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Happy New Year!

It is bittersweet to be writing t
Bi fida Association of New York S
wi || no | onger be producing an ex
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updates. We believe this wildl be
to engage with our individuals, f
this ti me t o ask our consumer s
preferences by contacting the off
We wi | | continue to share daily
SBANYS1 & I nstagram. caome&piynalmiafl.l
frequently wupdate our website re
(Sbanys.org). Be sure to follow
receive email updates at our webs
| am excited to welcome three new
Cerone, Joan Dadey and Christina
a unigue personal and professiona
share our vision to effectively
in New York State. They have ser
assisted with planning regional p
Board of Directors. We are gratef
our work together!
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We have an exciting year ahead wi
continue reading and visit our we
I hope to see you at one of our wu
Sincerely,

Julia Duff, Executive Director
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ADVOCACY

Build a better and bri ght.e et ure fo

| mpacted by Spina Bifida I N
Spina Bifida Association 2 0
Each year, SBANYS staff and ad YS
Assembl ymembers to communicate § t he
budget needs of the Spina Bifi o i s
SBANYS al so résguesnsi nNued fina ; f o
statewi de prograNrasienrvdtseery\oiucetso._ Yy,
February 4th -Arempm:00amlbany  } =da
Advocacy Day! \
Where Meetings are scheduled in person at tVh e t lue ¢
meetings wil/ be scheduled on Tuesday 2/ 18/ 25 for
Wh o | ndi vi dual s, caregiver s, and providers in th
Assembly & Senate targets including regional repr
Heal t h, Ment al Heal th, Ways and Means/ Finance, Ma
the schedule and meeting materials by emailing SB.
Wh a 't is oWe ars&k?requesting funding from NYS to
servi 8BANYS is the sole statewide Spina Bifida
individuals and families |living with Spina Bifida
accurate information, comprehensi veobshmedllt hbcuatr emi g
continues to work tremendously hard to alleviate
those we serve. Annually, SBANYS expands its reac
needs of the community. However, we are only +tou
support can | ook 1like. We need financi al support
individuals |iving with Spina Bifida, their famil
How can you get involved?

9 Attend ourontrMaomdalyg, January 27th at 5:30pm via
prepare our message, and plan hot psneleh s man ywsi.toh
advoctarcayi ni ng/

T Register towiddhvyoatrerepresentative on Februdmpy: -
sbanys. or g/ gavdav oecdaeclyd 2 S b

T Contact your r efphree seaammaii gre! page has templ at e
representative for you. Al Il you have to do is 1in
https: fp/alpeestcdadri cl i ck. com/ 6786

T Submit a pictureoandoweSpimanBiali da i mpacts you
receive continued funding from NYS in order to
Spina Bifida community to Kathleen. Watt @sbanys. o


https://sbanys.org/gva_event/advocacy-training/
https://sbanys.org/gva_event/advocacy-training/
https://sbanys.org/gva_event/sb-advocacy-day-2025/
https://sbanys.org/gva_event/sb-advocacy-day-2025/
https://hosted-page.civiclick.com/6786

ADVOCACY

Di sability Summit for Change 2025

On Sunday January 12, 2025, SBANYS partnered wit
New York Association on I ndependent Living, | nc
Living Resources, New York State -AdcvdepaanyYeAssadd
New York State to host the first ever Disability
in the disability community. Keynote speaker K a
breakout sessions for caregiver s, teens, and a
speakers and vendors from the presenting agenci
Services, Caring Majority, Disability EmpowHER,
Center. This free and hybrid event was a great

season and advocate for policies that protect ¢
everyone who hel ped plan this event, presented,
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https://www.eventcreate.com/e/2025-teal-on-the-hill

NEW YORKOJOJEBERE WE COME!

SBANYS has been granted 5 bibs in the 202
Mar at hon which wil | be run on Sunday, Mar
and get together with our New York City S

a New York City Meet & Greet on N

Saturday, March: 3Gpm, 5: 00pm

4 Points Sheraton Hotel, 326 W 40th St, New Yor k.
What can you expect? Pizza party, games and net w
This event is free,htrtemd: s/t/rsaltd mwns .i-ose enfgogvace teevde nt / n

Join us on Sunday morning whi

racers in the half marathon!
We still have bibs left! Appl
$1,250 and will receive suppo
fundraising and racing. Join

applying today!

We are excited to announce ou
1 Joe Sl aninka

T Christina Fanitzi

T Kirsten Mayer

g Carly Gianotti

Hel p them reach their fundrmditgisnd /daoaalds aby ev-iss inty
bi f-a 9Isa0 c todnteiwoanys k alt e

To apply to race or join the chéaern ptsearmsbwingist otr |



https://sbanys.org/gva_event/nyc-meet-n-greet/
https://fundraisers.nyrr.org/teams/spina-bifida-association-of-new-york-state-1
https://fundraisers.nyrr.org/teams/spina-bifida-association-of-new-york-state-1
https://sbanys.org/gva_event/united-airlines-nyc-half-marathon/

