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THE WAY IT IS

One evening in 1987, Aarhus Business Academy 
teachers Carl-Johan Nielsen and Birthe Mousten 
both attended a work party where older teachers 

introduced the newer ones. Carl introduced Birthe. Three 
years later they were married and nine years after Birthe was 
pregnant. Early on, she and him knew they were going to have 
twins. In 1999 she gave birth to two boys, Bjarke and Sigurd. 
“And a lot of people ask, ‘Well that must have been terrible 
having two at the same time,” said Birthe. For Carl and Birthe, 
twins were fine with them.

“It was good,” said Carl. “Bjarke was normal at the beginning.”

By the time the boys were around two-years-old, Carl and 
Birthe began to notice Bjarke’s developing stopping and in 
some cases reversing.

Now at 13-years-old, Bjarke spends half of his time at 
home and the other at an institution.

*The following interview was with Birthe and Carl 
responding to questions together.

While at school, Bjarke lays down on the 
ground as an educator tries to get him 
interested in the day’s education exercise.
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“When we was a couple years old. He 
star ted losing abilities instead of gaining 
abilities. Which was a weird thing to 
notice. It’s not as if he was slow in 
learning things. It’s very, obvious when a 
child loses an ability, when suddenly he 
loses the ability to stand up and walk.”  

“We knew in the course of a couple 
of months that something was wrong. 
It took almost six months before we 
could convince anybody else that 

something was wrong. Because when 
you see it from the outside you just 
see a child that has not yet learned this 
and that ability or skill. When you see 
it from the inside, as we did, we knew 
he had been able to do some of those 
things earlier but now he can not do 
them any longer.” 

“But to convince other people that that 
has been the case is a bit hard because 
it is so much against nature, and why 
would that be. It sounds odd. ‘Can it 
really be true?’ So when you see it from 
the outside people doubt the validity 

of the things you tell them. We were 
sent to a specialist in small children’s 
diseases. Well that was when he was 
almost two. He saw it straight away. 
He saw it when we walked through 
the door and he said, ‘Well, there’s 
something wrong.”

Left: Family photos line the windowsill 
of Carl’s office at home with a view of the 
backyard. 

Right: Bjarke sits in the grass of the backyard 
as his father and brother try to encourage him 
to ride a tandem tricycle. Though he mostly 
doesn’t like to be outside, Birthe says once 
Bjarke is riding the bike he enjoys it.

WHEN DID YOU START TO NOTICE 
SOMETHING DIFFERENT ABOUT BJARKE?
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WHAT KIND OF THOUGHTS WENT 
THROUGH YOUR MIND?

WHAT WAS BJARKE’S DIAGNOSIS?

“Well we had one normal and one 
not normal. It’s not nice. There’s 
an enormous amount of sadness 
connected with it. Still is actually. Yeah 
it’s as easy as that, it’s something you 
have to do. You can run or you can 
work with it. We stayed.”

“The diagnosis that he has is not really 
a diagnosis of sor ts. With children like 
him they say he’s a child within the 
autistic spectrum. In general terms 
speak about autism and autists but 

in the professional word there is not 
such a word as an autist. People who 
are placed within this category have 
behaviors and different, well skills 
and lack of skills. They’re not all the 
same, which is one of the common 
misunderstandings actually. And which 
is one of the reasons why I don’t really 
want to use that word because people 
misunderstand it. It’s a very bad word 
to use when you want to communicate 
with people about him because it’s like, 
‘Oh, well, then he’s like Rainman.’ Well 
no.”

Top: Carl lifts open the blinds and lets the sun in 
during an afternoon.

Right: After putting a new pair of clothes on Bjarke, 
Birthe and Bjarke have a moment of embrace on the 
floor of the bathroom.

Bottom right: When Bjarke is away from home, 
whether at school or the institution, his parents have 
a journal for whomever is with him to make notes 
about their day with Bjarke.

Left: Bjarke plays with one of his toys on the kitchen 
table during dinner.
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thing as he doesn’t like it at all. But he’s 
got to learn to like things. So I know 
they’ve been working with puzzles at 
the school. And now after four, five 
years where they’ve been doing puzzles 
he actually likes it. He finds the puzzles 
himself and solves them. But he would 
never have done that if he hadn’t been. 
introduced to puzzles over and over 
again. He isn’t an intuitive learner. He’s 
got to learn it slowly.”

WHAT DOES HE LEARN AT SCHOOL?

HOW SHOULD HE BE DESCRIBED?

