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Preface

This volume is a collection of interviews with the families of 18 people with an
intellectual disability (ID) in Shanghai who have participated in the Special
Olympics movement.

Special Olympics East Asia contacted a number of families and 4 of them agreed
to be interviewed. Ms. Meizhen Zhou, from 1 of the 4 families, a Special Olympics
family leader, successfully recruited another 13 families, the majority of which have
sons or daughters on the drumming team of the Shanghai Hongkou District
Disabled Persons’ Federation.! The remaining family belongs to a Papa John’s
employee with ID. Because the family has participated in the Special Olympics
movement, interviews with this family are included in this volume.

The 18 subjects of this volume, each with ID, participated in the Special
Olympics World Games, Special Olympics National Games, or community-level
Special Olympics activities. Their experiences reflect the different levels of Special
Olympics and its profound impact on people with ID.

At the meeting for parents whereat the oral history project was introduced, I was
deeply impressed with the families of the drumming team of the Shanghai Hongkou
District DPF. They treated each other like family and were open and optimistic.
Sons and daughters from these families have varying degrees of disabilities, and
have had different experiences. Some of them have had no schooling, some are
attending special education schools, some have been to regular schools, and some
have earned an associate degree. Earlier on in life, the parents struggled desperately
and shed tears every day. Sports brought these families together, and by encour-
aging and comforting each other, they have established a small-scale symbiosis.
Now the parents have the courage to embrace reality and embrace life, and many
of them were willing to use their real names for the interviews.

"This is the district level’s branch of China Disabled Persons’ Federation. China Disabled Persons’
Federation is a national umbrella organization for persons with diverse disabilities. More
information is available on the link: http://www.cdpf.org.cn/english/About/overview_1793/.
Disabled Person’s Federation abbreviated as DPF.
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xii Preface

Without support from friends and groups, individual families of people with ID
are lone boats on a vast ocean. They are entirely on their own, navigating over
choppy waters and towering waves. They are lonely, helpless, and despairing about
tomorrow. If they can be brought together by the Special Olympics movement to
form a community or group, people with ID can become more capable in sports and
in life. The pain of each family can be alleviated to a significant extent and the
quality of life of everyone involved can be enhanced.

Official or semi-official organizations provide the skeleton whereas private
organizations established by families of people with ID are the flesh and blood.
Without the skeleton, the flesh and blood won’t have support, but without the flesh
and blood, the skeleton has no purpose and no life force. This is my takeaway
message from my interaction with the drumming team.

Four others with ID covered by this volume have participated in world-level
Special Olympics activities. They are now married with kids, or working in a stable
job, or studying for an associate degree. They share two apparent traits. The first
one is not being deterred by hard work. The young man who climbed the “Great
Wall” at the Special Olympics opening ceremony fell in training from heat stroke;
the young women who won multiple Special Olympics gold medals started training
at 7 am. every day; and the child selected as the Special Olympics Global
Ambassador walked 40 minutes to school and built a runner’s body as a result.
They lived the old saying that God will reward the hardworking, because if they
had faltered even once in the face of difficulties, they would not have achieved
today’s results. The second shared trait is their strong desire to be independent and
determination to be included in society. Neither they nor their parents are willing to
sit at home and wait for the government to hand out subsidies. Instead, they long to
earn their pay through hard work and live nine-to-five lives like other people.
Today, their wishes have come true for the most part. Hopefully, their stories can
motivate more people with intellectual disabilities to venture outside their families
and be included in society.

And hopefully, readers from all walks of life can also be enlightened and
inspired.

Interviewers for this volume were undergraduate and graduate students from
Fudan University and East China Normal University. We would like to thank them
for their dedication and for having presented people with ID in print.

Translated by Cissy Zhao
Edited by Andy Boreham and Zijian Chen

Shanghai, China Mei Liao
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Check for
updates

Yunxiang Zhang

Interview with Miss Li Lin’s Mother and Li Lin

Li Lin, female, born in 1976. Only child. Grade III intellectual disability. No
schooling. Joined a subdistrict Sunshine Home' in 2005.

Interviewees: Chengzhi Wang (Li Lin’s mother) and Li Lin

Interviewer and writer: Yunxiang Zhang

Interview date: October 27, 2016 and December 14, 2016

Interview place: A McDonald’s restaurant in Xuhui District, Shanghai

An Educated Youth Who Returned to Shanghai and Married
Late

Q: How did you get to know your husband?

Lin’s mother: It was a marriage arranged by our parents.

Q: Did your parents arrange your first dates?

Lin’s mother: No, they didn’t, I got to know him through one of my colleagues,
but I didn’t like him at first. Why did I still marry him? Because I was pushed by
my family and other people around me. I wasn’t young when I returned from the

The Sunshine Home’s proper name is the Sunshine Disabled Home, a government-run non-profit
institution that serves disabled adults throughout Shanghai. It was set up by the Shanghai government
as part of ‘the Sunshine Movement for People with Intellectual Disabilities’ in 2005. The main aims
of the institutes are improving the independence, social skills, and working capabilities of 16- to
35-year-old disabled people in the community by encouraging them to become more involved in
community life.

Y. Zhang ()
East China Normal University, 3663 Zhongshan Bei Road, Shanghai 200062, China
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countryside, I’d been there for several years after graduating from high school in
1968. The truth was, I didn’t go to school until I was 10 because I had a birth defect
and was a slow developer.

When I came back Shanghai at the age of 28, straight away, I was getting the same
questions from everybody: “Do you have a boyfriend? Are you married? You’re not
young anymore, you should get married soon.” At the same time, my mother—she
used to be a teacher—developed a mental illness during the Cultural Revolution that
developed into dementia. I married my husband even with all these social and family
pressures.

Q: When did you get married?

Lin’s mother: When I was 30, in March 1976.

Q: What kind of work did you do during that period?

Lin’s mother: Li Lin’s dad worked with technology. When I came back to Shang-
hai, I was in a bad state which affected my health, so I looked for an easier job,
working in the canteen of a dye factory.

Q: Did you both work at the same place?

Lin’s mother: No, we didn’t, my husband worked at the Shanghai Color Printing
Factory, I worked at the Second Printing and Dyeing Mill. It was a marriage arranged
by our parents and we only had one child.

An Infant Born with a Vacuum Delivery

Lin’s mother: I was pregnant soon after we got married and I had the baby in
December.

Q: The child was born in December?

Lin’s mother: That’s right. After a ten-month pregnancy, I gave birth on 17 Decem-
ber. I took her to a children’s hospital when she was 18 months old and was told she
had some kind of a brain problem. Until that time, we hadn’t realized she was... Peo-
ple used to call this kind of child an “idiot”; there wasn’t a name like intellectually
disabled at that time.

Q: Were you told what had caused her problem?

Lin’s mother: It all came down to me and my health problems. When I was working
on the farm as an educated urban youth, one night I hurt myself badly in a fall.

Do you know about the Cultural Revolution? Have you seen any TV programs
about that period? At that time, we had to follow “the early request and late report”
rule, and we had meetings every evening. That place only had rough concrete roads;
that was the cause of my fall and my tailbone was broken. However, we didn’t have
a medical service and nobody treated this problem seriously, even me. It healed by
itself and my tailbone has been bent ever since then.

This problem affected the delivery. A normal birth usually takes around 10 h, but
after my waters had broken my child didn’t come out for over 54 h. It was almost
dry by that time and the infant got cerebral hypoxia. The doctor used oxytocin,
but it didn’t work, and finally the doctor found out that my tailbone was bent and
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that was causing the problem. The doctors ran out choices and they had to do a
vacuum delivery. So my daughter had cerebral hypoxia at first and was injured by
the vacuum process; these two things damaged her brain. The vacuum delivery left
a big soft swelling on my daughter’s head. Anyway, my child had an intellectual
disability after this.

Q: How did you feel?

Lin’s mother: My heart was broken. I cried every day until my daughter was in
her late teens. As you can imagine, people spoke ill of me behind my back and said
I was having an unhappy family life and I’d got a disabled child. I was trapped at
home and outside. I pulled through this difficult situation. Now people call me the
“iron woman”, but they don’t know the reason or why.

People gave me a lot of advice, for example one colleague who I called auntie
used to encourage me: “Xiao Wang, you must be brave and strong in this situation.
You should learn something from Ah Q, the character in the Xun Lu novel 2 you
have to know when to stop thinking if you can’t figure out a solution to the problem.
It’s best to live like Ah Q, a bit crazy but strong; you have to smile all the time, let it
be and take it easy.”

I was really inspired by her words; if I hadn’t listened to her, I probably wouldn’t
have a family today. In my family, my mother was ill, I didn’t get on with my husband,
I totally lost hope and cried every day. When my daughter was little, my face was
always covered in tears. I used to cry and get upset after I hit my daughter when she
had done something wrong.

When she was little, it was difficult to send her to the babysitter’s place. There
was a direct bus from my work, but I had to go in a different direction to go to the
babysitter’s home, then take a bus from her place, it was a much longer journey. How
hard that journey was. As a small person, for me the worse part of the bus journey
was getting my daughter on and off the bus, she didn’t have much control over her
body. I remember, once, we fell down together, I injured my leg and my daughter
cracked her head. Both of us were crying, but I was unable to pick her up at that
moment, especially with an injured leg. Who would pity you? Nobody.

I worked at the logistics department at first, but my boss moved me from the
office job to a much worse job—a staff canteen cleaner—cleaning and washing
vegetables: I didn’t even belong to the canteen department. My story was just like
Xiaoping Deng’s, who dropped down and was then promoted afterwards, several
times. Finally, I got promoted too.

Q: Couldn’t you tell she had a problem when she was an infant?

Lin’s mother: When she was a baby, she just made some noises from time to time;
when she was happy, she would jump or kick her legs, but I didn’t think that was a
problem, because I had been a slow developer too. I was only able to walk when I
was seven, so I thought my daughter was probably just like me, a late developer in

2Ah Q is a famous character in modern Chinese literature who came from one of Xun Lu’s mas-
terpieces The True Story of Ah Q in 1922. As a poor peasant with little education, Ah Q had a
difficult life and he had to use his well-known ‘spiritual victories’—a kind of mad trick—to lift
his self-esteem to an acceptable spiritual ‘superior’ level from the sufferings and the bullies he
encountered.
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speaking and walking, more than ordinary children. I never thought she had a mental
problem.

Q: When did she start speaking and walking?

Lin’s mother: When she was four. She spoke well but with broken up sentences
and a small vocabulary. If you blamed her for something she’d done, she couldn’t
explain herself. Not like today, if something happens to her, she can reason with you
and talks all the time. Nowadays, you have to be careful when you judge her.

Q: Did you have any other problems other than learning to walk late?

Lin’s mother: No, I was fine. I could walk at seven, but I couldn’t go to school the
following year, because I hadn’t grown up enough. For the same reason, the school
registrar rejected me three times until I was ten; my mom was so worried and she
said to the teacher: “Please ask her some questions, my daughter knows everything!”
When I finally started school, I became known as a good student straight away,
because my body was small but my mental age was equal to a fourth year student;
so the first 2 years of study was very easy for me. According to superstition, if a man
is too clever, it might prove to be a negative for his children’s luck and intelligence;
a saying that works for me at least: I'm a really competitive person but my daughter
is weak.

Q: Did you find out about your daughter’s condition from the doctor when she
was 18 months old?

Lin’s mother: Yes, we found out she had a mental problem, but before then, when
she was 10 months old, she started shivering and was kept in the ward for several
days. Nobody could say what the problem was, but she was just sweating heavily, her
forehead was sweaty, but her chin was cold and she was covered with a cold sweat.
I mopped her face with a handkerchief, but it was soaking wet within half an hour.
She was sweating all the time, she couldn’t say anything of course, but she shivered
with cold.

After four days of tests and exams the doctors still couldn’t diagnose her problem,
but I overheard some of their conversations and they thought my daughter might have
a brain disease.

Q: Did she get sick before that?

Lin’s mother: No, she was quite healthy before.

Q: Did she have a cold or something like that before?

Lin’s mother: Well, she didn’t have any sickness when she was very little, but she
started getting viruses from time to time when she had grown up a bit.

Bringing her up to what she is now was the best thing I could do for her. When
she was born, she was cross-eyed and you could hardly see her pupils, they were
tiny; her head was crooked, leaning to one side, and she walked in a very awkward
way.

Anyway, when she was born like this and lots of people said to me this girl isn’t
worth raising any more, but she was my daughter and I couldn’t give her up, no way.
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Ten Years’ Looking for Medicine

Lin’s mother: Since I knew she had a brain disease, I started to look for specialists
in hospitals through my contacts. There was a relative of a classmate who worked at
a hospital of traditional Chinese medicine at the crossroads of Shimen Second Road
and Nanjing Road. He helped me find some of the latest medicine for the infant’s
problem; he used his contacts to help me until he moved to Hong Kong. I tried all
kinds of new medicine, whatever I could get for my daughter. My salary wasn’t
much, but I saved every penny that I could to buy these pills.

Q: How old was your daughter at that time?

Lin’s mother: I stopped looking for treatment and medicine when she turned ten.

Q: Do you mean from the time that you first noticed her problem until she was
ten?

Lin’s mother: Yes, that’s right, I never stopped trying new medicine for her during
that time. Once we tried acupuncture, during the treatment the doctor put more than
20 gold needles in her head. I only stopped looking for treatment when she was ten.

At that time, through one of my contacts, I saw a very good pediatrician in the
Children’s Hospital. The doctor told me: “You shouldn’t give your daughter any
more new pills, there isn’t anything that can cure her problem. All of those so-called
new drugs on the market can’t sort out her problem. The promotional statements on
these drugs is just there for the patient’s parents, there’s no proof that it works. Don’t
be fooled and waste any more money.” It’s why I stopped trying new drugs.

Q: Did those drugs do anything good for your daughter?

Lin’s mother: Not really. The problem with her eyes was sorted out by surgery
when she was six. [ wasn’t sure if it would work; I thought I was just fighting a losing
battle.

Q: An operation?

Lin’s mother: Yes, an eye operation for her crossed-eye. Before the operation,
many people told me that my daughter didn’t need surgery, a pair of special glasses
would do the job.

Later, I took her to the hospital at the crossroads of Huaihai Road and Fenyang
Road and I happened by chance to meet the Dean that time. He said to me: “Glasses
won’t be able to cure your daughter’s eyesight, she needs an operation.” He also
explained the condition to me: “Her optic nerves are paralyzed and aren’t flexible
anymore, only an operation will be able to sort out this problem, not a pair of glasses.”
So my daughter had eye surgery and after that, I started focusing on her crooked head
by telling her off to stop her.

Q: When did she stop tilting her head to one side?

Lin’s mother: She was cured after an operation when she was six.

Q: Well, I guess you spent quite a lot of money on her.

Lin’s mother: Oh, I wouldn’t say that.
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A Mother Eager to Do Everything Well

Lin’s mother: I spent all my days in tears after my daughter was born and I was
always thinking about how I could have a baby like this; how could a strong person
like me have a disabled baby?! (A forced smile) I couldn’t work it out and I really
struggled with the problem.

I couldn’t be at ease when I thought about what would happen to my daughter
after I died—who would look after her? I heard so many miserable stories about
children like her, I couldn’t trust anybody. Finally, there was only one thought left—
I'll strangle her before I die—we have to live and die together. I couldn’t give her to
anybody else. This idea came to mind all the time.

Sometimes, I got angry with my daughter when I felt very bad, I even hit her. I
used to cry for a long time after I hit her, because I really pitied her. I can’t think
about how difficult my life had been bringing up my daughter in this situation—a
mother who had dementia and a bad relationship with my husband—I can’t stop
crying when I think back about that time.

All my colleagues looked down on me after I gave birth to this poor child. I was
so keen to do everything the best I could but even this didn’t help me win respect.
Those older female colleagues—we used to call them aunties—they had little or no
education and were quite nasty. The truth of the world is that people envy a man
when he’s wealthier than them and despise him when he has a worse life. Oh, there
was an auntie, she liked to talk about other people behind their back so much, and
she liked saying bad things about me. I was a fast worker and used to finish my whole
day’s duty within 2 h. After that, I liked to help one of my colleagues, she was my
boss as well. After a while, she was promoted and I got her position.

At the same time, I was doing an adult education degree, because I had only
finished my high school study when I left Shanghai and went to the countryside farm
during the Cultural Revolution.

I’'m a very proud person, some of my colleagues liked to do outside work during
their working time, but I wouldn’t have been able to pay the price and lose face if I'd
been caught doing this, so I told myself I mustn’t do this. After I finished my own
work, I would either cover for a colleague, who I just mentioned, or read. I was the
kind of person who wanted to do better than everybody else.

Q: Did you find a place to study by yourself?

Lin’s mother: Yes, I took up a place in the Arts in a high school after I passed the
entrance test; I had graduated from a high school before that, but never received a
certificate because the Cultural Revolution interrupted everything.

Actually, since I was young, I was good at science subjects but not arts subjects.
When I was a high school student, Chinese exams were my weakness. [ wasn’t good
at practical writing or rhetorical writing, so my Chinese score was just above 50%
and not enough to pass the exam. Then there was PE; that was difficult. Except for
these two modules, I used to get 95% in all my other exams. After Ire-sat this level,
1 did a technical secondary school level accounting degree.

Q (smiles): Well, you did quite a lot of exams!
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Lin’s mother(laughs): You’re right, I have a lot of report cards and I still keep
them, a big pile of them.

Q: You’re brilliant.

Lin’s mother: But I wasn’t able to do anything about my daughter. There is an old
saying, “don’t lose on the starting line”, but I lost all my credits when my daughter
was born (laughing).

She Left the Nursery and Primary School

Lin’s mother: I'm a very proud person, but I got stuck in a rut after  had my daughter.
I had problems with both family and at work. Nobody could look after my daughter
while I was at work, my mother couldn’t look after a child, and my mother-in-law
was a tiny person and she couldn’t do it either.

Q: Nobody helped you with babysitting?

Lin’s mother: The only choice I had was to put her in the factory’s nursery. There
was a teacher who treated my daughter quite badly. She was a college graduate and
could inject drugs, so I gave my daughter’s injections to her—they had to be kept in
the fridge until used—and I asked her to inject my daughter when required. While
I was there, she put the drugs in cold water and promised me that she’d inject my
daughter soon. So I left and didn’t insist that she did this immediately because I
thought it wouldn’t do any harm if the injection was delayed for a short while.

During that period, I was in charge of the food coupons and my office was just
next to the nursery.

Q: The two places were very close?

Lin’s mother: Yes, both of us worked in the logistics department.

Later that day, I saw an injection bottle in the public bathroom and realized that it
was my daughter’s drugs. It made me angry. I went back to the nursery and asked the
teacher if she had injected my daughter. That teacher said: “Of course I did, you can
ask around if you don’t trust me.” She looked very confident. But I couldn’t check
further with the witnesses she mentioned, because at that time I was being bullied
by my boss; everybody discriminated against me, nobody trusted me.

One temporary worker told me: “Auntie Wang, please don’t say anything else,
because you can’t win this battle with them.” He also said he knew I told the truth,
but in his situation, he couldn’t support me. He also suggested that I should take my
daughter to the affiliated hospital for her injections. After that, I stopped sending my
daughter to the nursery but took her to work with me.

Sometimes, the gate guards would stop my daughter going into the factory, so I
had to leave her at the guardhouse. I didn’t care about saving face anymore. After
I found out about my daughter’s condition, I stopped worrying about any public
reputation and stopped all of my other family duties to look after her. That day, I let
the guards choose, if they didn’t let her inside with me, the only thing I would be
able to do is leave her with them. If she came into the office with me, she had to sit
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on a stool that looked like a toilet seat, which had a hole in the middle, for 8 h until
I finished work.

Q: Did she do anything else?

Lin’s mother: No, she would just sit there.

Q: Was she well behaved and sat there for the whole day?

Lin’s mother: She was a silly child, there wasn’t anything else she could do.

Q: How old was she when she started going to the office with you?

Lin’s mother: She went to the nursery until she was 20 months old, later she was
looked after by her first nanny, a nursery teacher’s mom who retired from work with
a large number of workers of her age in 1979. She told me: “Xiao Wang, don’t cry
anymore, I’'m retired now and I can care for your daughter.”

Q: When your daughter was over 20 months old?

Lin’s mother: Yes, my daughter stayed with her for around 3 years. This auntie
had a very introverted son, kind of autistic, perhaps. With the experience of looking
after her own son, she said: “I don’t think she’ll be like this forever, let me try to
bring her up in my way.”

I told her that my daughter wasn’t a clever person, but she was very patient with
her. The surprising thing was she taught my daughter to play with building blocks,
she could even build some complex buildings. My daughter proved that she was a
child worth teaching, right? She certainly did that.

Q: How did you feel when you saw her block buildings?

Lin’s mother: I was pleased that she could do such a thing. People called her an
idiot, meaning she was totally useless, but this achievement certainly proved that
she was better than everybody had thought. Since then, I started to buy her only
educational toys that were good for developing her intelligence.

She was a slow learner and couldn’t keep still for long. No school wanted her.
In those days around the end of the 1970s to the early 1980s, there were no special
schools. Even if there had been such a school, I wouldn’t have believed it could
treat the children well enough. I was worried that it wouldn’t do anything for her
intellectual development if I sent her to a charity place, especially when she was just
starting to develop her intelligence. It was better to let her stay in society.

Q: What do you mean by letting her stay in society?

Lin’s mother: Keeping her at home, a place outside school.

Q: Did she go to a primary school?

Lin’s mother: She only attended a regular primary school for a month. During
that month, her teacher came to me and complained about her behavior all the time. I
tried very hard to avoid being confronted by the teacher until I had no choice. Finally,
the school forced me to take her out.

Q: What was her school performance like?

Lin’s mother: She couldn’t sit still in the classroom and she distracted the other
students quite often. On the day I enrolled her at the primary school, she was sick
and I carried her in my arms, so the teachers of the Baoding Road Primary School
didn’t see her problem. But in the classroom, when the teacher asked the students to
take out their books and pencil boxes, my daughter, after she had taken her things
out, would run up to the other students and started shouting: “Take out, take out, take
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out your stuff...” Her behavior disturbed the class. She kept doing this kind of thing
in that one month at school and I had to hide from her teacher and his complaints.
Can you imagine what I felt like at that time? It was a very difficult period for me,
and I couldn’t stop myself thinking about what would happen to her when I died.
Q: So after that you had to keep her at home and look after her yourself?
Lin’s mother: Yes, I’ve kept her at home since then.

A Girl Enjoyed Care of Many Families

Q: Who took care of the child when you were at work?

Lin’s mother: When my daughter was about 7 or 8 years old, there wasn’t a
single person to look after her, so I had to leave her with my mother. But because
of my mother’s health condition—she was suffering from dementia—she couldn’t
look after my daughter properly and even had a damaging effect on the girl. This
experience made my daughter even worse. My mother was paranoid and was always
thinking that somebody was trying to hurt her, like her food would be poisoned and
she had to eat in a locked cupboard with all of the cracks sealed. After that, she had
to wear a mask all the time. People kept telling me that I mustn’t leave the child with
her, but I didn’t have a choice.

My mother passed away when my daughter was ten and I had to leave her with
my mother-in-law, even though her condition didn’t really allow her to take this kind
of responsibility. Fortunately, by then, Li Lin was a little older and easier to look
after. But my daughter kept making all kinds of trouble when they were together, 1
couldn’t relax while I was at work, I worried about them all the time, thinking she
might throw the washing-up bowl on her grandma’s head or set fire to the home.

Our old home on Haining Road was a wooden ranch-style building built by the
Japanese; a fire was the last thing you wanted—it might burn down the whole area.
Once I caught my daughter playing with fire at home, but we were lucky our down-
stairs neighbors saw her and put out the flames. They were shopkeepers and his
family lived on the ground floor. They had come up to use our gas stove. That day,
they found a fire when they came up to cook their dinner. The two families were
quite close and I used to share some nice dishes with them. As a return favor, they
kept an eye on my family for me when I wasn’t there.

Anyway, that was how my daughter grew up, she was raised by many different
families. After my mother died, one of her neighbors looked after the girl for several
months and after that, she stayed with my mother-in-law’s neighbor for a while.
Actually, my daughter was raised by too many people, I can’t even remember how
many.

Even though I never felt at ease while I was at the office, especially when she
stayed with my mother-in-law, any phone call from the family would drive me mad,
and in addition to my daughter, I was also worried about her paternal grandma. If
anything bad happened to her, my four sisters-in-law would definitely give me a hard
time.
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Q: Do you mean your husband’s family?

Lin’s mother: Yes. During that period, we lived with my mother-in-law, but we
had to looker after more people than that. One of my sisters-in-law came often with
her husband and their two children and somehow, in addition to looking after my
mother-in-law, we had to look after the extended family.

Q: Did this paternal auntie and her family live with you?

Lin’s mother: No, they didn’t, but they came for meals and stayed for a long time
quiet often. At the same time, they looked down on us. My daughter used to complain
about her auntie and her family, they would share some special food without her or
only gave her a tiny piece.

Q: She could understand this idea of “how much”?

Lin’s mother: Of course. I said to her: “Mom earns a salary and we aren’t short of
money; don’t complain to anybody else except me if you think you’ve been treated
unfairly by somebody, I’ll buy you what you want.” At the same time, my husband
wanted me to be in charge of all the family finances, and I refused, how I could take
care of so many people? I didn’t want to argue with anybody about family issues,
especially when I knew my husband’s and my salary wouldn’t be enough to feed this
big family. I played ignorant and let my husband be the boss of the family while I just
cared about the money in my own pocket. I insisted on one thing from my husband,
he could spend his last penny on his family if he wanted to, but when the money ran
out, he’d have to ask his family for help, not me. If they refused to pay anything for
their daily expenses, that would be the end of their relationship.

Fortunately, my niece and nephew, his sister-in-law’s children, were sophisticated
people. They used to give my husband money without my knowledge from time to
time. My mother-in-law wasn’t an educated person, but she knew these family rules
well enough and she used to give money to my husband secretly. In this situation, I
just pretended I didn’t know anything.

After Li Lin complained to me about being treated unfairly by these relatives, I
started taking her out after work if they were there. At that time, I worked in the
logistics office and was in charge of the canteen, our working time was from 6 a.m.
to 2 p.m. I used to take my daughter out when I got home from work. Our home was
on the Haining Road and Sichuang Road—a busy and bustling area—I used to buy
her snacks and teach her something while we strolled around the streets.

Q: It was just the two of you who went out together, when the auntie and her
family were at home?

Lin’s mother: Yes, they weren’t my responsibility. I bought my daughter whatever
she wanted and taught her as much as I could. I never criticized her at home when
she did something wrong, but I'd discussed her problems with her when we were
out, I used to say to her: “Today, you were wrong when you talked to your dad in
that way, you weren’t very nice to him.”

Q: Do you mean that you didn’t criticize Li Lin in front of your husband?

Lin’s mother: No, I didn’t. I usually talked about her problems while we walked
around the city. The first time, I just pointed the problem in a nice way, but if she
made the same mistake again I’d criticize her and question her: “Why did you do
that again?” If the same thing happened a third time, I might scold her. I was strict
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with her and I would set down the rules for her all the time, criticizing and scolding
her quite often when she was young.

Q: Did it work?

Lin’s mother: Not really, she was too naughty to keep in line.

Q: What about her father? Did he take care of her?

Lin’s mother: Yes, but there wasn’t very much he could do except criticize her.
He didn’t spend very much time with her, because he was busy with his work. He
wasn’t a patient person with the child. These days, Li Lin is great with housework,
but she’s still criticized by her dad.

Q: Has he changed his attitude?

Lin’s mother: He isn’t satisfied with her improvement and he still thinks she isn’t
smart enough.

Q: Is there a kind of bias in him?

Lin’s mother: Well, I stopped worrying about how I look in other people’s eyes, or
thinking about losing face in public, but her dad has the opposite attitude. Not one of
his bosses and colleagues knew anything about our daughter until he retired. He used
to give ambiguous answers when his colleagues asked about his child’s education
or marriage prospects. Some of his colleagues only found out the truth when they
got in touch with him after he’d left his job. Very few people in his workplace knew
about our daughter.

Q: Was he really afraid of losing face?

Lin’s mother: Yes, he’s that kind of person. In accordance with the worker’s
welfare policy, all workers should receive some subsidy and temporary finical support
for a disabled child, but my husband was too proud, he cared about his face, not the
subsidies.

Q: What about your colleagues?

Lin’s mother: Of course, they were biased against my daughter as well. I was a
pretty capable employee and I received an important position from the boss, but I
was often insulted by the workers about my daughter’s condition.

Q: Your daughter stayed at home until she was a teenager?

Lin’s mother: Until she was about 20.

Q: She never went to school?

Lin’s mother: No, she never went to school.

The Girl Kept at Home for Three Years

Q: Were you the only person who took care of her in your family?

Li Lin: I was very poor in the early days.

Lin’s mother: She was locked up at home by me.

Lin: Auntie, you know I was poor, just think about how poor I was.

Lin’s mother: What have I told you about interrupting other people’s conversa-
tions? Stop butting in.
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Lin: Hold on one second, hold on, please. Why did I have to go to the Sunshine
Home? When I was at home, somebody beat me (talks to her mother), bullied me,
when we went out.

Lin’s mother: She is talking about a time that a child threw stones at her when she
walked past.

Q: Did you keep her company when she played outside?

Lin’s mother: I wasn’t there that time.

Q: So she went out without you knowing, right?

Lin’s mother: Yes that’s right. When she was around 20 and my mother-in-law
had passed away, there wasn’t anybody to take care of her in the daytime, so I had
to leave her locked in the apartment when I went to work. This went on for 3 years
before I retired, but after that I continued to work at the subdistrict office for another
three more years.

Q: Didn’t you worry that she might have an accident?

Lin’s mother: Our place was quite safe for her, the plug sockets were high up,
even I can only reach them when I stand on a stool. My daughter wasn’t able to touch
them at all because she’s shorter than me. We locked the cooker and gas as well, we
only unlocked it when my husband or I arrived home. Basically, we locked the door,
the gas, and any dangerous stuff. I came back home and cooked for her during the
lunch break.

Q: What did she do at home?

Lin’s mother: Watched TV.

Q: Did she only watch TV when she was alone at home?

Lin’s mother: Well, except for the TV I didn’t give her anything else to play with,
just in case she had an accident. Back then, we fixed the electric circuit box on a
very high wall to make sure my daughter couldn’t reach it; even I couldn’t reach it
easily. Her dad was good at DIY, so he made a wooden box for the gas cooker. She
could only use the water tap, we kept her away from all the dangerous things like the
electric circuit box and the fire.

Q: What did you do with her after work?

Lin’s mother: I’d work for 3 h each morning and afternoon as a subdistrict official,
I had a lunch break, so I cooked her lunch during my break and took her shopping
after work.

I had an accounting certificate, secondary school diploma, high school diploma,
and lots of other qualifications, but because of my daughter’s condition, I couldn’t
take other jobs, so I worked at the local subdistrict office. [ locked all of my certificates
and qualifications in a trunk.

Q: You had to work locally to make sure you had time to look after your daughter?

Lin’s mother: That’s right. Also, for the same reason, I eventually quit this late
job to look after her at home.

Q: How old was she when you stopped working?

Lin’s mother: She was in her twenties.
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A Participant of Mother’s Community Services

Lin’s mother: I retired in 1996, but carried on working as an official for the subdistrict
office for another 3 years, until I became a housewife in 2000. After that, I gave all my
time to my daughter. I started doing exercises in the community park every morning.

Q: Did your daughter go to the exercise with you?

Lin’s mother: She went everywhere with me. I was a volunteer/teacher in the
community. I used to teach lots people gardening, bead making, shoe crocheting.
I had a big group of students in the community. Some of them invited me to join
their morning exercise, so my daughter would go there with me. She did this group
exercise without any real structure or rules for 5 years, until she joined the Sunshine
Home. After that, I didn’t need to do as many activities as before, but carried on with
the morning exercise.

Q: Did she go to the free community classes with you? Did you teach her as well?

Lin’s mother: No, she didn’t go to the classes.

Q: Did she watch you when you were teaching?

Lin’s mother: I taught my classes at home.

Q: At your home?

Lin’s mother: Yes, at that time, community activity was a new thing and we didn’t
have a place to go, so the students would come to my place for their classes. Actually,
it was a kind of handicraft club. I got on well with all of my students and they liked
to come to my place. Everybody knew I didn’t charge anything and I even provided
food and materials. I'm a very good cook and I can cook all kinds of dishes, like
drunken shrimp, fried dumplings, wonton. I used to cook some delicious things for
them.

Q: Auntie, you seem a very capable person to me, very good with your hands.

Lin’s mother: Well, I was cooking and teaching them for free, I never asked them
for anything. I liked to help others rather than charge them in any way.

Q: So, you used to have activities at your home or in the park and your daughter
stayed at home while you went out to the park events, right?

Lin’s mother: We didn’t go to a park, it was the community garden.

Q: Li Lin didn’t go to the community garden with you, she stayed at home?

Lin’s mother: Yes, she only went to the morning exercise group with me. But she
didn’t really know what to do, she would do the set-up exercises at the wrong time
and pace. She used to crouch down when everybody else stood up. What a mess!
She just didn’t understand anything.

She Is Very Interested in Learning Idioms

Lin’s mother: After I left the subdistrict office, my daughter started going everywhere
with me and all the people around us got to know her. We live on the East Yuhang



14 Y. Zhang

Road and everybody who lives around the street up to the food market knows my
daughter, even though some of them don’t know me.

Her face is so easily recognized by people, that’s why they know her. Anyway, I
liked to take her out when I was free—this was also a time she could learn—I used
to teach her stories, traditions, and culture.

My writing has never been great, but I was a good student and I could teach her all
kinds of Chinese knowledge, classical Chinese essays, ancient Chinese, and pinyin.

Q: Did you teach her Chinese and math at home?

Lin’s mother: Math is not for my daughter, she was unable to learn this, so she
just learned Chinese from me. If you ask her about the things that I taught her during
that period, she might still remember something. We didn’t just recite the idioms,
but gave her the context and the relationship with other idioms. If you ask her about
the meaning of “Wo Xin Chang Dan”,? she might not remember all the details, but
she could certainly tell you the brief narrative behind it.

Q: Was it difficult to teach her?

Lin’s mother: Not at all, she’s really interested in the idioms, she doesn’t need the
same thing explained twice. But if you try to teach her some numbers, her face will
turn blank straight away, like a fool, and she stops talking to you.

Q: Did you teach her some simple numbers? Can she count?

Lin’s mother: She can’t count at all. In this respect, she’s just a silly thing. She
usually misses numbers here or there and can’t count, math is her weakest subject.

Q: But she’s good at literature and she really can recall the stories you tell her.
When did you start teaching her idioms?

Lin’s mother: When she was in her teens, I realized she had a special interest
when she was around 15.

Q: You mean she took the initiative in developing an interest in idioms?

Lin’s mother: Yes, it’s why I started teaching her. I noticed her interest when she
started repeating idioms that she’d heard on a TV program. Of course, she couldn’t
recall them properly, but the interest was certainly there. I started teaching her some
simple phrases when I realized her interest. I only explained some of the more
complex phrases in more detail when her desire to learn got stronger. Also, I found
out she had a special talent for idioms—there was no need to repeat the same phrase
twice—but she could never remember numbers.

Q: So, she learned to repeat idioms from TV programs before you taught her,
that’s right?

Lin’s mother: Yes, she was able to repeat them, but she didn’t understand how
they were used, she could just naturally recall some of the words, and my teaching
was based on her desire to learn.

3Wo Xin Chang Dan is a famous Chinese idiom. It literally means to sleep on brushwood and taste
gall; the extended meaning is to endure hardship and to accomplish an ambition. The background
story is historical and took place in the Spring and Autumn Period after the state of Wu had conquered
the state of Yue. King Goujian of Yue was sent to King Fuchai of Wu’s palace as a hostage. Goujian
served Fuchai as a most obedient and loyal servant until later Fuchai came to trust him, then Fuchai
released him. Later, Goujian spent a long and difficult time preparing for revenge, and finally he
defeated Wu.
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Q: She didn’t understand the meanings of the idioms until you explained them to
her?

Lin’s mother: Only after I’d taught her.

Q: She started repeating some idioms s before you taught her?

Lin’s mother: Yes.

Q: It looks like she knows quite a lot of idioms?

Lin’s mother: When she was young, perhaps in her early teens, she learned a new
phrase “Feng Zhu Can Nian™* without understanding the context and she said this to
my dad who lived in Nanjing: “Grandpa, you’re Feng Zhu Can Nian.” My dad was
very angry. He was a Chinese and English teacher, and this misuse of the phrase on
him made it even worse.

Q: Her meaning was her grandpa is old and weak.

Lin’s mother: That’s right, but as a person of that age, he didn’t like to hear
something like that. He was angry, but he also taught her the right way of using the
idioms: ““You mustn’t say this phrase to anybody, especially your family.” You can
understand her grandpa’s feeling, right? There’s nothing wrong with the idioms and
stories on their own, but she shouldn’t say them to members of her family.

Q: She used the phrases in the right way after you corrected her?

Lin’s mother: Um...

Q: She still makes mistakes?

