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FEATURED EVENT…….. 
 

SBGNO Appreciation Dinner 
 

March 27, 2010 
 

7:00 pm 
 

American Sector Café’ 

At the  
 

National WWII Museum 

945 Magazine Street  

New Orleans, LA 70130 
 

Details inside, page 9 
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See page 15 for de-

tails of changes af-

fecting this year’s 

SBGNO member 

agreement and young 

adult agreement to 

attend National 

SBAA Conference. 
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      President’s Update….      President’s Update….      President’s Update….      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 (S.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 12th. 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 



Fall 2010 & Winter 2011 

    Page 3 

SBGNO  
Board of Directors 

President:                Al Hitt  
Vice President:        Judith Otto                   
Treasurer:                Wendy Linebarger  
Recording Sect’y  Julie Johnston 
Board Members:      Cindy Barrios  
    Jon Johnston                       
    Ron Schulingkamp  
    Margaret Smith 
     
Admin./Outreach 
 Assistant:       Julie Johnston                   
Camp Director:        Cindy Barrios  
Newsletter Editor:   Judith Otto 
Webmaster: Al Hitt 

 
Coordinators: 

Turkey Day Race:    Ron Schulingkamp 
Slam-N-Jam             Cindy Barrios   
                       John Smested 
Newsletter:               Judith Otto 
E-Mail:                  Al Hitt 

 
   
 
 

. 

Calendar of Upcoming Events 

 

Night Out with the Hornets 

March 12 
 

See page 16 for details... 

 

Red Bug Hill Challenge 
 

May 14 
 

See page 8  for details... 

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 Mission   
    

 

     The Spina Bifida of 
Greater New Orleans, Inc. 
(hereafter referred to as 
SBGNO) is a non-profit, 
tax exempt organization for 
the expressed purpose of 
providing services to those 
persons born with Spina 
Bifida and their families, 
and to increase public 
awareness about Spina Bi-
fida and its prevention.  Our 
mission is "to promote the 
prevention of Spina Bifida 
and to support the needs of 
individuals with Spina Bi-
fida and related disorders." 

 Our Vision     
 

     At SBGNO, we envision 
a future where all individu-
als have opportunities to 
grow and thrive in an inte-
grated society and also 
where, supported by a diet 
enriched with folic acid, 
fewer babies will be born 
with Spina Bifida. 

Annual Family Picnic 

April 10 

Lafreniere Park 
 

12 pm—3 pm 

Appreciation Dinner 
 

March 27, 2011 
 

See page 9 for details... 

SBA Conference 
 

June 26—June 29 
 

See page 14 for details... 

 

Zurich Classic 
 

April 25—May 1 
 

Details to come... 

 

Camp Friendship 
 

July 25– July 29 
 

See page 18  for details... 

 

Night out with the Zephyrs 
 

August 12 
 

Details to come... 

 

5th Annual Ghost Bowl-A-Thon 

October  
 

Details to come... 

 

Turkey Day Race 

November  
 

Details to come... 

BE KIND... FOR  

EVERYONE YOU 

MEET IS  

FIGHTING  

A 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 

 

Annual Car Show 

Was held in November 2010 

Hosted by Louie’s Wrecker Ser-
vice, this annual show has bene-
fitted Spina Bifida of Greater 
New Orleans’ Camp Friendship 
for the past two years.   

Thanks Louie! 

This year’s ambassador 
was Adam Linebarger.   
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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 
 

Note:  Due to fundraising efforts 
over the past several years, we no 
longer require dues for member-
ship.  We do, however, accept do-
nations.  A donation of just $25.00 
will help offset the cost of the In-

sights Magazine and help continue 
our local newsletter publication. 

SBGNO Needs You!! 
 

 
 
 
 
 
 
 
Spina Bifida of Greater New 
Orleans serves the entire state of  
Louisiana.  Our Board of Direc-
tors is seeking members to rep-
resent all regions of the state.  If 
you have a strong desire to pro-
mote opportunities throughout 
Louisiana for accessible, com-
prehensive and coordinated pro-
grams of care and support; pro-

mote more choices for persons 
with Spina Bifida; mentor 
young parents; increase commu-
nity awareness of Spina Bifida 
and the need for folic acid by 
women of child-bearing age; 
and establish SBGNO as the 
primary resource for informa-
tion on Spina Bifida in Louisi-
ana, we invite you to join our 
Board of Directors.  If you are 
interested, please contact  
 

Al Hitt,  
President SBGNO 

P.O. Box 1346 Kenner, La 
70063 

504-737-5181 
sbgno@sbgno.org 

      

Young Adults with Spina Bifida Enjoy a Night Out!! 

Have 
an ide

a for 

a fun
 adult

 night
 

out, c
ontac

t us a
t  

sbgno
@sbgno

.org 

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. 

Look for future 

events for 

young adults  

coming soon 



Fall 2010 & Winter 2011 

    Page 6 

 

 UPDATE—SB GENETICS RESEARCH STUDY 
 
Dear Study Participant, 
 

 On behalf of everyone involved in the Spina Bifida Genetics Research Project, I would like to thank 
you again for your participation in this very important study.  Because of your support, we have 
reached our ambitious goal – the enrollment of more than 1,000 mothers of children affected by Spina 
Bifida and the collection of saliva samples.  This is truly an extraordinary achievement, and one that 
would not have been possible without the support of this incredibly caring community. 
 

 We are currently analyzing the DNA from our study participants (mothers and children).  Once we 
complete the analysis, we will submit the results for publication in a peer-reviewed journal, so that we 
can share our findings with the medical and scientific community.  This process can take some time, 
and during the review period, it is not possible for us to provide any information about the research.  
We hope that if the results are positive, they will appear in a journal by the end of the year. 
 

 If you would like to receive updates on the study, please check our blog at  
http://www.sbgenetics.org/Spina-Bifida-Genetics-Research.     
 

If you would like to receive automatic notifications of new blog postings, please make sure to register 
your e-mail address on the blog site.  Please note that we don’t share these addresses or use them for 
any other purpose other than to send you information about the study.  
 
If we are able to develop a commercial test incorporating the results, we will send you a voucher that 
you can use for a personal DNA test.  This test will be available through physicians and will provide 
you with information on how your genes influence your body’s utilization of folic acid.  
 

Thank you again for all that you have done to bring us to this point. 
  
