SBSTL NEWSLETTER
The Spinal Column

Fall

-
HEN BN BN ENN ENN BN BN BN DEN BEN BNN BNN BNN BNN BNN B B B B B

Spina Bifida
Saint Louis

Spina Bifida of

Greater St. Louis We have a website: www.sbstl.com  Check it out!
8050 Watson Rd

Suite 115 \ “
St. Louis, MO 63119 3 J.l J./,;

e 0The Trading Po

This page on our website is intended for those would like to

www.sbstl.com

1-314-843-2244 d onate equipment or supplies to others with Spina Bifida. If you

1-800-784-0983 have something you would like to donate contact Bob Baer at
fivebaers@charter.net . Send a picture or two of the item  along

Board of Directors : with a description as necessary. Also  include either your email or
phone number for how you would like to be contacted.

Chair :

Mark Abbott We have also started a Facebook group as another way to stay

Vice Chair - connected. Look for Spina Bifida of Greater St. Louis and join!

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

Treasurer: fivebaers@charter.net

Pam Abbott
Board Meetings:

Secretary: All are welcome at Board meetings! | tis agreatwayto get

Norma As her invol ved and/ or fi nd TheBoardwheats a5
pm on the third Monday of every month, except December.

Mem bers at | arge : Meetings are held at the SBSTL office. Meeting dates are:

Kelly Abbott

Jeanne MacAinsh 8-16-10 9-20-10 10-18-10 11-15-10

Sandy Grassi
Bruce Sterling
Victoria Portell

Hope to see you sometime!

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

Letter from the Chair

Summer has just been rushing past faster and faster, and in just a few weeks another
school year will be starting. There have been many SBSTL activities this summer including
the Golf Scramble fundraiser, the SBSTL Campout at Babler State Park, and the Bowling
Party at the Brunswick Lakeside Lanes. If you could not make all our events, then make
sure to get the next set of activities on your calendars!

The SBSTL Young Adult and Adults (YAA) group will be attending the St. Louis Grizzlies
ballgame on Saturday August 21st, and there will be another Bowling Party at the
Lakeside Lanes in Valley Park o n Sunday September 19th. There will also be a
Longaberger Basket Bingo fundraiser night held on October 15th in Bethalto, lllinois. More
information on these activities is listed in the Calendar section of this Newsletter.

Recently a privately owned busi  ness, the Parsons Oil Company, has volunteered to

partner with the SBSTL to develop and execute various fundraising activities. The

proceeds from these activities will be used for direct benefits to individuals with Spina

Bifida and their families. Detai Is of how the funds will be made available are still being
developed, but the fundraising events have already started! If you need to get gas or

other items from a convenience store, stop by one of the Parso ns' business locations , and
help support Parsons Oil, the SBSTL and maybe even help support yourself!

Soon there will be an exciting new section on the SBSTL website (SBSTL.com), a share
location where you can list items you no longer need (wheelchairs, braces, crutches,
catheters, and other supplies)  which you can donate FREE to other members of the SB
community. Members of our SB community can then contact you to make

arrangements to get the items from you, and you can contact others to get items they
have listed. This is a great way to give away th  ose items which you can no longer use
(and are just taking up space in your home) while not throwing them away, where no

one gets to use them and they just end up in a landfill. Please note that this new share
site is for items to be donated for FREE; if you want to sell items please use existing web
sites like Craigslist or eBay. Item can be either picked up or shipped at the donor's
discretion - if items are shipped it is expected that the receiving party will pay shipping
costs.

Details about all thes e social activities and fundraising activities are available elsewhere

in this newsletter, and are published on the SBSTL website (www.sbstl.com). As always,

we need your support and participation to make SBSTL successful. If you have any
guestions or co ncerns, 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 a busy
remainder of 2010; see you there!

Mark Abbott
Chairman, SBSTL Board of Directors



America the Beautiful i National Parks and Federal
Recreational Lands Pass i (Free Access Pass)

How to Obtain an Access Pass | Access Pass Use | Access Pass Benefits

The National Park Service is an important participant in
the new Interagency Pass Program which was created

by the Federal Lands Recreation Enhancement Act

and authorized by Congress in December 2004.
Participating agencies include the National Park

Service, U.S. Department of Agricultur e - Forest Service,
Fish and Wildlife Service, Bureau of Land Management and Bureau of Reclamation.
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The Access Pass is a lifetime pass for U.S. citizens or permanent residents with

permanent disabilities. Documentation is required to obtain the pass. Accep table
documentation includes: statement by a licensed physician; document issued by a
Feder al agency such as the Veterands Administra