Lin’s mother: Yes, she’s probably around 70% accurate, that’s good enough.

Q: She’s pretty good, we all misuse phrases from time to time.

Lin’s mother: I agree with you. She’s getting better now; years ago, it took me
several attempts to explain the meaning of “Wo Xin Chang Dan” to her—her verbal
ability wasn’t as good as it is today. I mean, she could only explain part of the
meaning, but now she understands the context and also the meaning of the phrases
much better. If I point my finger (points her finger at the table).

Lin: Mei Mu Chuang Qing.’

Lin’s mother: If I draw a dragon and point at...

Lin: Drawing a dragon, Hua Long Dian Jing.°

Q: She knows them very well.

Lin’s mother: If I draw a pancake.

Lin: Hua Bing Chong Ji.7

Lin’s mother: You can see she knows lots of phrases and idioms, at least several
hundred.

Q: How did you teach her?

“Feng Zhu Can Nian literally means a man who is old and ailing like a candle fluttering in the wind;
the underlying meaning describes a man who has one foot in the grave.

5Mei Mu Chuan Qing means somebody is sending silent messages using his eyes.

%Hua Long Dian Jing literally means to bring the painted dragon to life by coloring in the pupils of
its eyes; the underlying meaning is to add some simple words to confirm a vital point.

7Hua Bing Chong Ji literally means to draw cakes to allay hunger, the underlying meaning is to
comfort oneself with fantasy thoughts without solving the real problems.
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Lin’s mother: I taught her the phrases by telling her stories. I used to tell her the
background and context of the phrase if I knew it. I also taught her some fables in
the same way. I was a big reader, and never forgot the things I read, but over 70%
of well-educated people can’t recall things after they’ve finished studying. A good
memory also helped me with exam credits, even when I sometimes crammed for
exams. As a big reader, one real benefit was I could teach her all kinds of things.

Q: How long did it take her to learn a new idiom?

Lin’s mother: She could remember whatever you told her. But trying to teach her
numbers was the total opposite, she could never remember anything.

Q: Could she learn and remember the idioms quickly?

Lin’s mother: Certainly. She used to laugh away when I told her some funny
ancient fable or a two-part allegorical saying. I used to explain the fable “Jie Gan Ru
Cheng™® through a story she could understand: there was a stupid boy, one day he
had to take a long bamboo stick into a room, he tried to hold it horizontally the first
time, but couldn’t get in; then he stood the bamboo upright, and he couldn’t get into
the room either. Having failed twice he cut the stick in two. After I told her the story,
I also tried to inspire her further with some questions; would he be able to take the
bamboo inside if he carried it long ways? I explained the modern fable “Four Men
Sleep on One Shoulder Pole” in the same way. My daughter was laughing away after
she heard it, because she understood the story straight away.

Q: Now you realise she has a gift for literature?

Lin’s mother: Yes, she’s really good at Chinese. I can’t say she never makes
mistakes, but she’s fine once you’ve corrected her.

Q: How did you feel the first time you realized she had this special talent?

Lin’s mother: It was strange, because I couldn’t work out how someone could
have totally opposite abilities with literature and math. Her literary skill isn’t perfect,
her biggest problem is she can’t work out the right context when using some idioms.

Q: Are you proud of her ability?

Lin’s mother: Not really, after all, she doesn’t have a sense of numbers and this
problem affects her everyday life; she can’t use money, for example. I can’t leave
her the money that I worked so hard to save to her, because if she can’t look after
it somebody might steal it from her. When my daughter was young, there was no
disabled person’s allowance, so I would worry about her future and saved every
penny I could for her—add 1 yuan to 9 yuan and then I’d have a 10-yuan note; I
kept collecting the coins to change 90 yuanto a 100-yuan note. Even though I had to
spend most of my salary on my daughter’s treatment—and at that time, my salary
was only around 40-50 yuan a month—I never stopped saving a quarter or fifth of
my income every month.

Q: It must have been very difficult.

Lin’s mother: Everything I saved, I did it in this way. I’'m not interested in illegal
money. I made my fortune in my own way by saving from my daily expenses. If you

8Jie Gan Ru Cheng is an old ironic fable about a man trying to bring a very long plank through the
city gate, but he fails twice by holding the plank vertically and horizontally. Later, an old wise man
tells him to cut the plank in two to make sure he can carry it into the city.
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ask my daughter who eats delicious food in our family, she’ll tell you it’s her and
her dad. I rarely eat with them. Even though sometimes I might be a bit greedy with
one of the dishes, I only allow myself a couple bites. Today, our family is better off
than we ever used to be, but the most delicious food is reserved for them, not me.
Q: You give all your attention to your daughter.
Lin’s mother: I used to tell my daughter: “I eat grass squeezed out of milk. I save
all the best things for your dad and you.”

She Is Independent and Loves Her Family Deeply

Q: How well can she look after herself?

Lin’s mother: She can do some housework.

Q: What kind of housework?

Lin’s mother: She started helping with the housework when she was quite young,
but sometimes I have to clean up after her, things go wrong occasionally. For example,
she used to go downstairs to drop off the rubbish, but she wouldn’t come back home
straight away and liked to wander around the yard; that’s when sometimes she’d be
bullied by the other children. Usually, if she spent too long a time downstairs, I had
to go and find her to bring her back.

She’s good at all kinds of housework, washing up, cleaning vegetables, using the
microwave, and the rice maker. I only give her a blunt knife to work with just in case
she cuts herself.

Because she can’t read, we bought the simplest type of microwave oven and rice
maker to make sure she can use them: smart machines are too complex for her.
Recently I bought an intelligent microwave oven, a very simple and old model. We
only taught her one way to use the microwave, switch on the machine for 2 min at a
time. If the milk or food isn’t warm enough, then she just needs to repeat this process.
With the rice maker you only need to press it once, it’s very easy to use.

The really smart household machines aren’t suitable for our family. When people
see our old-fashioned appliances they think we’re too frugal, until they understand
our daughter’s condition. She can’t read at all, it’s impossible for her to use a smart
machine. We didn’t choose the cheapest stuff on purpose, but it’s the right type for
her.

Q: Can she clean her own teeth and dress herself?

Lin’s mother: She’s slow, but she’s independent. She often wastes time or food.
Once, [ told her to wash a pair of apples for me, then I saw a huge bowl of water in the
kitchen! She used a whole washing-up bowl of water to wash just two apples! What
a waste! She might be responsible for a bigger part of our water, gas, and electricity
bills. Actually, she’d still be wasting water today if I didn’t save and recycle what
she’d used in different way. We have a water bucket for the used kitchen water to
flush the toilet afterwards, for example.

Q: You're right.

Lin’s mother: A big washing-up bowl of water just to wash two apples!
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Q: Does she know how to save the used water in the bucket for recycling?

Lin’s mother: Yes, I taught her to do that. These days, her dad is older and he is
showing some early signs of dementia, he messes up the toilet from time to time. I
have to tell my daughter to clean up the toilet with a special cloth before she uses
the bathroom. I also told her to wash this cloth with soap when she takes her shower
every evening. She has no problem with this kind of job, she washes the dishcloths
quite often as well.

She’s a very tidy person, she even checked the bowls that I washed for her when
she returned home from her 4-day summer camp.

She’s pretty independent these days, she can stay at home by herself, but usually
my husband and I will be at home with her, especially after her dad retired. She
stayed at home on her own once when I had to go to Changzhou for a factory event
and her dad had a business lunch on the same day. She was on her own for about 5 h
and we were worried and almost canceled one of our appointments. Our daughter
encouraged us to go: “You don’t have to worry about anything, just go, I’ll pass the
time playing with my Apple and handwriting.”

Q: She was okay staying at home herself, then?

Lin’s mother: She was that day. I cooked her lunch in advance to make sure she
only needed to heat up it in the microwave using the 2-min routine—heat the food
for 2 min every time until it’s cooked through.

Q: She certainly does what you’ve taught her.

Lin’s mother: Well, her development is from all of our efforts. We’ve planned for
everything for her, knowing her condition and characteristics.

Q: Has she ever done anything that moved you or made you happy?

Lin’s mother: I can’t say...

Lin: Of course I did...

Lin’s mother: Okay, could you tell us something you did that made your mom
happy?

Lin: Uh, once, Mom wasn’t careful... Somehow, not on purpose, a careless mis-
take, one time... (She’s talking about one time when her mom was sick) What could
I do for her? I... Mom had taught me to cook all kinds of dishes, she needed to eat,
so I had to cook something for her. I cooked a soup to go with something else for
her.

(The mom smiles.)

Lin: I take care of Mom all the time, when Mom had a bad stomach that day, my
dad couldn’t cook, so I had to cook a meal for her. I cooked an egg dish, something
else and a soup; I did all the work myself.

Lin’s mother: She can’t use the deep fryer or cook fried dish, but she can cook
some complicated meat dishes like boiled duck, sliced cold chicken, or other dishes
that don’t need frying. She also can cook some vegetable dishes like egg custard,
cucumber salad, and stewed ribs. She can cook lots of different things, to be honest.

Last time I had a fever for a month and couldn’t cook for them, and for a while
they had to eat some pretty tasteless boiled food. Later, I had to cook for several days
even when I was sick.

Q: Your daughter looked after you when you were il1?
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Lin’s mother: Yes.

Q: Did she do all of the work by herself?

Lin’s mother: Yes, she worked very hard that month. The taste wasn’t always
perfect, the rice might be too dry or too wet, the dishes can be a bit salty or too plain
sometimes, but I eat anything she cooks for me.

Lin: Once, once... Mom I made a direct’ mistake when I was cooking the eggs.
They were under cooked.

Lin’s mother: You didn’t boil it for long enough.

Lin: Mom used the microwave oven to cook them for a little bit longer, and the
stuff in the microwave oven was... the egg was flying everywhere.

Q: But she knows how to look after her mother.

Lin’s mother: Well, she took good care of me. She’s the opposite of her dad in
this way. He’d say that he’s sick all the time to avoid doing housework, sometimes
he even feigns illness. My daughter has never done anything like that, she’ll only say
she’s very sick when she is. Even then, she’ll get up and help me with the housework
when she feels a bit better. She wouldn’t avoid her duty even if she cuts her hand.
If it was her dad, he wouldn’t be able to leave his bed for days. She wouldn’t stop
working, it’s one of her good characteristics.

Q: She seems like a very sensible child.

Lin’s mother: She is, she’s definitely a good child when it comes to things like
this. When she injured her finger, I wouldn’t ask her to help me with anything, but
she worried about me and insisted on helping with the housework. Fortunately, her
wound healed soon. She never uses illness as an excuse.

She Would Buy Birthday Gifts for Her Parents

Lin: Once, I bought Mom a skirt.

Q: Really, you bought her a skirt?

Lin’s mother: What skirt are you talking about?

Lin: A purple skirt, maybe coffee colored, but you never wore it.

Q: Did she buy you a skirt?

Lin: I bought it once.

Lin’s mother: You bought one for me?

Lin: Of course.

Lin’s mother: Oh yes, she’s right, it was actually a one-piece dress and she spent
all of her savings on it. On my birthday when she gave it to me, she said: “Mom, I
have a skirt for you.”

Q: She bought it for your birthday, she’s very generous.

Lin’s mother: She was quite sensitive about my birthday.

Q: Did this happen when she was in her twenties?

°It’s Li Lin’s word, it’s her way of speaking.
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Lin’s mother: She was over 20 at the time. She knew the dates of our birthdays
because we used to tell her before the actual day. These days, when she’s at the
Sunshine Home, she tells her classmates about my birthday. Then the children would
send me “happy birthday” WeChat messages on the day. One time, they even said
they wanted to come to visit me. Such a pressure, I had to go down to the Sunshine
Home and say to them: “I appreciate your kindness, but please don’t spend your
money on me. I’'m your teacher, and I like to do all kinds of things for you, but I
don’t want anything in return.”

I was just being honest with them. I didn’t want to lose my reputation by taking
gifts from the children.

Q: Does Li Lin remember your birthday every year?

Lin’s mother: She does, because it’s very easy to remember, it’s the day that follows
the Dragon Boat Festival. Her dad’s birthday is the day before Spring Festival eve.

Q: Both of your birthdays are very easy to remember.

Lin: Mom’s birthday is in the Spring Festival; and dad’s birthday is on first day
of February.'?

Lin’s mother: You see she knows.

Q: What does she do for your birthday?

Lin’s mother: She’s stopped buying things for us these days, but once she bought
her dad a gift, a pair of trousers if I'm right. But she usually remembers my birthday;
she’s the same as the other children who are usually closer to their mothers.

Q: Did she buy a gift for you?

Lin’s mother: I told her not to buy gifts, she doesn’t have that kind of money. I
hold on to most of her money, she has some savings from the red envelope gifts that
she receives at Spring Festival. I don’t want her spending her money on us, but these
days she likes to use this “lucky” money to buy DVDs, even a new television, for the
family.

Lin: Mom, Mom, Mom, Mom... I'm sorry, last time I did...

Lin’s mother: She bought a television for us, she also bought herself a computer—
actually, it’s a tablet. It’s a 9-inch iPad; it cost around 3,000 yuan and she paid 1,500
yuan.

Q: She used her own money to buy these things?

Lin’s mother: She did, she gave me 1,500 and I paid the rest for her “big Apple”.

Q: Do you give her pocket money?

Lin’s mother: Sure, but she doesn’t usually spend the money, she has a problem
using money. I usually make sure she has a 5-yuan note with her just in case the
Sunshine Home plans a spontaneous outdoor event. It’s money for an emergency bus
ticket or some steamed bread if she gets hungry.

Lin: I'm not...I don’t buy things myself on purpose.

Lin’s mother: Nowadays, she knows how to spend her money on some small
things. If she sees a pretty notebook, she might spend 2 yuan to buy it herself. She

101 j Lin gave different information about her parents’ birthdays; it’s probably just a simple error
of speech.
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always tells us how much she spent afterwards and why, after she spent 2 yuan on
the notebook, I topped up her pocket money to 5 yuan again.

Q: So she always has 5 yuan in her pocket, right?

Lin’s mother: Yes.

Lin: I just carry the money with me, but I don’t spend it very often.

Lin’s mother: She doesn’t use money very often, but to be honest, she doesn’t
know how to use it either. Anyway, she only buys small things like a notebook, pen,
or other things that costs less than 5 yuan.

Q: What does she do if she sees something she likes that costs more than five?

Lin’s mother: Then she’ll ask me to buy it for her.

She Never Neglects Study or Play

Lin’s mother: We don’t let her play with some ordinary toys or games, but the
computer is good for her, we bought it deliberately. She can’t read and the computer
can’t speak to her, so we had to find a way for her to use the computer. We downloaded
some emoticons: “hello”, “bye-bye” and others she can use, this means she can talk
to her cyber-friends using the pictures. For example, she can send an “I’'m here”
emoticon when she wants to say hello to somebody.

She likes to play with the computer around midnight after my husband and I go
to bed. She uses the iPad too much, it’s a bad habit, and it affects everything else she
does. But she won’t change even when we tell her. She will play with her iPad for a
while if she wakes up earlier than us, she will only put the machine away when she
hears us waking up.

She really lacks self-discipline and I can’t handle her. Sometimes, it’s hard to tell
if she’s clever or not, she seems to understand somethings but not much, for example
she knows how to turn down the sound right down if she’s playing iPad at midnight,
so I don’t hear her. You can see this contradiction in her studies, she can’t understand
pinyin even when I try to teach her, but she can read some pinyin and idioms. When
she is using the computer or smart phone to chat, she can type some words but not
many—she can type my name using the Sougou pinyin software—my name is Wang
Chengzhi, the character Zhi means wise, it’s simple for the software to create the
whole word when you type in the first character.

Q: So the software recognizes how to complete a word?

Lin’s mother: I taught her how to make a keyboard shortcut, “WCZ” for my name,
so she can find—Wang Chengzhi—in an easier way. So you see, she can’t read, but
she knows some characters even if it’s not many.

Q: Can she switch on the computer?

Lin’s mother: Her computer skills are probably better than yours. She connects
to the Internet first, then she’ll switch on the computer when the Internet is running.

Q: She can surf the Internet? What does she usually do online?

Lin’s mother: Plays games!

Q: Plays games?
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Lin’s mother: Yes, we play a popular online farming game together and she likes
to steal vegetables from her friends’ farms. I usually tell her off when she makes some
wrong decisions. In this game, players have to grow the right kind of crops to certain
levels. If she plants the wrong stuff, it might affect her harvest. It’s quite funny, I have
to be patient and correct her even when she’s playing a game. Sometimes, if we’re
going on a trip, I tell her how to plant the right crop in advance: “If you plan those
quick harvest crops that only take several hours to grow, after we’ve been away for
several days they’ll go to waste. But if you plant some that take 3 days to grow, they
will be ready to harvest when we come back home.” I don’t play this game anymore,
but she still enjoys it.

Q: Apart from playing games, what does she usually do on weekends?

Lin’s mother: She practices the side drum on Saturday and Sunday.

Q: She has to practice every weekend?

Lin’s mother: She doesn’t have a day off, she has to go to the Sunshine Home, and
the district Disabled Persons’ Federation center. She does all kinds of things except
for reading and math. I tell her: “What a shame you couldn’t study for a longer time,
if you’d behaved better when you were younger you might have got a primary school
diploma”.

Q: Is she obedient?

Lin’s mother: She usually listens to me. It’s why I take her out all the time. She
understands well enough after I’ve repeated these things to her again and again.
Sometimes, she tells people, if her mom doesn’t deal with her bad behavior...she
might...

Q: She won’t do what you told her not to do, right?

Lin’s mother: She understands why I complain or criticize her.

Q: Does she understand that you criticize her for her own good?

Lin’s mother: Yes, she knows that. When she was younger, she walked with her
feet pointing out, it was awkward, easy for her to fall over when she straightened her
back too much. I told her to walk with her feet straight and slowly, keep her chest
out and stomach in.

Nowadays, she’s big girl, but she doesn’t push her belly out too far like some
other children in their class. Some children are much bigger than my daughter, very
big, perhaps over 15 stone. Now, she walks in a very decent way and she’s started
criticizing other people who don’t walk in the right way: “Well, have a look Mom,
that guy doesn’t walk well.”

Now you know that some people don’t walk well, but when I corrected you,
you said I was too tough and even said you might not be my daughter (talks to her
daughter).

Q: Did she complain that you were too tough to her when she was younger?

Lin’s mother: She said I was nasty to her, anyway, I used to correct and criticize
how she walked constantly, but at least the way she walks is better these days, right?
What a nice thing for her to walk with an open chest and straight back.

Q: I think she’s lucky to have you.

Lin’s mother: You’re absolutely right, she’s a very happy and lucky person.

Q: Does she have a phone?
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Lin’s mother: Yes, she has one.

Q: Does she use her phone to chat with her classmates on WeChat?

Lin’s mother: No, [ won’t allow her to use WeChat. One of our downstairs neigh-
bors who is a mildly intellectually disabled child, and this child got an 8,000-yuan
phone bill on the first month of his contract, and 6,000 yuan for the second month.
Altogether, the child wasted 14,000 yuan for 2 months. So I thought she’d better not
use it.

Q: She doesn’t need a phone.

Lin’s mother: I told her that it’s better not to use a phone network, the phone is
just for me to keep an eye on you.

Q: Is she able to walk somewhere on her own? I mean from home to...

Lin’s mother: No, she doesn’t. She doesn’t need to go to any places by herself,
because I usually go with her when we go out.

Q: You always keep her company all the time?

Lin’s mother: Not always, she walks back home from the district DPF center with
another boy, a classmate who lives across the road. This boy comes back home with
her on school days as well. If this boy can’t walk home with her, then my daughter
has to wait until I finish my meeting.

Q: Do you go home together?

Lin’s mother: Yes, we have to if there’s no other choice. Nowadays, she can go to
and come back from the Sunshine Home without me, but with one of her classmates,
who lives in the same community. She calls me when she’s leaving, then I know when
she’ll be arriving home, if she’s late, I might give her aring. It’s about a 15-min walk,
but I usually give her an extra 15 min to play on her way back.

The mobile phone amuses her a lot, she likes to call me when she’s out. I worry
about her when they’re out together, because they have to cross several roads. I'm
always telling her, your phone is the way to keep in touch and let me know where
you are, don’t forget to give me a ring when you arrive or leave the home. Anyway,
I'll call her if she isn’t back within half an hour.

Q: You just said you had to walk her, don’t you need to take her to or collect her
up from the home anymore?

Lin’s mother: No, I haven’t needed to pick her up from the home for the last
2 years.

Q: Just these 2 years?

Lin’s mother: Almost 3 years now.

Q: She usually gives you a ring or sends a message when she’s on the way back?

Lin’s mother: She only calls me on the way back or when she arrives at the home
in the morning to say: “Mom, I arrived.”

Q: Can she walk to the home by herself?

Lin’s mother: Well, she’s pretty good these days, she can get home from the district
DPF center on her own as well.

Q: Can she go to district DPF center by herself?

Lin’s mother: She can come back home from there, I’ve let her try four or five
times already.

Q: Do you feel okay about letting her go somewhere on her own?
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Lin: Nowadays, there’s a thing Mom can use to find me, the phone. She calls me:
“Where are you?” I say: “I’'m here, I’'ll be home very soon, don’t worry. I've left
the Sunshine Home and will be home soon. I’'m on East Yuhang Road... Zhoushan
Road.... Baoding Road... I'm arriving.”

Lin’s mother: I can’t really relax when she isn’t with me even if she has some
friends with her. She doesn’t know or care about anything—her personal stuff or the
station—when we take the bus journey to the district DPF center. I keep telling her
when we go out together that she has to take care of her own stuff, because I have to
look after the group, and I don’t have time to check her stuff as well.

I criticized her several times when she lost her stuff, now she can look after her own
things. I also told her to keep an eye on the route and check the bus stop information,
as if she’s on her own. Sometimes I tell her that she’s in charge of the group trip and
needs to remind us when the right bus arrives at the stop if anybody asks.

I had to do this because she never took any notice of the bus journey over the
past 10 years. I kept telling her to remember the names of the stops: “You can’t read
but you can hear the automatic announcements, at the same time, you’d better try
to remember the familiar buildings near the stops.” I used to “threaten” her: “If we
miss the stop, I'll slap you afterwards.”

Q: Did your threat work?

Lin’s mother (laughs): More or less, but I needed her to remind me when I forgot
the stop sometimes.

Q: You travel together, but she has to be the one in charge of the journey?

Lin’s mother: That’s right, I let her lead the journey. Sometimes, she’d forget to
get off at the right stop if she was chatting with somebody. So, because of this, I
would say: “If you forget to get off and need me to remind you, I'll slap you later.”

Lin: Nothing hard, just a couple of gentle taps.

Lin’s mother: Sure.

Q: Did she make the mistake that you just mentioned?

Lin’s mother: Of course, it’s easy for her to miss the stop when she’s talking.
When I was testing her, I realized she wouldn’t make a mistake if I wasn’t talking to
her, it’s all about concentration. Can you understand?

Q: She needs to concentrate on the journey and mustn’t be distracted.

Lin’s mother: You’re absolutely right.

Q: Is she able to open the front door?

Lin’s mother: At first her hands would tremble when she was trying to open the
old lock, but nowadays she doesn’t have any problems with the new lock. The old
door lock was an easy one, but the new one, has a safety lock that has taken her a
long time to get used to.

Q: How long did it take you to teach her that?

Lin’s mother: More than a week, perhaps around 2 weeks.

Q: Well, that’s pretty quick.

Lin’s mother: Sometimes her key gets stuck in the lock; when that happens, [ won’t
say anything but let her dad criticize her. It’s the difference between my husband and
me, I’'m more patient with her than her dad.
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She’s okay with the phone, because she doesn’t need to use the keypad, we’ve
set up a contact list for her already. When she needs to make a call, she only has to
type “mom,” “dad,” or other names. A phone call costs 10 pence, but a message only
needs 5, so we taught her to write some very simple messages like “I’ve arrived” or
“I’'m leaving.”

Q: Did her dad teach her to use the phone?

Lin’s mother: Um.

Lin: Dad isn’t as attentive as mom, he tells me off sometimes.

Q: What was the relation like between Li Lin and her dad when she was younger?
What did her dad do for her development?

Lin’s mother: When our daughter was younger, under my led... her dad taught
her how to hold a drumstick in the right way, because she was too nervous she might
drop them and used to hold the sticks too tight.

Q: Your husband and you used to teach her to play the drum together, didn’t you?

Lin’s mother: Um, he told her the right way to hold the sticks, hold them with
relaxed fingers, and tap the drum gently for a better sound.

Q: Did her dad teach her some idioms when you were teaching her?

Lin’s mother: Occasionally, he corrected a mistake, but it’s mostly about his mood.

Q: Did her dad take her to the park or morning exercise?

Lin’s mother: Sometimes. Once when she was very young, a teenager, I made
my husband take Li Lin with him when he had to go to Nanjing for a business trip,
because her maternal grandpa lived there. He didn’t take her out often because he
didn’t want his colleagues to know about her, but that time was a business trip and
it was just the one time. I told him to leave the girl with her maternal grandpa when
he went for a walk. Before that, my daughter went to Nanjing with me several times
and knew the area a little bit, so she could recognize her maternal grandpa’s place.
Finally, my husband agreed to take her with him, and she led her dad to her maternal
grandpa’s home.

Q: Did she know where to go?

Lin’s mother: She knew, because compared to Shanghai’s lanes, Nanjing’s lanes
are much easier to remember. She surprised her dad, he was happy and told me: “She
took me to her maternal grandpa’s place, even though I knew the way less than her.”

She Can Read and Write Simple Characters

Q: Can she write her own name?

Lin’s mother: Yes, she can write her own name, but her handwriting is terrible.
Her family name is “Lin.”’!! the character is two “woods” combined; she writes the
character in two separate parts, it looks like two separate “woods” characters to other
people (laughs). I told her to write the characters closer together, but she doesn’t
listen to me.

1 in, the Chinese character is ‘#K’, which includes two ‘7K’ (wood).
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She also has other problems with the structure of characters, sometimes the char-
acter might be too far apart or too close together. When she receives her meal or travel
allowances from the district DPF office occasionally she has to sign the documents.
Her handwriting is ugly but I won’t sign for her, I just let her sign them however she
wants.

Q: Can she write any other characters, in addition to her name?

Lin’s mother: She can write most of her classmate’s names at the Sunshine Home.
I didn’t know she could write these words until she pointed out some characters to
me when we were out together. Now I know that she knows some simple characters
on advertising boards, but she has to ask for my help with complex characters.

She doesn’t know pinyin, but she knows some radicals and some characters that
include the radicals.

Q: When did she start learning characters?

Lin’s mother: Well, in the last few years. But she still can’t tell the time, she
doesn’t understand the 24-hour clock. She’ll be confused if you tell her 13:00 or
14:00, now, at last, she knows 14:00 is 2 p.m.

Q: When exactly did she learn that?

Lin’s mother: In the last 2 years.

Q: Who taught her to tell the time, the Sunshine Home or you?

Lin’s mother: She learned it at the Sunshine Home and from her classmates at the
district DPF center. Sometimes, the children need to write articles, but my daughter
can’t write long paragraphs. One of the boys usually helps her with her writing and
homework. He’s a boy from our drum team; he likes to please me by teaching my
daughter because I'm their teacher.

Q: What do you mean by “child”?

Lin’s mother: It’s what we call the students. Most of the mildly intellectually
disabled children are educated. If she needs to write something, my daughter would
ask somebody to help her and then joked with me: “I have a secretary!”

Q: She lets somebody write things for her?

Lin’s mother: Yes, I teach those students and in return, they help my daughter.

Travel Has Been an Eye-Opener for Her

Q: Does she like to stay at home or go out?

Lin’s mother: She likes to go out.

Q: Do you let her stay at home sometimes?

Lin’s mother: Yes, she can, but she likes go out as well. Well, she likes to go on
trips!

Q: Does she tell you when she wants to go on a trip?

Lin’s mother: Yes, it’s usually her idea. She hasn’t been to Beijing and she told
me: “T want to go to Beijing, because I haven’t been to our nation’s capital yet.” It’s
a trip I owe her, but haven’t had a chance to organize it yet.

Q: Do you take her on trips very often?
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Lin’s mother: Yes, we go on holiday quite a lot! I don’t try to save money anymore
because I don’t want my money to go to somebody else. What’s the point of saving
money just by cutting down on our daily expenses?

Q: Where have you been with her?

Lin’s mother: We’ve been to a lot of places: Thailand, South Korea, Hainan Island,
Zhangjiajie. Traveling is good for her intellectual development.

She Gets a Lot Out of the Sunshine Home

Q: You said when she was little, she was a naughty girl. When did she become more
sensible?

Lin’s mother: When she started at the Sunshine Home in her thirties. She was
quite a naive young woman before that.

Q: The Sunshine Home had a real impact on her.

Lin’s mother: Yes, she’s made great progress, and her development was perhaps
the best of all the children at the Sunshine Home. She’s learned idioms and fables,
but she doesn’t understand numbers. With this poor sense of numbers, if you ask her
where she lives, she couldn’t tell you the exact address, because she forgets part of
the information every time. For example, if she told you the apartment number, she
might forget which floor, or the other way around.

Q: She can’t remember the complete address?

Lin’s mother: That’s right, she can’t remember the name of the street or the phone
number. She used to get very nervous when she answered the phone.

Q: She didn’t like answering the phone?

Lin’s mother: She didn’t know what to say, anyway, she didn’t know how to use
the phone.

Q: How many years has she been at the Sunshine Home?

Lin’s mother: Ten years.

Lin: Which month did I start there? Was it December or June?

Lin’s mother: She joined the district DPF center on 9 February 2006; and she
joined the Sunshine Home in July 2005.

Q: You know these dates very well.

Lin’s mother: I’'m not good at dates, but I remember these things so I can teach
her. My daughter made me remember them (smiles).

Q: She asks you about these dates?

Lin’s mother: I tell her without her asking.

Lin: Do you know how I found this place? Once day a member of staff at the
Sunshine Home visited us, I didn’t want to go at first, then...

Q: What does she study at the Sunshine Home?

Lin’s mother: To be honest, the Sunshine Home has a lot of problems; for example,
they overprotect the children from accidents. They just keep the children in the
classroom from early morning to 3 p.m., when they finish.

Q: Don’t they have any activities?
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Lin’s mother: Now and again they have some activities. Normally, they don’t do
any active things other than the People’s Radio Calisthenics, because the home is
located in a residential building. They might get complaints from the elderly people
if the students are too noisy.

Nobody wants to take responsibility for them, the less accidents the better, and it’s
the same at the subdistrict office. There are some sensitive parents who might give
the home or subdistrict office a hard time if anything happens to their children. For
example, we took a taxi to a gymnastics competition today and for safety reasons the
district DPF officials divided the students into small groups for each taxi; they would
rather spend more money than let them take a bus. Sometimes, when the students
need to go somewhere together and they don’t have enough officials and full-time
workers to look after them, some of the parents, like me, have to travel with them.

This morning, I had to look after three of the children in a taxi. The subdistrict
office doesn’t want any accidents to happen to these children, and the Sunshine
Home teachers are even more afraid of taking on this kind of responsibility. So these
children don’t do anything more challenging than sit in a classroom for the whole
day.

Once, one of the teachers said something bad to my daughter and after she told
me about this, I went to the home to talk to the teacher. The teacher denied the whole
thing. I was angry with the teacher at the time. I lost face, but I can’t blame Li Lin.
Sometimes, an articulate child can get into trouble.

Well, after this incident, I didn’t talk to this teacher again. Some of her classmates,
they are also my students in the drum band, aren’t very nice; they overheard the
argument between the teacher and Li Lin, but they wouldn’t be a witness. Now, I
feel they’ve let me down—they wouldn’t help in a crisis—even when I give them so
much love. I’m just wasting my time, right?

She Cares About Her Classmates and Likes Making Friends

Q: Does Li Lin like making friends?

Lin’s mother: Of course.

Lin: I like making friends very much.

Q: Did she have any friends before she went to the Sunshine Home?

Lin: No. (Here, Li Lin answers the question with English).

Q: No?

Lin: No, not really.

Q: Li Lin was mostly alone before she joined the Sunshine Home and then she got
to know a lot of classmates and became part of the class. Did you feel uncomfortable
when you first went there?

Lin’s mother: She didn’t have any problems.

Q: So she was able to fit in straight away?

Lin’s mother: Yes. Before she went there, a subdistrict official visited us. After I
told him that my daughter had never been to a school, he said he was worried that my
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daughter wouldn’t survive at the Sunshine Home. Surprisingly, she adapted quickly
and could understand most of what the teacher was saying. One of the teachers even
said my daughter has a strong sense of justice.

Q: She seems get on with her desk mate very well, they were chatting to each
other during break time when I was there.

Lin’s mother: Yes, Li Lin is close to her; when this girl was young, she was behind
with her studies because she was in hospital so often with tracheitis. Her intellectual
development was slow, she also has eye and foot problems; she’s a disabled person,
but not intellectually disabled.

Q: Does your daughter keep in touch with her classmates during the holidays?

Lin’s mother: They do talk to each other, and she’s able to understand what they’re
saying.

Q: Do they go out together after school?

Lin’s mother: No, I don’t let her go out with them.

Q: Why?

Lin’s mother: Well, some of those students are much more developed than my
daughter, so I don’t like her going out with them.

Q: What'’s her relationship like with her classmates?

Lin’s mother: She cares about her classmates; she likes to bring snacks for them
at the Sunshine Home or the district DPF center. These days, I have plenty of money
to buy her snacks, but she likes to save some for her friends, whether it’s a delicious
cake or expensive chocolate. She likes sharing with other people. Sometimes, those
children ask her for snacks as well.

In winter, she likes to take some herb teas, like chrysanthemum, Goji berry, or
orange peel tea. She never says no to her classmates if anybody asks her: “Do you
have herb tea today? May I have some?” Sometimes, when we have some snacks
that are too hard for my teeth, or I don’t like them, my daughter will take them to the
home. She usually asks me before she takes snacks to the Sunshine Home: “Mom,
one of my friends wants some of your snacks.” She’s a caring child.

She has pity for some of the children who have lost their parents. There’s one child,
his unreasonable dad died suddenly one Chinese Spring Festival. He’d divorced with
his wife and had sole custody of the child. Following that, this child had to have
surgery to remove a kidney and then received dialysis treatment later. Then his
mother had to take him back to look after him, but she couldn’t do this properly
because she wasn’t a well-educated person.

These days, I have a higher moral threshold then before. I don’t only think about
my own daughter, but also the other children. So, when I tell my daughter to take
some extra snacks and food to share with her friends, it’s like I treat these children
as if they were my own.

Q: Did she understand the teacher’s orders like “sit still,” when she was first joined
the class?

Lin’s mother: Of course.

Q: Was she well disciplined? Didn’t you say she was a hyperactive girl when she
was little?

Lin’s mother: Yes, she couldn’t sit still for a minute.
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Q: Could she sit still when she started at the Sunshine Home?

Lin’s mother: No, she couldn’t, but she developed a new hobby—handwriting—
this kept her occupied and still, it stopped her from messing around.

Q: She’s certainly able to enjoy the Sunshine Home experience, because she has
a mother like you, doesn’t she?

Lin’s mother: No, not at all. Nowadays, the teachers who don’t have a disabled
family can’t understand what our life is like—sometimes their management approach
can be a little bit selfish—they don’t have the same caring character as we do. We
have more love than these teachers, we have plenty of empathy for these children
who have lost their parents.

Q: You feel upset for those children?

Lin’s mother: Yes, so now we’re looking to get more attention from society.

Lin: There’s another poor girl who comes from a two-child family. She was fine
before their mom died, but now the younger child bullies this girl.

Lin’s mother: The non-disabled young sibling bullies the girl, that’s why we didn’t
have another child.

Q: You mean that you worry your daughter would have been bullied by a younger
sibling?

Lin’s mother: What?

Q: You just said that you decided not to have a second child.

Lin’s mother: We were worried that we might give too much attention to the second
child—if we had had another child, they would have had to be a normal child. During
this child’s college entrance examination period, I would definitely have focused on
his/her study and nutrition and wouldn’t have been able to look after Li Lin as well
as I do now. Li Lin’s a minx and she wouldn’t allow this to happen.

Q: She wouldn’t allow you...

Lin’s mother: No, she wouldn’t Iet us have a second child. She used to say: “Where
would you leave me if you get a healthy child? You won’t look after me anymore.”
She won’t allow my husband and Ito play mahjong or dance, because she worries
“you might lose me in a mahjong game, no one else would care for me; if you met
somebody else dancing, our family wouldn’t exist anymore.”

Once, I said to her: “Huang Ling is very poor—should we invite her to stay with
us for the Spring Festival, just for a couple days?” She said no. I asked why and
she replied: “I can’t share my mom’s love with anybody.” She’s quite selfish in that
way. Another time, she was crying about the poor orphans who lost their parents in
the Wenchuan Earthquake. I said: ““You don’t need to cry, we can adopt one of them
and it’ll be a good thing for the government and the child.” She didn’t want to have
another sibling, absolutely not. She would rather donate money to these children than
adopt them. She’s been insecure in this way since she was very young.

