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“The Down Syndrome Association of Northeast
Indiana exists as an advocacy organization to
enhance the lives of individuals with Down

syndrome, provide information and support to
families and professionals, and promote

awareness and acceptance of individuals with
Down syndrome within our community.”

DSANI is an affiliate organization of the
National Down Syndrome Society (NDSS)
and the National Down Syndrome
Congress (NDSC).
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mark your calendar
Self Advocate Bowling
Bowling every Tuesday at 7:00 pm at
Wayne Recreation and every Wednesday
at 6:30 pm at Westwood Lanes.

Friday, February 3, 2006

Mom’s Night Out
Hosted by Marilyn Miller 1810 Thicket
Court, Ft Wayne, IN 46814 at 7:00pm.
RSVP by calling Marilyn at (260) 625-
5443 to get directions.

Tuesday, February 21, 2006
Mom’s Night Out for Parent’s
of Older Kids
At 7:00 pm   A social security benefits
counselor will speak as well as a speaker
on home away from home options.  Pat
Nuffer will host.  RSVP to Pat at 483-
1241 or pnuffer@comcast.net.

Saturday, February 25, 2006
The 2006 IEP Conference
This conference will provide parents with
information and knowledge to allow them
to become better advocates for their
children.  Contact DSANI at 471-9964.

Monday, March 20, 2006
The Sixth Annual Membership
Meeting
Kachmann Auditorium, 6:30 to 9:00pm.
The plenary speaker will be Joan Medlen,
author of the book The Down Syndrome
Nutrition Handbook.  Contact DSANI at
471-9964.

May 2006
DSANI Wizards Game
Family Day at Memorial Stadium. Tickets
free of charge.  Details to come.  Call
DSANI at 471-9964.

July 29-31, 2005
THE 34th NDSC National Convention
Marriott Marquis, Atlanta Georgia. Don't
miss this chance to attend the nation's
largest convention for people with Down
syndrome, their families, friends and the
professionals who work with them!
Contact NDSC at www.ndsccenter.org.

August 22-26, 2006
9th World Down Syndrome Congress
Vancouver, British Columbia, Canada
The NDSS is co-sponsoring this
conference instead of conducting a U.S.

national conference in 2006.  The world
congress is held every three years to
provide leading edge, broad based
information providing a balanced
perspective on current issues of concern
for people with Down syndrome, their
families, the professionals who work with
them and researchers.
www.wdsc2006.com

October 7, 2006
DSANI Buddy Walk
10am at Foster Park, Old Mill Road.
Registration at 9:30 am, walk begins at
10 am.  Call DSANI at 471-9964

Saturday, October 28, 2006
“Afraid to Look Down”
At IPFW. Told with unflinching honesty
and humor, Afraid to Look Down is a play
that explores the journey actor/playwright
Cullen Douglas took in becoming a first-
time father to his oldest son Gabriel –
born with Down syndrome.
www.afraidtolookdown.com

Wednesday, November 22, 2006
Auburn Moose Lodge Fundraiser
3rd annual event to benefit DSANI.
Contact DSANI at 471-9964.

DSANI to Host 5th Annual Meeting
DSANI is pleased to announce that
Joan Medlen, author of The Down
Syndrome Nutrition Handbook, will be
the keynote speaker for our sixth annual
meeting.  The meeting will
be held on Monday, March
20, 2006 from 6:30-10:00
pm in Kaschman
Auditorium at Lutheran
Hospital, Fort Wayne,
Indiana.

The Down Syndrome
Nutrition Handbook is the
first book to look at all
aspects of nutrition and
healthy living for children
with Down syndrome, from
birth through young
adulthood.  It describes the connection
between Down syndrome and nutrition
and provides numerous hands-on and
fun activities to teach and practice
nutrition concepts.

