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This full-color newsletter is brought to you for a printing cost of only 41 cents per copy.  

The PA Tourette Syndrome Alliance is a non-profit organization that promotes 

awareness and acceptance, provides education, and assists families, schools and 

communities while advocating for individuals with TS.  

     Our Branding Committee is up and running! For months we have been working on a new logo to update our 

“brand”!  Through phone conferences and pages and pages of ideas, our Board of Directors has selected the new 

logo to start our new branding campaign. 

 

     The overall design of our new logo represents the idea that PATSA is a lighthouse for many! A lighthouse to 

help guide you on your way through Tourette syndrome. A lighthouse to illuminate Tourette understanding for 

Educators, peers and the community. A lighthouse that helps you find support in times of challenge.  

 

 The updated teal blue color highlights the teal color that designates Tourette syndrome.  

 

 Many people affectionately know us as “PATSA”, so we wanted that front and center, but also added 

TS in white to highlight that Tourette syndrome is our main focus. 

 

 Adding the words “Providing Advocacy, Training, Support & Awareness” explains our services and 

is a play on our acronym too. 

 

     Our Committee wants to give a huge shout out to Jake Hudgeons who came up with the original design idea 

and helped put the finishing touches on the logo above!  

 

Look for the following other updates over the next year: 

Updated Website 

New Brochures & Materials 

Updated Newsletter Format 

New Information Booth Set ups 

http://www.patsainc.org/
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Disclaimer 

  

This newsletter is published two times a year.  Opinions expressed in this publication reflect the views of its editor and 

contributors.  They are not necessarily the views of the PA Tourette Syndrome Alliance (PA-TSA). 

  

While we will attempt to respond to all mail, we are not able to answer medical questions.  

  

The PA-TSA, Inc. does not endorse products, services, or manufacturers.  Such names appear only as information for our 

members.  PA-TSA assumes no liability whatsoever for information about the use of any product or service mentioned.  

 

Support group leaders and individual volunteers who have agreed to accept telephone calls concerning Tourette Syndrome are 

knowledgeable about TS.  However, their comments reflect their personal background with TS and do not necessarily reflect the 

views of the PA Tourette Syndrome Alliance.  

Volunteer Opportunities: 

We need you!  Volunteers are needed in a variety of positions both large 
and small! Recorded trainings are available for most positions. To start the 
process, just let us know what program you might be interested in by 
completing a volunteer application online or requesting the application by 
calling or emailing Sara Woolf. 

 Committee Member — Volunteer your time to provide support and 
guidance on one of our active committees. These committees meet by 
phone conference and have agendas and minutes to help you keep up wit 
the activities. Our Public Relations/Fundraising, Legislative and Camp/ 
Retreat committees are all recruiting more members at this time. 
 

 Community Speaker’s Bureau — NEW TRAINING COMING SOON! 
Trained volunteers who can promote awareness of Tourette syndrome and 
the services/supports of the PA Tourette Syndrome Alliance. 
 

 Youth Advocate Program — youth ages 12-25 who have trained and 
have materials to do an information board, bulletin board and give a basic 
training on TS. 
 

 Support Group Leader — start a local support group in your area. 
 

 Event Volunteers —  
 

 Walk with us in the Highmark Walk for a Healthy Community in 
the spring! 

 
 Day at the Capital — Talk with Legislators about funding for 

Tourette Syndrome. Your story helps them understand the struggles 
and how PA-TSA services help. 

 
 TS Family Camp and Retreat — A variety of volunteer positions 

are needed at Camp and Retreat, some of which are paid.  
 
 Pumpkin Run — Help by registering, raising funds and/or helping at 

the event. 
  
 Wear Blue — Promote awareness in your community! 

 

 

 

 

Mailing addresses: 

18 High St. #68 

Hanover, PA 17331 

Or 

Washington Ave. #456 

Bridgeville, PA 1... 