She’s also very careful with our money. She doesn’t earn very much, but she
doesn’t like us to use our savings either. She’s a demanding child and always begs
me to buy her some snacks when we go out together, but sometimes when I don’t
have enough change or I think the stuff is too expensive, I have a special way of
stopping her. I pretend to walk to the bank. Then she gets nervous and stops me by
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dragging me back. She doesn’t want me to withdraw money from my bank account,
and tells me: “Mom, we can ask Dad for some money later.”

She controls my money and at the same time, my behavior. Nowadays, she doesn’t
worry when we go to the bank together like she did when she was younger, because
she’s sure I won’t waste money. She also understands her mom is a good woman
and has stopped worrying about me, but she was very anxious when I used to go out
dancing, even though I never flirted with other men when I went dancing. She was
really worried about losing me.

Q: She was insecure when she was younger, but now, she understands things
better?

Lin’s mother: She knows me better now, but she still gets anxious with other
people; she knows she’s a lucky child, compared to other children.

She’s Made Great Progress in the Drum Team

Lin’s mother: These days, she learns more from the district DPF drum team than from
the Sunshine Home. The district DPF plays a very important role in her development.
She used to leave everything for me to look after when we went to band practice, but
now she can take care of her own personal stuff. My job in the band is to look after
the group’s belongings, so I have to tell her to keep one eye on her stuff, and she’s
pretty good at that.

Q: What does she do there?

Lin’s mother: When we arrive at my office, she’ll wash up cups and pack up some
food that’s been opened; if somebody leaves a flask in the classroom then she’ll take
them to the office. And she looks after her own bag; I don’t need to worry about her
anymore.

In the band, she isn’t one of the smartest children because of her disability. I feel
guilty about my daughter’s poor performance, so I always go to the events with the
volunteers and teachers. The band leader, who comes from the district DPF office,
told me: “You’ve taught so many students, why can’t your daughter learn like them?”
I said: “Because my daughter isn’t that clever, otherwise she would have learned it
already.” “I don’t believe you, I'm asking you to teach her again until she knows
the new movement.” So, we’ll go to the center tomorrow, borrow two drums, then
together practice the new drum routine “Chinese Kongfu.”

Q: Will you do that this year?

Lin’s mother: Yes, during the 1-month holiday.

Lin: I’ll also learn some new idioms in the Spring Festival, and recite songs as
well. Can I recite something for you?

Lin’s mother: Do that later.

Lin: I want to recite it for her. (She’s talking about reciting one of the famous
military songs for the interviewer.)

Lin’s mother: Do you really want to recite this? Do it later.

Lin (she looks a bit nervous): I just want to recite a little bit of it.
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Lin’s mother: Okay, fine, you just do it.

Lin: The troop arrived in Zhaxi in February, the reassembled troop looks well
organized. We developed the guerrillas in Southern Sichuan, the company was more
than three thousand people. Then, the troop arrived in West-Northern Sichuan in July.
What are we working hard for? Fighting the Japanese so we can rescue China.'?

Lin’s mother: Teacher Zhou from the district DPF office, who is in charge of our
group, told her to remember the lines of this song; it took her... She’s getting there
this week.

Q: It only took her 1 week to remember the whole thing?

Lin’s mother: No, longer than a month.

Q: It took her over a month to remember it?

Lin’s mother: She could only recite it properly for the first time this week. She
read it to Teacher Zhou already, and she said: “Li Lin did a good job.” I explained to
her that my daughter could only do this because she had time to prepare.

Q: She needed several days longer than the other children.

Lin: My classmates taught me as well, it wasn’t only my mom who taught me;
two boys helped me as well.

Q: So, her classmates and you taught her together?

Lin’s mother: Yes, those boys live in the same neighborhood with us, both of them
are drum band students as well. I get on with them pretty well, I used to take some
snacks for them and they like to talk to me about personal things now and again. If
we need to go somewhere, the boys usually go with me for safety reasons. They’re
obedient children and they usually listen to me; they help my daughter to please me.

Q: So, Li Lin can recite the lines but she can’t actually write them?

Lin’s mother: She can copy the lines if you write down the characters first, but
that doesn’t mean she understands the words.

She Practices Hard and Looks Forward to Performing

Lin’s mother: I'm so pleased we have a drum team. You might have seen one of our
shows on TV? There’s an old guy, a high-rank official, who worked at the Security
Bureau. His son has epilepsy, and he understands disabled people’s families very
well. When he retired, he put together a drum team for the disabled children to give
them a chance to get out of the house.

Some people told him that these intellectually disabled children wouldn’t be able
to play the drum, but he didn’t give up. Now, all of our children can play. We come
to the district DPF center every weekend to practice the side drum and the flat drum,
dancing, singing, and learning English. Our children go to the Sunshine Home from
Monday to Friday and go to the center every Saturday and Sunday.

2The Red Army Overcame The Long March is a part of the Long March Song Cycle. They are
famous Red Army songs, stories of the troops who were involved in the Long March, between
October 1934 and October 1936.
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My daughter was determined to join the drum band when she saw the chil-
dren playing. She just thought that it was an interesting thing to do, but she didn’t
understand how hard the training would be.

Q: Did they have to sign up for the band?

Lin’s mother: Yes. I didn’t let her go, I told her she couldn’t join the band at first,
because I thought she’s not very good at things like this, and wouldn’t be able to
learn how to play. Later, after she joined the band, I’d criticize and smack her when
she didn’t keep up with the practice.

Lin: Um... She hit me so many times.

Lin’s mother: You joined the band even when I told you not to (talks to Li Lin).

Q: How did you join the band?

Lin’s mother: Not me, she did it.

Q: She did it?

Lin’s mother: When she found out that she couldn’t play the thing, she said to me:
“Who would have known that playing the drum would be so difficult? I wouldn’t
have joined if I’d known how difficult it was going to be.” (She’s laughing).

Q: How did she find out about the district DPF band?

Lin’s mother: She heard the news from her classmates at the home, because the
district DPF officials walk around the subdistricts to recruit new people.

Q: So, she got the information from other children?

Lin’s mother: She was encouraged by them, because the band didn’t have enough
players and they were looking for more children. The recruitment teachers wandered
around the subdistricts and the Sunshine Homes and approached the students. To be
honest, the man, the founder, was very strict, That’s his disciplinary style because
that’s the way he was with his charges when he was an official.

Q: How’s she doing with her side drum?

Lin’s mother: We haven’t started our home tutorials yet, because we haven’t been
able to borrow drums from the center; when we get them, I’ll have to train her much
harder, because that’s what the band leader wants. I have to teach her every piece
of the choreographed movement this week. Playing the drum is a kind of interactive
dance, you have to move the body and the drum from front to back together.

Q: Can you give me more details?

Lin’s mother: The dance involves a lot of turning around, but my daughter doesn’t
understand what a 90° or 180° turn is, that’s what I need to teach her.

Q: Do you have to teach her one thing at a time?

Lin’s mother: Yes. For a full rotation, you should start with a left turn, then do
four left turns together and then you’ll be back facing the original way. That’s this
week’s homework (see Fig. 1).

Q: That’s the only thing you’re practicing this week?

Lin’s mother: Yes, she only needs to work out those turns this week and we’ll
practice more movements for the middle part of the dance later. She’s pretty good
with the beginning and ending already.

The rotation sequence is the basic movement for the whole dance, we have to start
with it, and this means that my daughter has to start practicing 1 week earlier than
the other students. I've even drawn a diagram of the dance action for her.
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Fig. 1 Li Lin practicing side
drum

Lin: Mom says... Mom said: “Walk to one side, turn to that side again, now turn
again. The left hand turns back while the right hand turns to the front.”

Q: Auntie described the movements in great detail.

Lin’s mother: I told her, a 90° turn is turn once to the side, a 180° turn means you
turn twice, the body faces the back. I drew the picture to show her what turning right
and turning left means, I’ve tried all kinds of ways to help with this.

Q: Can she understand you?

Lin’s mother: She’s a little bit more enthusiastic today.

Q: She’s enthusiastic, how long have you been teaching her?

Lin’s mother: It’s taken me a whole week. At first, she didn’t understand the idea
of turning round at all. I’'m under pressure from the band leader, that’s why I had to
start teaching her a week early.

Lin: Do you know how much pressure it’s been? He said, “I'll fire you if you can’t
learn the routine.” That’s how serious it is!

Lin’s mother: The team leader said he might fire her and she doesn’t need come
to practice anymore.

Q: How long do you teach her every day?

Lin’s mother: It doesn’t take that long, because I can’t teach her too much at once.
I thought about teaching her earlier but I got sick last month.

Q: Do you practice every day?

Lin’s mother: Yes, every day, for about 2 h more or less. Before the performance,
we used to have a week of intensive practice like this, training every evening for a
week.
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Q: Every evening?

Lin’s mother: Sure. Playing the drum is noisy and disturbing, so I let her practice
from 4 to 5 p.m.; this is the best time for everybody, she won’t disturb our neighbors.
At this time, the second shift workers haven’t come home, and the night shift workers
are having their dinner, and the early morning shift workers are cooking. Anyway,
4-5 p.m. is our training time.

There are some other students who can’t play the drum, they are just there to make
up the numbers. I told them the best time to practice at home as well. I said that you
have to practice harder because I’1l check up on you next time, you’d better practice
in the early evening. If anybody complains about the noise, you can just say: “Can
you think of a better time? It’s the best time I know; I haven’t disturbed your dinner
or sleep.” “You have to remember that this is our only practice time,” I told them.

Q: Has she ever been to a performance?

Lin’s mother: Yes, she’s been to some shows. After she’d just joined, she couldn’t
catch the instructions from the teacher—standing in line, understanding discipline,
“at attention,” “hull,” turning back—until I taught her little by little. I taught her to
turn to the same side with other players because she has to keep in line if she wants
to join in the performance, it’s what she wanted to do.

Q: So, for example, if your daughter can’t understand to turn left when the teacher
tells her, you’ll give her a lesson at home, right?

Lin’s mother: Yes, but even now, she’s not great at turning round. She likes to
watch the other students while they’re dancing.

Q: Looks at other students?

Lin’s mother: She’s usually slightly slower than the others, so she’ll follow her
classmates after they move.

Q: How does she know to keep one eye on the other dancers?

Lin’s mother: I told her to do it.

Q: So, Auntie taught her.

Lin’s mother: Haha, otherwise she wouldn’t be able to dance at all! At the time
she didn’t know anything. I told her secretly that she shouldn’t stand in the front row
but hide behind the others. Now, she knows the dance better than before, so I said:
“You should stand just behind the best dancer and follow her/his actions, but don’t
stand at the back, because you won’t learn anything there.”

Q: She’d better imitate the good learner.

Lin’s mother: I also told her that she had to move to the back row when the teacher
comes to check on them (laughs). Nowadays, I don’t teach her as hard as before.
She’ll be fine if she can learn 70%. For the other 30%, I'll teach her when she’s ready
and wants to learn. I can’t teach her when she hasn’t worked out what the new dance
or movements are.

In our band, the clever children, the mildly disabled ones, received a free drum
from the district DPF center, but my daughter wasn’t one of them, so I had to pay
200 yuan to buy her one. It’s a luxury toy.

Once the band was invited to perform “Without the Communist Party, There
Would Be No New China” at a Happy Sporting Meet. Li Lin couldn’t play at all. She
would just make up the numbers when they were practicing, but this was a formal
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event. Before the show, I had to train her very hard, the side drum wasn’t available
to take back home, so I’d use duvets to make a surface the same height as the drum
and let her use a pair of wooden sticks for drumsticks. Later, I took her to the square
for further training; we trained very hard, until a dog walker stopped us and said:
“Auntie, she’s as good as you now, you don’t need to practice so hard anymore.” 1
would only let her stop when I thought she was good enough for the performance.

Q: So, she trained very hard and put a lot of effort into it.

Lin’s mother: It was very hard work for her.

But the teachers at the Sunshine Home are just happy to let things stay as they
are. They won’t teach students the Ninth Edition of the People’s Radio Calisthenics,
the latest version. When the parents suggested they learn the new one, the teachers
just said they can’t even do the eighth version properly yet. So, my daughter had
to go to the district DPF center to learn the new things or learn it with me. I taught
her slowly and made sure she understood the rhythm of the movements; before she
learned this, she used to move around too quickly, without the rhythm.

Q: Does she like to attend group events?

Lin’s mother: Of course, she likes the events very much. If she didn’t, I wouldn’t
need to do all this work. Can you imagine my situation? My daughter’s disability is
moderate to severe, the band teachers despise her and they won’t allow her to stay
in the group to make up the numbers when they have a show. They made me pretty
angry and I couldn’t work out why. I didn’t ask them for anything much, just an
opportunity for my daughter to be a part of the performance. Besides, I'm one of
nine parent teachers; except for my daughter, all the other eight children have a place
in the show... I totally lost face.

I was angry with the band about this, but my daughter is determined to go to the
practice and I have to force myself to go with her. I really don’t want to go. Why do
I have to suffer embarrassment? I have plenty of money, I'm a volunteer, I don’t ask
for anything in return. I really don’t need to suffer this.

But what I can do, my daughter loves it. I have to suffer this for her, for her
happiness. It’s why I kept telling her, all the social work I’m doing now is just to
give you a better life.

I know my daughter is moderately to severely disabled and she can’t take part in
some of the more formal competitions and events, but she’s perfectly able to join
some shows with the drum team or radio calisthenics. She can just make up the
numbers.

I don’t ask too much of her but stay in the position—she mustn’t turn to the left
when the others turn right, or crouch down when the others stand up—she has to
keep the same routine and pace. I told her that she has to stop at the same time as the
other people when they shout a slogan. At times like this, she has to keep her head
down and don’t do something different from the others.

Lin: Once, I wasn’t careful...

Lin’s mother: I criticized her very seriously.

Lin: I shouted “yeah” too early, just after you said it when we were taking a picture
together.
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Lin’s mother: Later, I gave her a very serious lesson. I criticized her very seriously.
I said: “What did I you tell you before? Why did you make the mistake and shout
at the wrong time again?” The band leader, that old chap asked me: “Why are you
criticizing her?” I said because I told my daughter to be careful with her actions, she
shouldn’t shout louder or out of rhythm with the group, but she...

Lin: Once Mom said I didn’t play the drum well, and I practiced until... that day
when we were... I got very upset after she criticized me so many times. I felt I'd
been discriminated against by people. Even my mom said something nasty to me...
I really wanted to quit at that moment. I felt very bad.

Q: When did this happen? Did she tell you she was upset?

Lin’s mother: Something like that, occasionally, but not very often. She wasn’t
good at expressing herself and used to speak incomplete sentences.

Q: How did you feel when you heard that?

Lin’s mother: It was a bit hard to laugh (smiles), because I was exasperated that
she couldn’t get it right. I was angry and there was nobody else to get angry at. I
don’t have anything in common with the outsiders who have their own families and
children. I don’t have anything to say to them.

Lin: And, sometimes, I used to say to mom: “Sorry. If I was an ordinary person,
Mom would probably have grandchildren by now.”

Lin’s mother: At that time, I was working at the subdistrict office. One day I was
chatting with my colleagues and suddenly, she said to me: “Mom, I’'m sorry you
can’t be a grandma.” Her words surprised my colleagues, they couldn’t understand
why she would say something like that (laughs).

Q: How did you feel when she said that?

Lin’s mother: (She’s smiling) I thought she’s sensible, more sensible than before.
I can’t tell you how many times I cried for her when she was little. It was a very hard
time, but when she was in her twenties, she started telling me: “Mom, you worked
so hard to look after me.” She’d heard somebody else say something like that to me.

Working Hard Now for the Life Hereafter

Lin’s mother: When she couldn’t play the “AAB” tune on the drum—it’s not some-
thing for everybody—I used to teach her by playing with a pan lid or the washing-up
bowl. The leader of the band, the old chap, praised me for teaching my daughter so
well. He even found out I'd been an excellent worker before I retired.

To be honest, I always think that having this child has been a punishment for my
bad behavior, or I didn’t worship God enough in the last life...(she laughs) that’s
why I have her. Now, I have to do more good things for a better afterlife. I must do
good things only. I’'m always saying I have to dedicate myself to do good things for a
better afterlife, especially after I must have failed in my last life. So, I'm always the
good one wherever I work, I never offend anyone. People like me, because I never
criticize anyone to their face if they make a mistake, but point out the problem in a
gentle way. After the band leader discovered my reputation, he invited me to join the
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teaching team, but at that time, my thoughts weren’t as pure as they are now. I just
thought this will be good for my daughter.

Q: Now your daughter is part of the band.

Lin’s mother: It was mostly for safety reasons, when I joined the band as a teacher,
she could come with me to the center. I didn’t have to worry about her getting back
safely with somebody else. At first, it was just for my daughter, but now I’ve been
doing this work for over 10 years.

I teach them to make beads, not just the elderly and the children, but also their
parents. As a parent of the Sunshine Home, I don’t just teach the children, but also
provide beads and other materials for them. During the summer holiday, they used
to invite me to give a bead-making class to the children when they organized events.
I would bring my own beads and other materials to teach them.

Q: Do you usually teach children?

Lin’s mother: Usually they’re my main group. In addition, I have three parents’
meetings each week, Tuesday, Saturday, and Sunday, and do exercises every Wednes-
day. I also give computer lessons from time to time. I'm very busy. I have to make
free time to look after my family’s financial investments (laughs).

Q: You have a full schedule.

Lin’s mother: I like to do knitting and make beads when I have time, I made this
pretty tablecloth!

Q: Do you teach your daughter?

Lin’s mother: No, she can’t work with the beads at all, putting one bead on a string,
it’s the only thing she can do. All the children learned the skill except my daughter.
There’s a student, called Xiao Yiming, who’s a warehouse keeper. The other teachers
and I taught him computer skills. After he learned some basic skills, he left the class
and joined a computer training program and earned a business administration degree
from a college. Now, he’s graduated and works at an old people’s home. That’s pretty
good, right? He’s a caring child and comes to see us at the festivals. None of us expect
a gift, but he always brings one.

Q: He wants to express his appreciation.

Lin’s mother: These children are sensible. You might not think so, but they know
who really cares about them. He said to us, “We don’t like to be criticized by the
teachers except Li Lin’s mother, because she really cares about us.” As you can see,
these children, they might be a bit wild or have a bad temper, but they know us, the
teachers care about them; they are clever enough to understand this, even though it
took them a while to work it out.

I’ve been moved by these children, everything I've done for them has been worth-
while. They know what I say or do is just for them. Sometimes I'm quite strict. I
criticize them when they mess up. Some of them said: “I’m not angry with Li Lin’s
mother when she criticizes me, because she’s doing this for my own good.” I'm
tough with them, sometimes I criticize them when I’'m exasperated by their failure
to do well, because there aren’t many people who care about them, and I have to take
responsibility.
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Now the Mother Is in Her Seventies and Isn’t in Good Health

Lin’s mother: I had a light stroke in November. If I turn too fast, I get dizzy. I've
had some problems every year... One year [ had headaches, and a numb tongue, this
year, the problem is dizziness. I even feel dizzy when I’'m in a car, and I’m unsure
on my legs. One time, when we were training at the entrance of the People’s Park,
I had to stop teaching her the spinning dance after I became really dizzy. I couldn’t
stand up. I gave up teaching her because of the dizziness, also because I didn’t have
any pressure to teach her at that time. This time, now the weather is getting warmer,
I'1l start again.

Last week the band leader told me: “I really don’t understand why your daughter
is the only one who can’t learn the dance. I have to tell you that if she can’t catch up
with the other students, I’m afraid I won’t be able to keep her in the band.” So I said:
“It’s not her fault, I'm responsible for it, because of my health problems, I haven’t
been able to teach her properly.”

I can’t turn around, especially spin around, with my daughter and she needs me to
show her the same actions several times. I have a number of health issues now—can
you see how my face is swollen? (points to her face) I’ve made an appointment at
the tumor hospital to have it looked at.

Q: Auntie, please take good care of yourself.

Lin’s mother: Before I received the test results, I was under a lot of pressure
because I've been told that this type of tumor might be nasty. I'm frightened to death.
I’m not worried about myself but for my daughter. The only thing I can do is go to
see the doctors. This heavy pressure is making my face worse.

Q: Are you all right now?

Lin’s mother: I’'m better now, but I still feel it; the swollen lymph nodes can’t be
cured even if I take medicine every day.

Q: So you usually worry a lot?

Lin’s mother: When I was standing in the queue for the test, several people in
front of me were given bad news about their tests. This upset me and I felt under
huge pressure. That day, I left in the dark, took the earliest bus at 5 a.m., changed
from No. 17 to No. 49. I had to stop myself thinking about it too much when I arrived
at the hospital. Finally, the result revealed I was fine. I told the doctor I don’t have
other problems except for cystic oviducts. It was at one side at first, but now both
sides are affected. The doctor said the cystic oviducts isn’t the cause of the swollen
lymph nodes (points to her face).

The rest of the tests went well. After the swelling had gone, I went to a gynecology
hospital and took another cystic oviducts test and the doctor said the swelling had
disappeared. I couldn’t believe the result. I guess the underlying problem is still
there, but the tumor has shrunk. I can relax a bit and have a good Spring Festival
with the family now. Otherwise, I won’t stop worrying about it. I'm 70 this year and
I’m worrying that I might not last much longer.

At my age, few people can dance, sing, or play with their children like me,
especially when I have such a heavy family burden; it’s why I was so upset when my
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daughter couldn’t do her best for her dance. This year, according to the Chinese lunar
calendar age, I'm 70 already, and I'll actually be 70 next June. Can you imagine how
tired I am having to do all this for my daughter?

She’s Still Concerned About the Future

Lin’s mother: For parents like me, our only concern is the future of our children after
we die. Maybe you’ve heard some stories about the old people’s home, if we leave
the children with them... On our street, there’s a child who is in the same situation
as my daughter. His parents have some money and decided to move into the old
people’s home. The only condition was that they could take their child with them.
The manager said that they would be welcome, but not their child. So, what happens
to our children when we die? Even if an old people’s home agrees to take our children
after we die, we still have to worry that they say one thing to our face, but do exactly
the opposite behind our back. They might treat our children well before we die, but
after we pass away, they might only look after the children when the inspector visits.
I even don’t dare to think about this thing, so, the best thing for us is that our children
die before we do.

Q: Has she ever thought about getting married?

Lin’s mother: I don’t want her to get married, because there are too many two-
faced men who would spoil your daughter when you’re living together but throw
the girl out and keep all of her money after you die. There are too many stories like
this. Too many disabled people’s marriages end badly. Li Lin’s future mother-in-law
might look down on her as a disabled daughter-in-law; the situation can be worse
than you think.

Right now, whoever is responsible for her when we die is a real family issue. I'll
try my best to arrange something for her after I die. The government would be better
than our relatives. My older maternal sister who lives in Nanjing used to say to me
in front of my daughter: “You’re welcome to visit me, but you mustn’t bring your
daughter with you.” She’s my relative but even she thinks about my daughter like
this. Every time we go to Nanjing to visit my parents’ tomb, we have never stayed at
her place even though she has a three-bedroom apartment. We used to stay at a hotel
and eat out, and I didn’t want to eat at her home.

Q: One day she’ll be alone...

Lin’s mother: Well, it’s a family problem, and I’ve decided to let the government
look after her.

Q: The government?

Lin’s mother: I want her to join a “house-for-pension” scheme, because I have
a property that I can pass down to her later. If there’s a day when she loses all her
money, she would still have a place to live; anyway, she has an allowance. Her dad
disagrees with this plan. He insists: “My nephew, niece, and their children will look
after her.” How could I trust them? They’ve never cared about her. I don’t think it’s
possible for them to take care of her.
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Q: Her dad wants her to live with his relatives?

Lin’s mother: Yes, right now we’re in the middle of a “cold war” over this. I'll
leave the property and our daughter to the government if he dies first, but if I die
before him, the thing might go the other way. We wish the government would set
up a special care home for these children with high-quality workers. Otherwise, we
would never be at ease leaving the children with the current group of workers. Take
the nursing homes as an example. You might have heard some stories about the
number of new arrivals who’ve died there in the last few months to a year. On the
one hand, it might be related to the health of these people; but on the other, some
cases are down to a lack of care or bad service.

Of course, the government takes this issue very seriously, but implementing policy
isn’t as good as it should be. We think that because these workers aren’t family, they
give a poor service. Mildly disabled children have a regular income and affiliated
workplaces before they retire. After that, they’ll receive a pension. But moderately to
severely disabled children only have a minimum allowance and no pension provision.
It’s why I feel helpless about my child’s future; the policy treats the two groups of
children unequally.

Q: Do you mean a mildly disabled child has a better income?

Lin’s mother: A mildly disabled child, can be affiliated to a company. They’1l
receive a pension monthly when they reach retirement age.

The biggest problem is that some bad people might steal their money, but they’1l
get income again the following month. They’re very vulnerable when they have to
deal with money themselves and without their parents. They won’t have anybody to
look after them. Most of the children don’t have a sense of the value of money, even
for the children who are more intelligent than my daughter. They can’t work out what
change they should get from a 100-yuan note. They can be cheated too easily.

Q: Can’t she buy a soft drink herself?

Lin’s mother: Not my daughter, but some of the cleverer children can.

Q: Can’t she?

Lin’s mother: It’s not possible, she doesn’t even understand numbers up to 10.

Q: What’s her degree of intelligence?

Lin’s mother: Degree three, she’s closer to severe rather than a moderate condition.
Being articulate, is her only advantage.

Q: Do they have allowances?

Lin’s mother: There are two different kinds; a person who has a mild condition
will receive a minimum wage, and there is a minimum allowance for moderately and
severely disabled children.

This year has been a good year for them, surprisingly, their allowance increased a
little through two new policies. Her minimum allowance was around 900 yuan, but
now it’s been increased to 1150 yuan. She has also started receiving two additional
benefits; a 350-yuan special subsistence, and 150-yuan rehabilitation subsistence. In
total, she gets 500 yuan more than before; it’s much better than we expected.

Q: The government has quite a big budget for this group of people.

Lin’s mother: Well, it’s a lot of money, but her allowance is still less than a mildly
disabled child’s. Our biggest worry isn’t about what’s happening now, while she’s



42 Y. Zhang

living with us, whether she has her own salary or not, we’re able to look after her.
It’s about her future, when we die, what kind of social care will there be, who’ll take
care of her. The central government has no policy about this yet, but we desperately
need one as soon as possible. There are two key issues for us; one is that somebody
or an institute will look after her after we die, or I would hope for her to die before
us to make sure we can give her a secure and happy life.

Lin: I don’t want to leave any trouble for mom. If I die... if I die before you,
please throw my ashes in the sea.

Lin’s mother: Of course, I'll go to rest in the sea as well, because there will be
nobody to visit our tombs or pray for us even if we had a tomb.

Q: That’s all of the questions I want to ask. Thank you for telling Li Lin’s story
to us, we appreciate it very much.

Interview with Li Lin’s Teacher

Interviewees: Teacher Wang and Li Lin’s mother
Interviewer and writer: Yunxiang Zhang
Interview date: June 26, 2017

Interview place: Sunshine Home

Q: Are you Teacher Wang?

Teacher Wang: Yes, that’s right.

Q: How long have you been Li Lin’s teacher?

Teacher Wang: Six years, more or less, since the two Sunshine Homes merged.

Q: How able is she? And her attendance?

Teacher Wang: Her attendance is pretty good; she hardly misses a school day.

Q: As her abacus teacher, what do you think about her ability?

Teacher Wang: It’s not so good. She’s quite practical and good at thinking, but
she’s terribly bad at math. I can’t figure out the reason. In class, when you explain
something to her, she would say: “No problem, I understand,” but if the question is
more complex, she’ll soon get lost (smiles).

Q: How about her attitude to learning?

Teacher Wang: She isn’t bad in this respect; she wants to learn new things, she
likes to finish her homework.

Q: What happens if she can’t answer a question in class?

Teacher Wang: She’ll ask me to explain the question to her.

Q: Is she frustrated when this happens?

Teacher Wang: This thing happens quite often. Let me try to describe her prob-
lem... She likes to ask a question if she can’t answer it in the first place, but then
you’ll find out she’s asking a different question. Sometimes, when we are talking
about one thing, she’ll change the question to another one.

Q: Is she quite interactive with the teachers in class?

Teacher Wang: Yes, she’s pretty interactive.
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Q: Does she like activities outside the class?

Teacher Wang: She’s very active in this respect.

Q: Does she get along with her classmates?

Teacher Wang: She’s not bad, she likes to help her classmates, especially one
student who has bad eyesight. She has the social skills to avoid conflicts with other
students, generally speaking, they’re quite friendly with one another.

Li Lin’s mother: I used to show her how to get along with her classmates, what
she should do or not do; never get involved in anybody else’s business.

Q: Has there ever been any conflict between her and other students?

Lin’s mother: No, there hasn’t.

Teacher Wang: She doesn’t have any serious problems with her classmates, but
sometimes her stubbornness can appear in some small issues. How should I say this,
she’s an “I’'m-always-right” kind of person (laughs). If she thinks she’s right about
something, she’ll insist in this right up to the last minute—she has to argue, she even
makes excuses.

Q: You mean if she thinks she’s right—even if she’s not right—she’ll argue her
case.

Teacher Wang: You're absolutely right. In her mind, she’s always right, always.
If she’s not right, she has to find a way to make it happen (he’s laughing away).

Years ago, the two subdistrict Sunshine Homes, Xingang and Tilian Bridge
merged. I was working at Tianlan Bridge Home and the students there were quite laid-
back people and got along well with each other. But Li Lin’s old cohort, compared
to our old students, were more active and used to argue with each other.

One day, after the two homes had merged, Li Lin came to me to say that two
monitors—Liqin Liang and Jiawei Sun, who came from different classes—had a
confrontation when they were washing their lunch bowls in the public bathroom. So
I talked to these two students and asked them what had happened. I said to Liqgin
Liang: “Did you argue with Jiawei Sun and tell him to wash the bowls?” Liang said:
“No, we didn’t do any such thing, I just told him to wash the bowls properly that’s all.
There was no argument.” I said: “But Li Lin told me you had a fight.” Then I asked
Li Lin to come along and tell us what she saw. She insisted: “You guys argued, didn’t
you? Both of you raised your voices and fought about who should wash the bowls.”
(He’s laughing again). That time, after we established the facts, Li Lin agreed and
apologized straight away, but when she went back home, apparently, she told you a
different story (talks to Li Lin’s mother), her own story, because for her, what she
saw was definitely the only truth, and she couldn’t have been wrong.

Q: She probably just felt she should apologize at that moment, but didn’t change
her mind.

Teacher Wang: You’re definitely right.

Lin’s mother: Li Lin said her classmates were two-faced.

Teacher Wang: She insists on her own versions as the truth (he’s laughing).

Lin’s mother: When this kind of thing happens, she’ll argue with them first, and
if she can’t win “the battle” with words, she’ll even hit them. I will criticize her
seriously if I hear she’s done something like this. But she’ll never admit to a mistake
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in the first place—usually, it takes a while for her to apologize if it’s her fault—it’s
how she is.

Q: Now you’ve been Li Lin’s teacher for several years, have you noticed the
progress she has made?

Teacher Wang: She’s made great progress. Now she looks very independent to
me. She can do all kinds of things—she can certainly wash her own bowl very well.

Lin’s mother: The cleanliness of the bowls she washes is guaranteed.

Teacher Wang: She’s become a highly capable girl and she’s able to do everything
herself, but some years ago, when I first met her, she couldn’t do most of the things
that she’s good at today. Her mother had to force her to learn.

Lin’s mother: She still can’t remember phone numbers; she doesn’t have a sense
of numbers.

Teacher Wang: She’s much better than in the past. For example, she couldn’t write
when she came here, but now, if you give her a copybook she can draw characters
even though she’s not as quick as other students. Her essay writing skills are getting
there little by little. She wasn’t able to write this kind of thing—an essay that students
write after activities and events—her schoolmates used to give her their work for her
to copy. After she copied the essays, stroke by stroke, character by character, her
writing has become much better.

Q: She can copy characters and essays, but she can’t explain her own feelings and
thoughts, can she?

Teacher Wang: That’s right, but she’s very good at explaining her feelings through
language, she certainly can do that very well.

Lin’s mother: She never needs to prepare if she’s speaking.

Teacher Wang: She’s a very good speaker. Once, when we went to summer camp
together, she told a story about her great parents, it made all the teachers weep. That’s
the truth! One of our teachers was swept up with emotion about the difficult life Li
Lin and her parents lived. She told us how her mother washed her cloth nappy in the
cold winter and other details; the story really touched the teachers’ hearts and made
us cry. She’s a very good storyteller (smiles).

Lin’s mother: That was the story how my daughter was born in a cold winter and
I had to warm up her cloth nappy before I put it on her in case she felt cold.

Teacher Wang: Li Lin said her mother had to put nappies on her own belly to
warm them up before she put them on Li Lin. In those days, people didn’t have air
conditioners or other heating appliances, so her mother had to warm her nappies in
this way. Li Lin’s story, well, really... it was touching (he’s laughing).

Lin’s mother (laughing): Her stories can make people cry, she’s a very good talker.

Q: How could she remember these stories from her childhood?

Lin’s mother: Well, she has her own ideas.

Q: Can she remember things that happened to her when she was a child so clearly?

Lin’s mother: She can remember them well enough after I've told her the stories.

Q: How long does she speak, usually, for example, on a topic about her gratitude
to her parents?

Teacher Wang: She can talk on this topic much better than others. On that occasion,
the story competition was about 20 min, but she took up to 45 min. She kept talking
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about those tiny, subtle details that happened in her life. She could remember all of
them!

Q: Did she prepare before the event or just make them up?

Teacher Wang: She hadn’t prepared. Even the teachers only received a last-
minute note. That evening, we were called to a meeting and one of the host teachers
announced that we would have an impromptu competition: every subdistrict home
had to name two students for a storytelling competition to share their stories about
their gratitude for their parents and teachers. Xiao K and Li Lin represented our
home, but Xiao K’s story was much shorter than Li Lin’s.

Q: Why did you choose Li Lin?

Teacher Wang: I didn’t, Teacher Xu Sheng chose her, but both of us agreed that
Li Lin was a good talker. In our class, she sometimes speaks more than her teachers
(he’s laughing). Anyway, she’s a very good talker, but she can’t write anything down.
Also, she can talk about so many details, that’s a part of her ability to express herself
(laughs again).

Lin’s mother: She can keep talking about one thing forever (she’s laughing, too).

Q: She has this very strong speaking ability in class.

Teacher Wang (he keeps smiling): She’s pretty good, very good.

Lin’s mother: And the officials of the subdistrict office didn’t think she would be
able to join the Sunshine Home.

Teacher Wang: It’s about a perspective of policy; the home is for children with
medium or mild disabilities; we hardly ever offer a place to a child with a severe
condition. The purpose of the home is to provide a place for them to develop their
skills through everyday classes. We can’t take responsibility in the same way as a
nursery, looking after babies and feeding them when they’re hungry.

Q: How about her abacus performance in your class?

Teacher Wang: She can work with some simple numbers if she practices with
the other students. In group practice she can follow her classmates if she doesn’t
understand how to do it herself. She’ll be fine if I tell her to put “two” on her abacus,
but then she wouldn’t be able to calculate two plus two. Our addition and subtraction
practice is only simple, but she can’t do it without watching her classmates. A poor
understanding of math is her weakness (smiles).

Q: I noticed that she was struggling with the abacus when I attended your class
last time.

Teacher Wang: You’re right.

Q (smiles): I also realized that last time, in the classroom, you didn’t ask her to
answer your questions.

Teacher Wang: On the one hand, the learning progress of the students is uneven;
on the other, we have to meet the set teaching programs—when the district DPF
office tells us to move on to Book Two, we can’t stop for slow learners. We have
to finish our set teaching material. If they want to learn something new, they can
improve themselves in their break or at lunch time; if they can’t reach the class’s
target, there’s nothing we can do for them except to tell them to try to remember
those formulas.

Q: Do you offer students who are falling behind extra help during lunch time?
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Teacher Wang: We offer this for those students with a stronger learning ability,
like Xiao L or Xiao C; if they have any questions, we like to help them.

Lin’s mother: These days, she has a stronger interest in Chinese language and
literature; she can write characters and pinyin with a copybook independently. This
is something new she has learned at the home; now she can even copy the English
alphabet from a copybook.

Q: She can certainly copy those characters, but does she understand them?

Teacher Wang: I’'m afraid she only knows some simple characters, but not the
complex ones. She just draws them using the copybook.

Q: What classes do you have except for the abacus?

Teacher Wang: We have English, math, domestic science, Special Olympics train-
ing, rehabilitation training, and personal hygiene classes, too many. We usually have
two classes, one in the morning and one in the afternoon each day.

Q: How about Li Lin’s concentration in class? Does she pay the same amount of
attention in both the morning and afternoon classes?

Teacher Wang: She’s not bad, usually her performance is better at the beginning
than at the end of the class, if her classmates are quiet. If anybody makes a noise,
she has to get involved with their business straight away (starts laughing).

Lin’s mother: Li Lin concentrates on writing better than anything else; otherwise,
she likes to “manage” the other students.

Q: What about her everyday performance, apart from the fact that she’s too easily
distracted by other students?

Teacher Wang: Generally speaking, she’s a good student, she takes her study quite
seriously.

