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Michael and Janie Frost have both devoted their careers and lives 
to helping individuals and their families affected by TSC. 

Dr. Frost is a board-certified child neurologist and epileptologist. 
He was a founding team member of Minnesota Epilepsy Group 
in 1991 and established the Upper Midwest TSC Clinic Without 
Walls after meeting Dr. John Hulbert at a TSC Alliance research 
conference in 2002. 

During his tenure as Co-Director of the TSC 
Clinic, he served as an investigator on several 
pivotal clinical trials including Afinitor, which 
led to its approval for treating SEGAs in 2010; 
Epidiolex that led to its approval in 2020; and 
the current PREVeNT Trial, the first preventative 
clinical trial for epilepsy in the United States. In 
2006, Minnesota Epilepsy Group was one of two 
pilot sites for the TSC Natural History Database. 
Additionally, Dr. Frost served on the Clinical 
Consensus Group in 1998 to help establish the 
original TSC Clinical Consensus Guidelines and 
continued this role through two additional revi-
sions with a special expertise in comprehensive 
and coordinated care. Dr. Frost continues to 
provide his guidance as a member of the TSC 
Alliance Professional Advisory Board.

Janie Frost is a trained epilepsy nurse. She served as a member 
́ɿͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂ@́ǵ̿Ɏ́ڂɿڂSʡ̿ɟɂͮ́̿͝ڂɿ̿́˪ڂԇԅԅԍՔԇԅԆԆڂǵ˱Ɏڂǵ͝ڂ
Secretary in 2009. With her expertise in clinical care, she helped 
́̿ʄǵ˱ʡφɟͮڂʎɟڂԆԐԐԐڂԻǆǵ͝ʎʡ˱ʄͮ́˱հڂSHԼڂǵ˱ɎڂԇԅԅԆڂԻƉǵ˱ڂSʡɟʄ́Գڂĩǵͮʡ́˱ǵˍڂ
Family Conferences and chaired the National and World TSC 
H́˱ɿɟ̿ɟ˱ɂɟ͝ڂʡ˱ڂԇԅԅԍڂԻHʎʡɂǵʄ́ԳհڂԇԅԆԊڂԻǆǵ͝ʎʡ˱ʄͮ́˱հڂSHԼڂǵ˱ɎڂԇԅԆԏڂ
ԻSǵˍˍǵ͝ԳձڂƗʎɟ͝ɟڂɂ́˱ɿɟ̿ɟ˱ɂɟ͝ڂǵ̿ɟڂǵ˪́˱ʄͮڂʎɟ̵́̿ڂͮ́͝˪ڂˍʡɿʡɂڂʄǵͮʎɟ̿ʡ˱ʄ͝ڂ
of the global TSC community and were successful because of her 
outstanding leadership and dedication. Janie also generously 
served on the planning committee for the Minnesota-based 
Ɖ́ͽ˱Ɏڂ@ʡͮɟ͝ڂɟΞɟ˱ͮ͝ڂǵ͝ڂ΢ɟˍˍڂǵͮ͝ڂʎɟڂԉԋͮʎհڂԊԅͮʎڂǵ˱ɎڂԊԋͮʎڂƗƉHڂ
Alliance anniversary galas. 
 
The impact of Dr. Michael and Janie Frost on the TSC community 
has been profound. Their deep compassion and extraordinary 
commitment helped create an improved quality of life for tens of 
thousands of individuals and families. Join us in celebrating them 
and their many accomplishments during Saturday’s Blue Night Dinner. 

Dr. Michael and Janie Frost   |   TSC Champion Award
2022 World TSC Conference Honorees



Welcome to the 
2022 World TSC Conference
Dear Conference Participants,

The TSC Alliance® and Tuberous Sclerosis Complex International (TSCi), along with Title Sponsor Jazz Pharmaceuticals 
and Presenting Sponsor Nobelpharma, welcome you to Dallas for the 2022 World TSC Conference! After a very challenging 
few years, we are thrilled you decided to join us for another amazing educational event, featuring more than 100 speakers 
from around the world. Of course, this conference also offers you the unique opportunity to make life-long friendships and 
ɂ́˱˱ɟɂͮʡ́˱͝ڂ΢ʡͮʎͮ́ڂʎɟ̿ڂɿǵ˪ʡˍʡɟ͝ڂǵ˱Ɏڂʡ˱ɎʡΞʡɎͽǵˍ͝ڂǵɿɿɟɂͮɟɎڂȻΰͮڂͽȻɟ̿́ͽ͝͝ڂɂˍɟ̿́͝ʡ͝ڂɂ́˪̵ˍɟΫڂԲƗƉHԼձ
 
The 2022 World TSC Conference features diverse sessions daily, including general sessions and keynote speakers to ad-
dress TSC through the lifespan, as well as question-and-answer sessions at the end of the day on Friday and Saturday. The 
conference agenda is organized into five learning paths to align with the different ways people learn:

ڂ ՘ڂ Ėǵ̿ʄɟ́̿�ڂͽ̵ڂĖɟɂͮͽ̿ɟ͝ڂԲˍʡΞɟͮ̿͝ɟǵ˪ɟɎԳ
ڂ ՘ڂ Ŵǵ˱ɟˍڂŴ̿ɟ͝ɟ˱ͮǵͮʡ́˱͝ڂԲˍʡΞɟͮ̿͝ɟǵ˪ɟɎԳ
ڂ ՘ڂ Ɖ̵ɟɂʡǵˍͮΰڂƗ̵́ʡɂڂĖɟɂͮͽ̿ɟ͝ڂԲˍʡΞɟͮ̿͝ɟǵ˪ɟɎԳ
ڂ ՘ڂ ǆ́̿˅͝ʎ̵́͝ڂԲ˱́˱Ո̿ɟɂ́̿ɎɟɎԳ
ڂ ՘ڂ Sʡ͝ɂͽ͝͝ʡ́˱́̿�ڂͽ̵͝ڂԲ˱́˱Ո̿ɟɂ́̿ɎɟɎԳ

Unless specifically noted, each session is designed for our global TSC community. Four sessions are marked to notify at-
tendees that all are welcome; however, these sessions may be most relevant to individuals living in the United States. You 
can find those marked with an asterisk (*) on the agenda.
 
We encourage you to take advantage of the evening social activities and get to know others who may have a similar TSC 
story in a comfortable social environment. We have gatherings for TSC moms, dads, adults and siblings; a Spanish gath-
ɟ̿ʡ˱ʄնڂǵڂ˪ͽˍͮʡɂͽˍͮͽ̿ǵˍڂ˪ɟɟͮڂǵ˱Ɏڂʄ̿ɟɟͮڂɟΞɟ˱ͮնڂǵ˱ɎڂǵڂƗɟɟ˱ڂĖ́ͽ˱ʄɟ̵́ڂɟ˱͝ڂɟΞɟ̿ǵˍڂʎ́ͽ̿͝ڂɟǵɂʎڂɎǵΰձڂǆɟڂǵˍ́͝ڂɟ˱ʎǵ˱ɂɟɎ͝ڂͽ̵̵́̿ͮڂ
options for our underserved dependent adult families with evening gatherings in our Sensory room, located at the rear of 
Stemmons Ballroom.
 
Throughout the conference we encourage you to visit our Exhibit Hall & TSC Resource Center to learn more about services, 
programs, products and information from a wide range of vendors. The TSC Alliance Store will offer commemorative 2022 
World TSC Conference and TSC Alliance merchandise. And for the first time we are adding a Research Room to highlight 
clinical studies and clinical trials.
 
Thank you for attending this life-changing event! Now more than ever and because of each of you, the global TSC commu-
nity remains hopeful, relentless and strong.
 
Sincerely,

 
ڂ Ŵɟͮɟ̿ڂH̿ʡ˱́հڂġSհڂŴʎSڂ Čǵ̿ʡڂĖͽͮʎɟ̿ڂż́͝Ȼɟɂ˅ڂ ČǵͮʡɟڂƉ˪ʡͮʎڂ ġǵ̿ΰڂż́Ȼɟ̿Ɏ͝
 Chair, TSC Alliance President & CEO TSCi Working Conference Chair
ڂ @́ǵ̿Ɏ́ڂɿڂSʡ̿ɟɂͮ́̿͝ڂ ڂ �̿́ͽ̵ڂHʎǵʡ̿



Get the 2022 World TSC 
Conference App
Be sure to install the 2022 World TSC Conference App to access the conference agenda, speaker information, 
sponsor and exhibitor lists and much more. You can even message other attendees and create personalized 
schedules.

1 Install the “Cvent Events” app. 

ľ˱ڂΰ́ͽ̿ڂɎɟΞʡɂɟհڂǵɂɂɟͮ͝͝ڂʎɟڂ̵̵�ڂƉͮ́̿ɟ́́�ڂ̿́ڂʄˍɟڂŴˍǵΰڂƉͮ́̿ɟڂǵ˱Ɏ͝ڂɟǵ̿ɂʎڂɿ́̿ͮڂʎɟڂգHΞɟ˱ͮڂ^Ξɟ˱ͮ͝դڂǵ̵̵ձڂľ˱ɂɟڂΰ́ͽ՟Ξɟڂ
found the app, install it.

2 Search for the “2022 World TSC Conference” event. 

żɟͮͽ̿˱ڂ́ͮڂΰ́ͽ̿ڂɎɟΞʡɂɟ՟͝ -˱H́ڂƗƉHڂǆ́̿ˍɎڂգԇԅԇԇڂɿ́̿ڂɟǵ̿ɂʎ͝ڂĩɟΫͮհڂǵ̵̵ձڂΞɟ˱ͮ͝դ^ڂͮ˱գHΞɟڂʎɟͮڂ˱ɟ̵́ڂǵ˱Ɏڂ˱ɂ̿ɟɟ͝ڂʎ́˪ɟڂ
ɿɟ̿ɟ˱ɂɟձդ

3 Download the event. 

Ɨǵ̵ͮڂʎɟڂڂڂڂڂڂڂڂڂڂʡɂ́˱ڂ́ͮڂɎ́΢˱ˍ́ǵɎڂգԇԅԇԇڂǆ́̿ˍɎڂƗƉHڂH́˱ɿɟ̿ɟ˱ɂɟձդڂƗʎɟ˱ͮڂǵ̵ͮڂʎɟڂڂڂڂڂڂڂڂڂڂʡɂ́˱ڂ́ͮڂɟ˱ͮɟ̿ͮڂʎɟڂɟΞɟ˱ͮձ
 

4 Enter your info. 

Äɿڂΰ́ͽڂǵ̿ɟ˱՟ͮڂǵͽͮ́˪ǵͮʡɂǵˍˍΰ̵́̿ڂ˪̵ͮɟɎڂ́ͮڂˍ́ʄڂʡ˱հͮڂǵ̵ͮڂʎɟڂŴ̿́ɿʡˍɟͮڂǵȻڂǵͮͮڂʎɟڂȻ́ͮͮ́˪́ڂɿͮڂʎɟ͝ڂɂ̿ɟɟ˱հͮڂʎɟ˱ڂĖ́ʄڂʡ˱ձڂ
Enter your first name, last name and email. Then tap the arrow.

5 Verify your account. 

Ǔ́ͽ՟ˍˍڂɟʡͮʎɟ̿̿ڂɟɂɟʡΞɟڂǵ˱ڂɟ˪ǵʡˍڂǵ˱ɎڂǵͮڂɟΫͮڂ˪ɟ͝͝ǵʄɟڂɂ́˱ͮǵʡ˱ʡ˱ʄڂǵڂԍՈɎʡʄʡͮڂΞɟ̿ʡɿʡɂǵͮʡ́˱ڂɂ́Ɏɟڂ̿́ڂʽͽͮ͝ڂǵ˱ڂɟ˪ǵʡˍڂԲȻɟ͝ڂͽ̿ɟڂ
ڂǵ̵ͮڂǵ˱Ɏڂɂ́Ɏɟڂʎɟͮڂɟ˱ͮɟ̿ڂǵ̵̵հڂʎɟͮڂ́ͮڂ˱ɟͮͽ̿̿ڂ˱ʎɟͮڂʡͮհڂżɟǵɎڂɟ˪ǵʡˍԳձڂʎɟͮڂɟɟ͝ڂɎ́˱՟ͮڂΰ́ͽڂʡɿڂɎɟ̿ˍ́�ڂ˅˱ćͽڂΰ́ͽ̿ڂ˅ɂʎɟɂڂ́ͮ
ͮʎɟڂǵ̿̿́΢ձڂ�ɿͮɟ̿ڂɟ˱ͮɟ̿ʡ˱ʄͮڂʎɟڂΞɟ̿ʡɿʡɂǵͮʡ́˱ڂɂ́Ɏɟհڂΰ́ͽ՟ˍˍڂȻɟڂˍ́ʄʄɟɎڂʡ˱ձ
 
ĩľƗ^յڂǃɟ̿ʡɿʡɂǵͮʡ́˱ڂɂ́Ɏɟ͝ڂɂǵ˱́ڂ˱ˍΰڂȻɟڂͽ͝ɟɎ́ڂ˱ɂɟڂǵ˱ɎڂɟΫ̵ʡ̿ɟڂǵɿͮɟ̿ڂԇԊڂʎ́ͽ̿͝ձڂÄɿڂΰ́ͽ՟̿ɟڂˍ́ʄʄʡ˱ʄڂʡ˱ڂ˱́ڂ˪ͽˍͮʡ̵ˍɟڂ
ɎɟΞʡɂɟ͝հڂΰ́ͽ՟ˍˍ̿ڂɟɂɟʡΞɟڂǵڂ˱ɟ΢ڂΞɟ̿ʡɿʡɂǵͮʡ́˱ڂɂ́Ɏɟڂɿ́̿ڂɟǵɂʎձ
 

6 Complete your profile. 

Tap the Profile tab again, then tap View Profile. To make edits, including adding your name and photo, tap the 
Pencil icon on the upper right and complete the information. Next, choose your Visibility Settings. By default, 
your Profile is set to Hidden. If you want others using the app to see your information, check the Visible icon. 
Then tap Save on the upper right.