Kristal & the SB Genetics Research Project team. 
KRISTAL LOUIE, MS, CGC 
STUDY COORDINATOR 
SPINA BIFIDA GENETICS RESEARCH PROJECT 
GENETIC COUNSELOR 

 

     The US Centers for Disease Control and Prevention (CDC) has published a CDC Grand Rounds report on 
Folic Acid Fortification. Fortification of flour and other staples with Folic Acid is a feasible, economical, safe, 
and effective public health policy to prevent NTDs worldwide. After mandatory fortification in 1998, NTD 
prevalence declined 30%-40% among the three largest racial and ethnic groups in the US. Nevertheless, His-
panic women continue to be at significantly greater risk for having a baby affected by an NTD. Fortifying corn 
masa flour may improve the intake of Folic Acid among Hispanics, while not contributing to higher Folic Acid 
intake in the general population. Non-folate risk factors can also contribute to disparities in NTD prevalence 
and merit further study. Efforts are needed to evaluate the safety and effectiveness of fortification of corn masa 
flour in the United States and to expand fortification of staple foods across the globe. For more information, 
read the CDC Grand Rounds report at http://www.cdc.gov/mmwr/preview/mmwrhtml/mm5931a2.htm. 

 

VITAPATH GENETICS, INC. 
348 HATCH DR., FOSTER 

CITY, CA 94404 
866.575-0110 toll free 

support@sbgenetics.org 
www.sbgenetics.org 

Additional opportunities to prevent neural tube defects with Folic Acid fortification  

(taken from International Federation for Spina Bifida & Hydrocephalus Newsletter) 
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Advertising Space for Sale 
 

Advertise here and reach hundreds of readers! 
Call 504-737-5181 or email sbgno@sbgno.org for further details 

 

Prices for Black and White Ads Only 
 

Full page ad   $ 60.00 
 

1/2 page ad   $ 30.00 
 

1/4 page ad   $ 15.00 
 

1/8 page ad   $ 10.00 

Camp Friendship Goes on SafariCamp Friendship Goes on SafariCamp Friendship Goes on SafariCamp Friendship Goes on Safari    

Camp Friendship went on Safari Camp Friendship went on Safari Camp Friendship went on Safari Camp Friendship went on Safari 
July 26July 26July 26July 26----30, 2010.30, 2010.30, 2010.30, 2010.     We were at  We were at  We were at  We were at 

Paradise Manor Community Club, Paradise Manor Community Club, Paradise Manor Community Club, Paradise Manor Community Club, 
529 Sauve Rd., River Ridge for the 529 Sauve Rd., River Ridge for the 529 Sauve Rd., River Ridge for the 529 Sauve Rd., River Ridge for the 
week.week.week.week.     Wednesday, July 28, we  Wednesday, July 28, we  Wednesday, July 28, we  Wednesday, July 28, we 
headed by charter bus across the headed by charter bus across the headed by charter bus across the headed by charter bus across the 

lake to Global Wildlife Center for a lake to Global Wildlife Center for a lake to Global Wildlife Center for a lake to Global Wildlife Center for a 
full day of adventure.full day of adventure.full day of adventure.full day of adventure.     We had a  We had a  We had a  We had a 
week ofweek ofweek ofweek of    big game hunting, animal big game hunting, animal big game hunting, animal big game hunting, animal 
encounters, arts and crafts, swim-encounters, arts and crafts, swim-encounters, arts and crafts, swim-encounters, arts and crafts, swim-
ming, expeditions, and track-ming, expeditions, and track-ming, expeditions, and track-ming, expeditions, and track-

inginginging    wild beasts.wild beasts.wild beasts.wild beasts.            



Fall 2010 & Winter 2011 

    Page 8 

     As some of you may be aware, the United Way of the Greater New Orleans Area (UWGNO) has 
waived its restrictions on non-profit agencies soliciting donor designations through their United Way 
campaign.  As a result, the Spina Bifida of Greater New Orleans has a special 4-digit code  for the current 
United Way campaign.    

     Please share the 4-digit code with your friends, relatives, and co-workers who reside and/or work in 
the UWGNO area which includes Jefferson, Orleans, Plaquemines, St. Bernard, St. Tammany and Tangi-
pahoa Parishes.  In order to designate directly to SBGNO,  you must write in our name along with the 4-
digit code assigned to us (3174).  Please understand that by looking at the pledge form - there is no way to 
know that direct designation to the SBGNO is possible.     

      For further information, please visit the UWGNO website at http://www.unitedwaynola.org/

for_companies/runningaworkplacecampaign/materials/08_09/campbrochure.pdf 

 

You can now donate to SBGNO through the 
United Way of Greater New Orleans !! 

Red Bug Hill Challenge 

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 in St. Francisville. 

 

 ALL proceeds from this ride will benefit people in Louisiana with Spina Bifida. The ride 

is held in memory of our son Jordy, born in 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 DinnerFirst Annual Appreciation DinnerFirst Annual Appreciation DinnerFirst Annual Appreciation Dinner 

Honoring Dr. Joseph NadellHonoring Dr. Joseph NadellHonoring Dr. Joseph NadellHonoring Dr. Joseph Nadell    

    

American Sector CaféAmerican Sector CaféAmerican Sector CaféAmerican Sector Café 

National World War II MuseumNational World War II MuseumNational World War II MuseumNational World War II Museum 

945 Magazine Street945 Magazine Street945 Magazine Street945 Magazine Street 

New Orleans, LA 70130New Orleans, LA 70130New Orleans, LA 70130New Orleans, LA 70130 

March 27, 2011March 27, 2011March 27, 2011March 27, 2011 

7:00 p.m.7:00 p.m.7:00 p.m.7:00 p.m. 

 

This will be a time This will be a time This will be a time This will be a time 
to:to:to:to:                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                        
                                                     

••••         Acknowledge our growth and progress since Hurricane Acknowledge our growth and progress since Hurricane Acknowledge our growth and progress since Hurricane Acknowledge our growth and progress since Hurricane 

Katrina Katrina Katrina Katrina  

••••         Honor our dedicated community partners, members and Honor our dedicated community partners, members and Honor our dedicated community partners, members and Honor our dedicated community partners, members and 

board board board board  

••••         Recognize some of those for whom we workRecognize some of those for whom we workRecognize some of those for whom we workRecognize some of those for whom we work 

••••         Share our vision for the futureShare our vision for the futureShare our vision for the futureShare our vision for the future 

Cost: $20 per ticket. Limit 3 tickets per individual with Spina Bifida. Cost: $20 per ticket. Limit 3 tickets per individual with Spina Bifida. Cost: $20 per ticket. Limit 3 tickets per individual with Spina Bifida. Cost: $20 per ticket. Limit 3 tickets per individual with Spina Bifida. 
Please RSVP by March 1Please RSVP by March 1Please RSVP by March 1Please RSVP by March 1stststst with Julie Johnston  with Julie Johnston  with Julie Johnston  with Julie Johnston     504504504504----737737737737----5181 or out-5181 or out-5181 or out-5181 or out-
reach@sbgno.orgreach@sbgno.orgreach@sbgno.orgreach@sbgno.org     subject: SBGNO Dinner RSVP subject: SBGNO Dinner RSVP subject: SBGNO Dinner RSVP subject: SBGNO Dinner RSVP 
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Thoughts About Attending National Spina Bifida Conference In Cincinnati... 
 

