LI Tourette Association
P.O. Box 615
Jericho, NY 11753
516-876-6947

Our new and improved website is now live!
Please check it out at: www.longislandtourette.orq
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LONG ISLAND TOURETTE ASSOCIATION GOES TO CAPITOL
HILL FOR NATIONAL TOURETTE ADVOCACY DAY

1st row: YA Founder-Jen Zwilling, Jane Zwilling, Psy.D, Kate Callan, 2nd row: Keri Reilly, YA Chris Alessandri, Denise Alessandri, YA Jillian Bliss,YA
Gianna DiLeo, Elise DiLeo 3rd row: YA Patrick Reilly, Matt Alessandri, Kim Sommer, YA Eric Sommer, Rachel Brenner Bliss, Rachel Gibbons and YA Ben
Rabinowitz
Not pictured: YA Rebecca Caron and Susan Caron

Long Island members joined with other Youth Ambassador teams from around the country and staff of
the Tourette Association of America to create a "sea of teal" advocating on Capitol Hill on Tuesday,
March 7th, National Tourette Advocacy Day.

Our LT Youth Ambassadors (and parents) did an outstanding job telling their stories on the Hill and
obtaining commitments for support from the offices of Senators Schumer and Gillibrand as well as
from the offices of Representatives Pete King, Tom Suozzi, Kathleen Rice and Lee Zeldin.

JEN ZWILLING TRAINED A NEW CLASS OF YOUTH AMBASSADORS

Our very own Jen Zwilling trained 37 new YAs from around the country who then joined National Advocacy Day. Included in
the 37 newly trained YAs were 5 new Long Island YAs!




CONGRATULATIONS AND WELCOME TO OUR NEWLY TRAINED 2017 LONG ISLAND
YOUTH AMBASSADORS!

Pictured from left to right: 2017 YAs Rebecca Caron, Gianna DiLeo, Jillian Bliss, Eric Sommer and Patrick Reilly prepare to advocate on the Hill!

2017 LI YOUTH AMBASSADORS WERE JOINED BY ALUMNI YOUTH AMBASSADORS

Pictured from left to right: Alumni YA Chris Alessandri, Alumni YA Ben Rabinowitz, 2017 YAs Rebecca Caron, Gianna DiLeo, Jillian Bliss, Eric Sommer
and Patrick Reilly

2017 LI-TA WORKING WITH OTHERS TO ADVOCATE ON THE HILL







Lee M. Zeldin

Friday, April 7th, 2017

7:30 - 9:00PM

DeMatteis Center/101 Northern Blvd./Greenvale, NY 11548
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~REFRESHMENTS WILL BE PROVIDED~
The teen group and children's groups will run as usual.

For the safety of all of our children and to honor the building we use,
it is important for all children in the Youth meeting to be picked up as soon as the meeting is over.
No children should be unsupervised...at any time.
Thank you!!!

Speaker: Sony Khemlani-Patel, Ph.D.

Sony Khemlani-Patel, Ph.D. is a licensed clinical psychologist specializing in the treatment and research of obsessive
compulsive related, anxiety, and mood disorders at the Bio Behavioral Institute in Great Neck, NY. In addition to
providing direct clinical care,




Dr. Khemlani also supervises psychology interns and participates in various research projects. She has presented and
published on body dysmorphic disorder and also has publications on obsessive compulsive disorder and self
injurious behavior.

She has co-authored two books, "When Your Child Is Cutting" and "Overcoming Body Dismorphic Disorder."

Dr. Khemlani is a Board Member and Secretary of OCD New York,
which is the NY Affiliate of the non-profit international OCD Foundation.

The Tourette Association of America
is happy to announce that
CDC Patient Toolkits are now available

These toolkits are full of information and resources to help anyone dealing with the
complexities of Tourette Syndrome.

The toolkits can be downloaded through this link:

https://www.tourette.org/media/Full-Family-Toolkit-rev.pdf.
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“ " You shop. Amazon gives.

We are excited to announce that LI TA is participating in AmazonSmile!

Please support LI TA each time you shop at Amazon by logging into Amazon
through AmazonSmile and selecting:

"Tourette Syndrome Association” with the Jericho address
(see below image showing our chapter... there are 54 organizations listed for
Tourette so please make sure you select the Jericho one!)

Please remember to log in to "AmazonSmile" before going shopping!
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Long Island TA is a member of the NY State Centers of
Excellence Consortium, and we are all working towards
understanding the needs of the TS community in NY State.
Please take the 10-20 minutes to fill out this survey
and help us help!

Thank you!
LI TA

A new research study is being conducted through the University of Rochester Medical Center
(URMC) Division of Neurology that is recruiting both adults, and parents of children with Tic
Disorders (i.e. Tourette Syndrome, Chronic Motor Tic Disorder, Chronic Vocal Tic Disorder).

The Principal Investigator is Heather Adams, PhD, a Psychologist in the Division of Child
Neurology. The purpose of this study is to learn about the needs (both met and unmet) in the
Tic Disorder Community. This study involves completing an online survey, which should take

approximately 10-20 minutes to complete. The link to the survey is below.