Joan E. Guthrie Medlen is a Registered,
Licensed Dietitian in private practice
with a focus on promoting healthy
lifestyles for people with disabilities and

their families.  She is involved in a
number of professional and parent
organizations including the Down
Syndrome Medical Interest Group and

Special Olympics
International Health
Promotion Program.  Ms.
Medlen is the editor of the
newsletter “Disability
Solutions: A Resource for
Families and Others
Interested in Down
Syndrome and Related
Disabilities.”  She lives in
Portland, Oregon, with her
husband and two teenage
boys, one of whom has
Down syndrome.

At the annual meeting, DSANI will
announce this year’s recipients of the
DSANI Down Syndrome Awareness
Awards.  We will also look back at
2005, look ahead to DSANI plans for
2006, and allow some time for
socializing and refreshments.  This is
always our most attended function of
the year and we look forward to seeing
all of you there.

Seven adults with
Down syndrome
and their parents
attended the
Escape School
Program on
January 19, 2006.
 This program
teaches young
adults “Stranger
Danger”, a
nationally

acclaimed child abduction prevention
approach and how to be smart, not
scared, out in the community.  The
young adults and their parents learned
techniques to help assess dangerous

strangers from good people, how to
get away from bad people, what to do
in dangerous situations, etc.  This was
definitely a very worthwhile program.
The picture shown is of Kevin
Landmeier
demonstrating
the "windmill "
technique for
getting out of the
grip of a bad
stranger.  Also
shown is Sheryl
Sternal with Jeff
Crawford from
Escape School.

DSANI Self Advocated Attend Escape School
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By MIKE STOBBE,
Associated Press Writer

Down syndrome in the United States
is more common than previously
thought, at one child for every 733
live births, according to a new
government report containing what
are regarded as the most reliable
estimates yet on the prevalence of
18 types of birth defects.

Previously, Down syndrome, was
estimated to occur in a range of one
in every 800 live births to one in every
1,000.

The report was celebrated by
advocacy groups that help families
affected by birth defects. They noted
that the new numbers are based on
statewide data, while previous
estimates were derived from selected
clinics and hospitals.

"Until now, there's been a real dearth
of good, reliable, national statistics
on Down syndrome," said Suzanne
Armstrong, spokeswoman for the
National Down Syndrome Society.

The risk of Down syndrome increases
with the age of the mother, from an
estimated 1 in 2,000 among 20-year-
old women to 1 in 100 for women
age 40. Many women are having
babies later in life, which might

explain the higher rate in the new
study.

But because the new statistics
were not collected in the same
way as the old, it is not clear
whether Down syndrome has
really increased, Armstrong and
others said.

The reported incidence of Down
syndrome would be higher if not
for abortions among women who
decide to terminate their
pregnancy after prenatal tests show
the fetus has the chromosomal
disorder. In the CDC estimates, some
but not all of the 11 states included
fetuses that were diagnosed with the
condition but were aborted or
miscarried, said Margaret Honein, a
CDC epidemiologist and report co-
author.

From 1974 until the mid-1990s, the
government tracked birth defects
through a system that relied on
hospital discharge reports. But not
all hospitals were represented, and
researchers said it was possible that
the participating hospitals attracted
more or fewer problematic births than
the norm.

In 1997, the government established
a system for collecting and combining

data from all birth hospitals, clinics
and referral centers in certain parts
of the country.

The new report presents statewide
data for Arkansas, Hawaii, Iowa,
Massachusetts, North Carolina,
Oklahoma, Texas and Utah. It also
has data from the metropolitan
Atlanta area, the Central Valley in
California and a group southern
Alabama counties. The statistics are
for the years 1999 to 2001.

The 11 states account for about 22
percent of all live births in the United
States each year and are a good
representative sample, said Joann
Petrini, a study co-author and director
of the March of Dimes' perinatal data
center in White Plains, N.Y.