     As a first time attendee of the National Spina Bifida Conference, I didn’t know what to expect. I had 
never attended anything like it before. I must admit, I really enjoyed myself. From reconnecting with old 
friends and meeting new ones, to learning new things about Spina Bifida that I never knew before, and 
ways to better my life as a young adult living with Spina Bifida. I attended many great sessions, but the 
ones that stood out, in my opinion, were “Disability and Employment” with Joyce Bender of Bender 
Consulting Firm, who offered employment opportunities to people with disabilities, ”Optimizing Your 

Health in Adulthood” with Dr. Thomas Webb, who offered advice on ways to promote healthy living, 
selecting an adult health care team, and how to create a personal health care card, and “Ask the Doctors: 

Orthopedics” with Dr. Lee Segal and Dr. Jeffrey Thompson, which gave me an opportunity to ask the 
doctors any orthopedic-related questions, and to listen to questions that my peers and their families had.  
Also, I enjoyed going around to different vendors, and getting the latest information on different prod-
ucts, associated with health, fitness, and advocating for yourself and others with Spina Bifida. I would 
encourage all my fellow chapter members to attend such an informative and wonderful conference. I 
definitely would consider going again in the future. I would like to thank Mr. Al, SBGNO, and the Spina 
Bifida Association, for giving me an opportunity to attend this conference in Cincinnati. 

 Stephen Nguyen, First Time Conference Attendee 
 
 

 

       The Spina Bifida Conference held in Cincinnati, Ohio from June 27-30, 2010 was a great experience.  
Prior to the conference I attended the Health Care Professionals Day.  I met mental health professionals, 
doctors, and nurses from around the country who are promoting emotional and physical health in individu-
als with disabilities.  They discussed improving health care using the Spina Bifida Electronic Medical Re-
cord and National Spina Bifida Patient Registry.  We were also updated on research in Spina Bifida, in-
cluding the MOMS Study, Bladder Nerve Rerouting, the Care Coordination Study, and the SBA Young 
Investigators Program.  The day wrapped up with a panel on building links with local community re-
sources.  

 

       During the regular conference sessions I learned about health care for adults with Spina Bifida.  I also 
attended a session to explore effective skin care.  One of the educational workshops was on fitness and nu-
trition for people who have physical disabilities.  I listened to a panel of adults with Spina Bifida reflect on 
their lives.  There was also a time to learn about pursuing one’s passions. 

 

       Since I am a professional counselor I was very interested in the sessions on social skills for children 
with Spina Bifida as well as psychosocial and family functioning of individuals with Spina Bifida.  Infor-
mally, between sessions I met individuals with Spina Bifida of varying ages and met their families, 
spouses, and children.  I went to a panel where siblings of individuals with Spina Bifida answered ques-
tions from audience participants about their experiences growing up with a disability in a family member.  
I attended a parent chat with other parents of adults who have Spina Bifida.  

 

       The sponsors and exhibitors displayed a wide range of equipment and services that are valuable for in-
dividuals with disabilities.  They also helped keep the conference out of pocket expenses down by provid-
ing breakfasts, snacks, and an opening reception.  

 

       I recommend that individuals with disabilities, their families, and mental and physical health profes-
sionals attend the conference for the wealth on information available.  There were sessions offered at the 
same times as the ones that I attended on various other topics of interest to people at various points in the 
life span.   It is also a time when people with disabilities and their families are part of a larger community 
of people with similar experiences, where we can just be part of the gang and go down the street for an ice 
cream cones, dinners, and conversation.  Next year is a great time for you to attend the SBA conference 
since it will be at the Disneyland Hotel in Anaheim, California.  Sherry Richmond-Frank, Life Coach, M.S., 
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Thoughts About Attending National Spina Bifida Conference In  

Cincinnati...cont’d 
 
 
 

        My husband and I had the privilege of attending the National Spina Bifida Conference in Cincinnati, 
Ohio on June 27 thru June30, 2010. The theme for this year’s conference was Spina Bifida the Past and the 
Future. 
 

Monday June 28 morning:  The plenary session consisted of a panel of physicians and members of the 
Spina Bifida Association from across the nation who informed conference attendees on how far technology 
has come. The physicians that were on the panel were also speakers for breakout sessions.  
 

Monday June 28 afternoon session:  Parent chat: Newborn to 5 years old   This 4 hour session was men-
tored by Lori Lowe, a nurse practitioner who works in a Spina Bifida clinic. She was very helpful in an-
swering complicated questions. Topics we discussed included everyday life of having a child with Spina 
Bifida, bowel regiments, surgical procedures, latex allergies, catheterizations, and transitioning.  This was a 
very good networking session. I enjoyed listening to the parent’s unique and personal stories. 
  
Tuesday June 29 morning:  Management of the Neutrogena Bladder  The speakers for this session were 
Pramond Reddy M.D & Dr. Elizabeth Yerkes who are urologists. In this session we learned the importance 
of catheterization in children and adults with neurogenic bladder, how the bladder works, Newborn evalua-
tion, medications for neurogenic bladder and their side effects, bowel management and how to prevent kid-
ney damage.   
  
Tuesday June 29 afternoon:  Chiari and Hydrocephalus  The speaker for this session was Karin Bierbrauer, 
M.D who is a pediatric neurosurgeon. In this session we learned about Hydrocephalus, its past, present & 
future technology, signs and symptoms of hydrocephalus, how the shunt works, why shunts are risky, devel-
opmental delays, failure to thrive and cognitive delays in shunt malfunction.   
   
Wednesday June 30 morning:  Increasing physical fitness and motivation through exercise using game 

cycle and voice and text messaging  The speaker for this session was Andrea Fairmain, Occupational 
Therapist. In this session we learned how to increase motivational exercise, about generalized physical fit-
ness, and declining health in adults with Spina Bifida. 
  
Wednesday June 30 late morning:  Executive functioning and its relationship to Behavioral and Emo-

tional Functioning in Children and Adolescents with Spina Bifida.  The speaker for this session was Nata-
lie Kelly, PhD in pediatric neuropsychology. In this session we learned that executive functioning allows 
people to successfully engage in independent, planned, strategic behavior and to reach their goals in home 
and in schools. 
  
