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How was your summer ? We hope that it was a great one. Did
you get a chance to relax ~ ? Do you get some sun or cool off in
the water ? *Check out what some SBStL members did this
summer in this newsletter. Also, take a look at some pictures
from the Spring Camp -out and the Bowling get -together .

In this issue are also some tips on preparing your elementary o
high school child for school.

We have a website: www.sbstl.com Check it out!

Suggestions for items to add to the website or newsletter are
ce rtainly welcome; please email Bob and Laura Baer at
fivebaers@charter.net

IMPORTAN T- Starting in 2010, the newsletter will
only be published electronically. Hard copies can

be made available for a small fee to cover printing

and mailing costs. Please call or e -mail the office
to update your e  -mail information.

Board Meetings:

All are welcome at Board meetings! |
invol ved
pm on the third Monday of every month, except December.
Meetings are held at the SBSTL office. Meeting dates are:

tis a great way to get

08-17-09 09-21-09
Hope to see you sometime!

10-19-09 11-16-09

DISCLAIMER The information an d other materials contained in  this
newsletter are provided for educational and i nformational purposes only
and are not a subst itute for legal, medical advice or treatment. Neither
recommendations nor endorsements are implied.
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Letter from the Chair

It never ceases to amaze me how fast the year goes by! By the time you read this,

the summer will be almost over, Fall is rapidly approaching, and the kids will be back

in school. For some this will be the first time to att  end school, a new and challenging
experience for kids and parents.

Whether it is the first time for your children to attend school, or you are an

experienced parent of a student, make sure to leverage the resources available to
your children through your local school district. Specifically you should work with the
individual school staff to develop an IEP (Individual Education Program) to define

your child's current status and goals for the coming year. While program availability
and content will vary be  tween school districts and between states; the requirement
to develop an IEP is mandated by federal law (IDEA - Individual with Disabilities
Education Act) which mandates an appropriate public education for everyone.

As we proceed into the fall and winter , we have several SBSTL events planned
including the Fall Campout, and the Christmas Holiday Party; additionally the Young
Adults will be attending a Grizzlies ballgame and an afternoon at Dave & Busters.

The New Parents Group (birth to age 5) and the K -to-10 Group (Kindergarten through
grade 5) have meetings and other events planned. There are one or more activities

that fit your age and interests - check out the calendar!

In other news; the SBSTL is completing the process of officially changing our leg al
name from "Spina Bifida Association of Greater St. Louis (SBASTL)" to "Spina Bifida of
Greater St. Louis (SBSTL)". Meanwhile the new and improved website
(WWW.SBSTL.COM) continues to grow and provide more information for your needs,
including electroni ¢ copies of the newsletters. Kudos to Webmaster Bob Baer for his
never -ending efforts to expand the new SBSTL website.

We are continuing to look for ideas for new activities and new fundraiser events. If
you have ideas for new social activities or new f undraiser opportunities, please
contact us and send your comments to the SBSTL office; your input will be greatly
appreciated. If you would like to help work on an event or activity, please let us
know - we need your participation to be successful.

If you have any ideas, questions or concerns, please feel free to contact us via email
at SBSTL@charter.net, or call the SBSTL office at 314-843-2244 or toll -free at 800 -784-
0983.

Mark Abbott
Chair, SBSTL Board of Directors



Spring Camp-out

We had several new families come to the camp -out this year. We enjoyed great food, lots of fun, quality
family time and an overal | great time.

The Corvette rides on Sunday morning were a big hit as usual. They even let me, (the chicken lady,
abnormal me) DRIVE a corvette. My passenger had aw  ary look on her face when | said, "Wow, the
speedometer goes up to 200 m.p.h."

We had a gr eat lunch thanks to our cooks Al & Brad. The carriage rides were lots of fun in the afternoon.
The kids and adults played mini  -carnival games and won prizes. Some of the guys played washers. The
whipped cream pie throwing at me (who else would be so br ave?) was a success as well.

All the people who attended had a wonderful time. The camp -outs are a time for having super family time,
enjoy the outdoors, have a learning experience on new medical advancements and sharing the good,
bad and ugly hospital, d octor times with others in the group.




SBST Bowling Fun

More than 50 people attended the July
Family Bowling Party at Brunswick Zone
" Lakeside Lanes. Everyone enjoyed food,
. fun and great conversations with friends
while bowling a few games! Whether it
was your first time or your tentht ime
attending, we hope you had fun! If you
were not able to join us this year, mark
your calendar to attend next July!

E-mail additional ideas to be considered
for future outtings to  sbsti@charter.net
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Group News

New Parents (birth -5) Group

This is our group for families with children ages birth  -5. The group was revived in July
2008 and membership is growing!  We decided to meet the 2nd week of each
month, alternating on Tuesdays & Wednesdays. The form at and location varies each
month. Most people enjoy our informal get  -togethers and outings the best.

If you would like to join this group, please contact Victoria Portell at 314  -495-0285 or
vger48335@yahoo.c_om or send an email to
SBASTL_New_Parentssubscribe@yahoogroups.com

K-10 Group

If your child with spin a bifida is between kindergarten -age and 10, we
are looking for you !I There are about four of us, so far, that would like to
get together, become friends, provide support and have fun! Please

call Laura at 618 -632-3140 or Sabine at 636 -244-0217. We would love to
hear from you and plan a get  -togeth er soon!

Youth & Adult Alliance

New Family Outreach
Calling all young adults & adults!!
This program w as designed to provide support  and
information to new parents who have just had a Come join us for various activities we do

child with spina bifida. ~ Thisprogram is coordinated
with all St. Louis hospitals that currently provide throug hout the year. We have recently

medical care fo r individuals born with spina b ifida. gained a few new faces but would like to
I 6d |ike to extend this prd see more. During the last quarter in
receive a prenatal diagnosis. October 2008 we attended the annual fall

campout with the rest of the organization.

As we all know, the birth of a child with spina bifida We did not do anything in November but in

can be a difficult and emotional time for a family. |
would like tor each outto new parents with

information, understanding and reassuranc ~ e. | nd aN Busters for a day of food, games, and
envisioning a pack we can send to newly fellowship with friends. During that same
diagnosed families with  our personal stories about weekend we also attended the annual
whenwe receivedour chi | dds douragnos

holiday party with the rest of the

reaction, our journey with our children, Do
organization. If anyone has any

pictur e s dhings likethat. Ther eds pl enty

technical information availablet o newly diagnosed suggestions of things (specific topics) they
families, which canbe over whel mi ng. woul d like to see here please feel to pass
reach out and share the personal side of life with those along as well.

spina bifida. If you would like help with this outreach
progra m, please contact Victoria Portell at 314  -495-

0285 or vger48335@yahoo.com Contact -Kelly Abbott
618-980-3377

kjabbott@charter.net

December we had our  annual trip to Dave
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SBSTL 2009 alendar of Events

August

8-22-09 YAA Gateway Grizzlies game
September

Date TBD 0-5 fall get -together

Date TBD 5-10 Fall get -together

October

10-23-09 to Fall Campout at Babler Memorial State Park
10-25-09

10-24-09 Halloween P arty at Babler Me morial State Park
December

12-5-09 YAA Dave & Buster get -together

12-6-09 Holiday Party at Kirkwood Community Center