2022 World TSC Conference  •  July 28–31, 2022  •  Dallas, Texas
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DATE and TIME General Session Panel Specialty Topic  Large Group  Workshops  Discussion Groups
  Grand Ballroom D/E Presentations Lectures Lectures (non-recorded) (non-recorded)
  and various locations Grand Ballroom A Grand Ballroom B Grand Ballroom D/E Plum Blossom Edelweiss

Thursday July 28     

ڂ ԆԇڂՔڂԋ̵ڂձ˪ձڂ @ʡ́͝ǵ˪̵ˍɟڂżɟ̵́͝ʡͮ́̿ΰڂ
  Blood Draw, Inverness 
 
ڂ ԆԇڂՔڂԍ̵ڂձ˪ձڂڂ �ɟ˱ɟ̿ǵˍڂH́˱ɿɟ̿ɟ˱ɂɟڂ
  Registration and Day 
  Camp Registration, 
  Conference Registration 
  Room and Atrium II
 
ڂ ԉڂՔڂԋ̵ڂձ˪ڂ ġɟɟͮڂǵ˱Ɏ̿�ڂɟɟͮڂ
  Opportunities

ڂ ԊڂՔڂԋ̵ڂձ˪ձڂ ڂ ڂ ڂ ڂ ڂ ƗƉHڂԆԅԆڂɿ́̿ڂĩɟ΢ˍΰ
       Diagnosed Individuals
       or Families
 
ڂ ԍյԉԅڂՔڂԏյԉԅ̵ڂձ˪ձڂڂ H́˱ɿɟ̿ɟ˱ɂɟڂǆɟˍɂ́˪ɟڂ
  and Opening Dinner, 
  Imperial Ballroom
 
ڂ ԏյԉԅ̵ڂձ˪ձڂڂ �ɿͮɟ̿ڂSʡ˱˱ɟ̿ڂ�ɂͮʡΞʡͮʡɟ͝մڂ
  Adults with TSC, 
  International Social, 
  TSC Dads, Parents and 
  Dependent Adults, and 
ڂ ڂ Ɨɟɟ˱ڂĖ́ͽ˱ʄɟ
 
Friday, July 29     
 
ڂ ԎڂՔڂԏյԉԅڂǵձ˪ձڂ @̿ɟǵ˅ɿǵͮ͝հڂHʎǵ˱ͮʡˍˍΰ
  Ballroom

ڂ ԎڂՔڂԏյԉԅڂǵձ˪ձڂڂ @ʡ́͝ǵ˪̵ˍɟڂżɟ̵́͝ʡͮ́̿ΰڂ
  Blood Draw, Inverness

ڂ ԎڂՔڂԏյԉԅڂǵձ˪ձڂ żɟ͝ɟǵ̿ɂʎڂż́́˪ڂľ̵ɟ˱հڂ
ڂ ڂ �ˍɟͽ̿ڂɎɟڂĖʡ͝ڂ�ڂԧڂ@
 
ڂ Ԏյԉԅڂǵձ˪ձڂՔڂԋյԉԅ̵ڂձ˪ձڂڂ SǵΰڂHǵ˪̵հ̿ͮ�ڂʡͽ˪ڂÄՔ
  Check-In: Stemmons 
  Ballroom

ڂ ԏڂǵձ˪ձڂՔڂԆԇ̵ڂձ˪ձڂ �ɟ˱ɟ̿ǵˍڂH́˱ɿɟ̿ɟ˱ɂɟڂ
  Registration -  
  Conference Registration 
  Room and Atrium II 
 
ڂ ԏڂǵձ˪ձڂՔڂԋ̵ڂձ˪ձڂ ^ΫʎʡȻʡͮڂ ǵˍˍڂǵ˱ɎڂƗƉHڂ
ڂ ڂ żɟ́͝ͽ̿ɂɟڂHɟ˱ͮɟ հ̿̿�ڂǵ˱Ɏڂ
  Ballroom C

ڂ ԏڂǵձ˪ձڂՔڂԋ̵ڂձ˪ձڂ ƗƉHڂƉͮ́̿ɟڂľ̵ɟ˱հڂ
ڂ ڂ ́ͽͮ͝ʡɎɟ̿�ڂǵ˱Ɏڂ@ǵˍˍ̿́́˪͝

ڂ ԏյԉԅڂڂՔڂԆԅڂǵձ˪ձڂ ľŴ^ĩÄĩڂ��^ĩ^ż�Ėڂ
ڂ ڂ Ɖ^ƉƉÄľĩյڂ�ˍ́Ȼǵˍڂ
  Collaborations (TANDem) 
  and Consensus 
ڂ ڂ �ͽʡɎɟˍʡ˱ɟ͝ڂƣ̵ɎǵͮɟɎ

ڂ ԆԅڂՔڂԆԅյԉԅڂǵձ˪ձڂ @ż^�Čڂ

ڂ Ԇԅڂǵձ˪ձڂՔڂԉ̵ڂձ˪ձڂ @ʡ́͝ǵ˪̵ˍɟڂżɟ̵́͝ʡͮ́̿ΰڂ
  Blood Draw, Inverness

ڂ Ԇԅڂǵձ˪ձڂՔڂԉ̵ڂձ˪ձڂ żɟ͝ɟǵ̿ɂʎڂż́́˪ڂľ̵ɟ˱հڂ
ڂ ڂ �ˍɟͽ̿ڂɎɟڂĖʡ͝ڂ�ڂԧڂ@
 
ڂ Ԇԅյԉԅڂǵձ˪ձڂՔڂԆԇ̵ڂձ˪ձڂ ڂ ڂڂʎɟͮڂĩǵΞʡʄǵͮʡ˱ʄڂ֡ ƣ͝ʡ˱ʄڂƗɟɂʎ˱́ˍ́ʄΰڂ Ɖɟʡφͽ̿ɟڂƗΰ̵ɟ͝ڂǵ˱Ɏڂ ľ̿ʄǵ˱ʡφʡ˱ʄڂǓ́ͽ̿ڂ Ŵ̿ɟ̵ǵ̿ʡ˱ʄڂǓ́ͽ̿
   Complexities for  to Your Advantage: Treatments Thoughts and Family for Epilepsy
   Special Needs Care  Seizure Monitoring,  Emotions and Surgical Evaluation
ڂ ڂ ڂ ʡ˱ڂƗƉHڂԻƉƉÄհڂǆǵʡΞɟ̿͝հڂڂ ^˪̵́΢ɟ̿ʡ˱ʄڂ ڂ ġǵ˱ǵʄʡ˱ʄڂ ǵ˱ɎڂƉͽ̿ʄɟ̿ΰ
   Medicaid, Access,  Communication for  Relationships
   Financial Planning &  the Nonverbal, and  (TSC individual)
ڂ ڂ ڂ �ͽǵ̿Ɏʡǵ˱͝ʎʡ̵Գڂ �ͽͮͽ̿ʡͮ͝ʡɂڂġɟɎʡɂǵˍڂ
    Care

Conference at a Glance

*All are welcome; however, these sessions may be most relevant to individuals living in the United States.



ڂ ԆԇڂՔڂԆ̵ڂձ˪ձڂ @́ΫڂĖͽ˱ɂʎɟ͝հڂ@ǵˍˍ̿́́˪ڂڂ Ėͽ˱ɂʎڂǵ˱ɎڂĖɟǵ̿˱ڂڂ ڂ ڂ Ėͽ˱ɂʎڂǵ˱ɎڂĖɟǵ̿˱
ڂ ڂ �́ΰɟ̿ڂ Բ@́ΫڂĖͽ˱ɂʎɟ͝Գմڂ ڂ ڂ Բ@́ΫڂĖͽ˱ɂʎɟ͝Գմ
ڂ ڂ ڂ Hǵ̿ɟʄʡΞɟ̿ڂġɟ˱ͮǵˍڂڂ ڂ ڂ ƗƉHڂԆԅԆڂŴǵ̿ͮڂÄÄڂՔ
ڂ ڂ ڂ  ɟǵˍͮʎڂǵ˱ɎڂǆɟˍˍȻɟʡ˱ʄڂ ڂ ڂ �ͽʡɎɟڂHǵ̿ɟʄʡΞɟ̿ڂ�
      to Advocate for
ڂ ڂ ڂ ڂ ڂ ڂ Ǔ́ͽ̿ڂĖ́ΞɟɎڂľ˱ɟ

ڂ ԆԇڂՔڂԋ̵ڂձ˪ձڂ Ɨɟɟ˱ڂĖ́ͽ˱ʄɟڂľ̵ɟ˱հڂ
  Obelisk A & B

ڂ ԆڂՔڂԇյԉԅ̵ڂձ˪ձڂ ڂ Ɖͽ̿ʄʡɂǵˍ̵̵́̿�ڂǵɂʎɟ͝ڂ �ɂɂɟ͝͝ʡ˱ʄڂġǵ˱ǵʄɟɎڂ Ɖ˅ʡ˱ڂǵ˱ɎڂSɟ˱ͮǵˍڂ Ŵ̿ɟ̵ǵ̿ʡ˱ʄڂɿ́̿ڂڂ ǆ́˪ɟ˱՟͝ ɟǵˍͮʎ ڂ
   and Assessments for and Palliative Care Manifestations and Transitions -  Issues for TSC
ڂ ڂ ڂ ^̵ʡˍɟ̵͝ΰڂǵ˱ɎڂƉ^ڂ�� Ɨʎ̿́ͽʄʎ́ͽͮڂǓ́ͽ̿ڂ Ɨ̿ɟǵͮ˪ɟ˱ͮڂľ̵ͮʡ́˱͝ڂ HʎʡˍɎʎ́́Ɏڂ́ͮڂ �Ɏͽˍͮ͝
    TSC Journey  Adulthood 
ڂ ڂ ڂ ڂ ڂ ڂ ԻġɟɎʡɂǵˍڂHǵ̿ɟԳ

ڂ ԇյԉԅڂՔڂԉյԅԅ̵ڂձ˪ձڂ @ż^�Č

ڂ ԉڂՔڂԊյԉԅ̵ڂձ˪ձڂ ڂ �ɂɂɟ͝͝ʡ˱ʄڂ^ǵ̿ˍΰڂ Ė�ġհڂƗ̿ɟǵͮ˪ɟ˱ͮڂ �ɟ˱ɟͮʡɂ͝ڂġǵɎɟڂ Ɨ�ĩSڂՔڂڂ ġɟ˱՟͝ Ä͝͝ͽɟ͝ڂɟǵˍͮʎ ڂ
   Childhood Services  Options and Simple Aggressive for TSC Adults
   & Non-medical  Clinical Trials  Behavior
   Therapies   Management

ڂ ԊյԉԅڂՔڂԊյԊԋ̵ڂձ˪ձڂ @ż^�Č

ڂ ԊյԊԋڂՔڂԋյԉԅ̵ڂձ˪ձڂ �ɟ˱ɟ̿ǵˍڂŻͽɟͮ͝ʡ́˱͝ڂ
  and Answers- Panel
ڂ ڂ ́ɿڂŴ̿ɟ͝ɟ˱ͮɟ̿͝հ̿�ڂǵ˱Ɏڂ
  Ballroom D & E

ڂ ԋյԉԅڂՔڂԎ̵ڂձ˪ձڂ ڂ ڂ ڂ ڂ ^˱ɂͽɟ˱ͮ̿́ڂɎɟڂ ڂ ڂ ڂ
      educación en 
      Español y conocer
      y saludar -
      Spanish Education
      Meeting and 
ڂ ڂ ڂ ڂ ڂ ڂ �ǵͮʎɟ̿ʡ˱ʄ

ڂ ԍյԉԅڂՔڂԏյԅԅ̵ڂձ˪ձڂ Sʡ˱˱ɟ հ̿ڂHʎǵ˱ͮʡˍˍΰڂ
  Ballroom

ڂ ԏյԉԅ̵ڂձ˪ձڂ �ɿͮɟ̿ڂSʡ˱˱ɟ̿ڂ�ɂͮʡΞʡͮʡɟ͝մڂ
  Adults with TSC, 
  Multicultural Social, 
  Parents and Dependent 
ڂ ڂ �Ɏͽˍͮ͝հڂǵ˱ɎڂƗɟɟ˱ڂĖ́ͽ˱ʄɟ

ڂ ԏյԊԋ̵ڂձ˪ձڂ ġ́ΞʡɟڂĩʡʄʎͮհڂćǵɎɟڂľΞǵˍڂ
ڂ ڂ Ėǵ΢˱

Saturday, July 30     
 
ڂ ԎڂՔڂԏյԉԅڂǵձ˪ձڂ @̿ɟǵ˅ɿǵͮ͝հڂHʎǵ˱ͮʡˍˍΰڂ
  Ballroom

ڂ ԎڂՔڂԏյԉԅڂǵձ˪ձڂڂ @ʡ́͝ǵ˪̵ˍɟڂżɟ̵́͝ʡͮ́̿ΰڂ
  Blood Draw, Inverness

ڂ ԎڂՔڂԏյԉԅڂǵձ˪ձڂ żɟ͝ɟǵ̿ɂʎڂż́́˪ڂľ̵ɟ˱հڂ
ڂ ڂ �ˍɟͽ̿ڂɎɟڂĖʡ͝ڂ�ڂԧڂ@
 
ڂ Ԏյԉԅڂǵձ˪ձڂՔڂԋյԉԅ̵ڂձ˪ձڂڂ SǵΰڂHǵ˪̵հ̿ͮ�ڂʡͽ˪ڂÄՔ
  Check-In: Stemmons 
  Ballroom

ڂ ԏڂՔڂԆԅڂǵձ˪ձڂ �ɟ˱ɟ̿ǵˍڂH́˱ɿɟ̿ɟ˱ɂɟڂ
  Registration - Conference 
  Registration Room and 
  Atrium II 
 
ڂ ԏڂǵձ˪ձڂՔڂԋ̵ڂձ˪ձڂ ^ΫʎʡȻʡͮڂ ǵˍˍڂǵ˱ɎڂƗƉHڂ
ڂ ڂ żɟ́͝ͽ̿ɂɟڂHɟ˱ͮɟ հ̿̿�ڂǵ˱Ɏڂ
  Ballroom C

ڂ ԏڂǵձ˪ձڂՔڂԋ̵ڂձ˪ձڂ ƗƉHڂƉͮ́̿ɟڂľ̵ɟ˱հڂ
ڂ ڂ ́ͽͮ͝ʡɎɟ̿�ڂǵ˱Ɏڂ@ǵˍˍ̿́́˪͝

ڂ ԏյԉԅڂՔڂԆԅڂǵձ˪ձڂ �^ĩ^ż�ĖڂƉ^ƉƉÄľĩյڂ
  TSC Community Driven 
  Research Network (TSC 
  Alliance Research Model)

DATE and TIME General Session Panel Specialty Topic  Large Group  Workshops  Discussion Groups
  Grand Ballroom D/E Presentations Lectures Lectures (non-recorded) (non-recorded)
  and various locations Grand Ballroom A Grand Ballroom B Grand Ballroom D/E Plum Blossom Edelweiss



Saturday (cont.)

