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CHAIR LETTER  
 

Happy fall and happy Spina Bifida Awareness Month! 

I hope everyone had an enjoyable, fun, and relaxing summer! It was great to see so many of you at the 

ball game, out on the lake sailing or on the golf course for the Eric Crow Memorial Golf Tournament! 

At SBANENY we are gearing up for all of our fall and winter activities that we hope you join us at. 

I want to share a warm welcome to Kristen Hunt, SBANENY’s social work intern supporting case     

management services. For support, information and resources, referrals, or systems navigation,      

contact Kristen at casemanager@sbaneny.org or by calling the SBANENY office! 

With October being Spina Bifida awareness month, we have a couple of ways we are celebrating. 

There is a $10 for the 10,000 individuals living with Spina Bifida in New York State fundraiser     

happening on Facebook. If you are not following us on Facebook yet, please find us (Facebook.com/

SBANENY)! Additionally, we have "I love someone with Spina Bifida" shirts for sale for $10 with 

$2.50 for shipping if you haven't picked one up at a SBANENY event or are looking for more. We are 

wrapping up the month with our annual weekend at Double H Ranch from October 24-27th for      

families with children and young adults 5-21 years old. This weekend is a great opportunity to have 

some fun in the Adirondacks while getting to meet families from across the state.  

The fun continues into November when we have our Dare to Dream silent and live auction hosted by 

honorary chair Jill Konopka from WNYT. Dare to Dream is on November 23rd, 2019 at Wolferts 

Roost and this year we will be honoring DJ Lou Roberts with our You Make a Difference Award to 

thank him for his years of support as our DJ at Walk-n-Roll. By popular demand, we will also be 

bringing back a wheelchair dance performance with an opportunity for all those in attendance to    

participate. The dance troop has even offered to lead an adaptive dance workshop the day after Dare to 

Dream (November 24th) from 12-3 at the Guilderland YMCA; lunch is included. Check out the      

invitation inside this newsletter!  

We hope to see you at any of the events we have coming up this fall and winter! As always if you are 

interested in being involved in the planning of events or volunteering in any capacity, please reach out 

to Julia Duff at any time (518-399-9151).  We welcome all talents, ideas and abilities.  

Sincerely, 

Lyndsi Wickert  

Chair, Board of Directors  

Disclaimer: Spina Bifida Association of Northeastern New York does not endorse or recommend prod-

ucts, services or manufacturers and assumes no liability whatsoever for the use or contents of any 

product or service mentioned herein. The information provided in this newsletter is for informational, 

educational and entertainment purposes only. It is not intended as medical or professional advice. 



Thank you to our Silver Sponsors! 



October is Spina Bifida Awareness Month! 

Here are 8 ways for you to celebrate Spina Bifida Awareness Month. 

Share your story 

 Spina Bifida Awareness Month is an incredible time to share stories, connect with each other and spread awareness 

about Spina Bifida. Every year we ask members of our community to share their stories with us to be shared on social 

media. If you have a story you want to share that will help raise awareness about Spina Bifida, email SBANENY at  

admin@sbaneny.org. You can submit videos, images, and a sentence or paragraph about you/your family. 

 Share your story on social media and tag “Spina Bifida Association of Northeastern New York” so we can share it! 

Participate in SBANENY’s fundraising efforts 

 Purchase your “I love someone with Spina Bifida” long-sleeve shirt to wear on 10/25 for World Spina Bifida Day! 

($10 per shirt, $2.50 for shipping). Purchases can be made online at www.sbaneny.org or sending cash/check to 

SBANENY. Please provide your size and color preference.  

 Donate $10 for the 10,000 estimated individuals living with Spina Bifida in New York State online 

(www.sbaneny.org), Facebook.com/SBANENY or sending cash/check to SBANENY. 

Mailing address: SBANENY, 123 Saratoga Road, Scotia, NY 12302 
 

Coordinate a community fundraising event 

 Are you interested in hosting a community event, fundraiser, or campaign this October for Spina Bifida Awareness 

Month? Need some inspiration? Consider a bake sale, lemonade stand, car wash, bowl-a-thon, jump-a-thon, create and 

sell #SB stickers, or whatever your niche is! You can also set up a Facebook Fundraiser just for Awareness Month, or 

if your birthday is in October, celebrate it with us on Facebook.  
 

