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Happy Fall!

As | write this the leaves are starting to change colodsl'an digging my sweaters
out of the closet. I'm not a lover of the winter (wheelchamd anow just don’t go
together well for me!) but | do enjoy the cool nights and warm déy=all. It also
reminds me that our Spina Bifida Double H weekend is coming up. doam
looking forward again to spend time with our membership and hope you have
paper work in and will be joining us. | am even contemplatingdryie zip line this
year! Well, maybe....

The board of directors has had a busy few months. In the lastettews$ wrote
about our becoming an official chapter of the national Spinad@ifAssociation.
With that designation comes added requirements. Our firstasask chapter is to
revise our by-laws to ensure they meet National’s requireménitss also pushed us
to make them more user friendly, and hopefully when completedheiii us to
manage our organization better. The Membership will be votinpesetchanges at
Double H.

During August, the board sponsored a fundraiser in Saratoga. # letsf work on

the part of the fundraising committee; they did a FANTAST®B. ] Those who
attended had a great time, and we raised needed program fundser&Vedelighted
that Christine Poward, Chief Operating Officer from the natidBpina Bifida

Association, was able to join us. The evening before the e@nistine joined

members of the board for dinner, and we were able to talk aboahapter and the
needs of our membership. We thank Christine for flying up to Albaie with us,

supporting us in our commitment to serve those who are livingSpiha Bifida and
to preventing neural tube defects.

Speaking of prevention, we were recently awarded a grant fromati@nal Spina
Bifida Association to conduct prevention work. Funding will be useddicae
young women of childbearing age, and professionals who serve thenhe of
importance of folic acid in the prevention of spina bifida. We waneach young
women who may not be getting regular medical care, especiallggy Hispanic
women. Our plans are to conduct training at community health sentenmunity
based organizations, and at health fairs. If you have any suggesfi appropriate
venues, please give Karen a call. We are in the procédssrgf trainers and putting
together our list of training sites. More on this in the next newsletter.

Enjoy the Fall, and see you at Double H.
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Our chapter’s annual meeting will be held on Saturday,
October 25, 2008, 10:30 AM at Double H Ranch. This is
an opportunity for everyone to learn more about the
Chapter and the efforts that the Board of Directors is
making to serve individuals with spina bifida in our
community. There will be an opportunity for comments
and discussion. We welcome input and participation!
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participation in the lessons. Not only do they get a good

workout once a week, thanks to Coach Jim Neal, but they
are enjoying much greater success with tennis. Both the players
and the coach immediately reported improved performance as a
result of the wheelchairs designed specifically for the sport.
Everyone’s skill levels have continued to grow since the chairs
were first in use in March.

Our tennis players have gained much individually from

As a chapter, the program has also helped to work toward our

goals; to raise awareness about spina bifida. There have been

two newspaper articles covering the program in the past year.
During warmer weather, the lessons are held outside at Central
Park in Schenectady, making it very visible to the public. Our
tennis players are setting a great example for the community to
be out, active, playing and enjoying a sport! During the winter

months, lessons are held at Sportime in Schenectady, and are

very visible there with the tennis community.

Are you interested in learning more about the tennis
program?

Lessons will begin again in October indoors at Sportime in
Schenectady and will be held on a weekly basis. Call or email
the office for information. Please notéou must register for the
program before you can participate.

“The sports chairs are better than regular
chairs because they're faster and turn
faster and easier, so it has greatly
improved my game. My confidence in
the game has increased dramatically
since receiving the chair.”

- Greg C.

Having my own chair makes me a better
player because | can go faster init. | can
also go with my parents in my spare
time and practice.”

- Alexa W.

“Having a tennis wheelchair makes it easier fortaneurn faster.
This helps improve my

game and my ability to

play better. Also the

chair is less tiring on

my arms, because of the

cambered wheels which

help the chair go

faster.”

- BryanD.

Heather H enjoys
returning a volley.

Coach Jim Neal
demonstrates serving.

ften we get calls from families and adults who have
Oequipment that is still functional, but which they have
outgrown or no longer need. Or we hear from people
who are looking for a particular piece of equipment.

As we all know, much of what is out there is costly, and so
finding “hand-me-downs” can be very helpful.

Here’s what you do:

Let us know what you have, or what you are looking for in
equipment. Describe the size that you have/need, and the
age of the person who used it or might use it. It is helpful to
have a picture electronically if that is possible. You specify the
contact information that you would like us to share with
people who call about your request.

Here's what we do:

We will put the information about your equipment out by email
and/or in our newsletter. When people respond to this “ad”,
we will give them the contact information that you have given
us so that they can call or email you.

