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we should continue our affiliation with the national Spina Bifida Association (SBA).

The discussion, which was heated at times, only proved to demonstrate the
commitment and passion that our board continues to have for this chapter and those
living with Spina Bifida in our communities.

During the past few months, the board of our chapter has been debating whether

This vote has been coming for over a year. Most of last year's annual delegates’ meeting
in St. Louis was spent briefing us on the planning process that had been undertaken by
our national organization, its focus on strengthening its structure and governance, and
standardizing best practices for its chapters and support groups. The plan was to
establish a new set of programmatic, governance, and fiscal standards which would need
to be met by chapters in order to maintain affiliation.

On the negative side, national SBA has yet to fully disclose all of the details of the
affiliation agreement. While we will have to share some of the funding we raise, how
much has yet to be decided. We also will have to agree to provide core programming but
not all core components have been decided. We hope we find they are ones which match
our priorities but we don't know that is the case just yet.

On the positive side, the push towards increasing accountability is important for any not
for profit. Federal and state laws are becoming increasingly more stringent and our
affiliation with national will allow us to utilize their technical assistance and resources to
guide us as we restructure the board, refine our by-laws, and fine tune our programming.
Affiliating will allow us continued access to national SBA’s logo and materials such as
their pamphlets and brochures. We will be able to use their fundraising materials, and to
call upon them and their experts for assistance. Also, we will have three years to meet
these standards and national SBA has committed to helping us get there.

The board also agreed that a strong national Spina Bifida organization is CRITICAL if we
are to make strides in improving the lives of those living with SB and as well as in the
area of prevention. Advocacy must take place in Congress, research dollars must be
allocated, and that can only be done if our national organization is STRONG. We can
help but only if we are one of the many voices shouting for what needs to be done.

As you probably can guess, the board did vote to affiliate. We have a lot of work to do in
the next few years to meet the chapter requirements but we are sure we will do so. We
ask your help in making this happen. We need everyone’s involvement in any way you
can. We have a tiny office with one half time director and some volunteers. If you can
volunteer on a committee, or answer phones, or stuff envelopes or attend a fundraiser
(with 5 of your friends!) you will bring us closer to chapter affiliation. Please be a part of
our future.
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Matt Scott is a wheelchair basketball athlete originally
from Michigan who goes to UW-Whitewater. This
basketball team, Wisconsin Warhawks, is in the
process of trying to make it to the Olympics.

(Keep your fingers crossed for them.)
http://storybridge.tv/episode/038

Becca Murray has been chosen for the 2008
Paralympics Women's Wheelchair Basketball Team!
For her bio, a recent article and television interview
goto

http://www.usoc.org/paralympics/39341 53188.htm

You can find other athlete's bios on the website

http://www.usolympicteam.com/paralympics/about.html.
http://www.todaystmij4.com/news/local/17650744.html
http://www.todaystmj4.com/home/related/17662384.html
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Have you ever needed to talk about things that matt  er to

you but did not know where to turn?

ListServs and social networking sites can help people cope,
make them laugh, and most importantly, serve as a source of
strength.

SBA offers four ListServs — Youth and Adult Alliance; Spina
Bifida Parents; Spina Bifida Occulta; and Nursing and
Healthcare Professional Council — that help to support the
Spina Bifida Community and connect people to others
traveling the same path and encountering the same joys and
concerns. Valuable connections are built when individuals
receive information on surgeries, voting rights, latex
concerns, independent living issues, and more.

Become a member of SBA's eCommunities and start your
discussion today.

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
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Newsletter Correction

In the Winter 2008 newsletter, it was incorrecttpted that Hali

Holmes had served as secretary of the chapter dimceery first

meeting. While Hali has served for many years, Bohlorwedel

was the first secretary for the chapter. Bonita thase to help get
the chapter off the ground in the initial years.
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we received a call from a parent whose child in

Kindergarten was not going to be allowed to go on a class
field trip. The explanation from the school representative was
that there were complications related to his disability, Spina
Bifida, which would cause the school extra expenses with
staffing. The parent’s question was, of course, “Can the
school district do this? What can the parents do?”

First of all, it is important for parents, caregivers, and
advocates to be aware that a school district cannot
do this by law.