Q: Which class do you think is most helpful for her?

Teacher Wang: Perhaps it’s the rehabilitation training, this deals with body exer-
cises, like radio calisthenics and dancing—she loves this kind of activity. She also
enjoys the singing class very much.

Q: She was very active during the singing event when I was here.

Teacher Wang: She likes to sing; last week the class went to karaoke together
where she was singing with several other students. She was humming the tune even
though she couldn’t read the subtitles on the screen (laughs).

Q: It’s pretty difficult to learn a new song if you can’t read.

Teacher Wang: Sure, it’s not easy to remember the lyrics without being able to
read.

Q: Do you teach the music class as well?

Teacher Wang: Yes, I do, we have to teach so many different things. The teaching
program requires us to teach them a new song every month, but one song can take
much longer than expected. For example, we taught them a new song after the Spring
Festival, but some students still can’t sing it yet.

Lin’s mother: Some students who have that talent learned the song immediately.
One of them learned Yue Opera with his grandma; with this kind of musical training,
he can sing along with you if you start humming a song.

Q: What is Li Lin’s learning ability like in class?

Teacher Wang: She’s just about okay.
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Q: Is she better than some other students?

Teacher Wang: Yes, some students are worse than her.

Lin’s mother: There are quite a lot of students who don’t understand a thing.
They’re not like my daughter, she seems to understand your meaning but only from
time to time (she’s laughing away).

Teacher Wang: She can certainly understand if you point out her mistakes, but
with the worst students, they won’t understand you and they can get angry with you
at the same time.

Q: It’s a difficult balance for you and the other teachers.

Teacher Wang: It’s not too bad, I'm fine with whatever they like (he smiles).
Basically, they’re obedient.

Q: I think all the teachers of the Sunshine Home are very kind and positive.

Teacher Wang: We’re okay, we try our best. We haven’t charged the students for
Iunch since 2005. Some homes have to charge 150 yuan because there is a shortfall
in students’ monthly lunch subsistence—but our subdistrict office and the district
DPF office covered the budget gap for us. It’s why the students who register with the
Tilan Bridge subdistrict office get a free lunch, but we have to charge a little bit of
money from some students if they come to our home but have registered elsewhere,
because we won’t receive their food subsidy. Somebody suggested we charge some
money for every student, but how can we do this to them? We can’t do it.

Q: Could you tell us one thing about Li Lin that has impressed you the most?

Teacher Wang: She has a very good heart, but sometimes she likes to make things
up. Once, when we were on summer camp, she wanted to sleep over in Teacher Sun’s
room.

Q: Do you mean the summer camp where Li Lin told the story?

Teacher Wang: No, this was another camp. The camp site was in the Songjiang
District. Each teacher had to share a room with three students, so Li Lin, Xiao S,
and Xiao Z were with me. But suddenly, when I was in the shower room, Li Lin told
Xiao S that she was moving to Teacher Sun’s room. Xiao S asked her why, and she
said because her friend Xiao T was in that room and insisted she had to go, otherwise
she would get angry with Li Lin. Then, from outside the bathroom, Li Lin asked me
if she could go to Teacher Sun’s room.

I'said: “You can only go if Teacher Sun says yes. I'm not sure if they have enough
space for you, so you’d better ask her first.” She said: “There is space for me, and
Xiao T will get angry if I don’t go.” So, I agreed to let her go. Later, after we came
back from the summer camp, she told her mother a completely different story; she
told her mother that she had changed rooms because Xiao S didn’t like her snoring
and that I had kicked her out. It was totally untrue. She just made up the story for
her mother (he’s laughing away).

Q: So, she told two different stories to you and her mother at that time?

Teacher Wang: The story behind it was, Li Lin is very close to Xiao Y and Xiao
G, but she’d had an argument with Xiao S in the past—Xiao S can be an aggressive
person, she’ll beat you up if you’re not very nice to her—so these two shouldn’t
have been together. I didn’t know this story when I arranged the rooms until Teacher
Sun told me. She said to me I'd better not put these two children together. I replied:
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“They’ll be fine this time, because I'll be keeping a very close eye on them.” But
the story about her snoring and changing rooms still happened... She definitely told
me, her mother, and other teachers several different stories. She can really make up
a story.

Q: But why?

Teacher Wang: I really don’t know, she just enjoys telling stories, she’s clever
enough to know which story you don’t like (keeps laughing).

Q: Does Li Lin go to this kind of summer camp often?

Teacher Wang: She goes to summer camp every year because she’s independent
enough to look after herself, showering and feeding herself.

Q: Do they need to take a shower and have meals on their own?

Teacher Wang: Of course, they have to be independent to this level; the camp is
also a chance to prove their abilities. It’s quite an independent experience for them.
They have to spend 4 days and 3 nights with their teachers and friends but not their
parents. When the teacher tells them to carry out a duty, they have to be able to do it
independently.

Q: The camp has many activities, how often is this event, once or twice a year?

Teacher Wang: There are two camps for eight subdistrict offices every year. They
only can offer places to three of the subdistricts each time. If one subdistrict office
cancels, the other seven offices take turns in the camps. There’s a special site for the
event.

Q: Could you make a final comment about Li Lin?

Teacher Wang (he laughs again): It’s impossible to do that in a single sentence.

Q: You can say more if you like.

Teacher Wang: Let me think about how to describe her. For me, she’s a person
who likes help others.

Q: She’s eager to help others.

Teacher Wang: Also, she always the first person to clear up the place. She’s that
kind of person, she volunteers for all kinds of responsibilities (he’s keeps smiling).

Q: She’s very enthusiastic.

Teacher Wang: Yes, she’s a very enthusiastic person. There’s anything else... I
can’t think of anything (he’s laughing away).

Observation of Li Lin at the Sunshine Home

Observation date: 9:00-15:00, December 14, 2016
Observation place: Sunshine Home
Observer and writer: Yunxiang Zhang
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Time | Content Observed activities
9:00 | The early arrivals watch TV while they
wait for the other students to come
9:10 | Li Lin opens the gate of the home and All the students, with the teacher’s help,
walks in. She calls her mother after she have to open the gate themselves. Li Lin
sits down and takes out her paper and pen. | looks a bit sleepy when she walks into the
Then she comes and says hi and shakes classroom, she keeps turning back with a
hands when she sees the observers smile to look at the observers
9:19 | Li Lin stands in the second row during Li Lin sorts out her clothes and the
radio calisthenics clothes and hat of the student in front of
her. Her performance is out of tune, but
her movements are good. She
concentrates on the exercise and seems to
enjoy it very much
9:32 | After the exercise, she comes back to her | Li Lin is very quiet when she writes
seat where she’s left a notebook she took
out earlier from her bag and chats with
her desk mate. Then, she starts writing
9:36 | She leaves the seat and walks to the
bathroom
9:40 When she returns, she puts her notebook Li Lin tells her desk mate that she can’t
in the drawer and chats with her write on the abacus with a pencil, that
classmates for a while. She starts playing | won’t work
with her abacus
10:00 | Class begins, the teacher asks the students | During the practice, Li Lin’s mother is
to practice the abacus teaching her. When somebody answers
the teacher’s question, Li Lin applauds
with the other students and says “Great,
great, you’re great,” to him
10:06 | Li Lin stands up and tries to answer the Li Lin listens very carefully when the
teacher’s question “Can you add eight on | other students are answering the question
the abacus,” but she has to sit down after
the teacher chooses another student to
answer the question
10:25 | Following the teacher’s instructions for She makes quite a lot of mistakes
addition and subtraction with her hands
10:30 | During break time, Li Lin takes out a pen | She drinks slowly
and writes something down, but she
erases it afterwards. Later, she drinks
some water from her flask and puts it
back in her bag
10:40 | After a rest, Li Lin sits down and sings She can’t follow the teacher’s guide even
“Sit Up Straight” with her classmates. though her mother is next to her helping
Then they open the book and start to
practice again
11:05 | The teacher asks them to clean up the

room while Li Lin is out

(continued)
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(continued)

Time | Content Observed activities

11:15 | When she comes back the classroom, Li

Lin chats with her classmates

11:25 | Lunch time, she stands in the queue with | Li Lin takes her bowl to get food from the
her classmate teacher and thanks him afterwards. The

lunch includes rice, egg, and steak

12:00 | Li Lin stops one of her classmates
looking at an observer’s phone, she also
reports this to the teacher

12:25 | Handwriting time

13:25 | Bathroom time

13:30 | Prepares for entertainment time Li Lin cleans her desk and puts the chair

onto the desk before she stands up. She
claps her hands and taps her feet, she
looks very excited

13:45 | They play a clapping game together. They | Li Lin looks very happy
clap hands together and count from 1 to
37 while they’re marching on the spot

13:50 | She comes to show the observer how to
dance while she’s moving to the rhythm

13:55 | A classmate sings on the teacher’s stage, | Her body movement is very exaggerated
she listens very carefully while she taps
the rhythm with her fingers and moves
her body. Later, she opens her hands wide
and claps hard

14:00 | Li Lin taps the desk and talks to her She enjoys the classmate’s song very
friend while another student starts singing | much; she applauds enthusiastically and

is very happy

14:05 | She turns back and smiles at the observer, | Li Lin looks very happy
then carries on her dance

14:10 | Everyone sings “A Grateful Heart” Li Lin is excited; she claps her hands and
together. Li Lin joins in and uses sign moves around
language

14:15 | Li Lin is chatting with her friends while a
student sings “My Happiness Is I Miss
You”

14:20 | Li Lin and the two other students come to | Li Lin is very active; she starts to sing
the front of the classroom and sing “My even before the teacher asks her
Happiness Is I Miss You”

14:25 | She moves her arms when one of her
classmates sings “Run”

15:00 | The class ends

Translated by Huili Meng
Edited by Russell Murray
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Xiaolong Lu

Interview with Mr. Guojun Zhang’s Mother

Guojun Zhang, male, born in 1979. Only child. Grade IV intellectual disability. Has
worked at a company in Hongkou District of Shanghai since 2008.

Interviewee: Cuixiang Kong (Guojun Zhang’s mother)

Interviewer and writer: Xiaolong Lu

Interview date: October 23 and December 12, 2016

Interview place: The Hongkou District Disabled Persons’ Federation, Shanghai

From a Beloved Little Daughter to an Iron Lady
Q: Hello, Auntie Kong, could you tell me a little about your family?

Zhang’s mother: There are four people in our family, him (points at her son), me,
his dad, and his paternal grandma. I was born in 1953 and his dad was born in 1954.
I worked in the Xinhua Bookstore until my retirement, I used to be a director and
store manager for a while. I needed more time to look after my son, so I applied to
take a smaller role and became the business supervisor when the boy was in his early
teens. His dad worked in a factory but retired quite early: he had polio disease when
he was very young, and has a lame leg. My salary was the only family income at that
time.

Q: How did you get to know each other when you were young?

Zhang’s mother: Through a mutual friend, one of my good friends who was also
a colleague of my husband. One time she invited me to attend an organizational
activity at their Youth League branch, and I met him there. We were seeing each
other for around a year before we got married. My parents and young sisters were
against this relationship because of his lame leg and his poor family background. An
old saying says “marry in your own class,” but our relationship broke the rule. That’s
why my family didn’t support me. We used to struggle to find a way to meet. I had to
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ask my sisters to go out with us, my parents wouldn’t refuse if I was with them. So
my sisters used to call themselves “the third wheel” on our dates (she has a sheepish
expression).

My son was born in 1979, after we were married more than a year. There was
nothing untoward throughout my whole pregnancy. I was looking forward to his birth
and having a healthy baby, but I had an accident when I was delivering the baby; my
waters broke and amniotic fluid choked his lungs which led to a fever, this damaged
his brain. My son was born around six o’clock that day, but it took the doctor until 10
o’clock, almost 4 h, to save his life. My son spent 2 weeks, more or less, in hospital
after his birth.

I had to look after both of us when we went back home. We didn’t live with his
dad because we didn’t have married couple housing and had to rent a very small
place that wasn’t big enough for three people. So his dad used to visit us for a short
while every day.

Q: Has his body been bad since birth?

Zhang’s mother: He had to see the doctor almost every week with his lung problem
and had fever, over 40°. I didn’t have any other plan but to fight this disease. This
problem always comes back sooner or later. With monthly pneumonia he had to go
back to hospital every 2 or 3 days. I was the only person who could look after him.
He was sick all the time from when he was born until he was 14 years old. High fever,
pneumonia, and tracheitis, all of this was caused when my waters broke. It’s hard to
tell how many times he went to hospital, but he has been to all of the big hospitals in
Shanghai and he’s seen all the doctors who could help him. My son has had all kinds
of medicine and injections, too many, and he’s had so many injections of penicillin
and other antichloristic drugs. Penicillin was the most popular medication back then.

When he was 14 years old, he got the fever again and we went to the community
hospital. The doctor said: “I can’t help you because he is dying.” I was so scared. I
fell over several times carrying him back, and I ran to another hospital. When I got
there, the doctor was very kind and told me (speaks in a grateful tone): “Don’t hurry
please, I'll check your son out.” Later, I was told he had pneumonia again.

How could I not worry? What a life going to hospital every 2 or 3 days! Well,
it’s really... (her eyes brimmed with tears). During his childhood, he was saved by
doctors several times; otherwise he wouldn’t be here with me, and probably would
have died a long time ago. I got bad news from doctors so many times. Anyway, he
had to stay in hospital at least twice a year and I was told that he was dying almost
once every year. When I was told he is dying I couldn’t do anything but cry. I was
absolutely terrified.

There was no cure at that time. When he was 14, people would tell me your son is
growing up and he needs extra nutrition to build up his health, especially something
for his lungs; so, I fed him all kinds of supplements. Although he didn’t grow taller,
he did get bigger, and at the same time he became stronger with better immunity. I
told myself I should be glad he was healthy. I was very skinny when he was ill all
the time; just over 6 stone, after [ had my son.

I was the only person who could take him to the hospital at that time; sometimes
my sisters would take him if I had to work. My son would never want me to leave
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him, so I would go after lulling him to sleep. In those days, we didn’t have a private
phone or a night public phone service; if he got sick at night, I was the only person
who could carry him to the hospital.

I never talked about these things with his dad; anyway, he was nowhere to be
found. I didn’t mind looking after him myself; his good health was my only concern.
I didn’t want to dwell on other matters. His dad would come and visit him if he knew
he was sick, but if he didn’t know, that would be another story. At that time, we’d
lived apart for quite a long time already, he would just come to see us after dinner.

He hardly took care of our child. But once I called him about a blood transfusion
for my son, the doctor checked my husband’s blood type match and let him donate
his blood. Anyway, my husband didn’t care about the child, so everything depended
on me. The child has always lived with me, and he goes everywhere with me, even
now.

My husband became kinder to our son when he’d grown up. His attitude towards
the boy softened little by little. For example, my son would usually buy a souvenir
from a trip or a Father’s Day gift for his dad. I told my husband: “Have a look at
our son, he is disabled, but still independent, while his healthy peers still depend on
their parents.” I also told him: “He is your son. Your scorn isn’t helpful. It doesn’t
do anything to solve this problem at all.” My husband couldn’t hide his feelings, and
everybody could read what he thought. He was upset because he wanted a healthy
child, but had a disabled one. At the workplace, he always felt bad and wouldn’t say
a word when his colleagues talked about their children going to college. He turned
against my son when he felt bad, but when I was upset, I would love my son even
more. He treated our son slightly better after his boss told him to.

Q: Were you under heavy financial pressure back then?

Zhang’s mother: Our salaries were 45 yuan for each person while the average
salary was 36 yuan in the 1980s. We earned more than most people because both
of us were professionals in our companies. In those years, my company, the Xinhua
Bookstore gave their workers generous holiday and festival benefits, and this was
very helpful for our family.

Inever thought about looking for another well-paid job even though I had financial
problems, because I'm a single-minded person and love whatever job I do. I saved
every penny by cutting down my own meals even when I was well paid. After I had
my son, I never had snacks or fruit like the other women. I never felt like fruit and I
don’t feel bad about that.

I didn’t take a bus either even though the ticket was only four pence each way,
but I spent several yuan on a raincoat and carried the baby when I walked to work
on rainy days. Back then, I really appreciated the kindness of one bus driver, who
would give us a free ride. I can’t find him now, but if I could I would want to say
“thank you.” My son still remembers him. I didn’t like taking the bus to save money,
but this driver told me his timetable and would give us a free ride when he could.
I really appreciated his help and kindness when my life was so difficult, especially
when he took a risk and could have been punished by his company.

I never asked relatives for financial support and I didn’t even say anything to them
when I was short of money for the child’s treatment. I said to myself, I mustn’t ask



56 X.Lu

for help because I should take the whole responsibility for my marriage, especially
when my parents didn’t agree from the very beginning. I chose to get married and
I have to pay the price. Finally, I made it without other people’s support. I used to
tell my son: “You must try to meet my expectations and let me be proud of you.” I
taught him everything a young man needs to know and trained him to be a real man.
I hope he can make something of himself one day. I told him: “When people look
down on you, be even more determined.”

My husband took early retirement around 1989 and hasn’t taken up other jobs
since then. His colleague and friend invited him back to the company to take a part-
time job, but he was too proud and didn’t like other people’s pity. His pension is
higher than sick pay, but more than the minimum wage he received for years before
retiring. So our family economics got a little bit easier afterwards.

Q: It sounds as though you took all the family responsibility on your own
shoulders?

Zhang’s mother: Oh, exactly. I'm the person who holds everything together in the
family and it’s why people used to call me the “iron woman.” I’m not an iron woman
at all, I just didn’t have any choice (she has a forced smile).

My family was very wealthy when I was young, and my family background was
much better than my husband’s. Before the Cultural Revolution, our family could
afford a maid and nobody needed to do any housework. But during the Cultural
Revolution my parents had to send the maid away. At the same time, they couldn’t
take care of me and six other siblings who didn’t have any life skills and needed
looking after, so they had to pay neighbors 5 yuan, a huge amount of money at that
time, to look after us.

When I got married, I didn’t know how to do any housework, even wash my own
clothes, but I learned everything step by step after I had my son and I became the one
who looked after the family. All my neighbors said I was a good person and I treated
my parents-in-law very well, even better than my own parents. I never forgot to buy
them a gift for Mother’s Day and Father’s Day, even though they looked down on me
all the time. The neighbors talked to my son and sometimes they’d say: ‘““Your mom
is a very good person, but she’s has such a hard life since the start of her marriage
up to now.” I'm very friendly with my neighbors as well and I would never say no
to them if they asked me for help. I not only support my own family, but also try to
help the people around me. It’s why they call me “iron woman.” At work I always
do my best. I don’t care whether the job is only for strong men or too dirty.

Opposite Attitude of Relatives in Two Families
Q: When did you discover your son had learning difficulties?

Zhang’s mother: When he was at the senior kindergarten, I found out he couldn’t
learn like the other children. I had suspicions about this condition, but didn’t take
him for an intelligence test because I thought he was probably just a slow learner.
We only found out about his problem after he did a test at the special school.

Q: Did you ever think about having him adopted when you discovered he had a
disability?
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Zhang’s mother: Never! (Speaks in a firm tone.) I only wanted him to be a strong
boy and never thought about anything else; I didn’t ask the government for help
either. If I had a child in the same situation today, I would definitely apply for help
from the Civil Administration and the Welfare House.

I didn’t think about having another child either, because I was worried about being
able to treat two children equally, especially if the second was a healthy child. People
usually prefer healthy and adorable children to a disabled one. So I decided to give
all my time and love to this child and try my best to make his life better.

If the second child was a daughter, she’d look after her brother when she grows up,
but you couldn’t expect a young brother to do the same thing, especially after they
get married and have their own family. His wife wouldn’t agree to look after him,
maybe even scorn the older brother. The young brother might not have a problem
with his older brother, but who can tell what his wife would be like?

Q: Did you talk to your family and relatives after you knew about his condition?

Zhang’s mother: Both families know what happened to my son, but I didn’t explain
to them how hard our life had become. I never complained about the problems we
had when he was young. For myself, I couldn’t accept the situation when I got the
news, I didn’t understand why everyone else could have a healthy child except me.
Why? I didn’t dare go out for a long time, because I was afraid of other people
gossiping and criticizing me behind my back. I didn’t dare to talk to my colleagues,
because I worried they might talk about me behind my back. I only revealed my
son’s condition to my boss when I had to ask him for a role with less responsibility.
I don’t like people’s pity or scorn. I might have a disabled child, but I can raise him
without anyone’s charity and pity.

My parents showed me more love than all their children because of my son. My
older brother said: “I look after you more than my other siblings because they have
a normal life and don’t need any extra support.” I have two older brothers, one older
sister, and three younger sisters; all of them support me and never let me down. They
understand how much I hurt inside. As my parents got older, my younger sisters
helped me more and more. If I couldn’t take time off work to care for my son when
he went to hospital, my sisters would always help me. We’re very close and always
ready to help each other. You can ask him (points to her son who is sitting next to
her), his aunties compete with each other about who will look after him if I'm too
busy. They used to say to him: “You’ll be comfortable with us until your mom is
free.” Their support has always been strong, even today (her eyes are tearful).

In my husband’s family, everybody blames me for having a foolish child. For
them, I’'m solely responsible for my son’s problem. They argue all the time about
my son’s right of inheritance and keep telling my husband not to give the family
property to my son. They say: “If we give the house to you, one day you’ll pass it
down to your son, but why does an idiot need a property?” That is my husband’s
family! (She looks angry.) In any case, my husband doesn’t have a property to give
away. The place my husband lives in at the moment is the apartment I bought for my
son, while my son and me live in an apartment that his paternal grandpa left to us.
They still insist that my husband mustn’t give the apartment that we live into my son,
because a fool can’t look after property and one day I might give it to my family.
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Q: When did your husband’s family start calling your son an idiot?

Zhang’s mother: The year he went school, when we realized my son couldn’t keep
up with his studies. They started calling him an idiot and blaming me, and they’ve
never stopped since, but we speak much less nowadays. The paternal grandma is the
worst; she is always saying bad things about my son. This upsets me very much. I
don’t mind if she treats me badly, her behavior won’t change my attitude towards her,
she’s a parent; but I'm so angry at the way she criticizes my son. However, because
she’s my mother-in-law it’s my duty to care for her, even though people say to me:
“Your mother-in-law totally lacks respect for you.”

The paternal grandpa was totally different from her. He didn’t say much, but he
loved my son very much and treated him so well; a really heartfelt kind of care.
Grandpa was never bothered about my son’s disability. He liked to take him to all of
his factory’s events.

When my son was little, his grandpa took him to the staff children’s day nursery
when I was too busy. This place is only for the staff’s children during the summer
vacation, where some colleagues take on a teacher’s role and look after the young
children. It’s one of the benefits for workers, but without his grandpa’s help, my son
wouldn’t have been able to go there. My son spent every summer and winter vacation
at that day nursery for years; he studied, played chess and other games with the other
children, and they were looked after by the teachers. My son was very close to his
grandpa, they shared all kinds of stories together.

When he was younger, he had some unpleasant experiences when we went out. I
hated being looked down on by others and sometimes I couldn’t control myself and
argued with them. The only thing I could do is not go out so much. I felt so bad when
we went out; I didn’t dare lift my head when people pointed their fingers at me. One
time, we were on a bus and he was curious of a woman’s watch. At that time he
wasn’t very smart and he was very naughty, and he touched the watch strap without
asking. Suddenly, the woman started shouting at him. I tried to explain that it wasn’t
worth shouting because my son couldn’t understand what she was trying to say. She
said: “What an idiot your son is.” I was so upset and returned the insulted: “My son
might be an idiot, but at least I love him. You’re young, and maybe one day you’ll
understand what it’s like to have a child.” Anyway, this kind of discrimination used
to happen on the bus and that’s another reason why I didn’t like to take the bus and
walked.

I rarely took my son out when he was young, because I hated the way people
laughed at him. After some years, when I had more free time, we went out more
often together. He’s had a change of mind too; 5 or 6 years ago, he didn’t like to go
out with me even if I asked him. In the beginning, he was worried about his problems
with speaking and communicating; he hardly talked to other people. But when he
could speak better and began to get bored staying at home, he changed his mind
and asked me to take him out. Usually we just went to public parks, but if he told
me he wanted to take a 2-day journey and spend a night somewhere, I wouldn’t let
him down. For example, on the National Day holiday, several days ago, we went to
Guangfulin Heritage Park in the Songjiang District for a photography trip.
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He Wasn’t Good at Studying but Good at Doing Things
Q: Could you tell me more your son’s experience at the nursery?

Zhang’s mother: He went to an ordinary nursery and was the favorite boy of the
teachers; they praised him quite often. The teachers thought my son was very cute,
especially when he was imitating things. The teachers would applaud or reward him
with a little red flower.! He was such an active child, he didn’t talk too much, but he
liked to hug or kiss the teachers and he was sociable with people all the time.

Before he went to school, he was fine, even if he wasn’t talkative. Then a first-
year teacher hit him, and after that he didn’t dare talk and stopped replying to other
people’s questions. When he was 7 or 8 years old, in the first semester of first grade
at the school, he was told to leave by a teacher. A child like him doesn’t get any
respect from the teachers because he could have a negative effect on the enrollment
rate.

The teacher hated my son very badly at that time, because my son was the reason
that he couldn’t get an award for the class test results. Once the teacher hit my son
with a book and gave him a bloody nose. The teacher insisted on throwing my son
out because of his bad performance in class: he wasn’t clever, he lagged behind,
couldn’t read, or do maths questions, we were terribly worried about him.

We didn’t think he had any intellectual difficulty until he had an IQ test at the
special school. Before then, we just thought he was slow-witted and clumsy, because
we couldn’t see anything wrong from his appearance. The test result revealed he had
an intelligence score just slightly below average. The doctor told me his condition
was almost the same as ordinary people.

Q: Did you look for legal support?

Zhang’s mother: No, we didn’t know anything about the law in those days. If we’d
known the law, I would have sued the hospital over the accident at birth. A newborn
baby choked by water is nothing other than a medical accident! We were different
to people today; we were ignorant about the law. Fortunately, I knew an old retired
teacher in her eighties, who was a very nice person and member of the district Chinese
People’s Political Consultative Conference. What a shame she’s passed away (there
is an expression of loss on her face). She said to me: “Don’t worry, let me see what
I can do for you.” She asked one of her students, who was the Director General of
Hongkou District Education Bureau to visit us and listen to our problems with my
son. Following that, he advised us to send the boy to a special school.

We didn’t know anything about this school before and would never have thought
about sending our son there. If  had known my son’s condition was more complicated
than him just being a slow learner, I wouldn’t have let him go to the ordinary school.
With this director’s help, my son spent two extra years at that school, because I was
too busy to keep him at home. The normal length of a child’s education is the 9 years,
but I asked the school leader to keep him there for a longer time. I didn’t mind paying
the extra tuition fees and we were lucky the school leader agreed to keep him for
another 2 years.

Years ago, in Chinese nurseries and primary schools, teachers would reward a well-behaved student
with a red flower or a red flag, usually made of paper.
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Q: Did you need to take him to school or could he get there by himself?

Zhang’s mother: I took him every day until he graduated. Every school day, I took
him to school before 8 a.m. and left after his class started. Then I went back to the
school at 3:30 p.m., half an hour before they finished. I took him to my office, and
we went home together when I finished work. He would work on his homework or
handwriting practice at the bookstore.

Q: What lessons did he study at school?

Zhang’s mother: Chinese, math, business, and some extras. At the special school,
they don’t offer much study of cultural knowledge because they are slow learners, but
focused on practical abilities. In addition to the regular classes, they also had some
extracurricular activities; for instance, spring or autumn picnics or radio calisthenics
competitions. Compared to an ordinary school’s teaching, I think the special school’s
timetable and activities were more suited to children like my son. They use different
textbooks at the ordinary school; basically, the special school’s textbooks are much
easier.

He was very popular at the special school. All of the teachers liked him pretty
much. When they went out for spring or autumn picnics and slept out at night, he
didn’t need to share a room with other students, and he could go to the teachers’ place
if he wanted. He was very sweet when he was a child; he would say hello to people
all the time. Now, he still has a warm heart, but speaks much less. For example, if
his teacher visited us, he’d ask the teacher to sit down, give him a cup of tea but
wouldn’t chat. That’s how he is, a quiet person.

Q: Did he make some good friends at the school?

Zhang’s mother: I don’t think so. He didn’t dare talk too much because he was
a quiet child. He was worried people might find out about his condition when he
started to speak. He was very introverted, so closed off, and he looked like he might
have a form of autism. He was like that from the time he was beaten by that teacher
until we joined the China Association of Persons with Intellectual Disability and
their Relatives® in 2007. He became more relaxed when he joined those children
who had similar conditions and became more and more open and talkative. Before
that, he didn’t dare to talk with ordinary people at all.

When he was a student, he never talked about his school life, even with me
although I kept asking. He’s just like other autistic children; they won’t respond to
other people even if you repeat yourself a hundred times. But gradually he became
more mature and sensible at the same time. He understands me better and now he
does more housework.

Actually, I never treated my son as an intellectually disabled person, and I was
determined that he should learn everything an ordinary person would. He was always
very good at housework from the time he was very young (speaks in a very proud
tone). Why? I realized my son could never be a good student from the time he was in
kindergarten when the teacher said to me: “You don’t need to push him to study, he

2The English abbreviation is CAPIDR. The Chinese abbreviation is “Zhiginhui”. It is a corporate
organization, a non-profit association affiliated to the China Disabled Persons’ Federation, founded
in 1989. There are grass-roots branches at all levels throughout China.
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can do anything he likes, just make sure he’s behaved and doesn’t disturb the other
students.” I disagreed with him, and I kept telling my son: “You’re not a smart boy,
you might not be a good student, but you have to be good at housework and grow up
to be independent. I won’t be with you forever; you will have to live your own life
after I die.” (Her voice is choked.)

From when he was nursery age, I let him practice as much as possible and never
spoiled him. For example, I didn’t allow him to use a spoon to make eating easier. So
he used chopsticks from a very early age and never used a spoon. I was very different
from normal parents, how they like to let their children start with a spoon—because a
spoon is easier to handle—and then learn how to use chopsticks afterwards. I taught
my son to use chopsticks from the very beginning. I know, with a child like him, if
he didn’t learn these skills at an early age, he would never get a chance to pick them
up later in life. In our group, some children have never been able to use chopsticks.

I used myself as an example and would say to my son, if your mother, who is
much older than you, had to learn everything after I got married, you, a young and
clever boy, must be able to learn these things quicker and better than me!

After I had drawn the bath water for him, I taught him to take a shower by himself.
He also learned to tie his own shoelaces; I don’t care if the knots were pretty or not,
but he had to be able to do it himself. He started washing the dishes when he was
smaller than the sink, so I gave him a stool. I was never annoyed if he said to me:
“Mom, I’ve broken a bowl,” because for me, letting him learn the skill was much
more important than buying a new bowl. I even made him a small mop and taught
him how to clean the floor every day, before he could use a full-size mop. He was
quiet, but always tried very hard to learn the things I taught him. I taught him all
sorts of housework bit by bit, until he became independent. These days, he works
slowly, but he can bathe himself and wash his own clothes without any problems.

When he was little, he used to fall over so easily, but I never helped him up. This
might be difficult for most parents to understand; for them, helping their children get
up would be a very natural thing, especially for a disabled child, but I insisted doing
this my way. Once, he slipped and was kneeling on the ground, I didn’t help him up,
but walked to him and stroked his head (pretends to stroke something): “Climb up!”
A neighbor who saw us was shocked and asked me: “Wow, what’s wrong with you,
why don’t you lift him up?” The thing I didn’t expect was that night my son was in
very bad pain. Later, the doctor told me that his leg was broken. The tears were rolling
down my face as soon as I heard this news. But I only regretted stroking his head,
not about training him to become independent. It was just a very rare accident, he
could always stand up by himself after falling down, nothing like this had happened
before or afterward.

I was very sad when I watched my son fall over, but I couldn’t bring myself to
help him (her voice is choked). The only reason I treated him so strictly was because
I knew he needed to learn from his own mistakes to be able to grow up. I had to hold
back my tears and stand away, telling him to get up even though it was very painful
for both of us. That night, after I learned my son had broken his leg, I lost control
and cried terribly, tears were running all over my face (her eyes brim with tears).
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I don’t beat my son very often, except if he’s been very disobedient. For example,
I would have to teach him a lesson if I told him to get washed and he refused. To be
honest, I never feel good after beating him and couldn’t help but cry afterwards. He
was never punished when he was a little boy, because he wasn’t as obstinate as when
he was older. In his teenage years, he started to know his own mind, sometimes he
would disobey me or even deliberately make me angry. Now, if I want to beat him,
he’ll hold my hand and stop me, but also, he understands my reasoning very well.
I usually say to him: “Mom would never hit you without reason, I’ll only do it if
you’ve done something wrong.” I care about him very much, I always check if he’s
swollen or has a red mark after I hit him (covers her face and weeps).

If I’ve had to hit him that day, when we get back home, I’ll usually discuss what
mistakes he’s made, and let him think about what he did afterwards. If it was his
fault, he has to say he is sorry to me, but I don’t mind apologizing to him if he thinks
Mom was wrong. It’s a two-way thing, I would never beat him for nothing, I want
him to be a better person.

I also trained him to be aware of social etiquette, for example, when he was very
young, I was always telling him not to yell or speak loudly on the bus. When we get
off the bus, he can talk to the people he knows, but nicely and gently. These days, if
he takes a bus to his maternal grandma’s home, I know he won’t talk too loudly or
behave in a rude way.

Outside, he has a very good sense of behaving in traffic; even my colleagues
praise him for that. Sometimes “jay walking” across a traffic light for an adult is easy
and happens often, even I crossed on a red light once when we were cycling, but he
never does this. A red light means stop, and a green light is go; he never crosses on
the wrong light. I have been strict and serious with this training. There can be no
alternative. I keep saying to him: “One day, your mom will die and you will have to
live on your own. If you learned all the things I teach you now, you’ll survive in the
future.” I’ve repeated these words since he was very young; I have to set a very high
standard for him, always.

Q: I heard your son is interested in cooking, does he cook at home?

Zhang’s mother: He can cook, but he doesn’t need to cook for me at home. To
know how to cook is what I want for him. I ask him the same question from time to
time: “You don’t need to worry about food when we’re together, but what would you
do when your dad and mom pass away?” He says: “I’ll buy noodles and cook them
myself.” He can cook some simple dishes, poached eggs or fried eggs, for example.
If you let him cook at home, he might say to you: “I’m afraid you won’t like my
cooking, I'll only cook for myself if I need to.”

He Is Efficient at Work and Very Capable
Q: What was your plan after he graduated?

Zhang’s mother: After he graduated from the special school, he stayed at home
for a while, but it was a difficult time and I had to lock him in the house when I went
to work. I prepared some bread and malted milk for him before I left, but I didn’t
give him any hot food in case he hurt himself. I would come back home to a messy
boy and house.
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In those days, he was young and couldn’t control himself and he usually did some
crazy things. He cut up my best clothes and new shoes—it made me cry when I saw
this ruined stuff. It had been a gift from my sisters who’d taken pity on me. I’'m a very
frugal person and reluctant to spend money on clothes. But I didn’t have a choice;
all I could do was hide the scissors and any other sharp stuff. On a day that he broke
things, the only thing I could do was ask him to help me clean up. If you mess up,
then you have to tidy up, that’s my rule.

Two years ago, my friend opened a private bookstore. She’s a friend that I met
at the Xinhua Bookstore. One day, she said to me, if you like, I can give your son a
job and teach him how to work. I took up this offer for him. My son has grown up
in a bookstore, he was always at my workplace after school until I was off duty. So,
he was used to a bookstore environment and after years and years of watching he
knows how it all works.

When he went to the bookstore, a place opposite to my home, the senior workers
taught him how to arrange books and other things and he worked there for around
5 or 6 years. As a part-time worker, he only earned 400 yuan a month; it was only
enough to pay for his own food, but there’s two aunties who treated him very kindly.

Later, my bookstore needed a cleaner and the boss asked if we wanted this job.
It was a job in the Putuo District’s Xinhua Bookstore branches and covered three
stores. Each store paid him 200 yuan, so he could earn 600 yuan every month. It was
only a half day’s job, he started at 8:30 a.m. and spent more or less an hour in each
store. It wasn’t a high standard job for him, but one store was quite far away and
he needed to cycle there. For my sake, these stores knew about my son’s condition
and never mistreated him as long as the place was tidy enough. My son liked to help
the other workers after he’d finished his own work, and he did this job for around
3 years.

Then, I talked to my manager—who was good to me—and told her my son had
a problem and I couldn’t look after him while I worked. She said: “Why don’t you
let me meet your son?” After she’d met my son, she said: “Your son looks fine to
me. If he can pass a 1-month internship at the storehouse, he can certainly work for
me.” All of the workers agreed that my son’s work performance was good that first
month and since then until now, he’s been employed part time.

Part of the Xinhua Bookstore’s business is student textbooks and exercise books;
my son is in charge of the exercise books. Here’s an example, (she takes out an
exercise book which she’s carrying with her) we have all types of exercise books,
and my son has no problem classifying and arranging them.

