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Why we want to tell Stefan's story
When Stefan started going to school, I wanted to write about his behavior
in detail to make it easier for his school teacher to work with him. One of the reasons I never completed this task was because one of the school teachers, Zejna,
thought it was unneeded. She established a connection with Stefan and understood him in such a way that made additional explanations unnecessary. When, in
later grades, Stefan encountered subject-based classes taught by multiple teachers, I returned to my previous goal of documenting his behavior patterns. I reasoned that in my short meetings with individual teachers I would not be able to
describe everything I felt they needed to know about him. I finished a manuscript
for Stefan's teachers in 2008. It also served as the basis for this publication. I later
wrote an article about his education for Education for All Newsletter1, which was
published by the Initiative for Inclusion, “VelikiMali” and Mental Disability Rights
Initiative organizations in Serbia. The final draft of this text emerged from merging the text I wrote for Stefan's teachers with the newsletter article. My biggest
inspiration came from reading Patricia Howlin's book about “high functioning”
adults with autism2.
Until this point, our family didn't have systemic community support. We
didn't apply for social protection programs since a necessary condition for this is
a developmental disability categorization. I was afraid that if we did apply for social protection programs, my son would be deprived of a chance to get a regular
education.
On the other hand, we always had support from individuals who helped us
when we needed to overcome various obstacles and I would like to use this opportunity to thank everyone who helped us along the way.
I would also like to stress that since we began facing the challenges that
came with Stefan's condition, many things have changed for the better. There is
now a legal framework in place that provides more opportunities for the inclusion
of children with developmental disabilities into societal structure. Several laws
were passed addressing the basic system of education and preschool education.
Laws addressing social protection are currently in the process of being passed,
and some important provisions have already been approved3.
While these new laws have yet to take effect, I hope that in the meantime
our experience can be useful to other parents of children with autism, as well as
to teachers of children with autism.
1 VelikiMali (2010). Bulletin: subject of the edition: education, 39-40.
2 Howlin, Patricia (1997). Autism: Preparing for adulthood. London and New York: Rout Ledge.
3 More information about this is in Appendix.
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The early years
Our son Stefan is 14-years-old and just finished sixth-grade. He was three when
he was diagnosed with autism at the Institute for Psychophysiological Disorders
and Speech Pathology. At that time, he didn't speak and didn't respond when his
name was called. He was not interested in communicating with other children and
he played in very specific ways, such as arranging toy boxes or toy cars into rows for
hours. He addressed us only when he needed something and did so by pulling our
hands and using them to point at what he wanted. He would get very disturbed if
he heard someone crying and this would cause him to throw himself on the floor,
hit his head against the wall, and cry for a long time. He insisted that everything
always be done in the same order and in the same way. Also, he liked watching
television very much, especially commercials and music shows. He also liked newspapers. Even then we were certain – and later proved correct – that somehow he
taught himself how to read.
I often remember the time when a neuro-psychiatrist at the Institute for Psychophysiological Disorders and Speech Pathology told us that based on talking to
us and observing our child, the most likely diagnosis was autism. We received a
booklet with basic information about autism and we were introduced to a counselor
at that same institution. My husband's first reaction was a show of relief that our
child was diagnosed early enough for us to get him help before he started school.
But, the response we got was not very encouraging. The doctor said that a long
and difficult struggle was ahead of us and that the conversation about our child's
schooling would have to wait for a later time because education for children with
autism was not considered or discussed much at the time. Since we knew almost
nothing about autism, the first step was to read the sparse amount of literature that
was available in Serbian at the time. Our friends supplied us with Internet articles as
we did not have access to the Web.
It was clear that a great deal of effort and energy was needed for Stefan to
learn things that came spontaneously and naturally to other children. Nevertheless,
he started to show progress. However, I still felt anxious whenever I thought about
that first doctor when Stefan was diagnosed. I believed that education was very
important for all children – including those with autism.
When we started regular therapy at the Institute for Psychophysiological Disorders and Speech Pathology, our family underwent a re-education with the support of Stefan's psychologist, Natasa. We were learning how to behave toward Stefan, how to establish boundaries, and what we needed to do in order to encourage
his development.
Naturally, we wanted to see results soon, so on our own initiative, even though
he still did not speak, we started visiting Ivana, a speech therapist at the institute.
At the time, there was a group of specialists at the institute who focused on communication problems in children. This led us to join group therapy that involved
age-specific activities with other patients' families. All the activities that children
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participated in would be analyzed and discussed in meetings with parents once a
month. This is how this institution and its professionals became an important part
of our support system. We could always turn to them for help with any questions
we had. This group work convinced us that peer-related activities were important
even for children who did not show interest in playing with their peers. However,
such activities have to be carefully designed. Group therapy was not only advantageous because it helped Stefan learn, it also gave us an opportunity to learn about
our own child and his abilities through observing his reactions and the reactions of
other children in the group.
Additionally, we were being advised by experts, who demonstrated their intended goals through their interactions with our son. Parents' consultations were
very important as well. The topics for these consultations were carefully thought
through and they gave us important information about topics such as general child
development and autistic disorders. Sometimes we used these evenings to analyze
our children's behavior in previous group therapy sessions. During these evenings,
we got to know other parents and this made us feel less lonely in this difficult journey. We became each other's support systems. This meant a lot to us during the
tough times when we struggled to cope with our child’s difficulties.

