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Welcome to Holland
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I am often asked to desctibe the experience of raising a child with a disability — to try to help people
who have not shared that unique experience to understand it, to imagine how it would feel. It’s like

When you’re going to have a baby, it’s like planning a fabulous vacation trip — to Italy. You buy a
bunch of guide books and make wonderful plans. The Coliseum. The Michelangelo David. The
gondolas in Venice. You may learn some handy phrases in Italian. It’s all very exciting.

After moriths of eager anticipation, the day finally arrives. You pack your bags and off you go.
Several hours later, the plane lands. The stewardess comes in and says, “Welcome to Holland.”

“Holland?!?” you say. “What do you mean Holland?? I signed up for Italyl I'm supposed to be in
Italy. All my life I've dreamed of going to Italy.”

But there’s been a change in the flight plan. They’ve landed in Holland and there you must stay.

The important thing is they haven’t taken you to a horrible, disgusting, filthy place full of pestilence,
famine and disease. It’s just a different place.

So you must go out and buy new guide books. And you must learn a whole new language. And you
vill meet 2 whole new group of people you never would have met.

It’s just a different place. It's slower-paced than Italy, less
flashy than Italy. But after you've been there for a while and
you catch your breath, you look around...and you begin to
notice Holland has windmills...and Holland has tulips.
Holland even has Rembrandts.

But everyone you know is busy coming and going from
Italy...and they’re all bragging about what a wonderful time
they had there. And for the rest of your life, you will say,
“Yes, that’s where I was supposed to go. That’s what I had
planned.”

And the pain of that will never, ever, ever, ever go
away...because the loss of that dream is a very very

o significant loss.

But...if you spend your life mourning the fact that you didn’t
get to go to Italy, you may never be free to enjoy the very
special, the very lovely things...about Holland.
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Questions and Answers About Down Syndrome

Q: What is Down syndrome?

A: Down syndrome is the most commonly occurring chromosomal abnormality, resulting when an
individual possesses three, rather than the usual two, copies of the 21st chromosome. This excess
genetic material affects a person’s physical and cognitive development. People with Down
syndrome will have some degree of mental retardation, usually in the mild to moderate range. There
are many characteristics associated with Down syndrome, including low muscle tone, an enlarged
tongue, a flat facial profile, and an increased risk of some related medical conditions. However,
every petson with Down syndrome is a unique individual and may possess these characteristics to
different degrees or not at all. In addition, all of these characteristics are found in the general
population.

Q: Why should we be concerned about Down syndrome?

A: Chromosomal abnormalities are a widespread medical issue, with Down syndrome being the
most common genetic condition. One in every 800 to 1,000 children is born with Down syndrome.
More than 50 percent of miscartiages are caused by a chromosomal abnormality. As many as 25
petcent of all miscarriages are caused by a trisomy, which is the presence of three copies of a
particular chromosome, rather than the usual two. The most common form of Down syndrome is
also known as Trisomy 21, because it involves an extra copy of the 21st chromosome. About 25
percent of children conceived with Down syndrome sutvive past birth. Individuals with Down
syndrome possess varying degrees of mental retardation, from very mild to severe.

Q: What impact does Down syndrome have on society?

A: Individuals with Down syndrome are becoming increasingly included in society and community
organizations, such as school, health care systems, work forces, and social and recreational activities.
Due to advances in medical technology, individuals with Down syndrome are living longer than ever
before. In 1910, children with Down syndrome were expected to survive to age 9. With the
discovery of antibiotics, the average survival age increased to 19 or 20. Now, with recent
advancements in clinical treatment, as many as 80 percent of adults with Down syndrome reach age
55, and many live even longer. In the United States, Down syndrome affects approximately 350,000
families. Approximately 5,000 children with Down syndrome ate born each year. As the mortality
rate associated with Down syndrome is decreasing, the prevalence of individuals with Down
syndrome in our society will increase. More and more Americans will interact with individuals with
this genetic condition, increasing the need for widespread public education and acceptance.
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Q: Is Down syndrome hereditary?

A: The additional genetic material which causes Down syndrome can originate from either the
father or the mother. Approximately 5 percent of the cases have been traced to the father. In
general, the chance of having a second child with Down syndrome is about one in 100. The chance
is greater if one parent carries a translocated cell, which can be determined through genetic testing,
Down syndrome does not otherwise run in families and a sibling, aunt or uncle is at no greater risk
of conceiving a child with Down syndrome.

Q: Who is at risk of having a child with Down syndrome?

A: Down syndrome affects people of all races and economic levels. It is one of the most frequently
occurring chromosomal abnormalities, occutring once in every 800 to 1,000 live births. Over 350,00
people in the United States alone have Down Syndrome. Women age 35 and older have 2
significantly increased risk of having a child with Down syndrome. A 35-year-old woman has a one
in 350 chance of conceiving a child with Down syndrome, and this chance increases gradually to one
in 100 by age 40. At age 45 the incidence becomes approximately one in 30. However, because
younger women in general give birth more frequently, most babies with Down syndrome are born
to younger mothers. Genetic counseling for parents is becoming increasingly important. Stil, many
physicians are not fully informed about advising their patients about the incidence of Down

syndrome, advancements in diagnosis, and the protocols for care and treatment of babies born with
Down syndrome.

Q: Why is it important to raise children with Down syndrome at home?

A: A greater understanding of Down syndrome and advancements in treatment of Down
syndrome-related health problems have allowed people with Down syndrome to enjoy fuller and
more active lives. Children raised at home and included in all aspects of community life can best
reach their potential and function in society with a greater degree of independence. Parental love,
nurturing, and support, as well as eatly intervention programs, educational opportunities, and
community involvement, have a direct relationship to the degree that a person with Down syndrome
is able to achieve his/her potential.

Q: Why hasn’t Down syndrome received much attention in the past?

A: Even though Dr. Jerome Lejeune discovered in 1959 that it was an extra 21st chromosome that
caused Down syndrome, it is only in the last few years that a focus has been placed on the study of
the 21st chromosome. Why? Because we now have the technology to isolate specific genes and
genetic material. The momentum is increasing. In May of 2000, an international team of scientists
successfully identified and catalogued each of the approximately 225 genes on Chromosome 21.
Researchers continue to look for the genes related to the development of the brain and the physical
characteristics associated with Down syndrome. Once identified, it is hoped that the biochemical
process which causes Down syndrome can be decoded, leading to the development of an
intervention and therapy. ~
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