
 

MESSAGE FROM THE CHAPTER CHAIR 
 

I want to take this opportunity to introduce myself. For those who may 
not know me, my name is Shameka Andrews. I am an adult with Spina 
Bifida. I work for the Self-Advocacy Association of New York, an 
organization that helps people with developmental disabilities speak 
for themselves and others. In 2006, I won the title of Ms. Wheelchair 
New York. Ms Wheelchair is an organization that promotes education 
and advocacy and celebrates the accomplishments of women who use 
wheelchairs. I have been a director of the board of the SBANENY 
chapter for the past six years. Being a part of the Chapter has been a 
great experience. I have enjoyed participating in the chapter events, 
talking to legislators, and going to the National Spina Bifida 
Conference this past year.  The Spina Bifida Association offers a lot of 
great programs like Spina Bifida University and SPEAK programs to 
help people learn about issues related to Spina Bifida.   
 
2011 was a very successful year for the chapter. Seventeen families 
including over 80 people attended our Spina Bifida Retreat Weekend at 
Double H Ranch. Several programs were held for our young families as 
well as our adults. One of the highlights of the past year for me was 
the program for adults with Ned Norton from Warriors Gym. Ned 
showed us simple exercises that we can do at home.  
 
To support programs, we had our 6th annual fundraiser which was “Go 
to the Theatre for SBANENY!” at Capital Repertory Theater in Albany. 
Our first Walk-N-Roll was a success with leadership on the planning 
committee from many of our young adults and families, and 
participation in the event from people of all ages. The SBANENY direct 
mail campaign raised over $7,000 with contributions from 
constituents, the general public and the local business community. 
 
Being a part of the board has given me lots of opportunities to meet 
people, form friendships, help plan activities and speak up for issues 
that are important to people with Spina Bifida. We are currently full 
speed ahead with planning this year’s events and programs which will 
include our second regional conference and Walk-N-Roll. If you have 
any ideas you would like to share with us please feel free to call our 
office, visit us online at our website www.sbaneny.org or on Facebook. 
 
I want to thank Karen Wentworth our Executive Director and our 
Board of Directors for their continuous support and hard work. I am 
looking forward to this year as Chair.  

Shameka Andrews  

Chapter Chair
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SBANENY SPONSORS  
SPINA BIFIDA CONFERENCE 

“E XPAND YOUR HORIZONS 
THROUGH  

HEALTHY L IVING ” 
Who: Individuals with Spina Bifida, families, 
caregivers, & service providers 
When: Saturday, April 28, 2012 
Time:  8:30 AM to 5 PM 
Where: Bryant & Stratton College, Albany, NY 
 

Keynote: 
Healthy Living with 
Spina Bifida 

through the Years 
Keynote Speaker: 

Ms. Dorothy (Dot) 
Nary received her 

doctoral degree from 
the Department of 
Applied Behavioral 
Science (ABS) at the 
University of Kansas and is currently a research 
associate at the Research and Training Center on 
Independent Living. She received a Switzer 
Fellowship in 2011. 
 
She has 10 years of experience working in 
Centers for Independent Living (CILs) in upstate 
New York. There she conducted community 
training on the Americans with Disabilities Act 
and developed a program to provide independent 
living services on site to public housing 
residents. She co-founded the Health Care 
Reform Subcommittee of the Association of 
Independent Living Centers in New York 
(AILCNY) and was awarded the David Veatch 
Advocacy Achievement Award from AILCNY in 
1994.  
 
Ms. Nary earned an M.A. in Human Development 
and Family Life at Kansas University in 2000, 
and worked as Training Director at the Research 
and Training Center on Independent Living 
(RTC/IL) at KU. Her research interests focus on 
health and independent living issues of people 

with disabilities, including health promotion, 
health care reform, access to health care 
services, personal assistance services, and 
advocacy training. She has been involved in 
several research projects at the RTC/IL in the 
areas of increased physical activity for persons 
with physical disabilities and self-advocacy skills 
training.  
 
She currently serves on the Consumer Advisory 
Board of the Rehabilitation Engineering Research 
Center on Recreational Technologies and 
Exercise Physiology Benefiting Persons with 
Disabilities (RecTech) and on the Equal Health 
Opportunity Committee (EHOC) of the American 
Public Health Association. 