Stefan's journey through the education system
When our daughter Marija was three and Stefan was five, I finally quit my job
after a long unpaid leave, since we couldn’t find a preschool that would enroll both
of our children. That was our first major obstacle.
In the end, I believe that we were lucky. Despite several unsuccessful attempts,
we soon enrolled Stefan in a newly formed developmental program and our daughter into a regular program at the same preschool, “Our Fairytale” in the neighborhood
of Zvezdara. This preschool was a small institution and it had one section for each age
group as well as a developmental section where Stefan was enrolled. Work flow was
flexible and all children participated in most activities. Shortly after enrolling, Stefan
started spending short intervals of time with the regular group. The preschool teachers Branka and Ljilja helped Stefan a great deal, though he also took the initiative to
meet all his teachers and “visit” them after spending some time with his group.
After some time, we realized that he had outgrown the developmental group,
so we thought we’d try enrolling him in the regular group for children of his age. But
our attempt was unsuccessful – the administration told us it was impossible, given
the already large number of children in each group. However, with the dedication
of the preschool employees – especially his teachers Violeta and Ljilja – Stefan participated in most of the regular group's activities. It turned out he was excelling in
the basics of writing and counting.
As they worked and learned, all the kids sat at a table, where they used their
notebooks to color, draw, or write. We feared that sitting at a school bench like this
would be a problem for Stefan, but we were proven wrong. For the most part, he
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followed the example of other children and sat at the school bench to work on his
tasks. I think he was open to it because it was clear what was expected of him. He
understood the scope of tasks (fill a page or two in his notebook with drawings or
letters), as well as what followed if he completed these tasks – free play time. Interestingly, free play time was somewhat problematic for him – I remember one time
his preschool teacher, Violeta told him he could “drive” the toy cars into a garage, in
an effort to get him interested in playing. Rather than move car toys with his hands
on the highway paper that was set on the carpet, he collected cars from the entire
room, placed them into a garage, and announced that he was ready to return to the
developmental group taught by the teachers Brankica and Ljilja.
Some of the other tasks were difficult or uninteresting to him as well. For example, kids were expected to draw a lot in this class, and Stefan would never readily
draw. He was always more interested in letters and words. This can be illustrated
with one particular exercise at the preschool: On the top of a page, there was a
number (let’s say 5, for example). Underneath the number, there was an object
(such as a house). The students would then be required to draw five houses on the
page. Instead of drawing, Stefan wrote the word house five times.
When considering the process of enrolling him into an elementary school, we
felt that with enough support he could find his way around a mainstream school.
We assumed that it would not be a good idea to enroll him at the school that was
closest to us in Kaludjerica because this particular school had 2,000 students in
three shifts, and we felt that it would make it hard for Stefan to manage being part
of such a large group of children. We also wanted to find a teacher that would be
ready to accept into her class a child who had communication problems.
In the meantime, we heard that the school “Ivan Goran Kovacic” started a program for inclusive education. Unannounced, I went to visit the school at the beginning of 2004 in order to schedule an appointment with the school psychologist. As
the psychologist was in her office, we had a chance to meet and talk right away. I
have to admit that I was expecting at least some resistance but there was none –
the next day Stefan was enrolled at “Ivan Goran Kovacic”. At the end of June, the
psychologist arranged for us to meet with Stefan's future teacher and we toured
the school together. During the first day of school, the teacher Zejna asked me to
sit outside of the classroom during classes in case something unpredictable happened. However, there were no problems and during the very first recess we agreed
that my presence outside of the classroom while classes were in session was no
longer necessary.
Stefan was an exemplary student. He drew pictures and practiced writing letters in his notebook. He also volunteered to recite poems and tell stories. He was very
strong in math and solved problems quickly. Other children were impressed with
how quickly he could read. His teacher often said that during classes it was impossible to tell a difference in behavior between Stefan and other children. But throughout the whole first semester, Stefan needed support during recess. He would often
forget about the carefully packed lunch and snacks in his backpack. When he would
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see an older student reading a book in preparation for an exam, Stefan would try
to take the book from the student because he wanted to read the title or publisher
information. At the time, he was very curious about product information and enjoyed reading things like juice cartons. This led him to chase other kids during recess
so he could take their bags of chips or juice boxes. That first semester, my husband
and I were taking shifts at the school so we could keep an eye on Stefan's behavior
and make sure he packed all of his belongings at the end of the day before heading home. He was having hard time when it came to losing his school supplies. The
first major incident occurred when one of his green pencils got mixed in with other
children's pencils. He became very upset when he couldn’t find it, refusing to use any
pencils that didn’t belong to him. Even after his schoolteacher got him a whole new
set of colored pencils, he continued to cry and couldn’t calm down. As a result, we
started marking his school supplies with stickers and Stefan started carrying an extra
set of colored pencils. But he did learn from this experience what it means to lend
or be lent a pencil, for example. Eventually, he became very eager to lend a book, a
pencil, or a piece of paper to students who forgot to bring their own.
Until the end of the fourth grade, he didn’t experience any major obstacles in
learning from and understanding school materials. At home, we worked with him a
great deal – I helped with some courses, while my husband helped with others. Our
goal was to make everything he was learning interesting and easy to understand.
His teacher made sure he was learning other skills at school outside of the course
requirements. For example, she would send him to a principal or to another teacher
to deliver a message. Other times, she would send him to get more chalk from the
administration office. It was common for Stefan to be tasked with buying necessary
supplies at the school's bookstore. He would also often be in charge of bringing exams to the school secretary to make photocopies. All of this was very important because he got to meet everyone at the school and develop his communication skills.
Still, the beginning of the fifth grade was difficult, as was adapting to a new routine. In previous grades, he was used to having a single teacher for all subjects. This
teacher knew him well and understood how to work with him, making it possible
for him to overcome the academic challenges. In the fifth grade there were different
teachers for each subject and he had to change classrooms often. This change from
the first four grades to the last four grades of elementary school is hard for all children.
But for Stefan, it was particularly difficult. Each classroom had a different arrangement
of furniture and he had difficulty figuring out where to leave his backpack during recess (on a few occasions, I found him carrying his backpack with him during recess).
He claimed that a few of his teachers were very strict. There was more course work
and the grading system was rigorous. Despite our efforts to study with him every day
and help him complete all his homework, his results at the beginning of that year
were worse than what he expected and what he was used to by that point.
I imagine that both Stefan and his communication style were unusual to the
fifth grade teachers and other students who had never had a chance to interact with
a person with autism before. My goal in documenting Stefan's behavior and how he
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learns and understands school material was to make the teachers' work with him less
challenging. I also talked to the school psychologist, the school counselor, and the
teacher that interacted with Stefan the most. Some teachers showed more understanding and readiness to help than others. At any rate, changes were slow.
At home we continued trying to make the school material easily understandable and interesting. With much of his own effort and our support he completed
the fifth grade with good grades (the equivalent of his GPA would fall somewhere
around 3.0). This exhausted him, however, and he no longer enjoyed going to
school. We talked to the school principal and offered to bring an expert to consult
the school staff. We wrote an official request to the school asking for the development of individualized education programs. In the sixth grade there was a large
meeting with all of his teachers and things started slowly changing. He would get
more help from teachers in preparing for exams. They talked to him about what
would be covered on an exam and what materials he needed to pay special attention to. At home we started formulating questions in a way that would help him
get used to exams. This yielded immediate results – his work was rewarded with an
opportunity to showcase his effort and knowledge.