ڂ ԆԅڂՔڂԆԅյԉԅڂǵձ˪ձڂ @ż^�Čڂ

ڂ Ԇԅڂǵձ˪ձڂՔڂԉ̵ڂձ˪ձڂ @ʡ́͝ǵ˪̵ˍɟڂżɟ̵́͝ʡͮ́̿ΰڂ
  Blood Draw, Inverness

ڂ Ԇԅڂǵձ˪ձڂՔڂԉ̵ڂձ˪ձڂ żɟ͝ɟǵ̿ɂʎڂż́́˪ڂľ̵ɟ˱հڂ
ڂ ڂ �ˍɟͽ̿ڂɎɟڂĖʡ͝ڂ�ڂԧڂ@

ڂ Ԇԅյԉԅڂǵձ˪ձڂՔڂԆԇ̵ڂձ˪ձڂ ƉʡȻˍʡ˱ʄڂǆ́̿˅͝ʎ̵́հڂ Ɨ�ĩSڂՔڂ�S Sհڂ�˱ΫʡɟͮΰհڂڂHǵ̿ɟʄʡΞɟ̿ڂżɟ́͝ͽ̿ɂɟ͝ڂՈڂ ČʡɎ˱ɟΰڂƗͽ˪́̿͝հڂڂ Ɖɟʡφͽ̿ɟڂ�ɂͮʡ́˱ڂ ˱Ɏͽɂǵͮʡ́^ڂĩǵΞʡʄǵͮʡ˱ʄڂ֡
  Cooper Autism (Research) Self & Respite Care Cysts, and  Plans & System for a High
     Treatment Options Rescue Meds School Certificate

ڂ ԆԇڂՔڂԆ̵ڂձ˪ձڂ @́ΫڂĖͽ˱ɂʎɟ͝հڂ@ǵˍˍ̿́́˪ڂڂ Ėͽ˱ɂʎڂǵ˱ɎڂĖɟǵ̿˱ڂ Ėͽ˱ɂʎڂǵ˱ɎڂĖɟǵ̿˱ڂ ڂ Ėͽ˱ɂʎڂǵ˱ɎڂĖɟǵ̿˱
ڂ ڂ �́ΰɟ̿ڂ Բ@́ΫڂĖͽ˱ɂʎɟ͝Գմڂ Բ@́ΫڂĖͽ˱ɂʎɟ͝Գմڂ ڂ Բ@́ΫڂĖͽ˱ɂʎɟ͝Գմ
ڂ ڂ ڂ Ŵɟɟ̿Ոͮ́ՈŴɟɟ̿ڂƉͽ̵̵́̿ͮڂ �́Ξɟ̿˱˪ɟ˱ͮڂ ڂ Ɖ̵ɟɂʡǵˍڂ^Ξɟ˱ͮ͝ڂԧ
   Programs Advocacy  Fundraising

ڂ ԆԇڂՔڂԋ̵ڂձ˪ձڂ Ɨɟɟ˱ڂĖ́ͽ˱ʄɟڂľ̵ɟ˱հڂ
  Obelisk A & B

ڂ ԆڂՔڂԇյԉԅ̵ڂձ˪ձڂ ڂ �ɟ˱ɟͮʡɂ͝հڂ żɟɿ̿ǵɂͮ́̿ΰڂ^̵ʡˍɟ̵͝ΰڂՈڂ �ɂɂɟ͝͝ڂ́ͮڂƗƉHڂ �ɎΞ́ɂǵɂΰڂʡ˱ͮڂʎɟڂ Ɨ�ĩSڂՔڂġɟ˱ͮǵˍڂ ɟǵˍͮʎ
ڂ ڂ ڂ żɟ̵̿́ɎͽɂͮʡΞɟڂÄ͝͝ͽɟ͝ڂ ĩ́΢ڂǆʎǵͮԬڂ Hˍʡ˱ʡɂǵˍڂHǵ̿ɟڂ ^Ɏͽɂǵͮʡ́˱ڂƉΰͮ͝ɟ˪ڂ Ä͝͝ͽɟ͝ڂʡ˱ڂĖʡΞʡ˱ʄڂ΢ʡͮʎ
   and Impact on    TSC as an Independent
   Relationships    & Semi-Independent
       Adult

ڂ ԇյԉԅڂՔڂԉ̵ڂձ˪ձڂ @ż^�Č

ڂ ԉڂՔڂԊյԉԅ̵ڂձ˪ձڂ ڂ ڂǆǵΰڂΰ́ͽ̿ڂ�ʡ˱Ɏʡ˱ʄڂ֡ ġǵ˱ǵʄʡ˱ʄڂ �ɟ˱ɟڂƗʎɟ̿ǵ̵ΰڂՈڂ Ɨ�ĩSڂՔڂ�ɟɟɎʡ˱ʄհڂ ǆʎǵͮ՟͝ ĩɟΫͮԬڂ
   Home – Creative Progressive Kidney Hopes and Hurdles Elopement & Tools to Empower You
   Housing Options/ Disease  Potty Training on Your Medical
   Microboards    Journey to an
       Adult Neurologist

ڂ ԊյԉԅڂՔڂԊյԊԋ̵ڂձ˪ձڂ @ż^�Č

ڂ ԊյԊԋڂՔڂԋյԉԅ̵ڂձ˪ձڂ �ɟ˱ɟ̿ǵˍڂŻͽɟͮ͝ʡ́˱͝
  and Answers-
  Panel of Presenters,
ڂ ڂ �̿ǵ˱Ɏڂ@ǵˍˍ̿́́˪ڂSڂԧڂ^

ڂ ԍյԉԅڂՔڂԏ̵ڂձ˪ձڂ @ˍͽɟڂĩʡʄʎͮڂSʡ˱˱ɟ հ̿
  Chantilly Ballroom

ڂ ԏյԉԅ̵ڂձ˪ձڂ �ɿͮɟ̿ڂSʡ˱˱ɟ̿ڂ�ɂͮʡΞʡͮʡɟ͝մ
  Adults with TSC,
  TSC Moms, Parents
  and Dependent
  Adults, and
ڂ ڂ Ɨɟɟ˱ڂĖ́ͽ˱ʄɟ

Sunday, July 31

ڂ ԎڂՔڂԏյԉԅڂǵձ˪ձڂ @̿ɟǵ˅ɿǵͮ͝հڂHʎǵ˱ͮʡˍˍΰڂ
  Ballroom

ڂ Ԏյԉԅڂǵձ˪ձڂՔڂԆԇյԉԅ̵ڂձ˪ձڂڂSǵΰڂHǵ˪̵հ̿ͮ�ڂʡͽ˪ڂÄՔ
  Check-In: Stemmons 
  Ballroom

ڂ ԏڂǵձ˪ձڂՔڂԆԇ̵ڂձ˪ձڂ ƗƉHڂƉͮ́̿ɟڂľ̵ɟ˱հڂ
  in Registration Area

ڂ ԏյԉԅڂǵձ˪ձڂՔڂԆԅڂǵձ˪ձڂ ڂ ľͮʎɟ̿ڂľ̿ʄǵ˱ڂ Ɨ̿ǵ˱͝ʡͮʡ́˱ڂʡ˱ͮ́ڂ Ɨ�ĩSڂՔڂ@ɟʎǵΞʡ́̿ǵˍڂ ڂĩǵΞʡʄǵͮʡ˱ʄڂ֡ ƉɟΫͽǵˍڂSɟΞɟˍ̵́˪ɟ˱ͮ
ڂ ڂ ڂ ġǵ˱ʡɿɟͮ͝ǵͮʡ́˱͝ڂՈڂĖʡΞɟ հ̿ڂ �Ɏͽˍͮʎ́́ɎڂՈڂ Ä˱ͮɟ̿Ξɟ˱ͮʡ́˱͝ڂǵ˱Ɏڂ  ɟǵˍͮʎڂHǵ̿ɟڂ ɿ́̿ڂSɟ̵ɟ˱Ɏɟ˱ͮڂԧ
   Pancreas, Heart Employment Overview of System to Semi-Independent
   and Eyes and Higher Medications Better Access TSC Adults
    Education  Medication

ڂ ԆԅڂՔڂԆԅյԉԅڂǵձ˪ձڂ @ż^�Č
    

ڂ Ԇԅյԉԅڂǵձ˪ձڂՔڂԆԇ̵ڂձ˪ձڂ HĖľƉÄĩڂ�Ɖ^ƉƉÄľĩյ
  Driving the Future
ڂ ڂ ́ɿڂƗƉHڂՔڂHˍʡ˱ʡɂǵˍ
  Trials & Clinical Care

DATE and TIME General Session Panel Specialty Topic  Large Group  Workshops  Discussion Groups
  Grand Ballroom D/E Presentations Lectures Lectures (non-recorded) (non-recorded)
  and various locations Grand Ballroom A Grand Ballroom B Grand Ballroom D/E Plum Blossom Edelweiss

Conference at a Glance (cont.)

*All are welcome; however, these sessions may be most relevant to individuals living in the United States.



Conference Sponsors
The TSC Alliance and TSCi extend our deepest appreciation 
and gratitude to the following sponsors and donors for 
their support of the 2022 World TSC Conference. Their 
generosity makes this experience possible.

Title Sponsor
Jazz Pharmaceuticals

Presenting Sponsor
Nobelpharma

Visionary Technology Sponsor
Drs. Bonnie and Jonathan Rothberg & Family

Ken Johnson Scholarship Fund through the Bcureful 
Travel Fund
Foglia Family Foundation
TSC Alliance Endowment Fund

Nurse Coordinator Meeting Sponsor
Pediatric Epilepsy Research Foundation

Dinner Sponsors
Friends of Eric Parkes
UCB, Inc.

Break Sponsors
ĖʡΞǵĩ́Ξǵ
Noble International

Entertainment Sponsor
TSC Alliance Staff 

General Session Sponsors
TSC Alliance Board of Directors
ƣ̵͝ʎɟ̿ՈƉ˪ʡͮʎڂĖǵȻ́̿ǵͮ́̿ʡɟ͝հڂĖĖH

Session Sponsors
Anonymous
BIO
BridgeBio
Chemistry Rx
Horizon Therapeutics
Ė́˱ʄȻ́ǵ̿ɎڂŴʎǵ̿˪ǵɂɟͽͮʡɂǵˍ͝
Mallinckrodt
Marinus Pharmaceuticals
MassMutual SpecialCare
Neurelis
Nobelpharma
Noema
Ovid Therapeutics
Psychogenics
TacomaBeast
UCB, Inc.
ƣ̵͝ʎɟ̿ՈƉ˪ʡͮʎڂĖǵȻ́̿ǵͮ́̿ʡɟ͝հڂĖĖH
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Lanyard Sponsor
Marinus Pharmaceuticals

Conference Book Sponsor
Aeovian Pharmaceuticals

Meet and Greet Sponsors
Ray Chan
DiRx
Perfecting Peds
TotalCare RX
UCB, Inc.

Conference Bag Sponsors
@ɟǵͽ˪́˱ͮڂHʎʡˍɎ̿ɟ˱՟͝ ˍʡͮǵ̵́͝ ڂ
HʎʡˍɎ̿ɟ˱՟͝ڂ˱́ͮ́͝@ ˍʡͮǵ̵́͝ ڂ
HʎʡˍɎ̿ɟ˱՟͝ ڂʄɟˍɟ͝˱�ڂĖ́͝ڂɿ́ڂˍʡͮǵ̵́͝ ڂ
HʎʡˍɎ̿ɟ˱՟͝ H́ͽ˱ͮΰڂľ̿ǵ˱ʄɟڂˍʡͮǵ̵́͝ ڂ
HʎʡˍɎ̿ɟ˱՟͝ Hɟ˱ͮɟ̿ڂˍġɟɎʡɂǵڂˍĩǵͮʡ́˱ǵڂ
Hʡ˱ɂʡ˱˱ǵͮʡڂHʎʡˍɎ̿ɟ˱՟͝
Clinic Without Walls serving NYC, Westchester, 
  Hudson Valley & Connecticut 
H́́˅ڂHʎʡˍɎ̿ɟ˱՟͝
Kennedy Krieger Institute TSC Clinic
Ėɟڂ@́˱ʎɟͽ̿ڂHʎʡˍɎ̿ɟ˱՟͝ ˍʡͮǵ̵́͝ ڂ
Ėͽ̿ʡɟڂHʎʡˍɎ̿ɟ˱՟͝ Hʎʡɂǵʄ́ڂɿ́ڂˍʡͮǵ̵́͝ ڂ
Mid-Atlantic Epilepsy and Sleep Center
ġʡ˱˱ɟ́ͮ͝ǵڂ^̵ʡˍɟ̵͝ΰ́̿�ڂͽ̵
ƉɟǵͮͮˍɟڂHʎʡˍɎ̿ɟ˱՟͝
Ɖͮǵ˱ɿ́̿ɎڂHʎʡˍɎ̿ɟ˱՟͝ ɟǵˍͮʎ ڂ
Texas Scottish Rite Hospital
TSC Center, University of Maryland
UAB Tuberous Sclerosis Clinic
ƣHĖ�
University of Iowa Stead Family Hospital

Additional Support
Ėͽ˱ɎȻɟɂ˅
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General Conference Information
Conference, Day Camp and Registration Hours*

Thursday, July 28
ĩ́́˱ڂ́ͮڂԍ̵ڂձ˪ձڂڂ H́˱ɿɟ̿ɟ˱ɂɟڂǵ˱ɎڂSǵΰڂHǵ˪̵ڂżɟʄʡͮ̿͝ǵͮʡ́˱ՄHʎɟɂ˅ՈÄ˱ڂǵͮڂH́˱ɿɟ̿ɟ˱ɂɟڂżɟʄʡͮ̿͝ǵͮʡ́˱ڂż́́˪ڂǵ˱Ɏ̿ͮ�ڂʡͽ˪ڂԇ

Friday, July 29
Ԏյԉԅڂǵձ˪ձڂ́ͮڂԋյԉԅ̵ڂձ˪ձڂڂ SǵΰڂHǵ˪̵հڂHʎɟɂ˅ՈÄ˱ՄľͽͮڂǵͮڂƉͮɟ˪˪́˱͝ڂ@ǵˍˍ̿́́˪
8 a.m. to Noon Daily Conference Registration at Conference Registration Room and Atrium 2

Saturday, July 30
Ԏյԉԅڂǵձ˪ձڂ́ͮڂԋյԉԅ̵ڂձ˪ձڂڂ SǵΰڂHǵ˪̵ڂHʎɟɂ˅ՈÄ˱ՄľͽͮڂǵͮڂƉͮɟ˪˪́˱͝ڂ@ǵˍˍ̿́́˪
8 to 10 a.m.  Daily Conference Registration at Conference Registration Room and Atrium 2

Sunday, July 31
Ԏյԉԅڂǵձ˪ձڂ́ͮڂԆԇյԉԅ̵ڂձ˪ձڂڂ SǵΰڂHǵ˪̵ڂHʎɟɂ˅ՈÄ˱ՄľͽͮڂǵͮڂƉͮɟ˪˪́˱͝ڂ@ǵˍˍ̿́́˪

*Please note: The Registration Desk will always have someone available to assist you with questions and/or directions. 

