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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TOURETTE SYNDROME
AWARENESS MONTH

MAY 15™ - JUNE 15™

TOURETTE.CRG/AWAREHESSMONTH

Please join us is spreading awareness and raising funds!
Tourette Awareness Month is May 15th -June 15th
Here's some great ideas that others have used in the past to raise
awareness and funds for LI TA during Awareness month and our our FFD
Challenge

Baby Sit: Baby sit during a community event and donate your earnings
to LI TA

Bake Sales

Balloon Day: Students sell a LI TA balloon for $2 with a message
attached. Orders are in advance and then students will deliver the
balloon messages on a later date.

Bingo: host a Bingo night!

Birthday Party with a purpose: Individuals have a birthday party and in
lieu of gifts, donate to LI TA!

Block party: Have fun with your neighbors while raising money! BBQ,
face painting, music, etc

Brown Bag Lunch Day: everyone brings their own lunch in for a day
and donates what they would have spent if they bought lunch.

Candle Sales

Car Washes

Challenges: Challenge someone to raise more money than you.
Concession Stands: Set up a concession stand at a local community
event.

Craft Fairs: Set up a craft table at a town fair or festival.

Dances for a Cure: Students can host a school dance or adults can put
together an event at a club or hall — charge admission fee.

Dog Walkers: Offer to walk neighborhood dogs for a donation.

Dog Sit: offer to watch neighborhood dogs while their owners go on
vacation (save them from going to a kennel!)

Fast Food Restaurants: Ask local restaurants if they will have a
Tourette’s Awareness day. where a percentage of the day’s earnings go
towards LI TA.

Flamingo Alert: Place a pink flamingo in someone’s yard — it will fly
away once a donation is made to LI TA. Maybe set an amount that
people can donate so that they can choose where the Flamingo goes to
next! Or set a price that people can donate as “flamingo repellent.”




Game Night: Everyone comes to your house (or other location) with
board games. Charge an entrance fee.

Garage Sales

Gofundme page: Set up a page!

Jewelry Sales: Organize an event where people sell jewelry they don’t
wear anymore. Proceeds go to LI TA.

Lawn Service: Mow neighbors lawn and donate the proceeds to LI TA.
Matching Gifts: Ask your company to match what you raise.

Movie Night: Invite your friends to watch a movie — you provide
refreshments and popcorn, they pay an entrance fee.

Odd Jobs: Fixing gutters, shoveling snow, raking leaves, painting
fences, weeding gardens, etc

Pizza Sales: Work with a local pizza shop to give you a percentage of
the pizzas you sell. Take orders and deliver them.

Shave your head: Have someone agree to shave their head once an
agreed amount of money has been raised.

Skunk Them: Similar to the Flamingo idea — put a stuffed animal of a
skunk on a co-workers desk and have them pay a donation to be de-
skunked.

Spaghetti Dinner

Sports Tournament: Organize a soccer, basketball, volleyball (etc)
tournament.

Student/Faculty Basketball Game: Set up a basketball ball game (or
any other type of sporting event) between students and faculty. Or put
together an alumni game.

Voicemail: Change your voicemail outgoing message to a fact about
Tourette’s Syndrome and why you are raising funds for LI TA.

Tourette Awareness Tool Kit

LI TA is busy raising awareness and funds!
There's still time to join in and participate in our
FFD Challenge!

Join us in the 2017 FFD Challenge!
We are once again having the Family Fun Day (FFD) Challenge!

If you raise at least $150 by the June Support Group meeting, which is
on June 2nd, you will receive:
-10 free entries to FFD!
-Your name on our "FFD Challenge Participant Sign" at the event
-Your name in the FFD brochure
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Some of you have already begun and have set up Gofundme pages!
Thank you for doing this!

Social media has been very successful in raising funds quickly for so

many causes. Last year one of our Youth Ambassadors raised over

$1700 on his GoFundme page. If you are comfortable in setting one

up, it is a wonderful way to support Tourette Awareness and to raise
funds specifically for our 2017 Family Fun Day Event.

Remember that FFD is the only major fund-raiser that Long Island
Tourette Association does each year. Monies raised support all that we
do including (but not limited to): Support Groups (rooms and Leaders in

the kids' and teen rooms); socials; educational conferences and
programs; supporting YAs going to DC; educational materials
distributed to physicians, schools and families; guest speakers; and
supporting the Long Island Tourette Center.

Your participation in this Challenge will be extremely appreciated and
extremely helpful!

Anyone, can participate so if you have any friends or family who would
like to participate, please forward this and please include them!

Long Island TA at the National TAA Walk!

Thank you Team Long Island!
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Thank you Dr. Budman for joining us! We had many visitors to our LI TA table!
YA Ben Rabinowitz; Dr. Budman; YA Blaise Urato

This is Lia, a very special little girl, who dressed in Teal from head to toe to




spread Tourette awareness and raise funds at her School, St. Margaret's
Academy. Thank you Lia for raising $604.00 for the Long Island Tourette
Association of America!
Your support will go a long way in helping all who live with Tourette every
day.
And heartfelt thank you to St. Margaret's Academy for the support!