His education placed a lot of demands on our family. We often said how we
didn't live our lives during that time. Instead, we lived Stefan's school life. But given
the educational climate of the time, our efforts were necessary for him to get a formal education. We had to help with more than just homework and studying – after all, unlike other students, he couldn’t always navigate through all the complex
aspects of the school experience as a whole. He didn’t know how to explain to his
teachers that he needed more time for an assignment, as he wasn’t eloquent and
struggled to draw conclusions on his own.
Still, Stefan showed improvement in communicating and navigating social
situations because he learned from his school friends. As he grows up, he is becoming more aware of how his behavior is different from the way other children behave
– and he is asking for advice on how to rectify this. We think it would be helpful
to provide support to his friends by giving them the opportunity to ask questions
and voice both what they find bothersome and admirable about Stefan. This would
contribute greatly to helping Stefan build relationships with other school children.
Perhaps this would be easier if Stefan were attending a school closer to home and
his school friends lived in our neighborhood, making it easier to organize play or
study sessions with them.
Attending a regular school gave Stefan the much-needed opportunity to
develop and grow among a group of peers. I believe that the difficulties he faced
would have been far more pronounced if he didn’t have such an authentic peer
environment.
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Learning to communicate
Stefan said his first word when he was four years old. Until then, it was rare
that he asked us for anything and we would try to guess what he wanted or needed.
Newspapers, especially “Politika” – which I purchased every day – were an important part of his life. Before he spoke his first words, we often wondered if he was
simply mimicking my behavior of reading a newspaper or if he was actually able to
understand the words. We were skeptical of his ability to understand what he was
looking at since “Politika” didn’t have any colored words or images, and we assumed
anything with color would be interesting to a two- or three-year-old child. On days
when we weren’t able to purchase the newspaper, for one reason or another, he
would get very upset. On these occasions, we tried to trick him and offer him an
old paper from one of the previous days. But he wouldn’t take the usual amount of
interest in these old papers. His facial expression seemed to say, “I already read this.”
Hence we concluded that something about the letters and organization of text told
him that he saw this particular example before. We didn't dare voice what we were
thinking – that he was actually able to read newspapers!
He took a special interest, and maintains the same interest to this day, in a supplement that came with “Politika” called “Radio TV Review.” In particular, he would
spend hours looking at the last page of the supplement, carefully inspecting the
current and past logos of “Politika.” Often he would want us to read what was on the
specific parts of these logos, pointing at them with his fingers. If we made a mistake
– as we did sometimes on purpose to see if he could catch the error – he would get
upset. Similarly, he enjoyed looking at logos of TV stations that were printed on the
page headers of the TV guides.
Finally, after all his reading, his first spoken words emerged. They weren’t the
usual words like “mom,” “dad,” or “give” – and other words that, incidentally, our
younger daughter started speaking at that time. Rather, Stefan's first words reflected his interests: “Politika,” “Pink,” and “City.” (“Pink” is a TV station and “City” was one
of his favorite TV shows at the time). It’s possible that his very first word was “poj
bet”. We strongly felt it was a word and not just a child's attempt to say a word. A few
years ago, thinking that he would not remember it, I asked Stefan about the meaning of “poj bet.” With an excitement on his face he explained that it meant “Politika.”
It turns out that at the time, “TV Politika” was aired on channel 5. “Poj bet” was an
attempt to say “Broj Pet” (“Number Five”). Not only did he teach himself at the age
of three how to read both the Latin alphabet and Cyrillic (he was even able to read
in all directions, including if the text was written backwards), but he was also able
to read and recognize numbers on his own. Soon after speaking his first words, his
speech began to develop quickly as he learned new words and phrases. I believe
that the speech therapy has had a significant impact on his development. I also
believe that being around his sister played a significant role.
Our daughter would look at her colorful books and name everything she saw on
the pages. Even though it didn’t seem like Stefan was interested in what his sister was
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doing, he gained a sudden desire to look at her books. He was especially interested in
books that showcased scenes from everyday life. While looking through one of these
books, he spoke his first sentence: “Bata pee ube” (“A boy is brushing his teeth”).
Now his speech is fairly well developed, even though it still deviates from the
norm. The same can be said about his understanding of other people's speech. Most
of the words and phrases that Stefan hears, he understands literally. As he grows up,
it’s becoming clearer to him that what people say can have a metaphorical meaning.
He realizes that people don’t always mean exactly what they say. This is confusing to
him and he’ll often ask: “Are you kidding me?” He is not asking this question to be rude
but to remove confusion and insecurity about his understanding of what he heard.
The use of gestures and mimicry as a way of accentuating something still isn’t
as developed in his speech as it is in other children of his age. When using gestures,
Stefan mostly imitates what he learned from others rather than using it as a spontaneous aid to communication. The same can be said for his interpretation of other
people's gestures and mimicry. If he sees a frown on my face he will ask: “Are you
angry?” even though I frown every time I try to pull a thread through a tiny hole of a
needle. According to Stefan, only smiling people are happy and only crying people
are sad. For him, there are no shades of gray in-between.
Stefan easily communicates with others and has no problems with initiating
conversations when he cares about the topics being discussed. In particular, I remember a situation from a few years ago. We were in a park, and he was running
up to every adult that walked by and asking them questions – about their address,
number of rooms in their home, how many children they had, and if they were frequent visitors to the park. After talking to him, a woman came up to me and said,
“He is so curious! Lucky you, my kids are so shy that they are hardly able to utter a
word when someone asks them for their names.”
It was very interesting to me that this woman experienced a child who has difficulties in communication as having good communication skills. Perhaps this is the
right time for me to emphasize that, in my experience, most people besides Stefan's
teachers and doctors believe that being autistic means having communication problems and even more specifically, having very limited verbal communication. But the
problem that Stefan faces is holding interest in conversations about topics that are
inherently uninteresting to him. If a person he is talking to happens to change the subject, Stefan becomes immediately disinterested. Once I asked his school friend if she
ever got bored of Stefan asking her the same questions over and over again. She answered: “No, but if I do get bored, all I need to do is ask him a question and he leaves.”
He understands that every question should be followed with an answer. At
school, if he understands a question or if a question is similar to questions we practiced at home, he is able to give a “good” answer. But if he doesn’t understand the
formulation of a question, then he doesn’t give an answer at all. When it comes to
answering questions, he has a rule of always answering with a complete sentence,
which is useful in some situations. For example, if someone asked the question,
“What are the different categories in Geography?” he would respond with, “There
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are two different categories: physical and social.” For more open-ended questions,
his method of answering may sound overly mechanical. For example, for the question: “What is the religious structure of the European population?” he responds
with, “The religious structure of the European population is Christian and Muslim.” A
more natural answer to this question would most likely avoid such precise formulation. But for Stefan, using a precise form is essential – he always adheres to it. He
gets particularly confused by rhetorical questions, asking for an explanation why
someone would pose a question if they don’t expect an answer.
On exams, he’s had a hard time with exercises that ask him to complete sentences if the structure deviates from the sentence structures he’s familiar with. In the
fourth grade, he had a grammar exam about the use of adjectives. He completed
flawlessly the exercises that required him to underline all adjectives in a paragraph.
However, when he was asked to fill in the blanks with meaningful adjectives, he
had an unusual response. While each word he wrote was indeed an adjective, the
overall sentences didn’t make any sense, featuring phrases like: “Birds were green”
or “Leaves were winged”.
The stereotyped behavior patterns like constant speech repetitions have been
disruptive to our family's normal functioning. Stefan keeps repeating the same
questions over and over again and always expects the same answers. The literature
offers several explanations for why such patterns exist. One view is that repetition
brings order to a world that is very hard to understand; another is that repetitions