Research Room

TSC Research Studies and Clinical Trials:ڂƗʎɟڂżɟ͝ɟǵ̿ɂʎڂż́́˪հڂˍ́ɂǵͮɟɎڂʡ˱ڂ�ˍɟͽ̿ڂɎɟڂĖʡ͝ڂ�Մ@ͮڂ˱́ڂʎɟڂ˪ɟφφǵ˱ʡ˱ɟڂˍɟΞɟˍհ̵́̿ڂΞʡɎɟ͝ڂ
attendees with a place to learn about ongoing TSC research studies and clinical trials including opportunities for how to 
participate. There is no obligation to participate. We encourage all attendees to visit! The Research Room will be open as 
follows:

�̿ʡɎǵΰհڂćͽˍΰڂԇԐյڂԎڂ́ͮڂԏյԉԅڂǵձ˪ձհڂԆԅڂǵձ˪ձڂ́ͮڂԉ̵ڂձ˪ձ
Ɖǵͮͽ̿ɎǵΰհڂćͽˍΰڂԉԅյڂԎڂ́ͮڂԏյԉԅڂǵձ˪ձհڂԆԅڂǵձ˪ձڂ́ͮڂԉ̵ڂձ˪ձ

On-Site Blood Collections: The TSC Alliance also offers on-site blood collections, located in the Inverness Room right next 
to the Research Room on the mezzanine level, for the TSC Biosample Repository and Natural History Database project. 
@ˍ́́ɎڂɎ̿ǵ΢͝ڂǵ̿ɟڂǵΞǵʡˍǵȻˍɟڂɿ́̿ڂʡ˱ɎʡΞʡɎͽǵˍ͝ڂ΢ʎ́ڂʎǵΞɟڂǵڂɎɟɿʡ˱ʡͮɟڂɎʡǵʄ˱́͝ʡ́͝ڂɿڂƗƉHڂǵ˱ɎՄ́̿ڂĖ�ġձڂÄɿڂΰ́ͽڂǵ̿ɟڂͮ́˱ڂɂͽ̿̿ɟ˱ͮˍΰ̵ڂǵ̿ͮʡɂʡ-
pating in the TSC Biosample Repository and Natural History Database project, the TSC Alliance research staff may be able 
to complete the consent process on-site at the conference depending on availability. A total of 17 hours will be available for 
attendees to complete their blood draws. 

Ɨʎͽ̿͝Ɏǵΰհڂćͽˍΰڂԇԏյ Noon to 5 p.m.
�̿ʡɎǵΰհڂćͽˍΰڂԇԐյڂԎڂ́ͮڂԏյԉԅڂǵձ˪ձհڂԆԅڂǵձ˪ձڂ́ͮڂԉ̵ڂձ˪ձ
Ɖǵͮͽ̿ɎǵΰհڂćͽˍΰڂԉԅյڂԎڂ́ͮڂԏյԉԅڂǵձ˪ձհڂԆԅڂǵձ˪ձڂ́ͮڂԉ̵ڂձ˪ձڂ

Skin Photography: The TSC Alliance is also collecting photographs of TSC skin manifestations across individuals of differ-
ing skin tones, including Black and Asian individuals with TSC, to create a reference resource to share with clinicians with 
the goal of education and raising awareness of these differences. To date, medical photographs of such manifestations 
are commonly shown as examples from White or other individuals with lighter skin tones, creating a barrier for clinicians to 
accurately compare in Black or other individuals with darker skin tones.  

Interested in providing photographs or being photographed for this initiative? Please visit the Research Room, located in 
�ˍɟͽ̿ڂɎɟڂĖʡ͝ڂ�Մ@ͮڂ˱́ڂʎɟڂ˪ɟφφǵ˱ʡ˱ɟڂˍɟΞɟˍհ̵ڂ́ͮڂǵ̿ͮʡɂʡ̵ǵͮɟԨڂǆɟڂ΢ʡˍˍڂʎǵΞɟ́͝ڂ˪ɟ́˱ɟ̵̿ڂɟ͝ɟ˱ͮͮڂ́ͮڂǵ˅ɟ̵ڂʎ́ͮ́ʄ̿ǵ̵ʎ͝ձ̵ڂˍˍ�ڂǵ̿ͮʡɂʡ̵ǵ˱ͮ͝ڂ
will be required to sign a photo release for use of photos.

�̿ʡɎǵΰհڂćͽˍΰڂԇԐյڂԏڂ́ͮڂԏյԉԅڂǵձ˪ձհڂԆԅڂǵձ˪ձڂ́ͮڂԆԆڂǵձ˪ձհڂԆԇյԉԅڂ́ͮڂԆ̵ڂձ˪ձ
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Teen Lounge

ƗʎɟڂƗɟɟ˱ڂĖ́ͽ˱ʄɟհڂˍ́ɂǵͮɟɎڂʡ˱ڂľȻɟˍʡ͝˅ڂ�ԧ@հڂʡ͝ڂǵ̵͝ڂǵɂɟ̿ڂɟ͝ɟ̿ΞɟɎڂɿ́̿ڂɂ́˱˱ɟɂͮʡ˱ʄͮڂɟɟ˱͝ڂ΢ʡͮʎڂƗƉHڂԲǵʄɟ͝ڂԆԇՔԇԉԼձڂƗʎɟΰڂɂǵ˱ڂʎǵ˱ʄڂ
out in a one-stop hub with televisions, video and other games, crafts and special programming. Parents please note: This 
room is not supervised.  

Ɨʎͽ̿͝Ɏǵΰհڂćͽˍΰڂԇԏյ      �̿ʡɎǵΰհڂćͽˍΰڂԇԐյ   Ɖǵͮͽ̿Ɏǵΰհڂćͽˍΰڂԉԅյ 
ԏյԉԅڂ́ͮڂԆԆ̵ڂձ˪ձڂڂ Ԇԇյԉԅڂ́ͮڂԋ̵ڂձ˪ձհڂԏյԉԅڂ́ͮڂԆԆ̵ڂձ˪ձڂڂ Ԇԇյԉԅڂ́ͮڂԋ̵ڂձ˪ձհڂԐڂ́ͮڂԆԆ̵ڂձ˪ձ

Blue Night Dinner

@ɟ͝ڂͽ̿ɟڂ́ͮڂ΢ɟǵ̿ڂȻˍͽɟڂɿ́̿ڂƉǵͮͽ̿Ɏǵΰڂ˱ʡʄʎͮ՟͝ Sʡ˱˱ɟڂĩʡʄʎͮڂͽɟˍ@ڂ հ̿ڂ΢ʎɟ̿ɟڂ΢ɟ՟ˍˍڂʎ́˱́̿ڂS ձ̿ڂġʡɂʎǵɟˍڂǵ˱Ɏڂćǵ˱ʡɟڂͮ́̿͝�ڂ΢ʡͮʎڂǵڂƗƉHڂ
Hʎǵ˪̵ʡ́˱ڂ�΢ǵ̿Ɏڂɿ́̿ͮڂʎɟʡ̿ڂˍʡɿɟˍ́˱ʄڂɂ́˪˪ʡͮ˪ɟ˱ͮڂ́ͮڂɂǵ̿ʡ˱ʄڂɿ́̿ͮڂʎɟڂƗƉHڂɂ́˪˪ͽ˱ʡͮΰձڂǓ́ͽ՟ˍˍڂǵˍ́͝͝ڂɟɟڂǵ˱Ɏڂʎɟǵ̿ڂǵ̵͝ڂɟɂʡǵˍڂ
̵ɟ̿ɿ́̿˪ǵ˱ɂɟڂȻΰڂƗƉHڂ˪́˪ڂǵ˱Ɏڂ�˪ɟ̿ʡɂǵ˱ڂÄɎ́ˍ͝ڂɟ˱͝ǵͮʡ́˱ڂ�ˍͮʎɟǵ̿�ڂǵɂɟհڂɿ́ˍˍ́΢ɟɎڂȻΰڂǵڂˍʡΞɟڂSćڂɿ́̿́ڂͽ̿ڂɿʡ̿ͮ͝ڂǆ́̿ˍɎڂƗƉHڂ
Conference Prom.

Emergencies/First Aid

A first aid kit will be available at the Registration Desk and in each Day Camp room. A Texas-licensed physician will be 
ǵΞǵʡˍǵȻˍɟڂɿ́̿ڂʡ˪˪ɟɎʡǵͮɟڂǵ͝͝ʡͮ͝ǵ˱ɂɟն̵ڂˍɟǵ͝ɟڂɂǵˍˍڂԲԐԊԋԼڂԇԆԅՔԅԋԊԍڂʡɿڂΰ́ͽڂ˱ɟɟɎ̿ڂ́ͮڂɟǵɂʎͮڂʎɟ́ڂ˱Ոɂǵˍˍ̵ڂʎΰ͝ʡɂʡǵ˱ձڂ^˪ɟ̿ʄɟ˱ɂΰڂ
paramedic assistance will be alerted if emergency care and transport are needed.

Nearby Medical/Emergency Resources

The following facilities are within 2.5 miles of the Hilton Anatole:

UT Southwestern Medical Center / Zale Lipshy Hospital
�ɟ˱ɟ̿ǵˍڂġɟɎʡɂǵˍڂƗ̿ɟǵͮ˪ɟ˱ͮ
5151 Harry Hines Blvd.
Dallas, TX 75390
www.utswmed.org
ԻԇԆԊԼڂԍԊԋՔԋԋԋԋ

Parkland Memorial Hospital
Major Trauma Center
5200 Harry Hines Blvd.
Dallas, TX 75235
www.parklandhospital.com
ԻԇԆԊԼڂԋԐԅՔԏԅԅԅ

Lost and Found

Ė́ͮ͝ڂʡͮɟ˪ͮ͝ڂʎǵͮڂǵ̿ɟڂɿ́ͽ˱Ɏڂǵ˱Ɏͮڂͽ̿˱ɟɎڂʡ˱ڂ˪ǵΰڂȻɟڂɂˍǵʡ˪ɟɎڂǵͮͮڂʎɟڂżɟʄʡͮ̿͝ǵͮʡ́˱ڂSɟ͝˅ͮڂ̿́ڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂȻ́́ͮʎڂʡ˱ͮڂʎɟڂ^ΫʎʡȻʡͮڂ ǵˍˍձ

Recommended Dress

Attendees should wear casual clothing. Please remember meeting rooms are air-conditioned and may be cool. Sweaters or 
jackets may be needed. Check out the TSC Alliance Store if you forgot yours! Also, remember to wear your blue for Satur-
ɎǵΰڂɟΞɟ˱ʡ˱ʄ՟͝ Sʡ˱˱ɟڂĩʡʄʎͮڂͽɟˍ@ڂ ձ̿

Meeting Room WiFi Access  

Free WiFi is available in all meeting rooms, courtesy of Drs. Bonnie and Jonathan Rothberg & Family, Visionary Technology 
Ɖ̵́˱́͝ ձ̿ڂĖ́́˅ڂɿ́̿ڂƉƉÄSյڂգǆ́̿ˍɎڂƗƉHڂH́˱ɿɟ̿ɟ˱ɂɟդڂǵ˱Ɏڂͽ͝ɟڂŴǵ͝͝΢́̿Ɏմڂգ΢ɟˍɂ́˪ɟԇԇդձ

Concentra Urgent Care – Stemmons
Urgent Care
2920 N. Stemmons Fwy.
Dallas, TX  75247
www.contentra.com
ԻԇԆԊԼڂԍԉԅՔԇԉԉԆ

Walgreens Pharmacy
Open 24 Hours
3802 Cedar Springs Rd.
Dallas, TX 75219
www.walgreens.com
ԻԇԆԊԼڂԊԊԉՔԋԆԍԅ
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TSC Store

ƗƉHڂ�ˍˍʡǵ˱ɂɟڂǵ˱Ɏڂɂ́˱ɿɟ̿ɟ˱ɂɟڂ˪ɟ̿ɂʎǵ˱Ɏʡ͝ɟڂʡ͝ڂǵΞǵʡˍǵȻˍɟڂɿ̵́̿ڂͽ̿ɂʎǵ͝ɟڂǵͮͮڂʎɟڂƗƉHڂƉͮ́̿ɟհڂˍ́ɂǵͮɟɎ́ڂͽͮ͝ʡɎɟͮڂʎɟ̿�ڂǵ˱Ɏڂ@ǵˍˍ̿́́˪͝ڂ
except Sunday as noted below. 

Ɨʎͽ̿͝Ɏǵΰհڂćͽˍΰڂԇԏյڂĩ́́˱ڂ́ͮڂԍ̵ڂձ˪ձ
�̿ʡɎǵΰհڂćͽˍΰڂԇԐյ 8 a.m. to 5 p.m.
Ɖǵͮͽ̿Ɏǵΰհڂćͽˍΰڂԉԅյ8ڂ a.m. to 5 p.m.
Ɖͽ˱ɎǵΰհڂćͽˍΰڂԉԆյ 8 a.m. to Noon, in Conference Registration Area

Conference Educational Opportunities

General Q&A Sessions with Panel of Presenters, Grand Ballroom D & E
Ɨʎɟڂԇԅԇԇڂǆ́̿ˍɎڂH́˱ɿɟ̿ɟ˱ɂɟڂ΢ʡˍˍڂʡ˱ɂˍͽɎɟͮڂ΢́ڂʄɟ˱ɟ̿ǵˍڂŻͽɟͮ͝ʡ́˱ڂǵ˱Ɏڂ�˱͝΢ɟ̿ڂƉɟ͝͝ʡ́˱͝ձڂƗʎɟ͝ɟ͝ڂɟ͝͝ʡ́˱͝ڂ΢ʡˍˍڂɿɟǵͮͽ̿ɟڂƗƉHڂɟΫ̵ɟ̿ͮڂ
physicians who will be available for general discussion and questions on any topics related to TSC. These sessions will also 
be livestreamed for virtual attendees.  