Programs for classrooms must be made available for ALL
children. And so, advocacy for the student begins. Much of
this advocacy involves educating staff and school personnel
to the requirements stipulated by law. Some of it involves
raising awareness about people with disabilities.

Here is the response from the parent regarding her
experience in resolving this particular situation:

“It was resolved by one simple phone call to the

principal. | think the one thing parents have to always
remember is to remain calm and know their child's IEP. In
our situation it was a very inexperienced teacher with her

own agenda trying to use our son’s situation to get what she
ultimately wanted. She has been able to get out of going on

this particular trip for the past two years and thought she

could convince me that it would be inappropriate for him. She
figured she would stay back at school and have a "fun" day
with him in the classroom... she is young and naive...” Joan

Thank you to Joan for sharing your experience with us.
Sometimes advocacy is as simple as making the calland
educating someone who just doesn’t know better. Joan was
successful in using this field trip event to educate this staff
person to better understand the rights and needs of all
children with disabilities.

“This article was excerpted from the National Center on Secondary
Education and Transition E-News, which can be found at
http://www.ncset.org/enews/.”

No Staff Left Behind

The staff of School A is planning a day long retreat. Travel to
and from the retreat will be in groups by limousine. The event
will be held in a comfortable conference center. A sit down
lunch will be served on the deck overlooking a breathtaking
view. The afternoon will allow time for socialization for all
participants. The day is designed to be for learning and team
building.

The superintendent realizes that the day is going to have
some extra costs involved for some of the participants. One

needs a lactose free diet and the restaurant plans to charge
extra because of the additional preparation that will be
required. One is retiring next month and so won't benefit in
the long run from team building. So based upon this, the
superintendent decides that those two staff people will not be
going, but will instead spend the day in their classroom
having extra time for planning and completing required
reports.

What reaction might the superintendent expect from these
staff people? From the teacher's union?

Similarly, a field trip is designed for the opportunity for all
students to learn. Beyond that, much more of value also
occurs. Being excluded takes away not only the opportunity to
learn that day, but also places that student at a disadvantage
from the team building and social growth opportunities that
occur that are different from what occurs within a classroom.
The student left behind at school is just that, left behind.
Children with disabilities are already left behind for so many
uncontrollable reasons; surgeries, trips to the nurse for
medication, additional services such as OT, PT, and Speech.
Often these services occur during more social times of the
day to avoid the child missing more instructional time. The
cost? The gap between students with challenges and the
other students in the classroom widens.

Any professional considering not including a child because of
their disability must remind themselves of this: We All Chase
the Same Dreams. A child wants to be loved, involved, play,
have friendships, learn to read, explore... and all of the
wonderful qualities that children bring to the table. Let us not
as adults teach our children otherwise, to do what requires
less effort and is less expensive financially, even if it is not the
morally and ethically correct thing to do. Let us instead teach
them that everyone is valued for who they are and the gifts
that they bring. And of course, when all else fails, we can
teach and remind that legally, children cannot be excluded
from a classroom program because of their disability.

1 1 #
% & )
" #0 4 ™5

This on-line toolkit from the HEATH Resource Center
contains answers to counselors’ most frequently asked
guestions about postsecondary opportunities for students with
disabilities. Students and their families are encouraged to use
the toolkit to help guide their transition planning for college
and career. Available in PDF (192 p, 1.3 MB).
http://www.heath.gwu.edu/files/active/1/Toolkit.pdf

Tip: Share resources like this with your child’s schog



SBA of AC/D had another very successful fundraisawgnt with
Slam Dunk for Spina Bifida on April"7 The event was held at the
OTB Teletheater on Central Avenue in Albany. Pgénts enjoyed
an evening with appetizers and beverages, a gleat auction, and
the NCAA Basketball Championship game on the bigest TV's.
Our thanks go out to the many businesses and ddils who
helped to make this evening a fun event combingl wifinancial
success. With well over 100 people in attendanceudiing
constituents, families, familiar faces, and newrids, the efforts of
the fundraising committee and friends of SBA of BCraised
$15,661.48These monies will be used to support chapter progr
and expenses.

THANK YOU to the over 80 businesses and 130
individuals and families who made both in-kind and

monetary donations toward the Slam Dunk event. We are

extremely grateful for this tremendous increase
participation and support from the community!
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We are very grateful to the many businesses from th e
Cooperstown area that made generous contributions f or
our silent auction!