Overall this conference was very informative, unique and very personal. My husband and I would like to 
thank everyone for allowing us to attend this conference and bring back great resources and information 
benefiting our child with Spina Bifida.  On a professional level the resources I have obtained by attending 
this conference will benefit Bayou Land Families Helping Families & Children Special Health Services’ 
families with the newest technology. We highly recommend the conference to families who have children 
and adults with Spina Bifida. It was a joy networking with families from all across the world that came to-
gether to share their personal stories. 
  
Thanks again, 
April & Joseph Young 
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 November 25, 2010  

This year’s Bowl-A-Thon was the best attended 
ever!!  We filled most of the lanes and raised 

nearly $16,000 while raising awareness of 
Spina Bifida.  What an awesome year! 

Parent-School Collaboration Study Vanderbilt Kennedy Center 

 Dear SB of GNO Members, 
 

The Vanderbilt Kennedy Center is looking for parents of students with disabilities to complete the Parent-
School Collaboration Study survey.  This study offers parents of students with disabilities the opportunity to 
share their experiences in working with schools.  
 

The survey will take approximately 20-30 minutes to complete and will ask questions about you, your 
child(ren), and your relationship with the school your child attends.  To participate in the survey, please go to 
the following website: 

 

http://tinyurl.com/2ednxtk 
Questions? Email Meghan.m.burke@vanderbilt.edu or call (615) 585-1420 

 

Parent-School Collaboration is necessary to ensure students with disabilities forge academic progress and lead 
independent lives. 

 This information is brought to you by: 
 

 Families Helping Families of Jefferson and Louisiana Parent Training and Information Center 
201 Evans Rd., Bldg. 1, Ste. 100, Harahan, LA  70123 

Phone: 504-888-9111 or 800-766-7736 
Email: info@fhfjefferson.org and info@laptic.org 

   Websites:  www.fhfjefferson.org and www.laptic.org 

Thanks to all who participated in this annual 
event.  This year’s race generated nearly $30,000 

for our organization! 
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Are you a SmartPhone (Blackberry, iPhone, Android) or IPad user? 
 

What are your favorite apps? Which ones make your daily life easier? 
 

So many people in the paralysis community have found apps that increase their independence or otherwise en-
hance their life that we have created The Reeve Foundation Guide to the Best Apps for People Using Wheel-

chairs in order to help you easily find apps that best serve you. 
 

The Guide lists helpful assistive technology apps and apps for people traveling with a wheelchair. 
 

It also identifies medical monitoring and assistance apps as well as health and fitness and news and reference 
apps. 
 

And we certainly didn't forget the fun stuff -- games and entertainment, apps for kids, and productivity helpers. 
 

The Guide also highlights accessories that are often helpful to people using wheelchairs -- like special styluses, 
chair mounting clamps, and the like. 
 

Each entry in the Guide provides a full description of the app, a photo, the cost, and where to find it. 
 

You can also watch videos of wheelchair user Christina Symanski demonstrating some of her favorite apps and 
accessories for the iPad. 
 

Don't see your favorite app listed in our Guide? Tell us what you like and why and we might add your favorite to 
the Guide. 
 

Also, we will feature an app review each week in our free News from the Paralysis Community enewsletter. So if 
you are an app fan, but not yet a subscriber to this enewsletter, sign up online today. 
 

If you don't yet have a SmartPhone or iPad, you may want to check out our Guide to see if an investment in 
these devices would be worthwhile for you. 
 
One of our goals at the Reeve Foundation is to help every person living with paralysis be able to lead a healthy 
and independent life and we hope our Guide to the Best Apps for People Using Wheelchairs will help members 
of our community do just that. Please be sure to share the guide with your friends. 
 
Sincerely, 

 
 
Rob Gerth 
Director, Digital Media 
Christopher & Dana Reeve Foundation 
ChristopherReeve.org 

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 

Children and adults with Spina Bifida, their families, physicians, nurses, and other clinicians have the 
unique opportunity to gain information on the latest medical care and network on various issues 
which affect their lives and professions. 

1. Learn up-to-the-minute information about urology, orthopedics, neurology, neurosurgery treat-
ment, and much more! 

2. Attend practical workshops and special programming that address your own interest areas. 
3. Network with various interest groups - from others living with Spina Bifida to health profession-

als and product manufacturers. 
4. Find out how researchers are paving the way for more knowledge about Spina Bifida. 
5. Hear from leading Spina Bifida partners about the important role advocacy plays in our Commu-

nity's success. 
 

EVENTS  
Kids!Camp 
SBA's Conference has a place for children of all ages with and without Spina Bifida at Kids!Camp. This is the only na-
tional camp specifically designed for children with this birth defect. It offers programming for kids with Spina Bifida and 
their siblings. 

Adult Day 
Focus on the issues that concern adults with Spina Bifida - from health challenges associated with aging to employment, 
relationships, advocacy, and more. 

SB Health Care Professionals Day 
Nursing and Health care professionals can sharpen their skills in this one-day event. 
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Changes to SBGNO’s Member Agreement to Attend National SBAA Conference 

SBGNO Chapter will: 
 

♦ Pay early registration fees (even if you register after the early registration deadline) for all mem-
 bers of your family listed on registration form on file with our chapter. This form can be 
 printed from our web site 
♦ We will pay a $300 Hotel Stipend per family.  
 

SBGNO Member will: 
 

♦ Attend sessions each day so you can share this information with chapter members that were not 
 able to attend,           and, 
♦ Join a committee for one of the fund raising events in the year prior to the conference you wish 
 to attend,                      and, 
♦ Attend a support group meeting or other planned activity to share your experiences of attending 
 the National Conference,  and/or, 
♦ Submit your own article within 30 days after the end of conference for the newsletter sharing your 
 experiences or respond to questions from the newsletter editor so an article can be written 
  
Failure to follow these requirements will make you ineligible for any and all future SB of GNO 
stipends. 

SBGNO Chapter will pay: 
 

♦ Early registration fees (even if you register after the early registration deadline) for all members of 
 your family listed on registration form on file with our chapter. This form can be printed from 
 our web site 
♦ Reimbursement for 4 nights at Conference Hotel 
♦ Reimbursement for Taxi to and from Airport to hotel, up to $100 
♦ Reimbursement for coach air fare round trip up to $500. 
♦ Adult night out 
 

SBGNO Member will: 
 

♦ Attend sessions each day so you can share this information with chapter members that were not 
 able to attend,          and, 
♦ Join a committee for one of the fund raising events in the year prior to the conference you wish 
 to attend,                     and, 
♦ Attend a support group meeting or other planned activity to share your experiences of attending 
 the national Conference,  and/or, 
♦ Submit your own article within 30 days after the end of conference for the newsletter sharing your 
 experiences or respond to questions from the newsletter editor so an article can be written   

Failure to follow these requirements will make you ineligible for any and all future SB of GNO 
stipends. 
 