Income or Supplemental Security Income; or document issued by a State agency
such as a voc ational rehabilitation agency. The pass provides access to, and use of,
Federal recreation sites that charge an Entrance or Standard Amenity. The pass
admits the pass holder and passengersinanon  -commercial vehicle at per vehicle
fee areas and pass holde r + 3 adults, not to exceed 4 adults, at per person fee areas
(children under 16 are admitted free). The pass can only be obtained in person at

the park. The Access Pass provides a 50 percent discount on some Expanded
Amenity Fees charged for facilitties an  d services such as camping, swimming, boat
launching, and specialized interpretive services. In some cases where Expanded
Amenity Fees are charged, only the pass holder will be given the 50 percent price
reduction. The pass is non -transferable and generall y does NOT cover or reduce
special recreation permit fees or fees charged by concessionaires

Transportation Issues?

Would you like to come to a SBStL event, but do
not have transportation?  Try giving these
organizations a call:

The St. LouisSociety - 314-989-1188
Call- a- Ride- 618-271-2345




The Importance of Special Needs Planning

Caring for an individual with special needs takes special planning. All too often we put off
the task of planning asitcanbe over whel mi ng and ©Odifficelttotbegmahat o st ar t
can be an involved, complicated process that takes a lot of time and energy. This article will

outline some of the necessary steps you, with the assistance of a qualified attorney and other
professionals, need to take in order to plan appropriately and thoroughly and will identify
some pitfalls in the Special Needs Planning process.

Letter of Intent

Putting together oneds plans f or withtsgecidl needsicarebeof a ch
a daunting task laden with emotions. One way to get started is to compose a Letter of

Intent . While the Letter of Intent is not a legal document, it is designed to serve as a roadmap

for anyone involved with vy o uunderstdandifggodrchildandthemt i on t o
needs and you r wishes for your child when you are no longer able to carry them out yourself.

Thisletter should detail medical history, daily care needs and activities, housing and services,

as well as your specific wishes as they relateto your chi | d& s cdmeritisaworkingThi s do
document for the  future caregiver to follow.

Your Will

Addressing legal issues is a crucial step in planning for the future. Creating and planning your
estate is vital t olfetmeadedsn repare awill ic h i ¥y d dadreadyrhéve
one and if you do have a will 8 update it to make sure it reflects what you want for your child.
A will declares how you want your estate to be distributed and allows you to select a

guardian for your child when  you die. It may be especially  important if you want to prevent

or limit asset distributions directly to a child with special needs. If parents die without a will,
generally state law will distribute assets to the children.

Special Needs Trusts

Manywell -i nt ent i oned p arzthatanintharitante may e aause many problems
for their child. Under current federal law, any inheritance of more than $2,000 disqualifies
individuals with disabilities from most federal needs based assistance. Benefits from state
public assistance progra ms may also be affected. A Special Needs Trust, however, offers a
means of pr ot ect elighjity forahese bendfits, hwhil® addressing the ongoing

care and needs of your child or other dependent with special needs. Design a special needs
trust or update your old one. Be sure to include the individual with special needs in the

planning process whenever  appropriate.

Guardian/Trustee

Select a guardian to take your place. Make sure you explain to this individual(s) exactly what

is involved & give specifics of what he/she are taking on 3 make sure they understand their

role and responsibilities. Make sure they want the job. Choosing the wrong people can be
devastating for everyone involved. You may want to consider having a guardian, a trustee

and a trust protector 8 all having different roles in managing your child, the money and the
investments but all being involved and contributing to the overall well being of your child.
Look at the options andyodandyou amilyw Albsit duations aeuniqué o r
and there is no one right answer.



(Special needs planning, cont.)

Financial

You want the best for your chil dsomselimkesuficedent 6s | i f e
financial resources to meet those needs may not be available. The deatho  f one or both
parents or other caretaker can easily disrupt the continuation of
net. Start answering the quest i omorhlyexpenises mati ng you
(whether the costs are paid by you, private insurance, etc.) . Annualize these costs. Then,

assuming a modest interest rate, determine the lump sum amount you will need to produce

that much income on an annual basis without depleting principal. Of course, this does not

take inflation or other factors  into considerat ion. If you are just beginning to accumulate

assets to fund a special needs trust, there are a variety of funding options. Discuss these

options and which ones might be best for you with your financial or investment specialist.

