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President’s Update....

Dear SBGNO members,

It's hard to believe that it's that time again! It's time to look back at what we've done and look ahead at

what’s to come. Last year SBA started working on “The Debbie Blanchard Access to Health Care for Indi-
viduals with Disabilities Act”. The Act (5.3907) was introduced in September 2010 by Congressional Spina
Bifida Caucus Senate co-chair Senator Chris Dodd (D-Ct) and co-sponsored by Senator Sherrod Brown (D-
OH),

Debbie Blanchard was a long time member of SBGNO and served many years both locally and nationally.
Sadly, she, along with many of our adult members, faced challenges in trying to find a health care pro-
vider. This bill would help facilitate access to health care for individuals with Spina Bifida. The second part
of the bill raises awareness with health professionals about the need to have accessible facilities and will
create information tools needed to identify accessible providers. What a great accomplishment this will
be!

Also last year in the House, Representative Chris Smith (R-NJ) and co-sponsors Bart Stupak (D-MI), Dan
Burton (R-IN), and Raul Grijalva (D-AZ) introduced the “Spina Bifida Awareness Month Resolution” (H
Res.1664). The bill recognizes the challenges faced by individuals with Spina Bifida and the need to sup-
port policies and programs that address access to care and quality of life. Please contact your members of
Congress and urge them to support both of these. Also ask them to join the Congressional Spina Bifida
Caucus and to support the work being done at the Center for Disease Control and Prevention by the Na-
tional Spina Bifida Program at the National Birth Defect and Developmental Disabilities Center.

As we begin to look ahead, SBGNO has already been involved in Spina Bifida awareness by mailing Folic
Acid awareness information to all of the Louisiana state university health units, parish health units and all
10 of the Families Helping Families centers around the state. We are planning a second awareness event
at the New Orleans Hornets game on March 12", We will have a table and will be passing out information
about Spina Bifida and Folic Aid awareness. We will be having a third event at the Zephyrs game on Au-
gust 12th.

We have many fun events coming up and are very excited about our first ever Parent’s Conference to be
held in conjunction with Camp Friendship in July! Make sure to look at our calendar of events to see the
numerous opportunities to share your experiences, network with others and just have fun.

We are always looking for members to come out and help at these events and others that we put on
during the year. If you have any questions I can be contacted at sbgno@sbgno.org or alhitt@cox.net

Hope to see you at an event,

Al Hitt
SBGNO Board President




Office Space Needed

SBGNO is attempting to re-
establish a physical location as
we pursue Louisiana Associa-
tion of Non-Profit Organiza-
tion Certification. We are in
desperate need of office space
and are looking for a low or no
cost 10' x 12' empty, easily ac-
cessible room with 24/7 avail-
ability.

If you or anyone you know
could help us, please contact

Al Hitt,
President SBGNO
P.O. Box 1346 Kenner, La
70063
504-737-5181
sbgno@sbgno.org

Our Vision

BE KIND... FOR
EVERYONE YOU
MEET IS
FIGHTING
& HARD
BATTLE!

PLATO
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Nearly 100 SBGNO mem-

bers, family and friends at-

tended the game on Friday
August 2010.

We gave out koozies &
fans to promote the aware-
ness of Spina Bifida and
Folic Acid
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Annual Car Show
Was held in November 2010
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Thanks Louie!
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Young Adults with Spina Bifida Enjoy a Night Out!!

Look for future
events for

young adults

coming soon

S

14 young adults gathered at
Colonial Oaks Bowling Alley
to enjoy a night of bowling,
fun, and comradery. One
member even drove in from
Mobile to reunite with old
friends. Thanks to Stephen
Nguyen for planning this
event.

Are you a current
SBGNO Member?

We are updating our 2010
membership roster.

If you haven’t already done so,
Please send your membership
information to...

SBGNO
P.O. Box 1346
Kenner, La 70063
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Additional opportunities to prevent neural tube defects with Folic Acid fortification
(taken from International Federation for Spina Bifida & Hydrocephalus Newsletter)
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camp Friendship Goes on Safari

camp Friendship went on Safari
July 26-20, 2010. We were at
Paradise Manor Community Club,
529 Sauve Rdl., River Ridge for the
week. Wednesday, July 28, we
headed by charter bus across the
lake to Global wildlife center for a
full day of adventure. We had a
week of big game hunting, animal
encounters, arts and crafts, swim-
ming, expeditions, and track-
tng wild beasts.
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Get ready for the RED BUG HILL CHALLENGE on Saturday, May 14, 2011!
Start and finish will be at Mike and Marie Rourke's farm on Hwy. 421 m St. Francisville.