Please contact Al Hitt at sbgno@sbgno.org  or  Judy Otto at vp@sbgno.org for further questions

Changes to SBGNO’s Jordy Rourke Scholarship Young Adult Agreement to Attend 

National SBAA Conference 
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     You can help SB 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 SB of GNO and the work we do. 

Your generous gift of: 

    $365    covers the cost of postage of our newsletter each quarter 
    $350    covers the registration to the National Spina Bifida Conference 
    $275    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 
    $75      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: 
    SB of GNO, PO Box 1346, Kenner, Louisiana 70063 
 
     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 SB of GNO, please contact Al Hitt at sbgno@sbgno.org. 

DONATE TO SBGNO 

We have reserved the Party Press Box for the Sacramento Kings game. This area 
will accommodate our entire group including wheelchairs limited to the first 100 
reservations. RSVP with Julie at outreach@sbgno.org  subject: Hornets RSVP or 
504-737-5181 by February 12th.  Tickets are limited to the immediate family of in-
dividuals with Spina Bifida (parents, siblings and/or one personal care attendant).   
Everyone will be responsible for their own food and beverages.  We will host an 
awareness table in the concourse prior to the game.  If anyone would like to help, 
this would be a great way to fulfill SBA’s new conference stipend agreement! 
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     The Office for Citizens with Developmental Disabilities (OCDD) is being forced to make budget cuts in 
response to the state’s budget shortfall.  Instead of making additional rate cuts to community services, a deci-
sion was made to discontinue the three year phase-in of Resource Allocation for people receiving New Oppor-
tunities Waiver (NOW) services.  OCDD’s original phase-in plan would have allowed waiver recipients three 
years to reduce the number of support hours to the amount necessary for their assessed level of need.  OCDD 
estimates there are approximately 1,950 people who are currently receiving more services than determined nec-
essary by the assessment on the Supports Intensity Scale (SIS/LaPlus). The new plan requires that the amount 
of support hours match individuals’ determined level of need by January 1, 2011. 
  
     To arrive at this decision OCDD sought input from stakeholder groups.  There was consensus among stake-
holders that accelerating implementation of resource allocation was the best option because most providers of 
community services could not withstand additional rate cuts.  The Developmental Disabilities Council partici-
pated in this stakeholder group and supports this decision. 
  
     Julia Kenny, OCDD Assistant Secretary, explained the need for this acceleration at a stakeholder meeting 
on November 30, 2010 in Baton Rouge.  Ms. Kenny stated that OCDD is totally committed to giving individu-
als and their families the services that they need.  OCDD representatives will hold meetings throughout the 
state for waiver providers, support coordinators, Families Helping Families staff, OCDD re-
gional/districts/authorities staff and other stakeholders to explain the revisions to the resource allocation proc-
ess.  OCDD will also be notifying waiver recipients and their families of the impending changes by mail and 
through their support coordinators. 
  
     Cuts are also being made in the developmental centers to achieve cost savings.  The transition of individuals 
from these centers to the community is also continuing, emphasizing the need more than ever to preserve our 
community providers and their capacity to serve people with all needs in their own homes in the community. 

 

OCDD’s Plan to Address $18 Million Budget Shortfall 

     The Office for Citizens with 
Developmental Disabilities 
(OCDD) continues to work to 
assure that services in the New 
Opportunities Waiver (NOW) are 
available to meet support needs 
for people receiving services.  
Additional rate cuts were pro-
posed for community service pro-
viders due to the funding chal-
lenges in our state.  Instead of 
making these additional rate cuts 
to community services, a decision 
was made with input from advo-
cates, support coordinators, and 
providers to discontinue the three 
year phase-in of Resource Allo-
cation for people receiving New 
Opportunities Waiver (NOW) 
services.  OCDD’s original 

phase-in plan would have al-
lowed waiver recipients three 
years to reduce the number of 
support hours to the amount nec-
essary for their assessed level of 
need.  OCDD estimates there are 
approximately 2,600 people who 
are currently receiving more ser-
vices than determined necessary 
by the assessment on the Sup-
ports Intensity Scale and Louisi-
ana PLUS (SIS/LAPLUS). The 
new plan eliminates the phase-in 
period.  These changes go into 
effect January 1, 2010 but reduc-
tions in hours will only occur 
following discussions with your 
support coordinator and support 
team to decide if you can use op-
tions like sharing, work/day pro-

gram, natural supports or unsup-
ported time to help reduce your 
hours.   
 

 Questions and Answers 
 

 How were the IFS hours in the 
NOW Resource Allocation Sys-

tem determined? 
 

The IFS hours were determined 
for each level by reviewing the 
hours used by individuals in each 
level in a sample group.  Most 
individuals in each level should 
have their support needs met 
within the hours allocated.  How-
ever, some individuals will not be 
able to have their needs met with 
the hours built into the system.   

Continued on page 18 

Questions & Answers about Resource Allocation 
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Does this mean that my num-

ber of IFS hours are being 

capped/limited? 

 

No.  You may work with your 
support coordinator to ask for 
additional hours over your level 
membership’s recommended IFS 
hours.  Requests must include a 
justification.  Approvals may 
come with conditions of develop-
ing shared supports, natural sup-
ports, or other options to eventu-
ally replace the extra IFS hours. 
OCDD remains committed to 
providing the services individuals 
need regardless of the determined 
allocation recommendation. 
 
Why do NOW recipients have 

to now be assessed and work 

within the associated amounts 

of IFS hours? 
 

Louisiana is using the resource 
allocation model to be more re-
sponsible in using limited re-
sources to serve people’s needs.  
The reason for the shift in the 
time frame for resource allocation 
is to avoid additional rate cuts to 
providers that would further jeop-
ardize the entire support industry.  
Louisiana, like most other states, 
has recognized that providing 
services should be based on need.  
There is also the need to serve 
everyone who needs support.  
Even with the increases in num-
bers of people on the waiver there 
are still over 9,000 people wait-
ing eight years for waiver ser-
vices.  Hopefully, cost savings 
from resource allocation will 
lessen the length of wait these 
individuals must endure.   
 
 

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? 
 

No.  Sharing supports doesn’t 
always mean having a roommate.  
Most people will be able to share 
supports in some manner.  You 
may have the same routine or 
interests as someone and be able 
to share staffing.  An example of 
shared supports would be friends 
watching football together and 
sharing a single staff during the 
games. 

Natural Supports does not mean 
you have to move in with your 
parents.  Natural supports should 
be support that a family member 
or friend may be able to provide 
such as transportation to and 
from work or time with family 
for dinner or holidays. 

Will I be left alone or have to 

use options that put me at risk 

if I require constant support? 