 

Other Conference Highlights: 
� Urology – Young Children & Spina Bifida 
� Promoting Inclusion for Children with 

Spina Bifida: Strategies for Parents & 
Caregivers 

� Nutritional Considerations & Spina Bifida 
� Yoga Fun for Kids!  
� Management of Medical Records: Young 

Adult to Adult 
� Self Defense for Adults 
� Accessible Recreational Opportunities for 

Adults 

� Vendors & Service Providers from the 
community to talk to 

 
Scholarships will be available to help 

with the cost of registration, travel, and 
lodging. We welcome people from 

throughout New York State and neighboring 
areas. There will be information about this in 

the registration materials. 
 

Watch your mail and email for more 

information and registration forms. Register 
early and get the early-bird special price!  
 

What should you do about the 
conference today? Save the date – 
mark “SB Conference” April 28th on your 
calendar today! 
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CABIN FEVER PARTY ! 
Sign Up Today! 

Who: Individuals of all ages with SB  
& their families (parents, siblings, 
spouses, children, caregivers)  

What: Food, beverages, games, crafts, 
activities, entertainment, raffles, fun! 
When: Saturday, March 3, 2012, Noon to 4 PM 
Where: The Crossings of Colonie 

    580 Albany Shaker Road 
    Loudonville, NY  

Fee: $5/adult, 14 & under free! 
 

Please RSVP by February 27th. 
Reservation form enclosed 

 
Please note: The address on the flyer that 

was mailed earlier had an incorrect address 

for the picnic. The address is 580 Albany 

Shaker Road, Loudonville. 

 

SPINA BIFIDA  
FAMILY RETREAT WEEKEND  
FALL 2012 UPDATE 
 
As many of you already know, our Spina Bifida 
Family Retreat Weekend will be looking a little 
different this fall. Because of a major 
construction project that will be taking place at 
Double H Ranch, they will not be able to host the 
event there. We are busy researching other 
possible venues and hope to have more 
information available by the publication of the 
next newsletter in May. So the weekend will look 
different, but we hope to still be able to provide 
families with the opportunity to get together for 
a great weekend of activities. Stay tuned! 

SOLUTIONS FOR FECAL 

INCONTINENCE  
ONLINE L IVE Q &  A  
FEBRUARY 22, 2012, 7 TO 8 PM 
Join Dr. Marc Levitt from Cincinnati Children's 
Hospital for an ONLINE LIVE Q & A: SOLUTIONS 
FOR FECAL INCONTINENCE:  
Date: Wednesday, February 22, 2012  
Time: 7:00 PM to 8:00 PM  
This event is for persons or families who struggle 
with fecal incontinence related to Spina Bifida 
and have questions about the medical condition.   
 

You can check out the event page at: 

http://www.eventbrite.com/event/2912706985 and 
the live chat page on the Colorectal Center for 
Children's Facebook page here: 
http://www.facebook.com/CCHMCColorectalCenter?sk

=app_296885033663887. 
 

SBANENY  
EQUIPMENT EXCHANGE PROGRAM  
 

Spring cleaning? Do you have equipment that 
your child has grown out of but it is still in 
useable condition? Or maybe you are an adult, 
and you haven’t outgrown it, but you know that 
you won’t use it anymore? Give us a call or send 
us an email with a description of the equipment. 
We will get the information to people who might 
be able to benefit and help your families to 
connect. 

Madison was the happy recipient of this hand powered 

tryke on Christmas morning. Her tryke was passed 

along through SBANENY Equipment Exchange from a 

family whose child had outgrown it. 
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Adult-size Hand Tryke Available 
We received a call about a hand tryke that a 
family would like to offer to someone. The size 
would be appropriate for most teens or adults. 
The tryke has multiple speed and hand pedals 
which are adjustable.  
 
If you are interested in learning more, please 
contact our office as soon as possible. 
 

ASK THE YOUNG ADULTS! 
 

The following questions and answers are a 

continuation of the “Ask the Young Adults” session 

that Bryan, Heather & Lyndsi, young adult volunteers 

from our chapter, did with parents in 2011. As part of 

the program, they agreed to allow us to publish their 

answers in our newsletter for the benefit of all. We 

are grateful to them for their willingness to share. 
 

Q: Do any of you remember when you fully 
understood what SB was? Did you wonder 
when it would go away? 
 

I think I always knew that it wasn’t going to go 
away. The more comfortable you are with doing 
things for yourself the easier it feels. It’s just a 
part of your life. The more you expose your child 
to other kids -- some kids have asthma, some 
kids have allergies, I have SB. That’s all it is. 
 

