child was six ygatd. The mother described going from
hospital to hospital until:
“When we went to the hospital in Zhengzhou, theoddcew a question mark
next to the word autisi.
She said they stopped chasing a right diagnossvedtds. Still, she was attending lessons to
help parents with an autistic child, since shedlésdill believed her child was autistic.

% Clark (2005), p. 287. For more general informationChina and mental health, see: Lin (1995).

% For more information, see: Appendices, 2.

" This is a problem because it is currently assuthatthe earlier autism is diagnosed the more ahtrare is
of helpful intervention, see: Whitman (2004), pp-31.

" Tian (1999), p. 4.

2 Tian (1999), p. 4.
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Remarkably, she did not learn about autism thraugpecialist, but rather because of media
reports. In her case, she read an article in d te@spaper about autism and how this
disorder is caused by a lack of maternal lovehis tegard there are two aspects that have to
be considered.

Firstly, specialists seem to play a secondaryirolaforming the parents about autism.
According to Tian, 70% of the families learn abautism through the media This stresses
the lack of professional help. Secondly, 15 out®parents interviewed had never heard
about the disorder before their child was assumdxbtautistic. Therefore, the chance that
their first acquaintance with autism was through itiredia is rather high. If the reports they
received were as wrong as that of the mother ohg@H2ingqi, this could have consequences
for both the child and its parents. Parents coalthBicted with a deep feeling of guilt, and
could think that there is no way in helping théirld. As such, the child would not receive

necessary training.

4.3 Intervention Programs

In a later chapter, some Non-Governmental Orgéiniza (NGO’s) that offer early
intervention plans will be discussed in greateatidbut for now only different methods of
treatment will be addressed. In this regard, tvifedint tendencies have to be noted. On the
one hand, traditional Chinese medicine is saidfer gome way of treatment, and even cures.
On the other hand, therapies used in the West eafb$erved throughout China. Both

tendencies will be addressed separately.

4.3.1 Traditional Chinese Medicine

In Chinese medicine, every disease is said to bmlalance of energy. Autism is
seen as a yin-disorder, characterised by socittien, lack of communication, and apatf.
To reconnect neural circuits that have been disdiphd disconnect vital areas of the brain,
acupuncture is uséd

Some interviewed parents had sent their childhospital to receive acupuncture

treatment in order to cure their autism. One oféhparents was the mother of Pan Xighg

#, who retreated her child before the end of thgrm because it seemed to be of no use.

Indeed, there does not seem to be any scientpirte available to show the effectiveness of

3 Tian (1999), p. 4.
" Clark (2005), p. 291.
5 Clark (2005), p. 291.
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acupuncture treatment on autism. Still, acupundtusaid to gain popularity among parents
of autistic childrerf®

4.3.2 Therapies

The intervention plans discussed in this thesig@smme extent all based on ABA
techniques. Therefore, the reader could get theasgon that the most used therapy in China
is ABA. Clark et al. made a review of treatmergrgture and treatment protocols of
psychiatric centres in Beijing and Shanghai anahdbthat ABA is only provided in “rare
instances™. They found that therapies mostly seem to consisensory integration therapies,
or music therapies, play therapies and other tgpeslaxation therapie$.

4.4 Growing Up

As explained at the beginning of this chaptenelveere no sources of Chinese autistic
individuals to the disposal of the author. It isréfore not possible to outline how their life
could look like. Also, no data is available on hmany autistic Chinese find a job and how
many reside at home or get married and have a lodtheir own. The latter is occurring
though, as Wu Liangsheng K 7, the head teacher at the youth department of Xigyx,
estimated that China has the highest percentagewofed autistic adults in the woffd A
study of Kleinman et al. on epileptics in China Idooffer a broader perspective in this regard.
They suggest that it was very important to a famflan epileptic to find a spouse. In this
way the burden of taking care of an epileptic waddransferred to the family-in-1af®.
However, Kohrman points out that finding a spowsseifficult for a disabled Chinese and that
most individuals try to keep their disability seci@r as long as possibife It is conceivable
that the same is true regarding autism.

Although there is not much data available, it barestimated that few organizations
offer solutions. In Beijing there is a branch of tiGO HuilingZ: X that offers a kind of
boarding service to mentally disabled adults. Mdgheir trainees are mentally retarded but
some autistic adults are also involved in the progrHuiling owns a sheltered workshop and

78 Clark (2005), p. 291.

" Clark (2005), p. 291.

"8 Clark (2005), p. 291. For an explanation on sensuegration therapies, see: Whitman (2004), 18&-190.
On music therapies, see: Whitman (2004), p. 19%léntherapies, see: Whitman (2004), pp. 195-197.
¥ He made this remark after a meeting parents htidanpsychologist during my research period. Dutinig
meeting, parents repeatedly asked questions liketheh their child would be able to find a partred get
married.

8 Kleinman (1995), p. 1326.

81 Kohrman (1999).
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three small living groups in Beijing, where adwdtay with a family during the week. The
trainees learn to adapt a certain level of indepaag. Unfortunately, due to a lack of

knowledge, the autistic people enrolled are kept moinimum®?

4.5 Autistic Families

This topic will be addressed in more detail whiiscussing the parent-child relation in
chapter 7. For now, it is sufficient to make sorasib remarks on families with an autistic
child and what their possibilities are within sdgie

From the above elaboration it can be assumed #rahfs are left with the greatest
burden in raising their autistic child. In additjdhe lack of medical help is not making it any
easier. Doctors apparently do not provide much beterning the training of autistic
children. In a survey conducted by LU and Gao, mstlof autistic children were asked about
their needs and problems. They found that motherstlynwanted lower hospital fees and
more medical assistang®.

Also, parents seem to have no chance seeing aqdegdst to relieve their
psychological burden. Both Tian Huiping and Wu Igaheng emphasised that doctors
currently do not advise parents to send their oliiido intervention plans like Xingxingyu'’s.
In addition, parents recalled doctors telling théere was no solution for this kind of
children, since there is no cure. This leaves fareeling depressed and al&havu
Liangsheng explained that there is no chance fienpsito get any psychological help. He
said they could talk to friends or the teachergiagxingyu, but “going to a psychologist is of

no use”.

4.6 Autism and Chinese Society

Obviously, there are still a lot of problems ambrtcomings when it comes to fitting
autistic individuals into Chinese society. From éxplanation above, it could be concluded
that there is still an ignorance or intolerancesemg towards autism in China. However, this
would be a one-sided view. Therefore, it will beatissed that there are two tendencies
existing in Chinese society today.

82 personal communication with Rong Qiafgh, working at the service department of the Beijimanch of
Huiling, on 27-09-2005. More on Huiling, seeww.huiling.org.cn “Family Care Helps Mentally Il
Youngsters” (2002).

8 i1 (2005), pp. 51-52.

8 More on the phases parents go through after findirt their child is autistic, see: 7.2.1.
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On the one side, there is indeed an ignoranceraoldrance, especially on the level
of social intervention. On the other side, howetterill be discussed that there is also a
sense of tolerance, mostly on a personal levehodlgh these two tendencies will be
discussed as two rather distinct tendencies, tt@uigthis thesis it will become obvious that

these two tendencies co-exist in every layer ofetp@nd in individuals.

4.6.1 Intolerance
In an interview, Tian Huiping expressed her feediappout society in the following
way:
“You do not have to talk about autism and howrnégarded in society. Ask
how disabled people are treated in society. Ourefg@s a whole rejects
(jujue #fi4%) disabled people. We do not talk about the indizisiusociety as a
whole rejects disabled people. This attitude ex@ts long time already. It is
something | do not approve of.
Managing a NGO that advocates for autism in Chivdhlzeing a mother of an autistic son has
certainly influenced her statement. She concludighl te following:
“If 1 would not do this type of work, | would newkink about this.
Both of her statements could be used to make s@asie lemarks about society. Firstly, her
feeling of autistic individuals being rejected ihi@a could be interpreted in various ways, for
instance by looking at legislations.
In 1990, China passed the “Law of the People’s Repof China on the Protection
of Persons with Disabilities’Zhonghua renmin gongheguo canjiren baozhang f& A [X;
JLRE B AR R ). In this law, disability is defined as follows:
“A disabled person refers to one who suffers frdmaamalities or a loss of a
certain organ or function, psychologically or ploysgically, or in anatomical
structure and has lost wholly or in part the aptld perform an activity in the
way considered normal. The term “disabled perseférs to those with visual,
hearing, speech or physical disabilities, mentardation, mental disorder,
multiple disabilities and/or other disabilitie¥”

8 Translation: Qiu (2002), p. 29. “Zhonghua renmimgheguo canijiren baozhang fa”, art. 2.
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This definition poses some problems in the casauti$m, since the disorder is not inclutfed
In the law, there is no reference to developmetitalrders, let alone autism. Nonetheless, it
could be suggested that, since there is no referexglicitly excluding autism either, autism
is included. Indeed, informants agreed on thetfaadt autistic individuals and their families
are able to tap into some privileges availabladisabled families’. For instance, one mother
said to have registered for a second child, wharhle done by every mother with a disabled
child, despite of the one-child polity

Still, conversations with parents and staff meralarXingxingyu revealed a feeling
of insecurity because “autism is not seen as dilityeby law”®. There is also some truth in
this, for instance regarding the options of edacetor autistic childref?.

Departing from problems with legislation, it beasrobvious that there are not many
provisions in China at present. To one extentcais be observed through the lack of public
intervention plans and the problems with schooliflgs explains Tian’s feeling of autism
being rejected and the existence of intolerancetdsvautistic individuals and their families.

Still, she and other informants felt that socegs positively changing. Stepping aside
from legislative problems, Tian Huiping mentionée following:

“It does not matter that much if autism is not @dfig a disability. If people

regard autism as a disability, that is a good thiiy
She argued there was a considerable change irntysamasidering the 13 years she had
already been working at Xingxingyu. On the one hah@ noticed an increasing amount of
doctors licensed to diagnose autism. Secondlynsm@ioned an increasing amount of media
attention towards autism and Xingxingyu. Howeveerg interviewed teacher, and Tian
Huiping, currently thought China to be in a phak&starting to know what autism is’. Wu
Liangsheng predicted that “China will certainly g¢the level of accepting [autism]” but,
since China is facing a whole set of other problessvell, he added: “This needs time”.

4.6.2 Tolerance
Tian’s statement “If | would not do this type of kol would never think about this”

% This becomes particularly apparent when studyiegetvaluation standards published by the Chinahlkida
Person’s federation (CDPF) (Zhongguo canijiren lemh [E 7% 7 A5 4). See: “Canjiren shiyong
pingding biaozhun”.

87 McCabe (2005), par. 6.

8 personal communication with Wang Peipék %, worker at the development office of Xingxingyu.

8 See chapter 5.

% She mentioned this during a conversation abouCBEF. More about this federation, sew.cdpf.org.cn
Kohrman (2005), pp. 83-112.
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is an important statement as well, and deserveg $orther elaboration. During interviews it
was remarkable how few parents reported on geti@ggtive reactions of their environment.
Two out of sixteen parents recalled vicious reastid’ he mother of Pan Xiang reported
people calling her son “a foolshazif&+), while another mother reported: “They look at me
with angry eyes”. However, these were probably gusiasional encounters. Even these
mothers agreed with the 14 other parents that thessa feeling of sympathy'tgnggingll
1#%) among the individuals in their environment, befamily, colleagues or strangets.

Considering the current lack of services and ¢adirigs of insecurity and intolerance
discussed above, it would probably be more logiqadrents felt left out of society more than
they apparently do. Of course, parents expressitideinsecure about their children’s future
because of the current lack of provisions and H&difi, when they were asked about their
immediate environment, there were few reports elifig neglected or not tolerated.

One explanation of this tendency could be found study of Lew on cultural values.
He argues that both tolerance and solidarity aheegainherent to Chinese cultufe.
Furthermore, Lew also found that every parent knbas important it is to a family to have
a successful chifd. This could both explain why people tolerate aymipathize with autistic
families and the exclamation Tian Huiping made wleilaborating on this feeling of
sympathy:

“This sympathy is given to the families, not tocthiédren”

Maybe this has to be softened down, since pareptated particular family members
(especially grandparents) to be fond of their cHatll, the increasing amount of media
publications reporting desperate parents who ame\@rge of killing their selves but try to
hang on for the sake of their chifdtogether with a lack of reports on autistic indials,
could to some extent explain this tendency. Thestili a lack of knowledge on autism, and
stories in the media give a one-sided view. Tharenment of an autistic family could
sympathize with parents without knowing about tisakbility and thus not considering the
child. Also, this feeling of sympathy could actyadlriginate from a feeling of curiosity.
Parents reported people being curious about whaiais, because it mostly was the first
time they ever heard about the disorder. Reporfamiily members actively seeking autism-
related news were also made. In addition, it cbelédrgued for that, because of the lack of

1 Although it has to be noted that parents repdiidae more at ease at Xingxingyu. Maybe, the respofithe
parents would be somehow different when intervieimeghother type of environment.

2 Lew (1998), pp. 215-216.

% Lew (1998), p. 217.

% Examples, see: Lu (2005); Ma (2003); Wu (2000).
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knowledge on autism and the non-existence of repdrautistic individuals, people think that
these children do not have any sense of what rygmm whatsoever. This could maybe also

explain why sympathy is mostly given to parents.

4.6.3 Conclusion

There is a dual feeling both in society and pareheutistic children considering the
tolerance and acceptance of autism. When regasdicigty, it has been discussed that the
intolerance visible through legislations and a la€kocial help, is added to the feeling of
tolerance created by individuals in the immediat@renment of the suffering family. This
clearly evokes the dual feeling of parents. Onaife side they fear the future of their child,
since they know how much they could need the larhkiglp, for instance when advocating
for education. Still, their present situation seemasto be made harsher by the reaction of
society. Both society and parents will be studredarutiny in following chapters, while

always keeping in mind this discrepancy of feelings

5. Providing Education for Autistic Chinese

From conversations with parents it became obvibasthey were mainly worrying
about three things:

1. Whether their children would be able to go teosd. This was most
urgent, since the children were all six years deobnd thus reached
the proper age for schooling in China

2. Whether their children could lead an independiemaind would be
able to find a job.

3. Whether their children would be able to matry

Since the scope of this thesis is set on childred, not adults, with a disorder in the autism
spectrum, this part will be about schooling angimgl these children to be able to attend
school.

