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Reflections from parents
whose child with

Down syndrome was
diagnosed before birth



Although it is very hard,

there is a light at the end of the tunnel.
Allow yourself to grieve for the child
you longed to have,

then allow yourself to learn about
the child to come.

Talk with parents of other children
with Down syndrome

and you'll learn that the differences
are not as great

as you may have thought.

Most of all, love your child -

your dreams for him/her may change

but you can still dream.

Susan — Cranston, Rhode Island
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In isolation, finding out your child has Down syndrome can be a very shocking
and scary experience. If this discovery is made before birth, the dilemma can be
magnified. Often friends and family cannot relate, and so expectant parents can
be overwhelmed with medical concerns, their own fears, as well as the usual new
baby issues. Getting understanding, support and up-to-date information from

those who have already shared this experience is critical.

From the time the interviews included in this booklet were collected in the late
1990’s, medical technology and protocols have developed both in the areas of
pre-natal screening and in-utero diagnosis of Down syndrome. The triple screen
of alpha-fetoprotein levels (AFP), unconjugated estriol, and human chorionic
gonadotropin (hcG) is now commonly combined with checking inhibin (quad
test). Moreover, specialized ultrasounds combined with other markers from
maternal blood tests continue to be developed to help determine the risk of
chromosomal anomaly.

Yet in the crush of statistic-centered and diagnosis-centered information, more
than ever it is crucial to connect with person-centered truth about your child’s
developing life and potential. This booklet provides needed support and person-
centered information by addressing specific issues and struggles of expectant
parents wishing to prepare for the birth of their baby with Down syndrome.
These pages contain excerpts from a survey of parents all of whom have already
journeyed down the intense road of pre-natal diagnosis — and chose life. As you
read their comments, may their struggles and experiences resonate with your
own...generating direction, options and hope.

Linda Chan Rapp, editor
August, 2007

Note: Since 1999, “Light at the End of the Tunnel” has been read by
parents from across the United States, Canada and other parts of the
world. The first printing was funded by a generous grant from the

March of Dimes, Orange County. This reprinting has been jointly funded
by the Down Syndrome Association of Orange County and the National
Down Syndrome Congress.
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How did you find out that you were carrying
a child with Down syndrome during your
pregnancy?

What do you remember about the experience? ......... 4

Thinking back, when you first heard the news
of your child’s diagnosis, what do you wish
you had known then that you know now?

Is there anything you wished you had done
differently to prepare? ........ccccceceeeeirienieneeciniieneene. 6

What advice would you give to expectant
parents who have just learned that their baby
has Down syndrome in order to help them in
preparing for their child

— emotionally?
— logistically?
—medically?. ..o 8

What did you find to be supportive?
(Or, what would have been supportive?)................... 12

Any additional words of advice or
encouragement to expectant parents of a
baby with Down syndrome?..........cccccooeveinienienenne 14



Look for the most
current facts. Don’t

plan the future; take a
few months at a time.
Family will adjust better
than you think. I was
afraid that my kids might
consider [the new baby]
a burden. Later I realized
that it was up to me not
to treat her differently
and that they would
respond to my actions.
My kids adore Mia — I

was worried for nothing,

Nancy — Gypress, Galifornia

Any additional words of advice or
encouragement to expectant parents
of a baby with Down syndrome?

Don’t believe your fears. This baby is truly a special
blessing and will stretch and enrich your life in ways
you can’t even begin to imagine right now. This
may take a while to come to terms with, however.
We all have the “fantasy baby” in our minds while
we’re expecting. This baby will win every beauty
pageant, win the Nobel Prize and cure AIDS,

of course. Normally, we are given time to slowly
disabuse ourselves of this fantasy as we get to know
our children with all their “humanity”— they are
wonderful, but different from what we dreamed up
in our heads when we were expecting them. News
like “Down syndrome” brings the fantasy crashing
down around our ears in one fell swoop. You will go
through the grieving process of losing the fantasy
baby, and you need to allow that to happen. The truth
1s, however, that the real baby will still be wonderful.
Our Carmen is the most joy-gifted human being

I know, and she is loved by everyone in our family.
Much of the fear is based on untruth. Take time to
find out the truth.

Ginger — Edgewater, Maryland

Having a child with Down syndrome has molded
me into a better person. It has opened my mind
about the incredible frontier our brain is and [I] am
learning together with my child. ...am also applying
principles [that] I am learning to my other son as

well. ...am very excited about the journey.

Barbara — North Lawrence, Ohio



The single most important factor

in whether or not you are going

to have a good experience is

your ability to have a good attitude about it. That Remember that the
means a good sense of humor, a wide acceptance child you’re expecting is
of difference, and a willingness to learn that some still the same child you
things you used to think are wrong. One of the conceived. It is only your
turning points for us was when we talked to a woman | expectations that get in
who said that if we chose not to have our...baby, to the way of acceptance.
please deliver it and put it up for adoption, because Each child on this planet
she helped place babies with Down syndrome for 1s unique, including the
adoption and there was a waiting list of a hundred one you are carrying,
families! Now we know why. Having Jesse in our Live each day for the

family has been an indescribable blessing, not only to | glorious day that it is and
us, but to many, many people around us. We're living | be thankful for the gift

a whole new life, and we wouldn’t trade it for our old | God has given you.

life for the world. Patty —

Bruce and Elizabeth — Tarrytown, New York Paso Robles, Califorma

It’s not the end of the world. In many ways it is more rewarding than having

a “regular” baby. You take nothing for granted. I am always amazed at how

close to normal my son is progressing, something I otherwise would have taken
for granted. Today, Liam found his shadow for the first time. The sunlight was
streaming in through the kitchen window and he was crawling on the floor
exploring. I looked down and saw something had caught his eye. He was rocking
back and forth giggling. I looked down and saw his shadow on the wall. I watched
for the next five minutes as he moved his head and arms and watched his shadow
move. Would he have found his shadow at this time if he was a “regular” baby?
Probably. Would I have noticed at this time and shared his happiness? Probably
not. I might have been more concerned with the dust on the baseboard.

Kathy — Belle Harbor, New York @
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The opinions, findings and conclusions or recommendations in this booklet are those of the individuals
quoted, and do not necessarily reflect the views of the DSAOC or NDSC organizations, the Children
and Families Commission of Orange County, or their membership, if any. All medical and related

ussues should be thoroushly discussed with vour doctor. or vour child’s doctor. before being imblemented.



Special thanks
to all the
children and
families who
are pictured in

this booklet.




Know that your child
will walk

will talk

will learn

and will grow to be

an important part

of our community.

| can’t stress that enough.

Melinda
Fullerton, California

© Linda Chan Rapp