We would appreciate your voluntary effort in completing the survey. Your input will help us




learn how to best serve both adults and children with Tic Disorders.

Click here for survey - http://bit.ly/2i1TTwy

If you have any questions, please contact: Alyssa Thatcher, M.S. at
(585) 276 — 5966 at URMC Division of Child Neurology

®
¢ Tourette
A Association

New clinical research study for Tourette Syndrome-

The T-Force Green Study is for children ages 6 to 17. The primary purpose of this study is to determine the
effectiveness, safety, and tolerability of an investigational medication for Tourette Syndrome. An
investigational medication is not approved by the U.S. Food and Drug Administration. As with any clinical
research study, each interested child will be evaluated to determine his or her eligibility. All who qualify will
receive the study medication, study-related medical exams, and study-related laboratory tests at no cost.

Compensation for time and travel may also be available.

If you're interested, we’ve attached a flyer with more details. You can also visit TForceGreen.com to
see if your child may qualify.

BECOME A TAA YOUTH AMBASSADOR

We have some exciting news to share about the Youth Ambassador program. The Tourette
Association of America will be hosting a second Youth Ambassador training from June 2-3,
2017 in Manhattan Beach, CA.

We are encouraging all who are qualified to apply. There are only 20 openings for this training.

Applications are currently being accepted, please visit tourette.org/ya-california/. The application
deadline is Friday, April 28.

Training Requirements
Youth must be between the ages of 12 and 17.
A parent/ guardian must attend the training with the Youth Ambassador.
Costs covered by the Tourette Association:

Hotel accommodations for the night of Friday, June 2 for the YA team (additional nights
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at the team’s personal expense).
Transportation (e.g. airfare, train ticket, mileage reimbursement) up to $700 total per YA
team (teen and parent/guardian).
e Training-sponsored meals for YA team.
o Training program materials.

At attendee’s own expense (Costs NOT covered by the Tourette Association):

« Hotel charges for any nights that are part of an extended stay.

Please contact us with any questions!
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The Tourette Association of America is pleased to announce a second Youth
Ambassador training from June 2-3, 2017 in Manhattan Beach, CA. All applications are

currently being accepted online at tourette.org/ya-california/. The application deadline
is Friday, April 28.

A great time was had by all at Bowlmor!

We had over 40 kids and adults attend our bowling social on March
26th. There was pizza, soda, cupcakes, good conversation,
laughing and lots and lots of bowling!
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FAMILY FUN DAY 2017 JUNE 10, 2017

It's that time of the year again and we have begun planning our exciting
2017 Family Fun Day Event!

Our raffle prizes have been amazing year after year, and have represented a considerable
share of the funds raised at Family Fun Day. That has been accomplished through the
efforts of volunteers and donations!

We could use everyone's help in gathering items for our raffles baskets, so if you would
like to donate or solicit raffle prizes for our baskets,
we would love gift cards from your favorite shops/vendors, restaurants, movie
tickets, & *basket fillers, (*specifically requesting WIRED Ribbon & Colored
Shred*),and/or gift items to fill our baskets.

Attached are FFD forms for your info and use. Please plan on bringing them to either the
4/7 or 5/5 support meetings for collection. If you can’t make the meeting, but have
something you would like to donate, please contact us at LI-

TAA longisland.tsa@gmail.com and we will arrange for a pick-up.
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~SAVE THE DATE~"2017 Family Fun Day"
TO BENEFIT
Long Island Tourette Association of America
Saturday June 10, 2017 (Rain or Shine) 1:00-5:00 PM
McKenna Elementary School
210 Spruce Street, Massapequa park, NY 11762
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Admission Fee: $15 PER CHILD INCLUDES ENTRY& T-SHIRT (While
Supplies Last)No fee for adults
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Please join us for a family day of fun -
music, crafts, face painting, inflatables, caricature artist, photo
booth, gaga pit,carnival games, tie-dyeing & so much more....



mailto:longisland.tsa@gmail.com

R Rk S S S b S S S b o S SRR Rl kS S b ok S S S ok SR S S b o S R S b b S Sl b ok S SRR E o S S R SE S S Sl b o St ol o e

Refreshments available for purchase. The cost is only $15.00 for
children (no fee for adults) and all proceeds go directly to the Tourette
Association of Long Island.
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Your support will go far to help all those whose lives are impacted by
Tourette .Join us and make a difference!
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FOR MORE INFORMATION GO TO :www.longislandtourette.org
**Click for documents:

2017 FFD Flyer, Cover Letter and Sponsorship Form
Please email/distribute to family, friends and community!
Thank you!

The College Board has finally agreed to provide the same
accommodations that students are receiving in school.

Click here for article

TAA will continue to monitor this.

If you continue to have difficulties receiving accommodations, please
contact us.

DOLLARS 4 TIC SCHOLARS

Long Island TA members are invited to apply!