In 1986 China proclaimed the “Compulsory Educatiaw of the People’s Republic

of China” honghua renmin gongheguo yiwu jiaoyuifidé A FEFLRTE X 45205722, which

% This was also obvious from the parent-child intéca during the lessons at Xingxingyu, althoughais to be
repeated that | attended the classes for childfemaiready reached the age of six. Tian Huipingaempd that

the parents at the “preschool departmextiegian bu¥: i) are much more relaxed since their children are 3-
6 years old and thus do not have to go to schddlpyeschool is not included in the period of cotspty
education in China, McCabe (2003), p. 16).

% Although parents worry their grandchildren woutsdutistic as well.
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stated that all children, including the disablealydthe right to attend nine years of school. In
the regulations “Suggestions on the Implementaticthe Compulsory Education Law”
(Guanyu shishi yiwu jiaoyu fa de ruogan vijigrT- 52t S 55 2B A4 T & L) of 1986,

the following can be read in article 10: “When ieplenting the Compulsory Education Law,
local governments at all levels should attach grepbrtance to compulsory education for the
blind, the deaf and the mute, the mentally retardad other handicapped children,
systematically arranging for them to go to schdbl.”

This implies that autistic children have the righgo to school, which would be good
for numerous reasons. Not only would this be a&fddir the parents, not having to deal with
their child twenty-four hours a day, it would alse good for the children. They would get
some education and could improve their socials®IKnowing that autism is a disorder that
affects the ability to communicate and socialibe, fatter is an important aspect.

In China, disabled children have three optionsefduication. The most common option
is “mainstreaming” guiban jiudub ¥k ) °°, in which children with different abilities
follow classes with normal-developing peers. Anothgtion is going to a regular school, but
attending a class for children with special neddi& third option is going to a “special
school” teshu jiaoyu xuexial ik £ & 2#1%) that focuses on one type of disabifity.in the
two following parts both education in special sdsamnd in normal schools will be discussed.
Since there is a duality between theory and practéeery part will contain some information
about the form of education in general, and whatrtreans for autistic children in particular.

The information used in this chapter will be babeth on printed literature and
interviews held with teachers and parents. Thenpakressays were also consulted. This gives
an interesting view. On the one hand, these diftenges of information complement each
other. Still, different opinions were also observéderefore, for the sake of completeness, it
has to be added that two out of sixteen parergsvigwed did not plan on sending their child
to school. When asked for reasons they answeretingetheir child to school was not
realistic. By this they meant the child had alrepdgsed the proper age for schooling and still
did not have the proper abilities. Deng et al. alsgue that some parents with a disabled child,
in rural areas, do not see the point in sending ghéd to school. The parents not having

" Translation: Yang (1994), pp. 96-97.

9«1 j Jinglin fugin de hua” (1997), p. 36.

% Deng et al. argue that there are still some diffees betweesuiban jiuduand mainstreaming or inclusive
education, but this is beyond the scope of thisish@eng (2001), p. 291). Other terms for inclastducation
includeyitihua jiaoyu— {41t % & andquannaxing jiaoyu=44PE % (McCabe (2003), p. 16).

19 peng (2001), p. 291.
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attended school themselves is pointed out as otifeeakasons. Other reasons include stories
heard about disabled children earning good money lgind fortune tellers), and questioning
why education is important if a child as theirs tiga by the help of the community*

Neither of the parents at Xingxingyu pointed ous #ind of reasons. Maybe them not
sending their child to school could have to do wité ability of the child. It might seem
stupid to send your child to school to learn thingeen it is not even able to go to the
bathroom by itself. Also, stories about autistiddrien attending school in China are rather
rare"®? and stories about children being kicked out obstlare numerod€®. For these
reasons parents could easily loose their faithsémp advocating for their children.

Still, most of the parents interviewed were willitaysend their child to school. This
could have numerous reasons, some directly linketd examined group. Firstly,
organizations like Xingxingyu learn their studeskdls to attend school, and this is the main
reason why parents go to Xingxingyu in the firgqa. Secondly, as explained by Tian
Huiping, children who have a severe disorder indimgsm spectrum are mostly kept at home,
since their parents do not see the point in trgitireir child. This means the children
attending Xingxingyu - and probably also other migations - have a not so severe disorder
and can be trained to attend school. The focusibeidl be on those parents who were

planning on sending their child to school.

5.1 Special Schools
5.1.1 In Theory
In China, special education came with Europeanionssies setting up schools for

mainly the blind and the deaf. After the foundirigh®e People’s Republic of China, all the
schools previously set up or sponsored by forergamizations became public schools. Still,
some foreign influence could be noted as schoote a&t up after Russian example. After the
Cultural Revolution, when there was almost no fofi{special) education, new laws and
regulations asked for more opportunities for cleifdto attend schodf? Due to the fact that it
was impossible to set up many new special schttwse laws and regulations caused a new
trend in educating disabled children, as more céiildyot enrolled in normal education

191 Deng (2001), p. 292.

192 Although not none-existing, one example is Li im¢Zhen (2000), pp. 16-22), see 5.2.2.

193 parents in the Xingxingyu Newsletter and the palesssays write about this. Also during intervigtis was
a reoccurring topic. For instance see: “Guduzh&mhpang tan (2){1997), pp. 47, 50.

194 yang (1994), pp. 94-96.
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schoold®. This does not mean there are no special scheaikble nowadays. It does mean
that the biggest group of disabled children attegdichool is not educated in special schools.

Special schools are mostly set up for three diffeggoups: blind, deaf and mentally
retarded childrelf®. Teachers in special education schools are trameeach their target
group. Also, classes are smaller than in regulaosis*®’

5.1.2 InPractice

There is not much data available about autisticliedn attending special schools, but
some estimations can be made. Looking at the theae target groups for special education,
it is not obvious to place autistic children in afehose groups. If an autistic child goes to a
special school it would be to a school for mentedtyarded children, but still there are some
differences between these two gradpsThis means that it is not so obvious to send an
autistic child to this kind of schools.

For teachers at schools for mentally retardedicdn, teaching an autistic child is not
obvious either. They have not been trained forkhmd of children, who often ask for a
different way of teachind’® Due to the fact that their IQ does not have tdober than the
IQ of normal functioning children, autistic chilarare able to learn a lot, depending on how
severe the disorder is. It just takes them a lang before they learn something new and the
teacher has to go through the same material ovkoaer again.

In addition, it has to be noted that autistic dtah send to special schools probably
have a more severe or visible disorder. It wasalsirom interviews that parents wanted
their children to attend normal schools. It coudddssumed that parents would only send their
children to a special school when normal schoolslevaot accept their child. This means
that those children who are more or less able tasa normal student do not end up in
special schools, and that the problems of autistiiciren who do attend special schools are
more serious.

Another problem reported during interviews wasl#uking of those special education
schools. Parents mostly did not know any speclabals in their neighbourhood and
therefore said it was necessary to get their ¢hilola normal education school.

195 yang (1994), pp. 94-100; Deng (2001), pp. 289-%f% 5.2.
1% yang (1994), p. 101.

07 xue.

198 5yn (1998), p. 34.

199 5Sun (1998), p. 34.
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Distance or teachers are not the only problemsgihoRarents may have a difficult
time admitting that their child is autistic and evaeharder time making this pubfié
Sending their child to a special school would madwss of fack and thus children are
mostly send to normal schools. In addition, parerdst their children to learn things like
maths and Chinese language, things they would leaamormal school, not in a special
schoot*2 A study by Liu on parental involvement in schofolsmentally retarded children in
Beijing shows similar results. Their survey showleat parents and teachers had a significant
different view of education. Teachers thought isyarticularly important to learn the
children basic skills necessary in everyday lifarddts wanted their children to gain
knowledge'*?

To conclude, sending an autistic child to a spechool is not obvious, neither for
child and parents, nor for teachers. Still, somexis education schools are known to enrol
autistic children nowaday¥.

5.2 Normal Schools
52.1 In Theory
Due to the law of 1986, efforts were made to ethud@sabled students. In some areas

implementing the law caused problems, since it nedgossible to build new school
buildings and hire new educators to set up spsclabols. As a solution disabled students are
being integrated in regular education classgas such, new buildings or teachers were not
necessary. Over the years the number of disablelgsts being enrolled in regular classes
increased:®

On the other hand, this movement caused new prablaotording to McCabe,
schools started to enrol disabled students longreehey thought about the problems that
could come up, such as teachers not being trambdrdle students with special negds
Not only are they not trained to work with disab&tddents, they are mostly not trained to

teach individuals, although disabled students neegbt some individual trainint.

110 Fang (2000), p. 14 among others.
M xue.

Y24 i Jinglin fugin de hua” (1997), p. 36.

13 Liu (2001), p. 15.

4 yang (1996), p. 19. One example is the “Haidiarcsd Education School” (Haidian peizhi zhongxin
xuexiaoiF e  H 24 4%) in Beijing. For more information, selttp:/happyonline.com.cn

115 McCabe (2003), pp. 16-20; Deng (2001), pp. 291-292

116 McCabe (2003), p. 17; Deng (2001), pp. 294-295.

17 McCabe (2003), p. 19.

18 «gyiban jiudu jiaoxue jihua de neirong”.
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Classrooms in China can have up to 75 studenteashers are trained to teach large groups.
On top of this, the qualification of a teachervsleated by the test results of his/her students.
Having a disabled student in class that cannoeaehappropriate results can thus become a
problem for the teachét? Moreover, education is seen as a kind of serdicéhbse who can
later on contribute to society. Since children witlntal retardation are doubted to be able to
learn and thus contribute to society, teachersameetimes less willing to teach this kind of
children?°

Another problem is found in the attitudes of pasesftnormal-developing peers. In a
study conducted by Niu et al. the attitudes of paref both disabled and non-disabled
children towardsuiban jiuduwere compared. They found that parents of norreaétbping
children are rather distrustful towards inclusieimce they fear their children will actually
learn less or will not get the deserved attenttomfthe teacher. This attitude was especially
found in parents whose children had a mentallyrdet child in clas$®*

On top of this, since little adjustment is madeh® curriculum, it is sometimes hard
for disabled students to follow in class. To hdlprh it happens that they get a partner, being
someone of the better students. These studentddéedp the disabled child with
schoolwork both inside and outside of class. AtBsabled children are set lower test pass
marks and are given easier homewfkf the child’s capacities are not sufficient, éshto
double its yedr? although this is not encouraged. When a disatttéd completed nine
years of educatidfi’, it does not really seem to matter in which griade The 1994
regulations “Methods of Launching the WorkSidiban Jiuddor Children and Youth”
(Guanyu kaizhan canji ertong shaonian suiban jiudagguo de shixing banf& T g%k
5 ) L /DAEBEHE SR TAE AR 4T 7032), also point out that mentally retarded childrennot
have to go through all the different levels of canispry educatiolf®. It seems that the first
goal is not to get children educated, but justiplement the Compulsory Education Law by
giving this children a seat in a classroom. Sonta@s also state that integration in regular
classrooms makes the disabilities of the childremenvisible to themselves, since they are
confronted with normal peers the whole day. Thigl@¢dead to the disabled student feeling

119 McCabe (2003), p. 19.

120 McLoughlin (2005), pp. 278-282.

21 Nju (2005), p. 73.

122 potts (2000), p. 306.

123 Merry (1998).

124 Being the nine years concluded in compulsory eiitirca

125 «Guanyu kaizhan caniji ertong shaonian suiban jigoingzuo de shixing banfa”, art. 34.
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inferior.? Integration is not all bad though, since disalaeittren get a chance to live along
their normal peers and thus get a chance to inteegraociety’’.

To conclude, although integrating disabled studentegular classrooms is a good
way to let children receive education, the impletagan is still going through some
problems. And although parents might think thatrtbkildren receive a proper form of
education this way, e.g. ‘book wisdom’, being imtggd in a regular classroom still can be
found problematic for the student itself. Moreoy@arents of normal-developing children are
not always accepting this form of education wheairtbwn children are concerned.

5.2.2 InPractice

When asked to what kind of school they would li@esénd their child to, all the
parents interviewed answered they would send tlnl to a “normal school’gutong
xuexiaoif i 27 1%). Many parents were surprised when asked why dpewrently were not
planning on sending their child to a special schBolme parents explained that there were no
such schools near the place where they lived,hHmiig probably not the only reason. Looking
at some messages parents posted on the chat fofuheswebsites of training institutes for
children with autism, and looking at some artigeblished in the Xingxingyu Newsletter, all
lead to the same conclusion: parents want to sexidchild to a normal school. In this regard,
it also has to be noted that the educational lefvalperson is very important in Chinese
culturé®®, and that parents think the most important task dfild is to study.

Adding this to the knowledge gained from both plaets on special schools in practice
and on normal schools in thed#Yit may be clear that most autistic children incmtseem
to be attending normal schools. McCabe arguediause of theuiban jiudumovement a
small but growing number of autistic children abdeao attend school. On the other hand she
adds that this seems more to be because parestst petheir efforts to let their child attend
school, than because of any school initiatites.

Talking to parents and going through some writiersonal stories made it obvious
that although there is a compulsory education $mding an autistic child to a normal school
is still quite difficult. The first problem seems be finding a school that accepts the child. A
child being denied at a certain school was a fretiyéeard topic. There seem to be

126 “Ruozhi’er suiban jiudu shi hundu? Zhuaniia jiazbajijian bu yi”.
27 yan.

128 3 (1993), pp. 824-825.

129 Bowes (2004), pp. 55-56.

130 5ee 5.1.2 and 5.2.1.

