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Prologue
It was a sunny Friday morning in September when I walked into the old lecture-hall at the
Antonius Deusinglaan 2. In front of the blackboard stood a man, a real professor at first
sight. He was wearing a black suit with a tie, something you do not see that often in the
‘nuchtere’ city of Groningen. During my bachelor’s degree programme I mainly came
across professors in casual clothing, often in faded sweaters, and the cliché of a biologist
in sandals (with socks!) became reality all too often. This professor, however, was
different, that was for sure. His appearance was knowledgeable, enforced by his
impressive white beard. I sat down on the hard benches in the dimly lit lecture-hall, and
noticed that I was smiling from the moment I entered the room. The man in black was
continuously making jokes in a pleasant, but also somewhat funny accent. As a real
northerner, I wasn’t quite used to the soft tones and the unique Flemish vocabulary. The
repetitive ‘allé’ and ‘amai’ sounded friendly, and I felt at ease straight away. Prof. dr. Peter
De Deyn was his name. He came all the way from Antwerp and told us that he had driven
over three hours that morning to tell us about his dementia research in the BCN
Orientation Course.
He commenced and I was poised on the edge of my seat. I was fascinated by his
stories. A vast clinical experience, including anecdotes about unique patients, enabled him
to bridge science and clinical practice in an interesting and humorous way. He did not
really stick to his slide presentation, but I did not care about this for the first time in my
early academic career. His storytelling skills were unequalled. I felt like being in an episode
of Inspector Lewis, one of my favourite detective series in the beautiful university city of
Oxford. I was not thinking about the horrific murders, of course, but about professors
wearing black gowns, instead. The academic scene plays a prominent role in this series. In
Oxford, professors do not merely read hundreds of slides out loud, but they give real
lectures: making students enthusiastic about their field of expertise and their research by
great storytelling. Fake idyll, probably, but De Deyn’s lecture came close to my romantic
idea of academia. Substituting his suit for a gown, and it would have been entirely perfect.
Although I had never really thought that much about dementia before, a genuine
interest took me by surprise. In fact, I had started studying biomedical sciences to get an
understanding of cancer, the disease that had hit my mother when I was three years old
and killed her after five years of illness. However, after a few years of studying in
Groningen, I was somewhat disappointed. Cancer research in the modern era turned out
to be genetics and bioinformatics, and I had the feeling that I completely lost the
connection with the real disease and the people suffering from it. The feeling of ending up
in a laboratory in the ivory tower worried me, and I started looking for fields of research
with a more clinical perspective, at the crossroad between clinic and science. The
Behavioural and Cognitive Neurosciences research master seemed the right choice in that
respect.
Indeed, in his lecture, the renowned dementia expert from Belgium discussed
clinical symptoms and the underlying biological mechanisms in a way that was new to me.
‘Dementia is more than memory loss only’, he said, illustrating his statement with a lively
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description of a patient that he had encountered the week before. Behavioural and
psychological changes are core to dementia, often already in an early phase of the
disease. I got intrigued by this neuropsychiatric approach. Halfway during the lecture, De
Deyn referred to people with Down syndrome, or trisomy 21, coming to his memory clinic
in Antwerp, because of their extremely high genetic risk to develop Alzheimer’s disease. It
was a true ‘aha-erlebnis’ for me. All of a sudden, it all fell into place. That’s it, I thought.
The remainder of the lecture was probably interesting too, but I couldn’t focus any more. I
thought back to Gea, an elderly lady with Down syndrome who I have known very well.
My parents had started a day-care center for people with intellectual disabilities
at the dike of the river IJssel in the small village of ‘s-Heerenbroek, close to the Hanseatic
cities of Kampen and Zwolle. I grew up next to this Zalkerveer & Theehuis and I cannot
think of a moment that my ‘Down syndrome family’ was not around. Gea was one of the
people very dear to me. My mother had supervised Gea for years in another day-care
center in IJsselmuiden. They were very close. So close, that Gea was the third person to
hold me when I was born. She almost squeezed me in her arms, but I was well protected
in any case. No-one could come close to me. Before someone pointed a finger at me, she
spoke very seriously to them and warned people not to harm me. When the new
Zalkerveer & Theehuis project opened a few years later, Gea followed my mother and
started working in ‘s-Heerenbroek as well. Together with my parents I lived very nearby in
the old ferry house on the dike. I came across Gea on a daily basis and saw her growing
old, while she saw me getting larger and larger and entering adolescence.
As time went on, Gea started to behave in an odd manner. Out of the blue, she
started screaming now and then amidst customers on the terrace. She became
increasingly slow and her stubbornness drove people mad. Gea wasn’t Gea anymore. But
since we cared that much about her, we accepted her behavioural changes and tried to
deal with it to the best of our possibilities. A few years later, Gea had to leave. It had
become so difficult to take care of her, that it affected other clients in the group. She
moved back to IJsselmuiden to an elderly center where she could do everything at ease,
without the stress of demanding customers and time. I didn’t see Gea for a period of
about three years till the moment that I bumped into her at a Christmas fair in the village.
I hardly recognized her: an old lady in a wheel chair gave me a glazed look. She had lost
most of her speech, and looked twenty years older. It turned out that she had Alzheimer’s
disease. This devastating disease had affected her strongly in those years. The lady in the
wheelchair was Gea, but she wasn’t my Gea anymore. A few months later, we received
the obituary notice.
That severe deterioration over those few years struck me in the middle of De
Deyn’s lecture, and in retrospect I realized that Gea’s behavioural changes were probably
the first signs of the insidious Alzheimer’s disease. After he ended his lecture, I tapped him
on the shoulder, and asked whether he conducted dementia studies in people with Down
syndrome. ‘That’s not my piece of cake,’ he said while pulling at his beard. ‘How come you
are specifically interested in this?’ he asked. We left the building together and walked
towards his Dutch office on the other side of the hospital grounds, about one kilometer
southwards. It was a fairly long walk, standing still on various occasions discussing his
dementia research, my background, and, Gea. Once we arrived in his office, his next
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meeting was about to begin. But that was no problem: at the end of that kilometer, we
shook hands, and decided to start a project together about this fascinating relationship
between Down syndrome and Alzheimer’s disease. That moment was five years ago. Most
of what we have done in the meanwhile is described in this dissertation.
I know that my mother and Gea would have been proud.

Alain Daniël Dekker
Groningen, September 2017
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