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“My parents are okay with it” 

That’s what Danny always says whenever another mysterious disappearance happens in the 

community.  

His obvious sense of guilt is both charming and disarming, and it always throws me off course. 

There’s just no way to go up against it.  

And yet... 

One way or another, you have to get the missing item back. But beyond that, you wish you could 

make Danny understand you’re not always in the mood for his jokes.  

Parents, sibling and caretakers of people with Down Syndrome will know exactly what I’m talking 

about. You feel powerless, because you don’t know how to deal with that much charm. Should I be 

strict? Get angry? Wait patiently? Perhaps I should read a book...  

Karel De Corte’s book deals with situations exactly like these. It’s not a boring work of strict rules to 

be followed, but a collection of thoughts, tools, tips and inspiring examples.  

A remedial educationalist who has been working at Den Dries vzw [a multi-level facility aimed at 

adults with intellectual disabilities] for more than 30 years, Karel was struck by the outlook people 

with Down syndrome have on life and developed a passion for finding a way to integrate their view in 

how we interact with them.  

The book deals with key concepts like the need for structure, building a relationship, developing 

psychological scripts and how people with Down Syndrome experience struggles. 

But how do you handle that need for structure--also known as stubbornness? How do you build a 

relationship with someone who has very peculiar notions of what a relationship entails? 

How can you attempt to rewrite the psychological script without making it a struggle?  

This book doesn’t provide all the answers. Rather, it was written from a position of concern for 

people with Down syndrome, in the hope readers will develop a new perspective on their somewhat 

different world.  
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Parts of the book are funny while others force you to face reality, but throughout it, the author 

shows a deep sense of respect for those people who have been a part of both of our lives for many 

years.  

I have had the pleasure of reading it before you, and it has provided me with new insights as well as 

entertainment. I wish you the same. 

 

Luc Verbeke  
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PREFACE 

This work is the result of several hundreds of consultations with people with Down syndrome, over 

the course of the last twenty years. These experiences were anonymized and bundled into the book 

you’re holding now. The only two exceptions to this rule are Chris, the man whose last words were 

included in the book, and the story of Arthur’s mother. The book also includes some longer case 

studies that combine different elements from different cases into one fictional character. 

I have tried to appeal to a broad audience: those who live with and work near children or adults with 

Down syndrome. That target audience includes both new parents of preschoolers with down, 

teachers working in special education, group home staff and psychiatrists. 

I have done my best to describe ideas as thoroughly as possible, and have used over a hundred 

professional and personal anecdotes. If a particular case study seems tedious, you can simply skip 

ahead. Hopefully, you’ll find the next one more appealing. 

The first part of the book discusses psychological and social functioning, vulnerabilities and risks. This 

is where I try to paint an elaborate picture of what makes people with Down syndrome so unique 

and vulnerable. I can imagine this part will leave you somewhat confused. You might even be 

thinking, “now what?”. Still, I chose to first provide you with a thorough insight into what makes 

people with Down syndrome tick. The elaborate description leaves many questions unanswered, 

which will hopefully motivate you to keep on reading. 

It’s my hope that the second part, “How do we make life easier for them?” will provide the answers 

and tools you’re looking for. Of course, we are aware of how this setup tests your patience. However, 

I believe that the descriptive first part acts as a crucial framework for the tools offered in the second 

part, regarding the interaction with people with Down syndrome. Understanding the strengths and 

vulnerabilities of people with Down syndrome will help us provide them with proper support in times 

of need. 

At the end I want to add that some stories and ideas are spiced up with some maybe typical Belgian 

humor. I have done this as a reminder of the importance of humor, both while reading and in the 

interaction with other people—Down syndrome or not. It is said that life is a mixture of joy and 

sadness. Well, sometimes we cry from laughing so much. People with Down syndrome love to laugh, 

so why shouldn’t we?  
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As I have mentioned before, it’s in their nature for people with Down syndrome to process reality 

through recognizable patterns. Any experience deemed important is saved and formatted into a 

manageable format, then added to what you might call a mental database. See for example Floris 

and his “I don’t do stairs” database. 
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Granted, spraining your ankle is painful, but most people will consider it to be a relatively mundane 