ALL proceeds from this ride will benefit people in Louisiana with Spina Bifida. The nde
1s held in memory of our son Jordy, born i 1987 with Spina Bifida, who died unexpect-
edly of a heart attack in May 2008.

Rides of 20, 40, and 60 miles, as well as a 1-mile fun run, will wind through the rolling
hills of West Feliciana Parish and end on "Red Bug Hill."

There will be an optional time trial up "Red Bug Hill," (the Challenge). Age group
awards and extra raffle tickets will be given for those who participate in the Challenge.

Drawings will be held for thousands of dollars worth of bikes and merchandise after the
ride.

Join us for food, drink, music, and the raffle after the ride. Hope to see you there!

Marie and Mike Rourke
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First Annual Appreciation Dinner

Honoring Dr. Joseph Nadell

American Sector Café
National World War |l Museum
945 Magazine Street
New Orleans, LA 70130
March 27, 2011

7:00 p.m.
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Thls will be a time

Acknowledge our growth and progress since Hurricane
Katrina

Honor our dedicated community partners, members and
board

Recognize some of those for whom we work
° Share our vision for the future
Cost: $20 per ticket. Limit 3 tickets per individual with Spina Bifida.

Please RSVP by March 1st with Julie Johnston 504-737-5181 or out-
‘ reach@sbgno.org subject: SBGNO Dinner RSVP
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Thoughts About Attending National Spina Bifida Conference In Cincinnati...
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VD
Thoughts About Attending National Spina Bifida Conference In
Cincinnati...cont’d
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103RD ANNUAL

TORREY RY pACE

November 25, 2010

Parent-School Collaboration Study Vanderbilt Kennedy Center

Dear SB of GNO Members,
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CHRISTOPHER & DANA

| REEVE FOUNDATION

TODAY'S CARE. TOMORROW'S CURE.

What are the best apps for people in wheelchairs?
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38th National Conference
Disneyland Hotel (Anaheim, CA)
June 26 - June 29, 2011
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Changes to SBGNO’s Member Agreement to Attend National SBAA Conference
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DONATE TO SBGNO

You can help 5% of GNO help individuals with Spina Bifida by making a tax deductible donation for any amount
you wish. When you make a donation, you are supporting an organization that promotes a better life and future for
individuals with Spina Bifida and their families. Consider making a donation in honor of a special occasion, in mem-
ory of a loved one, to thank a special person or to simply show your support for 5% of GINO and the work we do.

Your generous gift of:

$305  covers the cost of postage of our newsletter each quarter
$350  covers the registration to the National Spina Bifida Conference
$215  covers the cost of sending a kid to Camp Friendship

$250  covers the cost of a meal at Camp Friendship

$100  covers the cost of educational material for a new family

$15 covers the cost of 2 months of our phone bill

$50 covers the cost of office supplies for a month

How to make your taxable donation, you can mail a check to:
OB of GNO, PO Box 1340, Kenner, Louisiana 10063

Ask your employer about matching gift for your donation. many employers are now matching employee gifts, which
means double the donation. Once we receive your donation, you will receive a letter acknowledging your donation and
giving you our tax identification number for your income tax purposes.

If you any question regarding donations to S of GINO, please contact Al Hitt at sbgno@sbgno.org.
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OCDD’s Plan to Address $18 Million Budget Shortfall
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Questions & Answers about Resource Allocation—cont’d from page 17

Does this mean that my num-
ber of IFS hours are being

capped/limited?
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Why do NOW recipients have
to now be assessed and work
within the associated amounts
of IFS hours?
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My support coordinator wants
me to try shared supports
and/or natural supports. Does
this mean I have to live with a
roommate or move in with my
parents?
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Will I be left alone or have to
use options that put me at risk
if I require constant support?
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What if I disagree with the SIS
level assigned to me?
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What if I disagree with the
number of hours in my new
CPOC?
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SBGNO’s 2010 All Star Donors...

Fall 2010 & Winter 2011

On behalf of Spina Bifida of Greater New Orleans we would like to extend a sincere thank you to the
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SEUSS OnThe LOOSE

’ July 25 —July 29 q

- 9:00 AM—3:00 PM (S

| ~ s
Detaily to-follow....

2011 Pawvent Conference

Tuesday July 26
10:00 AM—2:00 PM

&
Thuwrsday July 28
10:00 AM—2:00 PM

Drop yowr child off at Camp Friendship and head over to-East
Jefferson General Hospital for ouwr First Anvmual
Parent Conference.