 
No one will be left alone unless 
they are able to care for them-
selves.  In deciding on self care 
options, you and your support 
team should identify the period of 
time you can care for yourself, 
and for what activities, and then 
develop plans to ensure that you 
are not placed in an unreasonably 
risky situation.  Other options 
will also be explored but will not 
be implemented if serious health 

and safety concerns exist and 
cannot be addressed. 
 

What if I disagree with the SIS 

level assigned to me? 

 

The assigned level is only one 
piece of information your team 
will consider in your meeting.  In 
addition to this, your personal 
goals, natural supports, life situa-
tions and schedules are taken into 
consideration when determining 
the number of hours you will re-
ceive.  You should work with 
your support coordinator to re-
view any errors in your assess-
ment.  Your support coordinator 
can request a change in the as-
sessment using the additional 
information you provide.  You 
can receive a copy of your assess-
ment from your support coordina-
tor. 
 

What if I disagree with the 

number of hours in my new 

CPOC? 

 
You can request to have the num-
ber of IFS hours reviewed by the 
Guidelines for Planning State 
Office Review Committee 
(GPSORC).  It is encouraged that 
individuals act responsibly and 
only seek a review when there is 
good reason to do so.  If you plan 
to appeal you must do so within 
30 days of receiving notification. 
 
 Once GPSORC has made a de-
termination, if you still disagree 
you can appeal to the Division of 
Administrative Law – Health and 
Hospitals Section, P. O .Box 
4189, Baton Rouge, Louisiana 
70821. 

Questions & Answers about Resource Allocation—cont’d from page 17 
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     Twenty teenage leaders from across the country came to-
gether at Imagination Stage in Bethesda, Maryland last Janu-
ary for a National Youth Inclusion Summit. 
 
     Before coming to the Summit, each teen held an Including 
Samuel viewing party and discussion in their community. The 
goal of the summit was to develop an advocacy campaign for 
the full social and educational inclusion of people with dis-
abilities.  

 
     The result of their efforts is a new national campaign: I am Norm!  
 
     The I am Norm campaign is working to: 
 
       . Raise awareness about inclusion through a viral video campaign and website 
       . Provide opportunities for youth and adults to share their ideas about inclusion 
       . Promote inclusive practices in schools and community organizations 
 
     Who is Norm? Learn more about the campaign at iamnorm.org. 
 
     TAKE ACTION FOR INCLUSION! MEET NORM 
 
     Check out the official I am Norm video compiled from videos created by teenagers from around the coun-
try. It may be the best three minutes of your day. 
 
     SHARE NORM 
Post I am Norm on your Facebook page. Tweet it. Embed it. Blog about it. Email the link. Feature I am Norm 
in your websites and newsletters. Make the I am Norm button your profile photo for a day. Make this a viral 
video to support inclusion! 
 
     TEACH WITH NORM 
Download the free I am Norm Educational Guide. The campaign is teaming with National Inclusive Schools 
Week 
 
     BE NORM and win a free HD camera! 
Create and upload your own I am Norm video. The best individual and 
class/club submissions will each win an HD video camera! For instructions, plus the I am Norm actions for 
inclusion, visit the I am Norm website. 
 
     GET NORM 
We created the I am Norm Kit, which contains Including Samuel and Darius Goes West DVDs, 25 I am Norm 
buttons and a printed version of the Educational Guide. It can be purchased on the I am Norm website 
for $50. 
 
     JOIN NORM 
Sign up for updates and join the campaign! 
Find us on Facebook. 
 

-Dan Habib 
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SBGNO’s 2010 All Star Donors… 
 

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

following donors... 

Joelle Bourgeois 
Robert C. Ryan 
ForeKids Foundation 
James L. Willingham 
Meredith Cunningham 
Robert J. Cox dba Cox’s Meat 
 Market 
Active Network 
Michael and Mickey Rourke 
Gregory and Geralyn Stark 
United Way for the Greater NO 
 Area 
Mount Carmel Academy Student 
 Counsel 
New Orleans Track Club, Inc. 
Selma W. Smith 
Robert Rourke 
David and Amy Alexander 
Dustin Flint 
Laurie Davidson 
William Hardin 
Robin and Jay Bookman 
Keith E. McCarroll 
Lynn S. Boland 
Samir and Helen Twal 
Timothy J. Daigle 
Pamela and James Richardson 
Alison and Warren Dazzio 
Melissa and Brian Rourke 
Rebecca Shreve 
Thomas and Carol Lacour 
Mr. and Mrs. Brian Bradford 
Stephen and Rebecca Zerangue 
Blaine and Geralyn Vallot 
Charles Duchein, III 
Dean Flanner 
Judith Otto 
Bruce and Jeanne Tregre 
Susan Lambert 
Carlos and Kandace Zelaye  
 Elliott Thompson 
Kenneth and Janice Holmes 
Morain & Murphy, LLC 
Alvarez Construction Co. Inc. 
John Hendry Insurance Agency 
Nugent Steel and Supply Co. 
Delta Racing 
Kelley Rourke 
Connie Rourke 
Keith and Teri Copponex 
Active Network 

Louisiana Custom Cruisers, Inc. 
TARC 
Bob and Denise Nolan 
Southern Recycling 
Les Kittrell 
New Orleans Track Club, Inc. 
Dr. Robert and Lillian Gruner 
Eric and McCall Christenson 
Andrew Carlson 
Pediatric Services of America,              
 Inc. 
Monsanto Company 
Moonlight Marine, Inc. 
Al Hitt 
Ed and Elaine Schlesinger 
Jo Ann Barthe 
Mary and Rob Delarosa 
Geri Claudet Munson 
Dean and Sue Bourgeois 
Susan and Keith Foret 
Dilla McMillion 
Royce and Linda Breaux 
John and Donna Flannery 
Eugene F. Dow, III 
Taylor Dow 
Karen Polk 
Angelle Landry 
Carlton and Robyn Smith 
Vitapath 
Rev. Freddie and Mrs. Freddie 
 Arnold 
Vivian D. Bateman 
Ronald McCormick 
Cindy and Robert Barrios 
April Young 
Rosemary and Al Hitt 
Charles and Allison Talley 
Terri F. Hill 
Ramona Savana 
John or Lori Perkins 
Gwen and Brian Marelo 
Donna T. Marino 
William and Renee Lacomb 
Jonathan and Julie Johnston 
Patricia A. Tassin 
Wendy and Doug Linebarger 
Community Bank 
Brittnie and Kyle Hamel 
Frank and JoAnn Tarantino 
Wayne B. Bonnecaze 
Donna and Wayne Bonnecaze 

