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Presenter: Patty Paduano, MA Director,
Family Support Services, Saratoga Bridges
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Young Families Group Goes to Tumbling Tykes
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In our last publication, we had the dates for the national
Spina Bifida Association conference listed incorrectly.
Please make note that the dates are

This year's conference, “Imagine the Possibilities,” is
being held in Orlando, Florida. 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.

For further information, go to www.sbaa.org.

Our chapter offers a support group for teens and yot
adults that is facilitated by a social worker. Are yo
interested in participating in the group? Call or email o

office for more information.

January 18"
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On Feb. 21st, 2009 Justin Hallstead participated in the
Physically Challenged Adaptive Ski Empire State Winter
Games at Lake Placid on Whiteface Mountain. He skied
a slalom race using a mono ski. With a best time out of
two runs of 32 seconds, Justin won a gold medal.

Congratulations Justin! This year's ski season is over,
but that builds great anticipation for next year!
1



Warning — Sources of Heat and Lack of
Sensation!

Recently one of our SBA friends had
a serious medical situation occur
XN = caused by overexposure to a heat
™ #F source combined with their lack of
=2 sensation. Our office knows of two other
= individuals who have had similar

experiences with severe burns.

We are often mindful of the potential dangers of
exposure to cold. Paralysis and limited sensation make
it important to be aware of heat
sources as well.

Potential hazards to think about
include pavement (blacktop or
concrete), hot sand, and
radiators. As we head toward
the warmer summer months,
remember to be aware of the hot sun and potential
hazards that it might cause.
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Provided by Empire Martial Arts, 456-2582
www.EmpireKarate.com

Safety In Your Car

Always keep a good flashlight handy. Keep

an extra set of batteries on hand as well.
Safety At Home

If you don’'t expect to be home until after

dark, leave lights on in various parts of your
home, to give the impression that your
house is being occupied. It's a good idea to
invest in timers that will turn lights, radios,
and televisions on for you while you are

away.
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New York State Weatherization
Assistance Program (WAP)

The New York State Division of Housing

& Community Renewal’'s (DHCR)
Weatherization Assistance Program has
funds available for homeowners to
reduce the amount of energy required

to heat homes and provide hot water.

For information, go to

http://www.dhcr.state.ny.us/Programs/W
eatherizationAssistance/ or contact:

Capital District Regional Office
Lynn Kopka, Regional Director
Hampton Plaza

38-40 State St., 2nd Floor
Albany, NY 12207

Phone: 518-486-5012

Social Security and Supplemental
Security Income Beneficiaries

On February 17, 2009, President Obama
signed the American Recovery and
Reinvestment Act of 2009. This new
legislation  provides a  one-time
payment of $250 to Social Security and
Supplemental Security Income
beneficiaries.

Over 60 million beneficiaries will
receive a one-time payment. All
payments are expected to be delivered
by late May 2009. Social Security has
requested to not be contacted unless
payment is not received by June 4th.

You can learn more about these one-
time payments at
www.socialsecurity.gov.

Help SBA to Recognize Others...

be recognized in our future editions of this nettste Copies of
newspaper articles or links to websites with infation are
appreciated.

Please pass along information to our offices ofea@ments that might

Accelerate — A National Juried
Exhibition for Emerging Artists with

Disabilities ages 16 to 25 Sponsored
by VSA Arts

This competition is open to artists
between the ages of 16 and 25 living
in the US who have a physical,
cognitive, mental, or sensory
disability. = Submissions must be
originals completed within the last
three years and after the onset of
disability.

Eligible media include but are not
limited to: Paintings and drawings
(oil, acrylic, watercolor, pencil, or
charcoal), fine art prints,
photography, computer generated
prints, digital art, time based media
(video, film). Work must have a visual
component. Both representational and
abstract works are welcomed.

1%t prize: $20,000
2" prize: $10,000
3" prize: $6,000

Deadline: June 19, 2009

For information go to
www.vsarts.org/PreBuilt/showcase/galle
ry/exhibits/vw/current/

The Why, When, What and How of
Disclosure in an Academic Setting,
After High School

This article is online from the US
Department of Labor  Office of
Disability Employment Policy. It is
written to help young people with
disabilities think through why, when,
what, and how to disclose
their disability in postsecondary
settings. Topics covered include:

Why disclose in the postsecondary
setting?



When to disclose your disability
How to disclose your disability
What to disclose about your

disability
To whom do you disclose your
disability?