�̿ʡɎǵΰհڂćͽˍΰڂԇԐյڂԊյԊԋڂ́ͮڂԋյԉԅ̵ڂձ˪ձ
Moderator:ڂČǵ̿ʡڂĖͽͮʎɟ̿ڂż́͝Ȼɟɂ˅
Panelists:ڂĩǵͮʎǵ˱ڂHǵˍˍհڂŴʎSհڂ@H@�ՔSնڂŴɟͮɟ̿ڂH̿ʡ˱́հڂġSհڂŴʎSնڂSǵ˱ڂHͽ̿̿ΰհڂġSնڂƗǵ˱ʽǵˍǵڂ�ʡ̵́͝˱հڂġSնڂĩʡ͝ʎǵ˱ͮڂ�ͽ̵ͮǵհڂġSնڂ
Chris Kingswood, MD; Hope Northrup, MD; Joshua Samuels, MD, MPH; Joyce Teng, MD, PhD; Howard Weiner, MD; 
James Wheless, MD

Ɖǵͮͽ̿ɎǵΰհڂćͽˍΰڂԉԅյڂԊյԊԋڂ́ͮڂԋյԉԅ̵ڂձ˪ձ
Moderator: Steve Roberds, PhD
Panelists:ڂSɟ̿ɟ˅ڂ@ǵͽɟ հ̿ڂġSնڂć́ʎ˱ڂ@ʡ͝͝ˍɟ հ̿ڂġSնڂŴɟͮ̿ͽ͝ڂɎɟڂǃ̿ʡɟ͝հڂġ@Hʎ@հڂ�żHŴ͝ΰɂʎհڂŴʎSնڂSǵΞʡɎڂSͽ˱˱հڂġSնڂ�ɟ̿ǵˍɎ̿�ڂǵ˱ͮհڂġSնڂ
Ėʡ͝ǵڂ ɟ˱͝˅ɟհڂġSնڂƉʎǵɿǵˍʡڂćɟͮ͝ɟհڂġSնڂSǵ̿ɂΰڂČ̿ͽɟʄɟ հ̿ڂġSհڂŴʎSնڂ�˱ʄɟˍǵڂŴɟ̿́˱հڂġSնڂ^ˍʡφǵȻɟͮʎڂƗʎʡɟˍɟհڂġSհڂŴʎS

Large Group LecturesڂԲˍʡΞɟͮ̿͝ɟǵ˪ɟɎԳڂ΢ʡˍˍڂɿɟǵͮͽ̿ɟڂԉՔԊ̵͝ڂɟǵ˅ɟ̿͝ڂ΢ʡͮʎڂǵڂ˪́Ɏɟ̿ǵͮ́̿ڂǵ˱Ɏڂʡ˱ɂˍͽɎɟڂɿ́̿˪ǵˍ̵̿ڂɟ͝ɟ˱ͮǵͮʡ́˱̵́ͮ͝ڂ˱́ڂʡɂ͝ڂ
ͮʎǵͮڂʡ˪̵ǵɂͮڂʡ˱ɎʡΞʡɎͽǵˍ͝ڂǵɂ̿́ͮ͝͝ڂʎɟڂˍʡɿɟ̵͝ǵ˱ڂ΢ʡͮʎ́͝ڂ˪ɟͮڂʡ˪ɟڂǵͮͮڂʎɟڂɟ˱Ɏڂɿ́̿ڂŻԧ�ձڂ
 
Panel PresentationsڂԲˍʡΞɟͮ̿͝ɟǵ˪ɟɎԳڂ΢ʡˍˍڂɿɟǵͮͽ̿ɟڂԉՔԊ̵͝ڂɟǵ˅ɟ̿͝ڂ΢ʡͮʎڂǵڂ˪́Ɏɟ̿ǵͮ́̿ڂ΢ʎ́ڂ΢ʡˍˍڂǵ͝˅̻ڂͽɟͮ͝ʡ́˱͝ڂ́ͮڂɟ˱ʄǵʄɟڂʡ˱ͮɟ̿ǵɂͮʡΞɟڂ
conversation amongst the panel and the attendees. 
 
Specialty Topic LecturesڂԲˍʡΞɟͮ̿͝ɟǵ˪ɟɎԳڂ΢ʡˍˍڂɿɟǵͮͽ̿ɟڂǵͮڂˍɟǵͮ͝ڂԇ̵֕͝ڂɟǵ˅ɟ̿͝ڂ΢ʡͮʎڂǵڂ˪́Ɏɟ̿ǵͮ́̿ڂ́ͮڂɿ́ɂͽ̵͝͝ڂ˱́ڂɟɂʡǵˍͮΰ̵́ͮڂʡɂͮ͝ڂʎǵͮڂ
affect the TSC community. 
 
Workshops Բ˱́˱Ո̿ɟɂ́̿ɎɟɎԳڂǵ̿ɟڂʡ˱ͮɟ̿ǵɂͮʡΞɟڂ΢́̿˅ʡ˱ʄڂʄ̿́ͽ̵͝ڂɿɟǵͮͽ̿ʡ˱ʄڂԉՔԊ̵͝ڂɟǵ˅ɟ̿͝հڂǵڂ˪́Ɏɟ̿ǵͮ́̿ڂǵ˱Ɏڂǵڂ˅ɟΰͮڂǵ˅ɟڂǵ΢ǵΰڂ
learning objective with supporting materials. 
 
Discussion GroupsڂԲ˱́˱Ո̿ɟɂ́̿ɎɟɎԳڂ΢ʡˍˍڂɿɟǵͮͽ̿ɟڂԇՔԉ̵͝ڂɟǵ˅ɟ̿͝ڂǵ˱Ɏڂǵڂ˪́Ɏɟ̿ǵͮ́̿ڂ́ͮڂɎʡ͝ɂͽ͝͝ڂ˪́̿ɟ̵ڂɟ̿́͝˱ǵˍ̵́ͮڂʡɂͮ͝ڂʎǵͮڂǵɿɿɟɂͮڂ
the TSC community in a closed setting. 

Group Sessions are specialty topics that impact a subset of constituents and may be more personal in nature and 
therefore will not be recorded. These sessions will run concurrently with the tracks. 

Disclaimers

The information presented during all sessions is intended for educational purposes only and is not endorsed by the TSC 
Alliance. Due to unforeseen circumstances, the conference schedule and speakers may change. 

Some conference sessions are being recorded, and attendees may be recorded or photographed. All conference 
participants agree to be recorded or photographed without compensation.  Photographs and videos may be used in 
future publications and promotional materials.
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Day Camp Hours, Information and Schedule
Hours

�̿ʡɎǵΰհڂćͽˍΰڂԇԐյڂԎյԉԅڂǵձ˪ձڂ́ͮڂԋյԉԅ̵ڂձ˪ձ
Ɖǵͮͽ̿ɎǵΰհڂćͽˍΰڂԉԅյڂԎյԉԅڂǵձ˪ձڂ́ͮڂԋյԉԅ̵ڂձ˪ձ
Ɖͽ˱ɎǵΰհڂćͽˍΰڂԉԆյڂԎյԉԅڂǵձ˪ձڂ́ͮڂԆԇյԉԅ̵ڂձ˪ձ

Day Camp Check-In/Check-Out: Stemmons Ball Room  

Day Camp participants will enjoy planned activities and meals, with each program designed to provide children and 
Ɏɟ̵ɟ˱Ɏɟ˱ͮڂǵɎͽˍͮ͝ڂ΢ʡͮʎڂǵڂɿͽ˱հͮ͝ڂʡ˪ͽˍǵͮʡ˱ʄڂɟ˱Ξʡ̿́˱˪ɟ˱ͮڂ΢ʎʡˍɟڂǵˍˍ́΢ʡ˱ʄڂɿ́̿ڂɿˍɟΫʡȻʡˍʡͮΰڂʡ˱ͮڂʎɟ͝ڂɂʎɟɎͽˍɟڂȻǵ͝ɟɎڂ˱́ڂɟǵɂʎڂɂǵ˪̵ɟ̿՟͝ ڂ
individual needs. All Day Camps are located in the Stemmons Ball Room. The 2022 World TSC Conference Day Camps are 
˪ǵ˱ǵʄɟɎڂǵ˱Ɏ̵́ڂɟ̿ǵͮɟɎڂȻΰڂH̵́̿́̿ǵͮɟڂČʡɎ͝ڂ^Ξɟ˱ͮ͝ڂԲHČ^Լձ

Day Camp participants are divided into three groups:

ԆձڂHǵ˪̵ڂSʡ͝ɂ́Ξɟ̿ΰڂՕڂƗʎʡ͝ڂɂǵ˪̵ڂʡ͝ڂɿ́̿ڂɂʎʡˍɎ̿ɟ˱ڂ΢ʡͮʎڂƗƉHڂ΢ʎ́ڂǵ̿ɟڂɿͽ˱ɂͮʡ́˱ʡ˱ʄڂǵͮڂǵ˱ڂǵʄɟՈǵ̵̵̵̿́̿ʡǵͮɟڂˍɟΞɟˍڂǵ͝ڂ΢ɟˍˍڂǵ͝ڂͽ˱ǵɿ-
fected siblings of a TSC child. Children with TSC will be considered for Camp Discovery: if they are on IEPs with minimal 
support, can perform all activities of daily living independently with only occasional verbal reminders and can functionally 
ɂ́˪˪ͽ˱ʡɂǵͮɟڂ΢ǵ˱ͮ͝ڂǵ˱Ɏڂ˱ɟɟɎ͝ձڂ�ڂɿǵ˪ʡˍΰڂʡ˱ͮɟ̿Ξʡɟ΢ڂ΢ʡͮʎڂǵڂHǵ˪̵ڂĖɟǵɎɟ̿͝ʎʡ̵ڂƗɟǵ˪ڂ˪ɟ˪Ȼɟ̿ڂ˪ǵΰڂȻɟڂ΢ǵ̿̿ǵ˱ͮɟɎڂʡɿڂɂ́˱ɂɟ̿˱͝ڂ
exist about which Camp would best suit a child. 

Staffing ratios for Camp Discovery are as follows:
ڂ ՘ڂ Ä˱ɿǵ˱ͮ͝ڂԅڂ́ͮڂԇڂǓɟǵ̿͝մڂԆյԇ
ڂ ՘ڂHʎʡˍɎ̿ɟ˱ڂԉڂ́ͮڂԊڂǓɟǵ̿͝մڂԆյԊڂ
ڂ ՘ڂHʎʡˍɎ̿ɟ˱ڂԋڂ́ͮڂԎڂǓɟǵ̿͝մڂԆյԋ
ڂ ՘ڂHʎʡˍɎ̿ɟ˱ڂԏڂ́ͮڂԆԇڂǓɟǵ̿͝մڂԆյԍڂ
ڂ ՘ڂHʎʡˍɎ̿ɟ˱ڂԆԉڂ́ͮڂԆԎڂǓɟǵ̿͝մڂԆյԏ
ڂ ՘ڂHʎʡˍɎ̿ɟ˱ڂʡ˱ڂHǵ˪̵ڂSʡ͝ɂ́Ξɟ̿ΰڂǵ̿ɟڂɎʡΞʡɎɟɎڂȻΰڂɂʎ̿́˱́ˍ́ʄʡɂǵˍڂǵʄɟձ

ԇձڂHǵ˪̵ڂ^Ϋ̵ˍ́̿ɟ̿ڂՕڂƗʎʡ͝ڂʡͮ͝ڂʎɟ̵͝ڂɟɂʡǵˍڂ˱ɟɟɎ͝ڂɂǵ˪̵ڂɿ́̿ڂƗƉHՈǵɿɿɟɂͮɟɎڂɂʎʡˍɎ̿ɟ˱ڂ΢ʡͮʎڂ˪́Ɏɟ̿ǵͮɟ͝ڂ́ͮڂʡʄ˱ʡɿʡɂǵ˱ͮڂ˱ɟɟɎ͝ձڂHʎʡˍɎ̿ɟ˱ڂ
who require assistance with activities of daily living, communication, mobility, behavior management or seizure control will 
ǵˍˍڂȻɟڂȻɟͮ͝͝ڂɟ̿ΞɟɎͮڂʎ̿́ͽʄʎڂHǵ˪̵ڂ^Ϋ̵ˍ́̿ɟ ձ̿ڂƗʎʡ͝ڂɂǵ˪̵ڂ΢ʡˍˍڂȻɟͮ͝ڂǵɿɿɟɎڂǵͮڂǵڂԇյԆڂɂǵ˪̵ɟ̿ͮ͝ڂ́ͮڂǵɿɿ̿ڂǵͮʡ́ձڂ

ԉձڂSɟ̵ɟ˱Ɏɟ˱ͮڂ�ɎͽˍͮڂHǵ˪̵ڂՕڂƗʎʡ͝ڂʡ͝ڂǵڂɂǵ˪̵ڂɿ́̿ڂɎɟ̵ɟ˱Ɏɟ˱ͮڂǵɎͽˍͮ͝ڂ΢ʡͮʎڂƗƉHڂ΢ʡͮʎڂ˪́Ɏɟ̿ǵͮɟ͝ڂ́ͮڂʡʄ˱ʡɿʡɂǵ˱ͮڂ˱ɟɟɎ͝ձڂ�ɂͮʡΞʡͮʡɟ͝ڂ
΢ʡˍˍڂȻɟڂʡ˱ɎʡΞʡɎͽǵˍˍΰڂɟͮ͝ǵȻˍʡ͝ʎɟɎڂȻǵ͝ɟɎͮڂ˱́ڂʎɟڂɂǵ˪̵ɟ̿՟͝ ڂΰձ̿ͮڂ́ͮڂǵȻˍɟڂʡ͝ڂɂǵ˪̵ɟ̿ڂʎɟͮڂǵ͝ڂͽɂʎ˪ڂǵ͝ڂʡ˱ɂˍͽɎɟڂˍˍ΢ʡڂǵ˱Ɏڂʡ˱ͮɟ̿ɟͮ͝͝ڂ
Special events happening in the other camps may be available to the adult campers on an event-by-event basis. This 
ɂǵ˪̵ڂ΢ʡˍˍڂȻɟͮ͝ڂǵɿɿɟɎڂǵͮڂǵڂԇյԆڂɂǵ˪̵ɟ̿ͮ͝ڂ́ͮڂǵɿɿ̿ڂǵͮʡ́ձ

Ŵˍɟǵ͝ɟڂ˱́ͮɟմڂ^ǵɂʎڂSǵΰڂHǵ˪̵ڂɟ˱Ɏ̵́̿͝ڂ˪̵ͮˍΰڂǵͮڂԋյԉԅ̵ڂձ˪ձ̿�ڂʡɎǵΰڂǵ˱ɎڂƉǵͮͽ̿Ɏǵΰڂǵ˱ɎڂǵͮڂԆԇյԉԅ̵ڂձ˪ձڂƉͽ˱Ɏǵΰձ

Because safety is of primary concern to the TSC Alliance and CKE, each Day Camper will be required to wear an I.D. 
bracelet, be signed in and out by a parent or authorized caregiver, and a digital photo security system will be utilized 
(photos with camper and parents/guardians). A parent is required to give medication.
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Camp Discovery Schedule*
*Camp Explorer and the Adult Day Camp will participate in the following activities according to interest and ability. 