Stay up to date with all Awareness Month activities with us on Social Media 

 Over the next month, we will be sharing stories and Spina Bifida facts that help us raise awareness about the           

experiences of people living with Spina Bifida. Follow us on Facebook www.facebook.com/SBANENY and Instagram 

www.instagram.com/spinabifidaassoc_neny to stay informed and share information with your peers! 
 

 

Host a school or workplace awareness day 

 Encourage peers, your workplace or favorite business to wear teal on 10/25/19 for World Spina Bifida Day.  

 Share informational resources with your classmates/co-workers. (Requests can be made at SBANENY). 
 

Advocate with the Spina Bifida community 

 Write a letter to your representatives to provide updates on living with Spina Bifida. SBANENY’s advocacy priorities 

include enhancing medical care for individuals living with Spina Bifida, requesting funding to increase services for 

individuals and families in NYS beyond our service area, raising awareness about the unique experiences of  

individuals living with Spina Bifida and other disability rights legislature that impacts people living with Spina Bifida. 
 

Contact your local media 

 If you’re hosting an awareness day or community event, reach out to your local media outlets and ask them to provide 

coverage of your awareness activities! Newspapers, radio stations, and TV stations are all interested in stories that 

speak to overcoming adversity and connecting as a community.  

 Keep an eye out! SBANENY will be speaking on Sunday October 20th on WNYT at 7:30am and on Tuesday  

October 22nd on Schenectady Today. 
 

Set up a display case or information table 

 Most public and school libraries will allow you to set up a display case to promote a topic or cause. Or, ask your clinic, 

hospital, or workplace! Your display case can have photos, stories, Spina Bifida facts, brochures, etc. This is a great 

way to raise awareness about Spina Bifida, disability & accessibility as it pertains to your community!  
 

Thank you for making a difference! Happy Awareness month! 

  

mailto:admin@sbaneny.org
http://www.sbaneny.org
http://www.sbaneny.org
http://www.facebook.comSBANENY


 

Live & Silent Auction  

Appetizers, Desserts & Live Entertainment by Fresh 
 

November 23, 2019 

6:00 to 10:00 PM  

Honorary Chair, Jill Konopka WNYT 

You Make a Difference Award Recipient: DJ Lou Roberts 

Wheelchair Dance Performance 

Join us as an attendee or consider an event sponsorship, honorary committee, or program advertisement! 

For more information, to register, sponsor or donate, visit www.sbaneny.org or contact SBANENY 

518-399-9151/admin@sbaneny.org 



You are cordially invited  
SBANENY Adaptive Dance Workshop 

Sunday, November 24, 2019 

12:00pm—Lunch 

1:00pm-3:00pm—Dance! 

Guilderland YMCA: 250 Winding Brook Dr, Guilderland, NY 12084  

 

Free instructional partner dance class  

Both seating and standing dance partners are welcome—bring a partner if you can! 

Please RSVP by November 17, 2019 

if you would like to attend.  

If you have questions about attending 

please contact the office! 

Tel: 518-399-9151 

Email: admin@sbaneny.org 

————————————————————————————————————————————————————————— 

RSVP form– Adaptive Dance Workshop 

Name:_______________________________________________________________________ 

Street Address: ________________________________________________________________ 

City, State, Zip: 

____________________________________________________________________________ 

Phone: _________________________ Email: ____________________________ 

Total attending :_________________ 

Allergies: ________________________________________________________________ 

Please return forms to: Spina Bifida Association of NENY, 123 Saratoga Road, Scotia, NY 12302 



SBANENY PROGRAMS 

6TH BIENNIAL EDUCATION DAY 

SAVE THE DATE– MAY 30-31 2020  

University at Albany School of Public Health 

1 University Place Rensselaer, NY 12144 

 

 Scholarships will be available for travel, lodge, and registration fees 

 Lunch included 

 Evening socials 

 Current anticipated topics: Physician Panel (Neurosurgery, Urology, Orthopedic Surgery), Adaptive 

Recreation, Sexual Health & Intimacy, Mental Health & Self Care.  

 Keep an eye out for registration and scholarship information in early 2020!  
 

