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

We have also started a Facebook group as another way to stay
connected. Look for Spina Bifida of Greater St. Louis and join!

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

Board Meetings:

All are welcome at Board meetings! It is a great way to get
involved and/or find out what's going on! The Board meets at 7
pm on the third Monday of every month, except December.
Meetings are held at the SBSTL office. Meeting dates are:

4-19-10
9-20-10

5-17-10
10-18-10

6-21-10
11-15-10

7-19-10 8-16-10

Hope to see you sometimel

WE NEED YOUR HELP!
Spina Bifida of Greater St. Louis (SBSTL) Announces its Four Player
Golf Scramble
Sunday May 16, 2010 at Belk Park Golf Course!
Please contact any golfers you know and ask for their
participation. Other options are to sponsor a hole, a golf cart,
or attend just the dinner and auction. You can also help by
volunteering that day. Our success depends on youl!

DISCLAIMER: The information and other materials contained in this
newsletter are provided for educational and informational purposes only
and are not a substitute for legal, medical advice or treatment. Neither
recommendations nor endorsements are implied.
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Letter from the Chair

If you could not make the 2009 SBSTL Christmas Party, we missed you! The SBSTL enjoyed a wonderful
Christmas Party, with more than 100 people in attendance; we saw many old friends and families and
also made some new friends. A wonderful buffet overflowing with delicious food was provided,
games were played and everyone enjoyed a fruly entertaining magician as he dazzled and mystified
both the young and the not-so-young. Last, but not least, presents were handed out by Santa. If you
missed it, make sure not to miss the 2010 SBSTL Christmas Party!

However, now it is time to move on from winter activities. Af long last the cold weather and short days
of winter have broken, and we are jumping into spring with both feet. Just watch out where you step,
unfortunately Income Tax Day is just around the cornerl Meanwhile, Daylight Savings time has started
and the days are rapidly becoming much warmer and longer - perfect for getting outside and
enjoying activities and friendships. And the SBSTL organization has several different activities
scheduled in the coming months for you and your family's enjoyment.

On Sunday May 16th the SBSTL will be hosting the annual golf scramble at Belk Park Golf Course in
Wood River lllinois. This is the largest fund-raiser that we have all year. If you golf, come on out and
play - everyone has a great time! If you don't golf, come on out anyway - you can support the
organization by working at one of the volunteer jobs to help make the golf scramble a success; and
there is a dinner and auction/raffle after the round of golf is completed.

On the weekend of May 21st to May 23rd is the SBSTL Spring Campout at Babler State Park. The
campout starts at 6:00PM Friday evening and runs through 5:00PM Sunday evening. There will be lots
of activities for young and old, with Corvette rides on Sunday morning, and both horse drawn carriage
rides and pony rides for the little ones on Sunday afternoon. Of course swimming will depend on both
the weather and if the Park has the pool open for use.

On Sunday July 11th, the SBSTL will host a Bowling Party from 1:00PM to 3:00PM at the Brunswick
Lakeside Lanes in Valley Park, Missouri. Bowling is free and SBSTL will provide popcorn, cookies and
soda. Please note: SBSTL will NOT be providing lunch this year.

Details about all these activities are available elsewhere in this newsletter, and are published on the
SBSTL website (www .sbstl.com). There will be even more activities and dates published on the website
in the near future. Additional activities will include the Young Adults & Adults Group who will be
scheduling several events (including attending a Grizzlies ballgame); and the New Parents Group
(birth to age 5) and the K-to-10 Group (Kindergarten through grade 5) also have meetings and events
planned. There will be activities that fit your interests - check out the calendar! If there is something
you would like to do - then contact us and let us know what kind of event you want to see happen!
Finally a reminder, the National Spina Bifida Conference is being held in Cincinnati, Ohio this year on
June 27 to June 30, contact www.sbaa.org for details.

As always, we need your support and participation to make SBSTL successful. If you have any
qguestions or concerns, contact us via email at SBSTL@charter.net, or call the SBSTL office at 314-843-
2244 or toll-free at 800-784-0983. | hope everyone is ready for fun; see you there!

Mark Abbott
Chairman, SBSTL Board of Directors



Greetings from Your Secretary; Norma Asher

HAPPY SPRING! - | am sure glad the weather is changing. Al and | can load
up the fishing gear, hook the boat to the truck and off we go. We love to
fish!

| want everyone to know that the medical condition of carpal tunnel can
happen to anyone. My adult daughter Michelle has SB and has been diagnosed with carpal
tunnel. She did not get it from a job. She gets around her home by crawling on her hands
and knees. The doctor stated that because of her crawling and constant transferring from
her wheelchair to the car and back, she now has developed carpal tunnel. She has been
going to physical therapy to help strengthen her arms. The doctor has not mentioned any
type of surgery at this time (AMEN TO THAT). | thought | would share this information with all
of you.