Introducing the AWS Social Club

Down Syndrome More Common

AWS is pleased
to announce a
new addition to
our program A
Place for You –
The Social Club.
 The Social Club

brings together individuals who enjoy
and/or want to learn to become more
active and connected to the
community.  Whether it’s a dinner
out or attending a play, or just being
with a group learning a new skill, the
Social Club will be fun and energizing!

Social activities offer unique
opportunities for developing
friendships, visiting new places and
learning new things.  With the
guidance of a professional direct
support staff person, your loved one
will gain experiences that enhance
his or her ongoing development and
quality of life.

A Social Club calendar will be mailed
or e-mailed to you monthly.  You/your
loved one can select up to four
activities each month.  There is a
monthly program fee plus the cost
of each activity.

If your loved one is interested the
Social Club, call Margie Cantey at
260.744.6145, ext. 2410 for more
details.  You don’t want to miss out
on the fun.  Call today!

The Down Syndrome Association of
Northeast Indiana is pleased to
announce that the acclaimed one-man
play “Afraid to Look Down” will be
performed at IPFW on Saturday October
28, 2006.  Told with unflinching honesty
and humor, Afraid to Look Down is a
play that explores the journey
actor/playwright Cullen Douglas took
in becoming a first-time father to his
oldest son Gabriel – born with Down
syndrome.

Except for a single chair the stage is
bare, as Cullen takes the audience on
the roller coaster that was to be the first
year of life with Gabriel. Personal
moments from that year are revealed
sometimes full of intense laughter and
at other times, quiet sadness.

"Everything was going along exactly
as we had planned. It was a typical
pregnancy. Despite the fact that I was bursting
with fears and anxieties about becoming a father,
I felt prepared. I had read all the books, didn’t
miss a single Lamaze class, I was even practicing
my Kegal Exercises. 

I was ready or so I thought.

The bottom dropped out the day Gabriel was
born. What were we supposed to do? I didn’t
know how to be a father to a child with a disability.

Slowly however, through some pretty
extraordinary - as well as life’s everyday mundane

events, we began to move forward.
I fell in love with my son.

I began writing what would
become Afraid to Look Down back
in 1997. Gabriel had just turned
a year old - yet it felt like we had
lived a lifetime in that year. I was
searching for a way to channel all
of the emotions and feelings I
experienced on a daily basis. The
play that began to emerge
however was just awful, a lot of -
"woe is me, I hate my life, your life
is so much easier than mine"
Thankfully I came to my senses
and realized that no one would sit
through such drivel. So I walked
away from the piece. When I
returned I was resolved to write
only the truth, to expose myself
warts and all, and most importantly
to keep my sense of humor.

I tried to be very careful about tone as the play
began to take shape through its various
workshops and staged readings under the
direction of Patricia Crotty. I didn't want the play
to become a sugary triumph of the human spirit
narrative - it's simply the story of how I learned
to get out of my own way to let Gabriel teach me
how to be his father."

Please plan to attend what no doubt will be an
extraordinary experience.

“Afraid to Look Down” Coming to Fort Wayne

DSANI Hosts 3rd Annual IEP Conference

 DSANI will host the 3rd Annual IEP
Conference on Saturday, February
25 at Homestead High School. The
conference will be held from 8 AM
to 3PM. The 3rd Annual IEP
Conference will be presented in
cooperation with the Special
Education Parent Advisory Council
from Southwest Allen County
Schools.

DSANI will once again welcome the
special education directors from the
school districts in northeast Indiana.
The various directors will offer their

insight on the relationship between
parents and the school district in
regards to the IEP process.

During the IEP conference, parents
will have the opportunity to attend
breakout sessions based on their
child’s age. Parents will have the
chance to share information, discuss
services, and ask questions. Parents
should bring a copy of their child’s
most recent IEP for reference and
any specific topics to discuss with
the group.

Watch your mailbox soon for your
registration form for the 2006 IEP
Conference. Attendance is free but
please register quickly so that we
may plan for adequate room sizes
and facilitator assignments.

Any questions should be directed to
the DSANI office at 260-471-9964.