FAMILY FUN DAY 2017 JUNE 10, 2017

~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....
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Refreshments available for purchase. The cost is only $15.00
Jor 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

***IF YOU WOULD LIKE TO HAVE A SNEAK PEAK OF A
FEW OF OUR WONDERFUL RAFFLE BASKETS -
CLICK HERE!

***IF YOU WOULD LIKE TO SEE OUR 2017 FFD RAFFLE
BROCHURE LISTING OUR AMAZING RAFFLE BASKETS AND
PRICING INFORMATION - _CLICK HERE!

Our Youth Ambassadors (YASs) kick off
Tourette Awareness Month!

YAs Becca Caron (2017), Eric Sommer (2017), Gianna DiLeo (2017), Jillian
Bliss (2017) and Patrick Reilly (2017) from Long Island, NY did an
outstanding job on their first two presentations. In preparation for and to
kick off kick Awareness month, Long Island YAs all met and practiced the YA
presentation. Experienced YAs Ben Rabinowitz (2014), Chris Alessandri
(2015) Gabe Viret-Quintero (2016), Liam Garbus (2016), Mary Gregorian
(2016), Olivia Viret-Quintero (2016), Sam Gil (2015), Sammy Scileppi (2015)
and Shoshona Rabinowitz (2010) were present to support and help the 2017
YAs.

The 2017 YAs then presented to the experienced YAs and parents.

Becca, Eric, Gianna, Jillian and Patrick all did an excellent first presentation.
then...Becca, Eric, Gianna, Jillian and Patrick presented to 39 attendees
of the LI TA Parent/Adult Support Group.
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The presentation was very well received and parents who were not familiar
with the program stated they are ready to ask their schools to allow
YA presentations!

YA'S PRESENT AT SAXON MIDDLE SCHOOL

YAs Rebecca Caron (2017), Gianna DiLeo (2017) and alumni YA Tyler Bloch
(2012 ) home from his first year of college, busy for Tourette Awareness
month with a presentation at Saxton Middle School in Patchogue NY.

The presentation was to 36 members of the National Junior Honor Society,
Buddies Club and GO Club. There were also 2 staff members in attendance
including the Principal.

The presentation was very well received and the students asked great
questions.




JOIN US JUNE 5TH FOR A NYC CHAPTER
FUNDRAISER HONORING DR. CATHY BUDMAN
AT THE GOTHAM COMEDY CLUB

This year join us

\ DR. CATHY BUD
internationally re
expert in Tourette
who has touched

Monday, June 5, 2017

Gotham Comedy Club

208 West 23rd Street TAKE-A-CHANCE
New York, NY. Bidena i

Gotham Comedy Club
208 W 23rd St, New York, NY 10011
6:30 pm Cocktails 8:00 pm
Show Special guest ~ Jamie Sanders
Reduced price for Long Island Chapter members: $100 per ticket
(regular price $170)
(includes two drinks during show, and open bar and passed
hors d’oeuvres during reception). ($45 tax deductible)

Please press on the link below to purchase tickets.

Link to NYC Chapter
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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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7 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
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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.

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.

Tourette Syndrome Camp Organization
Chicago, lllinois 60640
(773) 465-7536 or E-mail:scott63@prodigy.net
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Invites Long Island TA children to attend

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

A SLEEP-AWAY CAMP FOR CHILDREN
WITH TOURETTE’S SYNDROME
JULY 9-15, 2017
Hosted on the campus of Camp Kinder Ring, Hopewell Junction, NY

Camp Carton provides children ages 10-13, who have been
diagnosed with Tourette’s Syndrome, a traditional overnight camp
experience where they get fo try new things, make friends who
face similar challenges, gain confidence and simply HAVE FUN!

CAMP CARTON WAS CREATED AND IS COMPLETELY FUNDED
BY CRAIG CARTON’S TICTOCSTOP FOUNDATION.

To learn more or to apply visit www.campcarton.com
or contact Karri Wolfe, Camp Director at
campcarton@gmail.com or call 1-845-750-9277.

CAMPCARTON.COM @
B
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REMINDER: NEXT SUPPORT GROUP - FRIDAY, June 2nd, BEGINNING AT 7:30 P.M.
AT DeMATTEIS CENTER, 101 Northern Blvd, Greenvale, NY. Click here for
directions. See you there!

This is our last support group until September, 2017.

Schedule for 2017-18 school year.

Please note September 2017, December 2017, March 2018 and April 2018 dates are the 2nd Friday
of the month.

NOTE: *SECOND FRIDAY OF THE MONTH

*Sept 8th
Oct 6th
Nov 3rd
*Dec 8th - Holiday Party!
Jan 5th
Feb 2nd
*March 9th
*Apr 13th
May 4th
June 1st

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.

Long Island Tourette Association|
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