There are many kinds of exercise books in different style and color, each grade
and subject has its own exercise book, vertical lines, horizontal lines, big grids, and
small grids. My son learned from me how to classify and arrange all of them. He
wouldn’t be a good worker without my teaching! (Speaks proudly.) Actually I always
teach him patiently whatever he needs to know. Other people might only need to be
told once, but my son might need to be told 20 times.

His work schedule is Monday to Friday, but he can ask for leave if he needs to.
The manager is a good friend, so I ask her to do him a favor if he has to take a day
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off. Her husband likes my son very much because he works very hard and works
quickly and correctly, he never shirks off work with excuses.

In the beginning, he wasn’t a sociable boy, he didn’t like to talk to colleagues
except for greeting them. People asked me why he worked so hard but never talked,
because he only focused on what he was doing and never responded to other people,
whoever talked to him. He changed little by little after I told him not be so quiet. These
days, he’s quite close to the driver in his team and he likes to talk to his colleagues,
too. His colleagues never leave him behind if they have a company banquet or trip;
they treat him as an equal. But he only socializes with them and doesn’t invite friends
to come back to our place because our apartment is too small.

Q: What does he do with his salary? Keep it or give it to you?

Zhang’s mother: He gives his salary to me, but asks me for some money when he
needs it. Usually he only carries a 100-yuan note in his pocket which he can use if
he needs some small things, but if he needs 500 yuan for something I won’t say no.

Basically, he’s a thrifty man, he doesn’t like to buy bottled water or snacks, even
when you tell him to. He always has his own flask with him if he goes out. Another
example is if he misses breakfast at home, he won’t buy one. He wouldn’t do that,
but if you bought some food for him, he wouldn’t refuse. He only cares about the
money in his pocket—*“if the money isn’t there, it can’t be mine”—that’s how he
thinks. He likes to save money from snacks and other things, but spends it on what
he likes.

Q: Do you still remember when he received his first month’s salary?

Zhang’s mother: The first month, when he worked for my friend who runs the
private bookstore, I remember he got 450 yuan. He bought a gift for his paternal
grandma, even though she doesn’t like him very much. Actually, I was angry with
his attitude towards his family; my mom loves him so much, but he never gave her
a special gift. It’s like he thinks that only my husband’s relations are his family.
For him, even though his paternal grandma treats him badly, she is still his family,
and they belong to the same Zhang family. The paternal grandma lives next to us
but rarely talks to my son, even though my son likes her very much. Actually, his
paternal grandpa was very nice to him, but he died too early.

A Fanatic Football Fan Who Enjoys Sports
Q: I heard he took part in Special Olympics that were held in Shanghai years ago.
Zhang’s mother: Yes, he did, when he was 26. He came second in a running race.
It also was his first time to participate in a large-scale athletics competition. He won
a lot of medals (takes out six sports medals). This is a gold medal, and this is a silver
medal from the Special Olympic Games (describes the medals on the desk)... We
have lots more medals at home, some bronze medals as well. He was also involved
in the football tournament, bowling, running, and bocce in Special Olympics; all of
these medals he won at Special Olympics or related sports competitions that year.
He was active in sports at school as well; he could give up all the other classes
but not PE. He was involved with many sports at the school’s annual sports meeting:
football, basketball, running, long jump, among others; he didn’t miss any of them.
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This Friday, we went to a Unified Run’® competition, and this time won second
place. Each team had 12 people, ordinary people/volunteers and disabled people,
half and half. It’s quite a difficult game—all the contestants stand in line and tie
their foot to the person’s next to them. During the game, they have to run with the
same rhythm—everybody has to move their left foot when their partner moves their
right. My son and I have been involved three or four times since the first Unified Run
competition, and we plan to go to next year’s game too (See Fig. 1).

The nice thing is, we met his good friend at the sports stadium and they were so
close and excited. He is the friend we met last year at a family event in Shanghai;
every district sends two families there. During the event, we got to know the boy
and his mother, who come from Zhabei District, and found out that both boys love
football. Since then, they’ve become best friends forever and keep touch all the time
by WeChat or other ways.

We also have a small group at the district DPF center, which includes eight adults
and seven children. We’re very close friends just like our children with the other
children. We usually hang out together. In our group, my son is a very handy man
and can turn his hand to anything when we need him.

Q: Do you prepare for the competition before Special Olympics?

Zhang’s mother: No, we don’t prepare for the games. The first time, we received
a very late invitation and didn’t have time to prepare because Special Olympics
didn’t have enough advance publicity. So we started the competition straight after
we registered for the games, without any preparation.

My son was young and could run very fast, so he performed very well that time.
If we’d known about the competition earlier, we would definitely have done some
preparation exercises. It was the same for the Unified Run; we received very late
notice again and only had time to practice twice in this main hall.

At Special Olympics, he went to his game with the team’s teacher and the parents
were told not to go with them. He was very excited, shouted out loud and jumped
very high when he knew he’d got second place in the running race. He didn’t tell me
very much when he got home, I think because I'm usually quite strict with him: If
he didn’t get a gold medal which he should, I wouldn’t talk to him for a while.

I wish we could have a space, like a campus sportsground, to prepare for the
games. We need more support for their practice so they can get better results. More
notice and a practice ground are the things we need. For some exercises, we need the
right kind of space. For example, the Unified Run needs a big ground for practice.
The floor in this room isn’t good, the athletes could be hurt if they fall over.

Q: Does he like playing football very much?

Zhang’s mother: For sure, he likes to ride his electric scooter to the campuses—
Shanghai Institute of Foreign Languages, Tongji University, Shanghai University—to
play football with college students. When he’s at the sports ground, he won’t hesitate
for a second to join a game if other players ask him to. Sometimes I don’t like him

3The Unified Run is a popular game with mixed teams of disabled and ordinary people. It is
an extended event of Special Olympics and encourages two groups of people to cooperate and
understand each other.
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Fig. 1 Guojun Zhang and Yaping Deng, a former table tennis Olympic Champion

playing with other people because I worry that he might hurt others with the ball. I
keep asking him: “Do other people know about your condition?”” Anyway, if he was
hurt by somebody else I can’t complain to them, but if it was the other way around I
worry that the injured person might come and complain.

It’s why I don’t like him to play football there, but he never listens to me; he keeps
going to play football secretly. He used to play quite frequently, several times a week,
driving his electric scooter around the Shanghai Institute of Foreign Languages, Train
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Head Stadium, and Tongji University. He’s been going less in the last 4 or 5 years, I
guess because he isn’t as fit as before now he’s getting older, he’s 38 now. Another
reason is that he knows that football players usually quit when they get older, so my
son thinks he needs to do the same thing. He knows all of those players, the ones in
the magazine.

Q: When did you realize your son had become a football fan?

Zhang’s mother: It was in 1995, he went to Hongkou Football Stadium to watch a
game of Shanghai Shenhua Football Team and he was chosen to be interviewed by a
journalist from Shanghai Television. They thought my son looked like a big fan; he
was so excited with the game and good at shouting team chants. The journalist asked
him: “Where are you from, why do you support the Shenhua Team?”” My son said: “I
come here to support Shenhua because I'm their fan!” I didn’t know anything about
this until my sisters and her friends told me they’d see him on the TV. They said to
me: “Wow! Jun is on TV!” (She looks very excited.) I never got a chance to watch
this program.

My son watches the football program every day, and he likes to buy football
magazines. Have a look at these magazines (takes out some football magazines from
her bag). He spends a fortune on these things, some of the books are several hundred
yuan each, like this set of World Cup books, which is published every 4 years. He
doesn’t care about the price, but he is obsessive about collecting these magazines,
hardbacks, and limited editions. He can tell you the story of everybody that’s featured
in the books.

This book is around 80 yuan (points at the football book on the table), this one
he bought recently and without me knowing, because he likes to take these books
to work after he’s bought them. But he buys fewer hardbacks than before. I won’t
stop him buying books that he really likes. At the same time, I'm sure he isn’t a
wasteful person, if he spends money on books, he definitely saves some money from
elsewhere. So I never worry about him for this reason.

Some children in our group have quite loose hands with their money, but my son
isn’t one of them. He understands how difficult it is to earn money, so he’s always
very careful with his expenses and plans them carefully. For something expensive,
for example, if he wants to buy a laptop, iPad, or iPhone, he will always discuss it
with me first and only buy it if I agree with him. For some small things, like buying
this magazine, he can make his own decision.

We also have quite a few footballs at home; some of them are gifts from other
people. Once my niece went to Spain with her family and they visited the Real Madrid
Club and bought a football for my son. It was so expensive, it cost several thousand
yuan! I told them not to buy it or choose a smaller and cheaper one, but they didn’t
listen to me. They said the price didn’t matter, because my son loves football!

In Pursuit of a High-Quality Life

Q: Does your son have a problem with recognizing the denomination of bank notes?
Zhang’s mother: No, he doesn’t have that problem, but he has a problem with big

notes. For example, if he pays 10 or 20 yuan for something with a 100-yuan note, he

can’t work out how much change he should get.
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Q: Do you worry about Internet fraud when your son is using his mobile phone
and on social media?

Zhang’s mother: No, I’'m not worried. He doesn’t use the Internet very often, but
he plays some games online. He used to watch TV at home, so he won’t be cheated
too easily. On the one hand, he never missed an episode of The Oriental 110, he also
likes to watch programs like Law and Morals every day. On the other hand, I usually
tell him don’t talk to those strangers who tell him suspicious stuff and walk away
from them as soon as possible. My son listens to me and he doesn’t talk to strangers
if he can help it. He was much more relaxed when he went to the campus and played
football with college students, because he knows these people won’t hurt him. If
some people who are not students invite him to go somewhere to play a game, my
son won’t go with them.

We have another rule: we don’t check each other’s phones, because we have to
trust each other; but he needs me to teach him how to use the phone sometimes.
For example, I taught him how to send a message to his teachers if something has
happened. He usually learns this kind of thing very quickly and he doesn’t need my
help next time. He knows how to download pictures if me or some of his friends send
them to him and he can share the pictures with us. With social media, he likes to tag
a “like” to his sisters’, brothers’ and friends’ Moments that they post.

He likes to play games and collect gaming equipment. He has lots of model guns,
probably more than 100 already. Sometimes when we go out together, if he sees a
model gun, he usually has to buy it. He also likes to collect pretty poker sets even
though he doesn’t play the game. Last time when we went to the Town God’s Temple,
he bought a poker set and put it in a drawer. Anyway, he likes to buy new poker sets.

My son is very different from the other children in our group. He likes brand
clothes, but other intellectually disabled children don’t even understand the meaning
of brands. My son has to have them. The top he’s wearing (holds up her son’s clothes)
is Adidas. How expensive is an Adidas top! Last time when we came back from a
holiday in Tibet, he asked me to go to the Adidas store with him and choose this suit,
which was over 1,000 yuan.

Actually, he has his own ideas about lots of things, like branded clothes and quality
food. If my good friends go overseas and want to buy some gifts for me, I always
say: “Please don’t buy anything for me, but have a look if you can find something
for my son.” So all of my friends know my son likes big name brands and they try
to choose something he might like. He just got a pair of New Balance sports shoes. I
got a phone call yesterday from a friend who is in Japan at the moment, to ask what
my son wants. My son is happy with me, because I have so many good friends (she
has a satisfied smile) and all of them like him very much and buy all kinds of gifts
he likes.

In fact, my son’s mind is very different from the other children in the group,
because he grew up with ordinary people from the time he was very young. He
attended a regular nursery and school and since he was 18 months old, for 18 years,
I took him to my workplace. He also stayed at the other bookstore when I changed
jobs. Anyway, he lives with ordinary people and society in a regular lifestyle. When
he first went to the district DPF center, he felt very awkward and was reluctant to go;
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he only liked to talk with ordinary people. At that time, my sisters said the same thing
to him: “You don’t need to go there because you’re much better than those children.
Why do you need go?” My son said: “I don’t like to go, but I don’t have a choice
because my mom insists!” For me, if you have a disability certificate, then you have to
be a part of this group’s way of life. Let’s be honest, it’s not easy to communicate with
another group of people after you are used to ordinary people. Anyway, eventually
he agreed and started to go to the DPF center events regularly. There are three or four
children with a light condition in our group; my son gets on with them quite well,
they usually have a day out together during festivals and holidays. They like to chat
about games or other interesting things, sometimes they go on a day trip to some
places nearby like the Western Suburb Park or Qibao Traditional Town. They enjoy
the old town very much, because there’re so many interesting things and street food.

My son doesn’t contact his cousins from his dad’s side by choice, because some-
times he feels too awkward joining their conversations, so he doesn’t talk with them
often, but when his cousins talk to him, they will make it easier for him. In my
maternal family, nobody discriminates against my son; his seven cousins are very
friendly with him. If they go to a karaoke hall, they never leave my son behind even
though he can’t sing, but they want to enrich his social experience and get him used
to different public places.

Recently, one of my nephews arranged a day trip and he gave my son a lift. Under
this family and group environment, my son has become more and more open and
talkative, but the real problem is a poor ability to express himself. Sometimes he
can’t explain himself properly. He can’t make complex conversation like you and
me. So he prefers to talk to people who are close to him but it’s harder to talk with
strangers.

Longing for More Sunshine on My Family
Q: How well do you think our society accepts disabled groups?

Zhang’s mother: Under the district DPF, there are five sub-associations: associa-
tions for the physically disabled, the mentally ill, deaf-mutes, blind people, and the
intellectually disabled. The intellectually disabled group is the poorest; their mem-
bers can’t speak for themselves and can be easily bullied by anybody. They always
get the smallest budget and least attention in the group. So as parents, we’re urging
society to give them more attention and care, because they don’t know how to appeal
for better welfare. But the truth is, a “squeaky wheel gets o0il” (if you make enough
noise someone will pay attention).

Even so, we still receive some financial support from the district DPF office
annually, a budget of 20,000 yuan a year.

If we want to take more trips with our children, our small group of seven families
has to be self-funded. We usually take them somewhere twice a year; for example,
we just went to Nanjing for a 2-day holiday. These children’s tastes are becoming
more sophisticated all the time; they are choosing travel destinations by themselves.
Last year we went to Hainan and this year they chose Zhangjiajie, but the parents
have to pay for everything.
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The district DPF office training group has a 2-month summer holiday from July
to September and we usually take a long journey during this holiday. At the district
DPF center, some parents and volunteers are the only people willing to take these
children away.

Some parents still have a problem with embarrassment and don’t like to go out
with their disabled children. So, if they send children to our place, we’ll arrange their
trips for them. Right now, we’re applying for a day trip to the Chongming District.

The children enjoy their trips so much and get so excited when they can go out. To
my knowledge, some places outside Shanghai are more willing to give concessions to
disabled people than Shanghai attractions. For example, a lot of attractions elsewhere
are free, but few Shanghai places give them a half-price concession.

Q: What are your family’s expectations for the future?

Zhang’s mother: I hope our family life will get better over time, and the government
will provide more social care for families like us with more than one disabled member.
For the time being, the social benefit policy is weighted towards children with more
severe and serious conditions; children like my son, who has a less severe condition
receives a reduced subsistence allowance; few social care policies cover them and I
don’t expect too much. The good things is since last year, the DPF office introduced a
new policy, which has been very helpful for us: if a family has more than one disabled
member, they will receive more money, so two people will receive 500 yuan, three
people 600 yuan, and if there are four or more than four disabled people in a family,
they will receive 700 yuan a month. I really appreciate our Chairman’s work for this
new policy. I told them: “It’s the first time I feel sunshine on my shoulders.”

I also want to ask the Bureau of Civil Affairs and other departments to treat all
the different kinds of disabled people more fairly; those severely disabled people
need allowances, but people with a milder condition need some attention, too! We
do have a disabled certificate as well. For example, there are two disabled people in
my family, but both of them can’t receive a subsistence allowance because according
to the welfare rules, the government will only help them find a job at an affiliated
company. It’s a social support policy made between the DPF office and companies;
if the company accepts a social responsibility to give a job and minimum allowance
to a disabled person, the company will receive some tax or policy benefit.

Q: What do you think about marriage?

Zhang’s mother: It would be his decision to marry or not and it depends on him. If
he told me that he likes somebody, I would definitely support his decision. Anyway,
I’ve bought a property for him already. My son isn’t very interested in finding a
girlfriend even though some of the teachers in our group have introduced girls to
him.

Q: What are your plans for your son when you get older?

Zhang’s mother: This is what I’m thinking: he’s an adult already, I’ll look after
him and take him for as many trips as I can, but one day, when I can’t do it any
longer, my plan is to give the property to the old people’s home and both of us will
move into that place. I can’t leave my son a homeless man, so in this way, after I die,
the old people’s home can keep the property and look after him. I know a disabled
man who was a good child before his parents passed away. He spent some time with
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his paternal grandma but became homeless after she died in her eighties. I was very
upset when I saw this child, his situation was so poor. His story was a lesson that
I need to find a better way of looking after my son in the future. I definitely won’t
leave him to wander around the world.

Q: Have you thought about letting your family or relatives look after him?

Zhang’s mother: I can’t let a second cousin look after my son, even though they
seem like caring persons and they ask about me so often, but the truth is they are just
the same as anybody else—they have their own family to look after—how could they
pay attention to my son? One of my nieces once said to me: “Don’t worry auntie,
1l take care of my brother in the future.” But I can’t depend on a promise, I have to
sort out this problem by myself.

Q: Do your family agree with your plans for your son?

Zhang’s mother: Yes, all of them agree with this plan, even my son. I pointed out
those poor homeless beggars who never have a proper meal to my son and said to him:
“If you can’t look after yourself after I die, you might end up like that.” My words
made him take this thing very seriously. Anyway, I’ll join the house-for-pension
scheme, and let the old people’s home look after him in the future.

Q: Thank you very much for your strong support of our oral history project of
Special Olympics. I’'m very pleased you could share your story with us. Your life is
hard but full of happiness, and I wish you and your family a happy and healthy life.

Interview with Colleague of Guojun Zhang (I)

Interviewee: Mr. Liu (Guojun Zhang’s colleague)
Interviewer and writer: Xiaolong Lu
Interview date: November 11, 2016
Interview place: Office of Guojun Zhang’s company

He’s a Good Colleague and Works Hard
Q: How do you get on with Guojun Zhang, Mr. Liu?

L: We’ve worked in the same team for years, but I became his driving partner
about a year ago. Actually, we’ve known each other for over 10 years. I moved from
the Northeast 12 years ago. When I came to the Xinhua Bookstore, he was the first
person I met. We’ve worked together in the warehouse since then. Last year, I got a
driving job and became his partner.

Q: Did you recognize he was disabled the first time you met him?

L: To be honest, I didn’t realize it at all. The first time I met Junjun was outside
the bookstore, before opening time. That morning was my first working day; I had
just arrived in Shanghai and didn’t know the city. I was starving after cycling a long
way from Huangpu District. Junjun was the first to meet me and asked: “Are you the
new worker?” I asked him where I could find something to eat and he took me to a
breakfast store downstairs.
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That’s how we met the first time; I really didn’t think there was anything different
about him. He was the first person talk to me, I was a total stranger and had been
told by HR to wait for somebody by the door and report to them.

Q: How did you find out he was different?

L: If I remember rightly, I got to know this from his mother. We were busy with our
own stuff and only met at lunch time; he seemed fine to me, we chatted occasionally,
usually at lunch time. So, it never occurred to me he was disabled as he was really
good at his work, did things properly and quickly. In fact, I didn’t know any disabled
people before I met him. For me, Junjun is a very clever guy, his shelves of exercise
books and paper are always tidy and organized.

Q: Do you treat intellectually disabled people differently?

L: To be honest, I don’t. His mother was our colleague, and everybody is friendly
to Junjun. He’s a smart guy, very practical. When colleagues and I take a break for a
smoke after we’ve finished some dispatching work, he prefers to clean up the place.
In the warehouse, sometimes we have to move boxes that are over 20 kilos; it’s not a
job for one person and people always have to help each other. Junjun is always very
generous, he’ll come and give you a hand even before you ask for help.

Q: Does he like to talk with you about his work or personal life?

L: We talk about work all the time; for example, he has to tell me about delivery
details before we leave. As his driver partner, I know how to get somewhere, but
I can’t work out the details of the delivery. If the factory we’re going to has more
than one gate he usually knows where to park. After we arrive at a customer’s place,
he’s the person who will carry the stuff inside and hand over the documents to
their salesman. If there’s an electric whiteboard, he has to install the system for the
customer as well. He has to deal with all of the delivery details himself, because as
a driver I mustn’t leave the car or lend him a hand.

Q: Do you ever do something together in your free time or when you are off duty?

L: Of course, we chat a lot when we’re free. Sometimes we talk about football, or
I’'ll ask him about a recent game. There are several football fans in our workplace,
so we like to talk about this together.

Q: Do you enjoy working with Junjun?

L: It’s pretty good; we cooperate well, because he’s areasonable guy. For example,
before we load up the van, he usually checks the numbers and size of that delivery’s
boxes, and then sorts out the van in the best way; he won’t leave any boxes behind
or make mistakes like this. He likes to do some research about how to load the van
and learns from the other workers when he’s free.

Q: Have you ever had any arguments or problems with him?

L: No, I don’t think so. There’s never any kind of conflict between us, but some-
times if I can’t park as close as he wants, Junjun might feel a little bit annoyed, that’s
all. It’s nothing personal.

Q: I know Guojun uses WeChat—are you WeChat friends?

L: Of course, we follow each other on WeChat. Sometimes he likes to share some
articles about healthy living or football or post his score if he won an online football
game. He likes to send greeting messages to me during festivals and holidays.

Q: What do you think of him after you’ve worked together for such a long time?
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L: He’s a very good person, reliable, friendly, and hard-working. We’re more like
brothers than friends after working together for so many years, and we’ve gotten to
know each other better since we’ve become partners.

Interview with Colleague of Guojun Zhang (II)

Interviewee: Ms. Hu (Guojun Zhang’s manager)
Interviewer and writer: Xiaolong Lu
Interview date: November 11, 2016
Interview places: Office of Guojun Zhang’s company in Hongkou District

A Nice Person and Good Stuff Member
Q: Do you remember when Guojun Zhang joined your company?

Hu: He’s worked here almost 10 years, since 2008. He was a part-time worker
at the Heart to Heart Stationery warehouse, which belongs to Xinhua Media Group,
but the company closed when Xinhua Media planned to join the stock market. At
that time, the stationery company was divided into four parts and they were sold by
auction. My company and another three qualified companies won the bidding, which
is why Junjun, his mother, and the rest of Heart to Heart Stationery workers joined
us.

Q: Did you have any other disabled workers before him?

H: Do you mean “special” workers? No, he was the first.

Q: Were you concerned when he joined your company?

H: Not at all, as a company and part of society, we have a social responsibility.
After the Wenchuan Earthquake in 2008, my company donated a lot of schoolbags,
stationery, and other goods to people in the disaster area through the Shanghai Feder-
ation of Trade Unions. I thought this was the right thing for us to do. We help others
if we can, depending on our ability and situation.

Q: Do you remember the first time you met Guojun Zhang?

H: Of course. In fact, I knew him briefly before he worked for me, because his
former company had business with us. But I didn’t know anything about his personal
life or working ability as I do now. I knew his mother for years, and she worked at
the warehouse for a while too. I can never remember that his real age is 38, almost
40, because in my mind he still a child, but he’s a sensible boy, even though he has an
intellectual disability. He never misunderstands anything that you tell him. His only
problem is he can’t explain himself well enough, but his mind is much more mature
than many other intellectually disabled people.

When he came to our company the first day, he was a cheerful fat boy wearing
a T-shirt. He never called me boss or manager, he called me auntie from that day
and until now (smiles). His main duty at the warehouse is to deliver orders with the
driver.

As the Internet business boomed, our business was seriously affected by this
trend as were other brick and mortar stores. So I started to sell some of our branches
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to the Chenguang company. They were looking to float on the stock market and
bought the stores. Now, after the downsizing strategy, we have no stores and fewer
workers, but our distribution center still serves the Shanghai market for Hero, the
famous stationery company. Junjun still works at the warehouse and deals with the
deliveries.

Since last May, in addition to his main duty, I gave him another very important
but difficult role and he does very well. ’'m very fond of pets and I took in eight
stray cats; Junjun looks after them. He insists on feeding and cleaning them twice
a day and never forgets. I don’t call him Junjun anymore, but “General Cat.” He’s
never looked after cats before, but now he’s learned how to communicate with them.
The cats know he’s coming before he’s opened the lift, and know he’s going to clean
up the place and feed them. Except for some personal business or going outside
Shanghai on a trip, he comes to the company to look after them every day, including
weekends and public holidays. Junjun is a loving and caring child, I have to say.

Q: Did he ask you for this special job?

H: No, he didn’t. In our company, everybody has more than one role, so his second
jobis to look after cats. By the way he does this, you can tell he has a very warm heart.
Actually, he isn’t a child anymore, he’s almost 40 years old, but to other colleagues,
he’s still just a child. Sometimes he might think things are too simple but that’s his
condition, we can always see his loving and caring heart. He enjoys working here
and his mother feels at ease with that, because everybody likes him and nobody
discriminates against him or treats him differently.

Q: Did he have any training before starting work?

H: He didn’t have any formal training in the beginning, but before he went out to
deliver orders, he worked with two of the senior employees for 2 weeks. He’s worked
here for quite a long time now; two of the drivers have retired. He is highly regarded by
our drivers and customers. When he was on holiday, some of the costumers called in
and asked: “Why didn’t the big fellow come this last couple of days?” The costumers
treat him very well—he gets a cold drink in the summer and steamed-bread and a
meat bun at lunch time. Other people, who covered the job for him while he was off
didn’t get the same treatment. So, there are a lot of nice and caring people with a
positive attitude in our society.

Q: Has he got better at the job?

H: Yes, he has, he knows the job better than before. In the beginning, we had to
teach him one step at a time, how to talk to the costumers, deal with the paperwork,
and so on. But now, especially from this year, he knows this aspect of the business
much better than anybody else. If he has to take a day off, the worker who covers
his job has to ask him about the details of any deliveries. He really knows which
department and which person he needs to contact, even though some companies are
quite big. If you look at his ability at work, it’s very hard to tell he’s intellectually
disabled, and he’s different from other disabled people. There’s a very big difference.

Q: Would you hire more disabled workers if they came for a job interview?

H: That would depend on their personal condition; if they are as clever as Junjun
and don’t mind taking a part-time job, they would be welcome to join us.

Q: Do you expect a high standard for his work?
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H: I would say that I have a required standard for his job. His work looks simple
and easy—he just needs the person in charge to sign the documents after the delivery
is completed; in fact, his work is much more complex and difficult than we thought.
Because there’s a financial aspect with all goods deliveries, he has to be very careful
with the documentation, signatures, and invoices. As a sensible worker, he knows
when he needs to ask for help if he encounters some problems in his work. Generally
speaking, he’s improved a lot.

Q: Do you treat him and the other ordinary workers the same, as equals?

H: No, that’s not possible. In the company, everybody has to clock in, but he
doesn’t need to, even though Junjun insists on doing this and reminding anyone who
forgets to punch their card. We treat him equally most of the time, but because of his
condition, we wouldn’t let him do a computing job, that’s his weakness, so it’s best
to let him work with deliveries.

Q: Did he ever make any mistakes at work?

H: He did, but only once; our accountant asked him to take a payment back
with him after he delivered an order, but he forgot to take the money back. When I
discovered the accident, I just told him not to make the same mistake again. He’s a
smart boy; he won’t forget anything once you’ve reminded him.

Sometimes we’ve made mistakes together, it isn’t his fault. For example, a while
after I've taught him how to clean the cat house and feed them, he might start to miss
things here and there. So I keep an eye on him and if I see that something isn’t right,
I just say to him: “Junjun, I think there’s something wrong here, could you show me
what you’ve been doing?” After that, I'll point out any mistakes and what he needs
to do by showing him the process again. He’ll remember the next time.

I'must admit I’m impressed that he’s never ever lost his invoice book. A lost invoice
book could cause the company some serious problems, but it’s never happened to
him.

Q: Has he ever won an award from the company for his work?

H: Of course! He received awards for his hard work. In the company, everybody is
busy with their own jobs, this includes cleaning up his own working area. Sometimes
if somebody forgets to clean their area, Junjun will take the initiative and clean up
the floor or sort out the shelves for him, even if nobody asks him to. Actually, I only
ever asked him once: “Junjun, please help us clean the floor if we’re too busy,” and
he’s never forgotten that. Basically, he usually finishes the cleaning before we atrive,
he works voluntarily and never complains. I guess it’s his special way of paying back
people’s favors.

Q: Does he ever arrive late or leave early?

H: Never. He always arrives very early, we start at 9 a.m., but he’s usually here
before 8 a.m. If he has to take a day off, he usually lets me know in advance.
Sometimes he forgets to ask me for a day off, but if I ask where he was, he’ll explain
why. I don’t mind giving him some time off if he gives me enough notice and I can
find a person to cover his work.

Occasionally if he forgets to clean up the cat house, I usually try to reason with
him about the issue: “Cats are the same as us, they need to eat regularly and live in a
tidy place. Think about how you’d feel if you didn’t eat for a day and a night? Since
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we decided to adopt them, we have to take responsibility.” After my explanation, he
definitely remembers what I said and never makes the same mistake again. That’s
why I feel quite at ease with him.

Q: What do you think about the way he interacts with you and the other colleagues?

H: About interaction... I always think the environment is the reason for the way
things or people can change; this applies to Junjun as well. When he first joined us,
he didn’t know us very well, especially me, so he usually avoided talking to us; but
after working together for a long time, almost 10 years now, he will chat with us
sometimes, chatting and joking. Now, he gets on with the group much better and
sometimes he actively joins in our lunch time conversation and enjoys it.

Q: Do you change your way of speaking or subject when Junjun is with you?

H: Junjun has been a part of our community for so many years and we must care
for him all the time and under all kinds of conditions. For example, we don’t use
terms like “idiot” or “fool” in our company. Everyone who works here knows this.
At least they don’t use these kinds of words when Junjun is with us. We do this for
Junjun because he’s very different, like a smart child, and we really don’t want to
damage his self-esteem.

Q: Are you WeChat friends?

H: Of course. If I post some moments, my colleagues usually tag it with a “like.”
We also have a working WeChat group; sometimes I post the company’s notices
there. For example, I usually update the pickup place and time and other details
before we go on our annual group trip.

Q: What’s your opinion and evaluation of Guojun Zhang?

H: Generally speaking, nobody is perfect. With Junjun’s condition, in other words,
his weakness, we don’t have a right to push him or challenge him to do something
he isn’t good at—innovative or creative work, for example. He can’t do this kind of
thing, but he’s fine with practical work. If he can stay at the top of his own job, that
will be good enough for us. He’s a really nice and kind child.

We want to make sure we’re fair to everybody, so we manage his work in a
different way. After many years at work, he’s never compromised company policy. If
I'have to say there is something different, it’s probably that as a part-time contractor,
he doesn’t get any annual paid leave. When he needs to take a break for a district
DPF event or group trip, I never disagree. We’ve had a conversation about his social
life and I support him when he needs to do important events and activities, but for
anything else, he has to choose carefully, because he has his duties here. Every time
he takes time off, somebody has to take over his job, and he completely understands
the meaning of the job. I try my best to keep a balance and support him. Once he
took 9 days off for a long holiday with his mother; other colleagues and even myself
covered his job, and everybody worked for him voluntarily.

Q: Thank you for your time and your support. I wish you the very best luck of
with your business and a successful career.
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Interview with Guojun Zhang

Interviewee: Guojun Zhang
Interviewer and writer: Xiaolong Lu
Interview date: December 12, 2016
Interview place: Disabled Persons Federation office of Hongkou District

Work Hard to Be the Best You Can Be

Q: Do you remember anything impressive from your time at school?

Z: When I studied at the Special Education School, it was a long commute and
my mom had to take me there and back every day.

Q: Do you have any school friends left who you still keep in touch with?

Z: No, I don’t.

Q: Why is that, do you think, is it because of the kind of person you are or you
didn’t want to get know people?

Z: Neither of these problems, I lost touch with some of my friends after they
moved away.

Q: So you did have some friends at school, did you take the initiative to chat with
them?

Z: Yes, I liked to talk to them.

Q: Did they like to tell you about their personal issues or something close to their
hearts?

Z: No, they didn’t. We usually talked about school life or study.

Q: Have you ever invited your friends to visit you?

Z: No, I haven’t.

Q: Why?

Z: Because our place is very small.

Q: Did you have some events at school?

Z: Of course, we had a spring picnic trip.

Q: Did your mother go with you?

Z: No, she didn’t go with me, because we have to go by ourselves and we weren’t
allowed to go with our parents.

Q: What were your favorite courses at school?

Z: The cooking class.

Q: Do you cook these days?

Z: Yes, I cook sometimes, but it doesn’t taste great.

Q: What other courses did you have?

Z: We had a PE class, too.

Q: Did you have a favorite teacher at school?

Z: Sure, I liked the maths teacher and the domestic science teacher.

Q: Why did you like them?

Z: They cared about me. One of them lived close to my place and usually gave
me a lift on the way home.

Q: Now you have a job. Compared with school, which lifestyle do you like best?

Z: 1 like work.
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Q: Why?

Z: Because I enjoy chatting with my colleagues in the workplace.

Q: Why didn’t you like to go to school?

Z: Because I couldn’t keep up with the pace of my studies.

Q: Who went to the company with you the first time, your father or mother?

Z: It was my mom, she walked me to the workplace.

Q: What did you feel that day?

Z: I"d worked before then, because I did some part-time jobs before joining this
company.

Q: What was your first duty when you joined the company? Do you remember?

Z: I worked in the warehouse, helping people sort out stuff.

Q: Did anybody teach you how to do things in those first days?

Z: No, because I'd done similar work before.

Q: Do you ever feel tired of working here?

Z: No, it’s not too bad.

Q: Have you ever made a mistake at work since you joined the company?

Z: No, I haven’t.

Q: Manager Hu said you once forgot to take back a payment for a customer, and
she talked to you about this when you returned to the company? Were you angry that
time?

Z: No, I wasn’t angry, because it was me who forgot.

Q: Is there anything very difficult about your work?

Z: My duty is to deliver orders, there’s nothing too difficult about it, and I'm used
to it by now.

Q: I heard manager Hu let you to look after some cats. Do you like cats?

Z: 1 don’t like them, because cats have fleas.

Q: If you don’t like cats, why didn’t you refuse when the manager asked you to
do this job?

Z: 1 didn’t say no; I just thought I should give it a go.

Q: You’ve looked after those cats for almost 2 years, but you still don’t like them?

Z (he has a broken smile): I've gotten used to them.

Q: You mean used to looking after them or now you like them?

Z: Just got used to them, I think.

Q: You mentioned you are very close to your driver partner; apart from him, do
you have any other close colleagues?

Z: 1 get on well with everyone, but my partner is my closest friend.

Q: Apart from work and your job, do you talk about life or personal things with
your partner?

Z: We talk about football games, because I like football.

Q: What time do you get up on your working day?

Z: Six a.m. in the morning.

Q: Where do you usually have breakfast, at home or out?

Z: T usually buy something to eat.

Q: When do you leave home and head to the company?

Z: 1 leave home around 6:30.
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Q: How do you get to work?

Z: On my electric scooter.

Q: What time do you start work?

Z: Eight a.m.

Q: Do you need to clock in with the punch card?

Z: We do have a punch card machine.

Q: Have you ever been late for work?

Z: No, I've never been late.

Q: What time do you finish?

Z: Five p.m.

Q: Do you go home straight away?

Z: Of course, I go home directly.

Q: What do you usually do at home?

Z: 1 just eat, wash the dishes, then I’ll take a shower. If there’s a good program, I
might watch a little bit of TV afterwards.

Q: What time do you go to bed?

Z: 1 might stay up late if I there’s an interesting program to watch, or have an
early night. My bedtime is usually around 10 p.m.

Q: So you work from Monday to Friday, and go to the district DPF training
program on Saturday and Sunday?

Z: 1 stay here all the time.

Q: You’re a big football fan, where do you usually play football?

Z: Just at the Foreign Languages University.

Q: Why do you go there?

Z: 1 just found that place.

Q: When did you get to like football?

Z:1995.

Q: Why did you start to like football?

Z: Since I watched a football game on TV.

Q: Apart from football, do you like any other kinds of sport?

Z: 1 like basketball, but I can’t play.

Q: Do you see anyone frequently apart from your parents and colleagues?

Z: It takes me time to get to know people.

Q: For example, did you get to know somebody from football or at the Foreign
Languages University?

Z: 1t’s something I'd like to try.

Q: Between staying at home or going out, which one do you prefer?

Z: 1 guess, I like go out, because it’s boring staying at home. I like to go out and
have a look around and play.

Q: I know you spent a while at home after you graduated and before you found a
job. Which do you prefer between staying at home and working?

Z: Staying at home alone is quite boring. I prefer to have a job and it’s also a way
get to involved in society.

Q: What kind of housework do you usually do at home?

Z: Washing or fixing.
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Q: Fixing? What do you fix?

Z: Tighten a screw, or change a bulb, I can’t fix more complicated things.

Q: I saw the lunch box that your father made, last time, but you live with your
mother. Does your father bring your lunch to work?