131 McCabe (2003), p. 20.
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numerous reasons, like the reputation of the sabothle child not adjusting to the
environment?. Parents could rely on the Compulsory Education kad accuse the school,
but Tian Huiping exclaimed:
“They could bring thiftheir child not being accepted in schowl]court, but
would they win?

It has to be admitted that children benefitingrirsuiban jiuduare mostly children
with a visual or a hearing disorder, or childrethw mild form of mental retardatiti and
not children with a more severe disorder. For seamols the challenge of educating an
autistic child could be too big and the problemsldde too hard to overcome. It cannot be
denied though that parents are putting a lot @frefh advocating for their child to attend
school.

All of the parents interviewed - willing to putdin child in school - said they thought
of accompanying their child until it was totallycastomed to the environméfit Some of
those parents also said they would not stop trgitheir child at home and were thinking of
letting the child go to school for half a day arairting it for the rest of the time. Still it seems
that, despite all the efforts made, and the “retati (Quanxi=< %) used, the results are not
always accordingly.

This does not have to mean that autistic childemot go to school at all, or that they
cannot be successful. The most famous successiilsesems to be Li Jinglit¥ 53k, whose
parents come to speak at one of the parental ngsetinXingxingyu every semester, and
whose mother wrote some articles for the Xingxinbhawsletter.

Zhen Yuela#ffi ; >k, mother of Li Jinglin, put a lot of effort in keimg her child in
school, which is the problem after the child getsepted. She trained her child not only in
subjects like maths and Chinese language, butt@lgght her daughter to communicate with
other children. Although Li Jinglin initially wasoh accepted in kindergarten, the mother
trained her child in that way that Li Jinglin, sessfully, finished both primary school and

35

high school:>> Although the mother also recalls there was anranas stress factor involved,

both for mother and child® in the eyes of other parents she seems to be analel.

1324Guduzheng jiazhang tan (2)” (1997), p. 47.

133«Zhongguo suiban jiudu fazhan zhuangkuang”.

134 Although, as some parents said, not all scho@swiling to let parents stay during class.

135 Zhen (2000), pp. 16-22.

136 To that extent that they had to withdraw Li Jingtiom school for one year while attending highcssth
Zhen (2000), p. 22.
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It could be because of such stories that par¢atsts persist more in letting their
child attend school, leading to a higher numbegroblments among autistic students. But,
although the stories of these mothers have a hapgwg, they also tell us something less
positive: children have to be trained before theteeschool. In other words, schools are
maybe becoming more willing to teach autistic al@fdmaths, stories about teachers helping
autistic children overcome specific difficultieglated to their deficit, are still rare.

The most famous positive story in this regardrabpbly that of Fang Jing i#,
establisher of a training institute for autistidldten in Qingdao, and her son. Fang Jing
recalled that through the efforts of some undedstenteachers her child overcame most of
his problems. There seemed to be a good commuorich¢itween the school and the parents.
Also, the teachers seemed to be willing to leawuabutism and to help the b&Y/.

Despite of this story, most of the parents noWlstive to prepare their children for
school in a very thorough way, and have to pensigtis while their child is in school. Above
of this, they have to protect their child sincisian easy target for bulli€& This seems not

to refrain too many parents from trying to let thehild attend school though.

5.3 Conclusion

Although legislations made it possible for autisthildren to attend school, in reality
there are still some problems to overcome, espgewien it comes to autism. Special
education schools are not available everywherendiah they are, they mostly lack the
expertise to deal with autistic children. Normaliedtion schools are reluctant to enrol them.
Currently, advocacy of parents seems to be théngrforce in whether or not children
receive education. Not only do parents need tackemschool willing to enrol their child,
they also have to train their child in going to@ahand helping their child in mastering
knowledge and skills acquired at school.

Also, from the above explanation it becomes obvitias schools do not have the duty
to learn the children skills as going to the batihnaand sitting through a class. Therefore, it
seems necessary to find an organization to trachild before it has reached the proper age
for schooling. Some of these organizations wildiseussed in the next chapter.

137 Fang (2000), pp. 13-17.
138 Most parents interviewed expressed their feahimregard.
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PART Il: CASE STUDY

6. Early Intervention Plans

It seems obvious that some skills are needed @adhtiny kind of education. Before
children even enter kindergarten, they have toldbe ta do some things independently, e.g.
going to the bathroom or feed themselves. They lads®e to have some basic knowledge
about things to do and not to do while being irsgja.g. sitting down in a proper way.
Adopting these skills normally goes natural, buistig children have huge problems
acquiring these skills and this does not go natitrall, it has to be taught. This special group
of children thus has to go through some kind ofnvéntion even before attending
kindergarten.

It could be assumed that parents are responsibl#is kind of training. This is partly
true, but also supposes that parents need to knamtdhhandle their autistic child and need
to have the right strategies for training. In meeses, they need somebody to guide them in
handling their child. Parents with the same probieiping each other on a personal level
could be an option, but interviews showed that rpaséents did not know any other children
with the same kind of disability in their neighbbaod. Some parents said they thought some
children in their direct environment were autistiof there never seemed to be a lot of
interaction between families. Thus, other solutibagse to be found.

The first part of this chapter will therefore death intervention plans. According to
McCabe, early childhood intervention programs haeen set up by both government-funded
public organizations and NGG%. Since information on both types is hard to calkw
since my main source, being Xingxingyu, is a NG, érganizations discussed in this
chapter will all be private organizations. Morequéey are all linked to Xingxingyu since
they are all enrolled in a training service networianised by this institult€®. Since few
printed literature about this kind of NGO's is dadble, the elaboration is based on analysing
their official website¥*. Giving a complete overview of all the availablgtions is not the
goal of this thesis, therefore these organizatgins a representation about some early
childhood intervention programs in China, withouelestating that there are no other kinds of
programs available. Still, by examining some ottherganizations, some basic tendencies

can be observed.

139 McCabe (2003), p. 20.

140 The researcher received a list from Xingxingyunvifite 33 organizations enrolled in the networkhia t
summer of 2005, see: Appendices, 3.

141 For their official websites, see: Appendices, 3.
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Afterwards, Xingxingyu will be discussed in detad a case study, since this
organization has a prominent position in the autsitture in China today. Not only do most
parents of autistic children seem to know Xingxingynd Tian Huiping, apparently
Xingxingyu is taken as an example for other insibtns as well.

6.1 Non-Governmental Training Institutes

In a study, Wei compared NGO'’s working with autisnChina. It was reported that
these organizations did not have a comfortabletipasn society. Governmental assistance is
almost non-existent, which leaves the organizatwitts numerous burdens. Not only are
there the financial problems, there is also a taalxpertise and too many different target
groups that have to be addressed. Organizatiorestbasupport both parents and children and
need proper techniques for doing this. Wei paréidulreported a lack of expertise when it
comes to teaching autistic childr&H.

Indeed, when examining some NGO'’s these problemsaticeable. Every
organization examined seems to focus on childrenalmost every organization wants to
involve parents as well. Some organizations onfigrahe parents a secondary role in
teaching their child (observing), others need tlepts to actively participate. Still others say
to offer some form of psychological assistancerefidby specialists. Apart from problems
with target groups, financial problems can als@bgerved. Some organizations mention
their financial problems on their websites, but exver the problems are noticeable because
of the fees that are charged. Fees from 700-¥088per month seem usual.

Below, no attention will be given to these probleaithough they have to be kept in
mind. What will be pointed out are some major tewies, despite of the problems

encountered.

6.1.1 Major Tendencies
All the organizations examined are rather new. &ndiest organization' were
established in 1994, when they mostly did not samtestic children. The Guangzhoushi

Baiyunqu xiaotaiyang teshu ertong kangfu zhongdXifil i [ 2 [X /N A BHARR J L3 R
Ly, for instance, was established in 1994 but seovyldeaf children at that time. Their

intervention program for autistic children has beén set up until 2003. It seems that, with

12 Eor instance see chat forums like the onevamv.elimautism.org
143\Wei (2004), pp. 63-65.
144 apart from Xingxingyu, which will be discussed detail below.
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some exceptions, early childhood intervention paowg, privately run, are set up from 2000
0n.l45

Most programs have been set up by parents widuéstic child. On top, most of
these parents seem to have attended Xingxingyelpotheir own child before setting up their
own organization. The programs that were not sdtyuparents of autistic children are
usually not solely dealing with autism.

Some organizations, like the above mentioned azgdaon in Guangzhou or the
Humiao ertong fazhan zhongxdti i JL 2 & £+ .L» in Guangdong, serve a whole range of
children with various disabilities, from childrentivlanguage and learning disabilities over
children with Attention Deficit Hyperactivity Disder (ADHD), to children with autism.

Most of these organizations seem to have diffecsses where different learning strategies
are used, according to the children’s needs.

The early intervention programs for autistic cteld of the organizations that serve a
whole range of children are similar to the orgates that only serve autistic children.
Firstly, these programs all use ABA although mostly mixed with other types of theeapi
like sensory integration therapy. Secondly, theragge for the children being accepted is
mostly between 2-7 years old, and for most of tlegams the parents have to accompany
their children. How many children an organizati@am ¢ake up at once varies. Some are just
small classes, others take up to 100 studentseatime, like the Qingdaoshi Shibeiqu
zibizheng yanjiuhuig 55 T i b IX. H FRERFT 2.

Mostly no requirements are made regarding the ml@éntering the program, except
for the already mentioned organization in Guangzfitwey have a boarding school that only
accepts children with some basic language skilg do not have any behavioral problems
and can do some things independently.

Other organizations work with a boarding schoategn as well, where children (and
their parents) live in the neighbourhood in renteaims. Some organizations also work on a
day-by-day basis, where children are brought inntioening and go home after class.

All programs seem to be long-term programs, wiparents can decide when they
withdraw their child. Although most of the orgartivas argue that the children should at
least go through three months of training. Onéno$é organizations is the already mentioned
organization in Qingdao.

145 Eor more information, see: Appendices, 3.
146 But this could also be because they are linkeXirigxingyu, that attributes ABA skills for year®es6.2.1.
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6.2  Case Study: Beijing Xingxingyu jiaoyu vanjiuslto &2 5 2 E W90

As already stated, all the above mentioned orgéiaizaare linked to Xingxingyd”.
Xingxingyu says to be the first NGO set up in Chiodoelp autistic children and their parents.
Since they exist for 13 years now, and thus haveeragperience than the above mentioned
organizations, it is worth examining this organiaatin detail. The sources used include
observations, interviews with principal, teacherd parents, Xingxingyu’s official website

and some printed literature, like the Xingxingyuééetter.

6.2.1 History and Current Situation

Xingxingyu was established by Tian Huiping, motbéan autistic son, in 1993. At
that time she went from hospital to hospital tal fansolution for her son, diagnosed autistic in
1989. When she found out there were so many fasnilteo had to go through the same as
she had, and that doctors did not provide a ldtedd, the idea began to rise to start a program
to teach autistic childrelf®

Tian quit her teaching job at a university in Chqimg and started an independent

149 At that time the class had six

class for autistic children in a private preschiadBeijing
students and six teach&fs Due to financial problems, Tian was not ableag per teachers'’
wages, and within three months, two teacher§fefdn top of that, since the class had not
made the amount of money the private preschoohbaed for, Xingxingyu was forced to
move™?

In June 1993 they moved to an old classroom oHdidian Special Education

}53

Schoot™. At that time there were already eight childremhia program but still there was no

real teaching strategy. According to the websitXiafxingyu, at that time they were
“working and learning at the same timd&ign gongzuo bian xuex -1k ~]). 2>
In September 1993, Xingxingyu moved for the sedand, now to the “China

Rehabilitation Center for Deaf Children” (Zhongdoag’er kangfu zhongxini [ )| 5 &

H1.0y), where it remained until October 1995. On thevianas locations children and teachers

147 Some organizations not linked to Xingxingyu carfdaend on:www.cautism.com/Class/mingxiaélthough
these organizations operate completely indeperafetingxingyu they show great similarities with Xjringyu
and the organizations in their training servicenoek.

18 yan (1999), p. 29.

149 McCabe (2001), par. 6.

150 «xingxingyu fazhan shi nian da shiji”.

51yan (1999), p. 30.

152 McCabe (2001), par. 6.

153 McCabe (2001), par. 6.

154 «xingxingyu fazhan shi nian da shiji”.
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had always boarded at school, but at this locatmboarding facilities were available.
Because of this, Xingxingyu became a day schoogérevehildren were picked up and
dropped off each day. The 14 children attendinggXingyu at that time stayed for different
periods of time, depending on how long parentsa:eeside in the capitaP. At this time
they also started to pay more attention to thermsrerganising parental meetings and giving
homework that had to be done by both parent arid.tii

In November 1995, after moving for a third timegythstarted their current parental
training model. Knowing that parents could not faska leave to come to Beijing and study
for too long, and knowing that parents neededskallhelp their children while being at home,
Xingxingyu esteemed that training parents was ## teaching strategy at that time. Parents
had to attend all classes with their children amaler the guidance of the head teacher, they
learned to be the teacher of their child. When Xingyu first began this new model, some
parents withdrew their children because they dalitite new strategy, leaving only four
students in Xingxingyu. After a while, though, terd spread in how good the results of the
training were, and soon the class had 12 studeais &’

In 1997, Xingxingyu was able to buy its own plagéiongxuZs fi, in the Chaoyang
H[H district in Beijing. They continued to give parahtraining to a growing number of
parents. A preschool department was set up, thatdg@arents from children aged 3-6. The
parents learned basic ABA skills to teach theitdzken. Every semester contained 11 weeks
of training, and parents who finished the semesiald come back after a while to improve
their skills. For those parents a “feedback cldgfmikui ban/x 15i¥f) was set up. There was
also a “youth classshaonian ban’>4f:3f) that served the parents from children aged 6-12.
This was a five weeks program based on the fatthiesae children had already reached the
proper age for schooling. Thus parents and childwgrirained in this regartf®

In 1998, an “outreach training workshopyidi peixunbany 35 )I13f) was started. A
group of parents could invite a teacher to themétown for 10-20 days. The target group of
this workshop were parents who could not enter Ximgyu due to the long waiting list’

Due to the SARS-epidemic in 2003, the school enteyad some problems. One of
the volunteers working at Xingxingyu at that tina gick and the school had to close down

15 parents attending Xingxingyu were and still acerfrall over China.
156 McCabe (2001), par. 6; “Xingxingyu fazhan shi nénshiiji.