 

Phone 

 1-800-990-3300 

717-337-1134 

 

Website 

www.patsainc.org 
 

STAFF 
 

Administrator/Consultant: 

Sherrie Myers 

Phone ext. 2 

sherrie@patsainc.org 

 

Outreach & Volunteer  

Administrator: 

Sara Woolf 

Phone ext 1 

saraw@patsainc.org 

 

Western PA Consultant 

Brandi Cooper 

Phone ext 4 

brandi@patsainc.org 

 

Eastern PA Consultant 

Nicole Wesner 

Phone ext 3 

nicole@patsainc.org 
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 Donations In Loving Memory: 

 

 

Alec Zank 

By Arlyne Chanin 

Alexander A. Rubbo 

By Sharon Rubbo 

Brian C. 

By George Counihan 

Charles Tocci 

By Edward Duplaga 

Corinna 

By John Boni 

Erica Via 

By Mary Byrnes 

 

J. Jason 

By Jerome Lewkowicz 

J.J. Ficke 

By Ann Ficke 

Jay & Lesley Geyer 

By Deborah & John Pantelich 

Jeffrey Bator 

By Care 2 Fund At USLI 

John McLoughlin iii & Jack  

By John McLoughlin Jr 

Joseph & Lisa D'Ascenzo 

Jordan Donaldson  

By Thomas & Leslie Gill 

Kimberly and Brian 

By Nicole Oppenheimer 

Lydia Savage 

By Dolores Savage 

MacKenzie Stiefel 

By William & Carol Stiefel 

Matt Lutz  

By Woodrow & Susan Lutz 

My son Frank 

By Frank Lagana 

Scott N. James 

By Charles & Jane James 

 

Donations In Honor: 

Bonnie Fatell  
From Howard Fatell 

 
Dr. Peter Meyer M.D. 

From Deborah & John Pantelich 
 
 
 

Mary Lou Reaver 
From James Reaver 

 
Matthew Pantelich 

From Deborah & John Pantelich  
 

Michael Wood (1989-2015)  
From Sandra Wood 

To learn more about our upcoming events make sure you are on our email list by registering for free at www.patsainc.org! 

Highmark Walk 

Day at the Capital Saturday, May 16 HACC, Harrisburg 

Saturday, May 30, DeSales University 

Monday, May 4 

 

Harrisburg  

Capital Building 
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Question: While some families have 

multiple people affected with TS, 

other families have only one 

member affected. What is the 

evidence that Tourette syndrome is 

genetic? 
 

Answer from Gary A. Heiman Ph.D. 

Department of Genetics, Rutgers, The 

State University of New Jersey. 

 

Evidence from many studies, including 

family studies and twin studies, strongly 

suggests a genetic contribution causing 

Tourette Syndrome (TS) and other 

chronic tics disorders (CTD). These 

studies also suggest a biological 

relationship between TS and other 

associated conditions, particularly 

obsessive-compulsive disorder (OCD) 

and ADHD. However, despite strong 

evidence for a genetic contribution, 

progress in the identification of specific 

risk genes has been, until quite recently, 

halting. Research findings from our 

group, the Tourette International 

Collaborative Genetics (TIC Genetics), 

and others are beginning to make 

significant strides in understanding the 

genetic causes of TS and associated 

conditions. This brief article summarizes 

what we have learned about the genetics 

of TS from research.  

 

Family studies are a study design that 

asks the question, “Is this disorder 

familial?” That is, does it “run in 

families?” Basically, these studies 

compare the rate of a disorder in relatives 

(e.g., parents, siblings, children) of 

someone with and someone without the 

disorder. If the rate of the disorder is 

higher in relatives of someone with the 

disorder than in relatives of someone 

without the disorder, that disorder is 

thought to be familial. Through many 

years and in various populations, family 

studies have consistently shown that TS is 

familial and that other CTD seem 

biologically related. Compared with 

relatives of individuals without TS 

(controls), the relatives of individuals 

with TS also have higher rates of TS and 

they also have higher rates of other CTD. 

Thus, TS and CTD runs in families. 

Family studies have also shown that other 

neuropsychiatric disorders including 

OCD, ADHD, and autism spectrum 

disorders (ASD) are increased in the 

relatives of individuals with TS, 

suggesting that a biological shared 

relationship could exist. 