Here's what we don't do:

We do not store the equipment.

We do not deliver the equipment.

We do not guarantee the equipment in any way. It is your
responsibility to thoroughly check out equipment, or have a
professional examine it to be sure that it is appropriate for
your need and safe to use.



And now far our mest recent request to

help find a match:

AmTryke Available?

We have a family with a preschool-age child who is interested
in finding an AmTryke tricycle for their child. Do you have one
that your child has outgrown? Would you be interested in
passing it on to a younger child who could benefit from it?
Call or email our office and we will help you to connect with
this family.

AM-9S Model AmTryke® therapeutic tricycle is suitable for
children approximately 2 to 4 years of age. It is designed to
build strength and coordination for a wide range of children
with disabilities.

Hand -Powered Tricycle Available

The Troy Detachment of the Marine Corps League has a
hand-powered tricycle that they would like to donate. They
tricycle is appropriate for a 3 — 5 or 6 year old child. Are
you interested in this? Or do you know of a child who
could benefit from this? They have the tricycle in stock, so
delivery could potentially be before bike riding weather is
completely gone for the season.

Please call or email our office for the contact information if
you are interested.

s we move quickly in to October and start to notice the
leaves changing colors, for many this brings plans for

fall activiies and Halloween. Along with many
traditions, we also kick off Adopt-A-Ghost and national Spina

We’'re Off To The Races!

fundraising event for our chapter. This year's eve

took on a much different look for the participants. W
were in the paddock tent, protected from the variable weat
which started out to be incredibly warm, making us ve
relieved to have the benefits of air conditioning , and quick
transitioned to thunder and lightening with a downpou
making us very glad to be protected from the rain!

Saturday, August 1D proved to be another successft

Those who attended enjoyed a buffet luncheon, presentai
to chapter supporters Assemblyman Ortiz, Assemblym
Tedisco, and owner’'s of last year’s horse from our Spi
Bifida Association race, Pam & Joe Petruska. In addition, \
were also joined by Christine Poward, Chief Operatir
Officer of our national organization. Saratoga provided
opportunity to offer recognition for their public support of ou
chapter and its mission.

“We're Off to the Races” was a great success, netting ov
$9,000 to help support chapter programs, activities, ar
expenses. Thank you to co-chairs, Jim & Jennifer Gallagh
and all who worked before and during the event to he
achieve this success!

University of lllinois at Chicago Online
Survey for Parents and Teens

The University of lllinois at Chicago is currently conducting
an online survey for parents and teens to better
understand environmental and social factors related to
childhood obesity and its potential consequences. They
have a survey online and are requesting participation from
our community.

Bifida Awareness month. And appropriate to the month, we
are selling Ghosts. Last year, the ghosts were sold in the plaz
where the chapter office is located. This year, TiffanyisD.
helping to expand the program and is making arrangements to
sell ghosts in the Greenwich area. Do you work in a business
that could help to sell ghosts? We have all thg
information you need, as well as posters thg
can be displayed to help to advertise thg
program.

To patrticipate in this research your child must:
Be between the ages of 12 and 18
Have a physical or cognitive disability
All information will be kept confidential.

To complete the survey go to:

www.healthforyouth.org

Enter access code: SBAA
For information or if you have difficulty accessing the
survey please contact:

Brienne Davis

bdavis7@uic.edu

(312) 355-4054

University of Illinois at Chicago

Department of Disability and Human Development

Please call or email to talk to us abou
your potential Ghost opportunities!
All the money raised will be used tg
support the activities of our chapter.




This article provides an outline of services in the preschool
years, support services for families, the referral process,
evaluations, and some personal anecdotes from the
perspective of a mom.

Congress Passes Bill with Protections
for the Disabled

BILL WILL EXPAND PROTECTIONS FOR
PEOPLE WITH DISABILITIES

n September 18, 2008 Congress passeda bill
expanding protections for people with disabilities and
overturning several recent Supreme Court decisions.
President Bush is expected to sign the bill shortly, just

as his father signed the original Americans with Disabilities
Act in 1990.

The bill:
- Expands the definition of disability

Makes it easier for workers to prove discrimination

due to a disability

Rejects the strict standards used by the Supreme

Court to determine who is disabled

Disagreements over this bill have been worked out over the
past two years through behind-the-scenes negotiations
between members of both parties, people with disabilities, the
National Association of Manufacturers and the United States
Chamber of Commerce.

