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WELCOME LETTER  
 
Happy Spring! 

 We look forward to warmer weather and more outdoor activities. One of those is our 
12th Annual Walk-N-Roll taking place again on Saturday, May 14th in Schenectady’s Central 
Park and 2 “Hot Spot” locations downstate, including the Walkway Over the Hudson in 
Poughkeepsie and Eisenhower Park in Nassau County.  Please join us in celebrating the Spina 
Bifida Community at any location by signing up today at this link.  

 Over the last few months we have been very involved in advocating and raising 
awareness about Spina Bifida and SBANENY services.  We were able to meet with over 25 
representatives from the New York State Assembly and Senate.  We’ve done that on an annual 
basis, to better inform our state representatives about what’s needed by our consumers and our 
chapter.  We thanked them for providing us with funding in the NYS Budget for the last two 
years and asked for them to consider ongoing funding.  Stay tuned, because we are still trying 
to find out if we are in this year’s budget. 

 SBANENY also represented all of New York State at the recent National SBA Teal 
on the Hill advocacy event requesting increased monies for CDC funding for the Spina Bifida 
program to improve research and healthcare outcomes for individuals living with Spina       
Bifida.  It was a wonderful experience and opportunity to support national advocacy efforts.   

 We have also partnered with other SBA Chapters on a couple of programs including 
the 2nd Annual Strut & Stroll with SBA of Greater New England with over 200 registrants, 
featuring 8 models from New York State. The fantastic Fashion Show and roundtable with the 
contributing brands and designers can be found here. I think that you will find it fun, inspiring, 
and informative! 

 We recently kicked off our 100 Mile Challenge – a wellness challenge with a twist, 
with an Education Day in partnership with SBA of Greater New England, Arizona, Iowa and 
North Texas.  Over 100 registrants gained information about mental health, bowel and bladder 
health, physical activity and nutrition. A recording of all sessions can be found at our 
YouTube Channel as well. 

 You can see that we are actively supporting the Spina Bifida Community in a variety 
of ways. If you’d like to find out more or perhaps join us for future activities go to our       
website—www.sbaneny.org.  Thank you very much for your support! 

        Jim Dunham, Chair 

SBANENY Board of Directors  

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

products, 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. 
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http://www.sbaneny.org.


https://charity.pledgeit.org/SBANENYWalkNRoll


 

NEW WALK-N-ROLL LOCATIONS IN 2022!  
CONSIDER VISITING A “HOT SPOT” IN POUGHKEEPSIE OR LONG ISLAND  

TO CONNECT WITH OTHER FRIENDS IN THE SPINA BIFIDA COMMUNITY!  





 
SBANENY Updates & Programs 

March 17th, 2nd Annual Strut & Stroll: Fashion For All 

The 2nd Annual Strut and Stroll in collaboration with the Spina Bifida Association of Greater New England took place last 

month featuring models with Spina Bifida from both chapters. The fashion show premiere was followed by a roundtable where 

models and designers got to answer questions about the future of adaptive fashion. A recording of the show can be watched 

HERE. Enjoy some pictures of our models below! 

 

 

 

 

 

 

 

 

April 2nd- May 14th, 100 Mile Challenge 
 

Since April 2nd, SBANENY has been going 100 miles for Spina Bifida! Alongside four other Spina Bifida Association chapters 

across the country, we are logging miles as we work towards our wellness goals. If you would like to join the challenge visit the       

registration page HERE. Participation is free with a wide array of wellness opportunities!  

• Kick-Off Virtual Education Day—SBANENY co-hosted an Education Day with the partnering chapters to kick off the 

100 Mile Challenge. Sessions topics include mental health, staying active, bowel and bladder health, and nutrition. You can     

access all the recordings by clicking HERE. 

• Programs and Workshops in May: Join us as we round out our 100 Mile Challenge with virtual programs leading up to 

our annual Walk-N-Roll on May 14th! These programs target changing specific wellness habits to enhance your overall    

fitness and well-being.  

• Chair Yoga with Leni Ferner: May 1st, 12-1PM. Register HERE 

• Value Wheels Webinar: May 3rd, 5:30-6:30PM. Register HERE 

• Progress Check-In: May 5th, 8-9PM. Register HERE  

• Forest Bathing– Virtual Experience with Suzanne Bartlett Hackenmiller: May 9th, 8-9PM. Register HERE 

• Forest Bathing Part Two with Dr. Hackenmiller: May 11th, 8-9PM. Register HERE  

• Wrap-Up Party: May 16th, 8-9PM. Celebrate your accomplishments with our 100 Mile Challengers! Register HERE 

Keep up to date will all of our programming!  