՘ڂŴʡ̿ǵͮɟڂŴǵ̿ͮΰڂ
՘ڂ Ŵʡ̿ǵͮɟڂH́ͮ͝ͽ˪ɟ͝ڂ
՘ڂ �ǵɂɟڂŴǵʡ˱ͮʡ˱ʄڂ�ͽ˱ڂ
՘ڂ Ɖ̵ɟɂʡǵˍڂ�ͽɟͮ͝ڂ
՘ڂ @ˍʡ˪ɟΰڂŴʎ́ͮ́͝ڂǵ˱Ɏ̿�ڂǵ˪ɟ͝ڂ
՘ڂ Ɖʎʡ̵΢̿ɟɂ˅ڂH̿ǵɿͮ͝ڂ
՘ڂ Ėͽ˱ɂʎڂƗʡ˪ɟڂ
՘ڂ Ɖͮ́̿ΰڂƗʡ˪ɟڂ
՘ڂǆǵˍ˅ͮڂʎɟڂŴˍǵ˱˅ڂƗʡ˱ΰڂ
 Treasure Boxes 
՘ڂƉ̵ɟɂʡǵˍڂŴ̿ɟ͝ɟ˱ͮǵͮʡ́˱ڂ
՘ڂ Ɨǵͮ͝ΰڂƗ̿ɟǵ͝ͽ̿ɟڂ ͽ˱ͮ

՘ڂǆǵɂ˅ΰڂľˍΰ˪̵ʡɂ͝ڂ
՘ڂ Ɨɟǵ˪ڂ�ˍǵʄ͝ՄƗɟǵ˪ڂ ǵͮ͝ڂ
՘ڂ Ɨɟǵ˪ڂƗ̿ʡΞʡǵڂHʎǵˍˍɟ˱ʄɟڂ
՘ڂ ƉǵΞɟͮڂʎɟڂ^ʄʄڂH́˱ͮɟͮ͝ڂ
՘ڂ Ɖ̵ɟɂʡǵˍڂ�ͽɟͮ͝ڂ
՘ڂ Ŵǵ̵ɟ̿ڂ�ʡ̵̿ˍǵ˱ɟڂH́˱ͮɟͮ͝ڂ
՘ڂ Ėͽ˱ɂʎڂ
՘ڂǃʡɎɟ́ڂżɟͮ͝ڂƗʡ˪ɟڂ
՘ڂ ʡˍǵ̿ʡ́ͽ͝ڂ ͽˍǵڂ̵́́ ڂ
՘ڂ Ɖ̵ɟɂʡǵˍڂŴ̿ɟ͝ɟ˱ͮǵͮʡ́˱ڂ
՘ڂ Ɖͽ̵ɟ̿ڂƉǵɂ˅ڂżǵɂɟ͝ڂ
՘ڂ Ɨɟǵ˪ڂƗՔƉʎʡ̿ͮڂSɟ͝ʡʄ˱

՘ڂƗʎɟڂƗɟɟ˱ڂƉɂɟ˱ɟ
՘ڂƉʡʄ˱ՈÄ˱ՄSʡʄʡͮǵˍڂŴʎ́ͮ́͝ڂ
՘ڂ Ŵǵ̿ɟ˱ͮڂżɟˍɟǵ͝ɟڂڂ
՘ڂ Äɂɟڂ@̿ɟǵ˅ɟ̿͝ڂ
՘ڂ Ɨɟɟ˱ڂƗ̿ʡΞʡǵڂH́˱ͮɟͮ͝ڂ
՘ڂ Ɖ̵ɟɂʡǵˍڂ�ͽɟͮ͝ڂ
՘ڂ Ɨɟɟ˱ڂƗ̿ͽͮ͝ڂ�ǵˍˍ͝ڂ
՘ڂ ćǵφφΰڂćɟ΢ɟˍ̿ΰڂSɟ͝ʡʄ˱ڂ
՘ڂ Ėͽ˱ɂʎڂƗʡ˪ɟڂ
՘ڂ �ͽ˱˱ΰڂŴʎ́ͮ́͝ڂǵ˱Ɏ̿�ڂǵ˪ɟ͝ڂ
՘ڂH̿ͽʡ͝ʡ˱ʄͮڂʎɟڂżɟ́̿ͮ͝ڂ
՘ڂ Ɖ̵ɟɂʡǵˍڂŴ̿ɟ͝ɟ˱ͮǵͮʡ́˱ڂ
՘ڂ �ǵȻͽˍ́ͽ͝ڂ�ǵɂɟ˪́ˍɎ͝

Friday, July 29
Ԏյԉԅڂǵ˪Ոԋյԉԅ̵ڂ˪

՘ڂ@ɟǵɂʎڂŴǵ̿ͮΰڂ@́˱ǵ˱φǵ
՘ڂƉʡʄ˱ՈÄ˱ڂՄڂSʡʄʡͮǵˍڂŴʎ́ͮ́͝ڂڂ
՘ڂ �ͽ˱˅ΰڂ�ˍ́΢ɟ̿ڂĖɟʡ͝ڂ
՘ڂ Ɖͽ˱˱ΰڂǃʡ́̿͝͝ڂԧڂ
 Silly Sunglasses 
՘ڂ@ǵˍˍ́́˱ڂǃ́ˍˍɟΰȻǵˍˍڂ
՘ڂ Ėʡ˪Ȼ́ڂġǵɎ˱ɟ͝͝ڂ
՘ڂǓͽ˪˪ΰڂĖͽ˱ɂʎڂ
՘ڂ �ͽ˱ڂ�ʡ̿ɟڂƗ̿ͽɂ˅͝ڂ
՘ڂġ́ΞʡɟڂƗʡ˪ɟڂ
՘ڂ Ɖǵ˱ɎڂH̿ɟǵͮʡ́˱͝ڂ
՘ڂͮ̿�ڂ^Ϋͮ̿ǵΞǵʄǵ˱φǵ

՘ڂƉʡˍˍΰڂƉͽ̵ɟ̿ڂ ɟ̿́ɟ͝ڂ
՘ڂH́́ˍڂHǵ̵ɟ͝ڂ
՘ڂ Ɖͽ̵ɟ̿ڂġǵ͝˅͝ڂ
՘ڂ Ɖͽ̵ɟ̿ɿ̿ʡɟ˱Ɏ͝ڂƗɟǵ˪ڂ�ˍǵʄ͝ڂ
՘ڂ ڂ͝˅ǵɂ˅̵ǵɂ@ڂ́͝͝@
՘ڂ ɟ̿́ڂĩǵ˪ɟ͝ՄŴ́΢ɟ̿͝ڂ
՘ڂ Ėͽ˱ɂʎڂƗʡ˪ɟڂ
՘ڂ �ʡ̿ɟڂƗ̿ͽɂ˅ڂƉͽ̵ɟ̿ڂ ɟ̿́ɟ͝ڂ
՘ڂ Ɖ̵ͮ́ͮڂʎɟڂ@ͽ͝ڂ
՘ڂ ɟ̿́ڂ�ɎɎ̿ɟ͝͝ڂ^Ϋɂʎǵ˱ʄɟڂ
՘ڂH́˱˱ɟɂͮڂԊڂƗ́ͽ̿˱ɟΰڂ
՘ڂ �̿ɟɟڂŴˍǵΰ

՘ڂ Ėɟǵ˱հڂġɟǵ˱ڂǵ˱ɎڂƗɟɟ˱Ԩ
՘ڂ Ɖʡʄ˱ՈÄ˱Մ@̿ɟǵ˅ɿǵͮ͝ڂ
՘ڂ �ͽ˱˱ΰڂ ͽ˪ǵ˱ڂƗ̿ʡɂ˅͝
ͮ˱ͽ ڂƉɂǵΞɟ˱ʄɟ̿ڂƉͽ̵ɟ̿ڂ՘ڂ
Ɨʡ˪ɟڂĖͽ˱ɂʎڂ՘ڂ
͝˅́́@ڂġɟ˪́̿ΰڂ՘ڂ
Ŵǵ̿ͮΰڂǵɿɿʡͮʡ̿�ڂƗՔƉʎʡ̿ͮڂ՘ڂ
ÄͮԨڂ˱ǆʡڂ́ͮڂġʡ˱ͽͮɟڂ՘ڂ
ڂΫͮ̿ǵΞǵʄǵ˱φǵ^ڂͮ̿�ڂ՘ڂ
՘ڂġͽ͝ʡɂڂġǵ˱ʡǵ

՘ڂ�ɿͮɟ̿ڂǆʎʡˍɟڂH̿́ɂ́Ɏʡˍɟڂ
՘ڂ�΢ɟ́͝˪ɟڂ�΢ǵ̿Ɏ͝ڂ
՘ڂ Ŵˍǵΰڂʡͮڂ�ʄǵʡ˱ڂ
՘ڂġǵʄʡɂڂƉʎ́΢ڂ
՘ڂ�΢ɟ́͝˪ɟڂ�ɎɎ̿ɟ͝͝ڂ
 Books 
՘ڂHˍ́͝ʡ˱ʄڂ�ɎɎ̿ɟ͝͝

՘ڂ Ėǵͮɟ̿ڂ�ǵͮ́̿ڂ
՘ڂ @ͽ͝ʡ˱ɟ͝͝ڂHǵ̿Ɏڂ^Ϋɂʎǵ˱ʄɟڂ
՘ڂġǵʄʡɂڂƉʎ́΢ڂ
՘ڂƗ΢ɟɟ˱ڂƉͽ̵̵́̿ͮڂ
՘́̿�ڂͽ̵ڂ�΢ǵ̿Ɏ͝ڂ
՘ڂHˍ́͝ʡ˱ʄڂ�ɎɎ̿ɟ͝͝

՘ڂƣ˱ͮʡˍڂĩɟΫͮڂǓɟǵ̿ղڂ
՘ڂ ^˪ǵʡˍڂ@ˍǵͮ͝ڂ
՘ڂ Ŵʎ́ͮ́ڂ^Ϋɂʎǵ˱ʄɟڂ
՘ڂġǵʄʡɂڂƉʎ́΢ڂ
՘ڂƗɟɟ˱ڂƉͽ̵̵́̿ͮڂ
՘ڂH́ͽ˱͝ɟˍ́̿ڂżɟɂ̿ͽʡͮ͝ڂ
՘́̿�ڂͽ̵ڂ ͽʄ

Saturday, July 30
Ԏյԉԅڂǵ˪Ոԋյԉԅ̵ڂ˪

Sunday, July 31
Ԏյԉԅڂǵ˪ՈԆԇյԉԅ̵ڂ˪

Kids Camp 
Ի�ʄɟ͝ڂԉՔԋڂΰɟǵ̿͝Գ

Tween Camp 
Ի�ʄɟ͝ڂԍՔԆԆڂΰɟǵ̿͝Գ

Teen Camp 
Ի�ʄɟ͝ڂԆԇՔԆԎڂΰɟǵ̿͝Գ
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About the TSC Alliance®

The TSC Alliance® is an internationally recognized nonprofit that does everything it takes to improve the lives of people 
΢ʡͮʎͮڂͽȻɟ̿́ͽ͝͝ڂɂˍɟ̿́͝ʡ͝ڂɂ́˪̵ˍɟΫڂԲƗƉHԼձڂ

We are a source of hope and connection for all affected by TSC. We drive research, increase care quality and access 
ǵ˱ɎڂǵɎΞ́ɂǵͮɟڂ΢ʡͮʎڂǵ˱Ɏڂɿ̵́̿ڂɟ̵́ˍɟڂǵɿɿɟɂͮɟɎڂȻΰͮڂʎɟڂɎʡ͝ɟǵ͝ɟձڂƗʎ̿́ͽʄʎ́ڂͽ̿ڂɂ́ˍˍǵȻ́̿ǵͮʡ́˱ڂǵ˱Ɏ̵ڂǵ̿ͮ˱ɟ̿͝ʎʡ̵͝հڂ΢ɟ՟ΞɟڂǵɎΞǵ˱ɂɟɎڂ
FDA-approved treatments and created support systems around the world so that no one has to navigate TSC alone.

The TSC community is our strongest ally. With the power of families and the support of donors, volunteers, researchers, 
educators, industry partners, and more, we can create a future where everyone with TSC can realize their full potential—no 
matter how complex their journeys are to get there. ć́ʡ˱ڂͽ͝ڂǵͮͮ͝ڂɂǵˍˍʡǵ˱ɂɟձ́̿ʄڂ̿́ڂɂ́˱ͮǵɂͮڂͽ͝ڂǵͮڂʡ˱ɿ́Ժͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄձ
 

TSC Alliance Leadership
Operating Board of Directors

Peter Crino, MD, PhD, Chair
Moorestown, NJ

William Joseph, Vice Chair
State College, PA

Paul Waxlax, Treasurer
Denver, CO

Jessica Krefting, BSN, RN, Secretary
ġǵɎʡ́͝˱հڂ�Ė

Derek Bauer, MD
Charlottesville, VA

Julie Blum, JD
Potomac, MD

Matt Bolger, JD
Ėǵ˱͝ʡ˱ʄհڂġÄ

Chip Burkhalter
Alexandria, VA

Ėʡ͝ǵڂHǵ̿ˍͮ́˱հڂŴʎS
Washington, DC

Mark Carroll
Saratoga, CA

Sara Chieffo
Washington, DC

David Coit
Cape Elizabeth, ME

Margaret Cox
ǃɟͮ͝ǵΞʡǵհڂ�Ė

Andrew Duffy, International 
Partner Member
Toronto, ON

ćͽˍʡǵ˱ڂ�ǵ˱ʄ́ˍˍʡ
Saint Ynez, CA

Ɨǵ˱ʽǵˍǵڂ�ʡ̵́͝˱հڂġS
Cordova, TN

ƉͮɟΞɟ˱́�ڂˍɎͮ͝ɟʡ˱հڂHŴ�հڂ��Ɖ
Westport, CT

ż́Ȼ̿�ڂǵ˱Ɏʡǵ
Riverside, CA

Dana Holinka
Northglenn, CO

Ėɟ͝ˍɟΰڂ ́ˍ˪ɟ͝հڂćS
Ė́͝ڂ�˱ʄɟˍɟ͝հڂH�

Darcy Krueger, MD, PhD
Mason, OH

Ŵǵͮ̿́͝˅ʡڂĖǵ΢́͝˱հڂġƉŴ
Washington, DC

Č̿ʡͮ͝ʡڂĖɟ˱ʄΰɟˍ
Ė́͝ڂ�˱ʄɟˍɟ͝հڂH�

 ɟǵͮʎɟ̿ڂĖɟ˱͝
Westville, OK

Ėǵͽ̿ǵڂġǵ̿˅͝
Żͽɟɟ˱͝հڂĩǓ

Diane McSwain
H̿ΰͮ͝ǵˍڂĖǵ˅ɟհڂÄĖ

Mustafa Sahin, MD, PhD
Needham, MA

Sean Shillinger
Adamstown, MD

Brittany Smith
Čɟ˱ʡˍ΢́̿ͮʎհڂÄĖ

Vanessa Vazquez
ġʡǵ˪ʡհڂ�Ė

Tara Zimmerman
Reno, NV

Endowment Fund Board 
of Directors
Marion Adams, Chair
ġ́Ȼʡˍɟհڂ�Ė

Michael Augustine, JD, Secretary
Ɖǵ˱ڂ�ǵȻ̿ʡɟˍհڂH�

Hal Tearse, Treasurer
Independence, MN

Timothy Dills
�̿ɟǵͮڂ�ǵˍˍ͝հڂǃ�

Rita DiDomenico
Staten Island, NY

ż́Ȼɟ̿ͮڂǆձ́̿�ڂΞɟ͝հڂÄÄÄ
Ėɟǵ˱Ɏɟ հ̿ڂƗǍ

Jim Maginn
Manhattan Beach, CA

Brittany Smith
Čɟ˱ʡˍ΢́̿ͮʎհڂÄĖ

Paul Waxlax
Denver, CO
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Corporate Advisory Board
Wilfred Cooper, Sr., Honorary Chair
Chairman
WNC & Associates

Julianne Moore, Honorary Chair

E. Martina Bebin, MD, MPA
Co-Director
University of Alabama TSC Clinic

Rita DiDomenico
Vice President
ġƣڂ��@ǵ˱˅

Orrin Devinsky, MD
Director
NYU Epilepsy Center

Rusty Field
CEO and President
Evenstad Estates

David Fitzmaurice
Director of Business Development
Sealed Air

�ǵʡˍڂ�ɟ̿͝ʎ́˱

Ken Kocher
Former President
ĖÄSƉڂƉ̵́̿ͮ́̿͝�ڂͽ̵

Ėǵͽ̿ǵڂƉձڂĖͽȻȻɟ̿͝հڂŴʎS
Chief Scientific Officer
CURE Epilepsy

Alan Marshall
Senior Director, Customer 
Engagement
Jazz Pharmaceuticals

Ted Mastroianni

David Michaels
Senior Vice President
Wells Fargo Bank, NA

Darren Miles
Vice President, International 
Operations
Sǵʡ̿ΰڂŻͽɟɟ˱

MaryJane Mudd

John P. Nicholson, MD, MBA
Hˍǵ̵Ȼ́ǵ̿ɎڂżʡɎʄɟڂH́˱͝ͽˍͮʡ˱ʄհڂĖĖH

Sean C. Nolan
Chairman
Encoded Therapeutics, Inc.