occurrence—certainly not something worth remembering for years after the incident. Floris isn’t like 

most people, though. That pain and fear were a traumatic experience to him. Due to his intellectual 

disability and the inexplicable sense of pain—and despite his parents and doctors repeatedly trying 

to soothe him—he doesn’t understand how minor the injury is, nor that it will heal completely. In his 

mind, the doctor’s well-meant remark to be more careful when navigating stairs quickly became a 

major warning, even a prohibition to take the stairs. Once that’s been added to his database, no 

attempts to dissuade him—however gently or sensibly—will work. Quite the opposite, in fact. Almost 

imperceptibly, Floris’ reality changes into one which has no room for stairs. Every situation or 

incident involving him having to go up or down a flight of stairs only serves to reinforce the pattern. 

The more people fuss over his behavior throughout the years, the stronger the “I can’t do stairs” 

database is imprinted, until it becomes an essential part of his reality. 
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Ticking off everything in that psychological script every day is anything but relaxing. We may find that 

difficult to understand, because to people with Down syndrome, activities that come easily to us 

actually require a lot of energy on their part. For example, getting ready in the morning will hardly 

feel like a lot of work to us. People who love watching a certain show will do so to unwind. We often 

get more energy from leisure activities than we put into them. 

This is not necessarily true for people with Down syndrome. Sometimes, activities that start out as 

interests— and that their inner circle may even encourage them to pursue—can evolve into time-

consuming obsessions. Over time the person with Down syndrome seems to lose himself entirely, 

while those around him can only anxiously watch from the sidelines. 

Andrew... 
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Ticking off every box in that psychological script costs people with Down syndrome lots of time and 

energy. Their inner circle may not be aware of that, since many of the interests in that script are 

technically leisure activities. To the fourteen-year-old with Down syndrome, spending hours in her 

room lip-syncing into a toy microphone is nothing more than a hobby. And while she enjoys doing it, 

it could eventually grow into a time-consuming, draining activity that has to be done. It’s only logical 

that those around her try to prevent her interests or hobbies from evolving into compulsions. In my 

opinion, it’s important not to make this a point of contention but to maintain a dialog, and to utilize 

your shared bond to influence them. 
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The majority of stereotypical behavioral patterns focused outward have to do with other people: 

celebrities, regular people, or fictional characters. At the heart is a certain interest in a real or 

imaginary person, which can develop in any number of ways. A positive fixation will mean fondness, 

appreciation, friendship, admiration, love, adoration, etc. A negative fixation will elicit jealousness, 

irritation, teasing, bullying or aggressive behavior toward a specific person or group of people.  

I want to stress that these emotions and behaviors are a part of human behavior in general and that 

they are not limited to people with Down syndrome. Nevertheless, it is clear that many people with 

Down syndrome develop a strikingly similar and highly structured way of dealing with these 

emotions and behaviors. These positive and negative emotions and their corresponding behaviors 

may occur in rapid succession, depending on how their environment responds to them. 
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Isaac’s response to Carmen is a good example of how a fixation on a particular person can have its 

pluses and minuses. While the starting point was positive, even affectionate, Isaac’s behavior quickly 

turns negative and destructive. Over time, Isaac’s behavior is a chaotic rollercoaster as he 

experiences opposite feelings like harmony and conflict or love and hate. 
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There are many more stories like Fiona’s. When they are in a good place emotionally, people with 

Down syndrome are generally very sociable. Those in their inner circle may worry about how easily 

they approach strangers. Nevertheless, it’s important to remember that the way they welcome the 

world with open arms is what makes them such interesting people in the first place. In that sense, we 

shouldn’t regard their typically carefree nature as an issue. While it may be a stretch to call it ‘our 
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problem’, it is essentially up to us to embrace them—carefree spontaneity and all. For caseworkers 

and other healthcare professionals, the 21st century buzzword is inclusion. Inclusion means society 

adapting so people with Down syndrome can be fully themselves and get a proper seat at the table. 

In other words, it is up to us to drive that change and manage our expectations.  

