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Celiac Disease:A Parent’s Perspective

Mark your calendars
for our Meeting Tuesday,
March 21, 2006 at 7:00

condition may be mild in
some and severe in others.
Symptoms may include

Failure to thrive in
infants
Researchers are
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We have been unbelieva-
bly blessed by the people at
the Mighty Oaks Children’s
Therapy Center! They are
willing to let us use their
wonderful facility for our
meetings and other func-
tions, as long as these events
fit into their schedule!

there on Tuesday, February
21st, when we were privi-

leged to hear Sue Hill speak
on the topic of using signing
as a means of communicating
with our children. While the
parents were shown how us-
ing various signs can help
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Celiac Disease (cont.)

Mighty Oaks (cont.)

Ryan Anderson

(Continued from page1)

For whatever reason children
with Down syndrome are at a higher
risk to develop Celiac Disease than
the general population. The reasons
for that aren"t entirely clear, but
since children with Down Syndrome
are at a greater risk from auto-
immune diseases, and Celiac Disease
represents another one of these
type of diseases.

Join us in Salem as Brenda Rich-
ards will speak to us about what life
is like when your child has Celiac
Disease. Brenda's daughter Erin,
has Down syndrome and was diag-
nosed with CD as a child. She'll
share her experiences, as well as
tips and recipes for finding Gluten
Free Food!

Childcare will be provided, please
call Cory at 503-463-9788 so we
know approximately how many chil-
dren will be present.

Celiac Disease
Tuesday, March 21, 2006
7:00pm Willamette ESD

Salem, OR
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break the &
communi-
cation
barrier
between
parents
and their
language-
delayed
children, these children were having the
time of their lives playing in the ball pit,
sliding down the slide, crawling through
tunnels,
swinging, and
taking advan-
tage of all
the great
play equip-
ment in the
center’s
basement! We had two capable babysit-
ters on duty and most of what we heard
from behind the room divider was in the
form of squeals of glee!

A Call for Assistance!

Many of you know that Eddie & Cynthia
Anderson’s oldest boy, Ryan, has been in a
battle for his life at OHSU. Things are still
very grim for Ryan and the family is asking
for the prayers of anyone who feels so in-
clined! The doctors’ prognosis isn't good and,
if Ryan survives, he may not be able to live a
normal life.

The Andersons have some insurance, but
have high de-
ductibles and
mounting ex-

:'.l penses (this is
2| their 4th hospi-
| tal crisis this
year; they have
another son with
DS, Dillan, who
has also been having health issues). In addi-
tion, Legacy &
OHSU are out
of their health
system, so many
of their ex-
penses aren't
covered.

An account has
been set up at
the West Salem
Washington Mutual (480 Glen Creek Dr NW,
Salem, 97304) or you can make donations at
any WaMu to “Cynthia Anderson FBO Ryan
Anderson.”. More information can be found
at http://ryan.upwithdowns.org.

Ryan at OHSU
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It People With Down Syndrome Ruled The World

This lighthearted speech was origi-
nally delivered at The 2005 NDSS
Conference in Chicago. It has been
shortened to fit in the newsletter,
please read more about Dr. McGuire
and see his entire speech online at:
www.nads.org/pages/ruletheworld.htm

IT People with Down Syndrome
Ruled the World:

Affection, hugging and caring for
others would make a big comeback. All
people would be encouraged to develop
and use their gifts for helping others.

We believe, too, that a stuffy high
society would probably not do well in
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the world of Down syndrome, However, we
believe that BIG dress-up dances would
flourish.

People engaged in self talk would be
considered thoughtful and creative. Self
talk rooms would be reserved in offices
and libraries to encourage this practice.

Order and Structure would rule. There-
fore, in the world of Down Syndrome:

*Schedules and calendars would be fol-
lowed.
*Trains & planes would run on time.

*Lunch would be at 12:00. Dinner at 6:00.

*Work time would be work time.
*Vacation would be vacation.
*People would be expected to keep their

promises.

*Last minute changes would be
strongly discouraged (if not consid-
ered rude and offensive).

*Places would be neat, clean, and
organized (not just bedrooms, but
cities, countries, the whole world).

*Lost and founds would go out of
business (even chaotic appearing
rooms have their own sense of or-
der).

*The “grunge look” would be out,
way out.

“Prep” (but not pretentious) would be

(Continued on page 3)
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IT People with Down Syndrome Ruled the World

. By Dr. Dennis McGuire

(Continued from page?2)

very big.

In the world of Down Syndrome,
there would be a great deal more toler-
ance for:

*Repeating the same phrase or ques-
tion

*Use of the terms “fun” and
“cleaning” in the same sentence

*Closing doors or cabinets that are
left ajar (even in someone else’s house)

*Arranging things until they are “Just
so.”

*The words “hurry” and “fast” would
be not be uttered in polite society.
“Plenty of time” would take their place.

Therefore, in the world of Down
Syndrome:

*Our current mode of dealing with
time, also known as the “Rat race” (or
rushing around like our hair is on fire),
would not survive.

*Here and now would command a
great deal more respect than it cur-
rently does.