157 McCabe (2001), par. 8.

158 “Model of Parent-Training Program”.

159 «xingxingyu fazhan shi nian da shiji”.
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for one semester. This made them lose three mofthsome or an estimated 270 000
yuan160

After recovering from this, the youth class waspgied in 2004 and a “youth
department” ¢haonian bub4#) was established. The program still served childmged 6-

12 but was extended to a full semester of 11 wdelkang these 11 weeks parents get trained
in ABA but with a focus on more academic skills.isTiepartment also has a class where
parents previously attending Xingxingyu can imprtveir skills.

Currently, there are 60-80 families studying img&ingyu at one time. They stay at
places arranged for them by Xingxingyu and theyag#he cafeteria of Xingxingyu. Parents
who want to be enrolled in the program have to feaibne year to one year and a half, as
explained by Sun Zhongkah/&Jl, who works at the development office.

The development of Xingxingyu, its facilities amslteachers, was made possible
through the donations and know-how of internatidrealefactors. On the one hand,
Xingxingyu needs donations and most of their egeipinhas a label on it with an expression
of thanks to a particular (international) organaat Also, their website lists all the donations
recently received. On the other hand, over thesysame international organizations and
specialists have offered help to Xingxingyu, itadeers and its parents. Recently, Xingxingyu
has even established official ties with a servicAmerica that operates on the same line as

Xingxingyu doe&®. In this way, Xingxingyu is able to keep on deyty.

6.2.2 Classes
Currently there are nine teachers at the presaemdrtment and four at the youth
department. Every class normally takes up a maximtieight students and their parents.
Below, the classes at the youth department witléscribed in detail. Still, the organization
of the classes is the same for both departmentddtb departments the training course of 11
weeks falls apart in three major parts:
1. Observation: Covering the first two weeks of the program. Tesash
observe the children and put them in appropriasses. At this time,
an Individual Education Plan (IEP) is set up foemchild.
2. Training: This is the largest part of the course, beingteigdeks.

Under the guidance of the teachers, parents wdrktiweir children

160 «xingxingyu chongxin kai xue” (2003), p. 30.
161 «Stars and Rain, Heartspring Enter Sister OrgainaaAgreement”.
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according to their IEP. This part of the semestiéirb& discussed in
detail below.
3. Evaluation: Children and parents are being evaluated and an

Individual Family Program (IFP) is set up for thstf six months after

leaving Xingxingyu-®2
For both departments every week consists of gairdatss from Monday to Friday (8.30 a.m.
-11.30 a.m. and 2.30 p.m. - 4.30 p.m.). From Mgrdarl hursday parents and teachers are
working together, on Friday parents are being testethe skills acquired that week. On
Friday afternoon there is a “parental meetirjgizhanghuiz £ <) where the principal or
one of the teachers teaches some basic knowledge altism or explains the skills parents
will work on the next week. In a later stadium gagental meetings consist of the experiences
of ‘successful’ parents. During the weekends parang given an assignment in the form of
an essay’?

The youth department consists of three classestfiolents who come to Xingxingyu
for the first time, and one class for improving dkdls of those parents who attended
Xingxingyu before. This “improvement classigao bant = #t) can have more students
than the other classes (ten in the summer of 280&)s for only seven weeks per semester.
Their program has great similarities with the ottlasses. There is no restriction in how
many times parents can rettffh but after leaving Xingxingyu for the first timkey have to
wait for at least half a year before entering thprovement class. Mostly, they have to wait
for a year due to a long waiting list.

In the other three classes, children are categgbbased on language skills and basic
abilities. The class of Deng Xiaolindf/)»¥4 consisted of children who all had some basic
language skills and had a less visible disordee. dlass of Liu Wek]4}, the class observed,

consisted of children who could utter some soubdsmost of them were not able to express
themselves. The abilities of the children varied aome of them had more visible behavioral
problems. The class of Xie Yuqiff %% consisted of children without any language abiti
with more behavioral problems and poor basic skills

These three classes follow the same program. Ewerping at 8.30, the children do

their morning exercisegocaofii#) together with their parents and under the guidarfc

1624The 11-Week ABA Training Course”.
163 «“Semester teaching Schedule”.

184 Dong Nan#4# and her mother were already attending Xingxingyuttie fourth time in the summer of 2005.
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two teachers. The improvement class participategedis The exercises take half an hour and
afterwards there is either music class or playiggae.

During the music class children have the opporyunitexpress themselves, as Liu
Wei said. This class, again, is under guidancevofteachers who demonstrate the moves to
parents and children. New songs are added frequentl

During games, the focus was clearly set on pasmschildren working together (e.g.
moving forward with one foot of both parent andia@tiound together). At the same time the
teachers teach parents some new skills.

At 9.30 a.m., children and parents return to thkisses and lessons start. Every lesson,
except for snack times, is 45 minutes. The firssda for my class was always a
“demonstration class’shifan kezx 7). In this class the teacher practices on a ormato-
basis with the child (according to the IEP of théd) and parents watch. Every child gets 15
minutes, so three children are dealt with per destration class. After every child the teacher
explains some specific difficulties, and gives sdoréher advice to its parents.

At 10.15 a.m. there is a “snack timaignxin keri.Lrif) of 30 minutes, in which
children get a chance to practice their commuroceskills. They are given a biscuit and have
to respond in a proper way by saying “thank youiisiclass is not given by the teacher but
usually by one of the parents. As Liu Wei said:

“The parents have to learn to deal with differenldcen. The children have to
learn to deal with different peopfe.

At 10.45 a.m., a “theorylijun #£i) class starts, in which a whole different range of
topics are being discussed. Some of the topics:wiéferent kinds of ABA skills, how to
learn your child to knock on the door before emigia room, how to learn your child to eat
with chopsticks,... Some of the theory lessons dievied by an exercise.

From 11.30 a.m. to 2.30 p.m. there is a ratheg lomeak. Afterwards, classes started
again with “arts class’jigxi ke ¥54f ). Here parents and children work together to naake
drawing, a puzzle or another assignment given éyehcher. If children had drawn
something, the drawings were always shown at tdeoéthe class. The teacher asked whose
drawing it was and the class had to applaud theifspehild.

After “fruit class” Shuiguo keK &), from 3.15 p.m. to 3.45 p.m., which totally had
the same structure as snack time, parents hadfurmeheir skills, first with their own child,
later on with other children. This “parent’s op@atclass” fiazhang caozuéx K #:1F) had

the same structure as the demonstration clasthéteacher did not intervene while parents
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were practising. One parent practiced with onedchilthe time while other parents observed.
After each parent other parents and the teacher gamarks. Classes ended at 4.30 p.m.
This was the structure of the classes from Mondaghursday. On Friday, school
began with a written examination with theoreticaéstions on the skills practiced that week.
This was followed by a practical examination wheaeents had to show their skills by
training one of the children on a one-to-one bdsishe afternoon children stayed with

volunteers in the classes, while parents attenuegarental meetings as described above.

6.2.3 Teachers

Since there is no special kind of education in @hmlearn how to deal with autistic
children, the teachers working at Xingxingyu leattigeir skills at Xingxingyu. Some of the
teachers like Wang Xiuging- 75! and Bo Honglii# %% are working in Xingxingyu from
the beginning and learned by doing. Other teaclikesl_.iu Wei en Xie Yugin, studied
“social work” (shehui gongzu@t 2 1-1F) and first had a “training period$kixi 52 >]) of one
year at the school. In this year they learned ahatism and ABA. After one year they had
one class with the two of them. After almost twangeof training, both of them had an own
class for the first time in the summer of 2005.

Aside from teaching children and parents, teacalsis have the task to provide
psychological assistance. The general view wasitthaats parents who made the job difficult,
not children. This was mostly because their atétudere hard to change, as said by the
principal and all the teachers intervieW&d

6.2.4 Parents

As stated above, parents attending Xingxingyu ctyora all across China. Mostly,
only one parent, the mother, is accompanying thid.dfrom the eight students observed,
seven were accompanied by their mother, one boyb#dhis parents with him. There are
various reasons why not every child is accompabieboth parents. The mother of Zhang
Dingqi explained that her husband was not realliingi to train his child. A more common
heard reason was that the husband was workingmbtieers attending Xingxingyu had
mostly taken a leave from their job. There werg/@tew mothers who said they actually
quit their jobs because of the child. The reason mbst mothers still work seems to be an

economical one.

165 See 7.1.3 for more information.
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Apart from parents, there were also some grandpgaeand home teachers attending
Xingxingyu. Wang Peipei pointed out that home teaslattending Xingxingyu was a trend
that had only come up a few years ago (personahwonication). The teachers were not
really in favour of this, because, as Xie Yuqirdséif this teacher goes after a few years,
what happens then?” In the newsletter teachers égalpining that it is mostly the mother
who will be with the child for a long time, and thoeeds to know how to train her chift
Still, the mother of Pan Xiang argued that she adealhome teacher since her child “does
not seem to listen” to her.

How parents find out there is such a place asXimgyu varies, but no parents said
they learned about Xingxingyu through the advica dbctor. Wu Liangsheng also said that
doctors usually do not tell parents to send theiildcHe said people mostly learn about
Xingxingyu through media attention, the interneparents spreading the word.

The attitudes of the parents towards their child what they learn varies as well.
Wang Xiuqing explained in an article in the Xinggyu Newsletter that parents who just
arrived at Xingxingyu mostly had the same problems:

1. They assume that it is the child that will keried, not the parents.

2. They are not planning to put in all their effdrhey just want to find

out if they like Xingxingyu’s strategy.

3. They assume their children will be cured whevileg Xingxingyu®’
The third problem is the major problem since ptreannot cope with the idea that their
child will never be normal and act accordingly. T lduiping said that, from August 2005 on,
she very clearly states parents “do not have te&xo have a normal child after
Xingxingyu” at the first parental meeting. She sthidre was no other teacher who dared to
give this lecture since “you can see the desperatiothe parents’ faces$®®

Parents said they felt quite at ease at Xingxinggu most of them it was the first
time meeting other parents with the same kind déicho they felt bonded. Parents also
helped each other, looking out for each other'&wcéin. On the question if they would still
keep in contact after Xingxingyu, all the paremsponded they would, and that they would
keep in contact with the teachers. The teachemseWer, doubted this. They apparently do
not hear from most of the parents anymore aftegXimgyu. The teachers all said that this is
because “the parents have many things going onrafierning home” (Wu Liangsheng).

186 «Gao jiazhang” (1996), p. 17 is just one example.
57 Wang (1998), p. 9.
188 See chapter 7 for more information.
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Another reason could be that parents stop traittieg child. As Wu Liangsheng said: “I
think only 40% of the parents keep on training itleéild.”

6.2.5 Children

Xingxingyu only serves children with autism andstof the children are diagnosed
as such. Some are not fully diagnosed by a doasosaid by some parents, but they still come
to Xingxingyu. When asked if those children werartlliagnosed by the teachers, Wu
Liangsheng answered:

“We do not diagnose children, but parents sometgaes to make the
diagnosis while filling in the forms necessary tvee Xingxingyu.

The children in the youth department should keda@y12, but in the class observed
one boy was five years old. Liu Wei said that hatimer had filled out the wrong birthday.
She added that this was “not a big problem” (peetsoammunication).

The background of the children varies. Some hagkdgbrough a treatment with
acupuncture, others had never received any fortmawiing before. Some children had been
diagnosed rather late, others had not go throughraming because parents thought “it
would get better”. In the class observed there avddference between the abilities of the
children, but since every child has its own IER, phoblem did not seem to be that big. Liu
Wei said that it did make her job harder (pers@oahmunication).

What these children do have in common is that tiene all rather old to receive
training, since the best period to train childreibétween 3-6 years old. The reasons for this
are a late diagnosis and the long waiting listrtteeXingxingyu. Also, they all reached the
proper age for schooling. Some children had alrdssdyn in a kindergarten for some time, but
most of them had been kicked out.

7. The Chinese Autistic Family: Focus on the Parent-Child Relation

Having elaborated on Xingxingyu clearly demongsahat there are three main actors
involved in the institute: teacher, parent anddcchilnese three actors interact with each other
and influence each other in many ways. In this tdvajpe main focus will be the parent-child
relation, without omitting the interaction and undihce from teacher on parent.

The main purpose of this study is to get a viewhow Chinese parents cope with their
autistic child, but since it is not possible tolkpfamilies with an autistic child aandom, the
families of Xingxingyu were chosen as participaiiscept for the fact that they are all
parents to a child with a disorder in the autisecspum, these parents have some other things
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in common. Firstly, parents attending Xingxingyurgvall willing to train their child.

Secondly, their economic situation allowed themttend Xingxingyu. Thirdly, the children
attending Xingxingyu could have the ability to atleschool in the future, partly because they
received training, partly because they did not rmsevere disord€r. Fourthly, parents at
Xingxingyu not only receive training in order tath their child, but some attention is also
given to the parent-child relation. Teachers aréiqaarly concerned with how parents view
their children and how they cope with them. Fiftidhildren at the observed department all
were between 6-12 years old, and thus had all eshtite proper age for schooling. This can
be seen as an extra form of pressure towards tleatsa

Despite these points, all families had their peasdlifferences, but still, the fact that
they attended Xingxingyu could make them a spestibroup within the group of ‘autistic
families in China’. That is why it has to be nothkdt this is a qualitative study and that no
attempt was made to make this study resemble tirgtisin of every ‘autistic family’ in
China.