Z: He comes over to cook in the evening and leaves afterwards.

Q: When did he start making breakfast for you?

Z: T used to eat at the company canteen before I came to this company, but we
don’t have a canteen here, so my dad started preparing lunch for me.

Q: Do you think the difficult relationship between your parents has had an impact
on you?

Z: 1 don’t think so.

Q: Do you wish their relationship was better or are you not concerned?

Z: 1 think it’s better that they are living apart.

Q: How do you get on with your father? Was there a time when you hated him?

Z: Yes.

Q: What do you think of yourself?

Z: 1 really don’t know, just so-so I guess.

Q: Do you think you have a happy life?

Z: No, I’'m not happy (he’s a bit choked).

Q: But why?

Z: Because my family, my parents are separated.

Q: Even though you say you’re unhappy, as an outsider, I think your life is very
happy because you can live with your mother, go on trips from time to time and at the
same time your father makes you lunch every day. That’s the end of our interview.
It’s been good to meet you and thank you for sharing your happiness and sadness
with me. I’d like to wish you a healthy life and successful career.

Observation of Guojun Zhang at Work

Observation time: 6:00—15:10, November 11, 2016
Observation place: A company in Hongkou District, Shanghai
Observer and writer: Xiaolong Lu

Time | Content Observed activities

6:00 Arrives and clocks on He doesn’t have a fixed clock-in time

6:05 | Takes cat food out of a bag and feeds cats | The manager keeps some stray cats and
has found a room for them. Since last
year, Guojun Zhang has the job to look
after them, feeding the cats and cleaning
the place

(continued)
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Time | Content Observed activities

7:00 Goes downstairs and has breakfast at a He has two meat buns and one bowl of

breakfast store on the street

congee

8:00 | Chats with colleagues and prepares for He is listening most of the time but rarely
work initiates a conversation
8:30 | He introduces his collection of model He takes his collection and arranges them
guns, poker sets, football magazines, and | on a small shelf because he knows the
his photos from childhood interviewer will come today
9:00 Cleans the cat house He cleans the place twice a day on a work
day, and once during the holidays
9:15 | Takes aroll of bubble paper from the It’s part of his preparation for work,
storage area wrapping packages
9:20 | Wandering around the office area and
joking with the delivery man
9:40 | Goes to deliver stuff with the van It’s his daily job; usually branch stores or
factories
11:26 | Helps his colleague to pack stationary It’s not his job, but he comes to help
voluntarily
11:30 | Chats with colleagues, smoking
11:40 | Lunch time His lunch has been made by his father; he
needs to heat it up in a microwave before
he eats
12:00 | Plays with his iPad
12:10 | Smokes, sits there for rest
12:15 | Watches a movie on the iPad
12:30 | Plays with his phone
12:40 | Loads up the van and prepares for another
delivery
12:50 | On the way to deliver stuff Sits in the back seat to check the orders
13:40 | Carries orders to the customer and checks | Sends stuff to the branch store and opens
the list with the customer representative the package with the director, then checks
on duty the category
14:50 | Goes back to the company
15:00 | Smokes, rests and chats with colleagues
15:10 | Loads the van and goes out with the
orders
15:30 | Unloads orders and opens the box for the | The delivery place is the office of a big
customer to check company
15:46 | Takes back some stuff the customer wants | As a branch retail store, orders can be
to return and goes back to the company returned anytime if the customer wants to
16:00 | Puts returned order back in the warehouse
16:05 | Helps colleagues to clean up the area and

sorts out stuff in the rest area

(continued)
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(continued)

Time | Content Observed activities

16:27 | Hammers a nail into the wall to mount a
plug board

16:30 | Takes out some cat food from a bag and
takes it to the cat house. Strokes the cat

16:36 | Sits at the desk and chats with his mother
16:40 | Packs up his collections on the shelf

16:45 | He switches on the office light when a
colleague asks

16:48 | Chats with a delivery man who comes for
a package

16:50 | Sits down and takes his iPad out to play

16:55 | At the request of the manager, he cleans It’s part of his daily job, but he forgets to
up the two cat rooms, and throws litter out | do it this time

17:05 | Takes a roll of clothes out

17:10 | Off duty It’s a fixed time, people aren’t allowed to
leave before 17:10. He needs do some
overtime duty sometime

Translated by Huili Meng.
Edited by Russell Murray.
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Yameng Xia

Interview with Mr. L’s Parents

L, male, born in 1982. The only child in his family. Level III intellectual disability.
Studied in a regular elementary school and a regular middle school.! Enrolled in a
subdistrict Sunshine Home in Shanghai in 2005, among the first batch of students
there.

Interviewees: L's parents

Interviewer and writer: Yameng Xia

Interview dates: October 28, 2016 and December 17, 2016

Interview place: L’s home

A Bad Omen

Q: When did you get married?

s father: In 1978. I was 35 when I married her.

’s mother: We got married late.

Q: Why? Because you were the sent-down youth?

L’s mother: No. He did not marry me until he was allocated housing by the Housing
Management Bureau. Nor was I pregnant during the first few years after marriage
due to infertility. Later, we went to the doctor and gave birth to L.
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L’s father: Miss Xia, our parents used to live in a 16 m? flat and had four kids, of
whom I am the eldest. There was no extra place for me to get married. At that time,
no housing was available to be bought or rented in the Chinese market.

L’s mother: Both of us are intellectuals and a little bit stubborn. We were advised
to ask my husband’s family to make room for us as a married couple. I turned down
the offer. My husband has three siblings. We could not kick his family out for our
benefit. I didn’t want to be gossiped about and judged.

L’s father: It is easier said than done. We could have asked my family to make
room for us. What shall I do after I have a child? We agreed to get married after
being allocated housing, otherwise we would not do it at all.

L’s mother: We got married instantly after my husband was allocated housing.

Q: You gave birth to L at 38, right?

L’s mother: That is correct. Some sufferings are predestined. On January 1, 1982,
I woke up because of a stomachache at four or five o’clock in the morning. I got up
and saw blood on the bed sheet. I knew that I had to go to hospital immediately. It
was too early to take a taxi. As a result, my husband and I went to the hospital on
foot. China witnessed a baby boom at that time. I was asked (by the doctor) when
the due date was. I said that it wasn’t time yet. The doctor wondered why I was at the
hospital. I told him it was because of the blood. I was then hospitalized for further
examinations. The hospital was crowded. January 1 is a public holiday in China.

As a result, only a small number of doctors and nurses were on duty on that day.
I had to wait for my turn on January 2. I was arranged to rest on the tenth bed in the
ward. A visitor came in and wanted to visit the patient on the tenth bed. However, I
did not know him. Neither did he know me. He explained that he intended to visit
another patient. Next, he added that the patient’s baby died in the womb. I was told
later that the previous patient hospitalized on the tenth bed was the one whose baby
died in the womb. On hearing that, I had a bad premonition and rushed to the doctor. I
claimed that I, at an advanced maternal age, was too exhausted to give a natural birth
and demanded a cesarean section as soon as possible. Medical staff immediately
called surgeons in the operating room to prep for my operation after the on-going
one was completed. I was then sent there by nurses. In fact, L was already suffering
from a lack of oxygen at that time.

Later on, we learned that the attending doctor might have already known that L.
would be intellectually disabled at his birth. We did not know the truth. The previous
patient hospitalized on the tenth bed was the one whose baby died in the womb.
Fearing that the same thing would happen to me, I stayed awake during the cesarean
section and only relaxed after hearing the baby crying. It never would have occurred
to me that he would be intellectually disabled.

Two nurses attending the ward were my husband’s and my students respectively.
They visited me after the cesarean section. When I was about to be discharged, they
came again with the attending doctor. I noticed that something was wrong. He said
that it took longer to recover from the cesarean section than from natural delivery.
I, after the cesarean section, should take care of myself and hold up. I thought I
felt well. Later on, everything started to make sense. The doctor must have already
known the truth. That was the reason why one of our students from the hospital was
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sent to pay us a visit after I left the hospital. I had thought that the doctor was just
thoughtful. In fact, the baby would be diagnosed and evaluated after birth. There
was no prenatal testing in China in the past. Currently, technologies such as B-mode
ultrasound are applied for pregnancy diagnosis and measurement.

L’s father: I took care of her during her postpartum confinement. She stayed in
bed with the baby by her side. I had to give classes during the day. I went out in the
morning, returned home at noon, left for work again in the afternoon and was home
in the evening. If anything occurred when I was absent, she had to put up with it and
wait for me to solve it. Fortunately, the winter vacation was coming up.

Busy Testing L’s 1Q in Different Hospitals

Q: Did anyone babysit L when he was little?

L’s mother: He had a babysitter before he went to kindergarten.

L’s father: L had a babysitter after my wife’s maternity leave ended and was sent
to the nursery when he was 20 months old.

L’s mother: We had to work. Our parents were too old to take care of L.
Consequently, we hired a babysitter to look after L.

Q: The babysitter would babysit L at her home, right?

L’s father: Exactly. For example, we would take L to the babysitter’s when we
were about to leave for work in the morning. She would look after him for the whole
day. We were off duty around four o’clock. I had no desire to spend an extra minute
in the school. I hoped to bring L home as early as possible. It was best when I could
both work and look after him at the same time, otherwise I just took care of him and
waited for his mother to return home and make dinner. We should take care of L as
much as we can and let the babysitter rest. We weren’t too demanding even if we did
pay for the service.

Q: Was L looked after at home at night?

L’s father: Sure. He was brought home at around four or five o’clock in the evening.

Q: When was L taken to the babysitter’s in the morning?

s father: Before half past seven.

Q: Did you supervise students at the morning self-study session?

L’s mother: Yes. I had been the class director before I retired.

Q: When did you find out that L had an intellectual disability?

L’s father: L could not speak when he was three. The doctor said that his tongue
functioned well and L would be able to speak in due time. We taught him to speak
during the summer vacation when he was about three and half or four years old. For
example, when looking at a picture of the sun, we would teach him to say “sun.”
Kids at his age are taught to read the characters of the sun while pronouncing the
word.

After he enrolled in kindergarten, the teacher commented that L always reacted
slower than other kids did. Or at least, he could not learn how to use scissors or tie
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his shoes. We thought that it took time for L to learn these things. He would be able
to accomplish them in the future, right? He trims his nails independently now.

Q: Kids are little in kindergarten. It is normal if they cannot learn these things. Is
that correct?

L’s father: That is right. However, all of his peers had learned to do these things.
In comparison, L indeed reacted slower.

Q: Did it come to you to take him to be examined to confirm the case?

L’s mother: Sure. We took him to the hospital the first time when we learned that he
reacted slower in kindergarten. The doctor asked how old we were. [ understood what
he meant. First, I was at an advanced maternal age. Second, he wondered whether we
considered having another child. If we wanted to, he could certify for us. However, I
didn’t dare have another child. I could not die in peace if I gave birth to another kid
with ID again.

L’s father: We have been asked repeatedly why we won’t have another kid. We
worry about many things. First, what if the second kid remained intellectually dis-
abled? Second, our flat was only 12 m?. It was too small to accommodate another kid.
Moreover, who would take care of the second baby? We have looked after L from
the day he was born till now. Our parents were too old to give us a hand. Therefore,
we did not opt to have another child. Everybody would be happy if we gave birth to
a normal child who treated L well. However, it might be annoying if the second one
did not like L and treated him badly.

L’s mother: I did not consider having another child when taking L to be examined. I
just wanted to find out what was wrong with L. The doctor might have misunderstood
me.

I read an article in a journal but forgot the title. The father graduated from Fudan
University, Shanghai, China. He married the Chief Representative for KLM in China.
Both of them are part of the elite. However, both of their kids have autism. From
then on, the Dutch mother never returned to the Netherlands to visit her parents by
herself or with her kids. Instead, she has set up an autism association in Hong Kong.
After the association became famous, her parents knew the truth. When reading the
article, I wondered what I would do if my second kid was also intellectually disabled.
Someone may regard it as a genetic disease. However, the couple in the article are
from different countries and talented. Still, their kids have autism. Everything is
fated. As a result, I dared not have another kid at that time.

Q: Is it possible that L has suffered a congenital disease?

L’s mother: It might also be because of a lack of oxygen at birth. I read that it
also led to the intellectual disability of Kennedy’s daughter. His other eight kids are
normal. None of our relatives is intellectually disabled.

(s father brought out medical reports.)

L’s father: We took L to numerous hospitals when he was in kindergarten and
elementary school.

Here is the first medical report, which says “L, an elementary school student;
issue: whether he can study properly at the school.” Symptoms: “Currently in Grade
One; stays down; hyperactive and has difficulties concentrating in class; slow of
understanding; gives irrelevant answers frequently; likes playing with a bike and
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seeing sceneries along the road; no history of major diseases.” Diagnosis: “conscious
and hyperactive; fails to give direct responses; able to add and subtract numbers
less than 10; poor answers for commonsense questions.” Conclusion: “Intellectual
disability.”

I wanted to tear it up. It was a medical report from Ruijin Hospital. We told the
doctor that L was a poor student. Here is the record: “The mother gave birth to the
patient via cesarean section at 38; the patient could not speak until three.” L started
speaking late. “IQ test score: 39; currently in Grade Three in elementary school;
repeating 2 years in each grade.” This part is hard to read. “Able to complete simple
calculations but cannot answer easy commonsense questions.” Here is the doctor’s
conclusion: “Dementia.”

This is the medical report from Shanghai General Hospital on September 8, 1996:
“Lack of oxygen; born via cesarean section; the intellectual level below the normal
level.” The doctor’s conclusion: “Self-conscious with well-developed limbs.”

Q: Did L receive any medical treatment?

L’s father: Negative.

L’s mother: It was too late. There was nothing that could cure him.

Q: How did you feel being told by teachers from the kindergarten that L might be
intellectually disabled?

L’s father: We were in pain. My wife gave birth to L at 38. We had been thrilled
to have him at that age. However, nothing has gone well along the way. How did we
feel? Well, we had to accept the fact.

L’s mother: L has been born. We can only accept fate.

Q: It never occurred to you to abandon him, right?

L’s father: Absolutely not. We give L all our love.

L’s mother: L is the top priority in the family. For example, we are invited to eat
Chinese mitten crabs. If both of us go, we may have to leave before L goes to school
and wouldn’t be able to return home after school is over. In that case, my husband
will attend the banquet alone and I will stay at home.

L’s father: We will not go out if we cannot make appropriate arrangements for L.

Q: You will not participate in the activity?

L’s father: We may not participate in the activity at all or only partly.

L’s mother: An acquaintance told me that the kid is lucky to be born in our family.
We treat him as a normal child. He is our dear boy even if he is with ID. We are the
ones to blame.

L’s father: We will never ever abandon him. He is innocent. We are the ones to
blame. He is always carefree and happy.

Congquering All Obstacles for Education in Regular School

Q: Where did L receive elementary school education?

L’s father: Back then, public elementary schools interviewed and enrolled eligible
children. L was rejected before being interviewed by the nearby elementary school
in the district, which had already learned about the truth from L’s kindergarten.



88 Y. Xia

Q: L was rejected before any interview?

L’s father: That’s right.

L’s mother: His teacher in the kindergarten said that it might be difficult for L to be
admitted into the elementary school. The public elementary school had not planned
to enroll him at the very beginning. They hoped that we might send L to a school
that has been especially established for children with ID.

Q: You mean a special school?

L’s mother: Yes. I had no plan to send L there. I visited the special school and
noticed that kids there seemed to demonstrate problems in movement coordination.
L has outperformed them with respect to that at least. He would be slower in all
aspects if he was sent there. I pleaded with leaders in the education system in every
way I could. At last, L was admitted into the public elementary school.

L’s father: We sought help from the education bureau, which consisted of the
middle school and the elementary school education sections, of which the head had
been my colleague. He knew about the situation in my family and approved my
request. As a result, with the greatest reluctance, the elementary school enrolled my
son.

L’s mother: L performed poorly at school. He needed 2 years to finish Grade
One and two more to finish Grade Two. During that time, the school always tried to
persuade us to transfer L to the special school. I insisted on having him educated in
the regular school. I would rather have him educated and looked down upon there.
He would be surrounded by normal people at least.

Q: What were the reasons for L repeating a year in Grade One? Did his teacher
require it?

L’s father: No, it was because L could not pass the exam.

Q: L went up to Grade Two after passing the exam in the second year. Is that what
you meant?

L’s father: In fact, L performed better in the second year. However, he failed to
pass the exam again. Nonetheless, the teacher did not want to press him further and
let him move up to the next grade.

L’s mother: Later on, we communicated with leaders in the school to leave out
L’s performance from assessing the teachers in order to minimize the impact on his
teachers.

L’s father: You may be able to understand it. On one hand, the teachers’ burden
will be relieved slightly if the student’s performance is not calculated into their
assessment. On the other hand, teachers must consider the impact on the majority.
They may also feel stressed when parents of other students doubt why a child with
ID is assigned in their class. We are teachers and know clearly that teachers want
students to perform well.

L’s mother: I want my kid to be assigned to a class with a friendly atmosphere in
which he can keep observing and listening.

Q: None of the teachers in the elementary school was inclined to have L educated
in his/her class. Is that what you meant?

L’s father: That is correct.

L’s mother: It is understandable. All teachers hope to teach normal kids.
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Q: How did L get along with his classmates?

L’s father: No one was willing to be his desk mate for sure. All students wished
to sit next to well-performing students.

L’s mother: L might be slightly naughty in class. What was more serious was he
could not pass the exam. We are also parents. We could not blame his classmates. It
was utterly normal and understandable that he was looked down upon in his class.
It was already good enough that no one called him names. The situation was worse
among the disabled in rural areas in China. Nowadays, the society is more inclusive
to the disabled along with social progress.

Q: Would you teach him when he had trouble with lessons in Grade One?

L’s father: Definitely. We taught him repeatedly.

L’s mother: L. would be criticized by his teacher if he could not complete his
homework. After all, he was different from his classmates intellectually.

Q: Both of you teach math. How did you tutor him after school?

L’s mother: L’s performance seemed to be barely satisfactory on math. He could
do basic arithmetic calculations.

L’s father: He performed poorly on word problems, which should be analyzed
first.

Q: He could solve mathematical problems in mathematical notations such as
dividing 6 by 12, couldn’t he?

L’s father: Exactly. However, he was at a loss with respect to word problems such
as dividing ten chickens into three groups.

Q: Did you mean that he could not solve these problems even after being tutored
at home?

L’s mother: People with ID understand things only to a limited extent. They may
be able to have a smattering of knowledge even if they can be taught.

Q: L attended classes such as Chinese and math as other students did in elementary
school, didn’t he?

L’s mother: He just sat in the classroom even if he could not understand what the
teachers said. After all, he was enrolled into a regular school instead of a special one.

L’s father: We merely looked for a place that dmitted him so that we could work

properly.

Four Years of Learning in Mother’s Friendly School

L’s mother: We moved later on. On hearing that, the teacher from L’s original ele-
mentary school urged us to transfer L to the new school nearby. The teacher in the
new school could tell at once L’s condition and was unaware which grade he should
enter at that age. As a result, L could not be enrolled into the new school.

To solve the issue, I turned to my boss, who I thought handled it properly. He
admitted L to a class in my school without registration. Nor was his performance
considered in the teacher’s assessment. Now that L entered a class and behaved
himself, I could focus on being the class director.
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Things got much better in comparison with those days when L had been all by
himself in the original elementary school. His new classmates, knowing that he was
a teacher’s kid, treated him reservedly anyhow. They would not bully him at least.
Rarely did they look down upon him. Kids had called him names in the original
school.

His teachers also knew that he was my son and took particular care of him. It was
nice that my colleagues would talk to him. He might be in a daze all day long if no
one spoke to him. He stayed in my office at lunch time, during which my colleagues
there would talk to him. He could at least get more information and keep a more
open mind than students do on average, students in special schools at least.

Moreover, various activities such as outings have been held in my school. Being
the class director, I might take him to join our class activities from time to time. I
wanted my students to know about L’s condition to prevent them from bullying him.
Many years later, my students, whenever running into me, would ask with concern,
“How does your son do, Miss Feng?” I think L is luckier than other kids with ID. He
has been less looked down upon. Instead, he has often been encouraged and taken
care of.

Q: It is good for him, isn’t it?

L’s mother: Certainly. Thanks to these efforts, he is relatively outgoing. Some
children with ID tend to be introverted under the impact of the environment. They
may be looked down upon, have no companions or be laughed at whenever they
open their mouth. Consequently, they dare not speak anymore and cannot speak at
all eventually. My son has benefited from a friendly environment at least.

What’s more, students would visit us frequently and talk with him, contributing
to an increase in his capabilities. Things changed after my retirement. L had stayed
alone at home in the year before I retired. His class was a preparatory one, in which
students would graduate after 4 years of study. A year later, I was also retired. In
fact, being the class director, I postponed my retirement for half a year to ensure that
my students could graduate and continue to high school smoothly.

L’s father: Here is how he finished school in the past 9 years. He spent 2 years in
Grade One and two more in the next grade. We moved when he was in Grade Three.
On hearing that, his teacher urged us to transfer L to the new school nearby. However,
it was useless for his teacher to push us. After all, no other school would accept him.
Just at the time when we kept looking for a new elementary school for L, my wife’s
boss offered to admit L into the middle school in which she worked. Consequently,
L skipped Grade Four and Grade Five and entered directly a preparatory class in
the middle school. His teachers accepted him and gave him full support. That was
how L spent his 4 years there. He would only participate in activities not affecting
overall performance of the class. For example, he would not take the demonstration
lesson. Regarding PE, his mother just mentioned that he would join in suitable sports
activities and sit out other ones. Before retirement, his mother worked as the class
director for four continuous years. In exchange, L could attend school.

Q: Was L in his mother’s class?

L’s father: No. L was assigned to a different class at the price that my wife should
be the class director.
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Q: It was demanding, right?

L’s father: There was no other way out. L might be assigned to the prepara-
tory class. However, he did not participate in multiple activities together with his
classmates.

L’s mother: At least he was able to see and expand his horizons.

Q: Was L happy at school? Did he like to go to school?

L’s mother: Let me put it this way. Later, L participated in an activity held on
Guangzhong Road. He would greet his PE teacher and other teachers in my school
whenever he ran into them on the road and talk about that after returning home. It
was obvious that he used to get along well with these teachers at school.

L’s father: L has been polite whenever encountering teachers he knows. He has
been attached to them after spending a long time in his mother’s school.

Q: How did he get along with his classmates in middle school?

L’s father: His classmates would not play with him.

L’s mother: They were afraid of him.

L’s father: He could not communicate with normal kids. To put it frankly, he just
had a place to go in his mother’s school.

Q: Would they play ball games together?

L’s mother: He merely watched others playing during PE courses in most cases.
It is all right for him to run or do radio calisthenics jointly with others. His teacher
would not involve him in certain activities such as ball games in order to protect him.

Q: What did L learn at school? For example, how many Chinese characters can
he read and write?

L’s mother: First, he could not understand courses taught in middle school at all.
Regarding Chinese characters, he can only read common ones on newspapers. He
can also do basic arithmetic calculations up to ten.

Q: Have you tutored him to read Chinese characters at home?

L’s mother: He has learned from several sources. First, he was taught at school.
Second, we would draw his attention to the road signs and take him to exhibitions and
teach him Chinese characters he could not read. He would also ask about Chinese
characters he could not read when watching TV.

L’s father: In the year prior to his mother’s retirement, his classmates had gradu-
ated. As a result, he left school and stayed at home for a year. We left to work and
gave him paper and a book to practice writing at home. We were unaware whether
he read out the content during writing.

Q: Has he learned and mastered pinyin?

L’s father: He spent 1 year learning pinyin.

L’s mother: But he failed to master it.

Q: He has learned to read Chinese characters directly, hasn’t he?

L’s mother: Or he would read a newspaper.

Q: Did he learn other subjects such as natural sciences at elementary school?

L’s mother: The answer to that would be no. We would tell him short stories and
basic principles in general.

(L’s father wrote several pinyin characters on a name card and asked L to read
them out loud.)
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L’s father: Come on, try to read out this one.

(s father wrote “cat” on the paper.)

L: The first one is cat.

(L’s father fetched a newspaper and asked L to try to read out characters there.)

L’s father: Let’s read out another one.

L: “Country.”

L’s mother: Good. Come and read out the headline on this newspaper. It came this
morning and he did not read it beforehand.

L (read out the headline by dropping the words one by one): “Ensuring sufficient
counselors offering personalized services to senior citizens.”

L’s father: He can read common Chinese characters. He has learned them in Grade
One and Grade Two.

L’s mother: He can also read those he saw on newspapers, TV, and outside or learn
to read them.

L’s father: He often confuses Chinese characters. For example, I once took him
to take the subway at Zhenping Road Station. He took a glance at the road sign and
mispronounced it as Tianping Road Station.

L’s mother: The Chinese character “suspicion” consists of two radicals; that is,
“water” and “step.” L mispronounced it as “step.”

He plays word games at the Sunshine Home. The teacher may specify a word
such as “country” or “spring.” Students take turns to list songs of which the lyrics
contain the word. L can give correct answers. Moreover, he can also tell at once the
singer of a song. Therefore, L, after being influenced by what he constantly sees and
hears, tends to be more agile than other people with ID.

Q: He has learned these things on his own in daily life, but studied pinyin in Grade
One and Grade Two. Is that correct?

L’s mother: L plays the 24 Game well.

Q: Do you mean that he was good at math?

L’s mother: No, just the 24 Game.

L’s father: I will prepare the 24 Game the next time you meet L. To tell you the
truth, you may be no match for him. He is indeed a good player in the 24 Game.
Middle school students and most volunteers from the Benevolent Society cannot beat
him. Why is he so skilled at the 24 Game? We would travel by bus sometimes on his
way to school. Sitting in the front row on the bus, I might ask him to calculate the
four numbers on the license plate of the car ahead. Consequently, he is familiar with
the rules.

Q: I should practice the game first.

L’s mother: Someone joked that L might inherit that from us since both of us have
taught math.

(L’s father took out L'’s Certificate of Study in Middle School.)

L’s father: My wife used to work in that school. The school was very nice and
granted a Certificate of Study for L after L was admitted there for several years. It also
gave us a Certificate of Graduation of Elementary School, which is useless because it
is not stamped. We cannot have it stamped since L did not finish elementary school.
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Q: You did not require him to acquire any knowledge during 4 years in middle
school, did you?

L’s mother: We just wanted to find the right place for him, otherwise we could
not concentrate on work. Now, either of us can stay at home and look after him.

Q: Didn’t you work in the same middle school?

L’s father: No, my wife’s middle school is better than mine.

Considerate Mother Leading the Class to Win Honorary Title
of Advanced Collective

L’s mother: I did an excellent job indeed. My class was the only one in my school that
won the honorary title of the advanced collective at the district level. I took over a
class in 1993. These students graduated 4 years later, that is, in 1997. I was supposed
to retire in February 1999. I told my boss that I didn’t want to be the class director
since I would retire in a year and a half. However, he insisted on that.

The new class had performed poorly in math. I cooperated with my former partners
teaching Chinese and English to improve the situation. Thanks to our efforts, the class
ranked firstin math and won the honorary title of the advanced collective at the district
level. Consequently, I was thought of highly in the school (smiling).

Q: The school wanted to make you class director, didn’t it?

s father: After all, L was admitted by the school. After school, L would stay in
her office while she taught students in her class. The school was over at five o’clock,
but she remained working.

Q: Because she was the class director?

L’s father: She monitored the class while studying. Some parents would come to
school at half past five and wonder why the school wasn’t over yet. They admired
her on seeing that she remained teaching students at that time. She was full of
energy while I did housework in the evening. Accordingly, her class was rated as
the advanced collective at the district level and she was awarded the third prize of
“the most caring” teacher in Shanghai. She further received the honorary title of the
advanced teacher from her school.

L’s mother: My class performed the best in the final math test in comparison with
the other six classes in the school. One of my students obtained the only quota in
my school to be sent to the science class in the High School Affiliated to Fudan
University.

L’s father: She also did all these things for the sake of L.

L’s mother: I was grateful. My boss was kind to admit L. I could not settle down
in my job if L had no place to go. I could concentrate on my work so long as I knew
that my son was admitted in the school. Moreover, I think it was better for L to stay
in my middle school than in the elementary school.
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L is slower in learning things. He has to be taught repeatedly to acquire certain
knowledge. When teaching students, I would also think of that and treat all my
students equally and patiently.

L’s father: We prefer to put more energy into teaching students who are slower in
learning, instead of despising them.

L’s mother: Exactly. Some parents commented that their kids were lucky to stay
down in my class. I was also inspired by gaining their recognition. My own kid is
slower. Therefore, I would care more about such students in my class. They may not
be born clever. However, I think things would be worse if they became self-abased
and gave up on themselves after being criticized frequently by the teacher.

L’s father: Students repeating the year’s study in her class made great progress.
She was also popular among temporary students.

s mother: Later on, my class became the largest in the grade. Temporary students
and students staying down were initially required to study in my class. These students
staying down shocked everyone by performing well in the final test.

s father: First and foremost, a teacher should not look down upon any student.
Teachers with kids have a deeper understanding with respect to that.

L’s mother: I cared about my students and they respected me in turn. My husband
can vouch for this. I retired at 55. When I was 70, my students organized a class
reunion to celebrate the anniversary of their graduation. Thirty students made it.
Students staying down in my class who had been naughty took photos with me. They
are aware that they could not perform so well now without my devotion at that time.

(Looked at photos.) This is the class I am talking about. This is the photo of me
winning the third prize of “the most caring” teacher in Shanghai. Here is my unit,
my name, subject, and age. I won the prize at the end of 1998 and retired in 1999.
The class, which had been disordered at first, was rated as the “advanced collective
at the district level” in the end. The class performed the best in the final math test
among seven classes in the school. Its average math scores were 6.69 points higher
than the average for the district.

L’s father: Parents are relieved so long as their kids are placed properly.

L’s mother: Parents of my students were clear about my condition. They knew
that I would care about and encourage their kids who might not perform well and
learn slower.

Staying at Home Alone for a Year and Receiving Strangers’
Care When Strolling Around

Q: Did L graduate in 1998? How did he spend time from then on till 2005 when he
went to the Sunshine Home?

L’s father: He stayed at home alone for a year. It was quite hard.

Q: When did that happen?
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L’s father: He finished compulsory education and graduated in 1998. He stayed at
home alone in the coming year since both of us had to work. He was not taken care
of for the whole year.

Q: How did he go through that time?

L’s father: L would be locked at home to practice writing Chinese characters when
we went to work in the morning. We were anxious about him wandering around.

Q: Practice writing Chinese characters?

L’s father: Whatever he would like to do. He might also watch TV. When either
of us did not have a fourth class in the morning, we would return home to cook for
him and return to work after he finished lunch. He would also go out and stretch his
limbs in the afternoon if the weather permitted.

Q: Could he go out alone to exercise?

L’s father: Sure. We would tell him to come back around four o’clock or half past
four. We also managed to return home at that time. He would stay at home on rainy
days.

After all, he merely strolled outside. I used to receive a call from a woman. She
used to go outside to enjoy the sunshine and often saw L wandering around. Kids at
his age ought to be at school. She was afraid that L might skip school and his parents
were unaware of that. They talked, and L told her my phone number. I thanked her
for her concern and explained that L was with ID and had no school to attend.

Q: Didn’t you worry that he might get lost?

L’s father: Never. He knows the way home.

Q: What else did L do in 1998-1999 except writing Chinese characters, watching
TV, and strolling?

L’s father: Nothing else. He was alone at home. We were quite satisfied as long
as he could practice writing Chinese characters and not get into any trouble.

L’s mother: I started accompanying him after retiring in 1999. Things had been
hard for him indeed during the previous year.

Witnessing the Establishment of the Sunshine Home
and Enjoying Himself

L’s mother: I retired in 1999. At that time, no activity was held for children with ID. I
sought help from authorities concerned, hoping that those children can be organized
to be trained or tutored instead of merely idling at home. Parents would cover the
costs.

L’s father: My wife really cares about L. Disabled persons were reassessed in
China in 1999. We took the opportunity and got a Disability Certificate for him.
After retirement, we have started to think about how my son and other people with
ID can make a living after the parents are too old to take care of them. My wife took
L to seek help from the district-level DPF and the street civil affairs section.
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L’s mother: I tried to explain L’s situation, hoping that the district-level DPF could
recommend a job for L. I could go with him and teach him if the job was beyond him.
Officials there said that the federation did not do that. Moreover, China has achieved
social and economic transformation, making it hard to find a proper job for people
with ID.

L’s father: My wife also turned to the street civil affairs section. She asked whether
the authority could organize any activity for L to participate in if it could not offer a
job opportunity. Back then, no organization was set up for people with ID exclusively.
Officials offered to contact the association of people with physical disabilities to see
whether it would admit L in its activities. After all, it has organized formal activities.
Of course, L was rejected since he was not physically disabled. Around 2003 or
2004, L participated in activities held by community disability service assistants> for
people with ID.

The “4050 Program™ was launched in Shanghai in 2004. Some females at the
age of 40 and males at the age of 50 retired or were laid off in industries such
as the textile industry and the instrument industry. So did eligible employees with
physical disabilities engaged in simple productive labor. The policy was released to
find some other means of livelihood for them. Those unemployed physically disabled
people were recruited by the DPF to manage people with ID and organize and hold
activities for them. They are referred to as community disability service assistants.
On one hand, they can make a living. On the other hand, outdoor activities can be
held for people with ID.

Q: The post of community disability service assistants is set for people with
physical disabilities, right?

L’s father: Yes, the government helps reemployment of people with physical
disabilities.

From then on, people with physical disabilities have started to manage people with
ID and organize activities. Kids like my son participated in these activities. They did
not have a fixed venue at first. A community disability service assistant might lead

2The post of community disability service assistants has been a part of the “Employment for Ten
Thousand People” project launched by the Shanghai Municipal People’s Government in 2004. The
post has been offered primarily to males at the age of 50 at most and females under 45 with mild
physical disabilities and those certified disabled people that are unemployed, in service but not
in duty and preserve employment relationship based on agreement due to low vision. If the post
is vacant due to a high employment rate of the disabled, it can be offered to immediate family
members living with the disabled that are unemployed and preserve employment relationship based
on agreement and surplus labor in poor rural households.

3The “4050 Program” has been implemented by the Shanghai Municipal People’s Government to
facilitate reemployment of females above 40 and males over 50. A majority of females above 40
and males over 50 have been unemployed from the end of the last century to the beginning of this
century due to reasons such as industrial restructuring in China. It is hard for them to be reemployed
due to age and the low education level. In 2001, the Shanghai Municipal People’s Government
released a series of policies for reemployment of those above 40 or 50 desiring to work again via
effective market and social mechanisms. One of these policies was to develop public service posts
in communities.
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them to do exercises such as radio calisthenics for 1 or 2 h in public places near the
community. Then would they return home.

L’s mother: At first, they did not have a special venue for activities but merely did
radio calisthenics in green areas. Nonetheless, it was better than nothing.

L’s father: The first step of the Special Olympics movement was to encourage
people with ID to go out. They could then participate in activities. Radio calisthenics
was taught first since it is easy to learn, does not involve any equipment, and doesn’t
cost much. I saw how community disability service assistants taught people with
ID. It was hard indeed. Normal people might have mastered the movements long
ago after repeated instruction by these assistants. However, people with ID such as
my son have limited ability to understand and are slow to learn. The assistants were
patient and kept teaching them until they learned these movements.

L’s mother: We also stood there and encouraged them. They could learn these
movements with more practice.

L’s father: The officials in charge have gradually paid more attention to this sector
and allocated a special venue for them to do exercises.

L’s mother: Then came the Sunshine Home. Finally, people with ID had a fixed
indoor space for activities organized by dedicated teachers. Next, a waist drum team
was set up for people with ID in Hongkou District. People with ID could participate
in an increasing number of activities such as table tennis, badminton, and basketball
shooting in a school’s playground during the weekends. I accompanied L to these
activities at first. He refused to join them alone. Now, he won’t miss them for anything.

Q: When did the Sunshine Home come into being?

L’s father: Around 2006-2007 when the 2007 Special Olympics World Summer
Games were held in Shanghai. The Sunshine Home was created by Former General
Secretary Hu Jintao, meaning the home was shone over by the glorious Commu-
nist Party of China.* Hu also visited the Sunshine Home in Quyang Subdistrict in
Shanghai. At that time, teachers in the Sunshine Home were physically disabled.

L’s mother: The project was shaped from 2004 to 2007. From then on, it has been
completed and managed by dedicated personnel.

Q: Did L start to participate in these activities in 20047

L’s mother: That is true. My son has been among the first batch of students to
learn radio calisthenics initially and register in the Sunshine Home established in
2005. However, he had to be accompanied to join any activity at first, otherwise he
would not go. He thought the activity would be boring if he could not learn how to
play it. I also took him to join the waist drum team at the beginning. I learned to play
the waist drum first and taught him myself until he could play it.