Of course, that doesn’t mean that we as parents, teachers, and other involved adults shouldn’t teach 

a child the limits of what is acceptable—that is at the core of our role as educators. When a parent 

thinks their son is being too pushy, it’s their job to correct him in such a way that he will know better 

next time. Whether or not the son has Down syndrome shouldn’t matter. However, when the child 

does have Down syndrome, it is important that we manage our own expectations around their 

carefree nature.  
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Besides the physical changes and often tumultuous development of our identity, we also experience 

other changes between the ages of 15 and 30, both in ourselves and in our environment. For many of 

us, this is a crucial stage during which we make a number of decisions that will shape much of our 

future. Growing up, we usually share our lives with parents and siblings. Once we reach adolescence, 

some of us will enter into a romantic relationship with someone who we want to spend the rest of 

our lives with. As young adults, many of us graduate from school and our social circle changes from 

fellow students to coworkers. We move out and find a home of our own. Some of them will have a 

child by the age of 25. In other words, our lives change more between the ages of 15 and 30 than 

they do in all the years before and afterward.  
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In the previous chapter on psychological functioning, I have discussed in some detail that dealing 

with change isn’t exactly a core competency of people with Down syndrome. Much like Cooper, 

many young people with Down syndrome have to learn to cope with a great deal of drastic change. 

Leaving school to start life among adults, siblings moving out, the first grandchildren being born, 

perhaps the death of a grandparent... We recognize that this is part of life, but for people with Down 

syndrome, these events put incredible pressure on their psychological script. To Cooper, graduating 

from school and starting at the adult care center doesn’t merely constitute a change in his existing 

psychological script, it rather requires an entirely new one.  

It is understandable that people with Down syndrome struggle with the many changes that typify 

adolescence and young adulthood. The context of their everyday life is undergoing so many changes 

that they have trouble structuring and processing their ever-shifting reality. And because these 

events are a part of life, there is very little we can do to protect them from that reality. Adults can’t 

stay in school indefinitely, and sisters don’t usually spend the rest of their lives living with their 

younger brother. Later on, I will make some suggestions on how we can deal with these 

vulnerabilities. As a preview, below I share some excerpts from my report for Cooper’s parents and 

caseworkers. 
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Professional experience has taught me that people with Down syndrome sometimes have difficulties 

dealing with transitions in real-time, which leads to a mental or physical shutdown. Transitions are 

unexpected disturbances of the psychological script; moments marking the shift to a new paragraph.  

When people with Down syndrome are caught up in their own world, a simple question, comment, 

or expectation is actually a difficult changeover for them: instead of the paragraph they were 

expecting, they now have to deal with an unexpected, unknown addition to the psychological script. 

This real-time changeover from the familiar to the unknown may lead to a shutdown involving 

problematic behavior. 

Multi-stage communication can be helpful 

True, multi-stage communication does require a mindset that is not always well aligned with our 

hectic lifestyle. It can be difficult to take some time when your child shuts down just as you’re 

heading out the door to a party, or when a caseworker feels she needs to be in three places at once. 

Time pressure, frustration, and impatience are the biggest threats to successful multi-stage 

communication. In some sense, this is a bigger challenge for able-minded people than it is for people 

with Down syndrome. 
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Fatima’s teachers have successfully implemented the three elements of multi-stage communication 

in their new approach. Five minutes before the end of recess, Fatima’s teacher tells her the bell is 

about to ring, giving her time to get used to the idea of going back to class. She prepares Fatima by 

communicating on her level. The teachers make sure to always stand in the same place, and to 

clearly indicate that. Waving at Fatima also helps her understand and recognize what’s going on. 

Finally, the new approach involves teachers showing compassion for young Fatima. Their interaction 

with her is gentle and takes place at her safe space in the corner of the schoolyard, and they have put 

in place a waving ritual specifically for her.  

Miss Rita’s words are key here. Multi-stage communication doesn’t always work. Sometimes, we just 

don’t have the time, the energy, or the patience. However, the value of multi-stage communication is 

not measured in the number of times we manage to use it successfully. It is sufficient to try a multi-

stage approach with people with Down syndrome whenever we do have the time, the energy, and 

the patience. Let us not use those impossible moments or situations as a reason not to use it at times 

that do allow for it. 
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