Figuring out what your dependentis likely to need is tricky. Ask yourself: What type of life do

you envision for the individual with special needs? How much money will he/she need for

guality lifetime care?

Some Common Mistakes

As you can see, this is an involved, complicated process that takes a lot of time and energy.

Please be sure to avoid the following critical mistakes:

A Disinher i tdYogdophaveoptiors.lOftdn imes  individuals think that the only

way they can pr o trighttogovemméntbenefh iit$ islitd leave them nothing or

not name them in their will. This action could possibly leave what happens to your child up to

the wishes of the state administrators  or judges & who have no clue about your child or

dependent. Chances are this is not wanty ou want!

A Pr ocr a sdTeamoreotv wilhcgme and you are not prepared

A Relying on your children to t adeds ddatitiawriting.Sgeb ur ¢ hi

it out in a special needs trust accompanied by a Letter of Intent that cover every detail of
how you want your child to be cared for and taken care of when you no longer are in the
picture.

A Choosing the a0hasegarefullyarsdt e€memmunicate YOUR wishes, hopes
and dreams for your dependent.

A Poorly Drafted &Besurstbwoikavithwuakfiedt sprofessionals

A Failure to Pr opdanunfundéddrusowilndt e dormyaens any good

When doing your planning, please keep the following items

in mind:

A Observe the $2,000 Federal Limit

A Have a Sp e Triskdraftetl @ apdate your old one

A Select a Guardian/ Trustee to take your place

A Process Guardianship/ Power o papefstfot amindivelyalwde al t h Car
can not make any of these decisions  for themselves /Age 18 -21

A Include dWdle wintdh vs gleci aPlannmgBPdscéss 6 hwhénever appr
A Prepar@ fa ywiud ldonét have one already
A Create a Letter of Intent

A Update vyour &Makesurethey tefiect the current  scenario and are valid in your

present domicile

A Review all documents with the desgmatedbas/ Per sons who
guardian/trustee 8 make sure they want to take on  this role and responsibility



(Special needs planning, cont.)

A Work with qualified, exgpshortcuesnatowell. EReryonEmthes i onal s
planning process needs to understand your family dynamics and your individual with special

needs

A T e am d€matekyour team of advisors & Always remember it takes a whole village to

raise a child

A St art &yl oaun ndi onmgbto do it @l now, but eventually you need to do it all!

Not starting, not planning, not doing anything. This is one of the most critical mistakes people

make because special needs planning is no easy task yet if you do not plan appropriately

and effecti vely for your child or dependent with special needs you may be leaving it up to

the state to determine what will happen to your family member and all too often those

outcomes are not what you had planned for or anticipated. Family members will convene,

get together to discuss what to do and may not always agree d they run into a stumbling

block and then they put it off d and procrastinate. They may agree to di sagree and that
okay too as long as they agree to regroup and come up with an action plan. Todo  nothing

isunacceptable & you must plan to insure quality of life and lifetime care. Someone once
sadifyou dond6t plan for the future lytodus gneetv etrh et ooon el atthe
early to start planni nthgtcoints@s t he getting started

The discussion contained herein or related to this document is for general information
purposes only and does not purport to be complete or cover every situation. Certain rules
regarding special needs planning vary from state to state. You should seek t he advice of
your own legal and tax counsel to determine how the rules in your state may apply to your
own circumstances.

Hydrocephalus Pt ety Augustze = 200
(C\—/ Association Time: 10:00 am
J

Location: Tilles Park
Address: 9551 Litzsinger Road, Ladue, MO

Phone: Stephanie 314 -542-7118

Think ooutside the boxdé when it comes to
recreation activities for you rself or your child with spina bifida.

Have you heard abothie Integrated Fitness Services offered at YMCA of Greater St.
Louis? This program provides services to people with developmental disabilities in an
integrated setting, and includes aerobics, aquatics, lap swimming, working with weights and a
variety of other activities. Our trained staff are available to provide assistance.If you have a
disability and need services or have questions, please contact our Inclusion Services
department at 314-678-0162.



Looking Toward the Future
By Kelly Abbott

The theme of the 37t annual Spina Bifida Association conference held in
Cincinnati, Ohio was "Leading the Way to the Future." It was a very informational and
educational conference for all that attended, including myself. It was a very busy but
short 3 days. Many peo ple wish the conference could be extended because there is
so much information that is put into these few days that it can feel overwhelming at
times. | have been going to conference for 17 years. This year the Adult Day, held the
day of the opening recept ion for adults with spina bifida only, topic was on
Employment. This was a topic that truly hit home to me as | am currently looking for a
job. We all know that the job market can be a tough place for anyone, but put a
disability into the picture anditca  n instantly make things 10 times harder. However,
you canod6t | et your disability hinder you or hid
The idea is to see the person first and not the disability, using your knowledge to get
you a job and not allowing pe  ople to feel sorry for you and just hand you a job.