bring a feeling of comfort. The literature also offers different advice on how to deal
with this behavior – from ignoring it entirely to redirecting the child's attention to
something else. But ignoring the behavior doesn’t seem like a satisfactory solution. If we begin to ignore Stefan’s repeated questions, he will eventually encounter
someone else who will give him an answer. In the first grade, when most parents
still accompanied their children to school, Stefan would have a prepared question
for each of those parents. Some parents could not adapt to this communication
style and Stefan quickly learned to speak to only those parents who were willing
to respond to him. Once, on our way to school, I asked him not to ask the same
question every time we saw a particular woman who was always willing to talk to
Stefan. He promised that he wouldn’t. But as soon as he saw her in the school yard,
he let go of my hand and ran up to her in order to repeat his ritual. I assume that
he complained to her how I tried to forbid him to talk to her. I wasn’t successful in
explaining that while I really appreciated her good intentions, it would have been
more helpful to Stefan if she said something along the lines of: “You know that I
already answered that question. Let’s talk about something else.”
Stefan's teacher Zejna did a good job in redirecting this behavior. For example,
during recess, she was willing to answer familiar questions such as, “Did you watch
the shows Grand and Gold?”, “Which Grand TV host is your favorite? Mine is Natasa
Ilic.”, or “What do you think about Minimaks?” However, during class time, she would
say to him: “Stefan, now we have to do school work.” He had started noticing that his
behavior was unusual, but his need to ask these repetitive questions was so strong
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that he wasn’t able to resist it. For this reason, he has started asking his question of
the day (currently it’s, “Did you watch The Farm?”) in a whisper while shaking someone's hand. If the person doesn’t answer, Stefan sometimes manages to continue
with usual questions like “How are you?” or “What’s new?” If the person answers,
even though the answer may be no, an avalanche of questions follows. Despite this
small progress, I believe that his repetitive style of speaking is the most challenging
aspect of his communication with adults and school friends. He’s currently on break,
but he told me a few days ago: “When school starts again, I really don't know what
to do about my communication problems with the other kids. Mom, please write
me a list of questions that I should ask my friends!”
Often, autistic children end up using neologisms, words they invent, or words
and sentences out of context to describe certain complex concepts. When he was
younger, Stefan would say every time he got upset or angry, “Let’s go visit Grandpa
Raca!” even though he didn’t actually want to go visit his grandfather. My assumption is that he must’ve developed this association between visiting Grandpa Raca and
being upset from an occasion when we tried to calm him down with that same sentence. In the first or second grade, in a religious study class, he hit himself accidentally
while misbehaving. When he asked his teacher what happened, she answered: “This
is God's way of punishing us when we misbehave.” I don’t know why, but since then,
God has become “Bogica” and even got a last name: “Brajes.” For a while, every time
Stefan tripped or hurt himself, he would say: “You were punished by Bogica Brajes.” He
hasn’t been using this phrase very much lately, but he still uses similar patterns. The
latest one is “I will have to call my uncle and aunt” when he gets angry or upset.
Stefan's speech is also very formal. This is partially due to his habit of reading newspapers and watching TV. In some ways, TV show hosts are his role models. When he likes certain expressions, he starts using them a lot even though they
may not be commonly used in everyday language. For example, he calls the school
principle “The chief executive officer of the school.” And this is how he described a
discussion that happened at school: “The main topic of the discussion was the behavior of the boy X. I didn’t participate in the discussion at all, but individuals Y and
Z voiced out their opinions.” Another example is when we asked him to list some living beings during a study session. His answer was: “Living beings are people, plants,
and animals – and as of recently, living beings are also microorganisms and fungi.”
What he meant to say is that he only recently started learning about the classification of microorganisms and fungi as living beings.
This way of communicating is connected to another speech characteristic of
children with autism – echolalia. Repeating words and phrases immediately after
they’re learned is typical for most children when they first start talking. But for majority of them, this gets phased out over time. For children with autism, this characteristic persists for much longer – and some of them never grow out of it. Since
Stefan's speech is well-developed, it’s not as easy to notice echolalia. He’s had a lot
of practice in taking phrases and sentences that other people use and adjusting
them – both in terms of grammar and context – to the situation at hand. Still, very
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often, he will answer a question correctly based on having heard the same answer
given by someone else – even if he doesn’t understand the question itself. Still, he
often resorts to echolalia in more obvious instances. For example, when he tells us
about a story someone told him or a question someone asked him, he repeats exactly what the person said, including their intonation and pronunciation.
With the unbalanced development that results from autism, there’s a paradox
when it comes to speech. On one hand, Stefan can understand many questions better than he is able to answer them. Yet on the other hand, for some questions that
he doesn’t even understand, he’s able to give very precise answers because he’s already heard the answer somewhere. He memorizes them and is able to draw them
from his memory at the right moment.
Many times, he and I don’t understand each other very well because it‘s hard
for him to conceptualize that some words have multiple meanings. When he was
little, Stefan's diet was very restricted. We kept trying to talk him into trying new
foods, which is how he learned the meaning of the word “try.” Around this time, we
went shopping for tennis shoes one day. In the store we told him, “Stefan, try the
shoes.” Believe it or not, he actually bit into them!
This generalization of terms is often very problematic for children with autism.
It also isn’t uncommon for them to start crying all of a sudden, or get angry, or laugh
– without us understanding why. While growing up, Stefan had behaviors that took
a long time for us to understand. When he was five years old, he was very fond of
watching the lottery games “Bingo” and “Tombola” and collecting lottery tickets. He
would continually reshuffle the tickets and read their number combinations. I remember once he kept playing with his tickets around bed time. After several warnings to put away the tickets and go to bed, I said: “Leave them alone and go to bed
right away!” Then I took them away from him to put them away. He got very upset
and cried for a long time. After this incident, for several months, every time someone at home, on the street, or on TV said the words “leave it alone” – no matter what
kind of mood he was in or what kind of activity he was in the middle of doing – Stefan would cry for a long time and would only calm down if someone would give him
a “Bingo” lottery ticket. There are many more examples similar to this one.
Irony and sarcasm are very hard for him to understand as well. For example,
one day his teacher sarcastically told the class that they did a “great” job on a geography exam. (She was being ironic, as the grades were low.) When I commented
later on the low grades, Stefan asked: “Why do you say that we got bad grades on
the geography exam when the teacher said we did ‘great’?”
Stefan also has a problem with voice modulation and tends to speak very
loudly. When other people raise their voices he thinks they are angry. Lately he has
been saying that people with deep voices sound “strict.”
Autism is often described as a communication disorder in which speech represents a core problem. Certainly, my impression is that Stefan still experiences his
mother tongue as a foreign language. When we read literary texts, poetry is far
more difficult for him to understand than prose. With prose, he’s able to follow the
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storyline, distinguish characters, and even understand which characters are represented in a positive or negative light. However, it all starts to make less sense to
him when he focuses too much on details that are irrelevant for most other readers. (When they were reading a story at school called “A boy and a dog,” the most
interesting part of the story for Stefan was the part about the actual process of the
boy's move. He was angry that the writer didn’t describe this event in more detail,
such as how the personal belongings were packed, whether the furniture was being
moved, how many suitcases there were, how they were able to fit everything into
a car, etc. No matter how hard I tried to explain the importance of the boy's sadness about leaving the familiar world and his best friend, the dog, Stefan continued
bringing up the details of the move).
Metaphors are hard for him to understand, and lately he has started asking me
to explain certain idiomatic phrases. (“Mom, what is the meaning of ‘lies have short
legs?’” or “Why do people say ‘He went on to eternity?’”) On the other hand, he’s
almost always able to correctly identify a particular figure of speech in a sentence.
Similarly, he can identify other figures of speech: epithet, personification, comparison. If I ask him to identify the figure of speech in the phrase “magical eyes,” he’ll
