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Our recent election demonstrated for me how much change is possible.  
Regardless of who was your choice for president, the election of a black 
man to the highest elected office in the United States seemed unimaginable 
a few decades ago.  The other aspect of Election Day that made me believe 
we need to keep fighting for change was that for the first time in New York, 
all polling sites were required to have one handicapped accessible voting 
machine.   
 
I have always taken my right to vote seriously, never missing the opportunity 
to cast a ballot in major elections.  From a wheelchair, that represented a 
challenge.  The closure mechanisms on the traditional voting booths are 
hard to pull, the levers for candidates difficult to reach.  This year, the 
handicapped accessible machine was wheelchair height.  It had a touch 
screen, so it took no strength to mark your choice. The buttons had Braille 
so if you could not see the screen, you could vote by touch; there was also 
a set of headphones so you could hear your choices if preferred.  While I 
can’t say if it was the choice of candidates or the voting machine that made 
voting more exciting than in the past, but it was VERY exciting.  
 
These changes did not come without a lot of advocacy on the part of people 
who have a passion for equality.  Whether it was participants in the Civil 
Rights Movement who pushed for a color blind society, or the disability 
community who advocated for equal access to vote, change came slowly 
and is far from over.   
 
Having just come back from our annual Double H family weekend/annual 
meeting, I was struck by the high level of interest from families in our 
chapter. Two people volunteered for the board (welcome to Karen Lawliss 
and Stefon Stillwell), and others committed to support us through organizing 
fundraising events and participating in programs and events.  The 
enthusiasm made us feel like there are still many challenges ahead but we 
are a strong group who want to make change in the lives of those living with 
spina bifida and their families.  And we will succeed.  
 
I hope you and your family have a happy, healthy and safe new year.       
 

��������	����������	����������	����������	��� ���
���������	
���� �
�


 �������� � ��
��
� �
�

PRESIDENT’S MESSAGE ������������  
 
PRESCHOOL FAMILY PROGRAM  
��������������������������� �
 
ACCESSIBLE TENNIS LESSONS 
��������������������������� �
 
INK CARTRIDGES FUNDRAISER 
����������������������������  
 
GOODSEARCH �����������������	 �
 
SELF DEFENSE�����������������	 �
�
TRANSITION PLANNING _______�����
  
 
DOUBLE H PICTURES������������
 �
 
LOOKING AHEAD NATIONAL 

CONFERENCE 2009��������������� �
 
TUBING AT WILLARD 

M OUNTAIN �������������������� �
 
CALENDAR ������������������
�
�
�
�

 
 

�		��������������� � !!��
 

���� �������
�	
�����
�	

 

�
�

��	���������������
�������������	���
��
�	��������
������� !"#�$%&' ( �) �
***(������� !('$� ��

�

� �



 

Preschool Family Program 
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Tennis lessons should be starting up again on 
Saturday, January 3rd. Would you like to 
participate? If you are new to the program, you 
MUST call or email the office to register prior to 
joining the group. So call now! Our teens and 
young adults have a great time together and get a 
good workout as a bonus! 
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Our chapter offers a support group for teens and young 
adults that is facilitated by a social worker. Are you 
interested in participating in the group? Call or email 
our office for more information. 
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For clothes that are adapted for individuals who use 
wheelchairs, you might want to check out Adaptations by 
Adrian www.adaptationsbyadrian.com. You will find capes, 
body suits, sitter pants and other products. Call for a 
brochure toll free 888-214-8372 or email 
Adrians1@sbcglobal.net.  
 

Ink Cartridges Fundraiser 
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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 
services. 
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It goes without saying, that safety has become an 
ever-increasing concern for people nowadays.  
And, while you don’t want to be scared every time 
you walk out the door, there are a few common 
sense rules that you and your family should use 
each and every day. 
 

Remember, that often, the best defense 
is a good offense. 
 
Safety In Your Car 

�  Before getting into your car, you should 
always look throughout the interior of your 
car – particularly in the backseat and 
floorboard.  Then, look underneath your 
vehicle, as well.  

Safety At Home 
While it’s nice to feel comfortable and complacent 
in your own home, you should always be 
prepared to deal with prowlers and break-ins. 
 

