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New Year, New Name, New Website, New Logo
The Spina Bifida Association of Greater St. Louis is now:
Spina Bifida of Greater St. Louis (SBSTL)

Our services and mission are still the same:

We will provide service, support and opportunities to develop
the maximum potential of all individuals born with Spina Bifida
and neural tube defects and their families; and to assure

development of the  best possible quality of life.

www.sbstl.com  Check it out !

t hat

We have a new website:

Herearesome i t e ms
and months ahead:

yoor wébsite in thee eveelisn

1 Kids specific page
1 Members only area that will include

o Chatroom

o Classifieds

0 Message Board

o0 Member contact information

o Ability to pay for events and make donations online
1 Person/Organization updated every 1 -2 months

Suggestions for other items to add
welcome, please email Bob Baer

to the website are ce rtainly
at fivebaers@att.net

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.



http://www.sbstl.com/
mailto:fivebaers@att.net
http://www.sbstl.com/

Letter from the Chair

Welcome to the first SBSTL newsletter of 2009. Itis a new year and the SBSTL is
changing!

In 2008 the SBSTL board of directors (BOD) made the decision to separate from the
national SBA of America (SBAA) organization, and travel a different path as we serve
the Spina Bifida community.  The decision to end SBSTL'selationship with the national
SBAA was not made casually, and was driven by Missouri corporation laws that we

are required to follow. That decision requiresust o change our nhame to avoid
trademark issues; so we are in the process of officially changing our name from "Spina
Bifida Association of Greater St. Louis (SBASTL)" to "Spina Bifida of Greater St. Louis
(SBSTL)". This name change will drive visible changes you will be reading about in this
newslet ter, including a new website (www.sbstl.com) and new logo. Special thanks
go to Bob Baer for his GREAT efforts to build the new SBSTL website.

SBSTL leadership is changing, with the addition of three new first  -time BOD members
whom you will get to meet within this issue of the SBSTL newsletter. When all volunteer
organizations gain new strong participating members, it drives change in a positive
direction as new ideas and experiences become available. Two of tho se new BOD
members have tackled the responsibility of producing this newsletter, and | am sure

you will be pleased with the current and future efforts of this dynamic duo. In the

coming year you will see many of the familiar activities including campouts at Babler
State Park, a bowling party; and familiar fundraisers including the SBSTL Golf

Scramble. Atthe same time, we are working on ideas for new activities and new
fundraiser events, and will be communicating those opportunities to you as they

contin ue to develop. If you have ideas for new social activities or new fundraiser

events, please contact us and send your comments to the SBSTL office; your input will

be greatly appreciated.

With the nation's current economic struggles it seems everyone eit her has been
personally impacted by loss of job, or by the home mortgage problems, or you know
someone who has been impacted; and of course, everyone is feeling the pain of the

rapidly growing cost of living (gas & oil prices, food costs going up, etc.). With all the
changes and problems in the national economy, and the rapidly increasing costs of
everyday living, people have fewer dollars available to donate to charitable

organizations. All health -care charities are reporting that they are seeing a reduc tion
in donations, and the SBSTL is no exception. Accordingly, while we are developing

new ideas for activities, we will also be working to further reduce costs so we can be

the most effective in our mission at the lowest cost to the Spina Bifida communit y.



So in this time of change, we remain dedicated to providing the support and service
the community needs. With your continued support and help, we will succeed in our

mission as we chart a new path into the future. The

SBSTL will continue to serve all

those affected by Spina Bifida, as we have successfully done for the past 40 years

across the Greater St. Louis area, including

Eastern Missouri and Southern lllinois. If

you have a request for information or support, please continue to contact us with the
confidence that we will provide the best service possible to help everyone with their

special needs. Our mission has not changed

Bifida and enhance the lives of all affected.

: To promote the prevention of Spina

We would like to thank you for your  past participation and support; and look forward

to our shared future, helping all individuals who are part of the Spina Bifida

community. If you have any questions or concerns, please feel free to contact me
through the SBSTL office at 314 -843-2244 or toll-free at 800 -784-0983, or via emalil at

SBSTL@charter.net.

Mark Abbott
Chair, SBSTL Board of Directors

Board
Meetings

All are welcome at Board meetings! | tisa
great way to getinvo Ived and/or find out
what 6 s g oThaRpardmekts at7 pm
on the third Monday of every month,

except December. Meetings are held at

the SBSTL office, 8050 Watson Road,

Suite 115. Meeting dates are:

04-20-09 05-18-09 06-15-09
07-20-09 08-17-09 09-21-09
10-19-09 11-16-09 no meeting in Dec

Hope to see you sometime!

Trivia Anyone?