I’ll be totally honest. It’s just within the last year 
or two that I have been fully comfortable with 
the fact that this is what I have, it’s part of who I 
am.  
 

It’s taken awhile, time on my own, time away 
from my parents, to realize that people have all 
different problems and different issues. In the 
grand scheme of things I see now that I have it 
pretty good. Sometimes that takes people a long 
time to realize. Now living where I am, I see 
problems all the time that are much worse 
problems than mine. 
 

As you get older and things come up it’s hard 
but I’ve gotten to the point where I’m through 
the awkward middle school ages. I’m through 
high school where everything is a competition. 
I’ve gotten to a point where I’m an adult and I 
think it’s a lot easier.  
 

It’s hard for every kid who has an issue but it’s 
just part of who you are. 
 

It’s really important for the children to have 
connections with other kids who have Spina 
Bifida. Then you aren’t the only one. I know 
there are people who are like me even if they 
aren’t in my school. As your kids get older, that 
will be even more important. My other friends 
from high school don’t have those similar 
challenges and issues with certain things that I 
have. 
 

It’s important to start those friendships at a 
young age. Right now your children are just 
having fun playing together while we talk. Ten 
years from now, these other children will be the 
people that they turn to for help with 
relationships, school, what happens after school. 
That’s where those relationships come in.  
 

That’s why finding friendships with other children 
with Spina Bifida is so important. (In preschool & 
elementary school) they are just fun friendships, 
but they will be the corner stone of everything 
else. They will be comparing themselves to 
everyone else. When they are 14 and insecure, 
these are things they can talk about with their 
friends who have SB.  
 

There’s nothing I can’t ask my friends who have 
SB.  
 

Q: When my daughter asks why do I have 
SB what should I say? What would help 
her? 
 

I was really mean to my parents. I’ll be honest. 
When I was younger I would ask. 
 

When I got older I blamed them. That may or 
may not happen to you, but if it does, I 
apologize for you child in advance! I went 
through that phase. If something went bad 
medically, I blamed them. “I wouldn’t be in this 
position if it wasn’t for you!” My parents were 
able to brush that off. 
 

My parents were pretty blunt. At 7 you can’t go 
through the biology of it all but whenever I 
asked, they explained that when a baby is born 
things don’t go the same way every time. I 
never liked to hear that things either went right 
or wrong, because if things went wrong that 
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meant there was something wrong with me. I 
never liked that and my parents never said that 
which was nice. 
 

Instead they explained that things go differently 
in different births. In medicine things go 
differently. It doesn’t go exactly the same way 
every single time. Sometimes there are twins. I 
look completely different from my sister. You 
would never know we were sisters. She was born 
with brown hair, I was born with blond.  
 

There are differences in the world, that’s what 
makes the world great. Everyone is different. 
 

So looking at it as a difference and this is just 
the difference that you have, one of many. 
That’s a big thing.  
 

Understanding that everybody does things 
different ways. Culturally, ability wise. 
 

 

FREE INCOME TAX PREPARATION  
 
Partners of the CA$H Coalition (Creating 
Assets, Savings and Hope) of the Greater 
Capital Region will provide free income tax 
preparation in Albany, Rensselaer, Saratoga, 
Schenectady and Schoharie counties.   
 
Enhanced Services Days will be held in each of 
those counties for individuals with disabilities. 
Staff and families are also welcome. With 
funding from the Real Economic Impact Tour, 
refreshments, a resource table and a CA$H 
Advisor will be available at each of the sites 
listed.  
 
Anyone earning less than $56,000 per year and 
not owning a home qualifies to get taxes done at 
a free income tax preparation site.  
 
If you have any questions, or would like to 
arrange an appointment please call Melinda 
Burns, Chair of the CA$H Disability Initiative 
Committee, at 640-3352 or e-mail 
mburns@wildwood.edu as soon as possible.  
 

ARE YOU PURSUING AN 

EDUCATIONAL OR TRAINING 

GOAL ? 
 