Enjoy networking while learning about

Advocacy
Educationw

Medical
Legal

Lunchwill be- provided
We awe also-working onw av solution for sil- care
Look for more detwils to-come:..
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In the United States

Each year, about 1,500 babies are born with Spina bifida.

Hispanic women have the highest rate of having a child affected by Spina Bifida compared
with Non-Hispanic White and Non-Hispanic Black women:

Hispanic: 4.17 per 10,000
Non-Hispanic Black or African-American: 2.64 per10,000

Non-Hispanic White: 3.22 per 10,000

Spina Bifida Trends for all Births,
United States

Prevalence*
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En los Estados Unidos

Todos los afios nacen 1,500 bebés con espina bifida. [Leer el resumen (en inglés)#]
Las mujeres hispanas presentan la tasa mas alta de tener bebés afectados por la espina bifi-

da, en comparacion con las mujeres blancas y las mujeres negras no hispanas:

Hispanas: 4.17 por 10,000
No hispanas negras o afroamericanas: 2.64 por 10,000

No hispanas blancas: 3.22 por 10,000

Tendencias de la espina bifida
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La pubertad y la adolescencia conllevan muchos cam-
bios fisicos, mentales, emocionales y sociales. Los ado-
lescentes desarrollan su personalidad e intereses pro-
pios y quieren ser méas independientes.

Este periodo de transiciéon puede ser un desafio, espe-
cialmente para las personas afectadas por la espina
bifida. Es importante que los padres y las personas
que cuidan de los adolescentes con espina bifida con-
tribuyan activamente para ayudarlos a ser indepen-
dientes desde la nifiez, de manera que cuando crezcan
desarrollen las destrezas necesarias para alcanzar su
maximo potencial.
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http://www.cdc.gov/ncbddd/spanish/spinabifid
a/living.html
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NOEWAIT

Mational Organization to End the Wait list

PO Box 411 + Parker, CO 80134
noewaitfnoeewait net » waw_noewait net

Hundreds of Thousands of People with Disabilities and their Families
Across the United States Wait for Help.

The problem:

Each day 300,000+ (reported by advocacy organizations) children and adults with intellectual and developmental
disabilities, cerebral palsy, autism, Down Syndrome and related conditions and their families - in almost every state
— go without services such as therapy, personal care and community supports. Most wait for years to get help.
These individuals and families are also shackled to their own state, because, no matter where they are on their own
state’s waitlist (or even if they are receiving services), they must start all over again in the new state.

The causes:

Waitlists are growing because of inadequate state and federal funding. the lack of a coherent and inclusive national
policy and laws to entile services and portability of services from state-to-state, and also the increased longevity of
individuals with developmental disabiliies.

The effects:

Waitlists are devastating. Individuals with disabilities who received training and education in the public schools lose
the skills they acquired. Also physical mobility and speech improvements gained through school-based therapies
are diminished or lost altogether.

Thousands, who with proper training and support, could be employed and be paying taxes, are not.

Families are relegated to a destitute status. Single-parent-families become full-time caregivers, dependent upon
social programs for their income.

Families are pulled apart and exhausted by the intense years of often providing 24/7 care

Military families and others who seek or need to maintain employment must reject assignments and potential jobs
and advancement because services are not available without going through the waitlists of other states.

The solutions:

Mational laws should be enacted that entitle people with disabilities to services in each and every state, allowing an
individual to find adequate services no matter where they live or move. This will require adequate levels of funding-
How do we get there?

Citizenry, leaders, elected officials and others need to be educated and galvanized to action by any and all means
possible to pass state and national laws, policies and guidelines to end waitlists and provide portability of services.

HOEWAIT s mission is:

We need your help. Contact Noewaitiinoewait.net. Web page hitp./hwww_noewaitnet/

NO WAIT, NO BOUNDARIES
Services when we need them, where we need them
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Spina Bifida of Greater New Orleans

“A non-profit organization”

P. O. Box 1346 Kenner, La 70063

Phone: 504-737-5181 Email: sbgno@sbgno.org
Web: www.sbgno.org

Take your folic acid !

Every woman of child bearing age
should include .04mg (400mcg) of
folic acid in her daily diet. By doing
so, she can reduce her risk of Spina
Bifida and other neural tube birth
defects by as much as 70%! Please
visit www.sbgno.org or
www.spinabifidaassociation.org for
more info.

Spina Bifida of Greater New Orleans

does not endorse or recommend products, services or manufacturers and assumes no liability whatsoever for the use or
contents of any product or service mentioned herein. The information provided in this newsletter is _for informational,
educational and entertainment purposes only. It is not intended as medical or professional advice.
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