correctly guess that it’s an epithet. Yet if I ask him to explain to me the meaning of
the phrase, he’ll say, “I don't know.”
We try to use short and clear sentences so that Stefan can understand us better. For his oral exams at school, he isn’t able to organize his delivery very well. He
needs help breaking a question into sub questions. Lately, in order to make oral
exams easier for him – especially in subjects that require strong verbal expression –
we’ve been making cheat sheets for him. Here are several examples:
Geography topic – “European borders and coastline areas”:
1. European borders (show on a map):
a) North border is here:
b) West border is here:
c) South border is here:
d) East border is here:
2. European coastline areas:
a) List peninsulas and show them on a map
b) List islands and show them on a map
c) List straits and show them on a map
History topic – “Migration of old Slavs and their settlement on the Balkans”:
1. Migration of old Slavs:
a) Where was the homeland of the old Slavs?
b) What were the migration routes of the old Slavs?
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2. Migration of southern Slavs:
a) When did southern Slavs reach the borders of the Byzantine Empire?
b) Where did they settle?
c) The Pannonian Plain was already inhabited by which tribes at that time?
d) How did the local tribes and south Slavs work together?
3. Settlement of southern Slavs in the Balkans:
a) When did southern Slavs start settling in the Balkans?
b) Who were the indigenous people that lived in the Balkans at the time?
c) What did the Slavs call these indigenous people?
4. Neighboring tribes:
a) Which tribes lived near the Slavs?
b) Who were the Hungarians?
c) Who were the Bulgarians?
5. Serbs:
a) When did Serbs start settling in the Balkans?
b) Where did they settle (show on a map)?
6. First Serbian state:
a) When did the first Serbian state form?
b) Who was its ruler?
c) Which ruler/tribe conquered it?
d) Which ruler renewed the Serbian state?
e) When did this ruler die?
7. Spread of Christianity:
a) Who was most responsible for the spread of Christianity among Slavs?
b) When did the spread of Christianity begin?
c) What was Constantine (Cyril) famous for?
d) Who were Cyril's and Methodius's students?
e) What was Clement responsible for?
f ) Who were advocates of the Glagolitic alphabet?
g) What is the most significant Cyrillic monument from the Middle Ages?
When he is writing essays that require a lot of facts, such as describing the
street that he lives on or a person, he does a good job. His writing style resembles
newspaper articles and sometimes he is very successful at it. It is very helpful to him
to have a list of questions that he needs to answer in his writing. When it comes to
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poetic expression and descriptions of nature or feelings, he is far less successful.
There are problems on some of his exams that he does not understand, for those, he
would say: “This question is not clear to me.” This can mean that the problem is too
complex for him or it can mean that he needs a simple clarification of a certain phrase.
In fifth grade, while studying math with his dad, he’d run into a requirement to
srafira (a word that means to color with a pencil in a particular pattern) with a pencil
the intersection of different sets shown as a Venn diagram. Stefan's comment was:
“This is really hard!” even though the only thing he did not understand about it was
what was meant by “srafira”. As soon as he learned this new word a new set of problems arose, such as where he was required to “osenci” a circle (osenci also means to
color with a pencil with soft strokes and no particular pattern). We had to explain
this new term that he hadn't heard before.
There is another similar example. In Serbian language and literature class they
were reading the poem “Fatherland.” Since the homework was to memorize this
poem, we started reading it several times that same afternoon. During the next class
they were required to write a short essay about their fatherland. When I read the sentence: “In my fatherland there is a swing that I use a lot when the weather is nice;” I
realized that I made an assumption that he understood the meaning of “fatherland.” It
was obvious that he understood fatherland as his backyard, that is, his home.
For communication – and for life in general – he needs rules. If he learns a rule
and it makes enough sense to him, he is able to apply it very successfully. Whenever
we studied grammar together it always amazed me that he was able to recognize
the word classifications in each sentence, even though he did not understand the
meanings of those words (he recognizes that “slope” is a noun but then he will ask:
“Mom, what does the word slope mean?”). This is why when it comes to language,
at least until now, he has been more successful in grammar exercises (even though
his success depends on a clear formulation of questions) than in essay writing. Paraphrasing is still very difficult for him because it requires recognizing the most important details and as discussed earlier, Stefan often finds irrelevant story details to
be the most important and interesting.
In the fourth grade, on one of the English exams, an exercise was to translate
the sentence: “She has long black hair.” He translated it as “She has long black I don't
know how to say hair.” Again, the grammar seems to be fine and the problem lies in
vocabulary.
It has always been hard for him to remember what exactly he was supposed
to do for homework. I often told him to write down an assignment immediately
or mark it in his books. Once, I gave him a planner so he could write down and
schedule his commitments. But he kept forgetting. Sometimes he forgot because
he did not understand the task. For example, he would say, “For Serbian language
and literature class, we have to write an essay about that.” “About what?” “Well, I
don't know, the teacher said, write an essay about that.” (Obviously they had some
kind of a discussion about a topic but Stefan was not able to relate that back to the
topic that was required for the essay.) On other occasions, he was in a hurry to get
to another place – recess, art class, or physical education class.
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Developing relationships
It seems to me that living with a person with autism makes one think about
the complexity of human relationships in ways that they otherwise wouldn’t. We
address and talk to our friends and family in one way, acquaintances in a different
way, and strangers in yet a third and a completely different way. Even little children
learn quickly who they need to talk to formally with and who they can address casually. This is true even when two people are the same age, but one person is an aunt
and the other one a teacher. It is very difficult for children with autism to understand
these rules unless someone gives them a very explicit guide with explanations.
Even though we know implicitly that the rules of social conduct exist and we use
them to guide our behavior, those rules are not firm and unchanging. Instead they are
subtle and are often based on intuition of what is appropriate in certain situations.
We behave differently at a classical music concert and a rock concert even though
nobody gave us an explicit rule book on how to behave in these two situations; a
child is expected to behave in a certain way while a class is in session yet that same
child is allowed to behave in a more relaxed manner in-between classes even though
the child is still physically in the same classroom. Most children do not need to have
this explained to them because they come to understand social cues on their own. A
child with autism may need an explanation for what seems obvious to the rest of us.
Regardless of the fact that we learn the rules of social engagement through
observation, it seems that we have an innate ability to sense these rules in a given
situation. This is not quite the case with people with autism. Stefan has, to some degree, a working strategy on how to soften or mask his inability to sense certain rules.
He often says: “I am going to watch what other kids do.” The only issue with this is
that he often focuses his attention on kids that stand out – and they aren’t always
the best role models. Stefan is also fascinated by movies or TV shows with situations
that involve people arguing or yelling at each other. He usually finds these situations funny. He also finds it funny when a teacher yells at the class to be quiet or at
a single student who’s disturbing the class. For whatever reason, he vividly remembers phrases from the arguments he has previously heard and tries to use them
when he feels threatened or attacked. Sometimes we’re able to recognize when he’s
doing this. Then, we try to explain to him that he shouldn’t respond to us like the
person he’s trying to imitate. But he responds by asking us who he should look up
to when it comes to learning how to handle these situations.
When we try to make life easier for a child with autism by providing a clear set
of behavioral rules, it’s important to remember how rigidly they will stick to these
rules. This happens not only with behavioral rules, but with everything they experience as a “rule”. Structure is more important to them than essence. In the first grade,
when Stefan’s class was learning about the gender of nouns, I was very pleased with
his progress. At school, they were expected to complete an exercise where a list of
nouns had to be sorted into a table so they were organized by the correct gender.
At a first glance, it seemed none of his answers were right, which was surprising
since he didn’t make any mistakes when we had practiced this earlier. Only after I re-
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read his answers did I realize that he organized his table differently – if you switched
around his columns, then all the answers were correct.
Here’s what that exercise required: Place the following nouns into a table so
that the gender of each noun is correct: lamb, ram, rooster, baby goat, chick, male
goat, sheep, female goat, chicken.
He wrote:
Female