HELEN R. MERTENS  
EDUCATIONAL SCHOLARSHIP FUND 
SPONSORED BY  
SPINA BIFIDA ASSOCIATION OF 

NORTHEASTERN NEW YORK  
The purpose of the Helen R. Mertens Scholarship 
is to award financial assistance to persons who 
have Spina Bifida and are pursuing higher 
education, technical training, or driver’s 
education. The amount of the grant is a 
maximum of $500 for this fiscal year. It is 
intended to be used toward the cost of tuition, 
fees, and books. The exact amount to be 
disbursed will be at the discretion of the 
Scholarship Committee. The number of 
scholarship applicants will be a factor in this 
decision. 
 

Eligibility Requirements: 
1. Applicants must have Spina Bifida or a spinal 

cord disability resulting in similar challenges. 
2. Applicants must reside within the geographic 

region served by the Spina Bifida Association 
of Northeastern New York. 

3. There is no age limit. 
4. Applicants must demonstrate acceptance by a 

school of higher education, technical training, 
certificate program, or driver education 
training program. 

5. No financial statement shall be required. 
 

Application Deadline: 
The deadline for receiving applications and all 
supporting materials is the close of business, 
March 30, 2012. 
 
If you are interested in receiving further 
information, or would like to obtain a copy of the 
scholarship application, please contact our 
chapter office. 
 

We are grateful to Helen R. Mertens and her estate 

for making this scholarship program possible for our 

chapter. 
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TSA HELPLINE FOR TRAVELERS 
WITH DISABILITIES  
The Transportation Security Administration (TSA) 
announced the launch of TSA Cares, a new 
helpline number designed to assist travelers with 
disabilities and medical conditions, prior to 
getting to the airport. Travelers may call TSA 
Cares toll free at 1-855-787 2227 prior to 
traveling with questions about screening policies, 
procedures and what to expect at the security 
checkpoint. 

TSA Cares will serve as an additional, dedicated 
resource for passengers with disabilities, medical 
conditions or other circumstances or their loved 
ones who want to prepare for the screening 
process prior to flying. 

When a passenger with a disability or medical 
condition calls TSA Cares, a representative will 
provide assistance, either with information about 
screening that is relevant to the passenger’s 
specific disability or medical condition, or the 
passenger may be referred to disability experts 
at TSA. TSA recommends that passengers call 
approximately 72 hours ahead of travel so that 
TSA Cares has the opportunity to coordinate 
checkpoint support with a TSA Customer Service 
Manager located at the airport when necessary. 

Every person and item must be screened before 
entering the secure area of an airport and the 
manner in which the screening is conducted will 
depend on the passenger’s abilities and any 
specific equipment brought to the security 
checkpoint. 

All travelers may ask to speak to a TSA 
supervisor if questions about screening 
procedures arise while at the security 
checkpoint. The hours of operation for the TSA 
Cares helpline are Monday through Friday 9 a.m. 
– 9 p.m. EST, excluding federal holidays. After 
hours, travelers can find information about 
traveling with disabilities and medical needs on 
TSA’s website.  
 
All travelers can contact TSA using Talk To TSA, 
a web-based tool that allows passengers to reach 
out to an airport Customer Service Manager 
directly, and the TSA Contact Center, 1 866-289-

9673 and TSA-ContactCenter@dhs.gov, where 
travelers can ask questions, provide suggestions 
and file complaints. Travelers who are deaf or 
hard of hearing can use a relay service to 
contact TSA Cares or can e-mail TSA-
ContactCenter@dhs.gov 

For further information, go to: 
http://www.tsa.gov/travelers/airtravel/disabilitya
ndmedicalneeds/tsa_cares.shtm 

 

SCHOLARSHIP OPPORTUNITIES  
*  SPINA BIFIDA ASSOCIATION  
One-Year Scholarship Criteria:  
� Applicant must have Spina Bifida.  
� Applicant must be an applicant of, enrolled in, 

or accepted by a four-year university, junior 
college, approved trade, vocational, or 
business school. A letter of acceptance is 
required. For those applicants who have not 
yet been accepted, final awarding of the 
scholarship is dependent upon acceptance. 

For further scholarship details, go to 
www.sbaa.org or contact Carmen Head, 800-
621-3141, ext 13, email: cjhead@sbaa.org. 

*  180 MEDICAL SCHOLARSHIP  
 

180 Medical has started a scholarship program to help 

those with spinal cord injuries, spina bifida, and 

transverse myelitis.  

� Scholarships are for high school seniors and 
college students who are planning on or 
attending a two or four year college in the 
U.S. full time (at least 12 credit hours.)  

� Three $1,000 scholarships will be awarded to 
those who demonstrate perseverance, 
courage, and good will and have made the 
best of their condition.  