WE NEED YOUR HELP!!!!

We need each and every one of you to please help your organization grow. How can you
do that you aske Itis very simple. We have some upcoming events that provide our major
funding for the year. The golf scramble is on Sunday, May 16. Do you have to play golfg¢ No!
(I can't stand chasing that little white ball all over the place). However, | write letters to the
local businesses and get donations from my bowling league. You too can personally go to
your doctors, dentists, insurance agency, schools, job, family, basically anybody you know.
The organization can only continue to provide activities with the money we raise at our
fundraisers. | know many of you attend our social events. We had over 100 people attend
our Christmas party. Due to a family emergency | could not attend, and | truly missed seeing
all of you!

The Board works hard to keep everything running. However, the Board is not the
organization, YOU ARE!!!l Without YOU, we wouldn’t have a need for a Board.

| am putting out a CHALLENGE to youllll. Usually | am able to raise around $200 in donations
for the golf tournament. | also volunteer to work the tournament every year. Just think how
much money would be raised if each and every family would raise $200 for the SBSTL
organization!

I would just like to see each person raise any amount that you can. | know times are hard,
but | am in the same boat as everyone else. Please help us confinue to provide the
wonderful support and activities that we all enjoy.

THANKS IN ADVANCE FOR ANY HELP AND COOPERATION THAT YOU CAN PROVIDE.
Sincerely,

Your Secretary,

Norma J. Asher
(Also known as the Chicken Lady or AbNormal )



Meet our new Board member, Lexi!

My name is Lexi Cleghorn. | am 37 years old and |
am an adult with Spina Bifida. | walk with leg
braces and crutches. | have had too many
surgeries to count. | credit my survival to all my
doctors and to my family (especially my mom). |
have been married for nearly 8 years.

| graduated from high school in 1991. | have a
bachelor's degree in Business Management, which | received in 1998.

This is my first year serving on the Board of Directors for Spina Bifida. Right now |
do not know what my expectations are or what | would like to see done. | have
been thinking of it, but the wheels are sfill furning in my head! :)

SPONSORED BY VITAPATH GENETICS

Along with our collaborators at UC Berkeley, Stanford University, UC San Francisco
and Children’s Hospital Oakland Research Institute, we are still seeking 100

more mothers of children with Spina Bifida to enroll in a study.

Research has shown that genetics play a role in Spina Bifida.

We are developing a groundbreaking genetic test that will enable doctors to identify
women at high risk for Spina Bifida. With this advanced knowledge, doctors will

be able to safely treat these women with high-dose folic acid.

Join 900 other mothers who have already enrolled.
Participants will be asked to provide a saliva sample with a simple at-home kit
and answer a few brief questions. For more information or to enroll,
go to www.sbhgenetics.org or e-mail info@sbgenetics.org.

o, SBgenetics.org



Hi. My name is Bruce Sterling and | am a 40
year old man with Spina Bifida. | have
been on the Board of Directors for many
years now. | have met many challenges in
my life and 33 operations later | am still
moving forward. Thanks to God and the
people he has brought into my life (family,
friends, skilled doctors, teachers, and many
others too numerous to mention), | have
been able to not just make it, but exceed
what many said could not be done when |
was younger. | am married to my wife Lisa
(13 years) and we have 2 super kids ages 5
and 8. We are buying our home and | have
been working at a nice job full time for the
same place for almost 16 years now.

One thing | never imagined | would do would be hunting. | love fishing and the outdoors, but
using crutches there are a lot of outdoor places that | can’t get to safely. One day though,
my brother in-law John asked me if | would like to go deer hunting with him the next season. |
agreed and over the next several years | went with him on his grandmother’s land. It was
mostly accessible and | did not have far to walk, but there is a spot where | have to cross a
dry creek bed with big rocks and | have fallen there one too many times. | started to think
my deer hunting days were over, but then someone told me about a hunting club in
Southern lllinois that sponsors and puts on a special deer hunt at Rend Lake for people with
disabilities. | looked into it and applied to be a part of it. This past year | went and it was
great. The group is called the Sesser-Valier Outdoorsman Club. They team up with the local
high school and set up the accessible ground blinds and then assist the hunters with our
equipment and anything else we may need help with. They do also provide a breakfast and
lunch the Tst day of hunting and all of this is done free of charge. You have to have your own
gun, hunting license or IL disabled State ID, Habitat Stamp, FOID Card, and shells. You also
must have taken a hunter safety course. The club raises money throughout the whole year
and relies on volunteers in their club and at the high school for the event.