For details, go to

http://www.dol.gov/odep/pubs/fact/wwwh
.htm. If you do not have access to the
Internet, contact our SBA chapter
office and we will mail a copy of the
article to you.

Additional Suggested Resources

National Collaborative on Workforce
and Disability for Youth. (2005).

The 411 on disability disclosure: A
workbook for youth with disabilities.
Available [On-line] at:

http://www.ncwd-
youth.info/resources_& Publications/41
1.html

Spellings, M., & Manning, J. (Revised May
2005). Students with disabilities preparing

for postsecondary education: Know your rights

and responsibilities . U.S. Department of
Education, Office of Civil Rights, Washington,

DC.

Creating a Path to Employment: Tips
for Parents with Children with
Disabilities (September 2008)

The Office of Disability Employment
Policy has developed three easy-to-
read fact sheets with disability
employment information for parents,
youth, and employers. They are
available in pdf format.

“Creating a Path to Employment:
Tips for Parents with Children
with

Disabilities” at
http://www.dol.gov/odep/documents
[creating_path_to_Employment.pdf.

“Essential Skills to Getting a

Job: What Young People with
Disabilities

Need to Know” at
http://www.dol.gov/odep/documents
/essential_job_skills.pdf.

“Shaping Tomorrow's Workforce:
Including Talents of Young People
with

Disabilities” at
http://www.dol.gov/odep/documents
/shaping_tomorrows_workforce.pdf.

Please call the SBA of Albany/Capital
District office if you do not have
access to the Internet and would like
to receive copies of these articles.

This information was excerpted from

the National Center on Secondary
Education and Transition E-News, which

can be found at
http://www.ncset.org/enews/.

Going to College?

Virginia Commonwealth University
sponsors a website that provides
resources for high school students
with  disabilities.  Video  clips,
activities and resources help students

get a head start as they develop their
plans for college.

Students are presented with ideas to
learn to use their strengths, learning

style, and interests to set goals for
college. The site provides information
about what to expect in college and
what professors will expect from
students. There are tips for getting
good grades, accommodations, and using
technology. Finally, the site offers
strategies for planning for college.

Learn what you can do now to prepare
for and apply to college! Go to
http://www.going-to-college.org/.



Hello SBA of Albany Friends,

| just would like to say a big
“THANKS?” for all of your support
for my half marathon run in
Paris, France last month. My
goal, beyond making it across
the finish line, was to run to help
raise funds for SBA of
Albany/Capital District. Many of
you saw the announcements
about my run through emails.
For some of you, this may be
the first that you heard about it. |
wanted to share some of my experience with everyone
through the newsletter.

So here’s how it went:

The day before the big run - Saturday

I was supposed to rest and have a pasta dinner to get my
carb’s in. Well that didn’'t happen. | spent Saturday walking
around sightseeing with my wife and sister. After checking out
the palace of Versailles, we walked the grounds. And then we
walked to Marie-Antoinette’s palace, a 2 mile walk from
Versailles. We stopped at an eatery for a lunch of ham and
cheese sandwiches, wine and some dessert — not really good
prep food for a half marathon but “when in Paris do as the
Parisian’s do!” For dinner, instead of carbs, we found a beef
house!! This was not good but we were starving... Later, |
was excited about the run so it took me some time to fall
asleep. | remember seeing the clock reading 3:15 AM — and |
had to be up by 6:30 AM. “This is not going to be good!”

Ring, Ring, Ring...... And now race day begins!

Believe it or not | got up right away when | heard that ring.
Excitement took over and got me ready and running out the
door (kind of)!

The race started and off we went
— well kind of, it took about ten
minutes to cross the starting line
— there were 35,000 runners in
the race. The race was a total of
13.1 miles or 21.1 kilometers.
The first 3k was a breeze. The
problems started at about the 4"
k. We were running through a part town where all the
patisserie’s (pastry shops) and boulangerie’s (bakeries) are,
one of each in every block, and all had their doors wide open
so the smell of fresh baked goods entrenched the street.
Even worse — the race had a water and food station right in
the middle of that town and BTW they only had orange slices

and bananas. There wasn’t an éclair in sight! At the half way
point (11th k), the runners high kicked in and got me past the
13k mark. Just after the 13k, | got hit by something that
resembled a house, or chateau if you will. This made the 14k,
15k and 16k extremely difficult. “It's time to stop, walk and
find a patisserie ". | fought through it and made it to the 17k
mark. That is when the song on my ipod brought me back to
life. It was time to finish strong! | got a text from my wife and
sister saying they were at the finish line waiting for me that
helped with my last push. I'll never forget scanning the crowd
and seeing them screaming “USA, USA! Go Jim go!” | gave
them high fives and then sprinted to the finish line!!

| got a medal and a t-shirt for my efforts that day from the
folks who were running the event.

| received hugs and high fives from my wife and sister.
| had a tasty Guinness to celebrate the accomplishment.