Rebecca Anhang Price, PhD

Henry Shapiro
Chairman
ġǵ̿˅ɟͮHǵͮ́̿͝�ڂͽ̵

Judy Shoulak
Owner
Relatively Speaking

John Thorpe Richards, Jr.
@́ʄ́̿ǵɎڂǵ˱Ɏڂżʡɂʎǵ̿Ɏ͝հڂŴĖĖH

Marc Shapses
Executive Managing Director
Savills Studley

Staff

Čǵ̿ʡڂĖͽͮʎɟ̿ڂż́͝Ȼɟɂ˅
President & Chief Executive 
Officer

Cynthia Arcuri, CPA
Chief Financial Officer

Steven Roberds, PhD
Chief Scientific Officer

Dean Aguiar, PhD
Vice President, Translational 
Research

Ryan Beebe
ġǵ˱ǵʄɟ հ̿ڂ�˱˱ͽǵˍڂ�ʡΞʡ˱ʄڂԧڂ
Partnerships

Christen Bell
�̿ǵ˱ͮڂǆ̿ʡͮɟ̿ڂH́˱͝ͽˍͮǵ˱ͮ

April Cooper
Vice President, Community 
Programs

Ėǵ˱Ɏ́˱ڂH́Ϋ
Development Coordinator

Zoë Fuchs
Science Project Manager

^˪ɟȻɟͮڂ�Մġʡɂʎɟǵˍ
Senior Accountant

Jaye Isham
Senior Vice President, Strategic 
Communications

Carly Kaye
Community Programs Manager

Dan Klein
Director, Digital Platforms

Justin Martucci
Development Systems Manager

Shelly Meitzler
Director, Community Education & 
Resources

Ėʡ͝ǵڂġ́͝͝
Vice President, Donor Relations

Jo Anne Nakagawa
Director, Clinical Projects

�͝ʎˍɟΰڂŴ́ͽ˱Ɏɟ̿͝հڂġƉĩհڂ�ĩŴՔH
Director, Medical Affairs

�ǵȻ̿ʡɟˍˍɟڂżͽ͝ʎʡ˱ʄհڂŴʎS
Director, Research

�ǵʡˍڂƉǵͽ˱Ɏɟ̿͝
Senior Associate Director, 
Community Programs

Katie Smith
Sʡ̿ɟɂͮ́ հ̿́�ڂΞɟ̿˱˪ɟ˱ͮڂԧڂ�ˍ́Ȼǵˍڂ
Affairs

Rachel Wojnilower
Executive Assistant

Anne Wolfe
Senior Community Programs 
Manager
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TSC Alliance Volunteer Leaders
2022 Community Alliances

ƗʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟ՟͝ ڂɂ́˪˪ͽ˱ʡͮʡɟ͝ڂƗƉHڂǵ˱Ɏڂʡǵ˱ɂɟˍˍ�ڂƗƉHڂʎɟͮڂ˱Ȼɟͮ΢ɟɟڂ͝˅˱ʡˍڂʄɟ̿˱́̿ͮ͝ڂɿ́ͮ͝ɟ̿͝ڂ˪ʄ̿ǵ̵́̿ڂʡǵ˱ɂɟˍˍ�ڂH́˪˪ͽ˱ʡͮΰڂ
and individuals across the United States. A Community Alliance is an informal, yet structured, group of empowered and 
caring volunteers who work closely with the national TSC Alliance to facilitate local connections for individuals and families 
ǵɿɿɟɂͮɟɎڂȻΰͮڂͽȻɟ̿́ͽ͝͝ڂɂˍɟ̿́͝ʡ͝ڂɂ́˪̵ˍɟΫڂԲƗƉHԼհ̿ڂǵʡ͝ɟ̿ڂɟΞɟ˱ͽɟڂǵ˱Ɏڂʡ˱ɂ̿ɟǵ͝ɟڂǵ΢ǵ̿ɟ˱ɟ͝͝ڂ΢ʎʡˍɟ͝ڂͽ̵̵́̿ͮʡ˱ʄͮڂʎɟڂ˪ʡ͝͝ʡ́˱́ڂɿͮڂʎɟڂ
organization.

TSC Alliance of Alabama 
Margaret Cox, Chair 
margaretgcox@gmail.com 

TSC Alliance of Alaska 
Rebecca Racenet, Chair 
rebecca.racenet@gmail.com 
Erica Chilla, Vice Chair 
ericachilla@gmail.com 

TSC Alliance of Connecticut 
Jennifer Waldron, Chair 
jaw81873@gmail.com 

TSC Alliance of Dallas/Fort Worth 
Ėɟ͝ˍʡɟڂżͽ͝͝ɟˍˍհڂHʎǵʡ̿
leslie.russell2@verizon.net 
Ėǵͽ̿ɟ˱ڂƉʡ˪͝հڂǃʡɂɟڂHʎǵʡ̿ڂ
lsweldon@yahoo.com 

ƗƉHڂ�ˍˍʡǵ˱ɂɟ́ڂɿڂSɟˍǵ΢ǵ̿ɟՄĖɟʎʡʄʎڂǃǵˍˍɟΰڂ
ĖʡφڂƉǵǵɎ́ͽ˱հڂH́ՈHʎǵʡ̿
ɿǵȻˍʡφφΰԆԍԺΞɟ̿ʡφ́˱ձ˱ɟͮڂ
Devon McCollum, Co-Chair 
devonmccollum@yahoo.com 

TSC Alliance of Florida
Amy Hightower, Co-Chair 
amynicolehightower@gmail.com 

Vanessa Vazquez, Co-Chair 
vvazq004@fiu.edu 

ƗƉHڂ�ˍˍʡǵ˱ɂɟ́ڂɿڂ�ɟ́̿ʄʡǵڂ
Wendi Scheck, Chair 
5schecks@gmail.com 

ƗƉHڂ�ˍˍʡǵ˱ɂɟ́ڂɿ̿�ڂɟǵͮɟ̿ڂHʎʡɂǵʄ́ڂ
�ɟ̿ʡ̿�ڂɟɟ˱Ȼɟ̿ʄհڂHʎǵʡ̿ڂ
tscgreaterchicago@icloud.com 

ƗƉHڂ�ˍˍʡǵ˱ɂɟ́ڂɿ̿�ڂɟǵͮɟ̿ڂČǵ˱͝ǵ͝ڂHʡͮΰڂ
Amy Dublinske, Chair 
dublinske@sbcglobal.net 

TSC Alliance of Hawaii 
Trisha Kam, Chair 
trish.kam457@gmail.com 

TSC Alliance of Indiana 
Cassie Souder, Chair
cassiesouder@gmail.com 

TSC Alliance of the Intermountain West 
Kelli Sutherland, Co-Chair 
kell_corb@yahoo.com 
Brittani Rich, Co-Chair
Brittanif81@gmail.com 

TSC Alliance of Kentucky/West Virginia 
Melissa Bartley, Chair 
melissabartley1@gmail.com 

TSC Alliance of Maryland 
Ėǵͽ̿ɟ˱ڂƉʎʡˍˍʡ˱ʄɟ հ̿ڂH́ՈHʎǵʡ̿
lauren.shores@gmail.com 
Kristy Nunley, Co-Chair
kjnunley@gmail.com 

TSC Alliance of Michigan 
Mary Jo Cardona, Chair 
Mjcardona11@gmail.com

TSC Alliance of Nevada 
Kathleen Kingston, Co-Chair 
lvkathyk@gmail.com 
Tara Zimmerman, Co-Chair 
taraczimmerman@gmail.com 

TSC Alliance of New York/New Jersey 
Ėǵͽ̿ǵڂġǵ̿˅͝հڂH́ՈHʎǵʡ̿
ljmarks@gmail.com 
Rhiannon Schade, Co-Chair 
rhiannon.schade@gmail.com 

TSC Alliance of North Carolina 
Karen Johnston, Chair
karen.m.whittington@gmail.com 
Virginia Musselman, Vice Chair 
vmccray90@gmail.com 

TSC Alliance of Northern California 
Ėʡˍʡǵ˱ڂ�˱͝ǵ̿ʡհڂH́ՈHʎǵʡ̿
Ėʡˍʡǵ˱Ժǵ˱͝ǵ̿ʡձͽ͝ձɂ́˪ڂ
Jennifer Yeamans, Co-Chair 
jennifer.yeamans@gmail.com 
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TSC Alliance of Ohio
Tammy Thorne, Chair
tammyskouns@gmail.com 

TSC Alliance of Oklahoma 
 ɟǵͮʎɟ̿ڂĖɟ˱͝հڂHʎǵʡ̿ڂ
heather.lens@gmail.com 

TSC Alliance of the Pacific Northwest 
�ˍ́̿ʡǵڂƗ̿ʡɟȻɟ˱ȻǵɂʎհڂHʎǵʡ̿
batnblueyes2@aol.com 
Debbie Rothweiler, Vice Chair 
ɂԍΞɟͮͮԆԋԺʄ˪ǵʡˍձɂ́˪ڂ

TSC Alliance of the Rocky Mountain Region 
Dana Holinka, Chair 
emme01@msn.com 

TSC Alliance of South Carolina 
Amy Bredeson, Chair 
acbredeson@gmail.com 

TSC Alliance of Southern California 
Tara Palage, Chair
tara.palage@yahoo.com 
Ėɟ͝ˍɟΰڂ ́ˍ˪ɟ͝հڂǃʡɂɟڂHʎǵʡ̿ڂ
lesleyholmes2015@gmail.com 

ƗƉHڂ�ˍˍʡǵ˱ɂɟ́ڂɿڂƉͮձڂĖ́ͽʡ͝ՄƉ́ͽͮʎɟ̿˱ڂÄˍˍʡ˱́ʡ͝ڂ
ćǵɂ˅ʡɟ̿�ڂɟ˱ʡǵհڂHʎǵʡ̿ڂ
jackiegrenia@yahoo.com 

TS Alliance of the Upper Midwest 
Alanna Spotts, Chair 
alannaspotts@gmail.com 

TSC Alliance of Washington, DC/Virginia 
Adrianne Cohen, Vice Chair 
adriannecohen@gmail.com 

TSC Alliance of Western Pennsylvania 
Kelsey Hudson, Chair 
jjsmom0905@gmail.com 

TSC Alliance of Wisconsin 
Č̿ʡͮ͝ʡ˱ڂSɟ�ͽɟ˪ɟհڂHʎǵʡ̿
kristin.degueme@gmail.com 
ĩʡɂ́ˍɟڂ�ǵˍǵ̿˪́հڂǃʡɂɟڂHʎǵʡ̿
nicolegalarno@gmail.com 

2022 Adult Regional Coordinators

Each Adult Regional Coordinator acts as a resource for adults to connect and support other adults with TSC. They are 
knowledgeable about resources, events, support meetings, conferences, and research that pertains to adults with TSC. The 
Adult Regional Coordinators also provide support to the Community Alliances to promote adult involvement in local commu-
˱ʡͮʡɟ͝հڂǵ˱Ɏͮڂʎɟΰڂǵ̿ɟڂʡ˱Ξ́ˍΞɟɎڂ΢ʡͮʎڂʄ́Ξɟ̿˱˪ɟ˱ͮ̿ڂɟˍǵͮʡ́˱͝հڂɟ˱ɂ́ͽ̿ǵʄʡ˱ʄڂǵɎͽˍͮڂʡ˱Ξ́ˍΞɟ˪ɟ˱ͮڂǵ˱Ɏ̿ڂɟɂ̿ͽʡͮ˪ɟ˱ͮڂʡ˱ͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟ՟͝ ڂ
�́Ξɟ̿˱˪ɟ˱ͮڂ�ɂͮʡ́˱ڂƗɟǵ˪ձ

żɟʄʡ́˱ڂԆյڂǆǵ͝ʎʡ˱ʄͮ́˱հڂľ̿ɟʄ́˱հڂÄɎǵʎ́հڂġ́˱ͮǵ˱ǵհڂǆΰ́˪ʡ˱ʄհڂ
Alaska
ż́Ȼڂǵ˱ɎڂƉʎǵ˱˱́˱̿�ڂǵ˱Ɏʡǵհ͝ڂͽ̵̵́̿ͮɟɎڂȻΰڂSǵ˱ʡɟˍڂŴ̿ʡɂɟ
grandia@verizon.net 
danielnprice@gmail.com 

żɟʄʡ́˱ڂԇյڂHǵˍʡɿ́̿˱ʡǵհ̿�ڂʡφ́˱ǵհڂĩɟΞǵɎǵհڂĩɟ΢ڂġɟΫʡɂ́հڂƣͮǵʎ
ż́Ȼڂǵ˱ɎڂƉʎǵ˱˱́˱̿�ڂǵ˱Ɏʡǵհ͝ڂͽ̵̵́̿ͮɟɎڂȻΰڂSǵ˱ʡɟˍڂŴ̿ʡɂɟ
grandia@verizon.net 
danielnprice@gmail.com 