� Application materials must be postmarked by 
June 1, 2012.  

For additional information or the application, go  
to http://www.180medical.com/scholarships or 

call toll free 877-688-2729. 
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SBANENY WALK -N-ROLL  
FOR 

SPINA BIFIDA 2012 
 

Date:  Sunday, April 29, 2012 
Time:  Registration 8:30 – 9:30 AM,  

  Walk activities through 12:30 PM 

Place: Large Pavilion, Central Park, 

          Schenectady, NY 
To Register:  

� Online go to www.sbaneny.org and click 
on the link registration link 

or  
Register through the mail – forms will be                        

sent out soon – watch your mail! 
 

We need you to be a Team Captain!  
� Sign up online at www.sbaneny.org.  
� Get your family, friends, and co-workers 

to join your team. 
� Start working on your team name and 

team t-shirts – be creative! 
� See information coming soon about prizes 

to be awarded.  
 

SBANENY Walk-N-Roll will be a 3 mile route 
around lake in beautiful Central Park, 

Schenectady. A light breakfast will be 
available during registration and 

refreshments will be served after. We will 

have a DJ – and there will be prizes!  
 

Help bring awareness about Spina Bifida & 
raise funds to fund SBANENY services (this 

newsletter for one!). 

Loving Hands in  
All Seasons Quilt Guild 
STITCHING BLOCKS FOR SPINA BIFIDA  
 

This queen size quilt was made and donated by 
the guild to raise funds to support SBANENY 
services and programs. Drawing will be held on 
April 28th during our conference.  
 
Raffle tickets may be purchased:  

$1 for one ticket 
$5 for six tickets 

Order your tickets using the enclosed raffle 
order form. 

 
 
 
 

 

 

 

Help Make a Difference  
with a few minutes of your time 
The Spina Bifida Genetics Research Project is 
starting the second phase of a study to 
determine if genetic variations in folic acid 
metabolism account for an increased risk of 
having a child affected by Spina Bifida. From the 
results of the study, it may be possible to 
develop a test that can identify women who may 
not be adequately protected by standard 
prenatal vitamins, but who might benefit from 
high dose folic acid therapy prior to 
conception. 
 

For more information or to participate, go to 
www.sbgenetics.org.  
 

Upon completion, participants may choose to 
receive a $10 gift card or we will donate $10 to a 
spina bifida organization of your choice.  
 

The Spina Bifida Genetics Research Project includes 
scientists from UC Berkeley, Stanford University, UC 
San Francisco, Children’s Hospital Oakland Research 
Institute and VitaPath Genetics. 

SBANENY 
DEVELOPMENT UPDATE  
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MARCH 
March 3      Cabin Fever Party, The Crossings, Albany            
March 31      SBANENY Board of Director’s Meeting 

 
APRIL  
April 28, 2012        Spina Bifida Conference, Albany 
       “Expand Your Horizons through Healthy Living”  
          

April 29, 2012      SBANENY Walk-N-Roll for Spina Bifida 2012            

 

MAY 
May 12      SBANENY Board of Director’s Meeting 

 
JUNE     SBA National Conference, Indianapolis, Indiana 
June 28 – July 1   “Gearing Up for the Future”  

   Go to www.spinabifidaconference.org for information                
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SBANENY Cabin Fever Reservation – by Feb 27th 
Name: ___________________________________________ 
Address: __________________________________________ 
Email: ____________________ Phone: __________ 
# of Adults _________  X $5.00 Total Enclosed $ _______ 
Ages of children ____________________________________ 
 
Please make checks out to Spina Bifida Association of NENY and mail to 123 Saratoga Road, Scotia, NY 12302 
 

Stitching Blocks for Spina Bifida Raffle Ticket Order Form 
Name _____________________________________________ 
Address ___________________________________________ 
              ___________________________________________ 
Phone ______________________ Email _________________________________ 
# of Raffle Tickets _____________        $ _____________  
Please make checks payable to SBA of NENY. 
Mail raffle ticket order form along with check to:  
Spina Bifida Association of NENY, 123 Saratoga Road, Scotia, NY 12302. 

We will fill out & place your raffle tickets in the drawing! 

Ticket Price: $1 for one ticket; $5 for 6 tickets 

Drawing to be held at SBANENY sponsored 

Spina Bifida Conference on April 28, 2012. 

 