Do you have experience planning
and putting on a Trivia Night? The
Board is considering a T rivia Nigh t
fundraiser but we need help! We
would appreciate the advice and
assistance from someone who has
experience planning and putting on a
Trivia Night. If you would like to help
with a Trivia Night fundraiser or have
information ab out a facility for a Trivia
Night, please contact Sandi Grassi at
314-591-2763.



From the Board of Directors

Meet Your Directors

Three new directors were elected at the Holiday Party in December 2008. The new
directorsareLaur a Baer , Don O6Daniel, and Victoria Po

Each Newsletter we will profile two of the Board Members. Don O'Daniel, one of the
three new SBSTL BOD members will be introduced in the next Newsletter along with
another BOD member.

LauraBaer-l am t he wi-haestor @ wed
mother of 3 young girls. | joined the mailing list to
SBA after our middle daughter, Emma, was born

with spina bifida. But |
about a year ago, when | felt Emma ne eded more
peer support. |l dm excited

board, active in the O -5 group, revive the  K-10
group, and work on this newsletter with Victoria ,
and website with my husband.

Victoria Portell -H i cdmr Via Port el
excited to be on the Board of Directors. | am

married to my best friend Bob Portell and we

have a 23 -month -old daughter, Josie. She is our
first and only child and the light of our lives! |
contacted SBSTL because | wanted to meet

ot hers living with spina bifida, but | was still in the
process of grief, denial, anger ,etc. 1 t wasn
unt i | Josieds first birtl
meet others in the spina bifida community. Now

| 6m active i n the-5Now Pail
and enj oy getting to know others and learning
everything | can to give Josie the best life

possible! As a board member, | would like to

focus my efforts on the New Family  Outreach
Program.




SBSTL GolfTournament

*ATHIS IS THE MOST IMPORTANT INFORMATIONITHIS NEWSLETER****

The Golf Tournament is very important because it is our only fundraiser and we really
need to raise money for our activities and programs.

We need your help!!!

Here is how you can help:

)l
)l

Register for the golf tournament!

Copy the golf flyer from this newslet ter or
print it from the sbstl.com website. Post
the flyer at golf courses, community
bulletin boards , etc. Distribute the flyer to
friends, family, & neighbors.

Copy the donation request letter from
this newsletter or download it from the
sbstl.com website, customize the first
paragraph, then distrib  ute to friends,
family, & neighbors.

Donate a prize for the raffle or auctions!  Ideas include: b aseball ticke ts, theme
basket of stuff, gift certificates for just about anything, wreaths, ball caps, anything
golf -related ( gift certificate from golf course, golf bag, golf balls, etc.), lead crystal
v a s éecreative!

Ask local businesses, family, friends, & neig hbors to donate prizes.

Volunteer at the tournament! We need people to  sign golfers in, monitor prize
holes, drive the beverage cart, and help with raffle and auction. Please call Pam
Abbott at 618 -377-9000 to volunteer.

Make a donation towards bev erages, plaques, raffle/auction items, etc.

Sponsor a hole for $25! Hole sponsorship inc ludes a sign with your name or your

chil dds name an dhesignwil be spnh oo after the tournament
and makes a great keepsake!



Spina Bifida of Greater St. Louis Announces its Four Player Golf Scramble
Sunday May 17, 2009 at Belk Park Golf Course!

http://www.belkpark.com/

nJoin us
great C

Jacob
f un

says
for a

Directions: From the Intersection of 270 and 255: Exit at the junction
of 255 N and lllinois Route 143 (East Edwardsville Rd.). Make a left off the
interstate and proceed 1/2 mile till you reach the 2nd stop light, which is
Lakin Blvd. Make a right and travel 1 block, then make a quick right onto
Rock Hill Road. Proceed up the hill 1 1/2 miles and the entrance for Belk
Park Golf Course is on your left.

Sponsorships

C Foursome Entry $400
Includes golf, beverages, dinner and auction for four individuals.
C Single Entry $100
Includes golf, beverages, dinner and auction.
C Cart Sponsor $50
Includes signage on one traveling cart throughout the tourney.
C Dinner and Auction Only $25
Dondt gol f? Join us for dinner!

C Hole Sponsor
Corporate $250

Individual $125
Includes signage at hole, recognition during dinner and auction.

Dear Friends of Spina Bifida of Greater St. Louis (SB-STL),
This year, the volunteers of the SB-STL have decided to host
another day of fun and friendly competition to help benefit our
organization. On Sunday, May 17, 2009 at Belk Park Golf course,
you will be able to play one of the most popular public golf courses
in the St. Louis Metro area. The Course was the winner of Golf
Digest 6s " P-4 Sta Anard'tamd a Pdna of St. Louis
golf experts from St. Louis voted the 16th hole at Belk Park Golf
Course as one of "The Best 18 Golf Holes in St. Louis". By your
participation you will help us to continue to support our local
programs for individuals living with this birth defect. We are a
volunteer nonprofit 501(c) 3 organization with no paid staff. All
proceeds from this scramble will benefit the SB-STL.