You can find our program archive HERE and see upcoming programs HERE! 

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

April 29th—May 1st, NY Metro Abilities Expo 

New Jersey Convention & Expo Center , 97 Sunfield Avenue,  Edison, NJ 08837  

SBANENY will be attending the 2022 NY Metro Abilities Expo, sharing a table 

with our friends from The Spina Bifida Resource Network and Spina Bifida         

Association Of The Delaware Valley. 

Schedule:  

• 4/29: 11:00am-5:00pm, 4/30: 11:00am-5:00pm, 5/1: 11:00am-4:00pm 

Learn more and sign up to attend for free HERE. 

Reimbursement scholarships are available to offset the costs of travel and lodge.    

To learn more, click HERE. 

https://www.youtube.com/watch?v=vwhTmeRPV1c&t=2s
https://charity.pledgeit.org/SBANENY100MileChallenge
https://www.youtube.com/channel/UCtW3miRRFpTZQl4LE1aKd7g/videos
https://us02web.zoom.us/meeting/register/tZYude2gpzkrHNLYarB08ZRzX-jybfPpt9vR
https://us06web.zoom.us/meeting/register/tZAvd-uhqzMpH9HXPCI7nJs_aB_FmCBm6otC
https://us02web.zoom.us/j/82385586960?pwd=Sjc0N3FTNFZmcEFEeklxaDlZSzFkUT09
https://us02web.zoom.us/meeting/register/tZErcOurrTsuHtyb77TSLDWAVndOxcLPiihs
https://us02web.zoom.us/meeting/register/tZ0lc--vpz0pHdBgrYzY6PXuAws0Pr8f38eC
https://us02web.zoom.us/meeting/register/tZUsc-2rrjMjGdM0aC7PCSKoZyiNuWCbLsZA
https://mailchi.mp/sbaneny/sbaneny-program-library
https://mailchi.mp/sbaneny/sbaneny-programs
https://www.abilities.com/newyork/
http://sbaneny.org/wp-content/uploads/2022/03/Assistance-Abilities-Expo-2022b.pdf


 
SBANENY Updates & Programs 

April 20, 2022, Capital Region Today with Ann Parillo  

Thank you Ann Parillo for having Executive Director Julia Duff on Capital Region Today to discuss 

Spina Bifida, SBANENY, and our upcoming Walk-N-Roll presented by Byram Healthcare! Watch 

the full interview HERE. 

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

Spina Bifida Healthcare Provider Survey 

SBANENY is seeking to expand our database of medical care providers who work with individuals 

living with Spina Bifida. We are asking for your help in updating and adding to this database by 

sharing information on your care providers as well as any information you have on other providers and specialists that are serving 

the Spina Bifida community. Find the survey HERE!  

• On Friday, May 13th, SBANENY will be attending the Spina Bifida pediatric and adult clinics at Albany Med! To learn more 

about clinical care at Albany Med, click HERE. 

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

Congratulations to Conlee & Bryan! 

 

This April, SBANENY wished Conlee 

and Bryan good luck as they transitioned 

to new employment opportunities!  

 

Thank you both so much for your years 

of support pursuing our mission!  

 

https://www.byramhealthcare.com/product-and-services/catalog/63113-urology?utm_source=sba_ny&utm_medium=email&utm_campaign=newsletter_jan22&utm_content=urology+product+catalog
https://www.youtube.com/watch?v=2JIblYPQAsk
https://docs.google.com/forms/d/e/1FAIpQLSdJgJHKC-j_r3AKlOKBbD5sgqNjamC1dzphEZRhW28sVYv9lw/viewform?usp=sf_link
https://www.amc.edu/patient/services/Surgery/neurosurgery/spina-bifida.cfm
http://sbaneny.org/non-displayed-pages/archived-pages/mets/


Thank you to our Walk-N-Roll Sponsors! 

Thank you so much Rivers Casino & 

Resort Schenectady for selecting 

SBANENY as the charity of choice this 

past February. Rivers Casino & Resort 

was able to raise over $4,400 for 

SBANENY programs and services in 

just 28 days!  

Thank you for helping us build a better 

and brighter future for all those        

impacted by Spina Bifida! 

You can learn more about Rivers at our 2022     

Walk-N-Roll at Central Park, in Schenectady, NY.  



 
National Spina Bifida Association Updates 

Clinical Care Meeting: The Spina Bifida Clinical Care Meeting is an opportunity for healthcare professionals serving the   

Spina Bifida community to network, partner, and collaborate. CME’s and CEU’s will be available. Attendees will learn about 

SBA’s Collaborative Care Network, the latest research, SBA priorities, and care processes of importance to people living with 

Spina Bifida. The event will consist of plenary sessions that all participants will attend, followed by a series of breakout sessions 

that attendees can choose from.  