�  Always keep your entrances well lit both 
inside and out.  Keep your garage door 
closed and locked.  Oftentimes, the door 
from your garage to your house can be the 
weak link in your home security. 
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Do You Know What to Expect 
When Your Child Graduates? 

 
Transition, the verb, is to make a change from one state to 
another.  The most familiar transition that we know is that of a 
caterpillar to a butterfly.  We’ve all experienced and witnessed 
transitions in our lives and in the lives of our children.  Perhaps 
your child has made the transition into pre-school, elementary, 
middle or high school already.  If they are identified through the 
committee on special education in your school district, then the 
word transition takes on a new meaning as you begin to think 
about your child exiting high school.  They will be making a 
significant transition into adulthood. 
 
Transition planning is a process that, if you haven’t already, 
you will go through with your child as they prepare to exit high 
school and move on to adult life.  It is a process that begins at 
the age of 12 through a Level I Career Assessment.  You’re 
probably thinking that this seems way too early to begin 
planning for your child’s adult life, but its not!  This assessment 
tool begins the discussions about a student’s strengths, 
limitations and functional skills.  It compiles information from a 
variety of sources including the student and parent.  This 
information is used for program planning and to begin 
discussions about your child’s future.  
 
Beginning at age 15, your child’s post high school (transition) 
plans are reflected on their IEP (Individual Education Plan)  
and discussed each year at the annual review, and typically 
more frequently than that.  These plans are focused on 
improving the academic and functional achievement of your 
child.  The IEP will also include activities that the school will 
provide to facilitate movement toward the post high school 
plan, known as the coordinated set of transition activities.  In 
addition to IEP goals, students will identify post-secondary 
goals in the areas of employment, training/education, and 
independent living.  They are reviewed and updated each year 
with other portions of the IEP. 
 
There are certainly benefits to starting this planning process 
early, in fact, there is typically a team of individuals in the 
school who coordinate efforts to help advance your child 
toward their goals.  This team may include individuals such as 
the special education teacher, speech therapist, OT and/or PT, 
transition coordinator, job coach, regular education teachers… 
and may also include outside providers.  Someone on the team 
will also be identified to assist with referrals to adult agencies 
so that your child is prepared to exit high school and enter 
either the world of work, further education, or training.  This 
team is typically led by the student’s special education teacher. 
 
Where is your student in the transition planning process?  Are 
they 15 years old yet?  If so, you’ve probably already started 
the discussions with your child’s school personnel regarding 
outcomes for your child.  If not, don’t forget to bring it up to 
your child’s special education teacher.  Stay tuned in the next 
edition for more transition tips… 
Questions or comments?  Please email your SBA chapter 
office. 
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Spina Bifida Weekend at Double H 
Ranch 
October 24 – 26, 2008 
 
Self Defense Presentation by Alan Condon of Empire 
Martial Arts in Colonie. Thank you to Alan for volunteering 
his time to give our group instructions and practice in self 
defense techniques! 
 

 
Mary partners with her mother Margie, practicing self 

defense techniques during a presentation. 
 

 
Jessica finishes making a souvenir t-shirt in arts & crafts. 

 

 
Stefon Stillwell (center) poses with friends Bryan and Derek 
and their pumpkins during the annual tradition of pumpkin 
carving at Double H. 
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Looking Ahead to the SBA National 
Conference for 2009 

t’s not too soon to look ahead toward the next 
conference for national Spina Bifida 

Association which will be held in Orlando July 5 – 
9. The next question might be, “How will I pay for 
this?” Below is information from the website of 
New York State Developmental Disabilities 
Planning Council. There are a variety of 
suggestions that you might consider to help pay 
the costs of attending. 
(http://www.ddpc.state.ny.us/pages/bl_attending_
conferences.htm) 

Exploring Options to Offset the Costs of 
Attending Conferences Regarding 
Developmental Disability Issues 

There is assistance available to help citizens pay 
for the cost of attending conferences regarding 
developmental disability issues. However, there is 
no one funding source or standardized application 
process available to get to this assistance.  

