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Resources to learn about Tourette Syndrome (TS) 
 
General 
 
Tourette Association of America (TAA). This is unarguably the best (and most obvious) place to 
look. It has tons of resources for patients, families, educators, physicians, and all others who 
live with / care for someone with TS. 
https://tourette.org/about-tourette/overview/what-is-tourette/ 
 
CDC also has good information: https://www.cdc.gov/ncbddd/tourette/index.html, and 
https://www.cdc.gov/ncbddd/tourette/facts.html 
 
FAQ-style page from NIH: https://www.ninds.nih.gov/Disorders/Patient-Caregiver-
Education/Fact-Sheets/Tourette-Syndrome-Fact-Sheet 
 
Comprehensive Behavioral Intervention for Tics (CBIT). This is also from the TAA page. CBIT 
was recently recommended as the first treatment option for kids with TS, since it’s not a 
pharmacological treatment. 
https://tourette.org/research-medical/cbit-overview/ 

** CBIT is often confused with CBT, which is cognitive behavior therapy. CBT is 
sometimes used to treat other mental conditions that accompany Tourette’s, but it is not the 
same thing as CBIT. 

** A similar therapy is called habit reversal therapy (HRT), but CBIT is designed with 
Tourette’s and tic disorders in mind, so it’s more specific. 
 
Another good CBIT link: https://movementdisorders.ufhealth.org/for-patients/clinics/uf-health-
tourette-association-of-america-center-of-excellence/cbit-program/. University of Florida is very 
active in the Tourette community, especially in the south. 
 
Tourette iceberg: https://www.tourette.org/media/Iceberg-Poster-2.pdf. This is a one-page PDF 
diagram of an iceberg, and it shows that Tourette’s is not just about tics, and there are many 
comorbidities surrounding this complex disorder. 
 
Deep brain stimulation (DBS): used as a last resort for Tourette’s that doesn’t respond to 
medicine and therapy. DBS is FDA-approved for Parkinson’s and depression, but it is still 
investigational in treating TS: 
https://www.sciencedaily.com/releases/2017/04/170407103632.htm 
 
As you might know, the media portrays Tourette by having people curse and say offensive 
things. This symptom is called coprolalia, which you can read more about here: 
https://medium.com/@honeybadgershike/he-said-what-the-isolating-effects-of-coprolalia-
4ab179088c22. Although this is only a personal account, it resonated with me because I have 
felt very similar emotions. 
 
Coprolalia comes from the Greek words for “feces” and “speak,” and it affects only about 10% of 
people with Tourette. There are other, rarer phenomena listed below. You can mix and match 
different roots to get different symptoms, although not all of the combinations are present in 
Tourette: 
 “copro-” = feces    “-lalia” = speak, utter 
 “echo-” = repeating someone else  “-praxia” = action 
 “pali-“ = repeating yourself   “-graphia” = write 

https://tourette.org/about-tourette/overview/what-is-tourette/
https://www.cdc.gov/ncbddd/tourette/index.html
https://www.cdc.gov/ncbddd/tourette/facts.html
https://www.ninds.nih.gov/Disorders/Patient-Caregiver-Education/Fact-Sheets/Tourette-Syndrome-Fact-Sheet
https://www.ninds.nih.gov/Disorders/Patient-Caregiver-Education/Fact-Sheets/Tourette-Syndrome-Fact-Sheet
https://tourette.org/research-medical/cbit-overview/
https://movementdisorders.ufhealth.org/for-patients/clinics/uf-health-tourette-association-of-america-center-of-excellence/cbit-program/
https://movementdisorders.ufhealth.org/for-patients/clinics/uf-health-tourette-association-of-america-center-of-excellence/cbit-program/
https://www.tourette.org/media/Iceberg-Poster-2.pdf
https://www.sciencedaily.com/releases/2017/04/170407103632.htm
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Combine one prefix (first column) and one suffix (second column). For example, pali + lalia = 
palilalia, repeating your own speech; copro + graphia = coprographia, writing/drawing offensive 
things. Again, coprolalia is by far the most common among these symptoms, although it’s not 
known why. I encourage you to do some Google searching if you’re interested in this. 
 
Media 
 
Front of the Class by Brad Cohen (nonfiction book and movie). Almost everyone in the Tourette 
community knows about this book and this author. This was adapted into a widely available 
movie by the same name. 
 
Motherless Brooklyn by Jonathan Lethem (novel and movie). Technically a mystery novel, but 
the protagonist has Tourette’s and it’s a fun read. Also adapted into a recent movie by the same 
name. 
 
The World’s Strongest Librarian by Josh Hanagarne (nonfiction book). I haven’t read this, but a 
few friends of mine said good things about it. 
 
The Man Who Mistook His Wife for a Hat by Dr. Oliver Sacks (nonfiction). This is an account 
and description of several interesting conditions seen by this famous neurologist. Dr. Sacks 
talks about a patient of his, “Witty Ticcy Ray,” who has severe TS. It’s an interesting insight into 
the mind of someone with TS. I highly recommend Dr. Sacks’ other books, too. 
 
Against Medical Advice by James Patterson. It claims to be a true story of someone struggling 
with TS. The book title gives away the premise. I didn’t like it at all, but my mom started crying 
after finishing it, so suum cuique, I guess. 
 
Tourette’s: What Makes You Tic? (YouTube video): 
https://www.youtube.com/watch?v=JOfeW9qsNV8&ab_channel=MarcElliot. This person is Marc 
Elliot, and he is an inspirational speaker with Tourette’s. I’ve only spoken to him once. Recently, 
he drew criticism for supporting sex offender and cult founder Keith Raniere. I don’t watch 
Marc’s videos anymore, but unfortunately, this one is most similar to what I’m going through and 
the types of symptoms I experience, and I show parts of this video when I explain my condition 
to others. 
 
People 
 
Some big names in the field include (no particular order): 
Dr. Joseph Jankovic, Baylor 
Dr. Barbara Coffey, UMiami 
Dr. John Walkup, Northwestern 
Dr. James Leckman, Yale 
Dr. Steven Frucht, NYU Langone 
Dr. Cathy Budman, Private practice in NY 
Dr. Jeremiah Scharf, Massachusetts General Hospital 
Dr. Jorge Juncos, Emory (retired) 
Sheryl Pruitt, Parkaire Consultants (has extensive experience treating Tourette’s) 
Tim Howard (U.S. goalkeeper, has Tourette’s) 
Billie Eilish (U.S. singer-songwriter, has Tourette’s) 
 
 

https://www.youtube.com/watch?v=JOfeW9qsNV8&ab_channel=MarcElliot
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Bibliography 
 
I’ve been collecting and reading (when there’s time) some scholarly papers on TS that I’ve put in 
the bibliography below. Please note that some require a more advanced understanding of the 
field and might overlap with key biology and genetics concepts. If you’re a college student, you 
should be able to find the full text for these papers using PubMed through your college. 
 
I’ve highlighted a few papers that I really liked. Not to be egotistical, but I am a co-author on the 
Lennington et al. (2016) paper, so I’m still very proud of that work! 
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