When & Where: June 3rd—June 5th, Boston Children’s Hospital in Boston, Massachusetts  

• VIEW THE AGENDA 

• REGISTER TO ATTEND  

• SBANENY is offering reimbursement scholarships to offset costs of registration, travel and lodge. You can find more   

information on the available scholarships HERE. 

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

National Survey Results: The COVID-19 Vaccine  

The National Spina Bifida Association recently conducted a survey about Spina Bifida and 

the COVID-19 vaccine. The feedback received will go a long way in helping advocate for the 

Spina Bifida community. To see the results click HERE. Find more information and the     

answers to your questions from SBA’s Medical Director HERE. 

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

Teal on the Hill—Advocacy Follow-Up 

Nearly 150 people from across the country, including people living with Spina Bifida, their 

parents, caregivers, and medical professionals, participated in 86 meetings with U.S. House 

and Senate staff members as part of the Spina Bifida Association’s annual “Teal on the Hill.” 

Advocates shared their experiences living with Spina Bifida and     

requested an increase of $4 million a year for the National Spina    

Bifida program at the U.S. Centers for Disease Control and Prevention 

(CDC). (Read the entire article HERE.) Part of the National Spina 

Bifida program at the CDC is the National Spina Bifida Patient     

Registry (NSBPR). SBA’s Professional Advisory Council advocated 

for the establishment of the NSBPR at CDC, to collect the scientific 

data needed to evaluate existing medical services for spina bifida   

patients. Established in 2008, the Patient Registry provides the framework for a systematic approach to improving the quality of 

care received at spina bifida clinics nationwide.  

• To learn more about the Patient Registry, click HERE. 

• All publications from the NSBPR can be found HERE.   

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

Chapter Awards 

The National Spina Bifida Association Chapter Awards are now open for nominations! Awards you can submit nominations for 

include: Innovative Programming, Outstanding Program for Adults, Outstanding Program for Children, Volunteer of the Year, 

and Outstanding Awareness Campaign. Submit your nominations HERE by June 3rd and keep an eye out for a celebration      

ceremony on Wednesday June 29th!  

https://www.spinabifidaassociation.org/wp-content/uploads/2022-SBCCM_Agenda_Final.pdf
https://registration.sitesolutionsworldwide.com/synergy/v_1_/home/login.php?ccc=9_54_1415&syntrack=&scid=1415
http://sbaneny.org/wp-content/uploads/2022/03/Clinical-Care-Meeting-Application.pdf
https://www.spinabifidaassociation.org/wp-content/uploads/SBA-Covid-19-Survey-Summary-Findings-Report.pdf
https://www.spinabifidaassociation.org/covid19/
https://www.spinabifidaassociation.org/news/spina-bifida-association-sba-holds-annual-teal-on-the-hill-federal-advocacy-day/
https://www.cdc.gov/ncbddd/spinabifida/nsbprregistry.html
https://www.cdc.gov/ncbddd/spinabifida/nsbpr-registry-publications.html
https://docs.google.com/forms/d/e/1FAIpQLSdSPo_xbCCOYIxB6eJeRs_fOGZkNtPieZsaPbCotWVfzPJgMw/viewform


NEWS TO USE  

SCHOLARSHIPS 

SBANENY Scholarships 

Did you know SBANENY offers three scholarships to      

support individuals and families with Spina Bifida?  

• Helen R. Mertens: Scholarships for individuals with   

Spina Bifida pursuing higher education, technical training, 

or drivers education. 

• Frank Bucino Jr. Memorial: Scholarships for people 

with Spina Bifida attending a national or regional Spina 

Bifida Conference OR in the pursuit of education or        

technical training.  

• Technology and Related Supports: Scholarships for 

people and families living with Spina Bifida to provide or      

improve access to virtual opportunities as a result of the 

COVID-19 pandemic.  

Click HERE to learn more and apply in 2022! 

ACCESS 

Adidas Pushing For Greater Inclusion Of Athletes 

With Disabilities 

• Adidas is calling on marathons to set aside bib number 321- 

a figure associated with Down syndrome for neurodivergent 

runners and one of the country’s biggest races is already on 

board. Read this article to see how Adidas is pushing for 

changes in the athletic industry.  