The following steps are suggested if you are an 
individual with developmental disabilities or a 
family member of an individual with 
developmental disabilities seeking funding to 
attend a conference or workshop:  

1. Identify your Conference and determine the costs 
associated with attendance. 

2. You should estimate the total costs for registration 
fees, transportation, meals, and any special 
participation aids that you will require.  

3. Check with the organization that is sponsoring the 
Conference to see: If financial assistance is 
available and how you can apply for it.  

4. If financial assistance is not available or if you need 
additional funds, talk with the following local 
sources to see what assistance they can provide to 
you. Have your estimated expenses and description 
of the event with you.  

Developmental Disabilities Service 
Office (DDSO) in your area.  

This direct arm of the New York State 
Office of Mental Retardation and 
Developmental Disability (OMRDD) will 
make resources available from time to time 

to help pay for conference attendance. The 
telephone number for the DDSO office in 
your region can be found in the 
government pages of your telephone book 
or on the internet at www.omr.state.ny.us. 
*Opens in a New Window*  

- Disability Advocacy Organizations and 
Service Providers, like other disability 
groups may be able to provide information 
about stipends to help you pay for 
attending the conference, as well.  
 
As an example, your local developmental 
disabilities service provider, advocacy 
organization, or family support group may 
link you to financial assistance.  

- Community Service Organizations, like 
the Lion’s Club, the Special Education 
Parent Teacher Association (SEPTA), or 
the Kiwanis Club often support the efforts 
of citizens in ways that may include funding 
attendance at conferences.  
 
As an example, the Lions Club, in keeping 
with one of its four stated public service 
goals of combating disability seems 
amenable to providing assistance at the 
local level - through their Core 4 program. 
Other community service groups may 
appreciate the opportunity to be of 
assistance to you, as well.  

Local Universities, Colleges, and Job 
Assistance Centers  

These organizations may also provide 
financial back up to your efforts to attend a 
conference. Contact those departments 
within the organizations that seem to be 
logically linked to:  

o Community outreach  
o Accessibility and sharing resources 

within a community  
o Providing training to promote 

community systems change  
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These organizations may support your 
participation as it relates to their academic 
goals and may be responsive financially.  

Check with the research or reference desk 
at your local library for information on 
disability organizations that might be able 
to provide some financial assistance.  

Foundation and grant reference materials 
are often available through your library and 
may be borrowed and taken home or 
studied in the library. Ask your Librarian for 
help.  

Internet-based material provides another 
source of information. When you access 
the Web Search function: type in 
“Developmental Disability” and you will find 
links to both Federal and State 
Organizations that may help.  

Choose the Link that interests you – click 
on it – and read about the services 
provided by the organization you have 
chosen. In most cases, these internet-
based resources will tell you about the 
organization and what they do. The site 
may also offer you links to other internet 
locations that may interest you.  

Look for links to services in your area and 
note addresses and telephone numbers so 
that you can contact these local sources to 
request a grant or funding information to 
help you attend the conference.  

5. Information available in the following IRS 
bulletins may show you which of your 
Conference related expenses may be 
deductible expenses on your income tax 
form as another means to offset your 
costs:  
 
Federal-Income Tax Publication 502, 
Medical and Dental Expenses, and 
 
Federal IRS Publication 907, Tax 
Highlights for Persons with Disabilities  
 
Note: Conference attendees should be 
sure to keep careful records of 
transportation and registration costs 
incurred while attending a conference.  

6. Be sure to keep careful records and all 
receipts relating to your conference 
attendance. Your sponsor or the IRS may 
require this information.  

7. Don’t forget to send a thank you note to 
your sponsor and include a brief summary 
of what you’ve learned that can be used by 
other individuals and families seeking 
similar information. 

For More Information Contact New York State 
Developmental Disabilities Planning Council. 
1-800-395-3372 
ddpc@ddpc.state.ny.us  
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Reprinted from Health Guide for Adults Living with Spina Bifida, published by Spina Bifida Association, 2005. 

���������
���
�
Use this checklist to start thinking about your physical activity and eating habits. Take a minute to think about 
good habits you already have and good habits that you can start! Please put a check mark in front of the 
items that you think you could get better at. 