*Stopping to smell the roses would
not be just a cliché.

*Work would be revered, no matter
what kind, from doing dishes to rocket
science.

*Speed would be far less important
than doing the job right.

*Work would be everyone’s right, not
a privilege.

However, we think there would

probably be no work conducted during
the time that “Wheel of Fortune” is on
TV.

All instruction would include pictures
to aid visual learners.

School and work sites would have
picture, written, and verbal instructions
to accommodate different learning
styles.

Counselors would be able to use vis-
ual mediums to help solve problems.

Weather would be the only essential
news item, News would be more local
(“A new McDonalds just opened up,” or
“A dance tonight,” etc.). After all, what
is more important than that?

I people with Down syndrome ran
the world, would there be wars or mur-
ders? We don't think so! There may be
too many McDonalds, but definitely not
the wars or murders we have in our
“civilized societies”

Anger would only be allowed in spe-
cial sound proof rooms.

Trained negotiators would be avail-
able to everyone to help deal with any
conflicts.

The word “non-compliant” would not
be used (except as a very rude com-
ment). It would be replaced by
“assertive,” as in “he or she is being
assertive today.”

Art and music appreciation would be
BIG. People would have time to work on
paintings and other art projects.

Acting and theatrical arts would be
encouraged for all.

You probably would not hear a great
deal about exercise, but you may hear a
phrase like, “Dancing tonight ... abso-
lutely.” The President’'s commission on
physical fitness would probably recom-
mend dancing at least 3 times per week.

People would be encouraged to get
married several times to have more wed-
dings for more music and dancing. Rich-
ard Simmons and John Travolta would be
national heroes.

The list goes on.

The purpose of this article is to give
back some of what we have learned to
the families and people with Down syn-
drome who have come to the Adult Down
Syndrome Center and who have been so
giving and open with us. 1T people under-
stand more of the special talents people
with Down syndrome have, they may be
more able to help them use and develop
these talents to improve their lives. We
also wanted to reassure families of
younger children with Down syndrome
who are concerned about their child's
future that there is

much about which to Submit your
be optimistic! Child of the
Month

information to:
Gretchen Davey

370 Center St
Lebanon, OR

Directions to WVDSA

Meeting

97355

wvdsa@ookla.com

To reach the Willamette
ESD at 2611 Pringle Road
SE in Salem:

From the North: Take I-5
S to Exit 253 - Hwy 22 to
North Santiam/Stayton -
and bear right on ramp at
sign reading “Salem and OR-99E Busi-
ness”. This is also Mission St.
*Continue on this for 1.0 mile. Turn
left on 25th St. SE and go South for
0.4 miles. Turn right on McGilchrist
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1 St. SE and go west
for 0.8 miles. Turn

% left on Pringle Rd. SE
" * and go south for 0.1

miles to the WESD.

From the South:
Take I-5 North to
Exit 253 - Hwy 22 to North Santiam/
Stayton. Take a left at the light, onto
Mission Street, and *follow the direc-
tions from the north.

If you have any questions, call Cory
Harrington at (503) 463-9788 or

Gretchen Davey at (541) 451-5215.
We hope to see you at the meeting!
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Comin’ Around the Corner

Submit your photos via email for
our new website

We are looking for pictures of people
with Down syndrome and their families
to add to our website. We are want-
ing, new and old photos. We are espe-
cially looking for pictures with Flow-
ers, but any good photos will be great.
Cute, funny, serious, everyday play are
all great ideas. So if you have photos
you'd like to submit, please email them
to Cory Harrington at wvdsa-
cory@yahoo.com in a jpeg format. If
you don’'t have email you can send cop-
ies at the WVDSA address listed
above. If youd like the photos re-
turned, please enclose a self ad-
dressed envelope. If you have any
questions please call Cory at 503-463-
9788.

We need YOUR help!
The Buddy Walk is the biggest

Fundraiser for our group; the money
we raise helps support producing the

New Parent Packets, publishing and
mailing the Monthly Newsletters, our
Social Gatherings, and the updating
of our website, to name several uses.

We'd love to hear your ideas and
contacts for fundraising and getting
the word out.

Committee positions that need to
be filled are:
Public relations
Sponsorship/donations
Community outreach
Volunteer Coordinator

If you'd be interested in helping
make the Buddy Walk happen, con-
tact Tamra Sacchi at 503-393-
3474. Please call if you are unable
to attend the meetings, but are inter-
ested in helping with the Buddy Walk.

Upcoming Buddy Walk Meeting
Dates:

The meetings will be held the
second Saturday of each month,

unless otherwise noted, from
9:30am until 11:00am. Be sure to
mark the meeting dates down on
your calendar. Watch the newslet-
ter and website for updates on
these meetings.

They will all be held at Tamra’s
house, just north of Salem. The
address is 9995 River Rd NE Sa-
lem, OR. From I-5 take the
Brooks Exit, go west 1 mile and then
north 1 mile. Look for a cream col-
ored house on your left hand side,
just past Egan Gardens. If you get
to Eldreidge School, you've gone too
far.

THE FIRST MEETING IS:
March 11, 2006
9:30-11:00am
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