Want to participate in planning the 2020 Education Day? Contact SBANENY today!  

——————————————————————————————————–———————————————————————— 

Thank you to everyone who joined us for a day on the lake!  



Thank you to our Silver Sponsors! 



EQUIPMENT EXCHANGE  

DONATIONS AVAILABLE 

 Bard brand, clean cath, 12 French catheters (13 boxes) 

 Stay Dry Briefs ,2 boxes (4 packages in each box)  

 Hospital Bed—no mattress 

News to Use 

NYS COMPTROLLER THOMAS DINAPOLI  

Press releases to check out!  

 Employment rates for people with disabilities living in NYC 

 Residents of Long-Term Care Facilities Lacking Access to 

Advocates  

For more information: https://www.osc.state.ny.us/press/index.htm  

SURVEYS 

National Needs Assessment: Mental Health Services for     

People with Developmental Disabilities: https://

uaa.co1.qualtrics.com/jfe/form/SV_0HcK53gBB1k8Bvv  

2019 National Survey on Health and Disability. Share how 

access to health care and insurance affects your life: 

https://tinyurl.com/NSHD2019  (Enter to win $100!) 

HOUSING 

New York Housing Resource Center (HRC) for people 

with intellectual/developmental disabilities is a central 

depository for housing & housing-related services & 

resources. Check out their housing navigation services

- Housing Navigation is a focused, outcome oriented, 

and time limited service that helps people with I/DD 

who need or want to move to community based hous-

ing to obtain and maintain stable, long-term housing of 

their choice. https://nyhrc.org/Housing_Navigators  

ADAPTIVE DRUMMING/MUSIC 

Date & Time: October 29, 2019, 4 pm – 5 pm 

Location: ILCHV  (15-17 Third Street, Troy, NY)  

RSVP to: Brennan Williams 518-274-0701 ext. 129 bwilliams@ilchv.org   

This unique drumming/music class is for people of ALL ages and abilities. If you've always wanted to be a    

drummer and have limited upper body movement and dexterity, this is the class for you! The technology we will 

use, facilitated by an iPad, will allow us to play sounds and musical phrases through movement and gestures (eyes, 

head, nose, hands, etc.). Leaf Miller, an occupational therapist and drummer, co-created this software a decade 

ago. She has been teaching drumming/musical classes for people with disabilities for many years.  

OPWDD 

Dr Ted Kastner, Commissioner of OPWDD appeared 

at the NYC Fair on 9/12/19 to talk to and hear from the 

families of people with  Developmental  Disabilities 

and learn how they are impacted by OPWDD. Check 

out the video here: https://www.youtube.com/watch?

v=edIaEBzuI9E&feature=youtu.be  

SB-YOU Webinars 

November 4, 2019: Bowel Management Q & A 

TBD: How to Choose an Insurance Provider and 

Write an Appeal Letter 

Previous webinars: 

Bowel Management - It's All in the Routine! 

Take Care of Your Mental Health 

Get Fit and Stay Healthy 

To view: https://www.spinabifidaassociation.org/

FREE SELF -ADVOCACY TRAININGS 

This training is designed for youth and young adults 

(14+) with intellectual/developmental disabilities (but 

all self advocates are welcome)! Flyer: https://

gallery.mailchimp.com/b5ba8e60a1cc093a382200353/

files/1bf424b5-9e70-4ce4-87f1-08d4c6880d4d/

NY ABLE 

The Stephen Beck, Jr. Achieving a Better Life     

Experience (ABLE) Act of 2014 allows those with 

disabilities to save for qualified disability expenses 

without the risk of losing their benefits from       

assistance programs like SSI and Medicaid.   