4Shanghai won the bid to host the 2007 Special Olympics World Summer Games in 2002. In 2005,
the Shanghai Municipal People’s Government set the “Sunshine Action for People with ID” as a
practical project to “organize 10,000 people with ID to be treated and trained for simple and easy
work tasks to enhance their capabilities to take care of themselves and fit into the society”. In 2007,
the practical project was to complete construction of 240 “Sunshine Homes.” On October 1, 2007,
Jintao Hu, former President and General Secretary of the Central Committee of the Communist
Party of China, visited the Sunshine Home in Quyang Subdistrict in Shanghai.
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L’s father: An increasing number of activities have been held such as badminton,
table tennis, and tug-of-war.

L’s mother: Community disability service assistants organized a variety of activi-
ties at first. We saw them starting from nothing to performing well in these activities.
We feel from the bottom of our hearts that the government has spent a lot of effort
for more than a decade to reach today’s achievements. I can tell that from the change
that occurred with my own child. He could not play basketball or the waist drum in
school. He has learned them from activities held by the assistants.

Q: What does L usually do at the Sunshine Home?

L’s mother: There are so many activities held here. L told us that volunteers from
organizations such as the Benevolent Society would teach them to make cookies, do
handwork, draw, dance, do radio calisthenics, or play games.

Q: What about cultural activities held at the Sunshine Home?

L’s mother: There is also a wide range of physical activities. For example, table
tennis tables are also available at the Sunshine Home.

L’s father: A doctor was also recruited to teach them the basics of healthcare.

Q: Is the Benevolent Society a voluntary group?

L’s father: Yes. Volunteers from the Benevolent Society often hold activities at
the Sunshine Home. They bring materials themselves and teach students handwork.
They will take a photo for the student and his work after the job is done. Here is the
handwork L completed jointly with volunteers from the Benevolent Society (fetched
out an A8-paper-sized wooden handmade photo frame with small stars pasted all
over the frame). L brought it back as a souvenir after completing it.

Q: Do volunteers from the Benevolent Society visit the Sunshine Home regularly?
How often?

L’s father: No, the times are not fixed. The Sunshine Home organizes activities
regularly. A volunteer teacher gives a dance class every week or every other week at
the Sunshine Home. She also taught these students to take part in a municipal dance
competition.

L’s mother: The dance music is Beautiful China. The teacher, being mother to a
student at the Sunshine Home, is a great dancer and teaches students there once per
week. Thanks to her great efforts, these students can make such great progress today.
They also draw on Wednesday and dance on Monday and Tuesday.

L’s mother: We can contact the Sunshine Home to see when it holds activities
if you plan to observe L’s performance during these activities, otherwise there’s no
point in going. It is a time-consuming task.

L’s father: Numerous activities are held over the weekends.

L’s mother: L is happy no matter how much he can learn. I think students there
should be taught to widen their horizons. Volunteers would also teach them to make
moon cakes and other sweets. L often tells us what volunteers from the Benevolent
Society plan to teach them the next day. He is happy whenever he talks about that.
I asked him: “Are you willing to learn that?” He said that he was. I just hope that L
can be happy every day. I have to do everything to make it happen. Don’t you agree?

Q: I agree.
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L’s mother: Students are happy at the Sunshine Home. As aresult, even if they are
criticized when not performing well, they accept criticism and change accordingly.
If they were unhappy there in the first place, they would no longer go there once they
were criticized. I could not recall any student enrolling into the Sunshine Home and
dropping out. When meeting new students whose parents may worry about the new
environment at the Sunshine Home, I take the initiative to assure them that teachers
there are nice, and it is a friendly place. My kid is happy there. Hearing that, these
parents believe me and are relieved.

Q: Great.

L’s mother: Once, we were invited to a parent—teacher conference. I was aston-
ished. My son was dancing there. I never even considered him dancing. He performed
quite well as a whole. I think it is challenging for the teacher to teach students with
ID. They may not move to the beat strictly. Nonetheless, they have made dramatic
progress, right?

Q: Yes. They are well taken care of at the Sunshine Home.

L’s mother: That is true. I think the Sunshine Home has been developed for a
long time together with retired or former teachers. Development of people with ID
has attracted concerns both from the local governments and nationwide. Authorities
have implemented practicable measures to make satisfactory achievements.

L’s father: L is glad to go to the Sunshine Home. For example, it rained heavily
yesterday and the day before yesterday. He went there all the same.

L’s mother: His father tried to persuade him not to go.

L’s father: I told him that it rained heavily. His clothes and shoes would get wet in
the rain. It would be uncomfortable to wear them. When he heard me, he sat down
on a chair. After a while, he jumped to his feet and said that the rain let up and he
could go to the Sunshine Home. He loves to be there.

Q: Does L go to the Sunshine Home alone?

L’s father: Yes.

Q: He returns home all by himself in the afternoon, doesn’t he?

L’s mother: That’s correct.

L’s father: Many parents frequently buy watermelons in summer and pastries on
other occasions at their own expense and send these things to the Sunshine Home.

L’s mother: These kids greet me when they run into me ongoing upstairs. I also
treat them as if they were my own. They can only play with each other or with their
siblings. It is unrealistic for them to get along with other normal kids.

L’s father: The Sunshine Home organized an autumn outing to the Great Garden
the day before yesterday. Students brought snacks and shared with each other. They
brought back leftovers.

L’s mother: We bought a cake on L’s birthday and L shared it with other students.
They may be in their twenties or thirties but they act like teenagers. Normal people
in their thirties are not at all like them. In summer, parents living near the Sunshine
Home may take watermelons there. Living far away, we cannot do that. We may send
pastries instead. It is no longer necessary for us to do that. L takes pastries to the
Sunshine Home himself and shares them with other students.

Q: Have you taken him out recently?
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s father: The three of us went to a scenic area in Ningbo at the end of September.
L wanted to buy local specialties for his classmates immediately, who would also do
the same thing for him. One of his classmates went on a trip to South Korea and gave
them key rings as a souvenir. Another one went to Shandong Province and brought
them nori.

L’s mother: These students share things with each other.

s father: L has no idea what the local specialties are. Nonetheless, he asked us
to buy these things.

L’s mother: We bought Ningbo crisp bean candies. There were 32 students in L’s
class. L gave each of them a pack of candies.

L’s father: Last time, parents of kids with ID from subdistricts such as Jiaxing
Subdistrict, Tilangiao Subdistrict, and Guangzhong Subdistrict attended a meeting
organized by Special Olympics East Asia and talked about the operation of Sunshine
Homes. I listened and noticed that Sunshine Homes have been operated differently
by the subdistricts. The Sunshine Home in our subdistrict has performed well and
held numerous activities. Some Sunshine Homes serve as nurseries and barely hold
any activities. The best one is the Sunshine Home in Quyang Subdistrict in Hongkou
District. It was visited by former General Secretary Jintao Hu. L goes to the Sunshine
Home in Jiaxing Subdistrict. L’s mother knows that the Sunshine Home in Quyang
Subdistrict is better and wants to transfer L there. L refused because he is familiar
with all his classmates in the current one. Moreover, it is stipulated that students
who register their permanent residence in one subdistrict cannot be transferred to a
Sunshine Home in other subdistricts. L, with his permanent residence registered in
Jiaxing Subdistrict, cannot go to the Sunshine Home in Quyang Subdistrict.

L’s father: One flaw lies in the operation of the Sunshine Home in Jiaxing Sub-
district. It should not share a place with the Sunshine Psychiatric Garden,? which is
applied to managing people suffering from mental illnesses. The disabled are catego-
rized into five groups: the physically disabled, the deaf—mute, the blind, the mentally
disabled, and people with ID. It would be a threat to personal safety if the mentally
disabled had a seizure. Parents of students at the Sunshine Home worry about their
kids’ safety. Beyond that, we approve of how the Sunshine Home is operated.

Encouraged by Parents to Join the Waist Drum Team Early

L’s mother: L is a member of the waist drum team established by the Hongkou District
DPF and participates in activities held on weekends.
Q: Where are these activities held?

3Sunshine Psychiatric Garden is the community rehabilitation institute established for the mentally
disabled by subdistricts or villages and towns in Shanghai since 2009. It primarily provides services
such as daycare, psychological counseling, therapeutic recreation, and training in basic skills and
social adaptation abilities, aiming to bring the mentally disabled back to society and participate in
social activities as others do.
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L’s father: AtNo. 22, Guangzhong Road. It is called the Hongkou District Disabled
Persons’ Federation and Hongkou District Cultural and Sports Training Center for
Persons with Intellectual Disabilities.

Q: When was the waist drum team established?

L’s father: Around 2004 or 2005 when the Sunshine Home was set up. Community
disability service assistants organized activities for students in the Sunshine Home
and taught them to play the waist drum. At first, they organized these students to do
radio calisthenics in the lane near their office, which was located on Wuhua Road
in Hongkou District. Meanwhile, the subdistrict office purchased some waist drums.
As a result, these students began to play the waist drum and do radio calisthenics
alternatively. However, playing the waist drum in the lane would disturb residents
there. After receiving complaints, assistants found a new place to do that. Nearly all
students doing radio calisthenics have learned to play the waist drum. Well-performed
ones have been selected for the waist drum team.

Q: Assistants would mobilize students good at radio calisthenics to play the waist
drum. Is that correct?

L’s mother: Right. These students have to do radio calisthenics first. Then they
will play the waist drum. An original member of the waist drum team quit. The
organizer thought highly of my son and persuaded him to join the team.

L’s father: My son did radio calisthenics but was unwilling to play the waist drum.
At first, students were making noises rather than following beats to play. My son,
being annoyed by the noises, would rather cover up his ears. The waist drum team
was just established. Assistants also hoped to build a sound team. Seeing that L.
performed well when doing radio calisthenics, they went all out to persuade him to
join.

Q: Why did L select to play the waist drum instead of participating in other
activities such as square dancing?

L’s mother: Square dancing has emerged in China in recent years. At first, assis-
tants organized students to do radio calisthenics. It is the simplest activity and can
be done anywhere. Parents would bring their children to the designated place to do
radio calisthenics. They might also teach their children if these children could not do
it. Then the waist drum team was set up. It is also easy to hold the activity. All you
need is the waist drum. The team can play in Miyun School® on weekends, during
which students there have a rest.

Q: Does Miyun School also supply waist drums?

L’s father: Definitely not. Waist drums are supplied by the Hongkou District DPF.
The subdistrict office might also buy seven or eight drums at its own expense at the
request of the district government, which could not afford these waist drums itself.
The waist drum L uses is one purchased by the subdistrict office.

I’s mother: The waist drum team would practice in the playground of Miyun
School. However, residents nearby complained about the noise. In fact, it is also
noisy for students there to do radio calisthenics in the morning during weekdays.

SMiyun School is a special school established for students with ID to receive 9-year compulsory
education in Hongkou District, Shanghai.
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Nonetheless, it is done in 10 min. However, the team would play the waist drum for
a longer time. Consequently, the team has been organized to practice in the current
venue.

L’s father: For example, the lane is empty now. Residents nearby may complain if
they hear discordant drumming for a whole morning. In fact, that is the reason why
the waist drum team has changed venues twice.

L’s mother: Back then, people playing the waist drum might have come from
several subdistricts.

L’s father: The waist drum team practices at No. 22, Guangzhong Road. In fact,
residents nearby have also complained about that. However, the team has no other
place to go. As a result, sound-proof equipment has been installed. You saw it on
that day. You also saw three community disability service assistants, of whom two
are physically disabled. Community disability service assistants tend to organize
activities near the Hongkou District DPF. For example, their office is located near
our community. They will hold activities near the office.

s mother: Other members have already played the waist drum for a while and
made great progress when L joined them. Being a substitute, my son was unwilling
to play at first because he could not catch up with them. I accompanied him and
learned to play the waist drum myself. Then I taught him at home until he mastered
it. It took about 2 months for L to catch up. I think all things are difficult before
they are easy. The waist drum team also started from scratch and performs well now.
Moreover, these members could not play the waist drum in the first place. They may
take the waist drum home and not play it. They claimed that they could not play it.
It takes time to master a skill.

L’s father: We encourage L to participate in activities. However, L may be afraid
that he cannot perform well and is sometimes unwilling to go outside. In comparison,
some parents might be embarrassed about their kids’ performance and reluctant to
allow them to join activities. Some other parents would even worry that their kids
could get lost. Consequently, these kids would rather stay at home. It was painstaking
for assistants to visit these families repeatedly to mobilize these kids to participate in
activities. They put forward the slogan of “Going Outside and Joining Community
Activities.” These kids had been reluctant to go outside at all.

L’s mother: My husband and I are teachers and open-minded. If I were afraid of
my son embarrassing me, I would not let L stay in my workplace for such a long
time or rack my brains to encourage him to go outside. In my opinion, he is born
to be a person with ID. I have to make him to see the world and communicate with
people to fit into the society.

People will not laugh at him even if they know that he has an ID. Someone may
mock him if they know nothing about him when meeting him for the first time. If
they know about him, they will feel pity for him. Therefore, L. was encouraged to
participate in a variety of activities when he was little.

People with ID from the whole Hongkou District may join these activities. The
waist drum team has been promoted as the organization affiliated to the Hongkou
District DPF. It must reach people with ID from a large area to be promoted on
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TV. The team, which has been operated attentively for years, is a highlight among
activities held for people with ID.

L’s father: My kid goes out every day. He goes to the Sunshine Home on weekdays
and joins activities held by volunteers on Guangzhong Road on weekends.

L’s mother: L is happy. It is demanding for people with ID to learn to play the waist
drum. The waist drum team has selected those who perform well. L is smarter in
comparison with his classmates in the Sunshine Home. That is why he was selected
for the waist drum team. Moreover, he is tall and was selected as the flag bearer.

L’s father: He is both the flag bearer and a member of the waist drum team.

Q: Can he also perform the dragon dance and the lion dance?

L’s mother: Sure. He learned that on Guangzhong Road.

L’s father: He can also play the flat drum now.

L’s mother (gesticulating with hands): It is barrel-shaped.

L’s father: He performs well in dancing and playing the drum.

Q: Does he like to join activities organized by the waist drum team?

L’s mother: He will go there unless the activity is cancelled.

L’s father: He may not go there if the teacher in charge tells him not to.

Q: L would never miss any practice, would he?

L’s father: Absolutely not.

L’s mother: He likes to do that.

Q: What if he feels under the weather? For example, what if he catches a cold or
has a fever?

L’s father: L is physically healthy all the time.

(s father took out L’s waist drum.)

L’s father: Tomorrow is Saturday. L will go to Guangzhong Road with this waist
drum.

L’s mother: At first, I accompanied him and urged him to go there, otherwise he
would not go.

L’s father: Exactly.

Q: You spent about 2 months accompanying him and then teaching him at home,
right?

L’s mother: Yes. He has been interested in playing the waist drum after he learned
how to play it. No one can stop him from going there.

Q: Does he join the waist drum team on weekends all by himself?

L’s father: That’s correct. We didn’t live in Quyang Subdistrict until last Septem-
ber. He knew the way to Guangzhong Road from our original home. After moving
here, we accompanied him to the Sunshine Home and Guangzhong Road several
times. He knows the way now and can go and return all by himself.

Q: Does he also need to take a bus?

L’s mother: Yes, he does that alone.

L’s father: My wife is careful and patient and has accompanied him several times.
I only accompanied him once. After a while, he knows the area better than we do.

Q: Is he good at remembering bus routes?

L’s father: He is. For example, he knows that one can go to Lu Xun Park via bus
route 959.
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L’s mother: After moving here, on weekends, L went to Guangzhong Road in the
morning and strolled around in the district in the afternoon. He knew the area well
after a while.

Q: Are activities of the waist drum team held in the morning on weekends?

L’s mother: Yes.

Q: L will return home for lunch and go out again in the afternoon. Is that what
you meant?

L’s father: He likes wandering around if he is free in the afternoon.

L’s mother: That is how he gets to know the area.

L’s father: It may also be one of his habits. He was alone at home from 1998
to 1999 because we had to work. He would go outside in the afternoon. He has
developed a habit of strolling around in the afternoon if he is free.

A Sports Fan Participating Frequently in Local Special
Olympics Activities

Q: Has L participated in the Special Olympics Games? Which programs?

L’s father: Badminton, table tennis, and basketball (see Fig. 1).

Q: Is it because L is as tall as 183 cm?

L’s mother: It is not a regular basketball game. They play horse.

L’s father: He cannot participate in all programs. Everyone is encouraged to play
a part.

L’s mother: First of all, I want to clarify that L is not a professional Special
Olympics athlete.” He participates in sports activities held by the Sunshine Home.

L’s father: Shanghai hosted the Special Olympics World Games.® Outstanding
athletes were selected from all districts in Shanghai to compete in contests. Winners
would represent Shanghai to participate in the 2007 Special Olympics World Summer
Games. L failed because he did not perform well in bowling. Consequently, he has
never joined major Special Olympics Games.

Q: Hasn’t L participated in any Special Olympics World Games?

L’s father: No, he has participated in neither Special Olympics World Games nor
the municipal Special Olympics Games. He has joined in Special Olympics activities
held at the district level or below.

Q: Has he played a part in the Hongkou District Special Olympics activities?

L’s father: Sure. He has participated in most Special Olympics activities at the
subdistrict level. Sports activities are held constantly at the grassroots level.

Q: Are these activities held at least once a year?

L’s mother: That is correct.

Q: L is a sports fan, right?

7L’s mother means that L is not an athlete participating in the Special Olympics World Games.
Special Olympics athletes are not categorized as professional and amateur athletes.

8Refers to the 2007 Special Olympics World Summer Games.
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Fig. 1 L (left) received an
award after he won a table
tennis match organized by
the Hongkou District
Disabled Persons’ Federation

L’s father: Yes, he really likes sports. He could ride my 28-inch bike when he was
in elementary school.

Q: Has he developed a good balancing capability?

L’s father: When he was little, he would ride a bike by stretching one of his legs
across the triangle frame of the bike. However, for safety, we didn’t let him ride
the bike after he grew up. He knew nothing about traffic rules. We used to live in a
newly established community, in which yards were interconnected. L could ride a
bike there. My wife cooked while I kept an eye on him. I take credit for his interest
in sports.

Q: Did you take him to do sports?
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L’s father: My wife basically did all the housework and I took care of L. I like
sports. I used to be the sports secretary in my class in high school and college.
Consequently, I would take L to do some sports. For example, I might put two chairs
together and play table tennis with L at home. Or we would play badminton in the
yard. Sometimes we might do exercises in spare room in the lane.

Q: How old was L?

L’s father: About 6 or 7 years old. It was easy for me to borrow sports apparatus
from the school’s gymnasium and play table tennis, badminton, football, or basketball
with L to cultivate his interest in sports. We would play sports he was capable of.

Mother’s Concern Over Proper Manual Labor

Q: In my last interview at the Sunshine Home, I heard that L. got his clothes dirty
when helping clean the bathroom. Is that correct?

L’s father: Yes, Ms. Ni brought it up. It was handled by my wife.

L’s mother: That is correct. Well (giggling with embarrassment), I can explain.
L wears a cotton-padded jacket when he goes to the Sunshine Home in winter. He
helps deliver food there. As a result, it is common to see grease stains on his clothes.
Once, I saw that he got his jacket dirty again. He had poop stains on his clothes. It
had never happened before. I asked him and learned that L was told to clean up the
bathroom after a student had defecated.

L’s father: The student was mentally disabled.

Q: Did the student ask L to do that?

L’s father: One of the three teachers at the Sunshine Home takes care of the
mentally disabled. It was him that told L to do that.

L’s mother: The student might have pooped outside the toilet. L was told to clean
that up and got his clothes dirty. L could not tell me exactly what happened. I had
to investigate first. The Sunshine Home opens at nine o’clock. On the next day, I
waited at the gate at half past eight and asked students there about the truth on the
previous day. I was told that L cleaned up the bathroom after a student had defecated.
Some students were nervous and afraid that teachers passing by might overhear our
conversation. I have got the same story from several students and had my answer.

My son didn’t show up at the Sunshine Home on that day. I told the teacher that
L needed a day off. His cotton-padded jacket was washed because it was covered
in poop stains. He had no extra jacket. A teacher responded that L could not have
only one jacket. I told him that I would not let L wear the other one to clean up
others’ poop and get dirty even if he had two (indignantly). I told these teachers that
it was all right for L to participate in manual labor. However, never would I consent
to let him clean the bathroom. In my school, professional cleaners were paid to do
that. Hearing my words, teachers at the Sunshine Home told me that they have also
recruited professional cleaners to do that. I claimed that I conducted a survey and
knew the student that had pooped. I also told them that the student was named Jun.
Hearing my words, students there stared in one direction instantly. A teacher asked
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loudly who told L to do that. In fact, she was the one that told L to do that. I told
her that students there were either with ID or mentally disabled. She would frighten
them if she kept yelling. That was not my intention. I went there to ask a day off for
my son. The students, teachers, and I knew the truth. I didn’t mean to find out who
was to blame. L could not go to the Sunshine Home until his cotton-padded jacket
was dry. I would not allow the same thing to happen again.

L’s father: In your last interview at the Sunshine Home, you could see a cleaner
in blue cleaning up the bathroom. She also cleans the table after students have lunch.
Previously, students took turns to be on duty and took care of these matters.

Q: Was it a routine for students to clean up?

L’s father: Sure.

L’s mother: The teacher asking L to clean up other’s poop is still working at the
Sunshine Home. On the next parent—teacher conference, a parent, who learned from
his daughter that I had been upset, asked me why. I shared L’s experience with other
parents.

L’s father: We reached a conclusion at a parent—teacher conference. If the same
thing ever happened again, teachers at the Sunshine Home will call the student’s par-
ents to handle that. After all, teachers are unwilling to clear up the mess themselves.
Nor should they ask other students to do that. Parents can handle that properly. Later
on, Jun’s parents apologized to us. We get along well now. Kids are innocent. It is
the teacher that should be held responsible. A student also added that L was playing
cards when the incident occurred. The teacher taking care of the mentally disabled
asked him to stop playing cards and clean up. I believe that is the truth.

L’s mother: A similar thing occurred before. The Sunshine Home used to be located
below our building. The lane is cleaned up on Thursday. I was home when L and
his classmates were cleaning up the lane once. There was some green space between
every two buildings in our community. It has been dirty. I saw mouse droppings
and human feces when I went there to get my bike. No one would clean them up.
However, subdistrict officials asked my son and his classmates to do that. I went
to talk to them immediately. I was told that the subdistrict office and the Sunshine
Home entered into an agreement to have these students participate in manual labor.
I asked them whether there was anybody to instruct these students. I was told to ask
teachers at the Sunshine Home.

On seeing these teachers, I told them that it was all right to involve these students
in manual labor. However, being with ID, they would be unaware and incapable
of protecting themselves when cleaning up mouse droppings. A teacher listed the
example of a person with ID being employed and working as a cleaner. I replied
that cleaners would wear special gloves and use tools. These students with ID do
cleaning with bare hands in the outdoors. Who should be held responsible if any of
them gets sick? Professional cleaners are unwilling to clean up the area. How could
these teachers ask students with ID to do that? I asked them whether any teacher or
subdistrict officials would instruct these students.

After my interference, these students were no longer asked to do that. I probably
offended somebody. However, I had no other choice. Could the subdistrict office
and the Sunshine Home be held responsible if my kid gets sick in the process? My
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neighbors remarked that L would be in trouble in the Sunshine Home. In my opinion,
the subdistrict officials and the teacher from the Sunshine Home have already burned
their bridges the moment they asked students with ID to do that. I was not afraid of
them.

Q: How old was L at that time?

L’s father: It was around 2006 or 2007. L was 25 years old. The Sunshine Home
used to cover two rooms on the first floor opposite our building. It often held activities
in the community. Being supported by the community in daily operation, teachers
from the Sunshine Home in turn organized students to help clean up the community
as a sign of appreciation. However, first of all, these teachers or subdistrict officials
should show students how to do that. Second, they should not arrange students to
do jobs that others are unwilling to do. For example, rubbish would be thrown from
upper floors. Street vendors nearby would poop in green spaces in the community if
they had to. As a result, the green space is dirty and full of buzzing flies. Mice have
also been seen there.

Q: It is understandable that you would worry about that.

L’s mother: I didn’t do that for L’s sake alone. I also speak on behalf of other
students with ID. They cannot be taken advantage of. I saw on TV that a student was
forced to wear a bathroom wastebasket on his head in a school in Beijing. Teachers
from the school explained that it was a joke among students. I disagree. It is school
bullying, just like students with ID being arranged to clean up the green space. The
Sunshine Home has been moved to its current location. The incident of L cleaning
up another student’s poop happened after that.

Kind-Hearted and Polite

Q: How does L get along with others?

L’s mother: L greets his teachers whenever he runs into them on the road and talks
about that after returning home. He also used to get along well with our neighbors
when we lived in Dalian Community or Jiaxing Road. He is not familiar with our new
neighbors. We teach him to be polite and considerate. We used to live in a building
of which the entrance was a big iron gate. We told him to hold the door for senior
citizens who had their hands full. He listened and did well.

However, I saw him pulling a person’s hair once. We live on the seventh floor.
One day, I came back with him from outside. He walked in front of me. He suddenly
pulled a woman’s hair when reaching the third floor. I was stunned. It had never
occurred before. I have learned later that the woman was teaching her daughter a
lesson. Her daughter was a pupil and might have done something wrong. L did that
in an attempt to help the pupil. I followed up in a hurry and asked L to apologize.
Later on, I was informed that the woman told others that L pulled her hair on seeing
that she was punishing her daughter. Such a thing only occurred once. After that, the
woman would greet me when we met.

Q: Did L play with other children in the yard when he was little?
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L’s mother: No, we lived in Gongfang, an independent apartment.® Children there
did not play with each other.

L’s father: Nowadays, normal people rarely contact with each other, let alone
normal children and disabled children or people indifferent age groups. Basically, L
amuses himself or plays with us.

Q: Miss Feng, do you have siblings?

L’s mother: Of course.

L’s father: I am the eldest son in the family and have three siblings. My wife is
the youngest sister in her family and has two siblings.

Q: L has cousins, hasn’t he?

L’s father: Sure.

Q: Do they keep in touch?

I’s mother: Rarely. For example, the whole family would get together at his
cousin’s wedding. These kids do not meet separately. His cousins start to work and
play with normal people. We are the only people that play with him.

L’s father: These kids would play with each other when they were little during
family get-togethers. They have grown up now and got married. As a result, we don’t
meet as frequently as we did. For example, my younger brother may spend the spring
festival with his family. As do we.

Adequate Self Care for Shopping and Orientation

Q: When did L learn to dress and wash himself?

L’s mother: L could brush his teeth when he was little. He was taught to brush teeth
up and down in Grade One. Consequently, bristles of his toothbrush curl upward and
downward. I have already told you that L. could not put on shoes or tie his shoelaces
in kindergarten. He learned to do these things gradually later.

Q: When?

L’s father: Probably in senior grades in elementary school or in middle school.
We would also buy no-laces hoes for him.

Q: Did you teach him to tie his shoelaces?

L’s mother: Yes. He was taught to button and zip in succession.

L’s father: No one is born capable of doing these things. It takes time to learn
them. For example, L still ties his laces this way (forming a loop on top of the two
ends and tying a knot).

L’s mother: L ties his shoes in the exact way he was taught.

L’s father: One can also tie shoes in different ways. However, L can only tie them
that way (gesticulating).

9Gongfang originally refers to housing built for factories’ workers and their families. Multi-layered
residential buildings with public kitchens and bathrooms were constructed on a massive scale for
workers in Shanghai since the 1950s. Housing with independent gas and sanitary fittings have
also been built widely after the 1970s. Currently, “Gongfang” is still refers to apartments that are
different from shikumen-style buildings but have independent gas and sanitary fittings in Shanghai.
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Q: Have you taught him to tie shoes using different methods?

L’s father: No, we would rather let him be. After all, he has already learned to tie
shoes via the first way. He is instructed to do that at home. I will show you.

Q: How long did it take for L to learn that?

L’s father: I tied his shoes for him and taught him before he went out. It took about
1 or 2 months for him to learn the skill.

Q: You have mentioned that you would go for a bike ride with L before or after
dinner. Did you do it to let L get acquainted with the surroundings?

L’s father: When dinner was not ready or after dinner, I would take L for a bike
ride. I installed a small chair with a piece of board to rest his feet on at the front of
the bike when L was three. We lived in Dalian Community at that time. The flat was
only 12 m?, which was as big as the living room of our current one. Facing north, it
was hot in summer and cold in winter. Quyang Community was located behind us.
Construction had just started. The place was unoccupied with light traffic. I would
ride there to kill time on one hand and point out ways for L on the other hand. L
knew the way well. Sometimes I would try to ride along a different way. He might
grasp the handlebar and insist on me following the original way.

L’s mother: L knows the way well. He goes to Guangzhong Road to participate in
activities held by the waist drum team alone. After we moved here, we showed him
the way twice and he could go there all by himself.

L’s father: L knew the area quickly. We moved here over a year ago. He has already
got acquainted with the surroundings and told us where there is a lane nearby.

L’s mother: We have showed him the way repeatedly.

L’s father: My wife is anxious about letting him go outside alone. I do not agree.

Q: How well can L take care of himself? You have mentioned that he could not
cook, right?

L’s father: He can only dress and wash himself.

Q: Is that all?

L’s father: He can also take a bath, make his bed, and wash socks and shorts
independently.

Q: L can wash small clothing items?

L’s father: He cannot wash larger items such as T-shirt.

Q: What about the washing machine?

L’s father: We don’t use it at all. In fact, L outperforms his mother when using
home appliances such as the TV. He would even teach his mother how to use a home
appliance in some cases.

Q: Can he use a mobile phone?

L’s mother: We are willing to buy him one, but he does not want it.

Q: Can he go shopping all by himself?

L’s mother: Of course, he can buy refreshments. He would tell us that he spent 2
yuan to buy a steamed stuffed bun on his way home.

L’s father: He can buy food to feed himself. My wife had an operation last year and
I had to take care of her in the hospital. I gave him 15 yuan for lunch. He preferred
wonton at the Qianlixiang Wonton Restaurant. At first, he would order a bowl of
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wonton which was priced at 8 yuan. Later on, he had to eat one and half bowls,
which cost 13 yuan.

Q: Does he know how much change he ought to get?

L’s father: Of course, he can perform basic mathematical calculations.

Q: Does he know that he will getl.5 yuan if he pays 5 yuan for a commodity
priced at 3.5 yuan?

L’s father: It is interesting that he will give 5.5 yuan to get change of 2 yuan.

Q: What if he gives 100 yuan for something worth 41 yuan?

L’s father: He knows the amount of change. We have gradually given him pocket
money. We would hardly do that in the past. L could keep the change if it is al-yuan
coin. It is a tradition in our family. That used to be the source of his pocket money.
Nowadays, we have gradually given him as much as 5 or 10 yuan. I told my wife
that we should teach him to spend money since he has already grown up. Last time,
he paid 100 for a meal worth 60 yuan and got change of 40 yuan. I let him keep it.
My wife would not do that. In summer, he also buys a cold drink which may cost 3.5
yuan. He does not care about the price but buys it if he wants it.

L’s mother: Once, he returned home from Guangzhong Road at half past 12. We
asked him why he was late. He explained that the waist drum team was dismissed
late. He was hungry and bought two steamed stuffed buns, one being stuffed with
vegetables and the other one with meat, on his way home. I told him that he could
directly return home and have lunch.

L’s father: Once, when I returned home, my wife asked me to guess how much L
spent on a meal. It was 27 yuan. He ate one and a half bowls of shrimp wonton for a
change of taste. We never ordered shrimp wonton in the restaurant. We would rather
have vegetable and meat wonton which is cheaper. L is not sensitive to the price. He
will buy food if he wants it and can afford it. He can also recharge the transportation
card independently.

Q: Can L cook?

L’s father: No. We used to soak cooked rice in boiled water and eat it. He never
eats that.

Q: Can L cook instant noodles?

L’s father: No.

Q: He knows the way and can buy food for himself. Is that correct?

L’s father: You can say that.

Q: Did he ever spend a whole day at home alone?

L’s mother: No, but he would stay at home alone for half a day. For example, we
have bought some financial products. As a result, we may be invited for dinner. My
husband would go and I would stay at home to look after L. We would both go if it
is a lunch. L can have lunch at the Sunshine Home.

L’s father: We may worry about two things. First is the door. Being alone at home,
L will rush to open the door if the doorbell rings. Second is gas. We told him to never
touch that.

L’s mother: Safety issues are crucial after we moved here. There were a wooden
door and an iron door in our former housing. Others could not enter even if the inner
door was open. Moreover, we would tell L to bolt the door after we left. We further
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locked the iron door from the outside. L didn’t have the key to the iron door. In that
case, he would be protected by the iron door even if he opened the wooden door.
However, our new housing has one door only. Others can enter directly if the door is
open. As a result, we never leave him alone at home. Nowadays, thieves may cheat
L if they know that L, a person with ID, is home alone. After all, it is common to see
normal people such as college students get fooled.

L’s father: Once, my wife was hospitalized for a week. I asked my younger sister
to look after L at her house. My wife has been hospitalized again for a week this
time. I managed to take care of L and her all by myself. I left the hospital after nine
o’clock at night and returned home to accompany L. I returned to the hospital again
after L went to the Sunshine Home.

L’s mother: None of the families we know that have family members with ID
would let these people stay at home alone. Previously, neighbors might have given a
hand by keeping an eye and looking after the person with ID. Nowadays, neighbors
are strangers, leaving readily exploitable loopholes for criminals. I do miss those
peaceful old days.

Worrying About an Uncertain Future

Q: L is 35. Have you considered him getting married?

L’s mother: It is tough. Our acquaintances mentioned introducing someone to L.
However, L refused.

L’s father: He does not know anything about romantic relationships.

L’s mother: It is also hard for us to discuss it with him. After all, it is impossible
to tell whether a couple can get along with each other.

Q: Does L know the concepts of love and marriage?

L’s father: Absolutely not. Seeing a pregnant woman, L would misunderstand her
as a conjoined twin.

L’s mother: He saw conjoined twins on TV.

Q: You have not considered the issue for now because L knows nothing about
marriage. Is that correct?

L’s father: We are in a dilemma. Our friends care about him and ask about that
repeatedly. However, it is complicated. L could get married and have a baby. But
who would take care of the baby? We have been exhausted in looking after L.

L’s mother: Someone suggested that we find some girl who comes from outside
of Shanghai or is physically disabled. They can be complementary. In my opinion,
they should get along with each other first. Their motivation also matters.

L’s father: We were told to find some poor or less-educated girl.

L’s mother: I think it is a question of fate. You can lead a horse to water, but you
can’t make it drink.

Q: Have you ever tried to introduce anyone to L.?

L’s father: He knows nothing about love and affection.

Q: How do you plan his future?
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L’s father: First of all, we hope that the age limit can be raised so that L can
continue going to the Sunshine Home after reaching 35.

L’s mother: It is crucial. It is stipulated that students at the Sunshine Home must
be 35 or younger. L was born in January 1982. He will be 35 in January 2017 and
will be too old to enroll in the Sunshine Home. Teachers there told us that L could
spend an extra year at the Sunshine Home because both of us are over 70. Well, the
age limit was set when the Sunshine Home was just established. Nowadays, activity
centers have been established for senior citizens exclusively to play the waist drum
or play chess after retirement. These 35-year-old people are more energetic. If there
is a chance, could you please help pass our request on? Can the age limit be relaxed
in the Sunshine Home and allow those who are willing to go to continue going there?
L behaves himself and has won numerous awards. He can also give assistance to
teachers at the Sunshine Home. He is active and participates in a variety of activities.
He likes going to the Sunshine Home. It is understandable that an age limit was set
when the Sunshine Home was established at the very beginning. After exploring the
business for over 10 years, a stable operating model has been developed on the basis
of rich experience, and breakthroughs have also been made there. Consequently, the
age limit could be raised.

Q: What do you worry about when you think of L’s future?

L’s mother: We worry that no one will take care of him in the end. Being afraid
of having another kid with ID, I did not give birth to a second child. I tried to solve
the issue. L is the top priority in our lives. I asked about a senior apartment program
several years ago. After buying an apartment at a price of 600,000 yuan, my husband
and I could move in and pay monthly property management fees to be taken care of.
If both of us passed away, the apartment would belong to the property developer. We
inquired whether we could involve our son in the program. We even offered to buy a
larger apartment or two apartments. The answer was negative. Consequently, we did
not select the program. The same goes for nursing homes. No one would take care
of L if both of us went to a nursing home.

Regarding relatives and friends, they can only give a hand in cases of emergency.
It is impossible for them to take care of L indefinitely. I was fertile 50 years ago. If I
gave birth to another child at that time, I would leave all property to him at the premise
of him looking after L. The truth is that L only has cousins. Nowadays, some children
are unwilling to take care of their parents even if they inherit everything, let alone
cousins. [ also heard that a nanny murdered a host and took away the property. People
do not trust each other as much as they did. It is really hard for us to handle the issue.

L is happy at the Sunshine Home. We hope he can always be happy. Regarding
the senior apartment worth 600,000 yuan, we would not move in directly even if we
bought it. We would go all out to keep L included in the society. We would move in
the apartment if L is no longer admitted to any institution. We are willing to give away
our housing if a formal and reliable institution can take care of L and us. However,
we do not trust any charitable organization only by name.