Byron and Janet Bankston 
Russell and Janie Notariano 
Panther Holicopters, Inc 
Patricia France 
Nicole M. Danjean 
Keene R. Kelley 
Walmart #2665 
Walmart #911 
Walmart #0961 
Walmart #1500 
Wal-Mart Foundation 
E.D. White Catholic High School 
Alpha Advertising, LLC 
Lesha G. Freeland and Michael F. 
 Freeland 
JP Mack Industries, LLC 
Yvonne V. Felder 
Firstgiving 
Phoenix Data Services, LLC 
Community Health Charities of 
 LA & MS 
Astra Tech 
Cablelock Foundation Repair 
F&G Services, Inc. 
Water & Sewer Pipe & Supply 
Karol or Steven Tassin 
Michael and Christina Carter 
Fleming Construction Co., L.L.C. 
James A. Marchand, Jr., LLC 
Labbe Eye Clinic, Inc. 
About Healthcare Services, Inc. 
Raymond and Cynthia Spicuzza 
Gerald and Viola Knesel 
Mark and Lauren Blanchard 
Margaret Smith 
Quang and Mary Ann Do 
Thuy Nguyen 
Jamie Barnhardt 
Rachael Hitt 
A.C.R. Equipment Sales, Rentals 
 & Parts of LA, Inc. 
Iberia Medical Center 
Vernas Very Special Bowling 
 League 
Larry Hensgens 
Roszella J. Viltz 
Suzette & Bruce Cobb 
John Mire 
All who donated through 
 FirstGiving  
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2011 Camp Friendship 
 

 SEUSS On The LOOSE SEUSS On The LOOSE SEUSS On The LOOSE SEUSS On The LOOSE    
July 25July 25July 25July 25————July 29July 29July 29July 29    
9:00 AM9:00 AM9:00 AM9:00 AM————3:00 PM3:00 PM3:00 PM3:00 PM    

    
Details to follow….Details to follow….Details to follow….Details to follow….    

    

2011 Parent Conference2011 Parent Conference2011 Parent Conference2011 Parent Conference    
    

Tuesday July 26Tuesday July 26Tuesday July 26Tuesday July 26    
10:00 AM10:00 AM10:00 AM10:00 AM————2:00 PM2:00 PM2:00 PM2:00 PM    

&&&&    
Thursday July 28Thursday July 28Thursday July 28Thursday July 28    
10:00 AM10:00 AM10:00 AM10:00 AM————2:00 PM2:00 PM2:00 PM2:00 PM    

    

Drop your child off at Camp Friendship and head over to East Drop your child off at Camp Friendship and head over to East Drop your child off at Camp Friendship and head over to East Drop your child off at Camp Friendship and head over to East 
Jefferson General Hospital  for our First Annual Jefferson General Hospital  for our First Annual Jefferson General Hospital  for our First Annual Jefferson General Hospital  for our First Annual     

Parent Conference.Parent Conference.Parent Conference.Parent Conference.    
Enjoy networking while learning aboutEnjoy networking while learning aboutEnjoy networking while learning aboutEnjoy networking while learning about    

    

AdvocacyAdvocacyAdvocacyAdvocacy    
EducationEducationEducationEducation    
Medical Medical Medical Medical     
LegalLegalLegalLegal    

    

       Lunch will be provided       Lunch will be provided       Lunch will be provided       Lunch will be provided    
    

We are  also working on a solution for sib careWe are  also working on a solution for sib careWe are  also working on a solution for sib careWe are  also working on a solution for sib care    
    

Look for more details to come…        Look for more details to come…        Look for more details to come…        Look for more details 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  

Source  CDC 

Spina Bifida Facts…. 
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En los Estados Unidos 
 
Todos los años nacen 1,500 bebés con espina bífida. [Leer el resumen (en inglés) ]  
Las mujeres hispanas presentan la tasa más alta de tener bebés afectados por la espina bífi-
da, en comparación 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  
 

Espina Bífida Datos…. 

Source CDC 
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Infants  

Having a new baby is an exciting and challenging 
time. New parents often feel many different emo-
tions―such as love, joy, happiness, worry, and 
exhaustion. The same is true for parents who 
have a child affected by spina bifida. However, in 
addition to adjusting to life with a new baby, par-
ents of a child with spina bifida also need to learn 
as much as possible about the condition to pre-
pare for the needs of their child.  

  

Toddlers and Preschoolers  

Life with a toddler or preschooler is both fun and 
challenging. These young children experience 
huge mental, social, and emotional changes. They 
have a lot of energy and enthusiasm for exploring 
and learning about their world and becoming in-
dependent. Developing independence can be es-
pecially challenging for children with spina bi-
fida. Parents should start helping their child de-
velop independence early in childhood. 

  

School-Aged Children  

Starting school brings children into regular con-
tact with the larger world. Friendships become 
important and physical, social, and mental skills 
develop rapidly during this time. Children who 
feel good about themselves are more able to resist 
negative peer pressure and make better choices.  

This is an important time for children to become 
more responsible and independent. This is also a 
good time to start exploring potential lifetime in-
terests such as hobbies, music, or 
sports. Developing independence can be chal-
lenging for people affected by spina bifida. It is 
important to begin working on this process early 
in childhood. 

 

Adolescents and Teens  
 

Many physical, mental, emotional, and social 
changes are associated with the adolescent and 
teen years. Teens and adolescents develop their 
own personalities and interests and want to be-
come more independent. 

This transition period can be challenging, espe-
cially for people affected by spina bifida. It is im-
portant for the parents and caregivers of adoles-
cents and teens with spina bifida to take active 
steps toward making them independent starting in 
childhood, so that by the time they are older they 
can develop the necessary skills to help them 
reach their full potential. 

Young Adult 

The transition from adolescence to adulthood can 
be a time of growth and success, as well as diffi-
culty. For people with spina bifida, it is especially 
important to begin planning for transitions in 
childhood so they are able to lead independent 
lives as adults. 

Young adults affected by spina bifida can face 
challenges, such as:  

Learning to take care of their own health needs.  

Working.  

Going to school.  

Volunteering.  

Finding and using transportation.  

Living outside their parents’ home.  

Developing healthy relationships.  

For further information go to: 
http://www.cdc.gov/NCBDDD/spinabifida/liv- 

ing.html 

Living With Spina Bifida... 

Source CDC 
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Vivir con espina bífida... 
Source CDC 

B E B É S   
 

Tener un bebé conlleva grandes emociones y de-
safíos. Los nuevos padres a menudo experimen-
tan cosas distintas como amor, gozo, felicidad, 
preocupación y agotamiento. Esto también le 
ocurre a los padres de los niños afectados por es-
pina bífida. Sin embargo, además de tener que 
adaptarse a la vida con un nuevo bebé, los padres 
de un niño con espina bífida deberán informarse 
lo más que puedan sobre esta afección y preparar-
se para atender las necesidades de su hijo. 
 