The information for this study was mainly derivedrh in-depth interviews with
principal, parents, and teachers of Xingxingyu.c8iparents had already attended four weeks
of classes before this research started, it wasssacy to question principal and teachers on
how parents evolve during their stay at Xingxinglyam their arrival onwards. In this way
the researcher could get a more complete imageeddituation of those particular families.
Principal and teachers also talked about what hegpfmethe families after leaving
Xingxingyu, but since no real research was condlbteXingxingyu - or researchers - on
this matter, those are estimations. In additiothéinterviews, corrected parental es$&dys
and letters from parents and teachers in the Ximgxi Newsletter were also used. On top of
this, five of the parents interviewed were studisate closely. These parents all attended the
class for children with mediate abilities, and tbsearcher observed this group while
participating and helping both teacher and paréuatig class. All this material will be used
below in an attempt to create an image of how sGhiaese families react to an autistic
child.

Before this material can be used, it is necesgaintroduce some elements to create a
background for a better understanding on why tlfeesdies act as they do. Some of these
elements were already mentioned in an earlierqfahis thesis and will only be repeated

189 See the introduction to chapter 5.
170 Teachers often wrote some comment in reactiomemarental writings. The main focus here, agairs the
parent-child relation.
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shortly for the sake of completeness. Other elesnarg new and request some explanation.
Next, the parent-child relation will be examineddancloser scrutiny. Two examples will be

used to clarify the theoretical explanation.

7.1 Background
7.1.1 Society
The reaction of society towards disabled peopleatr@ady been discussed in part 4.6,

so there is no need to repeat it here. It has tdded though, that the way society acts can
affect parents in two ways. On the one hand ibigceivable that parents regard disability in
the same way as society dbésand that it takes some effort to accept thetfatthey are
raising a disabled child. During interviews the d®floss of face” diu mianziZ [fi ¥-) came
up more than once. When asked about the reactitheanvironment on her boy, the mother
of Pan Xiang answered:

“We do not go out much, his father drives the cahefhead of the community

(lingdaoren®ii 3 \) so it is not possiblfto take the boy outside].”
Although, in this example, the words ‘loss of faaeé not used, it is clear that this is what is
meant. The father is seen as somebody with prestigehe boy’s behavior could affect the
father’s status. For the parents of Pan Xiang teahdity of their child makes them leave
their child at home. Teacher Xie Yuqin also foundanceivable that some autistic children
“are kept inside and are never allowed to go out”.

On the other hand, parents can also be situatélaegrersonal level discussed in part

4.6.2. The mother of Xiaolé»“5, for instance, writes in the Xingxingyu Newslettieat she
had always felt very sorry for parents with a diedlxhild, but that she had never imagined
herself raising oné&’? This evokes parents feeling sorry for themselwédsch can also be
illustrated by the example of the mother of Xia@&e writes:

“Actually, it are not the children who feel mostredand helpless, it are the

parents’ !’

7.1.2 Thoughts About Parenting
At present, Chinese families usually consist of fgrandparents, two parents and one

child. The child is believed to be the centre ¢émttion, the sun around which everything

"l See 4.6.1.
1724Cong dianying ‘canghai chizi xin’ tangi” (1998), 23.
13 4Cong dianying ‘canghai chizi xin’ tangi” (1998), 23.
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revolves, the little emperdf? Parents, and grandparents, are willing to do hHgic

everything to improve the child’s youth. But otliban in Western thought might be, a good
youth does not seem to imply giving the child tirmeplay or have fulf®. It means that the

child has to learn. As Lew pointed out in his stadbput Chinese views on parenting, Chinese
families are achievement-orient&d Children will be appreciated according to their
achievements. Most of these achievements are atanand, in fact, parents think the

most important task of a child is to be good abstfi’. If the child does not live up to the
expectations it will be punished, sometimes phyiyicd® School is important because the
general thought in China is that better educateglpeget better jobs and have a higher social
status’®. This also explains why it is so important foreuats with an autistic child to still

send their children to normal schadfs

Another expectation towards Chinese childrenas they have to show “filial piety”
(xiao %) towards their parent¥. One of the ways to shoxiao is to take care of the parents
when they are too old to take care of themselvaeri®s at Xingxingyu said they were
wondering who was going to take care of them whely grew old, since the child might not
even be able to take care of itself.

Since parents already create a lot of these exj@tsavhile anticipating the birth of
their child, these thoughts affect the parent-&atchild relation. The interviewed parents
said they wanted their child to “have a good edanafmother of Zhang Dingqi), “have a
good job” (father of Yang Yd#%E), “go abroad for study” (mother of Yin Jiajuifisz 12)
among other thing8” The question is whether parents can changeéRrpéctations in order
to meet the actual abilities of the child.

Since children in the examined group were all €&rg or older, another remark
towards parenting has to be made. Parents terel\terly compliant towards small children.
They are allowed to show some sort of bad conduttiaae not required to achieve any
special results, although they will be praisedhéit can. When children reach the proper age

174 3i (1993), p. 822.

175 Lee (2002), pp. 265-266.

178 | ew (1998), p. 12.

Y7 Bowes (2004), pp. 55-56.

178 | ew (1998), p. 12.

179 3i (1993), pp. 824-825.

180 See chapter 5.

181 Bowes (2004), p. 49.

182 The same answers were reported by parents of hdewvaloping children in Davin (1991), p. 46.
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for schooling, parents tend to change. Childrethigfage are required to achieve good results
and are not allowed to show any inappropriate bieha%’

7.1.3 Xingxingyu

Principal and teachers at Xingxingyu all sharedapiion that it were the parents
who were difficult to work with, not the childremhis was mainly because the parents were
harder to change. As Tian Huiping explained: “Ptr@vant their children to become normal
and it has to happen fast.”

In Xingxingyu, a lot of emphasis is put on coning the mood of parents. This is the
first skill parents get trained in, and it was niyshtis skill the observed parents had to be
reminded of. Repeatedly, parents were asked t@ $miheir child while working with it, as it
would stimulate the children to carry on studyiBgt mood control meant more than smiling.
The teachers wanted the parents to be sincerefyyraut every little new achievement the
child made, and to ignore its mistakes. Becausexpectations for Chinese children in
general are high, it was not easy for the parenXsmgxingyu to be happy with the little
achievements their children made. As Liu Wei said:

“Parents do not understand why they should be hafyey their child
achieved just a small thirig.

Because the parents have high hopes, a lot of esigpinaXingxingyu is also laid on
lowering expectations. Especially during parenteétings parents are told repeatedly that
they do not have to expect their child to achielat anstantly. Parents are told that teaching
their children new skills can take months, and thgtession can occur. They are informed
that their expectations affect the developmenheirtchild. In one of the parental meetings
the manager of the preschool department, Bo Hogalie the parents the example of a father
previously attending Xingxingyu. None of the acleiments the child made had met the
expectations of the father. He had continuouslg to$ child it had to do better, up to the
point that the child itself said it had to do bettéth every move it made.

Because of the high expectations, the parent®tpraise their child for the results
achieved. This is the third point of emphasis tasdhe parents of Xingxingyu: they have to
praise their child for every little achievement madelling the child it is doing well is one

way of doing this, another way is reinforcing tlngla@t by giving it toys or food it likes.

183 Davin (1991), pp. 49-56.
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Observations in class made it clear that the parfenind this difficult to conduct, and that
praising the child was often forgotten.

To point out the importance of praising, a gamalayed during one of the parental
meetings. Parent A has to go outside while othezra discuss what kind of task they want
parent A to do, e.g. shaking the hand of the teathben parent A enters the room again he
has to find out what the other parents expect fn@m but he cannot ask any questions. The
other parents can only give hints by respondinghat parent A does. If he walks away from
the teacher they can tell him it is wrong. If hdksaowards the teacher they have to praise
him. After achieving the goal set, this one paited to tell how he felt. Parents said they had
felt comfortable while being praised but felt dited when people were yelling at them for
doing the wrong thing.

Basically, teachers are trying to make parents tbeir child and to make them notice
the child instead of the disability. The fact thadre was such a strong emphasis on this must
affect the parent-child relation in some way.

There is also a second way in which Xingxingyeetf§ the parent-child relation.
Parents were always observing other children andreh were compared. This made the
parents of the children with better abilities fbetter about their child, while parents of
children with lesser abilities were less confidémtone way this could explain why none of
the parents of the children with lesser abilitiesevwilling to cooperate in the research
conducted, while all the parents of the childrethvaietter abilities agreed on being
interviewed.

Also, attending Xingxingyu makes parents meetmoplaeents with similar problems,
which creates a bond. There is a Chinese sayingthi@s that “misery loves company”
(tongbing xianglian]93 #11%), and this was clearly felt by the parents. Tres} fnore at
ease at Xingxingyu, since they know they are rmteland they have people to talk to who
understand their situation, as explained by infortsia

7.1.4 Family
Not only high expectations explain the parentg€c® have a normal child. Although
most of the parents interviewed said they recehadfd from - and that the child was loved by

- the family*®* Tian Huiping puts it differently:

184 One parent did not have good relations with tedparents of the child, another parent said tidreh in
her family were not willing to play with her childecause he was so hard to play with. These det¢adacases
though, and even these parents said that moseiofrtatives were good to them and their child.
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“There is a lot of pressure on the parents fronmrttaenily to bring back a
normal child after attending Xingxingyu.

Except for one, all parents interviewed said theyeneeling at ease at Xingxingyu,
and that they feared going back home. The mairoregsven was the fear to be alone again,
since they had finally met parents with the sanpeernces and difficulties as they have.
Another reason was indeed the fear of more pressure

The family’s love for the child and the need foat child to be normal coexist. One of
the reasons is a lack of knowledge about autismat particularly while talking about
grandparents, that parents noticed misunderstas@ibgut autism. The father of Wang Yilin
%%, for instance, said the child’s grandparents paetpthe child but did not understand
what kind of disability this child might have.

Teacher Deng Xiaoling said to notice a changéenparents when they reached week
eight of the semester. She said parents forgaballit controlling their mood again, and that
expectations towards the child got higher agaie tBbught this had to do with the parents
having to go home soon.

The pressure that comes from the family and tbetFat parents do not feel like

people understand their child’s disability couléeat the parent-child relation as well.

7.2 Parent-Child Relation

These backgrounds coexist in every parent at Xmgyx: and it influences them,

although in different ways. In one way this diffiece of influence has to do with the fact that,
for instance, thoughts about parenting or the r@actf the family might differ. On the other
hand, it has to do with the perception parents lodtbeir own child. Also, as Wu
Liangsheng said, almost every parent has one ylearam “life is very hard” after the child
has been diagnosed. Some parents attending Xingxinghe summer of 2005 already
learned to accept the fact that their child wasstat other parents were not that far yet. It
might be expected that parents who attended Xigyxirbefore had evolved more in this
process, but according to Wu Liangsheng there diffierence between the parents in the
tigao banand those in other classes.

There seem to be some phases these parents hgwéhtough, and parents act
differently on their child depending on which letiéy are in. This process will be touched
on first, before addressing the actual parent-atelldtion through observed cases.
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7.2.1 Process

Based on her own experiences, Fang Jing learne@vhay parent has to go through
three steps: (1) awaiting the diagnosis, (2) fatihegsituation, and (3) accepting the disabled
child*®. Every step will be addressed separately.

7.2.1.1 Step 1: Awaiting the Diagnosis

The first step seems to be observing somethimgasg with a child and that help of a
professional is needed. This step can take sone®*finBecause autism is known on such a
small scale in China, it mostly takes some tima&vieeh going to a doctor for the first time
and getting the actual diagnosis as well.

Before the diagnosis, parents try to find out whatrong with their child, but they
cannot think about it as disabled. Parents stai@dheir surroundings, including the doctor,
said there was nothing wrong with the child, ot thavas just a late talker or developed a
little slower than other children. In addition, rmo$the parents stated that their children had
been able to do a lot of things when they were yeryng. For instance, the mother of Pan
Xiang recalls:

“When Pan Xiang was one year old he could talk amgl & lot of songs, he

was very clever at that time. But on one year ahdlahe could do nothing

anymore.
A lot of other parents during interviews and ingrgeal essays recall similar events. This
added to the influence of their environment makesparents wanting to think their child is
going to be really clever, instead of being disdbleang Jing thought her child to be an infant
prodigy*®’, Zhen Yuelai wanted to learn her child as muchassiblé®®. The Chinese
language even has a proverb for late talkers, gahat they will grow up to become
respectable personguiren yuchis: A\ i&iR). These thoughts make it difficult for parents to
go to a doctor. Most of the parents recalled tivagn it did not get better, they went to a
hospital after all. Stories about teachers teltlmgparents to send their child to a doctor are
also known.

All the parents interviewed, except for the motbeki Jiachen?: 3% who had
studied medicine, had never heard about the wdrshalpbefore their child was diagnosed as

such. Because of this, parents come up with maasores why their child behaves as it does,

185 Fang (2001), pp. 16-18.

186 According to Clark et al., this step takes an ager31 months. Clark (2005), p. 289.
187 Fang (2000), p. 14.

188 Zhen (2000), p. 16.
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but they do not think about autism. Most of thegpts said they first assumed their child to
be deaf, because it did not listen to the thingy 8aid. When a hearing test did not show any
problems, they supposed: “it would get better”.@dtharents assumed their child just
developed a little slower than other children, gr&mother of Yin Jiajun thought her child to
be depressed.

When the diagnosis is finally made a lot of pasdvave difficulties believing it.
Sometimes it is even harder to believe becausddtirs are not really sure whether the
child is autistic or not. In this case parents séaoontinue their search for a more positive
answer. The mother of Zhang Dingqi recalls:

“When the doctor drew a question mark next to thvel awatism we thought
that it would not be autism. It better not be autis

The influence of the environment together with ldek of knowledge on autism
makes it difficult for parents to think of theiritthas being disabled in general, and as being
autistic in particular. When the diagnosis haslijnlaeen made it means that parents have to
change their thoughts both about their child arebgbisabilities.