This past year when | was there on the 15t day of hunting, | saw some deer during the day and
about an hour before sunset, | made the shot of a lifetime. | was unsure of the distance, but
felt like | had a good shot at a deer that | had in my sights. | pulled the trigger and then | lost
sight of the deer within seconds. We are not allowed to track it ourselves, so | called the
Ranger and she came out with a crew of teenage trackers. | showed her where | saw it last
and she went down that way with the teens. They got to the top of a hill right where the
deer was and they stopped. They were looking at something and not moving around. Then
one of the teens turned around and gave me the thumbs up sign. The ranger came back
and asked me if | realized that | made a 100 yd shote | had no idea it was that far of a shot!

This experience | will keep with me for the rest of my life. If this sounds like something that
would interest you, their phone number is 618-625-5105 ext. 137. Ask for Mike Sample. (You
may need to be an lllinois resident to participate in this program.)



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! If you would like to be a part of our group or have any

questions, please contact Victoria Portell at 314-495-0285 or vger48335@yahoo.com or send
an email to SBASTL New_Parentssubscribe@yahoogroups.com

We also have a Facebook page for this group. Search for Spina Bifida of St. Louis, 0-5 & K-10.

K-10 Group

This is a new group we are trying to start, to bring together families with children between the
ages of 5 (kindergarten) and 10 who have sb. We have planned monthly get-togethers to
build the friendships started. If your child with spina bifida is between kindergarten-age and
10, we are looking for youl!l There are about five 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-together soon!

Pizza at Cici's- Three families from the K-10 group got together for lunch and good
conversation on March 13, The kids were quick to eat their pizza so they could zip off to
the arcade- which was great for the parents, since it gave us plenty of fime to talk! We
had a great time and look forward to meeting more friends at next month’s outing!

Youth & Adult
Alliance

Calling all young adults &
adults!!

Come join us for various
activities we do throughout
the year.

Contact-Kelly Abbott
618-980-3377
kiobbott@charter.net
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SBSTL 2010 Calendar of Events

April
4/18/10 Picnic at Variety Wonderland at Forest Park 12:00pm (0-5, K-10)
4/19/10 Board Meeting 7:00pm at SB office

May

5/16/10 Golf Tournament (ALL)

5/17/10 Board Meeting 7:00pm at SB office
5/21/10-5/23/10 Campout at Babler State Park (ALL)

June

6/19/10 Gateway Grizzlies game 7:00pm (0-5, K-10)
6/21/10 Board Meeting 7:00pm at SB office
6/27/10 - 6/30/10 National SBAA Conference

July
7/11/10 Bowling at Brunswick Zone Lakeside Lanes (ALL)
7/19/10 Board Meeting 7:00pm at SB office

August
8/14/10 Edwardsville Childrens Musuem 10:00am (0-5, K-10)
8/16/10 Board Meeting 7:00pm at SB office

September
?/11/10 Picnic at Faust Park 11:00am (0-5, K-10)
9/20/10 Board Meeting 7:00pm at SB office

October

10/15/10 Longaberger Game Night (ALL)

10/16/10 Pumpkin Picking at Stuckmeyers Farm 11:00am (0-5, K-10)
10/18/10 Board Meeting 7:00pm at SB office

November
11/13/10 Horseback Riding (tentative) (0-5, K-10)
11/15/10 Board Meeting 7:00pm at SB office

December
12/4/10 Dave & Busters (YAA)
12/5/10 SBSTL Family Christmas Party at the Kirkwood Community Center (ALL)



SUMMER CAMP

Are you wondering what to do with your active child during the summer break? Here
are a few ideas contributed by board member, Victoria Portell.

Variety Club Adventure Camp- www.varietystl.org - June 7-11, June 21-25, July 5-9

DASA camp- www.dasasports.org- June 20-25

Good Shepherd School for Children camp- www.goodss.org- July 19-29, August 2-12

Howard Park's Kids are Kool summer camp- www.howardparkcenter.org- August 2-5

TASK camp- www.tasksports.org- July 26-30

Cornerstone Farms- www.bridgedivide.com- May 31-June 4

The Recreation Council of Greater St. Louis has lots of ideas on their website-
http://stlouis.missouri.org/501c/reccouncil/. | can't find the current summer guide but
| imagine most camps in this 2007 guide are still available:
http://stlouis.missouri.org/501c/reccouncil/PDFs/Summer%200pportunities%20Guide%
202007.pdf

Here is a link to recreation opportunities for people with disabilities. It includes camps
as well as year-round opportunities.
http://www.paraguad.org/RecreationWeb.pdf
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11th National Conference
on Hydrocephalus
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Presents:

CLEVELAND WELCOMES...

11 '™ National Conference on Hydrocephalus
June 17 - 20, 2010
Intercontinental Hotel Cleveland
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