There are many vendors and exhibits from the medical community (ex.
wheelchair companies, catheter and other medical equipment suppliers) that take
their time to come to these conferences to show people w hat is out there for them
and try to help them with whatever they may nee
care who you take your business to they just want to see happy, healthy individuals
who have Spina Bifida. | know if you ask any exhibitors what their fa vorite part of the
conference in the exhibit hall is, they will tell you it is seeing all the bright and smiling
faces.

There is the social aspect that everyone, disability or not, enjoys about the
conference because you get to meet people from all over th e United States and
even people that come from another country to a
fortunate we are here in the US until you meet someone at the conference from
another country. For some people is just amazing to see all the wheelchairs and
peo ple walking around with braces and crutches when they enter the hotel for the
first time. They had no idea how big this conference was going to be or how many
people were going to show up. | have met many different people from all walks of
life just by sha ring a friendly smile or saying hello.

They have an amazing Kids Camp for anyone from preschool to age 19. This is
a wonderful program where | started out at 17 years ago. The camp has various daily
activities planned for the kids while mom, dad, aunt, unc le whoever attends all the
different sessions that are provided.

Anyone that has never been to conference before, | would strongly
recommend you go to conference at least once so you can experience what it is
like. Not only do you get the chance to get the top medical updates (ex. latex) and
other information out there, but you also can take some time to see the sites of the
city. Next year conference is in Anaheim, California (Disneyland for the kids, and the
kids at heart!)



Bo ok Re vRefeestions frain a Different Journey 6
" A By Kelly Abbott
< | was very excited to read this book from the time | opened to
Lﬁ the first page until the very last page of the book. There was just
something that intrigued me to pick up this book. The authors speak
openly and cle arly about their views on life and it's lessons. The authors
show humor, anger, reflecti omah&amdmnmerst,s p
‘ 1 of people with disabilities. As an adult with a disability this book became
even more than just 0ano ticeginthibbook&ré t o me.
written by adults with different disabilities. At the end of each article there is a brief synopsis
of the author and their disability. The subtitle of
there par ent s kyrinspwigg.andluplifting bookalt allogvs everyone who reads it to
see that dealing with a disability personally or in
the end of the world. Life does go on and people with disabilities are striving for success ona
daily basis. | know many parents wish there was some kind of manual to tell you
ocongratulations you have a child with a disability
Unfortunately there is no such book in the world to read. Every person with a disabil ity is very
different no matter how you look at it. Even two people with Spina Bifida can be as different
as night and day regardless if their spinal issues are at the same level or not. Everyone has
their own strengths and weaknesses.
All of the articles are fairly short to make for easy reading and several of the authors
actually give tribute to their parents and how they were raised as children. There are many
books out there written by doctors and parents of individuals with disabilities where you can
learn. However there is nothing like picking up a book written from an individual with a
disability (or group of individuals) to learn a few life lessons. Having a person with a disability
write a book or an article gives them the opportunity to show the challenges and joys that
they and their families deal with on a daily basis. These individuals are successful adults that
talk about growing up as an individual with a disability. It is a great read, but you must also
consider that what works foroneperso n doesndét necessarily work for s
The book touches on 5 different topics: love, parents as experts, parental
expectations, sexuality, education about the disability, and it briefly touch on what disability
culture is all about. Each section has  many different articles to choose from or read all the
way through. It is all up to the reader and which articles appeal to them at their specific time

in |ife. Only those with a disability know what 0ou
pass it from one peer to the next as we move on in life. No other culture is passed on in the

same way because there isndt that bond that individ
all issues we have to face on top of all the regular life problems. The very end of the book

offers resources and tips for adults and parents for the future.
The overall message that this book tries to convey is that people with disabilities are
just like anyone else. We encounter the same feelings, emotions, joys, sorrows and sit uations
that everyone else faces. Individuals with disabilities can do anything they put their mind to, it
just may have to be approached a different way. | f
them get themselves back up and try again. Thereisno s uch thing as failure to a person with
a disability, only trials and tribulations. We are all on a different journey! This is a must read for
all, disabled and non -disabled.