 

Twin studies are conducted to disentangle 

the genetic and non-genetic factors which 

cause a disorder. In twin studies, the 

presence of the same disorder in both 

members of the twin pair (also called 

concordance) is assessed. A disorder with 

a genetic component would be expected 

to exhibit a higher concordance in 

identical twins than in non-identical 

twins. In TS and other CTD, only a few 

twin studies have been conducted and all 

support a genetic contribution causing 

these disorders. Twin studies have also 

suggested a shared genetic etiology 

(cause) between TS and OCD, but the 

relationship between TS and ADHD and/

or ASD is less clear. 

 

Molecular genetics studies are then 

conducted to determine where the gene(s) 

that increase risk for the disorder are 

located within the genome. There are 

different types of molecular study designs 

and each has a specific underlying 

hypothesis as to the genetic architecture 

causing the disorder. Some studies 

hypothesize that many common variants/

mutations (changes in the DNA), each 

with a small increase risk, act in concert 

to cause the disorder. Other types of 

molecular studies search for rare variants 

in genes that can individually cause the 

disease. While research has consistently 

demonstrated a significant genetic 

contribution, the role of genes in TS, is 

currently not well understood. 

 

In the last few years, the TIC Genetics 

group published two articles that have led 

to significant progress in understanding 

the genetic causes of TS. The first was 

published in 2017 (https://news.rutgers. 

edu/damaged-genes-considered-high-risk-

developing-tourette-syndrome-identified/ 

20170501#.Xk6Q efR7mUn ) while the 

second was published in 2018 (https://

news.rutgers. edu/scientists-uncover-

possible-new-causes-tourette-syndrome/ 

20180925#.Xk6Qy_R7mUn).  In these 

studies, we purposely selected families in 

which the child had TS and the parents 

did not. We were trying to find new 

mutations that are not inherited from 

parents, but rather occur spontaneously in 

a particular egg or sperm or at 

conception. While TS is often inherited 

(passing from parent to child) as a 

consequence of pre-existing mutation in a 

gene, in some cases it might result from a 

new mutation in a gene.  

 

The results of these two publications are 

important in several ways. First, we 

showed that many genes are involved in 

causing TS. It is not like cystic fibrosis, 

Tay-Sachs, or sickle cell anemia in which 

each disorder is caused by mutations in 

one gene. Instead, we estimated that over 

400 genes that, when they have a 

damaging mutation (one that disrupts 

protein function), can cause TS. There are 

probably other genes that work in 

combination to cause TS but that is even 

more complicated to discern. Thus, the 

genetics of TS is like other 

neuropsychiatric (or neurodevelopmental) 

disorders in that it is caused by mutations 

in many different genes. This is an 

important step forward in our 

understanding. Second, we estimated that 

about 12 percent of TS cases likely 

involve new mutations, but these new 

mutations in one generation can be 

“passed down” in the next generation. 

Thus, in some families, you might see 

only one person with the disorder, but in 

other families, there could be multiple 

individuals with the disorder. Third, we 

found a few genes with new damaging 

mutations that each occurred in different 

families. This is like lightening striking 

twice and therefore, very notable. Lastly, 

we found that some of these risk genes 

are pointing “cell polarity” as a possible 

mechanism in causing TS. A disruption in 

cell polarity could affect how neurons are 

getting to the correct location and make 

correct connections during 

neurodevelopment. That is, cell polarity 

could be how brain development is 

disrupted in TS.  

 

As an aside, some of the PA-TSA 

families who participated previously were 

part of this important effort and I want to 

thank them. We could not have made this 

progress without you. 

  (continued on p. 5) 



 

The following school districts and communities have received FREE 

trainings on Tourette Syndrome from PA-TSA July 1 – December 31, 2019! 

For more information on available trainings refer to www.patsainc.org  

or contact us at 1-800-990-3300 for help in scheduling your training!  