 

___ I get regular exercise.      ___ I am happy with my weight. 
___ I do wheelchair push ups (weight shifts) every 20 minutes when sitting the chair. 
___ I fix healthy, balanced meals.     ___ I wear socks and shoes at all times. 
___ I check my feet for skin breakdown daily.   ___ I bathe daily and check my skin for skin problems. 
___ I eat a healthy diet of foods that are good for me.   ___ I drink 6-8 glasses of water daily. 
___ I exercise at least 3-5 times per week.   ___ I take a multivitamin everyday. 
___ I maintain my wheelchair or equipment in an acceptable condition. / �
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Date: January 18, 2009 
Time: 5 PM – 8 PM 
Place: Willard Mountain  
 Easton, NY (45 minutes NE of Albany) 
Activities:  Tubing, bonfire, pizza party, lodge activities 
Suggested Donation for Attending Tubing:  
         Individual with SB – $3.00 
        Immediate family members under 12 -- $3.00/person 

                   Family members 13 and over -- $5.00/person 
  

Make checks payable to: SBA of Albany.  
Mail to: 123 Saratoga Road, Scotia, NY 12302. 
Maximum suggested fee/family $22.00! 

 
(Please note: We do not wish to exclude any individual or family because of the suggested donation of attending the event. If you 
are unable to pay the suggested fee, please send an amount that you feel you are able to afford.) 
 

RSVP is required! Deadline for RSVP is Tuesday January 13, 4:00 PM.  Mark your calendars now! RSVP today!! 
                     Suggested Donation 

Name of Individual with SB ________________________             $3.00  
 
Names & Ages of children 12 & under     $3.00 each 
 ________________________________                                _________ 
  ________________________________                                _________  
  
Names & Ages of family members 13 – 21     $5.00 each 
 ________________________________                               _________ 
 ________________________________                                _________ 
  
Names of Adults        $5.00 each 
 ________________________________                                _________ 
 ________________________________                               _________  
                                                                                           TOTAL   _________ 

 
 
Directions  

 
From Schaghticoke (10 min.)  
From the traffic light at the 
Schaghticoke Fairgrounds take 
Route 40 North 7.2 miles then 
take a right onto Vly Summit 
Road (look for the windmill). 
Follow Willard Mountain access 
signs from there. 

 
 
 

 
From the South  
(Albany, NY - 40 min.) 
(Troy, NY - 30 min.) 
(Latham, NY - 35 min.) 
Take Route 7 East over the Collar City 
Bridge. At the 2nd light take a left onto 
Route 40 North to Schaghticoke 
Fairgrounds. Follow directions above. 
 
 
 

 
From the West  
(Clifton Park, NY - 25 min.) 
(Schenectady, NY - 50 min.) 
Take Route 146 East. Merge onto Route 4 
North through Mechanicville. Take a right 
onto Route 67 East to Schaghticoke. Turn 
left at the light onto Route 40 North. 
Proceed North to the light at the 
Schaghticoke Fairgrounds. Follow 
directions above. 
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 ��! � ��"#$��% �&' �#(#$���� �
<�����'������,! � � Accessible Tennis Lessons Resume (Call Ahead) �

������ =�8�,! �  Folic Acid Awareness Week �
� ����������� ,! � � Board of Directors meeting 
    ,�   SB Tubing at Willard Mountain (Sign up now!)�
� ��>?�>@� ( � � � Preschool Family Program 
A �>�7� ,= � � � Board of Directors meeting�
� �>��� ,� � � � Tentative date for Mohonk Spring Program.  Watch for details!�
A �@� ) �� � � Board of Directors meeting 
<?�@� 3 �+ �) � � � SBA national conference�
� ?B?�
� ) � � � SBA of A/CD Goes to the Races!�
� �
���>�  � �+ � 3 � � Spina Bifida Weekend at Double H Ranch�
�

� �B���B    Call for Information: 
5��2&'� � � Accessible Tennis Lessons�
A���"&'� � � Teen and Young Adult Support Group 
C������&'� � � Preschool Family Support Group 
 

� �
��� 
��� � Chapter Summer Picnic 
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