The Kelsey B. Diamantis TS Scholarship Family Foundation, Inc., d/b/a Dollars 4 Tic Scholars awards college
scholarships to students who have Tourette Syndrome. In 2015, they awarded three scholarships, and in
2016, five were awarded. They also sponsored four children to attend Tourette Syndrome summer camp

since 2015.

The college scholarship application for 2017 has been posted on their website
at www.dollars4ticscholars.org/application. It must be completed and postmarked by April 15, 2017.

To be eligible, students need to be either incoming college freshman or already in college for a four-year
degree, and have a diagnosis of Tourette Syndrome or Chronic Tic Disorder.

You can find Dollars 4 Tics Scholars on Facebook at Dollars 4 Tic Scholars, or, you can go to their
website www.dollars4ticscholars.org.
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[Diane Diamantis Kelsey Diamantis
President Vice President
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DOLLARS 4 TIC SCHOLARS

TheKelsey B. Diamantis TS Schalarhip
Family Foundalion, Inc:

&

Office: 561-487-9526

Cell: 561-212-2684
info@dollars4ticscholars.org

hitp:/ /www.dollarsdticscholars.org
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College Scholarships for Movers & Shakers -
Encouragment for Students with Tourette s Syndrome

FAMILY FUN DAY 2017 - PLEASE VOLUNTEER
June 10, 2017

It takes many people to put together our annual Family Fun Day and we are asking all our members to consider
volunteering for 2017. If you would like to help out, please email us your name, contact number and email address so
we can put you on our list. Someone will contact you soon.

Thank you.

Download information on FFD 2017 below:

2017 FFD Flyer 2017 FFD Letter
2017 FFD Sponsorship Form

Tourette Syndrome Camp Organization
Chicago, Illinois 60640
(773) 465-7536 or E-mail:scott63@prodigy.net

Invites Long Island TA children to attend

Since 1994, Tourette Syndrome Camp Association has run a week long summer camp in Northern lllinois for



http://r20.rs6.net/tn.jsp?f=001Io5PXQ1ov2ovqwuNNZJyJdNT7UNdi0D_ibplLuslnaZkgsYCdsk4-jgv_re4Byx01Dxqt2w6Dg7A3QG2cofabsmSwrF61z4dExtLTlE5oquTDKGezo-rp3Oejmae55rDNRF0216Xg8bNbl2oDgrcjZ1VSZd0ySNLIFNBaUSFcS4nExEtd2uDMpd3QJcKy-u6OIYTotyd-7J-4PbXdYNSZr-Nz7a_QeLbZeTfIllacTQ=&c=7fNp-hLIIRBX8E0QbRiUrUrdWbE5yotinKJmuhRa6ZAoPDLEEfW4zQ==&ch=nap5ZTm1NZiNLq3YIG1E6S2g4HKekU2sIezGzHUeSSBZUiBc0r3dZg==
http://r20.rs6.net/tn.jsp?f=001Io5PXQ1ov2ovqwuNNZJyJdNT7UNdi0D_ibplLuslnaZkgsYCdsk4-jgv_re4Byx01SmxrAEYDQVIyVffV7ZeigoQH2xkUCOOUSnnDCp6mhWu4rXAgAGOsyI9WXTuOVUxQ_JDJMyPzlGLb3p9IA43hPzDhWZfdp7vfhxpQn6CtFdmIXjDwVxUjDNkWRxex8VaKwnjJU-k79YFfZ2mSuDog3TuBNtjWxNYt2F4RD8LMhI=&c=7fNp-hLIIRBX8E0QbRiUrUrdWbE5yotinKJmuhRa6ZAoPDLEEfW4zQ==&ch=nap5ZTm1NZiNLq3YIG1E6S2g4HKekU2sIezGzHUeSSBZUiBc0r3dZg==
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Children with Tourette Syndrome and Associated Disorders. The first seven years the program was run
through the lllinois Chapter. In 2002, the Tourette Syndrome Camping Organization was founded to continue
running the camp program and to offer other children programming. One of those programs was running a
children's program at the National Tourette Association Conference

The 2017 summer camp program, Tourette Syndrome Camp USA, will be from Sunday, June 25, 2017 until
Saturday July 1, 2017 at YMCA Camp Duncan Near Fox Lake, Illinois (35 miles North of Chicago). The cost
is $637. Financial aid is available. This will be the 24th consecutive summer program. Tourette Syndrome
Camp USA s the longest running camp of its kind in the world. In 2016 campers attended from 9 different
states.

Information concerning the summer camp and registration as well as information regarding other programs
can be found at www.tourettecamp.com.

REMINDER: NEXT SUPPORT GROUP - FRIDAY, APRIL 7th, BEGINNING AT 7:30 P.M. AT DeMATTEIS
CENTER, 101 Northern Blvd, Greenvale, NY. Click here for directions. See you there!

As usual, siblings of TS kids are invited. The Youth Ambassador (peer education) training program participants will
also meet. And as always, our teen Buddies will be available to the children.

Please mark your calendar for all future Support Group Dates:

e May5
e June?2

Long Island Tourette Association|
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