National Public Health Week in NYS 

• In observance of National Public Health Week, The NYS 

Department of Health (DOH) Highlights the importance of 

an accessible state for all New Yorkers. The DOH commits 

to advancing health solutions for New York residents living 

with  disabilities or mobility limitations through advocacy 

and the creation of specialized programs. Read the full press 

release HERE. 
NY to Make Absentee Ballots More Accessible for   

Voters with Disabilities 

• A federal court approved the terms of a settlement         

agreement that requires the NYS Board of Elections to    

create a statewide remote mail-in system so that voters who 

are blind, or have other print disabilities, can read and mark 

their ballots independently. Read the full article HERE. 

 

 

 

EQUIPMENT 

The National Disability Institute (NDI) Spotlight on 

Permobil: Assistive Technology Including Standing 

Wheelchairs  

• Thursday, April 28th, 2022: 12:00-1:00 p.m. ET 

• This webinar will discuss the medical and functional        

importance of standing, review the tried-and-true qualities 

of the F5 Corpus VS, and discuss the latest updates        

including a new group 3 Medicare coding option!  

• Register HERE. 

HOUSING 

Biden Administration Expanding Medicaid Program 

That Helps People Leave Institutions 

• The Centers for Medicare and Medicaid Services said that 

it will make available over $110 million to expand the 

Money Follows the Person program which gives states 

extra funds to provide employment, housing and other 

services to help  people transition from nursing homes 

and other institutions to homes in the community. Read 

the full article HERE. 
 

EMPLOYMENT 

Schenectady County Connects: Job Trainings  

• Schenectady County Connect is offering virtual workshops 
on resume development, employment skills, services, career 
fairs, and more! Check out the May classes HERE. 

Employment First Community of Practice  

• A webinar on “Employment Networks” (EN) is happening 
on April 27th from 3:00-4:00 p.m. A panel of experts will       
discuss Employment Networks and provide suggestions and 
perspectives from the administrative, state, and provider 
level on Employment Networks’ benefits for Competitive 
Integrated Employment opportunities. Register HERE. 

 

http://sbaneny.org/chapter-programs/financial-scholorships/#:~:text=SBANENY%20is%20pleased%20to%20administer%20the%20following%20scholarships.&text=The%20purpose%20of%20the%20scholarship,of%20%241000%20per%20fiscal%20year.
https://www.disabilityscoop.com/2022/04/08/adidas-pushing-for-greater-inclusion-of-athletes-with-disabilities/29796/
https://health.ny.gov/press/releases/2022/2022-04-08_public_health_week.htm
https://citylimits.org/2022/04/12/ny-to-offer-more-accessible-absentee-ballots-for-voters-with-disabilities/
https://us02web.zoom.us/webinar/register/WN_9iQ5mlfhRsS5H9OYJ5NWSw
https://www.disabilityscoop.com/2022/04/07/biden-administration-expanding-program-that-helps-people-leave-institutions/29794/
C:/Users/SBANE/Downloads/May 2022 Virtual Workshops.pdf
https://us06web.zoom.us/webinar/register/WN_l_Z_r4uJQ6Oq1VIxcQUirA


NEWS TO USE  

RESEARCH 
 

Survey for people with I/DD seeking Health Care 
 

• The Association of University Centers on Disabilities 

(AUCD) and Community Catalyst are holding a focus 

group to learn about the experiences of people with       

intellectual and developmental disabilities (I/DD) when 

getting health care. They know that visits to the doctor are 

not always great, and want to make them better. Hearing 

about your experiences will help educate doctors, nurses, 

and therapists about what they can do to make your health 

care visits better. Click HERE to take the survey. 
 

Help Us Find the Causes of Spina Bifida!  
 

• The Gleeson Lab at UC San Diego is working to set up an 

international registry of patients with meningomyelocele 

and fund new studies investigating how folic acid reduces 

the risk of Spina Bifida. This study is supported by a     

National Institute of Health (NIH) awarded grant from the 

NIH’s Eunice Kennedy Shriver National Institute of Child 

Health and Human Development. Take the survey HERE. 

 

PROGRAM OPPORTUNITIES 

The Disability EmpowHer Network  

• This is a national organization that facilitates different      

programmatic experiences for women and girls with       

disabilities. They are currently accepting applications for 

their Disability EmpowHer Camp—a year long opportunity 

for teens girls ages 13-18.  

• You can view the application HERE. (Deadline to apply is 

April 24th!) Learn more about their organization HERE. 

National Spina Bifida Education Day for Young 

Adults and their Families 

• Transition Throughout Life - Living with a Chronic       

Condition, April 30, 2022 

• The presentations will address medical, educational, and 

social topics related to growing up with Spina Bifida, and 

will present information for teens and young adults with 

Spina Bifida and their families. 