During conversations it became clear that padestismany dreams concerning the
future of their child. Most of those dreams wher@dmwhile awaiting the birth of their child,
and contained thoughts about the children’s schgand career. When it is made clear to the
parents that their child is autistic and that,ratspnt, no cure exists, parents have to change
those thoughts. Although the observed parents &ttympted to change, it was undeniable
that they also tried to change their child’s bebain order to make it act normal.

On top of this, they also have to change the \way think about disabled people in
general. Because of the sympathy that exists opeteon-to-person level in soci&fithese
parents also feel sorry for other parents who aok to have a disabled child but, as parents
expressed, it was difficult to imagine having aaiied - or an autistic - child themselVéSs.

So, shifting from the pity they feel towards otparents to feeling strong enough to handle

their own child takes time.

7.2.1.2 Step 2: Facing the Facts
The next step seems to be getting to know the dgigrand trying to live with it. Wu
Liangsheng said parents usually need one yearajot &0l the notion of their child being

autistic. He could also think about some pareneslimg three years to adapt to the

%9 See 4.6.2.
190«7ai Xingxingyu wo xuedao le ai” (2002), p. 24.
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circumstances, and on the forum of the websitein§@aoshi Shibeiqu zibizheng yanjiuhui
one mother writes about needing a period of tensyea

Parents stated the diagnosis of their child bnbabanges to the family. Firstly,
parents start to doubt their own skills. The motidri Jinglin, for instance, thought she had
pushed her daughter too hard in learning too maimg$ and therefore caused her daughter’s
diseas&. Other parents thought they had worked too haddnaaybe had not spent enough
time with their child. The mother of Zhang Dinggought she had been too indifferent
towards her daughter. The fact that their enviramnoéen does not seem to understand
something is wrong can make things even worse.

This feeling of guilt makes parents feel depresatttipugh they usually do not call
for professional help. Wu Liangsheng could recatl mothers who had told him they felt
depressed during the eight years he taught at Xiggu.

Parents also feel desperate because they do owtkow to help their child. Doctors
do not seem to offer a lot of help, saying themneassolution for this kind of children. The
mother of Pan Xiang recalled buying a book abowt tmteach a child, but it was of no use.

Because of these feelings and the lack of infoilonand knowledge on autism,
parents have a hard time training their child.He ¢ssay that parents have to write about their
own temper, some parents recalled getting angtly théir child very often. In that case they
would yell or even beat their child. This resultedhe child not wanting to study anymore
and the parents getting more upset.

This mixture of feelings makes parents feel hogglep to the point they think of
killing themselves and their chiftf. Why parents turn around and start to face this fand
train their child, can have various reasons, bt @ithose reasons surely is knowing there
are ways to help this kind of children, and thatréhare places where help is offered.
Knowing help is available can be a first step artig to really accept the child being autistic,
but it is not the only step needed.

7.2.1.3 Step 3: Accepting the Child

Tian Huiping and all the teachers interviewed agdrithat most parents starting a
semester at Xingxingyu were not fully acceptingrtbhild yet. They still wanted their child
to become normal, and to be cured after Xingxinghithough efforts are made by principal

and teachers to change these thoughts, result®dashalways to be accordingly.

191 Zhen (2000), p. 16.
192 For instance: Yan (1999), p. 29; McCabe (2005), pa
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The fact that so many efforts are made to turrptirents around must have some
effect though. This effect was mostly seen wheeparwere teaching other parents’ children
during parent’s operation classes and tests. Adl sddden the parents were very
understanding towards their pupils, and smiledhairt constantly. But, when they had to train
their own child again, they continued to push thidg wanting it to do things that seemed
impossible at that time.

The expectations made on the children remaineul ligring interviews, parents said
that they still had the same dreams and hopes tiswheir children as they had had before.
This means they still hope their children can attergood school and have a good job.
Although parents know their children’s abilitie® dimited, they do not seem to be able to
change their way of thinking. This means childreXiagxingyu had to do their utmost, and
the pass mark was set by the parents.

Although teachers kept on repeating that moodrobanhd praising the child is
important, it was obvious from the lessons obsetliadit was hard on the parents to be
happy about results they found not worthy. Liu \&&id:

“Parents do not understand why they should be hafyey their child
achieved just a small thirig.
And when she thought about her own function sheddd
“Teachers are sometimes happier about the achiewsroeidren make than
their parents aré.
Teachers also know they can keep the parents rediviy making the children improve. Xie
Yugqin elaborated further on this thought:
“When children improve, parents are happy. Whenrgarare happy they can
train their children better, thus children will impve more.

Since changing the parents’ behavior is difficitlis likely that parents are better
trainers when they are under supervision (e.g.iragngyu) than when they are back home.
Tian Huiping said the environment of the parentatwahem to bring a normal child back
home, so the pressure is high and three monthsiafrig are not going to change that.
Teachers also agreed on the fact that not all pakexep on training their child.

It is not obvious to conclude whether a childasepted by its parents or not and for
what reason. The mother of Dong Nan recalled sozo@lp telling her to get rid of her child.
The fact that she had not got rid of it can beechicceptance towards the child, but this does
not have to mean that the child is accepted asi@stia child. Most parents at Xingxingyu all
seemed to have high hopes on being able to chaegechild, to turn it into a normal person.
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7.2.2 Two Examples

It is not possible to draw solid conclusions on awents react to their child, since
many different factors have to be taken into actdtirs possible, however, to look at
different cases, and notice the similarities arfdcBnces.

Two examples have been chosen for specific reaBmth families were attending the
class observed and both mothers were interviewed tWo stories were quite different and,
in my eyes, these stories present the two endspéetrum. They formed the greatest
contradiction in class. The stories are not givecalise they present two extremes, but
because they can be seen as two distinct storiess to be kept in mind that other families

behaved in a more moderate way.

7.2.2.1 Pan Xiangk

Background: Pan Xiang is a six-year-old boy, who attended Xingyu together
with his mother and a private tutor. The family @mirom Guangzhou and Pan Xiang has an
older brother. The original wish of the father wa$ave a girl, and, since the mother did not
wanted to adopt one, they decided to have a seddlid When the second child turned out to
be a boy as well, the father was disillusioned Rad Xiang did not have a name until a
doctor urged the parents to give their child oran Riang was three and a half years old at
that time.

Pan Xiang was said to have a normal developmetd ope and a half years old.
From then on all the skills he had learned, likg#&ig songs and reciting poetry, seemed to
disappear. When he was two years old his mothder hon to a doctor but, after a hearing test,
the doctor thought Pan Xiang to be completely ndérma

When he was three and a half years old the panenisto the hospital again,
although Pan Xiang’s grandmother thought the bdy bad to be taken out more often. This
time Pan Xiang was diagnosed autistic, and thenpmetarted to get really worried. Because
a book about training children was of no help, Ramng was brought to a hospital where he
stayed for a while. When Pan Xiang reached theo&fjee he got an acupuncture treatment,
but, because the mother was not sure if it wasipiuge, she retreated the child. At this
moment Pan Xiang attended preschool educatiomormal school, but after a while he got

trained exclusively at home.

Xingxingyu: In September 2005 Pan Xiang was attending the tdassudents with
mediate abilities, but before that he had spentestimme in the class for students with better
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abilities. The mother argued Pan Xiang had switaasises because he and the teacher of his
first class did not get along. However, the teadi¢he class with better abilities students,
Deng Xiaoling, told a different story. She said Xaang did not have the right abilities to be

in the higher class and therefore switched classdsed, although Pan Xiang could utter
some words, he did not have the same kind of laggskills as the children in the better
abilities class.

Disagreement between teachers and parent aldedexis the progress Pan Xiang
made. Although the teacher thought Pan Xiang wasmgdorward, the mother had a
different view. “My child became autistic here” widie mother’'s comment when asked about
the reaction of the environment on her and hedcl8he argued that her child had not had
any visible problems while being at home, but atgxingyu the problems had begun to
show**, These problems were blamed on the home tutah@nne hand, and Xingxingyu on
the other. The latter can be explained as folldhes:children imitated each other’s behavior.
The mother of Zhang Dingqi also said that her chidd learned to “shoutjiénjiao 221H)
while attending Xingxingyu. This mother seemed teotind, in contrast with the mother of
Pan Xiang, who saw her child ‘becoming’ autistic.

This mother was the only one met in the study cetetl who seemed not to be too
content with Xingxingyu and the training given. Tinether elaborated on the fact that she
was not feeling at ease at Xingxingyu, and althoslghsaid to have some friends among the
other parents of her class, she was awaiting timesgr to end.

Attending Class: Pan Xiang, his mother and home teacher were i$teplupils
noticed while observing. Not because the behavign@blems of Pan Xiang were so much
more visible than those of other children, but lseathe way the mother and home teacher
dealt with the child. Whenever Pan Xiang made aanthe child was, in an unfriendly way,
pulled back upon its chair. Most of the eight cteldlin class could not sit still for a long time,
and children often tried to escape. The differemitk the other children was the way in
which it was made clear to Pan Xiang that he hagédbseated. This sometimes let to Pan
Xiang throwing a tantrum.

Some other observations were also made. The msdleened to lack self-confidence.

This became obvious during the interview, whenniog¢her claimed she could not get her

193 Although the mother also said they had not takeir thild out while being at home, because thigdo
cause a loss of face to the family. This pointstbat there had to be some visible problems befardamily
attended Xingxingyu.
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child to cooperate. Also in class, the lack of-selhfidence of the mother was obvious.
Although repeatedly pushed by the teacher, shermarécipated during the parent’s
operation classes. The teacher said there haddmeetime, during the beginning of the
semester, when the mother had trained her chiléewriniclass, but afterwards it had always
been the home teacher who had done the exerciseag@he observation period there had
been one time when the teacher had been able theggtother to do an exercise together
with her boy, but after one trial she had gone ldadker seat and let the home teacher finish
the session.

It was not obvious who trained Pan Xiang outsifielass, but it was obvious how the
training outside of class went. During one of thegntal meetings, Bo Hongli warned parents
that they had to praise their child and did notehevcriticise every mistake made. Bo said
this could have the effect of the child thinkinglitl everything wrong. Pan Xiang seemed to
be one of those children. One of the parent’s djperalasses went as follows:

Tutor: “Pan Xiang, first clap your hands, thaansp your feet.”

Pan Xiang (after making the right movements): 6\g!”

Tutor: “Very good. Pan Xiang, first clap your lasnthan stamp your feet.”
Pan Xiang (after making the right movements ggaWrong!”

After this session the home tutor explained that Xiang had been wrong a couple of times
while practising at home, and mother and tutordiacys told him. The teacher reacted by
saying that they had to praise the child more aititise it less.

Conclusions. From this parent and the elaboration above sodieidtual conclusions
can be drawn. These conclusions do not give aratbwaew of the parent-child relation
between a Chinese parent and his/her autistic,dhiitican give some insights into some of
the characteristics that Chinese parents might imethesir relationship with their autistic
child.

Firstly, both the interview and the observatioredmon this parent show that the
disability of the child had not been fully acceptBidt only had the child been sent to the
hospital after being diagnosed, to be cured, ththenalso claimed her child was not autistic
before attending some training for autistic chifdrBor this parent, being surrounded by other
autistic children was hard. Not only did the cipidk up on some behavior that has been said
to give a loss of face, the parent also had to tathaichild was having some life long
problems.
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Secondly, the parent lacked self-confidence anddht this feeling upon her child. It
is hard to define the origin of this lack of setfrfidence but one of the reasons could be a
sense of guilt. In general, parents expressedftieguilty because their child was autisfit
and because of the fact they started to trainiid o laté®®. Regarding the mother of Pan
Xiang there seemed to be some other factors indo@a the one hand, Pan Xiang is a
second child and was meant to be a girl. This cbtilth a feeling of disappointment upon
both parents, and when Pan Xiang turned out tollsyavith special needs, the mother could
have felt even more unsuccessful. On the other,ithadgrandmother who thought that the
child just had to be taken out more frequently dalso cause a feeling of guilt.

This lack of self-confidence translated itseltlifferent ways. Two were directly
observable. On the one hand the mother refusetdna e front of the class with her child,
and even repeated encouragement of teacher andpatieats could not help. On the other
hand this lack of self-confidence was transfernet ¢he child, who repeatedly said he did
things wrong, even if he was told he did alrighth& ways of conduct, like the fear of loss of
face, can be interpreted as the same lack of safidence.

When looking at the demands made on Pan Xiangn&adiction is noticeable. When
observing classes when parents and children hagrotogether, e.g. arts class, it seemed
that the expectations were rather low. Whenevesiptes mother or tutor would do Pan
Xiang’s tasks. When Pan Xiang had to make a drawiingas the mother who drew a house.
When, in another class, Pan Xiang had to play cénésmother laid the cards that Pan Xiang
was allowed to hold. On neither moment there hahlaechance for Pan Xiang to show off
his skills. Also in the interview the mother explad to have no other expectations than
having her son growing up a normal child, whichtlo& one side seems to show that there are
no high expectations, but on the other side alsashhe unaccepted disability.

In contradiction, when Pan Xiang had to perfordividually in front of the class,
during parent’s operation classes or test momérgsemed the expectations were rather high.
Every task had to be performed correctly for agatbng time before there was given any
form of reinforcement. Praises were given on a \@mylevel, although there was never any
disapproval of wrong conduct of the child whilerizpin clas$™.

194 This has numerous reasons, like media reportst alism being caused by a lack of parental lovetiier
of Zhang Dingqi), or fearing that there was too memphasis on studying when the child was stily yeung,
(Zhen (2000), p. 16) among others.

195 This, also, has numerous reasons, like the chiligodiagnosed too late (see 4.2.2.3) and thewaiting list
at Xingxingyu (Sun Zhongkai).