It was a good day, a day | will never forget. | hope all of you
someday can enjoy the satisfaction | had after that race. It felt
pretty darn good...or maybe it was a prelude to the pain | was
about to suffer for two days after because my leg muscles
were burning from running the farthest I've ever gone!!

This event was made even more special by my sponsors. All
of you were my inspiration to complete this goal. | can't tell
you how hard it was to train for this race in 15 degree weather
with wind chills that were below zero. That is when | needed
that extra push to get me motivated. Running for the SBA of
Albany/Capital District did just that. In two short weeks we
raised almost $3,000 - that is amazing!! | can't tell you how
badly the chapter needed that influx of funds.

If any of you somehow missed out on donating and still are
interested, here is the info:

Sponsorship Levels

“Sweaty and Smelly” Level
- $26.20 or $2 dollars a mile

“Aches and Pains” Level
- $39.30 or $3 dollars a mile

“Jim is really doing this??? No way!!” Level
- $52.40 or $4 dollars a mile

Please send in your checks payable to:

Spina Bifida Association of Albany/Capital District

ATTN: Karen Wentworth

123 Saratoga Road

Scotia, NY 12302 6
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Dear [Senator or Assembly Member]:

| am writing (calling) to request your support of bill

+%5# # # (( $4 A.6951 (Ortiz) and the same bill sponsored by Senator
Q= Q Breslin in the Senate. This bill would allow the NYS
< Department of Health to create a public education and
outreach program about Spina Bifida. This issue is
N important to me because
0, '#6 !'# |/ C

Thank you for your support.

Signature
1% # ' ($ 4 Address
Not sure who your representative is? Please follow the
links below and enter your zip code. The contact informatis
204 w7 for your representatives will appear.

New York State Assembly:
http://www.assembly.state.ny.us/mem/

5 —Provide in-kind donations: goods and services
donations from our wish list to support programming
and operating expenses needs.

New York State Senate:
http://www.senate.state.ny.us/sdlookup.nsf/Public_search?
enForm

met with Assemblyman Ortiz and Senator Breslin requesting
their support in sponsoring a bill in the New York State
Assembly and Senate. Both houses have agreed to ddrthis.
the Assembly, the bill number is A.6951lt is the first bill
ever in the state of New York that mentions Spina Bifida.
Senator Breslin will be introducing the bill shortly and we
will report on the bill number in the next issue. If this
legislation is enacted, the NYS Department of Health would
create a public education and outreach campaign about Spina - | -

Bifida. K & 1$ 3$L

We are asking you to take action for this. It will be impotrta

for representatives statewide to hear from you, their
constituents, through letters, emails, and phone CHtlsse
contacts from you are an important step to the enactment of -
this legislation.

| 1
Please take the time today to send your messadd. you ' 1' 1 1$ "oy !
would like, there is a suggested statement below which you
can adapt for a letter, email, or phone call. Of course you can # 1 41 %&
write your own individualized script. It will be even more : '8

beneficial if you can personalize the statement in some way.



)8 Young Families Group — Workshop for Parents — ‘Sibling concerns’
<, = Chapter Board of Directors Meeting
< ; Freihofer's Community Walk
5> = Chapter Family Spring Program - Cooper’s Ark Farm
5> ? 5>; SBA National Conference, Orlando, FL
5>; Chapter Representatives on “Schenectady Today Show”,
10 AM, SACC - TV, Cable Channel 16
>3> “We're Off To the Races!” chapter fundraiser - Saratoga Thoroudt®aee Track
)< 8 Chapter Board of Director's Meeting
8 ? = Spina Bifida Weekend at Double H Ranch
8 @ Chapter Annual Meeting
3 3 Call for Information:
-1% Accessible Tennis Lessons
<# $ Teen and Young Adult Support Group
A $ Preschool Family Support Group
&
Fundraising Committee Meetings
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