“I don’t know. All sor ts of things. Well 
we basically our main idea is to, that he 
should be trained to cope with as many 
things himself as possible. I mean he will 
never learn to read, probably not. And 
so that’s not on the agenda.So basically 
something that would be help for him 
in the future would be something we 
would like him to learn.#

“He’s a child with disabilities. He’s got 
stereotypical behaviors. Well playing 
with his music and watching the same 
TV program for 2 years. Something like 
that. He likes doing the same things 
over and over again. So he’s strongly 
repetitive in his behavior and it gives 
him a satisfaction to be occupied with 
something he knows already.  I guess it’s 
par t of his disability that it’s very hard 
to cope with something new.  It takes 
a lot of time to learn and accept new 
things.”

“That’s one of the things about him. If 
we have to introduce him to new things 
it’s almost for sure that he doesn’t 
like it at the beginning he’s got to be 
introduced to it over and over again. 
So it takes a long but its not the same 

IF PEOPLE ASK ABOUT BJARKE, WHAT 
DO YOU TELL THEM?

“Well most of the time people don’t 
ask. I just say well he’s a disabled child, 
child with disabilities and that’s the 
end of it. I tr y to you know signal that 
well we don’t need to discuss this 
because why should I discuss that with 
people. Basically it’s because they are 
so curious about it and I don’t feel the 
need to talk about it with sometimes 
complete strangers. So it’s waste of my 
time and I don’t get anything back. It’s 
just because they’re curious and want 
to know. Why should I tell them? Just 
cause they want to know and have a 
kick out of it? So I tr y to avoid it, most 
of the time. And you learn your ways 
outside the topic. I think they sense 
that maybe we shouldn’t discuss that 
anymore.”

Left: Bjarke runs through the house to go pick up 
some of his toys while he is getting ready for bed.

Right: Bjarke looks around the living room while 
listening to a music television show.

Bottom: Bjarke goes searching in his room while the 
rest of the family is preparing an afternoon meal. 
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WHAT IS THE RELATIONSHIP LIKE BETWEEN THEM?

“Well that’s easy. There’s none. They live in parallel worlds. 
With the small addition once in a while Sigurd has this 
brotherly feeling where he helps Bjarke and wants to take 
care of him. But they don’t have anything in common, 
they don’t play together, they don’t do anything together. 
They live separate worlds and lives. That’s it.” 

“Well then you have to go all the way back to two or 
minus two. Because when they started developing in 
different directions they also parted ways. Yeah, I mean 
Sigurd wanted very quickly wanted to play with Lego. 
Things like that and Bjarke just couldn’t follow suite.”

WHEN DID SIGURD START NOTCING 
SOMETHING ABOUT BJARKE?

“Very early. Three years. Very, very early. He asked the 
question, ‘What’s wrong with him?’ So he knew it from 
the very beginning almost. He knew it as soon as we 
knew it.”

Left: Sigurd, background, and his friend explore the 
edge of a dock at Brabrand Lake.

Right: Bjarke bites his fingers while eating dinner
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WHAT IS IT LIKE TO HAVE BJARKE 
SEPERATED FROM THE FAMILY?

“You get used to it. I guess most 
families have things like that. Think of 
a family where one of the parents for 

HOW HAS BJARKE TRANSITIONED 
THROUGH THE INSTITUTION?

WILL HE BE THERE FULL-TIME?

“It was a kind of gradual process. He 
star ted going to an institution on 
weekends only. And only once in a 
while. Seven, eight (years-old). And 
then gradually its increased so that 
it’s 50 percent of the time he’s at an 
institution. It’s got to do with a lot of 
things actually. Because its an issue 
we can only decide par tly because its 

“Yeah, probably. Sure. He’ll stay there 
until he’s 18 then he’ll have to move on 
to another and the school is finished. 

paid by the municipality so we’ve got 
to have a grant to have him at the 
institution and we got to apply for this 
grant. Even though of course when 
they’re at an institution full-time you 
can take them home whenever you 
want to.”

He will have to find a place to stay. 
Or we will. And that is of course the 
municipality is making the final decision. 
We have to get the grant otherwise he 
cannot stay there.”

instance is a business person and is 
away all the time. It’s the same thing. 
Might be away for all the weekdays 
and coming home basically only on the 
weekends. It’s the same kind of life. You 
get used it.”

“We live a completely different life in 
the weeks when he’s not here. I mean 
it’s fair ly easy once you get you used to 
it that this is just the way it is.”

Left: Bjarke walks along side Birthe as he’s guided 
back home after visiting an ice skating rink.

Right: Carl, Bjarke, Birthe and Sigurd sit on the couch  
of the sewing room.