19 The fact that Pan Xiang said himself to be wrooigs out that there was some form of disapprof/élee
behavior outside of class, as confirmed by the htutce.
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Even when the teacher asked to keep the tasksesithpl orders given were always
rather advanced. For instance, when the teachértsaas alright to just let Pan Xiang clap
his hands, the tutor still asked him to clap hisdsgand afterwards stamp his feet. Of course,
it has to be noted that there was a tutor involvbd was used teaching children in normal
education classes and thus might have rather bigdcgations of her pupil, but observations
made clear that the mother had no other expectati@an the teacher had. This became

obvious through the learning materials bought &edfitequency of learning activities.

7.2.2.2 Li Jiaxurds £

Background: Li Jiaxun is a six-year-old boy, who attended Ximgyu with both his
mother and father. While the mother normally workaed had to take a leave to attend
Xingxingyu, the father had been unemployed for diaeze years. The family lived in
Heilongjiang, together with three other uncles épaal side). Li Jiaxun had no siblings.

Before the age of two, his mother said Li Jiaxuihave a rather normal development.
He could say some single words like “mother” arattier” and seemed to understand the
orders given. When he passed the age of two thlisyadeemed to have disappeared. Li
Jiaxun did not utter any words any more, nor diddset on any orders given or any words
spoken. At the age of three and a half his pateots him to the hospital where the doctors
did a physical check up, including hearing testsictvdid not show any results. The doctor
opted there was a chance the child was autisti@fiad some additional tests this was
confirmed. After the diagnosis, they found out abémgxingyu and signed up to be enrolled
in the program.

Li Jiaxun stayed at home during the time betwegnisg up and entering Xingxingyu.
He learned how to speak some single words agaiteanded how to write them, but he had
no sense of communication. His language was lintdie@peating words said by others, or
characters he had read somewhere. When he sawaztenéne would remember how to write

it, something he loved to do.

Xingxingyu: The mother of Li Jiaxun seemed to be content thhtraining received.
She found herself and her child to have improvedyas confirmed by the teacher.

Li Jiaxun and his parents seemed to have a speusétion in class. Li Jiaxun was
seen as the most difficult but brightest child. tel a more advanced use of language and
was able to do every task properly. This made qtheents admire Li Jiaxun. Sometimes
there was even some form of competition when athddren were pushed to do the same as
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Li Jiaxun had®’. The boy was also feared by the other parentgythaespecially when
parent’s operation classes and test moments hael ¢onducted with different children. Li
Jiaxun was stubborn and did not cooperate with m@gxcept his own mother. He was afraid
of strangers and when other parents tried to tiaamhe would start crying or throw his
learning materials away.

His parents had obtained this special positioriass also because of their difficult
child. They were awarded the best parents in t¥asmd other parents sometimes asked
advice. Also, the father was always taking carditéérent children during classes, helping
those mothers who were accompanying their childealo

The mother also thought she did a good job, batcthimed it was hard on her
because the child was so difficult to train. Excdeptthis, she also thought her child had good
abilities when compared to the other children assl

Attending Class: While both parents accompanied the child, it wasgé the mother
who trained Li Jiaxun during test moments or pasamperation classes. The father only
trained the child during the morning exercisesc8im was the father of this family who was
unemployed, it was not clear why the father didtraih the child more often. Probably this
was just a mutual agreement, although teachersgixilgyu want mothers to participate the
most, as was said by Xie Yuqin.

Although the mother made a rather shy appearaecginly when she was in charge
of snack/fruit times, she also seemed very confidEms feeling increased noticeable after
she was chosen best parent of the class. Whileucting parent’s operation classes, both
with Li Jiaxun and other children, she was notidfta stand in front of the class and show
off her skills. She also was the only parent whail@ive suggestions to other parents after
their session during parent’s operation classes.

When she was training Li Jiaxun in class, sheksto@xercises prescribed, even
though she sometimes thought her child could dtebeétler child could, for instance, utter a
lot of words, still he had to do some pronunciatxercises to make him say words without

repeating them.

197 One example was observed when the mother of PamgXiied to make her child write characters, as Li
Jiaxun had, although Pan Xiang was never obseovhd\te written characters before.

198 Xingxingyu awards the two best parents of eveagsiwith money. The teachers can choose how themt se
who has improved the most, and in the class obdétveere the parents who did the selection. Howewlen
the Li family was selected, they said not to ndedrhoney and thus the class selected another parent

66



When Li Jiaxun performed correctly, he would beiged and after a few times, or
when he did not cooperate anymore, would be raiefiirReinforcements were clearly
matched on the child, e.g. playing his favouritengar giving him the time to write some
characters. When Li Jiaxun, for instance, threwldasning materials away, this was ignored,
as taught by the teacher.

During classes where parents and children hadté Wgether, e.g. arts class, Li
Jiaxun was often allowed to work alone. The pardit$have some expectations though, like
writing his name on his drawing or saying the nawfdsis classmates before allowing him to
write some characters again, but when Li Jiaxumdidact accordingly he was mostly left
alone. The teacher said this child to be the ohiglan class not helped by the parents with
tasks they knew he was capable of.

During the interview the mother said she wantedchéd to attend a normal
education school and said to believe her childdlig#ending classes. She claimed to not have
any other special expectations. Being aware ofatiethat parents will probably not reveal
all their hopes, it has to be pointed out thatdbservations did not show any other special
expectations either. Both parents knew the alsliviethe child and exercises were
accordingly, thus developing the child’s abilitigghout overestimating its skills.

Conclusions. Again, some individual conclusions can be drawrsthy, it has to be
noted how different this family is from Pan Xiandésnily. Not only did both Li Jiaxun’s
parents come to Xingxingyu, the expectations amd thmse expectations showed differed. Li
Jiaxun was asked to do those things he was cleapgble of, but when he failed this was
ignored. Never were any observations made of thia@endoosing her temper or bluntly
telling the child it was wrong.

Also, the mother showed a lot of self-confidenShe did not mind getting in front of
the class or speak up, and she said to be confidbenit her own skills. Although Li Jiaxun
seemed to be quite indifferent to the praises amdarcements received, he did not show any
signs of feeling inferior either. Also, he was vetgse with his parents, which he showed by
obeying them, something he did not do with otheepis, or with the teacher.

Secondly, there were some clear expectations tsahe child, but they did not seem
too high or too low. The abilities of the boy wéwrgwn, and both parents did not appreciate
the child to not perform accordingly, but he did have to do more than he could. For
instance, although he could read characters henexas asked to read, or write, full

sentences. This can be regarded either as a gadaat thing. On the one hand this shows

67



the acceptance of the parents towards the digabflitheir child, on the other hand this could

be interpreted as not stimulating the child toneaew things. Since the teacher claimed that

Li Jiaxun was the child that had made the most ampment in class, this seemed not to be a
disadvantage.

Thirdly, after the diagnosis was made, the pardistsmiot make any efforts to get the
child cured. Li Jiaxun did not have any acupunctugatment nor any other form of hospital
treatment. On the contrary, his parents searcheddrang centre right away. One of the
reasons could be that Li Jiaxun was very sensititbe smell in hospitals, as said by his
mother, but another reason could be the acceptHribe autistic child. As every parent, the
parents of Li Jiaxun surely had some problems dowgthe diagnosis at first, but when they
attended Xingxingyu they seemed to have overcomsetproblems. This also, to some extent,
explains the self-confidence of the mother.

7.2.2.3 The Parents In Between

As put before, the parents discussed seem to prigsetwo ends of a spectrum in the
class observed. On the one hand there is the udeobimother of Pan Xiang, who wants her
child to be normal and act accordingly. On the ottand there is the Li family, who accepted
the disability of their child, did not seem to blathemselves and were trying to make the
best out of it.

Other parents observed seem to show characteredtlmoth families. Being
unconfident was observed in a lot of families imauous ways. While some mothers
immediately lost all hope when their child madeiatake, others did not want to have their
photo taken when asked by other parents. It hbs &iated though that these parents could
perform in front of the class without too many gdeobs.

When parents were observed on the expectatiogshtebtowards their child, the
dichotomy as seen in the example of Pan Xiang \itas perceived. Parents wanted their
children to do their utmost, but all tasks wereadtrexclusively done by the parents - when
the teacher let them - although some parents wofddm the teacher about the developments
made by their child. Also, they would agree witk teacher that improvements were made,
and new goals were achieved.

Praising the child for what it could do was hardadmost every parent, which shows
that accepting the child being autistic was notagsvevident. Some parents had a very hard
time smiling to their child, giving appropriate méarcement or praising it. The frequency of
praising or reinforcing the child differed from pat to parent, but basically it seemed to be
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easier to praise other children than praising oo@/s. The latter seemed to be likewise for all
parents. It was easier to be happy about the dittkeevements made by other children, than

being happy about the achievements made by theirabwid.
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8. Conclusion

When starting to address the topic ‘autism in @hihwas aware that | was touching
on an amalgam of subjects. These subjects wilid®igdsed separately below, in an attempt
to provide the reader with some final thoughts.

8.1  Autism

Even without considering the phenomenon of autisenspecific society, it is
remarkable to what extent autistic individuals #m&r relatives form their own culture. The
fact that these people form a particular cultunelated to the specific character of the
disorder.

Firstly, autism is not a visible disorder, but acedled hidden disorder. Autistic
children are often described as beautiful, quidtdcn, who do not at all look disabled. In
one way, this could be considered a disadvantagsuse it leaves parents and grown up
individuals with autism feeling misunderstood. Peapho are not in frequent touch with an
autistic child, could be wondering why parents khif their child as developmentally
delayed, let alone disabled. This is certainlyatght for individuals who are visibly disabled.

Secondly, the fact that autism is a developmensalrder, with an early offset, is an
important aspect as well. Autistic children haweeay short period of normal development, if
at all. For the parents this means they alwaysteaw child as a problem child. From infancy
on, they worried about their child’s eating probsersleeping problems, motor dysfunctions
and so on. This is an important aspect, becausaizacompare their children to normal-
developing peers, and all they see is differeneetap of this, some recollect their child as
being different from infancy on, in contradictiomparents whose children became disabled
when older. This is important when consideringgheent-child relation.

8.2 Autism in China

Compared to the West, China has a considerabl¢ Isistory regarding autism. The
autism situation was already developing for 40 geathe West, before Tao Guotai reported
the first case in China. During these 40 years\Western autism culture had already gone
through some changes.

In this regard, it has to be mentioned that Westetistic individuals in the seventies
also had great difficulties in obtaining a diagscand getting access to services. Gunilla
Gerland learned about herself being autistic bgirgpbooks about autism. When she was in
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her twenties, a doctor verified her assumptiSiDominque Dumortier noted down all her
symptoms when she was 24 in order for a doctoragnbse hef®°.2%!

It could be suggested that China is actually dbetjer, probably because of the
know-how imported from the West. Twenty years ather first diagnosis, children are
diagnosed, with the help of their parents, durinddbood. Still, due to specific thoughts
about disability and a lack of knowledge on autissm laymen, autistic families encounter
particular problems.

Because it is impossible to touch on all differaspects of society, it was chosen to
study education for autistic children in scrutifdereby it became possible to look at the
problems encountered by autistic individuals amdr tfamilies. It is conceivable that the
problems concerning education are also noticeabi¢her elements of society, e.g. labour

market.

8.2.1 Education

Education is a good way to get an insight in hbgvautism culture functions in China,
because it involves different actors and settiags, thus different views, which have to
cooperate in one way or another.

First, laws, in the sense that legislative measare taken to decide who has the right
to be educated, control education. Second, therpeople who have to implement these
laws, e.g. principals and educators. Third, pararésalso involved, as they advocate that
their children receive education. These three fattre all embedded in Chinese society but
have their specific positions, rights and obligasias well.

In general, laws allow disabled children to reeerducation. Also, there is a choice
between special and normal education. Therefooeutd be argued that every disabled child
is able to receive education, adapted to its sigedtiilities and needs. Still, the generality of
these laws results in autistic children gettinglected or hindered from an appropriate form
of education.

Firstly, these laws do not specifically mentiordefine autism, leaving those who
have to implement the law with the freedom to netgikis kind of children. Secondly, parents
do not seem to consider their child’s specific digw. This partly is because there are few

clear-cut services available, and because paramtstb seek those services themselves.

199 Gerland (2005), pp. 190-195.

200 Dymortier (2002), pp. 9-16.

201 Of course, individuals who were more severly digtisould be diagnosed earlier, but still this camigon is
justified because this thesis mostly deals wittdipihutistic children.
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Therefore, parents want their children to get ethttan normal education schools, as they
feel this is the only possibility. On top, they toyprepare their children to be a normal

student, which is visible in the parent-child relat

8.2.2 TheParent-Child Relation

Even parents of autistic children know little abwhat autism actually contains. What
these parents know is that surviving as an autistividual in Chinese society is difficult.
Therefore, they are pushed - both by themselvestadsurroundings - to make their child
act normal.

This is very observable in the parent-child relatieven when parents are in an
environment where they are pushed to perceiveubétigs of their children, e.g.

Xingxingyu. In this regard, it is remarkable howederooted thoughts concerning disability,
parenting, and ‘leading a good life’ are. Stillcgnnot be forgotten that parents act as a
child’s most important advocates, and that thetpasevolution observable in China today
has a great deal to do with advocating parentthisiregard two tendencies have to be
pointed out.

On the one hand, an increasing amount of parehtgsprivate organizations in order
to help people with the same problems. On the dtaad, parents persist more and more in
letting their child receive education in an indivad way. These two tendencies influence each
other. Not only do organizations like Xingxingyy to make parents see both the abilities
and disabilities of their child, parents are alsergythened by positive stories of other
parents.

8.3 A Personal Note

Writing a thesis can be a very interesting taskaan be written on a topic where the
student is particularly interested in. Since | whte to combine two of my biggest points of
interest, it was no doubt very instructive. Stikfore | started to do my actual research at
Xingxingyu, | had no clue of how interesting it waget. Getting the chance to do this kind
of research and learn more about this topic thrqaegeonal stories was especially interesting.
| am therefore grateful to have had a chance tinidpand can state that those stories, the
interaction with individuals and the friendshipslbare precious gifts, which will not be
forgotten.
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Appendices

1.