Schedule of the Day
1 Registration 12:30 p.m. Hotdog or brat & chips
1 Shotgun Start 1:30 p.m. (4 person scramble)
1 Dinner & Auction 6:30 p.m.

Make all checks payable to:

Spina Bifida of Greater St. Louis

Registration and Sponsorship forms along with payment should be
mailed no later than May 10th to secure your spot!

Spina Bifida of Greater St. Louis

c/o Golf Scramble

8050 Watson Road, Suite 115 or 3 Bradford Place
St. Louis, MO 63119 Bethalto, IL 62010

Registration

(Please print)

Name:
Address:

Phone: (H)
(W)

Other golfers on your team:
If you have other members for a foursome, please list them below. If possible, please include
payment for all players with this registration.
Name:
Address:

Phone:

Name:
Address:

Phone:

Name:
Address:

Phone:

Proceeds from the Golf Scramble and Auction will be used to help the SB-
STL with the following:

New family outreach program.

Support groups i newborn, K-10 & adult
Awareness and Education.

Social Functions.

Educational training scholarships.
Recreational training scholarships.

[ PR S SR R )

Sponsor name as you wish it to appear on signs: (Please Print

Contact Name:
Address:

Phone:

¢ |cannot attend but please accept my

donation of $
A portion of the sponsorship fee can be deducted from your
taxes. Please consult your tax advisor.

Dinner & Auction Only

Name:
Phone:

Number of people
Total enclosed $

Credit Cards accepted: MasterCard or Visa
Card number:
Name of card holder:

Zip code of card holder:

B
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Spina Bifida of Greater St. Louis

8050 Watson Rd Ste. 115 St. Louis, MO 63119
Spina Bifida (314)843-2244 (800)784-0983 ww.sbstl.com

Saint Louis

March 11, 2009
Dear Sir or Madam,

As a parent of a Spina Bifida young adult living in the area, | am writing to ask your support for an
upcoming event to benefit all children with Spina Bifida. Spina Bifida of Greater St. LoliSTEBprovides
support to families in our Metro East area, along with central Missouri and central and southern lllinois. My
daughter, Kelly, was born 25 years ago. Activities provided by th8 BBhave provided tremendous support
to my daughter and our entire famiB-STL helps us network with other parents who are coping with similar
problems; it provides a forum where we can all share experiences and learn from each other.

Spina Bifida (SB) is the most frequently occurring permanently disabling birth defedthgstlimited
recognition in the public sector. It affects approximately one out of every 1,000 newborns in the United States.
SB results from the failure of the spine to close properly during the first full month of pregnancy, frequently
causingparalysis The physical di sabilities can have profoun
development. The SBTL provides service, support and opportunities to develop the maximum potential of all
individuals born with Spina Bifida and their families, andsupport development of the best possible quality of
life. If you desire more information about the-SBL, please view our websiteatvw.sbstl.com

Today | ask for your support as we continue to help the chilane adults with SB and their families.
On May 17 we are hosting a Golf Scramble and Dinner Auction at Belk Park in Wood River, lllinois. We are
looking for golf/dinner participants and hole sponsors. Please consider supporting this wonderful anganizat
by golfing in our outing, attending the dinner auction, donating an item or sponsoring a hole. Your support is
very much appreciated and will be acknowledged throughout the event.

Please use the enclosed Sponsorship & Registration form to indicateayticipation level. Completed
forms along with payment should be mailed no later than M3y 10

Thank you for your consideration of SBIL as we work to help individuals meet the needs of a quality
lifestyle! We are an IRS registered 501c(3) 1poafit charity organization with no paid staff members. An
acknowledgement and IRS deductible receipt will be sent when your donation is received. Thank you for
choosing to help families with Spina Bifida achieve their goals to live a normal life!

Best Regats,

Pam Abbott
Golf Committee Chairman
SB-STL Board Member


http://www.sbstl.com/

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 format and location varies each
month. Most people enjoy our informal get  -togethers and outings the best.

Lastfallwe pl ayed at the Chi
in Edwardsville, IL and went pumpkin picking
at Stuckmeyers Farm.




In February 2009 wehad aopl aydat ebd
at the SBSTL office. There were 7

families and 10 kids. It was a bit

chaotic but everyone had a good

time! We really enjoy talking and

sharing with each other.

We have talked about inviting speakers to our
meetings so we can learn about specific topics such
as finan cial planning, IEPs, bowel programs, etc.

We have a Yahoo group to keep in touch with each
other. Members ask questions, share information, ask
for support, etc.

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

SBASTL_New_Parentssubscribe@yahoogroups.com


mailto:vger48335@yahoo.com