Lawrence Z. Lorber, a labor law specialist who represents
employers, said that now "employees who have cancer or
diabetes or learning disabilities will get their day in court and
more likely get accommodations from employers." In the
past, lawmakers have said, people with epilepsy, diabetes,
cancer, multiple sclerosis and other ailments have been
improperly denied protection because their conditions could
be controlled by medications or other mitigating measures.
This bill defines that "an impairment that is episodic or in
remission is a disability if it would substantially limit a major
life activity when active."

The chief sponsor of the bill, Senator Tom Harkin (D-lowa)
said: "The Supreme Court decisions have led to a supreme
absurdity, a Catch-22 situation. The more successful a
person is at coping with a disability, the more likely it is that a
court will find that they are no longer disabled and therefore
no longer covered under the A.D.A."

Senator Orrin G. Hatch (R-Utah) said that the bill, by
establishing more generous coverage and protection, "will
make a real difference in the lives of real people."

This article was submitted by Littman Krooks LLP, provider of
legal services in several areas of law, including Special
Needs Planning, Special Education Advocacy, Guardianship,
Medicaid, Health Care, Estate and Tax planning, Public
Benefits, Estate Administration/Probate, Trusts and Estates,
and Corporate and Securities. “Special Needs Estate
Planner” is a newsletter provided by Jones & Wilcenski,
PLLC.
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” SEFA (State Employees Federated Appeal) "
Our chapter is registered with SEFA for work place

| giving. Please keep us in mind later this year during [
the campaign!

Your donations through these programs help us to put
” more focus on chapter programs and provision of "
I services.

|
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By Barbara Jackson
Phoenix Office of Social Security Administration

419"

Many people with disabilities would like to work, b ut
are fearful that they will lose the Medicare or
Medicaid benefits on which they rely for health car e.
How would the Social Security Administration (SSA)
respond to those fears?

For our beneficiaries with disabilities, this is one of the
biggest fears, but it is also one of the easiest to
alleviate. If you receive Supplemental Security Income
(SSI), when you begin work your cash payments will be
reduced $1 for every $2 you earn in excess of $85 per
month, but your Medicaid benefits will not be affected at
all until you reach earnings exceeding a state threshold
amount. This threshold amount varies by state, so
check with your local SSA office. (The lowest threshold
amount of any state is $23,363.)

If you are covered by Social Security Disability
Insurance (SSDI) and start a new job, your disability
benefits remain in place during a nine-month trial work
period. (This nine-month period can occur during a five-
year period and doesn’'t have to be nine consecutive
months.) And, your health benefits continue for 7 %
years after the trial period ends. At the end of that time,
you may purchase benefits at a rate that is generally
lower than the open market can offer.

How can an individual find out how employment will
affect her monthly cash benefits as well as Medicar e
or Medicaid benefits?

Your best resource is your local Work Incentives
Planning and Assistance (WIPA) office. That office can
provide you with benefits counseling and information on
work incentives. They will also know about assistance
programs that are available in your area, and can often
provide additional information on issues such as
housing. To locate the WIPA nearest you, Vvisit
www.socialsecurity.gov/work/WIPA.html or call 866-968-
7842 (TTY/TDD 866-833-2967). You can also find a
wealth of information about Social Security work
incentives in The Red Book, which can be downloaded
at www.socialsecurity.gov/redbook, or is available upon
request from any local Social Security office or by
calling the Social Security toll free number 800-772-
1213 (TTY/TDD 800-325-0778).

What programs does Social Security offer that ease
the transition into work?

There are a number of incentives to work built into the
Social Security system, including the trial work period
already mentioned. Two of the most significant
programs are the Ticket to Work program and the Plan
for Achieving Self-Support (PASS).

The Ticket to Work program

o
G is available to beneficiaries of
I(KFF both SSI and SSDI who are

TO WORK

T —

between the ages of 18 and
64. The program is free and
available to help those who want to work to achieve
their goals. Its purpose is not to pressure people off
benefits — participation is completely voluntary. A Ticket
to Work provides an individual access to employment
services, vocational rehabilitation services, or other
support services necessary to achieve a work goal.
Services are provided at no cost through an
Employment Network with which the individual chooses
to work. An Employment Network may be a single
organization, or a group of providers who have agreed
to work with the Ticket to Work program and are paid for
their services by the SSA. For more information and a
list of Employment Networks in you area, visit
www.socialsecurity.gov/work/aboutticket.html or
www.yourtickettowork.com.