• There will also be time for Q&A with the speakers and   

panelists at the conclusion of each presentation. 

• $25.00 per household—Purchase your ticket HERE! 

 

 

DISASTER PREPAREDNESS 

The Dialogue 

• A new issue of The Dialogue from the Substance Abuse 

and Mental Health Services Administration (SAMHSA) 

Disaster Technical Assistance Center (DTAC) explores 

ways to ensure inclusion of people with disabilities and 

other functional and access needs in all phases of disaster           

preparedness, response, and recovery. Read the issue 

HERE. 

SEXUAL EDUCATION TRAININGS FOR 

PEOPLE WITH I/DD: LEARN TO LEAD  

For Teaching Teams Made Up of a Self-Advocate and 

a Professional 

• May 10-11, 9:00am-4:30pm @ CFDS, 314 South       

Manning Blvd. Albany, NY 12208  

• In this 2-day in-person training, teams of self-advocates 

and professionals will learn how to lead sexuality          

education classes for people with I/DD.  

• This training serves Region 3 counties: Albany, Columbia, 

Dutchess, Fulton, Greene, Montgomery, Orange, Putnam, 

Rensselaer, Rockland, Saratoga, Schenectady, Schoharie, 

Sullivan, Ulster, Warren, Washington, Westchester  

• Register HERE. 

For Teaching Teams Made Up of a Person with I/DD 

and a Professional  

• June 2-3, 9:00am-4:30pm @ SANYS, 1021 Broadway 

Street Buffalo, NY 14212 

• In this 2-day training, you and your team member will learn 

how to lead sexuality education classes for people with I/

DD in your community. Your team should include one           

self-advocate (a person with I/DD) and one professional.  

• This training serves Region 1 counties: Allegany, Chemung, 

Cattaraugus, Chautaugua, Erie, Genesee, Livingston,    

Monroe, Niagara, Ontario, Orleans, Schuyler, Seneca, 

Steuben, Wayne, Wyoming, Yates. Additional trainings will 

be held in other regions.  

• Register HERE. 

Find all of our previous E-News and Newsletters 

available on the SBANENY website HERE! 

 

 

https://www.surveymonkey.com/r/G5XYSNJ
https://docs.google.com/forms/d/e/1FAIpQLSe13stoVNotxk0QquWRqLSDaolcJQkksOAmPPqSFykt9aNL6Q/viewform
https://www.disabilityempowhernetwork.org/camp-application
https://www.disabilityempowhernetwork.org/
https://www.sbevents.org/index.cfm?fuseaction=donorDrive.event&eventID=880&fbclid=IwAR1nigc8EYRMS2OkZyqUKcPpdjYTiBZpurBrzZiyqKlYtc9Q-WtaWTRGd9w
https://www.samhsa.gov/sites/default/files/dtac-dialogue-vol-17-issue-1-2.pdf?utm_source=SAMHSA&utm_campaign=0bdc841b17-SAMHSA_Dialogue_2022_04_04_1600889&utm_medium=email&utm_term=0_ee1c4b138c-0bdc841b17-167875901
https://www.eventbrite.com/e/teams-person-with-idd-and-a-professional-learning-to-lead-sex-ed-classes-tickets-255572242457
https://www.eventbrite.com/e/teams-person-with-idd-and-a-professional-learning-to-lead-sex-ed-classes-tickets-276612394117
https://mailchi.mp/9d4649b1c6db/sbaneny-landing-page


JOIN THE TEAM! 

If you are interested in offering your support and expertise to the Spina Bifida community, contact the Spina Bifida 

Association of Northeastern New York to learn more about our Board of Directors, Professional Advisory Council, 

or one of our volunteer committees!  
 

COMMITTEE MEETINGS     COMMITTEES TO JOIN 

Governance—May 4, 2022     Conference 

Development—May 18, 2022     Development 

Dare to Dream–  May 11, 2022     Dare to Dream 

Board of Directors– May 21, 2022    Direct Mail Campaign 

         
 

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

 

ESTATE PLANNING 

MEMORIAMS & 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. 

UPCOMING EVENTS! 

 

Adult Group 

April 26, 2022 

 

Walk-N-Roll for Spina Bifida 

May 14, 2022 

 

Spina Bifida Day at Citi Field 

July 3, 2022 

ABOUT SBANENY 
 
 

Mission: To build a better and bright future for all those impacted by Spina Bifida. 

 

Our purpose is 

 Support 

Health & Wellness 

Awareness 

Respect & Dignity 

Empowerment 

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

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