22 Educator Trainings: 
Summit School of Poconos, Monroe County 

The Pennington School 

Council Rock SD, Bucks County 

Seneca Valley SD, Allegheny County 

Pleasant Valley SD, Monroe County 

Stroudsburg Area SD, Monroe County 

Chambersburg Area SD, Franklin County 

Pocono Mountain SD, Monroe County (2)  

East Stroudsburg SD, Monroe County 

Scranton SD, Lackawanna County 

Butler Area SD, Butler County 

Wissahickon SD, Montgomery County 

Kimberton Waldorf School, Chester County 

Central Bucks SD, Bucks County 

Southern Lehigh SD, Lehigh County (2) 

North Allegheny SD, Allegheny County 

His Kids Christian School, Butler County  

West Mifflin Area SD, Allegheny County (2) 

East Stroudsburg Area SD, Monroe County (2) 

16 Peer Trainings: 
Chestnut Hill Summer Camp, Wayne County 

Seneca Valley SD, Allegheny County 

Pleasant Valley SD, Monroe County 

Conewago Valley SD, Adams County  

Summit School of Poconos, Monroe County (2) 

Scranton SD, Lackawanna County 

Council Rock SD, Bucks County 

Pocono Mountain SD, Monroe County 

Rose Tree Media SD, Delaware County 

Pennsbury SD, Bucks County  

Hatboro-Horsham SD, Montgomery County 

Central Bucks SD, Bucks County (2)  

Green Woods Charter School, Philadelphia (2) 

His Kids Christian School, Butler County 

  

2 Medical Related Trainings: 
Center for Independent Living Staff , Dauphin County 

York College Student Nurses, York County 

(continued from p. 4)  

These results provide a framework for 

future research into the causes and 

treatment of TS. We now understand 

that TS is the result of mutations in 

different genes that result in similar 

symptoms. This means that the cause of 

TS in one family is likely to be 

different from the cause in another 

family. So, testing individuals to 

determine if they have a TS-risk 

mutation will be complicated. 

However, these many genetic factors 

likely work within a smaller number of 

biological pathways in the brain (e.g., 

cell polarity). As we find more of these 

TS-risk genes, we can determine how 

these genes interact in biological 

pathways during brain development and 

within the adult brain. After such TS 

pathways are identified, it may be 

possible to develop drugs that correct 

the malfunctioning pathways, thus 

alleviating symptoms.  

 

The next steps are to find more of these 

risk-raising genes so that we can better 

understand which pathways or 

networks are involved so that tailored 

treatments can be developed. To find 

these genes, many more participants 

and their blood samples are needed. 

TIC Genetics is looking to recruit many 

more families and we are especially 

looking for families in which only one 

person is affected with TS or another 

CTD and both parents are available to 

participate.  

 

All samples are initially analyzed by 

TIC Genetics Study researchers and 

later made available by National 

Institutes of Health (NIH) to qualified 

scientists around the world. All 

information is kept strictly confidential. 

To inquire about becoming a part of 

these breakthrough efforts to advance 

TS research by the TIC Genetics team, 

please email: 

familystudy@biology.rutgers.edu. We 

can do everything by mail and phone.  

 

The TIC Genetics study is supported by 

grants from the New Jersey Center for 

Tourette Syndrome (NJCTS: https://

njcts.org/) and from the National 

Institute of Mental Health.  

 

We greatly appreciate the participation 

of many Pennsylvania families in the 

past and may have an opportunity to 

reach more at the PA-TSA 2020 Family 

Camp! We hope you will participate!  

 

Gary A. Heiman, PhD 

Associate Professor and Vice Chair  

Department of Genetics  

Rutgers, The State University of New 

Jersey 
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Choose your favorite program to support! 
___ Overall Support 

___Trainings 
___ Advocacy/Consultant Services 

___ Public Awareness 
___ TS Family Camp and Retreat  

  
Donate online at www.patsainc.org or  

by sending this response card to:  
PA-TSA  

18 High St. #68 
  Hanover, PA 17331   

Yes, I would like to support the work of the PA Tourette Syndrome Alliance 

 

Name:  __________________________________________________ 

 

Address:  ________________________________________________ 

 

________________________________________________________ 

 

Phone:  _________________  Email:  _________________________ 

 

Please accept the following donation: 

 

____ $25  ____$50  ____ $100  ____ $250  ____$500  ____ Other 

 

 

___My contribution is enclosed  OR ___ Please bill my credit card 

 

___ Mastercard  ___ Visa  ___ Discover  ___ American Express 

 

# _________________________ Exp. Date:  ___________ CVV# _______ 

 

Cardholder Signature:  _________________________________________ 

 
All contributions are tax-deductible in accordance with IRS Section 501 (c)(3).   