Newly Implemented Portions of Health Care Reform Benefit
Individuals with Spina Bifida

President Barack Obama signed the Patient Protection and Affordable
Care Act (PPACA, Public Law 11148) on March 23, 2010. The new
law includes a number of provisions to address the needs of
individuals living with disabling, chronic, and/or litareatening
conditions, including Spina Bifida. While many provisions of health
care reform will not be enacted until 2014 and after, there are
important protections for people with pe&isting conditions going

into effect this summer, about which peopléwv&pina Bifida and

those who care for affected individuals should be aware.

On July 1, 2010, states began accepting applicants forrisiginsurance pools created to make
insurance available to individuals with peristing health conditions. The PEisting Condition
Insurance Plan (PCIP) provides a new health coverage option for individuals who have been denied
health coverage because of a-présting health condition and have been uninsured for at least six
months. Coverage under these state plahdegin August 1, 2010. To find out more about the PCIP,
including information on availability and premium costs in your state, pleasewsithealthcare.gov

It is important to note, however, thatverage under the PCIP serves only as a bridge until all denials
based on prexisting conditions are banned in 2014. The PCIP option only is available to those who
can show proof of a denial, based on aexisting condition. While the PCIP is not perfatd

availability proves an important first step in achieving equitable access to health insurance for
individuals with preexisting conditions.

September 23, 2010 will mark another critical step toward achieving better access to care for people

with pre-existing condition because insurers will no longer be able to exclude children with pre
existing conditions from coverage under their p
all owed to remain covered undger26, and ldetime lipitsonent s 0
insurance benefits will be prohibited. We anticipate that these reforms will benefit the tens of

thousands of children and young adults living with Spina Bifida, as well as the more than 1,500

children born with this birth dett each year.

These changes are just the first of many actions in a lengthy implementation process for national health
care reform. SBA will continue to closely monit
developments affecting the Spindi@a community. It is essential that the concerns of the Spina

Bifida community are known as federal agencies and the Congress work to put the provisions of this

law into action. As always, SBA will continue to work to make sure your voices are hededriio

more about SBAOGs \awvspnakdfidagdvaedcyf.oogr t s, vi sit
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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!  If you would like to be a part of our group or have any

guestions , 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

The purpose of our group isto 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 you!! 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!

Two families
from the
combined
New Parent
and K-10
Groups had a
great time in
the lawn
seats at the
Gateway
Grizzlies
Game!
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Youth & Adult Alliance

Calling all young adults & adults!!

Come join us on August 21 stfor fun at
the Gateway Grizzlies baseball game
in Sauget, IL.

Contact -Kelly Abbott
618-980-3377
kjabbott@charter.net
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SBSTL2010Calendar of Events

August
8/21/10 Gateway Grizzlies Baseball Game (YAA)

We had so much fun atthe  July bowling party, that we scheduled another! Please join us on
September 19 th at Lakeside Lanes!

September

9/11/10 Picnic at Faust Park 11:00am (0 -5, K-10)
9/19/10 Bowling Party at Lakeside Lanes
9/20/10 Board Meeting 7: 00pm at SB office

Octobe r

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 of  fice

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



Be a Star!

Support SB StL by purchasingyourgasat any of t he |
Locations.

The Parsons Oil Company , working with SBStL has

established the Parsons Support Program to provide support for children
with Spina Bifida. The intent of the Parsons Program is to help children
with Spina Bifida enhance their quality of life and to help those

individuals achieve their full potential. The Parsons Support Program
supports activities and equipment that impacts the overall quality of life

for the individual born with Spina Bifida, and for their family, that may
otherwise be outside of financial reach.

The Parsons Oil Company is selling paper stars to raise funds for Spina
Bifida of Greater St. Louis (SBSTL). Please support the Parsons Ol
Company by visiting one of their 6 gas stations/convenience stores:
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i& Airport BP 10500 Natural Bridge, Emundson MO

Florissant Mobi | 3125 N Hwy 67, Florissant, MO

..... f
& Piasa Pantry BP 14010 Hwy 67, West Alton , MO 63386

—i z Mobil Pit Stop 14000 Hwy 67, West Alton, MO 63386

L

0
\‘5 Rivers Edge Phillips 66, 14700 Hwy 67 West Alton, MO 63386

i E Alton Pit Stop BP 4200 College Ave, Alton, IL 62002



Spina Bifida of
Greater St. Louis
8050 Watson Road
Suite 115

St. Louis, MO 63119

Wedr e onebltt
See us at:

www.sbstl.com

sinoT jules
epuig eulds
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