To set up yours: https://www.mynyable.org/  

https://www.osc.state.ny.us/press/index.htm
https://uaa.co1.qualtrics.com/jfe/form/SV_0HcK53gBB1k8Bvv
https://uaa.co1.qualtrics.com/jfe/form/SV_0HcK53gBB1k8Bvv
https://www.youtube.com/watch?v=edIaEBzuI9E&feature=youtu.be
https://www.youtube.com/watch?v=edIaEBzuI9E&feature=youtu.be
https://www.spinabifidaassociation.org/education/sb-you/
https://gallery.mailchimp.com/b5ba8e60a1cc093a382200353/files/1bf424b5-9e70-4ce4-87f1-08d4c6880d4d/NYISA_Regional_Advocacy_Training_AD_Flyer.pdf
https://gallery.mailchimp.com/b5ba8e60a1cc093a382200353/files/1bf424b5-9e70-4ce4-87f1-08d4c6880d4d/NYISA_Regional_Advocacy_Training_AD_Flyer.pdf
https://gallery.mailchimp.com/b5ba8e60a1cc093a382200353/files/1bf424b5-9e70-4ce4-87f1-08d4c6880d4d/NYISA_Regional_Advocacy_Training_AD_Flyer.pdf
https://www.mynyable.org/


SBANENY Giving 

There are many ways to give to SBANENY that makes a 

difference for individuals living with Spina Bifida and their 

families. Our services support individuals and families in 

addressing complex medical needs, identifying appropriate 

supports and services, advocating and raising awareness to 

decrease stigma and inaccessibility, and providing support 

and educational programming.  

Check out ways you can get involved below!  

 Enroll to become a monthly donor by contacting  

SBANENY 

 Sponsor one week of internship experience for young 

adults enrolled in the internship program: $125 

 Sponsor one individual or family living with Spina Bifida 

in receiving services for 1 year: $175 

 Celebrate your birthday with a Facebook fundraiser     

supporting SBANENY 

 Recycle with SBANENY! 

 Update SBANENY on your preferred contact method 

(mail, email, both!) 

 Donate your used ink cartridges to the SBANENY    

office 

 Clynk through Hannaford  

 Sign up with Clynk for the SBANENY Eco-

Awesome Challenge 

 Donate your recyclables to SBANENY and we will 

drop them off for you.  

 Pick up a Clynk bag & tag from the SBANENY    

office and drop it off at your local Hannaford.  

Thank you to our Dare to 

Dream 2019 Sponsors! 

- - - - - - - - - - - - - - -  

Bronze Sponsors 

 CBRE Albany 

 1st National Bank of Scotia 

 Cure Medical 

- - - - -  - - - - - - - - - -  

Honorary Committee 

Two Star 

 First New York Federal 

Credit Union 
 

Interested in publicity for your business? 

There are still sponsorship opportunities, 

program advertisements, and honorary 

committee memberships available! 

Visit www.sbaneny.org or contact the 

SBANENY office to learn more: 

518-399-9151 / admin@sbaneny.org 



ABOUT SBANENY 
 

Our purpose is 

Support 

Health & Wellness 

Awareness 

Respect & Dignity 

Empowerment 

123 Saratoga Road 

Scotia, NY 12302 

 

RETURN SERVICE REQUESTED 

UPCOMING EVENTS 
 

DOUBLE H RANCH FALL FAMILY 

RETREAT 

October 24-27  

Lake Luzerne, NY 

 

DARE TO DREAM 

Saturday, November 23, 2019 

Wolfert’s Roost Country Club 

 

ADAPTIVE DANCE WORKSHOP 

Sunday, November 24, 2019 

Guilderland YMCA 

 

COMMITTEE MEETINGS 

Dare to Dream– 11/12/19 

Audit, Finance and Investment—

TBD 

Education Day– 11/19/19 

Board of Directors– 11/9/19 

Walk-N-Roll & 5K—December 
 

COMMITTEES TO JOIN 

Advocacy 

Audit, Finance and Investment 

Education Day (conference) 

Dare to Dream  

Walk-N-Roll and/or 5K 

 

FOR MORE INFO: 

Email: admin@sbaneny.org 

t (518)399-9151 

f  (518) 399-5639 

Call us toll free: 855-722-6369 

 

VISIT OUR WEBSITE —  

FIND US ON SOCIAL MEDIA! 

Website: www.sbaneny.org 

Facebook: /SBANENY 

Instagram: /spinabifidaassoc_neny  
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Estate Planning  

Memorials 

Honorariums  

Have you considered including SBANENY in 

your estate plans? You may also want to  

consider honoring or memorializing a friend 

or a loved one with a gift to SBANENY. 

Memorial forms are available. Please 

contact our office. 
Become a sponsor, plan to attend, 

or donate at sbaneny.org. 

mailto:rmshanahan@lawbyshanahan.com