Sheep

Ram

Lamb

Male

Female Goat

Male Goat

Baby Goat

Neutral

Chicken

Rooster

Chick

If we were to rotate the first column so it becomes the first row, this is the result:
Female

Male

Neutral

Sheep

Ram

Lamb

Female Goat

Male Goat

Baby Goat

Chicken

Rooster

Chick

Following rules blindly can explain his refusal to do tasks that are not explicitly
defined by teachers. If it was said that a specific task needed to be learned, practiced,
written, or drawn he would complete it. If no explicit directions were given, Stefan
would put up a lot of resistance before completing such tasks. He would say: “But the
teacher did not say it had to be done.” I understand that other students use this excuse
as well but Stefan does not say this because he needs an excuse but because in his
head completing a task that was not explicitly defined would mean breaking a rule.
Since people with autism tend to have a difficulty drawing generalizations – or
with over generalizing – they welcome learning rules. However, they will often apply them in a very rigid manner. (For example, “Never talk to strangers on the street”
means that even if they get lost, they won’t ask anyone for help to find their way
back home). Alternatively, they will only apply the rule in the context in which they
learned it. (For example, a child is expected to button his own jacket at school, but
at home his mother is expected to do that for him).
It is difficult for children with autism to understand real friendship. The desire to socialize is obvious but their understanding of friendship is very formulaic. If
someone says they are my friend then they are my friend. What do friends do? They
help each other. This can lead to many problems and there are many documented
cases of autistic people being taken advantage of because of this naive approach.
“Friends” can talk a child with autism into asking things that are inappropriate, making a comment about someone's looks, or doing unpleasant and dangerous things.
I have heard of a girl whose friends talked her into drinking water that was used to
wash the paint brushes in art class. They threatened that they would not hang out
with her if she didn't comply with their wishes.
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The relationships with peers are difficult. The communication between a child
with autism and their peers is unusual and often stereotyped. If a child with autism attends a mainstream school, I consider it reasonable to put effort into helping
both parties communicate effectively. Recent literature often refers to the term “the
culture of autism,” which alludes to people with autism understanding and experiencing the world differently from the rest of us, and therefore having difficulties in
social situations.
Children in Stefan's class accepted him quickly. A group of kids that took special care of him quickly formed. They tried to help him whenever he needed help.
There were also children who were not very interested in being friends with him but
this never posed big problems. Stefan attended all school day trips with his class
and we went along for the multi-day school excursions. This is how we got to know
his school friends and they knew that if they couldn't understand Stefan's behavior
they could turn to us for an explanation. However his communication with peers
has been and still is mostly stereotyped. Every day he has the same set of questions that he repeats for each of his friends. This can annoy them but what annoys
them in particular is when Stefan tries to “jiggle” them – he tries to press their heads
against his chest. He does this especially to girls with ponytails. In first grade we organized a meeting with kids from his class where I tried to explain some of Stefan's
specificities and I believe that this meeting along with the teacher's full support created a foundation for the good relationship between Stefan and his peers.
Stefan participated in school recitals and was invited to birthday parties. Some
children used to call him on the phone to remind him to prepare for an exam or to
bring certain supplies for art class.
Now, things are changing. His school friends are growing up and changing
as they experience puberty. This is hard for Stefan to understand and he is becoming more and more lonely, especially since he can’t understand why he has to stay
away from certain behaviors that were previously allowed (such as tickling his female friends or being tickled by them). He hangs out with kids after school less and
less often since many of them don’t throw birthday parties anymore – or if they
do, only a select few are invited. Also, it’s a huge effort for our family to organize
get-togethers after school because we live far away from the school and Stefan's
friends (a number of times, my husband had picked them up to bring them to our
house and then drove them home). Until recently, Stefan was willing to listen to his
female friends when they asked him to return to his seat or to keep quiet during
class. Lately he’s been experiencing their comments as an insult (“Why do they care
about what I do?”). Still, he has matured significantly and made a lot of progress
from being around his peers and learning from them. He’s had an opportunity to
experience everything that kids his age experience.
Stefan often says what’s on his mind, regardless of whether what he says is
appropriate or not. In first grade, during a school field trip, he asked his teacher
how old she was. She told him her date of birth and he responded after calculating
her age, “You’re so old, you’re 54!” Once he told me that he told his English teacher,
“You’re the strictest teacher at the school.” However, this isn’t an example of Stefan
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displaying bad manners, but of his misunderstanding with whom he should discuss
certain topics. When the Bulletin for Inclusive Education4 published an interview
with Stefan, he was very proud. But when he was asked which courses he would like
to remove from the curriculum he said, “Physics, because the exam questions are
very hard and geography because the exam was hard, too.” When he received printed copies of the Bulletin, he took several to school for a few friends and teachers.
In his excitement to show off, the first person he gave a copy to was the geography
teacher. He didn’t understand at all that she could have interpreted his interview in
the wrong way, taking his criticism of geography class personally. He even behaved
in geography class in a way that could be construed as mischievous. In preparation
for an oral exam, he’d been studying several days in a row. Since this was a difficult
subject for him, he said in front of the teacher that “geography is stupid.” It’s very
hard for him to understand why it’s not always good to say exactly what’s on his
mind just because it’s a true expression of his feelings.
Understanding other people's emotions is especially hard for him. The cause of
someone's sadness, anger, or joy is complex and is often not even entirely clear to
the person experiencing these emotions, let alone to Stefan. There’s a misinformed
belief that people with autism don’t have feelings. It is important to note, however,
that the way they show emotions is different. While it’s often said that people with
autism don’t have a sense of shame, the reality is that they struggle to learn the rules
of social conduct and what’s considered inappropriate to do in public. They rarely express gratitude, and I believe this is because they can’t understand why it makes sense
to do this in the first place. On the contrary, they do express anger, fury, or sadness
very strongly. Some emotions, such as fear, are expressed in a completely unexpected
ways. For example, lately, Stefan responds by laughing when he hears that someone
has died. It seems this is a way for him to cope with something that deeply scares him.
He also has difficulties understanding what other people think. The “Theory of
Mind,” suggests that this is one of the fundamental dysfunctions of autism (BaronCohen, Leslie and Frith, 1985)5. In a well-known experiment, a child with autism was
asked to observe two other children. Child A gave child B an object – a doll. Child B
placed that doll into a box while child A was watching. But when child A left the room,
child B moved the doll into another box. Child A later returned to the room, wondering where the doll was. The child with autism, an observer, is then asked, “Where
should child A look for the doll?” Even little children easily conclude that child A will
look for the doll in the first box, since this is where the doll was placed while child A
was still in the room. But children with autism, even those with high-functioning autism, don’t understand this. Instead, they answer that child A will look for the doll in
the box where the doll actually is – where child B placed it after child A left the room.
My impression is that Stefan believes that we somehow know what goes on
at school and he doesn’t understand why he has to tell us about it. Recently, when
4 VelikiMali (2010). Bulletin: subject of the edition: education, 39-40.
5 Baron-Cohen, S., Leslie, A.M., and Fith, U. (1985). Does the autistic child have a theory of mind?
Cognition, 21, 37-46.
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Stefan came home, I asked him what happened at school that day. He didn’t answer.
Then I specifically asked what they did in each of the classes. As we started talking
about English class, he said he was working on a translation and added: “I couldn’t
do all of it well.” Only after more questioning did I figure out that he volunteered to
do this after the teacher asked for a volunteer to read and translate a paragraph (he
earned a B for this task). It’s still necessary to guess the right questions to ask Stefan
to uncover what happened because it’s rare for him to spontaneously talk about it.
Communication dysfunction in a social context can be illustrated with another
example from our son's school experience. After the initial period of adjusting to
school, both his teacher and us were very pleased with his behavior. A month after
school started his teacher was absent for a few days and her return made Stefan
very happy. That day, he behaved in a more relaxed manner, talking in class and
laughing more. Each day after that, he would “relax” a bit more, to the point where
he wasn’t listening to the teacher's warnings to keep quiet and behave appropriately in the classroom. Eventually the school psychologist had to get involved, and
the teachers asked us for help as well. After talking to him, we wrote a list of “rules
of conduct” to be observed in class versus during recess. Thanks to these rules, his
behavior improved. However, I felt there was another reason for why Stefan had
acted out. Finally, I got to the bottom of it when Stefan shared that,
“One day, Milos was disturbing the class by being very talkative.” The teacher
then said: “Milos, if you continue to disturb the class, I will send you to the psychologist!” Stefan then asked her: “And when will I go to see the psychologist?” (To
provide some context, visits to the school psychologist are pleasant experiences
for Stefan). The teacher responded, “You don't need to go, Stefan, because you’re
behaving well.” He concluded from this situation that he needs to misbehave like
Milos in order to see and talk to the school psychologist.
Another example is Stefan's pattern of volunteering for oral exams, even when
he’s not prepared. He clearly doesn’t understand that when a teacher asks for volunteers, only those students who are ready to show what they have learned are
expected to raise their hands. Instead, Stefan experiences this as an invitation for
communication of some kind. In fifth grade, he volunteered for a biology oral exam
even though he hadn’t studied for it.