Of course, some people are grateful. I watched a video several days ago. A Chinese
fellow, who used to stay at an old lady’s place when pursuing postgraduate studies
in Norway, has taken care of her in China. The old lady, who was childless, treated
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him as her own child and helped him a lot in Norway. They kept in touch after the
young man completed his studies and returned to China. The old lady was in poor
health. As a result, the young fellow took her to China. She liked staying in China
and wished to be buried there. The young man has taken care of her for over a decade
until she passed away. Then he buried her in a cemetery in China. The young man,
together with his parents and his wife, treated the old lady well. However, it is rare
to see people like this Chinese guy in today’s society.

Special Olympics entered China over a decade ago, leading to a great improvement
in living conditions for the disabled. So long as related actions are taken, changes
will occur at the grassroots level. We are fully aware of that.

Q: Do you mean that relevant policies have been made for the disabled in China?

L’s mother: Sure. The government has to work out solutions. It has implemented
the family planning policy. As a result, many families have raised only one child,
but the child is with ID. No one would take care of the child after the parents passed
away. Moreover, families who have lost their only child suffer more than we do. It
is an unimaginable tragedy for them. We however have been already preparing for
over 30 years.

Q: What is the preferential policy made for people with ID like L? Do they receive
an allowance to ease the burden on the family?

L’s father: L receives an allowance of 1,150 yuan.

Q: Is it a monthly allowance?

s father: That is correct. L also receives two extra subsidies of 330 and 150 yuan,
respectively. In addition, L obtains an annual medical subsidy of hundreds of yuan.

Q: Has L received sufficient subsidies to meet his basic needs?

L’s father: We certainly hope that L can obtain as many subsidies as possible. In
fact, the subsidies are sufficient for L. Both of us are well paid but spend less.

L’s mother: We are careful in our day-to-day spending for L’s sake. Economically,
L is in an easy situation based on the monthly subsidy of 2,000 yuan and our help.
Yesterday, one of my co-workers told me that I was too old to spend a lot of money
and suggested that I save money for L in the future. The amount would be sufficient
for L to spend for the rest of his life.

While that is true, we cannot leave behind our care and concern for L. I have
always been worried about the issue that no one will take care of L after both of us
pass away. Because of this constant worry, I look older than my peers. We are older
than parents of other students in the Sunshine Home.

L’s father: We are 73 now. Everything works smoothly at the moment. However,
we will be 75 in 2 years and then 77 in another 2 years. By then, we will bear more
burdens and suffer more problems. It is a universal issue in families likes ours.

Interview with Mr. I’s Teacher

Interviewee: L’s teacher
Interviewer and writer: Yameng Xia
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Interview date: December 8, 2016
Interview place: A subdistrict Sunshine Home in Shanghai

L Should Improve His Ability to Take Care of Himself

Q: How do you feel about L’s performance at the Sunshine Home?

Teacher: He is active and helps us do things he is capable of. With a father teaching
math, L outperforms others in math.

Q: What kind of things may L offer to do?

Teacher: For example, he helps to serve breakfast and lunch and does some manual
work because he is tall and energetic. He has a sense of group loyalty and takes the
initiative to work.

He is also a main player in singing and dancing performances. People with ID
are also categorized according to levels of comprehension. L understands a new
thing faster than other students do. As a result, he is selected to complete difficult
and complicated tasks. For example, he represented the Sunshine Home to join in
the Shanghai Sunshine Home Talent Show and performed outstandingly in the 24
Game. However, the 24 Game is merely calculation and less attractive or amusing.
Consequently, he was able to pass the preliminary contest but failed to enter the final.
He is tall and good at both cultural and sports activities. He has often participated in
sports events such as playing table tennis and shooting basketball and won awards.

Q: What about L’s shortcomings? Is it hard to manage him?

Teacher: No, L is obedient and well behaved. His parents are teachers and teach
him well.

I cannot see major weaknesses in him. He develops good habits and is polite.

Q: Which aspects do you think should L improve as a whole?

Teacher: He should improve the ability to take care of himself. After all, his parents
are old and cannot look after him forever. It is also the point I have made constantly.
Many families have raised only one child that is with ID. Parents are unwilling to
have a second child, resulting in the situation in which two old people take care of
a disabled younger one. The child can live comfortably if both parents are healthy.
However, parents will get old and have deteriorating health. These children need to
be able to take care of themselves.

Q: What do you think are the solutions?

Teacher: I think the government should implement policies in place to help solve
these issues. The Sunshine Home is not omnipotent, training students with ID to be
capable of everything. It can only help these students to be more capable of taking
care of themselves. None of the teachers can train these students to achieve certain
quantitative standards.

These students have gone to a sea of special schools in Shanghai but failed to
become well rounded. After all, they are with ID and have limited understanding
capability. Hence, I think they should be helped in developing the ability to take care
of themselves both in the school and at home.
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For example, charity institutions can offer opportunities to train these people to
complete simple tasks such as tallying commodities in the supermarket or serving
coffee in Starbucks. That way, they can make a living. I saw a US film about a
person with ID that works in a coffee house. Various challenges have been set to
see customers’ and his reaction. For example, he serves an unreasonable customer
that mocks him. I think the program reveals problems we may neglect in daily life.
People with ID should be helped by the whole society instead of institutions such
as the Sunshine Home only. The Sunshine Home covers a small area. We have done
everything we can. The government authorities have also done their job. The key lies
in the family.

People with ID should be trained as much as possible to take care of themselves
so as to have less of a rough time in the future. Their parents will pass away. These
people will also be admitted to a nursing home in the end. They need to be taken care
of if they lack the ability to take care of themselves. It is known that a nurse has to look
after several persons simultaneously in a nursing home. As a result, people with ID
will certainly suffer inconveniences in their daily lives. We should not merely teach
students knowledge. We aim to teach them to be polite, handle things properly, and
get along with others. That way, they will be able to protect themselves when living
alone in society. They are protected by their parents now. They will be self-supporting
after their parents pass away.

We know that the disabled are vulnerable and should be looked after in society.
However, few would put that into practice. For example, the disabled are free to take
a bus in Shanghai. In comparison, in cities without such a preferential policy, some
children with ID don’t even know how to spend money. It is impossible for them to
pay for a bus pass. For example, a person with ID may have a 10-yuan note but need
2 yuan to take a bus. It is hard for a normal person to ask for change, let alone the
person with ID. He is not capable of changing the note for ten coins and inserting
two coins to get on a bus. These things are trivial. Nonetheless, the truth behind these
things is worth thinking about. It is impossible for them to develop these capabilities
in the Sunshine Home alone. Nor can a government authority make decisions on a
whim and address all of these issues.

I think the key is that people with ID must learn to take care of themselves. After
all, they live in the society. The narrower their scope of activities, the worse their
living conditions will be. They are born with ID. It makes things worse if they stay
at home and watch TV all day.

L has developed the basic abilities to take care of himself. Living far way, he
knows the way and can take a bus independently to go to the Sunshine Home. It is
clear that people with ID must be trained to master these abilities. I think L needs
to develop more common sense. Issues that can be solved by money are not major
issues.

Q: Has he ever been absent from school?

Teacher: He has hardly been absent except for family affairs.

Q: How long have you worked in the Sunshine Home?

Teacher: For less than 3 or 4 years. I used to be a community disability service
assistant. A teacher here was sick and retired early. I was transferred as a replacement.
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This is how I see it. People with ID should not be over-protected. I think it does
no good for them if they merely sit around and don’t master the ability to take care
of themselves. They should experience setbacks to learn lessons. I do not approve
of over-protecting them. They will be completely useless in society. Many of these
people cannot wash clothes or use home appliances such as the washing machine
and the microwave oven. How will they be able to live independently? In fact, we
might teach things they will never apply in daily life. I may be exaggerating a little
bit.

Q: What policies have been put in place to help people with ID?

Teacher: Well, in Shanghai, unemployed severely disabled people receive a
monthly allowance of 1,150 yuan and an extra subsidy of 330 or 600 yuan accord-
ing to the level of intellectual disability. In addition, their medical expenses can be
fully reimbursed. You can compare it with the statutory minimum wage in Shanghai,
which is 2,190 yuan.10

Q: What is the relation between the Sunshine Home and Special Olympics?

Teacher: Special Olympics accelerated the establishment of the Sunshine Home.
The first International Special Olympics Summer Games were held in the United
States in 1968. Shanghai hosted the 12th Special Olympics World Summer Games
in 2007. It is also the first Special Olympics Games organized by Special Olympics
East Asia. The Sunshine Home admits students in the age range of 16—35. A majority
of young people with ID in the community go to the Sunshine Home, making it a
reservoir of athletes for the Special Olympics Games. The Special Olympics World
Games are held every 2 years. China hosts the National Special Olympics Games
annually. So are the Shanghai Special Olympics Games and the subdistrict Special
Olympics Games. Athletes are selected at the subdistrict level, the district level, and
the city level to participate in the Shanghai Special Olympics Games.

Q: Can you tell us about the operation of this Sunshine Home?

Teacher: Six non-profit organizations such as the Benevolent Society organize
volunteers to hold activities at the Sunshine Home from time to time. The Sunshine
Psychiatric Garden, which was established for the mentally disabled, shares the
same location with the Sunshine Home, which was set up for people with ID, in our
subdistrict.

Interview with Mr. L and His Parents

Interviewees: L and his Parents
Interviewer and writer: Yameng Xia
Interview date: December 17, 2016
Interview place: L’s home

10Shanghai has increased the allowance to unemployed severely disabled people to 1,270 yuan and
its statutory minimum wage to 2,300 yuan per month from April 1, 2017.
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An Qutgoing Man of Many Interests

Q: We have talked a lot. Can I have a chat with L?

L’s mother: Sure. Come here, L.

L: Yes, Mom?

L’s mother: Just answer a few questions.

L: All right.

Q: What were you doing just now?

L: Watching TV.

Q: Which TV programs do you like?

L: Boonie Bears.

Q: Is it the program featuring two bears, Briar and Bramble? My younger sister
also likes it. Do you like watching cartoons?

L: Of course.

Q: Can you list other TV programs you like? What about Animal World and other
programs on the Discovery Channel?

L: I do not watch them.

L’s mother: Well, which TV program do you watch at night? Music program?

L: Listening to music.

L’s mother: You like watching music shows, right? Something about Outstanding?

L: Outstanding Song Collection.

L’s father: It is a program playing Chinese folk songs at half past seven in the
evening on CCTV-15.

L’s mother: Can you introduce the TV program, L?

L: It starts at 5:50 in the evening, not half past seven.

L’s father: It starts at five o’clock on Saturday.

L: Friday to Sunday.

L’s father: It is on at half past 7 from Monday to Thursday.

L’s mother: Who are your favorite singers, L?

Q: Who are your favorite singers?

L: Singers performing in the Chinese Superstar Concert.

L’s mother: Well, can you list some?

L: Andy Lau and Emil Chau.

L’s mother: And? Do you remember the singer you read about in the newspaper
yesterday?

L: Dawei Jiang.

L’s mother: Can you list some of his songs?

L: Where is the Road, the ending theme song to Journey to the West.

L’s mother: And?

L: And what?

L’s mother: What are other songs sung by Jiang?

L: Riding a Horse to Protect the Frontier.

L’s mother: And?

L: Where the Peach Blossoms are in Full Bloom.
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L’s mother: And?

L: Spring in the North.

L’s mother: What else? What’s the most famous one that starts with “Ah”? Do
you remember?

L: Song of Peony.

L’s mother (smiling with satisfaction): That is correct.

Q: Did you read these names for the first time yesterday?

I’s mother: He has listened to these songs frequently. What did Yunfei sing
yesterday?

L: Father’s Prairie and Mother’s River.

L’s mother: Who is the original singer?

L: Jiangyang Zhuoma.

s mother: Who else has sung this song? A singer with Teng in his name. Do you
remember?

L: Liyuan Peng.

L’s mother: No, someone named Teng?

L: Tengri.

L’s father (asking the interviewer): Shall we ask another question?

Q: All right.

L’s father: Which songs have moon in the name?

L: Above the Moon.

s father: That is correct. And? How many can you list?

L: The Full Moon.

L’s father: Yes, and?

L: The Moon Turns Perfect Round on the Day after the Mid-autumn Day.

L’s father: And?

L: Go with the Moon.

L’s father: You have named three. Can you list more?

L: Purple Moon.

L’s father: Anymore?

(L thought hard but failed to name any more.)

L’s father: That is a game the waist drum team frequently play at No. 22,
Guangzhong Road. You have missed The Moon Represents My Heart.

L: Bingbing Li!! sings that one.

L’s father: L likes listening to these songs. He used to be a basketball fan and
watched NBA Games on TV. He could even name all the players in NBA teams in a
season. He may have forgotten them now.

L: I watch the game and remember them.

L’s mother: Can you list any of these basketball players?

L: Tracy McGrady and Ming Yao.

L’s father: That was before Yao’s retirement. Can you list players from the Los
Angeles Lakers?

L: Kobe Bryant.

" Bingbing Li is a Chinese actress.
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L’s father: L used to watch NBA Games. He started watching much less after
Yao’s retirement. Instead, he listens to music. Speaking of cartoons, he watches one
featuring two bears, Briar and Bramble.

L: I watched it several times during the Songjiang Summer Camp.

Q: Pardon?

L: Songjiang Summer Camp.

L’s father: L also watches drama series. Which is the one you have watched most
often?

L: Happiness...

L’s father: Happiness Knocks the Door. Wenli Jiang, a Chinese actress, plays the
heroine.

Q: I have not watched it.

L’s father: You haven’t. Well, L has watched it six or seven times. He will watch
it if it is on. The hero is called Zheng Song.

L: Jun Song. (Correcting his father’s mistake regarding the hero’s name.)

s father: Yes, Jun Song.

Q: Do you still remember the story? What happened?

L: She is gone.

L’s father: Who is gone?

L: The old lady is rescued at the Emergency Center.

L’s father: Which old lady?

L: Zheng Song’s grandma.

L’s father: Yep, Zheng Song is naughty at home. Her grandma falls into a rage
and passes away.

L: No, two men go for her.

L’s father: Right, two rascal high school students seduce her. If the drama is on
TV, L can sit down and watch several episodes one after the other.

L: I am watching Left Hand.

L’s father: Which Left Hand?

L: Left Hand Family, Right Hand Love.

L’s father: It is a new drama series that recently came on the air.

L: Its Lili Liu again.

Q: Who is Lili Liu?

L’s father: An actress playing a part in the drama.

L: She is with Lu Jiang.

L’s father: Liu plays the role of the sister of Wenli Jiang in Happiness Knocks the
Door.

Q: Do you watch the drama because you like the actress?

L’s father: That is correct. He has also watched a drama series telling the story
between a daughter-in-law and a mother-in-law. Who plays the role of the mother-
in-law?

L: Xiulin Xu. Yuan Lu and Tong Lu also play a part in the drama.

L’s father: Yes. The mother-in-law has three sons. The eldest son and the second
son are called Daqgiang and Erqiang respectively.

L: Well, Guogiang Tang, an actor, plays a part in it.
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L’s father: Yes. L can understand the story but cannot tell it clearly.

L: I watch other TV programs.

L’s mother: Which one do you watch now?

L: Boonie Bears.

L’s father: L also likes to watch Snooker games and billiards matches.

Q: Can he play billiards?

L’s father: No, but he knows the rules.

(L talked about his understanding of billiards rules in Shanghai dialect.)

L’s father: The player pockets a red to get six points and a black for seven points.
And?

(L failed to say anything else about it.)

Q: You and your parents went on a trip to Ningbo last time. Do you remember?

L: I have been to Ningbo.

L’s father: We also went to Changxing.

L: And Xianshanhu Wetland Park. I took a photo there.

L’s mother: My husband will go get it.

Q: Did you enjoy yourself in Ningbo?

L: We ordered too much food.

(L kept saying these words while his father fetched the photo.)

L’s father: These families were in the Special Olympics Oral History program.

Q: I have met this person.

L’s father: This one. This boy also joined us on that day. These three (pointing at
the photo) were observed at the Sunshine Home on Wednesday and you went there
on Thursday. This boy is from the nearby subdistrict. Six families in our subdistrict
and four from other subdistricts have participated in the program of the Special
Olympics Oral History. Ms. Zhou organized kids participating in the program for a
3-day vacation in Changxing County, Zhejiang Province. I took L and went there.
This is the father in another family participating in the program.

L: I was happy.

L’s mother: He enjoyed himself. He will go on another trip soon.

L: I will travel again in the middle of this month.

L’s mother: They have birthday parties. A girl from the trip celebrated her birthday
and invited the other three students. We went there together.

Q: Do you remember your school time?

L’s mother: Which elementary school did you attend?

L: Dalian Community Elementary School.

L’s father: What about junior high school?

L: Junior High School Affiliated Hongkou Educational Institute. I still remember
a classmate.

Q: Was he your classmate at elementary school or junior high school?

L: We were not classmates in Dalian Community Elementary School.

L’s father: What is his name?

L: Liu.

Q: Why do you remember him?

L: Eh?
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Q: What did he do to impress you?

L: He ran into me.

L’s father: L ran into him once on the way.

L’s mother: Do you remember any of your classmates in the junior high school?

L: Well, He.

L’s mother: That is his teacher.

L: Yes, Mr. He.

s father: What was your class director’s name?

L: Mr. He.

L’s father: Your class director.

L: Mr. Xu. I ran into him on Shuidian Road.

L’s father: L also ran into his PE teacher on Guangzhong Road.

Q: Did you like going to school?

L: Sunshine Home.

Q: Do you like to go to the Sunshine Home?

L’s mother (repeated the interviewer’s question): Do you like to go to Junior High
School Affiliated Hongkou Educational Institute?

L: My name will be on the screen next week (kept talking about things that
happened in the Sunshine Home and not answering the question).

L’s mother: What screen?

L: An activity is held at the Sunshine Home next Friday. My name will be on the
screen when Mr. Hong plays it.

L’s mother: What screen?

L: The activity organized by the Benevolent Society.

(No one understood L’s words.)

L’s father: He might be talking about an activity which was recorded yesterday.
The video would be played next week.

L: I was there.

L’s mother: You and other students at the Sunshine Home.

L’s father: He tells us about these things. We don’t know whether it is true. Let it
be.

L: You can ask my parents. I was on Thirty Minutes in Hongkou, a program on
Dragon TV.

L’s mother: You were on camera.

L: I was on camera. Thirty Minutes in Hongkou. Bowling.

L’s father: Sure. This year, Special Olympics organized some activities, attracting
the world’s focus on disabled people. These people have been on camera in some
TV programs. The person in charge is called Zhen Ni. You have met him at No. 22,
Guangzhong Road.

L: We will start off on Saturday. Zhen, as in Dizhen [meaning “earthquake”].

L’s father: Mr. Ni may be 82 or 83 this year. He has indeed devoted himself to
this career.

L: He took me to dinner once.

L’s father: He is active and a role model in the system.
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L’s mother: He is old. We might have had a brush with him on that day.
Nonetheless, he is nice and has committed himself to his career.

L: He takes us to participate in activities and invites us to dinner after these
activities.

L’s mother: The waist drum team may have dinner in a restaurant on occasions
such as the spring festival.

L’s father: Back then, we spent all our savings on L.

L: Several teachers took Zou to go shopping at E-mart'? in 2017.

L’s mother: L said that teachers would go shopping for an activity held at the
Sunshine Home. Some students will help push the shopping cart.

L’s father: For example, refreshments would be prepared for a party. As a result,
teachers may take a student to give a hand. L used to be such a student. He no longer
does that now. Can you tell me why?

L: It is far way.

L’s father: Exactly. We live far away from the Sunshine Home. It is inconvenient.

L: I was replaced.

L’s father: A student living near the teachers in charge has replaced L.

L: Mr. Kong and Ms. Lin.

L’s father: You cannot understand L if you don’t spend a lot of time with him.

L: I don’t go. They do. They are strong and ask me to help carry stuff.

L’s father: Strong students have to give a hand and help unload stuff. L is tall. Ms.
Zhou often asks L for help if an activity is to be held at the Sunshine Home.

(L talked about an experience of carrying stuff.)

L’s mother: They prepared the scene.

L: We pasted “0” and “2”.

L’s father: Mr. Lei, the parent of a student there, asked L to do that.

Q: Did you like your junior high school?

L (irrelevant answer): I prefer playing with another classmate.

(L’s father repeated the question.)

L: I knew the teacher. I like him.

L’s mother: L joined the class in the middle of the course. He had nothing in
common with his classmates. As a result, he didn’t have a friend in the class. I was
also aware of that. He is my son. Consequently, he was not bullied. However, he was
not close to others. The teacher teaching PE would involve him in class activities.
Therefore, he got along well with the teacher. He could not follow other teachers.
That is why he does not talk about other teachers. That is our understanding.

L: A teacher got angry at the playground. A student called Zhang hit a girl on the
head with a basketball. I was scared to death.

L’s mother: L said that a student accidentally hit a girl on the head with a basketball.
He only mentioned the teacher teaching PE because they were close. Of course, the
teacher told the boy off.

L: The teacher did not criticize a girl student.

s mother: L meant that the teacher would let it go if a boy was hit by a basketball.

12E-mart: a supermarket.
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Q: L explained the accident clearly.

L’s mother: Sometimes others don’t understand him. We do because we live
together.

Q: Are you happy at the Sunshine Home? Do you have any friends there?

(L pointed at the group photo taken at Changxing and was proud.)

L: Look, we have been there.

L’s mother: She asked you whether you have any friends at the Sunshine Home.

L: Of course.

L’s mother: Who?

L: Zhou and Han.

L’s father: Anymore?

L: Sun. They were there.

L’s mother: You need to string together a sentence. You can express it this way.
Regarding my companions that went to Changxing together, these are my friends.
What’s more, these are also my friends.

Q: Do you like joining the waist drum team?

L: I go there.

Q: Do you like playing the waist drum?

L: Ican.

L’s mother: Did you like playing it at first?

L: No, but I like playing it now.

L’s mother: I accompanied you to join the team at first.

Q: Why didn’t you like it at the beginning?

L: There were so many people.

L’s mother: L said that he could not play it at first. Later on, he learned to play it
and became interested in it. From then on, he has been willing to participate in the
activity.

L: It is crowded. More people will join us tomorrow. We will also make cookies
tomorrow.

L’s mother: They are organized to learn to make cookies. Will you play the waist
drum tomorrow?

L: Yes, we will. We will do cookies after playing the waist drum.

L’s mother: Make cookies.

L: Make cookies.

Q: Do you play the waist drum first and then make cookies?

L’s mother: Who will teach you?

L: Those volunteers.

Q: Do you like going to the Sunshine Home?

L: I go there. Take 528.

L’s mother: You were asked whether you liked going to the Sunshine Home. You
should give a positive answer. Which bus do you take?

L: 528.

L’s mother: Or?

L: 751, 134.

L’s mother: You should add “or” in between. Don’t speak nonsense.
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Q: I have noticed that a variety of courses are provided at the Sunshine Home.
Which one is your favorite?

L: The Benevolent Society organizes activities.

Q: You like activities held by the Benevolent Society the best, don’t you?

L: It was yesterday. I did not eat up the snacks and candies. I brought them home.

Q: Do you like handwork and making gifts for others?

L (irrelevant answer): I have not eaten them up yet.

L’s mother: Students are usually supervised by teachers. Volunteers from the
Benevolent Society and other organizations come from time to time and organize
novel activities.

L (pointed at his handcraft): Look, I made this at the activity organized by the
Benevolent Society too. There are more.

L’s father (pointed at L’s handmade photo frame): L participated in some activities
yesterday and brought back some snacks. These are also L’s work. He pasted them
one by one.

Q: L likes playing with volunteers, right?

L’s mother: These children with ID like getting together. It has already become a
routine. If it is a student’s birthday, the student’s parents will bring refreshments to
all the students at the Sunshine Home. Students like sending and receiving gifts. If it
is a hot summer day, fathers will send cold drinks and watermelons to the Sunshine
Home. Mothers cannot carry watermelons. They are too heavy. These students will
share happily. They also go on trips together. All of these efforts are made to make
sure that they enjoy themselves.

Q: Do you prefer going to the Sunshine Home or staying at home?

L: I like playing with people. Yesterday, we played Dafangkuai.'

L’s father: Do you remember your game yesterday?

(L thought for about 10 s.)

L: I did this. The traffic lights, red and green.

L’s mother: L might mean that it is go if the traffic light is green.

L: I gestured to go (confused narration and failed to state clearly yesterday’s
activity).

L’s father: He cannot make himself understood clearly. He might try to tell you
about yesterday’s activity, in which another kid played the role of a thief. Did you
go bowling?

L: The red was against the white. Ms. Zhou was there.

L’s mother: Which ball games can you play?

L: I took second place when playing badminton and table tennis. I didn’t get it.
Four of us ranked second when playing table tennis.

L’s mother: Who won?

L: Shen from Jiaxing Subdistrict.

L’s mother: I never knew a Shen from Jiaxing Subdistrict. Is he also a student at
the Sunshine Home? No, he entered the activity via another channel.

L: There was no first place. Everyone was ranked second.

BDafangkuai is a word game.
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L’s mother: Rankings are significant for students when participating in activities
such as sports activities at the Sunshine Home. L and other players ranked second.

L: Once, I returned home at a quarter past 11 at night after an activity.

L’s mother: The activity ended at a quarter past 11. You ate steamed stuffed buns
in a restaurant and returned home at 12 o’clock.

L: I did not mean that one. It was 2 weeks before that week. I returned home late
one night. 597 and 875 [stopped].

L’s mother: Well, that was during the Shanghai World Expo.

L’s father: Not that one. L meant the opening ceremony of the 2007 Special
Olympics World Summer Games. He returned home late that evening.

L: 597 and 875 stopped.

L’s father: L returned home after 12.

L: A quarter past 11.

Q: How did you return home if the bus stopped?

L: I took 97 to the terminal station and transferred to 47.

L’s father: I didn’t go with him. It was too late. The bus stopped. Ms. Zhou saw to
it that these four kids returned home by taxi. I couldn’t sleep and waited up at home.
I called Ms. Zhou on the telephone and was informed that these four kids took a taxi
to return home.

Q: When did that happen?

L’s father: I forget. It was during the Shanghai Special Olympics World Summer
Games.

L’s mother: Their events were on TV. Either of us would stay awake and wait for
L if he didn’t return home.

L: I waited for a long time but both bus routes stopped. It was too late.

L’s father: Which bus stopped? Can you express yourself clearly?

L: Both of them stopped after half past 11.

L’s father: L could take bus routes 597 and 875 to return to our original housing.
They stopped early at night. If so, L would take bus route 97 and transfer to route
47. Ms. Zhou told them to take a taxi directly. We taught him to take a bus while the
teacher teaches them to take a taxi.

L: Well, we were separated and returned home individually.

s mother: Who were separated? After arriving at the destination?

L: No, the four of us were separated. One took 597 and another took 875.

Q: Let’s conclude here today. Thank you.

(L stood up and bid farewell to the interviewer when the interviewer ended the
interview and left.)

Observation of Mr. L in the Drum Team

Observation time: 09:00-11:00, November 19, 2016
Observation place: Hongkou District Disabled Persons’ Federation, Shanghai
Observer and writer: Yameng Xia
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The waist drum team consists of 16 members who are from eight subdistricts.
They are divided into two groups. Most members have mild intellectual disability.
They cooperate with those having moderate intellectual disability. Instructors include
Ms. Zhou, the teacher teaching musical instrument, and Ms. Lin, a student’s mother.

Time | Team activities L’s activities
09:00 | The waist drum team started to play L took out the waist drum and drumsticks
brought from home to get prepared. The
teacher instructed them to form a line
according to height. L stood at the back
because he was the tallest in the team. The
team started to play. The teacher praised L
09:10 | The team took a break It was boisterous in the training room. L
chatted with his friends. He took the
initiative to come over and told the
observer that he had played at Mr. Feng’s
the day before. Mr. Feng is a teacher at
the Sunshine Home. He then looked for
his father instantly
09:20 | Dancing L danced with ease to the song sung by
Phoenix Legend, a Chinese popular music
duo
09:27 | Boxing with the music After a song ended, L started to dance to
another song. He moved like a boxer and
shouted out “ha” with the rhythm
09:31 | The team took a break L continued chatting with students he
knew
09:42 | Preparing to play the flat drum L offered to carry the flat drum from the
office to the training room
09:51 | Students worked in pairs to play the flat
drum
09:54 | The teacher called for a pause to correct
them
09:56 | The team continued playing the flat drum
09:59 | The teacher rearranged participants. L was asked to stand by and watch
10:06 | Other students played the flat drum to the | L stood by and watched
song of Without the Communist Party,
There Would Be No New China
10:08 | The team took a break
10:09 | The team continued playing L joined them and played the flat drum to
the song of Without the Communist Party,
There Would Be No New China
10:12 L played the flat drum to the same song

again

(continued)
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Time | Team activities L’s activities
10:17 | The team took a break A student told L’s father that L had asked
another student to hit the student in the
head and had not watched his language
and cussed the student’s mother to die. L’s
father explained that L didn’t mean it
10:34 | Practicing L stood by due to the limited number of
flat drums
11:01 | The activity was over. The teacher L packed his belongings and prepared to
remarked on their performance. The team | go home by himself
was dismissed

Observation of Mr. L at the Sunshine Home

Observation time: 09:00-16:00, December 8, 2016
Observation place: A Subdistrict Sunshine Home in Shanghai
Observer and writer: Yameng Xia

Time Activities L’s performance
09:04 | Doing radio calisthenics L moved his limbs
coordinately and
performed well
09:10-09:50 09:10 | Students carried chairs and | L cooperated, looked up,
Psychosocial formed a circle while closed his eyes and
Rehabilitation Training preparing for the course relaxed. He opened his
Course The teacher asked students | eyes from time to time and
Staff from the Community to close their eyes, relax mumbled. The teacher
Health Service Center and follow the teacher’s asked them to imagine
gives a lesson every instruction to imagine butterflies flying about
Thursday to treat students amid flowers. Hearing
via psychotherapy that, L smiled, did not
cooperate anymore and
fidgeted. He opened his
eyes, turned down his lips,
scratched his face, and
watched the teacher
moving around
He continued to cooperate.
The teacher corrected his
posture
09:16 | The class stood up in a L talked cheerfully with
circle to stretch their limbs | the student beside him

(continued)
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Time

Activities

L’s performance

09:25

The teacher asked the
class to bend down and
touch the ground

L cooperated and bent
down to touch the ground.
He could hold the pose for
a long time. L stood up
when the teacher corrected
others

09:30

The teacher asked the
class to swing arms

L was chatting and
laughing with the student
beside him while swinging
his arms. The teacher
corrected L alone and
remarked that he stood
way forward

09:35

The teacher asked the class
to wag from side to side

L was chatting joyfully
with the student beside
him while following
instructions

L understood clearly to
wag from right to left or
left to right and helped
students that got confused.
He shouted left and right
during wagging and
performed properly

The teacher asked students
next to L to follow L and
wag

09:40

The teacher asked the
class to kick out
feet alternatively

L shouted “left foot” and
“right foot,” and did
exactly as he was
instructed

09:43

L made a mistake in
wagging from side to side
and was corrected timely.
L kicked out right and left
feet correctly

09:46

The teacher asked the
class to hold hands and
form a circle and rush
towards the center on
hearing the teacher’s order

L cooperated with the
teacher, held hands with
students on both sides,
shouted words such as
catching fish, ocean, and
catching starfish and
rushed towards the center
and scattered

L focused on the game and
was happy

(continued)
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Time

Activities

L’s performance

09:50

L was criticized by name
because he kept chatting
with the student beside
him

09:57-10:39
Extracurricular activities

09:57

The class started to draw
on masks

L sat by the window and
took the initiative to move
forward and fetch
pigments

10:03

L played table tennis with
a teacher

L won in most cases. He is
good at table tennis

10:06

L returned to the
classroom to fetch abrush.
He left the classroom and
chatted with his
classmates. L played darts
for three series, which
included five darts each.
He didn’t miss the target
and two of his darts hit the
bull’s-eye

10:10

L’s father asked L to play
the 24 Game

L thought fast and gave the
answer within 4 s.
However, it took longer for
L to solve word problems.
L could not calculate
quickly how much change
he should get

10:39

Lunch

12:40-14:00

Lunch break

L went to the lounge
upstairs. There were sling
chairs. L’s chair had the
comforter his mother
prepared for him

14:00

The teacher explained
rules to go bowling and set
an example

L responded actively and
clapped after the teacher
set a successful example

14:07

Six students were asked to
go bowling

L was player No. 3 in the
boy’s team. He raised his
hands to show that player
No. 3 was to throw the
bowling ball. He
understood the rules well

14:11

Obeying the captain’s
order, L tried to hit the
head pin but missed

(continued)
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Time Activities L’s performance
14:28 L knocked down pins in
the third row
14:31 The game was over. A new | L saluted to the other team
game started. The two
teams saluted to each other
14:35 L sat at a corner, watching
the game and chatting with
his classmates. His friend
was in the game. L
applauded for his friend
14:45 A set ended L stood up to help set
bowling balls and returned
to the corner to continue
chatting with his
classmates
15:01 A set ended L stood up again to help
set bowling balls
15:04 The teacher gathered the L was the tallest and stood
students and the activity at the back
was over

Translated by Weizhen Yang
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Out-of-School Child Entering Sports )
Field Check for

updates

Di Zhang

Interview with Dan Cao’s Mother

Dan Cao, male, born on January 1, 1983. The only child in his family. Grade IV
intellectual disability. Admitted into the Sunshine Home in Shanghai’s Hongkou
District, 2005.

Interviewee: Ms. Zengdi Wang (Dan Cao’s mother)

Interviewer and writer: Di Zhang

Interview dates: November 4 and December 23, 2016

Interview place: Cao’s home

Weak and Sick Ever Since Childhood

Cao’s mother: With a head of long and curly hair, my son was born a pretty baby,
very good looking by Shanghainese standards. The doctor scored him 10 and there
was no trace of Down syndrome... at all. Yeah, he was indeed the apple of everyone’s
eye in the family.

By the time he was 2 years old, I found that he wasn’t able to control his bladder.
While he was telling me “Mom, I want to pee,” he’d already peed. We visited almost
every hospital in Shanghai about it, only to be told everything was okay because
doctors saw nothing wrong with it.

This lasted until he went to kindergarten (sobbing). He still wasn’t able to control
his bladder. While he was telling the teacher “I want to pee,” his pants were already
wet. The teachers demanded to see me every day and they would rebuke me,” What’s
wrong? He’s no longer a baby, but he always leaks as soon as he wants to. He is
rotting our floor... No way! We cannot accept him if he continues like this!” I had
no choice but to take him home.

This problem persisted until he went to school, starting at the age of seven. As
soon as he shouted, “I want to pee,” he’d peed. He was beaten numerous times for
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this. Sometimes I thought he was just too occupied with playing, so he forgot to go
to the toilet. However, later I found out that he really had trouble with it.

Why do I say so? Well, he had a lot of urine even while sleeping at night. We
took him to the doctors and were told not to let him drink water after ten at night. I
questioned, “How can we not allow such a little kid to drink water?”” According to
the doctors, there should be no water for him after ten at night, even in summer. Well,
this was impossible for us to follow as parents. While sleeping at night, he would
become restless if he needed to pee. The doctors’ opinions were that we let him pee
too frequently, so he had very short intervals between urination. They advised us not
to interfere with his time to pee. I tried but then he just peed involuntarily. If you told
him, “Son, get up and pee,” he would empty his tank immediately. If you let things
take their natural course, however, he always ended up wetting the bed. After all, he
was so young and therefore a heavy sleeper!

We have visited all of the hospitals in Shanghai, big and small, countless times
about this. Both my husband and I have spent as much as we can earn. They say
dried lychees are effective for this problem, so we made him eat probably dozens of
pounds of dried lychees each year, even up until today. I have tried everything that is
said to be effective, be it food, nutritional supplements, popular folk prescriptions,
and even acupuncture, but all in vain. My son has indeed had enough of them.

Later, we turned to my husband’s cousin, a medical graduate, for help. “T am sorry
I don’t know how to treat this,” she said. “However, I do know a director at Shanghai
Children’s Hospital. He generally would only see a limited number of patients, but
I can call him to see, if that would help?” So, she managed to make an appointment
for us with that doctor. My husband and I took our son to him. Oh, the doctor was
already very old. It was really not easy for him to continue seeing patients of special
needs. After diagnosis, the doctor said, “Take it easy. I will prescribe to you some
TCM for a period of 3 months. I assure you he will be fine after taking the medicine.”

Well, that was 20 years ago, and it cost us over 8 yuan per week for the prescribed
TCM. It was really very expensive for us. You see, my husband and I literally spent
all the money we had on him. Sometimes, we didn’t even have any money left for
meals, and I had to ask my parents to help me out (giggles). I would tell them that we
were starving for the sake of this kid. My parents were really helpful. They would
say, “Then send the boy to us instead of hiring babysitters. Let us take care of him.”
I was reluctant to do so due to concerns of their age and health. How could I ask for
more when they already supported me financially? Anyway, when I visited them, I
always received money from them, sometimes 50 yuan, and sometimes 100 yuan,
which was almost a fortune in those days.

So, we fed him on TCM for 3 months, but it had no effect at all. Then we asked the
aunt