Details of the Interviews

Below, the details of the interviews are listedkeAthe name, some background

information on every interviewee is given. All tldata is listed as obtained in the summer of

2005. Also, the exact date and time of each ineevvs listed. If there are any remarks worth

mentioning, this is also added below.

11
1.

Parents

Mother of Xiaohw)':, 33 years old, coming from Inner Mongolia.

Xiaohu, a boy, is 8 years old and attendstidp@o bant =¥, since he has been in
Xingxingyu once before.

Interviewed on 12-09-2005 from 9 a.m. to 9.30 a.m.
The name has been changed.

Father of Wang YilintE—%x, 32 years old, coming from Heilongjiang.

Wang Yilin, a boy, is 6 years old and attendstity@o ban since he has been in
Xingxingyu once before.

Interviewed on 12-09-2005 from 10.30 a.m. to 1&30.

Mother of Pan Xiangk ¥, coming from Guangdong.

Pan Xiang, a boy, is 6 years old and attestd® yi barr>—t, the class with
children with moderate abilities.

Interviewed on 13-09-2005 from 9 a.m. to 9.50 a.m.
The interview has not been taped.

Mother of Li Jiaxun${3:ift, 30 years old, coming from Heilongjiang.

Li Jiaxun, a boy, is 6 years old and attesldao yi ban

Interviewed on 13-09-2005 from 10.30 a.m. to If.a.

Mother of Zhang Zhiydk 2 5%, 32 years old, coming from Shankxi.

Zhang Zhiyu, a boy, is 6 years old and attesttmo er ban> —Jt, the class with
children with better abilities.

Interviewed on 14-09-2005 from 6.15 p.m. to 6.4%.p

Mother of Dong Nan&#, 35 years old, coming from Shanxi.

Dong Nan, a girl, is 9 years old and attend<titheeo ban since she has been in
Xingxingyu three times before.
Interviewed on 14-09-2005 from 7.15 p.m. to 8 p.m.
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10.

11.

12.

13.

14.

15.

Mother of Li Jiacher=37 EX, 32 years old, coming from Hebe:i.
Li Jiachen, a boy, is 7 years old and attestuo yi baras a “visitor” guanmoXi J2£),
which means he cannot participate in every lessdnsanot supposed to stay for the

whole semester.

Interviewed on 15-09-2005 from 6.15 p.m. to 6.45.p

Mother of Gao Zihas 1%, 31 years old, coming from Beijing.

Gao Zihao, a boy, is 6 years old and attendsigia® ban since he has been in
Xingxingyu once before.

Interviewed on 15-09-2005 from 7.15 p.m. to 7.4%.p

Mother of Zhang Dinggik ] ¥, 32 years old, coming from Henan.

Zhang Dingqi, a girl, is 6 years old and atteskigo yi ban

Interviewed on 16-09-2005 from 6.15 p.m. to 7.0%.p

Mother of Ruan Yugang£t4, 36 years old, coming from Hebei.

Ruan Yugang, a boy, is 7 years old and attehds er ban

Interviewed on 16-09-2005 from 7.15 p.m. to 7.30.p

The interview has not been taped.

Due to external factors the interviewer ended tiberview before all the questions
were asked.

Mother of Xiaoliw/>XI], coming from Guizhou.

Xiaoliu, a boy, is 9 years old and attestiao yi ban

Interviewed on 19-09-2005 from 6.15 p.m. to 6.48.p

The name has been changed.

Father of Yang Y%k, 35 years old, coming from Shanxi.

Yang Yu, a girl, is 8 years old and attestiao er ban
Interviewed on 19-09-2005 from 7.15 p.m. to 7.40.p

Mother of Chen Sicheng [t ik, 35 years old, coming from Beijing.

Chen Sicheng, a boy, is 6 years old and attehde er ban

Interviewed on 20-09-2005 from 6.15 p.m. to 6.4%.p

Mother of Zhuang Yanjuk: %3, 36 years old, coming from Fujian.
Zhuang Yanjun, a boy, is 6 years old and atteshd® er ban

Interviewed on 20-09-2005 from 7.15 p.m. to 7.4%.p

Mother of Cheng Siyualt /&, 33 years old, coming from Heilongjiang.
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Cheng Siyuan, a boy, is 6 years old and attshde er ban
Interviewed on 21-09-2005 from 6.15 p.m. to 6 p4%.

16.  Mother of Yin Jiajuris# &, 41 years old, coming from Jilin.
Yin Jiajun, a boy, is 12 years old and atteslaso er ban
Interviewed on 21-09-2005 from 7.15 p.m. to 7.58.p

1.2  Staff of Xingxingyu

1. Liu WeiXI|ff is 25 years old. She has been working in Xingxinfyjgm
2004 on and teachsbao yi ban
Interviewed on 22-09-2005 from 4.30 p.m. to 5.30.p

2. Xie Yuqiniff %5 is 24 years old. She has been working in Xingxingy
from 2004 on and teachslao san ban> —Jt, the class with children with lesser
abilities.
Interviewed on 23-09-2005 from 4.30 p.m. to 5.30.p

3. Deng XiaolingX$/N# is 25 years old. She has been working in Xingxingy
from 2003 on and teacheBao er ban
Interviewed on 26-09-2005 from 4.30 p.m. to 5.30.p

4, Wu Liangshendr K 7 is 30 years old. He has been working in Xingxingyu
from 1998 on and teaches tigao ban
Interviewed on 28-09-2005 from 4.30 p.m. to 5.30.p

5. Tian HuipingHl 2> is 50 years old. She established Xingxingyu in3L88d is
the principal ever since.
Interviewed on 29-09-2005 from 10 a.m. to 11 a.m.

2. List of Hospitals Able to Provide a Formal Diagis

This list is provided by Xingxingyu and is an imsplete overview of hospitals where
a formal diagnosis of autism can be obtained.

21 Bejing

- Beijing daxue fushu di liu yiyuan (Jingshen weis yanjiusuo)lt. 5t k2% & 55 /S
BEle ORi b ARG

75



2.2

2.3

24

2.5

2.8

29

Guangdong
Guangzhou Zhongshan yixueyuan fushu san yuam il 5 2% e it & = B¢

Guangzhoushi fuyou baojianyuiryt| i 4 2l {54 ¢
Shenzhen ertong yiyuan Fujian Fuzhou xiehe yivigRati ) [ 2[5 [ 48 a4 M A

i

Hubel
Hubei yixueyuan fushu yixueyuali 1t = 27 B b J& B2 2 Bt

Hunan

Hunansheng ertong yiyuan shenjing neikes 4 )L & = B f £ 1 R}

Hunan yike daxue di er fushu yiyuatieg B R}k 27 55 = b & B2 B

Hunan Changsha Zhongguo gingshaonian ertong amgsthongxini] 55 £ vb
AL DAL

Guangxi
Guangxi yike daxue di yi fushu yiyuan P4 B R} k27 55— I s B
Guangxi Liuzhou Longquanshan yiyugivt i 2 e 5 il B2 e

Shandong
Shandongsheng jingshen weisheng zhongxifi 44 4 fit 14E .0

Qingdao yixueyuan fushu yiyuan erighs B2 27 [ it e B2 B J LR}

Sichuan
Chonggqing yike daxue fushu yiyuapk BE B} k2%t & B2 B
Huaxi yike daxue fushu yiyuaf /5 B2 &l K27 b e B2 B

Shanghai
Shanghai xinli zixun zhongxir- /0 3 & i 1.0

Jiangsu

Nanjing jingshen weisheng yanjiu zhongxis ks i T AERIF5T 0
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2.10

211

212

214

2.15

2.16

2.17

Henan
Zhengzhoushi ertong yiyuaif N i J L 7 B2 52

Heilongjiang
Heilongjiangsheng jiankang yiyua# 11,45 il B < i

Jilin
Jilinsheng Sipingshi jingshenbing yiyugrbk4a P~ i ks #5 B2
Changchun yike daxue di er fushu yiyulgrs 2 Bl 242 58 ) &8 B e

Liaoning
Shenyang yike daxue fushu yiyusePH B RE k27 B e B B
Shenyang ertong yiyuan xinlikg BH J L & &= 5.0 B}

Shaanxi
Xi'an Jiaotong daxue di er yiyuan xingwei faykelyanjiushiff 24 8 k275 B

BeAT AR T LRI U

Xinjiang
Xinjiang di er renmin yiyuan erkr s 55 — A FEE B LR

Tianjin
Tianjin ertong yiyuankt )| B 5

Hebel
Shijiazhuang ertong yiyuah % & )1 # = b

List of Institutes Connected to Xingxingyu

Below, the institutes who were involved in the gmgyu training network in the

summer of 2005 are listed. Some of them have bisenssed in part 6.1.1. Their full name is

listed, together with their date of foundation. Wiavailable, their website is submitted,

although it has to be noted that Chinese websta$ o come and go.

77



3.1

3.2

3.3

34

Guangdong

Guangzhoushi Baiyunqu xiaotaiyang teshu ertong fkazigongxin/™ M 117 4 =
DN R BRI LB R rhoLy, 1994,
www.0086e.com/webease/auto/Templet/24/company. asriti3=11593
Guangdongsheng yang ai teshu haizi jiazhangyuled< & 4752 ik % 1 K KA R

B, 1997 www.parentclub.ngo.cn

Guangzhoushi Haizhugu huanledao ertong xunliamyGal i i Bk X %k i JLE I
Z5d, 2001,www.gzhld.net

Shenzhenshi zibizheng yanjiuh&id! i B FISERF 574, 2001,www.sas.org.cn
Foshanshi gifei jiaoyu zixun youxian gondili 7 J& e 280E & B2 7, 2003,
www.fsqgifei.com

Guangzhou rongqun jiaoyu zixun youxian gongsitl @it 2 5 & A R A #], 2003.
Guangzhoushi Panyu yu jiaole jiaoyu zixun fuwengsi)” M i % B & BUR K E &
W55 22w, 2004.

Huizhoushi humiao ertong fazhan zhong@r!| 74 11 JL 7 % & 0, 2003,

www.hzhm.net

Jilin

Jilinshi Fengmanqu peizhi zhongxin xuexigahk iy =3 X 15 587 022 4%, 1994,
Changchunshi xingguang teshu ertong xunlian yamdiongxint: % i 2 Y4 ik )L
H Y274 0, 2003.

Liaoning
Fushunshi ertong ganjue tonghe xunlian zhongkIii 117 J L & J8& ot 48 & I 2k o0,
1998.

Shandong
Zhongguo beifang bo’ai kangfu zhongxiniE It /7 1# 5% B & 7.0y, 1998.
Qingdaoshi Shibeiqu zibizheng yanjiulis 17 1 b [X. @ BIAERF 5T £, 2000,

www.elimautism.org
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35

3.6

3.7

3.8

3.9

Ji'nanshi mingtian ertong kangfu zhongxiferg i B % )L FE & 0, 2003,

www.cngudu.net

Hunan

Hunan aimi’er teshu ertong jiaoyu zhong#ied 52 7 /R 45k ) L35 208 o0, 1999,
www.tejiao.com

Hunansheng Zhuzhoushi jiazhang zhiyuan zhongikil 24 ¥k 1 5 K S2 88 o,
2003.

Hunansheng Zhuzhoushi ertong fuliyuan ren’aimgttazhan zhongxiwf] #4241 91
) LR R e~ %2 ) L3 & e Huly, 2004,www.zzety.com

Shaanxi
Lalashou zhizhang renshi kangfu zhiyuan zhongskier 7% st A -1 B 2 4%

Ly, 2001,www.lalashou.org/lisnews/default.asp

Hebei
Cangzhoushi “ganlanshu” ertong gianneng kaifangbxin ¥ M 5 “ M 7 L
REFF A& 1.0y, 2002,

Heilongjiang

Heilongjiangsheng Dagingshi jiaming teshu ertéaxhan yanjiu zhongxi#2 Jzy14
DRI T BB ik J LB A T 7T PP, 2002,

Mudanjiangshi gimingxing jiaoyu yanjiusdad '+ 117 J5 B & 205 W57, 2003.

Jiangsu

Nanjing mingxin guduzheng ertong jiankang zixinomgxin 4 5L B CyIUAE L 28 fk
R0, 1998 www.njmx.org

Jiangsusheng Changzhoushi canjiren kangfu zhorgs) 44 & M i sk N\ e
L, 2002.
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3.10

311

3.12

3.13

3.14

3.15

3.16

3.17

Fujian

Fujiansheng Yong’anshi xinyu ertong xingwei gamnongxirie & 4 7K 22 117 L )
HEAT AL, 2003.

Xiamen Jia’nan shao’er peixun zhong¥n Jii 55 /> JLEF I Ly, 2003,
WWW.Xmcanaan.com

Quanzhou Beidouxing ertong fazhan zhongitl{-Jk 2} & JL 7 & Jig L, 2004.

Guangxi
Guangxi Liuzhou jiazhang zhiyuan zhongXirdt )i 1 28+ 32 4% #7.0, 2003.

Guizhou
Guizhousheng yiyangren teshu ertong kangfu zkianig 2145 —F N5k L3 i 52
Hrury, 2003.

Hainan
Haikou shileyuan zibizheng xuexiéfe [ jiti o [7e] H FIE 2% 4%, 2003.

Gansu
Lanzhoushi teshu ertong jiazhang zhiyuan zhamgdhl i ik J L2 KK S8 o,
2003.

Shanghai
Shanghai xingyu ertong kangjianyudmfy & i J 1 3 HE i B¢, 2003,

www.shanghaiautism.com

Tianjin
Tianjin menggongchang ertong zhuzhang zhongwift2s 1°) )1 3 B K 7.0y, 2003.

Jiangxi
Jiangxi Jiujiangshi xinyuxin teshu jiaoyu jig@lpt LI i/ CoiE Rk 2 A LA,

2004, www.xXyux.com
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