Thanks to Linda of Cooperstown Bed & Breakfast for
coordinating those efforts!

Ar-De's Great American Foddrs
Brewery Ommegang

Cooley’s Stone House Tavern  Cooperstown Bat fgzom

Cooperstown Bed & Breakfast Cooperstown Brev@iognpany

Cooperstown Chamber of Commerce

Cooperstown Cookie Company Cooperstown Diner

Cooperstown General Store CVS Pharmacy

Davidson’s Jewelry Doubledafé&

Essential Elements Foo Kin John Restdura

Freeman's Journal Newspaper  Glimmerglass Opera

Heroes of Baseball Wax Museum

Hoffman Lane Bistro Restaurant

Mohican Flowers National Baseball HdlFame

National Pastimes Nicoletta’s Italian €af

NYS Historical Association Otesaga Resateh

Pepper Mill Restaurant Rudy’s Liquor $tor

Safe At Home Sal's Pizzeria

Schneider’s Bakery Seventh Inning tStre

Stage Coach Café Straws & Sweets

A & E Sports
Augur's Bookstore

Tin Bin Alley Yastrzemskp&rts
&
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Helen R Mertens’ Educational
Scholarship Award

Lucier’sL ight Patient Award

a gentleman who lives in Albany that caught our Lyndsi Holmes ?s this year's r_ecipient of the Helen |

attention. Donald Cassidy is a 63 year old man who is Mertens’ Educational Scholarship sponsored by SBA
retired and lives independently with his bouncy, friendly dog Albany/Capital District. The purpose of the scholarship is
named Mollie. Donald has Spina Bifida. His story was in the ~award financial assistance to persons who have Spina Bil
newspaper because he was recently awarded “Lucier's Light @nd are pursuing higher education, technical training,
Patient Award” for his strength and determination by the driver's education. Lyndsi is pursuing a Bachelor's degree
Visiting Nurse Association. He is one of two patients to Political Science from Nazareth College in Rochester. 8est
receive this honor that is given in recognition “of outstagdi luck Lyndsi!
spirit in the face of challenge and adversity.”

Recently there was an article in The Troy Record about

Donald has a great life story to tell. Despite many adiessit ( % ) _* +_ _ .

he proved that, with determination, he could move out of Pléase pass along information to our offices of achieveme
institutions where he grew up to hold a job and live that might be recognized in our future editions of th
independently. When asked what he would say to our teens Newsletter. Copies of newspaper articles or links to websi
and young adults as they strive toward independence, he said With information are appreciated.

simply, “I would tell them they can do anything!” Donald
looks at each day as an opportunity. He encourages others to

do the same. & % &

So Donald, below are several examples of achievements = ) «
accomplished by our youth working hard to prove your
statement:

Eagle Scout Awarded

Congratulations go out to Bryan Darby who achieved the rank ' ')
of Eagle Scout with Troop 67 in Glenville. Bryan started his
scouting adventure in early elementary school and always
kept his eye on this goal. He worked his way through merit
badges and ranks. For his final service project, Bryan tilt s )
chairs and a picnic table. You can see and enjoy these next ' |
time you visit Double H. Check them out near the ski lodge. | '
Bryan, we hope you are ready to set up shop. When people '

see your products, you may have some orders rolling in!

Lt. John Finn Community Service Award 2

On June 4, 2008, Alexa Wyszomirski was honored with the

Lt. John Finn Community Service Award given by Albany

County Youth Bureau. This award is given to honor youth for

academic achievement, personal growth, and contributions to

community. Alexa is being recognized for her volunteering,

fundraising, and advocacy efforts for Big Brothers Big "
Sisters, Stride, and SBA. We certainly appreciate all Alexa

has done for our chapter. Congratulations Alexa!
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any conditions associated with Spina Bifida require

M medical interventions, but skin care is something
within your control.

Adults who live in the region served by Spina Bifida

Association of Albany/Capital District Chapter should have

received a copy of the binder “Health Guide for Adults

Living With Spina Bifida”.

There is a section dedicated to skin care under the “Living
Healthy with Spina Bifida” tab. See this section for tips on
overall skin care, sitting and mobility related to skin care,
pressure sores and skin breakdown, and bone fractures.