Stereotyped patterns of behavior, interests, and activities
Stereotyped patterns of behavior are common for children with autism. Such
behaviors can be simple, like flapping hands, playing with one's own fingers, rocking
back and forth, tapping on or smelling objects and people, etc. In an environment
where there’s understanding for this behavior – one that naturally stimulates growth
and learning – stereotyped behaviors become less frequent and can even disappear
completely. At home, Stefan constantly holds in his hands an empty lotion container
and keeps turning it with a particular rhythm. As far as I know, he doesn’t do this at
school because he’s too busy engaging with activities that are interesting to him.
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However, there are more complex patterns of stereotyped behaviors as well
called rituals. For example, some children always follow the same route on the way
to school because they “have to” touch certain lampposts. Or every Thursday, they
need to listen to a particular tape or watch a particular TV show. Any attempt to
deprive them of doing these rituals can cause a violent reaction. Stefan has had and
still has many such rituals that he has to do continually. As he gets older, he becomes
more tolerant of needing to change some of these rituals. Even if he wants to always
follow the same route to school, he understands that sometimes he needs to try
a different route. In earlier grades, it was very important to him to see the teacher
coming up the stairs because it indicated to him that he wasn’t late for school. Of
course, children are expected to arrive to class before the teacher, though lateness is
tolerated sometimes for exceptional circumstances. We always feared his reaction on
days when we arrived late to school, because welcoming the teacher in the hallway
before entering the classroom had become a ritual marking the beginning of class.
Still, Stefan puts tremendous effort into controlling his behavior at school, even on
days when he’s not able to fulfill his rituals. This isn’t the case at home, however.
Sometimes I think that a child with autism would be happiest if every day
was completely the same, or if there was a strict regularity in all daily activities and
events. Children with autism definitely demonstrate resistance to change. The monotony gives them a sense of safety in a world that is chaotic and that they don't
understand very well. However, it’s not so much that they fear change in general,
but rather that they fear sudden and unexpected changes. Working with a child
with autism is much easier if that child knows when change is coming. It’s even
helpful to give the child a written note explaining that change is coming, even right
before the change happens. For some reason, a written note carries much more importance to Stefan than verbal information. The authors of “Teaching Children with
Autism”6 (1995) talk about this in their book: Information in written form is easier to
understand because it feels more permanent.
Children with autism tend to be very passionate about collecting particular
objects and may accumulate impressive collections of things like rocks, cassette
tapes, corks, etc. Losing an item from their collection can upset them a great deal.
Stefan has a collection of CDs, magazines, and various other things. This wouldn’t
be unusual for someone of his age, except that he wants to spend hours of his time
looking through and rearranging his “treasure.” Even that shouldn’t necessarily be
considered unusual behavior, since there are many collectors who find it hard to
be apart from their collections of postage stamps, postcards, photographs, etc. The
issue in Stefan's case is that he isn’t able to organize his time to tend to all of his obligations before devoting himself to entertainment. He has to be interrupted while
playing with his “treasure,” because otherwise he won’t remember to finish homework. On the other hand, when he realizes that he’s late finishing his homework, he
gets very upset (another paradox).
6 Quill, Kathleen Ann, ed. (1995). Teaching Children with Autism: strategies to enhance communication and socialization
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Many children and adults with autism tend to collect facts about some topic,
and then impress whoever is willing to listen. We often wonder how it’s possible
for someone to know everything that was ever written about a topic, yet isn’t able
to remember to do homework. Many people with autism buy books or magazines
about their special interests or spend hours reading at a library. Stefan also has his
special interests that he devotes time to obsessively. He currently enjoys learning
about the topics explored by “Grand Production” (a TV production house in Belgrade). He also follows closely the work of the TV host and reporter Vanja Bulic and
the screenplay writer Sinisa Pavic. It seems he knows more about these two individuals than they know about themselves. Not only does Stefan have to watch all of
the TV shows by “Grand Production,” but he’s also memorized the names of all the
singers they promote through their TV station. He also knows which singer came
out with a CD, how many songs are on a CD, who composed the songs, who wrote
lyrics, who was responsible for arrangements, etc. Clearly, there’s not much practical
use for this knowledge base. Still, there’s a benefit to Stefan. For example, as a little
kid, Stefan learned to read both the Cyrillic and Latin alphabet before he started
speaking. A year or two before he started school, we felt it was time that we try to
teach him how to write. But he refused to hold a pencil. We were trying to teach
him how to write his name, suggesting every kind of writing tool: markers, pencils,
colored pencils, chalk, etc. Not much came out of it. One day, his dad bought him a
music compilation on a cassette tape and asked him if we wanted to transcribe the
letters from the tape cover. Stefan's face lit up. He grabbed a pencil, and he didn’t
want to stop until he finished. After that, for a long time, he practiced writing while
we dictated names of music pop stars. In a similar fashion, Stefan and his father
worked through his first math problems.
He couldn’t understand addition via adding apples, ice cream scoops, or candy
bars. However, with the help of “Grand Production math,” we told him that three male
and two female pop stars were on a stage together – he didn’t have any problems
calculating the total number of singers. Naturally, some of them needed to leave the
stage, which created a convenient opportunity to teach him subtraction. He learned
multiplication by being asked for the total number of songs published by one singer
that came out with five different CDs, with each CD having eight songs. Even now,
he’s learning how to calculate surface areas in geometry by imagining the stage of his
favorite TV show (“Grand Show”) taking on different geometrical shapes.
This special interest of his helped us get him interested in other topics as well.
When he was learning about the climate of Europe at school, the topic became
interesting to him once the “Grand Show” TV stars were sent on tour and he had to
figure out how to advise them on what kind of wardrobe to pack for the trip.
He became very interested in Vlachs after he saw a TV show that Vanja Bulic
prepared about Vlachs' occultism. We studied the assigned text about Arabs only
after we sang together the popular song by Lepa Brena that mentions Allah.
People with autism have several other characteristic abilities. These abilities
are often related to music (they learn on their own to play an instrument, or they’re
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able to play a musical composition after hearing it only once). They also often have
remarkable ability when it comes to painting and drawing. There’s a famous example of a young man who can draw with great detail any building that he’s seen for
only a few seconds. There are other areas in which they excel: calendars, calculations, and computers. For example, they’re able to calculate very quickly what day
of the week it was on a particular date. But aside from being reasonably good at
determining days of the week based on dates, we didn’t notice Stefan to have any
of these other abilities.
Their ability to memorize seems like the stuff of fiction, and it’s staggering how
much information they can remember about topics they find interesting. It’s also incredible how persistently they pursue research about these topics. In a lower grade,
Stefan's teacher was asking students to find information on the Internet. Since Stefan has been a long time computer user, I tried to encourage him to complete the
task, but he kept resisting doing research about topics he didn’t find interesting.
However, he quickly discovered that he could find a number of interviews, newspaper articles, and photographs about “Grand Production” – and now a lot of our
hard drive is occupied with these materials. It may be that gathering and classifying
information is an end in itself since his ability to apply the information is limited.
Even here, there’s a contradiction – they remember what they find interesting with
great ease, while it takes a great deal of repetition to remember something which
they don’t find interesting. After that, it is easily forgotten.

Other specific characteristics of autism
■

■

Trouble concentrating, poor attention span, and difficulties in changing focus
from one thing to another. This is very pronounced in Stefan's case since it is
related to his special interests. If he is doing something he finds interesting he
can keep his focus on it for a long time – he makes conclusions, remembers,
classifies, etc. When he is doing homework problems or is studying from his
books, distractions such as sounds, movements, phone-ringing or commercials on TV steal his attention and it is difficult for him to refocus on his school
work. Poor attention span is often the reason why he gets poor grades on exams especially if exam problems consist of many questions and many complex
requirements (for example: First underline all nouns in the text, then sort them
according to gender and identify if they are singular or plural, finally mark all
component nouns with a green marker and collective nouns with a yellow
marker).
Heightened activity or, the other extreme, lethargy. Stefan is always on the
move. When he was about to start school we worried about how he was going to adjust to having to sit still for 45 minutes at a time. However, there has
never been a problem with this, even to this day. Obviously even children with
autism learn a particular behavior the best when they are in natural surroundings – hence if everyone is quiet and sitting still at their benches, Stefan will

26

■

■

consider this to be a rule and he will behave in accordance with it. Still, sometimes during classes he tends to drift even if it is only in his thoughts.
Different degrees of sensory impairments (hypersensitivity to certain sounds
or, on the contrary, fascination with certain sounds; hypersensitivity to touch,
certain smells, tastes, etc.). It seems that there is an inadequate integration of
sensory inputs. There are testimonials from autistic adults about difficulty with
the following: looking at and listening to a person at the same time; extreme
sensitivity to touch (so that even a gentle touch feels painful – hence they
often refuse to get haircuts or wash their hair); having such a sharp sense of
hearing that they can hear a person sneeze in a neighboring building or even
hear the flow of blood through their own veins; certain smells making them
nauseous; inability to eat crunchy food due to the chewing sound bothering
them; inability to tolerate cooked food because they don't like its texture. Stefan, for example, has a very sharp sense of smell.
Underdeveloped fine motor skills. This is where Stefan has difficulties and I believe that his sloppy handwriting is an example of this. Also, he still has trouble
buttoning his clothes, tying his shoe laces, sharpening his pencil, or holding a
ruler in a precise orientation.