Niños pequeños y en edad preescolar 
 

La vida con un niño pequeño o en edad preesco-
lar es divertida y está llena de desafíos. Los niños 
pequeños experimentan grandes cambios menta-
les, sociales y emocionales. Tienen mucha ener-
gía y entusiasmo para explorar y aprender sobre 
su mundo y para volverse independientes. Alcan-
zar la independencia puede ser un desafío particu-
lar para los niños con espina bífida. Los padres 
deben comenzar ayudando al niño a ser indepen-
diente desde muy temprano en la niñez. 
 

Niños en edad escolar 
 

El comienzo de la vida escolar pone a los niños 
en contacto regular con un mundo más grande. 
Durante esta etapa, tener amigos se vuelve algo 
importante y las destrezas físicas, sociales y men-
tales se desarrollan rápidamente. Los niños que se 
sienten bien consigo mismos pueden resistir más 
las presiones negativas de sus compañeros y to-
mar mejores decisiones.  

Esta es una etapa importante para que los niños 
asuman más independencia y responsabilidades. 
También es un buen momento para que comien-
cen a explorar lo que les pueda interesar hacer en 
la vida, como pasatiempos, música o deportes. 
Para las personas con espina bífida, el desarrollo 
de una vida independiente puede representar más 
desafíos. Por eso es importante comenzar a traba-
jar en este proceso desde la niñez.  

Adolescents and Teens  
 

La pubertad y la adolescencia conllevan muchos cam-
bios físicos, mentales, emocionales y sociales. Los ado-
lescentes desarrollan su personalidad e intereses pro-
pios y quieren ser más independientes. 

Este periodo de transición puede ser un desafío, espe-
cialmente para las personas afectadas por la espina 
bífida. Es importante que los padres y las personas 
que cuidan de los adolescentes con espina bífida con-
tribuyan activamente para ayudarlos a ser indepen-
dientes desde la niñez, de manera que cuando crezcan 
desarrollen las destrezas necesarias para alcanzar su 
máximo potencial. 

Adultos jóvenes 

La transición de la adolescencia a la vida adulta 
puede ser un periodo de crecimiento, logros y di-
ficultades. Para las personas con espina bífida, es 
de particular importancia que comiencen a plani-
ficar esta transición desde la niñez, con el fin de 
que puedan llevar una vida independiente como 
adultos. 

Los adultos jóvenes afectados por espina bífida 
pueden enfrentar desafíos, como:  
 
Aprender a practicar sus cuidados de salud.  
 
Trabajar.  
 
Ir a la escuela.  
 
Realizar voluntariado.  
 
Encontrar y utilizar transporte seguro.  
 
Vivir fuera de la casa de sus padres.  
 
Establecer relaciones sanas.  
 
For further information go to: 
http://www.cdc.gov/ncbddd/spanish/spinabifid

a/living.html 
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The Debbie Blanchard Access to Health Care for Individuals with Disabilities Act of 2010” (S. 3907) 
was introduced on September 29 by Congressional Spina Bifida Caucus Senate co-chair Senator 
Chris Dodd (D-CT) and co-sponsored by Senator Sherrod Brown (D-OH). The legislation was named 
in memory of Debbie Blanchard, a woman who lived with Spina Bifida for nearly 56 years, who 
passed away in August 2008 from cervical cancer. Due to the significant challenges she faced in 
finding a health care provider whose office and examination tables were accessible for individuals 
with disabilities, Debbie was not able to seek regular well-woman examinations, including cervical 
cancer screenings. The barriers Debbie faced in physically accessing the regular preventive care she 
needed, unfortunately, contributed to her cervical cancer going undetected until it was too late. The 
lack of access to health care she faced clearly contributed to her untimely death.  
 
The “Debbie Blanchard Access to Health Care for Individuals with Disabilities Act” would help 
facilitate access to health care for individuals with disabilities, including – but not limited to – those 
with Spina Bifida and help them to identify providers whose offices and examination rooms are 
accessible for individuals with disabilities. The bill also helps increase awareness among health 
professionals of the need to provide an accessible environment and empower individuals with 
disabilities with information and tools they need to identify accessible providers.  
 
NOTE:  Debbie Blanchard was a long time member of SBGNO.  She served us as a Board member 
for many years and  was a strong advocate for change to improve lives for those with Spina Bifida. 
The article above was in the most  recent "e-Insights into Spina Bifida".  
  
I am asking every member of SBGNO to contact your members of Congress and urge them to show 
their support for the Spina Bifida community by joining the Congressional Spina Bifida Caucus.  
Ask them  to please support funding for the National Spina Bifida Program at the National Birth De-
fects and Developmental Disabilities Center.  
  
In memory of Debbie Blanchard, who served SBGNO and helped make such a huge difference for the 
Spina  Bifida Community, I ask that you  please share this with your family and friends and ask them 
to also contact their members of Congress.   
 
Please share your actions with me so I can pass them on to SBA. 
thanks, 
Al 

“Debbie Blanchard Access to Health Care for Individuals with Disabilities Act of 2010” (S. 3907) 
 

(Excerpted from SBA’s eInsights into Spina Bifida) 

Accessible parking close to entrance 
Accessible entrance to building  
Automatic door openers 
Accessible entrance to office 
Doorways wide enough to fit through 
Low to no-raised threshold in doorways 
Lowered counter at reception area 
Use of person first language 
Staff trained in disability etiquette 

Pertinent items (sinks, soap dispensers, towel 
 dispensers, etc.) located 15”-48” from 
 floor for ease of reaching 
5’ x 5’ minimum open floor space in exam room 
Adjustable height exam tables 
Adjustable height x-ray tables 
Accessible bathroom 

How does your healthcare provider do?  
(this list is not exhaustive) 

What Makes Healthcare Accessible?  Some Things to Consider if You Use a Wheelchair... 
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Volunteers Needed ! 

 

 SBGNO is looking for individuals to 
help with fund raising events. If you 

would like to help SBGNO, email us 

at sbgno@sbgno.org or call 504 737 

5181. All money raised will be used 

"to promote the prevention of Spina 

Bifida and to support the needs of 

those with Spina Bifida and related 

disorders".  

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.  

Donate to SBGNO 

 

 SBGNO is a 501 ( c ) 3 nonprofit 
organization that relies on donations 

to meet the needs of our service area.  

If you would like to make a tax de-

ductible donation, you can mail a 
check to SBGNO P.O. Box 1346, 

Kenner, La. 70063.  Please consider 
asking your employer about matching 

gifts.   

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. 

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 