“Skin health is critical to living well. Prevention is the
key. Check your skin every day. Seek help from a health
care professional earlier rather than later if you detect an
area of concern.”

If you are an adult living in northeastern New York State
and you have not received a copy of this health binder,
please call or email the office.

From “Health Guide for Adults Living With Spina Bifida”
published by Spina Bifida Association.
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Calling All Adults With Spina Bifida!

In an effort to gather input from the adults living with Spin
Bifida in our community, our chapter will be hosting
conference call. We need to hear from you to better underst
what your concerns are and services that you might like to s
This will also be an opportunity for adults to brainstorm wit
each other and share resources.

0 You can call in to participate from your home phone.

0 The costis free.

o No transportation is necessary.

o0 We will provide instructions for how to make the cal

when you contact us to register.
0 Questions? Call or email us and we will be glad to helg

DATE:  July 28" 2008

TIME: 7:00 — 8:00 PM

FEE: The conference call will be free of charge t
participants.

Please contact us by phone at 399-9151 or email
SBAAIbanyl02@aol.conto register to participate in the call.
We look forward to hearing from you!

Please plan to participate.
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SPINA BIFIDA RESOURCE BOOKS
PARENTING RESOURCE BOOKS
HEALTH GUIDES
NOVELS
WHEELCHAIR ADAPTATION
CHILD/TEEN TOPICS
EDUCATION
PICTURE BOOKS
SPINA BIFIDA
DISABILITY AWARENESS
FRIENDSHIPS
HEALTH CARE
EDUCATION
TWEENS & TEENS
NOVELS
CHAPTER BOOKS
DISABILITIES
SPINA BIFIDA
SBA NATIONAL CONFERENCE MATERIALS

Our lending process occurs through the mail. You can email
or call and consult about information that you need and we
will put it in the mail to you. You return it through the mail as
soon as you have finished with it. (The materials are also
available at chapter programs.)

(. #-

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 e!

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 ofChildren 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.

Washington, D.C. - On April 1, 2008.

The Centers for Medicare and Medicaid
Services (CMS) changed its reimbursement
policy on intermittent catheterization. The
previous policy allowed reimbursement for
only one intermittent catheter per week
unless an individual user could prove the
existence of at least 2 urinary tract
infections in the course of one calendar
year. The revised policy now allows
reimbursement for up to 200
catheters per month per individual which
means no re-use.

This change was advocated for by medical
equipment companies, health organizations,
and universities which saw the manufacturer's
term "single-use" to mean that the sterile
catheter should be used one time and then
discarded, not thoroughly cleaned for further
catheterization use which is what many users
were forced to do.

Among the advocates for change were Hollister
Incorporated and the Coloplast Corporation,
Spina Bifida Association, the University

of Miami School of Medicine, the Infectious
Diseases Society of America(IDSA), National
Multiple Sclerosis Society, and the Veterans
Administration (VA). These groups
wholeheartedly joined the call for change as
they all had grown weary of complaints from
individuals regarding the substandard "re-use

policy."

Ultimately, the new policy better supports an
individual's desire to void their bladder
with a new catheter on a more consistent
basis than once a week. Both companies and
the supporting organizations are pleased
with this outcome. Hollister and Coloplast
continue to work vigilantly on intermittent
catheterization policies across the U.S. for
patients needing such quality care.

For more information on the reimbursement
policy change, log on to www.medicarenhic.com
<http://www.medicarenhic.com/> .

The information for this article was received courtesy of Spina
Bifida Association, 4590 MacArthur Boulevard NW, Suite 250,

Washington, DC 20007. Phone: 800-621-3141
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L/
"% $& Adult with SB conf. call
{call/lemail for details}
I"#7 % Preschool Family Play Groups
/]
{call/email for details} S
+  $< Preschool Family Play Groups Coach Neal gives tips to Greg
Chamberlain while watching
+ 6% Saratoga Day at the Races for SB others during a lesson.
O0( 6 Board of Directors meeting
Spina Bifida Awareness Month
‘- $=8% SB Weekend at Double H
>
1(- & Board of Directors meeting
? Accessible Tennis Lessons
)'# Teen and Young Adult Support Group
@ "# Under 8 Family Support Group

Tennis coach Jim Neal serves to start play
during lessons at Central Park in Schenectady.