The official registration and financial information for the PA-TSA, Inc may be obtained from 

the PA Department of State by calling toll-free within PA 1-800-732-0999.   

Registration does not imply endorsement. 
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Join us to relax and enjoy time together, individual activities, and workshops at this year’s Family Camp. Our weekend starts 

off with a social and ice breakers to get to know each other. Saturday brings a fantastic keynote address by Jaylen Arnold of Jaylen’s 

Challenge! During the weekend the kids have break out sessions in small groups for fun camp activities on the tract they select at 

registration. Our weekend is packed with activities like campfire, swim party, laser tag, and movie night. Whether this is your first 

time at camp or your 10th, you are sure to leave feeling informed, supported, and recharged!                                                              

Register here: https://www.trailblz.info/patourettealliance/eventcomplete.aspx?eventid=26 

Fee includes:  Private, hotel-style room, for 2 nights for each family (up to 5 per room), 5 Meals, Top Notch presenters and Workshops, 

Choice of Kid's activity groups: Sports & Adventure OR Science & Art, Family and Team Building Activities,  Swim Time & Group 

Campfire, Conference Materials, Camp T-Shirt & Other Give-aways! Contact info@patsainc.org for scholarships. 

PA-TSA's 14th Annual TS Family Camp 
Friday, June 5- Sunday, June 7, 2020 

Held at Black Rock Retreat 

1345 Kirkwood Pike 

Quarryville, PA 17566  

Held at Camp Kon-O-Kwee Spencer on October 5-6, 2019 in Fombell, PA! Look for Camp and Retreat Events on Facebook! 



Acknowledgement of Thanks 
MONTHLY DONORS  

Adam Fishbein  Jay Geyer 

Jack McLoughlin  Sharon Rubbo 
   BENEFACTORS & FUNDRAISERS $250-$999  

The Chambersburg Club 

Nancy & Jeffrey Dore 

Bedford Moose Lodge No 480  

Amanda Pelphrey 

YourCause, LLC Trustee for Gap, Inc. 

New Oxford Social & Athletic Club  
BENEFACTORS & FUNDRAISERS $1,000-$4,999 

Network for Good—Facebook Fundraisers 

Brad Cohen Tourette Foundation 

Waffles 4 Tourette, Marc Schmidt 

Johnson & Johnson 
BENEFACTORS & FUNDRAISERS $5,000-$29,999 

Robert & Joan Dircks Foundation 
BENEFACTORS & FUNDRAISERS $30,000 and Over 

Kenneth & Christine Beck  
 

                Your generosity is greatly appreciated!   
 

(If we have missed anyone, please contact PA-TSA and your name will be mentioned in our next newsletter.) 

PA-TSA Board  

President  

Jay Geyer  
84 Lumber 
Florida 

Vice-President 

Adam Fishbein 
Masters Candidate 
Washington, D.C./Montgomery County 

Secretary 

Lori Harvey 
Human Services Director 
Washington County 

Treasurer 

Patty John 
VP/Financial Advisor 
Allegheny County 

Members 

Kimberly Babik 
Attorney, Judicial Law Clerk 
Allegheny County 

Stephanie Dissen 
Administrative Coordinator 
Allegheny County 
Lesley Geyer  
Occupational Therapist 
Luzerne County 

Lindsay Glass 
Therapeutic Support Staff/Mental 
Health Professional 
Lehigh County 

Jonathan Horvath  
Sr. Director Program Management 
Butler County 
Jeffrey Mason 
Ad Maintenance Tech 
Allegheny County 

John McLoughlin 
Software/Systems Engineer 
Montgomery County 

Dr. Marc Schmidt 
Professor of Biology 
Philadelphia County 
Chris Tomlinson 
Vice President, Enterprise Radiology & 
Women and Children’s Service Line 
Bucks County 

Elena Wiseley 
Nurse 
Delaware County 

Youth Representative 
Kristen Harvey 
Washington County 

Medical Advisor: 

Lawrence W. Brown, M.D. 
Associate Professor of Neurology 
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