Plan for Achieving Self-Support (PASS) is available
to those who are eligible for benefits under the
Supplemental Security Income program. The plan was
designed to help people with disabilities achieve their
work goals and earn enough to reduce or eliminate their
need for income benefits. I've mentioned that when an
individual on SSI goes to work, the benefit is reduced
according to a formula. Under PASS, those dollars that
would have been deducted from the benefit can be set
aside to be applied toward expenses that help the
individual to meet his work goals — expenses such as
transportation to work, education or training, books,
supplies or equipment, child care, and attendant care.
You will work with a Social Security plan expert who can
help you to design a complete and reasonable plan, and
to update it as you move toward your goal of self-
support. For more information on PASS, Vvisit
www.socialsecurity.gov/disabilityresearch/wi/pass.htm.

Barbara Jackson is the Area Work Incentive Coordinator
for the Social Security Administration in the State of
Arizona.

This article was reprinted from Insights Into Spina Bifida®, the Spina
Bifida Association's national magazine. To order a subscription to
Insights, please visit www.spinabifidaassociation.org




©© Greemn!
In an effort to reduce the amount of

paper that we use, and save copy and
mailing costs for our chapter, we offer our newsletter by
email. If you use email regularly and would prefer to
receive the newsletter in that format, please send an
email to SBAAIbanyl102@aol.com.

We will continue to offer the newsletter by USPS mail as
before for those who prefer this, or who don't have
access to a computer.

You may also want to note that our past newsletters are
available on our website at www.SBAAIbany.org.

Thank you for helping our chapter to be environmentally
conscientious while saving on expenses as well!

NOTE: Remember to notify us if your email address
changes so that you will continue to receive the
newsletter!

Have you borrowed materials and not returned them y et?
Please check your bookshelves for the following len ding
library materials and return them as soon as possib le!

The New York State Department of Health publishes this
resource directory which provides information related to a
variety of programs, including program goal, eligibility,
description, and contact information.

Programs outlined are:

Care at Home Medicaid Waiver for Developmentally
Disabled Children

Care at Home Program for Physically Disabled
Children

Child Health Plus B

Children with Special Health Care Needs Program
including Physically Handicapped Children’s Program
Early Intervention Program

Family Health Plus

Family Support Services

Healthy New York

Home & Community Based Services Waiver/Long
Term Home Health Care Program

Home & Community Based Waiver for Persons,
Including Children, with Mental Retardation and/or
Developmental Disabilities

Medicaid

Special Education Services

The TRAID Project

How to Compromise with Your School District
Without Compromising Your Child: A Field Guide
for Getting Effective Services for Children With
Special Needs.

SBA 34th Annual Conference, 2007, 2 part cd
Tape -- Urinary Continence: Medical & Surgical
Options. Bowel Continence: Surgical Options.

You Will Dream New Dreams: Inspiring Personal
Stories by Parents of Children With Disabilities by
Klein & Schive.

Delicate Threads: Friendships between Children
With and Without Special Needs in Inclusive
Settings.

Nonverbal Learning Disabilites at Home: A
Parent's Guide.

Bridging the Gap: Raising a Child with Nonverbal
Learning Disorder.

Taking Charge: Teenagers Talk About Life &
Physical Disabilities.

=

United Way Donations... Did you know that you can donate to ”
the United Way and designate SBA Albany/Capital District
|| Chapter as the recipient of the donation? Please consider ”

choosing this chapter for future donations. For those of you
who are already doing so, thank you!

The TRAID Project

Program Goal: To help persons with disabilities to obtain
needed assistive technology services and devices.

Eligibility: Services are available to individuals of all ages
with disabilities, their family members, service providers,
employers, educators, and others who are interested in
disability issues or assistive technology.

Description: The TRAID (Technology Related Assistance for
Individuals with Disabilities) Project promotes a consumer-
responsive, comprehensive system of access to assistive
technology usable by individuals with disabilities.

The TRAID Project helps people learn about, obtain, and be
able to use assistive technology services and devices, which
meet their needs. TRAID is federally funded and administered
by the NYS Commission on Quality of Care and Advocacy for
Persons with Disabilities (CQCAPD).

NYS residents can call the agency'’s toll-free telephone
number for information on many disability-related subjects,
including assistive technology at 1-800-624-4143.




Spina Bifida Awareness Month

" #$ SBA of A/CD on Schenectady Today, Public Access TV, Channel 16, 10-11am
H#H?22#@ SB Weekend at Double H
A
4)" % Board of Directors meeting
BC«<
B '?21% Folic Acid Awareness
1$ Board of Directors meeting

Call for Information:

=/ Accessible Tennis Lessons
H Teen and Young Adult Support Group
D * Preschool Family Support Group

SB Evening at Pizzaria Uno
SB Tubing at Willard Mountain