Our plans and expectations
Time goes by quickly, and the end of Stefan's first eight grades of schooling
is already in sight. The thought of enrolling him in a high school makes us anxious
for many reasons. When we think about the continuation of his education we have
no doubt that his further education should not even be an issue, at least not for our
family. But when we think long-term and try to identify a school that would satisfy
his interests and at the same time give him an education for a future career, making
decisions about his further education becomes more difficult. Education for crafts
and careers that require manual dexterity are out of the question since Stefan would
not find these interesting nor does he have the ability to pursue them successfully.
I can imagine him working at a library or a publishing house warehouse in
archives, at jobs that require data entry, typewriting jobs, or in general, at jobs that
require strong ability to classify information and to precisely follow rules.
However, any high school curricula to be taken into consideration based on
the above criteria are extensive and complex and Stefan would have a hard time
learning and mastering the school material. We know that according to a new law
high schools are under an obligation to give additional support to their students.
Still we are a bit fearful since there is some resistance in the community about this,
especially since high school education is not compulsory.
We get somewhat anxious when we think about Stefan living and working
independently. We have learned so far that we should trust him and that he is able
to learn many things that were challenging and which, we felt, were insurmount-
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able obstacles. However, there are so many things we have to work hard with him
on and that we have to find a way for him to learn: Stefan still does not use public
transportation on his own, he cannot make a meal for himself, he does not go on
his own to visit his cousins and friends, he never spent a night outside of the house
without our supervision, he needs to learn when and how to pay the bills, how to
keep the house clean, how to use a washer, and many other tedious tasks that comprise everyday life. Since we are so focused on school and school related tasks and
skills, we often forget about these important life skills that he lacks.
We hope that, with time, our country will offer community-based support systems for people with disabilities and that our son will be able to get help from that
support system. Many such services and institutions require financial means, but
some are inexpensive and can be based on volunteer activities and effective organizational efforts.
We like to believe that with the help of a good support system, Stefan will live
a dignified and fulfilling life.
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Appendix
Basic information about autism
Definition
The World Health Organization (Geneva, 1993)7 defines autism as a developmental disorder that begins in the first three years of a child's life and it implies a
so-called “triad of impairments” (Wing and Gould, 1979)8:
■
difficulties in verbal and non-verbal communication;
■
difficulties with social interactions;
■
limited, repetitive, and stereotyped behaviors, interests, and activities.
Diagnosis
Autism is diagnosed only through an observation of a child's behavior. There
is no medical diagnostic procedure nor an exam or a lab test that can undoubtedly
point to this disorder.
Causes
At this point, there is no certainty about what causes autism. There is an assumption that it is rooted in a biological basis – as is everything that determines a
person's behavior. There are several such theories (a central nervous system disorder, metabolic disorder, autoimmune disorder). Genetic basis has not been identified yet. We do not know of a gene “responsible” for autism and in fact, the current
thinking is that there may be several such genes.
Frequency
According to the World Health Organization data, autism is present on all continents and does not discriminate based on race or social status. One out of every
1,000 children has classic autism and 3-4 children out of 1,000 have high-functioning autism. (In our country, we call this “with elements of autism.” This group also
includes children with Asperger's Syndrome). Autism is more common in boys than
in girls (typically mentioned ratios range from 1:4 to 1:6). In our country, there is no
tracking of any sort for people with autism. The estimates are determined based
7 World Health Organization (1993). ICD-10 International Statistical Classification of Diseases and
Related Health Problems. Geneva : WHO.
8 Wing, L. and Gold J. (1979). Severe Impairments of social interaction and associated abnormalities in children: Epidemiology and classification. Journal of Autism and Developmental Abnormalities, 9, 11-29.
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on analogous statistics from the rest of the world. It is important to point out that
diagnosing autism or other disorders from the autistic spectrum is very difficult to
do in our country.
Many children with autism are misdiagnosed as mentally retarded,9 as having
speech impediments (such as dysphasia), or even as having some types of psychiatric disorders. Many children with mild behavioral problems are not diagnosed at all.
If a child speaks, seems to have average or above-average intelligence, and knows a
lot about a subject of interest, it can be hard for parents to recognize that the child
is actually having difficulties with social interactions and communication with others. Hence, they never seek professional help. These children often attend regular
schools, and their peers and teachers may consider them as rude, difficult to work
with, eccentric, boring, and often even stupid. Even though many people would
disagree, correct diagnosis is crucial in these cases so that children can get the help
and support that they need to have a better chance at overcoming these obstacles.
I would also like to point out that even though there’s a widespread opinion
that autism is a very rare disorder – thanks to diagnostic criteria that are getting
more precise, as well as some disintegration of the stigma around developmental disabilities – there are more and more children getting diagnosed with autism.
However, there are also many people whose disabilities are not correctly diagnosed.
Autistic spectrum
Lately, the term “autistic spectrum” has been increasingly used. This can serve
to accentuate how autism can manifest in different forms and intensities.
Prognosis
A child with autism or an autistic spectrum disorder grows to be an adult with
autism. Some difficulties get better with time or completely go away, but others
stay for life. Every parent's dream is that their child becomes a successful person. But
if you have a child with autism, success is measured differently from success of children with typical development. In our case, success is helping our child to develop
communication skills as much as possible, to be able to voice his wants and needs
to others, to socialize with others, to work together with other people, to be able to
care for himself and feed himself, to establish hygiene habits, etc.
Thanks to timely diagnosis, early treatment, improved therapeutic techniques
that are based on a better understanding of the disorder, persistence of parents, and
enrollment at schools, there is an increasing number of testimonies about young
adults with autism or an autistic spectrum disorder that complete elementary and
high schools, enroll at universities, and get masters or doctorate degrees. When the
9 Although this term is antiquated it is still being used to refer to presence of intellectual difficulties.
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time comes for them to work and lead independent lives, many still have difficulties
since they are not able to deal with complex social demands facing working adults.
Still, there are some jobs in which they feel comfortable and are able to use their
special abilities in different environments (at a library, a warehouse for publishing
houses, bookstores, music production houses, computer programming, lab jobs,
etc.). That is, there are jobs that place fewer social demands on employees and contact requires working with a few familiar people; often such jobs require completely
individual work (Howlin, 199710).
When it comes to social interactions at an adult age, difficulties may persist. However, many join different clubs or groups, humanitarian organizations, or
church groups. In this way, through using their special abilities and a large base of
knowledge, they are accepted as people and socialize with each other based on
common affinities and interests.
The cases of adults with autism having serious relationships or marriages are
very rare. (Still, there are some testimonials about this and there are also testimonials about adults with an autistic spectrum disorder having kids, though this is very
rare).

A summary of recent laws, regulations, and policies
A basic education law11 has been passed recently and it assures access to primary school education for all children based on territory enrollment or according
to the desires of parents and resources available at schools. Parents can still make a
decision to enroll their child at a school for children with developmental disabilities
along with a recommendation from a physician and an assessment from an intermunicipal committee for additional educational, health, and social support.
Guidelines for inter-municipal committees12 have also been recently published and adopted. These guidelines represent a paradigm shift from categorizing
children with developmental disabilities and recommending whether they are suited for education at all – and if so, assessing which kind and the level of educational
support that these children need. A description of these guidelines will soon be
published for parents so they can learn how these committees function and understand what their role needs to be in assessing the support needs of their children.
The new law very precisely requires all schools to form professional teams for
driving the process of inclusive education. These teams will be tasked with coordinating activities, implemented at school levels, which will create a higher quality
of education for children with developmental disabilities along with other children
that need additional support. “For children that need additional support in access10 Howlin, Patricia (1997). Autism : Preparing for adulthood. London and New York: Routledge
11 Službeni glasnik (Official Law Document) RS, number 72/2009
12 Službeni glasnik (Official Law Document) RS, number 63/2010
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ing, participating, and progressing in their education, if their disabilities affect the
achievement of expected results,”13 schools are permitted to recommend individualized education plans.
An individualized education plan is a document created by a preschool institution or another school that describes additional measures in place to provide
extra educational support for students. The goal of such a plan is to accomplish
optimal results for inclusion of the child in the educational environment and promoting his/her independence in a peer group. Individualized education plans are
designed for each child, with mandatory parental participation in the creation process. Ultimately, it can be realized only with parental consent. This is why it is crucial
for parents to understand what kind of support their child needs so they can actively work together with a school committee.
The new Law for preschool education was passed on March 23rd, 2010.14
This law contains important provisions for prioritizing preschool enrollment for children in vulnerable groups (children with developmental disabilities, children in foster care, children from disadvantaged socio-economic backgrounds, etc.)15 This law
also addresses the development of an individualized approach to achieving educational goals by providing additional support for children – particularly those with
developmental disabilities, hospitalized children, and children from disadvantaged
backgrounds, while respecting developmental, educational, health, and socio-cultural needs of children.16 Preschool enrollment and attendance is mandatory and
free for all children.
A new Law for social protection is expected to be passed in the near future.
This law will guarantee a more extensive support system for families that care for
children with developmental disabilities. It will also enable the development of a
large number of community support services.

13 Provision for detailed instructions about establishing rights for individualized education plan,
its application, and evaluation, article 2, in process of adoption.
14 Law for preschool education, “Official document”, number 18/2010.
15 Law for preschool education, article 13.
16 Law for preschool education, article 16.

32