żɟʄʡ́˱ڂԉյڂH́ˍ́̿ǵɎ́հڂĩɟȻ̿ǵ͝˅ǵհڂƉ́ͽͮʎڂSǵ˅́ͮǵհڂĩ́̿ͮʎڂ
Dakota, Iowa, Minnesota, Wisconsin
Danielle Clark supported by Melyssa McDonough
danielle.clark@hotmail.com 
melyssamcdonough@gmail.com 

żɟʄʡ́˱ڂԊյڂƗɟΫǵ͝հڂľ˅ˍǵʎ́˪ǵհڂČǵ˱͝ǵ͝հڂġʡ́͝͝ͽ̿ʡհ̿�ڂ˅ǵ˱͝ǵ͝հڂ
Ė́ͽʡ͝ʡǵ˱ǵ
Jake Irby supported by Emilie Peters and Foster Hyde
Irby.jake@gmail.com 
emilie.peters97@gmail.com 
Fosterhyde07@gmail.com 

żɟʄʡ́˱ڂԋյڂÄˍˍʡ˱́ʡ͝հڂġʡɂʎʡʄǵ˱հڂÄ˱Ɏʡǵ˱ǵհڂľʎʡ́հڂŴɟ˱˱͝ΰˍΞǵ˱ʡǵ
Phillip Tallman
Philip.tallman@gmail.com 

żɟʄʡ́˱ڂԍյڂƗɟ˱˱ɟ͝͝ɟɟհڂČɟ˱ͮͽɂ˅ΰհڂ�ɟ́̿ʄʡǵհڂ�ˍǵȻǵ˪ǵհڂ
Mississippi, Florida
Kate Crossett
Kate.barbato@gmail.com 

żɟʄʡ́˱ڂԎյڂH́˱˱ɟɂͮʡɂͽͮհڂǃɟ̿˪́˱ͮհڂġǵʡ˱ɟհڂżʎ́ɎɟڂÄ͝ˍǵ˱Ɏհڂ
New Hampshire, New York, New Jersey, Massachusetts
Iris Mustich
Irismustich@gmail.com 

żɟʄʡ́˱ڂԏյڂSɟˍǵ΢ǵ̿ɟհڂǃʡ̿ʄʡ˱ʡǵհڂǆɟͮ͝ڂǃʡ̿ʄʡ˱ʡǵհڂġǵ̿ΰˍǵ˱Ɏհڂ
North Carolina, South Carolina, Washington DC
Kathy Henkel 
uneakmom@gmail.com 

Social Media: Danielle Clark
danielle.clark@hotmail.com 
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2022 Dependent Adult Transition Resource Coordinators

Dependent Adult Transition Resource Coordinators are knowledgeable in state resources, events, support meetings, con-
ferences, and any new research on TSC that pertains to dependent adults and transitioning young adults with TSC and 
their caregivers. They work collaboratively with Community Alliances to support and connect dependent adults, transition-
ing young adults and their caregivers to state resources.

Alaska
Rebecca Racenet, rebecca.racenet@gmail.com

Alabama
Jessica White, jessiwhite.al.tsc@gmail.com 

Arizona
Debora Moritz, deboramoritz@hotmail.com

California
Ėʡˍʡǵ˱ڂ�˱͝ǵ̿ʡհڂĖʡˍʡǵ˱Ժǵ˱͝ǵ̿ʡձͽ͝ձɂ́˪
�ǵʡͮʎ́�ڂˍɎɟ˱հڂƉ̵ɟɂʡǵˍ˅ʡɎ͝ԉԉԅԺʄ˪ǵʡˍձɂ́˪ڂ
Ɖʎǵ˱˱́˱̿�ڂǵ˱Ɏʡǵհ̿�ڂǵ˱ɎʡǵԺΞɟ̿ʡφ́˱ձ˱ɟͮ

Colorado
Dana Holinka, emme01@msn.com

�ɟ́̿ʄʡǵ
Reiko Donato, donator@bellsouth.net
�ͽʡˍˍɟ̿˪́ڂ ɟ˱̿ʡɂʡհڂ˪ʎɟ˱̿ʡɂʡԺʄ˪ǵʡˍձɂ́˪

Hawaii
Cindy Fowler, chcinrox@aol.com

Illinois
Paula Krischel, krishchelp5@gmail.com 

Illinois/Missouri
Rene Friedel, rfriedel@chartner.net 

Kansas
Ėʡ͝ǵڂ ǵ̿ͮհڂĖʡ͝ǵձʎǵ̿ͮԺͽ͝Ɏԇԋԉձ˱ɟͮڂ

Ė́ͽʡ͝ʡǵ˱ǵ
Julie Comeaux, julie.tscawareness@gmail.com

Michigan
Treasa Bolger-Dunlap, mtbolger@comcast.net 

Minnesota
Alice Hulbert, alihul@aol.com 
John Hulbert, jhulb33170@aol.com

Nevada
Kathy Kingston, lvkathyk@gmail.com

New York
Ėǵͽ̿ǵڂġǵ̿˅͝հڂƗƉHġǵ˪ǵĩǓHԺʄ˪ǵʡˍձɂ́˪ڂ

North Dakota
Kim Melhoff, kamelhoff@gmail.com 

Ohio
Tammy Kouns, tammyskouns@gmail.com
Nancy Weir, weirnancy@gmail.com

Oregon
Susan McBrine, susanmcbrine@gmail.com 

Pennsylvania
Ɨɟ̿ɟ͝ǵڂľ՟@̿ʡɟ˱հ̵̵́ͮͮ͝ڂԆԐԎԅԺʄ˪ǵʡˍձɂ́˪

Texas
Ėǵͽ̿ǵڂ@ͽɂ˅˱ɟ հ̿ڂĖǵͽ̿ǵձȻͽɂ˅˱ɟ̿ԺͽͮɟΫǵ͝ձɟɎͽ
Čǵͮʎΰ́̿�ڂΞɟ͝հڂ˅ǵͮʎ̿ΰ˱ձǵձʄ̿́Ξɟ͝Ժʡɂˍ́ͽɎձɂ́˪
Ėɟ͝ˍʡɟڂżͽ͝͝ɟˍˍհڂˍɟ͝ˍʡɟձ̿ͽ͝͝ɟˍˍԇԺΞɟ̿ʡφ́˱ձ˱ɟͮڂ
Ėͽɂΰڂġǵ̿ͮʡ˱ɟφհڂĖͽɂΰձ˪ǵ̿ͮʡ˱ɟφԺɟ˱ɂ́˪̵ǵ͝͝ʎɟǵˍͮʎձɂ́˪

Virginia
Kathi Dills, kteach599@msn.com

Washington
Ėɟ͝ˍʡɟ́�ڂΫհڂˍɟ͝ˍʡɟձǵձɿ́ΫԺɂ́˪ɂǵͮ͝ձ˱ɟͮ

Wisconsin
Ė́̿ʡڂSɟ˱φʡ˱ɟհڂƉ̵́̿ͮʡɟԏԏԉԺʎ́ͮ˪ǵʡˍձɂ́˪
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2022 Education Parent Mentors

ƗʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂɎɟΞɟˍ̵́ɟɎͮڂʎɟڂ^Ɏͽɂǵͮ́̿ڂġɟ˱ͮ́̿ڂŴ̿́ʄ̿ǵ˪ڂԲ^ġŴԼ͝ڂ́ͮڂͽ̵̵́̿ͮ͝ڂɂʎ́́ˍ͝ڂΰͮ͝ɟ˪͝ڂʡ˱ڂͽ˱Ɏɟ̿ͮ͝ǵ˱Ɏʡ˱ʄͮڂʎɟڂˍɟǵ̿˱ʡ˱ʄڂ
needs of children with TSC. The EMP is made up of administrators, therapists, psychologists and teachers from pre-kin-
dergarten to college level having experience with TSC. They provide one-on-one support to any professional in the school 
system needing education and support in understanding the educational complexities of TSC.

Alaska
Rebecca Racenet, rebecca.racenet@gmail.com

Alabama
Jessica White, jessiwhite.al.tsc@gmail.com 

California (Central)
ČǵΰɂɟɟڂČʡ˱ɂǵɎɟհڂČǵΰɂɟɟԎԆԍԺΰǵʎ́́ձɂ́˪

California (Southern)
�ǵʡͮʎ́�ڂˍɎɟ˱հڂƉ̵ɟɂʡǵˍ˅ʡɎ͝ԉԉԅԺʄ˪ǵʡˍձɂ́˪ڂ

California (Northern)
Ėʡˍʡǵ˱ڂ�˱͝ǵ̿ʡհڂĖʡˍʡǵ˱Ժǵ˱͝ǵ̿ʡձͽ͝ձɂ́˪

Hawaii
Cindy Fowler, chcinrox@aol.com

Illinois
Theresa Conyers, Theresa.conyers@yahoo.com 

Illinois/Missouri
Rene Friedel, rfriedel@charter.net

Iowa/Nebraska
Wendy Andersen, wendy@wendyandersencoaching.com

Kansas
Brooke Carpenter, brooke@becarpenter.com 
Ėʡ͝ǵڂ ǵ̿ͮհڂĖʡ͝ǵձʎǵ̿ͮԺͽ͝Ɏԇԋԉձ˱ɟͮڂ

Kentucky
Brianah Doeden, Brianah.doeden@protonmail.com 

Ė́ͽʡ͝ʡǵ˱ǵ
Julie Comeaux, julie.tscawareness@gmail.com

Michigan
Treasa Bolger-Dunlap, mtbolger@comcast.net 

North Carolina
�˪ΰڂŻͽʡ˱ͮǵ˱ǵհڂ�˪ΰձŻͽʡ˱ͮǵ˱ǵԺ˪ɟձɂ́˪
Nancy Blankenship, nancyblankenship@icloud.com

North Dakota
Kim Melhoff, kamelhoff@gmail.com

New Jersey
Marilyn Pruce, Marilyn.pruce@gmail.com 

New York
Blair Caddy, Blairc99@yahoo.com
Naomi Haiztat, nhaiztat@gmail.com
Ėǵͽ̿ǵڂġǵ̿˅͝հڂƗƉHġǵ˪ǵĩǓHԺʄ˪ǵʡˍձɂ́˪
Daniela Fleisman, Daniela.fleisman@gmail.com

Ohio
Tammy Kouns, tammyskouns@gmail.com

Pennsylvania (East)
Kate Crossett, Kate.barbato@gmail.com

Pennsylvania (West)
Ɨɟ̿ɟ͝ǵڂľ՟@̿ʡɟ˱հ̵̵́ͮͮ͝ڂԆԐԎԅԺʄ˪ǵʡˍձɂ́˪

Texas
Ėɟ͝ˍʡɟڂżͽ͝͝ɟˍˍհڂˍɟ͝ˍʡɟձ̿ͽ͝͝ɟˍˍԇԺΞɟ̿ʡφ́˱ձ˱ɟͮ

Virginia
Jill Fischer, jillwfischer@aol.com

National for Spanish Speakers
Vanessa Vazquez, vvazq004@fiu.edu 

If you are interested in becoming a peer-to-peer support 
volunteer, please contact Shelly Meitzler, Director, Com-
munity Education & Resources, at smeitzler@tscalliance.
́̿ʄڂ̿́ڂԲԇԊԅԼڂԍԉԏՔԊԍԋԅձ 
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Special Events
Thank you to all who served as chairs and organizers for our recent special events—your dedication has helped to raise 
funds, increase awareness and provide community-building opportunities. If you are interested in serving on the National 
Walk Committee for Step Forward to Cure® TSC or as a special events leader in your community, please contact April 
H̵́́ɟ հ̿ڂǃʡɂɟڂŴ̿ɟ͝ʡɎɟ˱ͮհڂH́˪˪ͽ˱ʡͮΰڂŴ̿́ʄ̿ǵ˪͝հڂǵͮڂǵɂ̵́́ɟ̿Ժͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄڂ̿́ڂԉԅԆՔԋԍԇՔԐԏԐԅձ

Step Forward to Cure® TSC Walk Chairs, 
National Planning Committee and 
Community Events  

Ɖʎǵˍ́˱Ɏǵڂ�ˍɟΫǵ˱Ɏɟ̿ڂԲƗǍԼհڂĖʡˍʡǵ˱ڂ�˱͝ǵ̿ʡڂԲH�ԼհڂĖǵͽ̿ʡ͝ǵڂ@ǵˍˍɟ΢ڂ
ԻČƉԼհڂ�˱Ɏ̿ɟǵڂ@ɟɟȻɟڂԲS^Լհڂżΰǵ˱ڂ@ɟɟȻɟڂԲS^Լհڂ^˪ʡˍΰڂ@ɟ̿̿ΰ˪ǵ˱ڂ
ԻČǓԼհڂƗ̿ɟǵ͝ǵڂ@́ˍʄɟ̿ڂSͽ˱ˍǵ̵ڂԲġÄԼհڂ@̿ʡɎʄɟͮڂ@̿ʡͮͮڂԲH�ԼհڂŚ˱˱ǵڂ
@ͽˍˍǵ̿ɎڂԲġľԼհڂĖ́̿ɟ˱ڂǵ˱ɎڂHʎ̿ʡͮ͝ΰڂ@ͽ˱ͮ̿́ɂ˅ڂԲǆÄԼհڂƗɟ̿̿ʡڂ@ͽͮˍɟ̿ڂ
Ի�ǪԼհڂġǵ̿ΰڂć́ڂHǵ̿Ɏ́˱ǵڂԲġÄԼհڂġʡɂʎǵˍڂHɟ̵ˍǵ̿ڂԲSHԼհڂć́͝ɟ̵ʎڂ
Hɟ̿Ξǵ˱ͮɟφڂԲƗǍԼհڂSǵ˱ʡɟˍˍɟڂHˍǵ̿˅ڂԲƗǍԼհڂ@̿ʡɎʄɟͮͮڂHˍǵΫͮ́˱ڂ
Ėǵ˱ʄͮ͝ǵɿɿڂԲĩǓԼհڂSǵΞʡɎڂH́΢ˍʡ˱ڂԲÄĩԼհڂġǵ̿ʄǵ̿ɟͮڂH́ΫڂԲ�ĖԼհڂĖ́̿ʡڂ
Sʡͮ͝ɟɿǵ˱́ڂԲĩǓԼհڂćǵʡ˪ɟڂ^Ɏ΢ǵ̿Ɏ͝ڂԲġSԼհڂ�ˍɟΫǵ˱Ɏ̿ʡǵڂ^΢ʡ˱ʄڂ
ԻƗĩԼհڂŴ̿ɟͮ́͝˱ڂ�ʡͮφʄɟ̿ǵˍɎڂԲƗǍԼհڂHʡ˱Ɏΰ́�ڂ΢ˍɟ̿ڂԲ ÄԼհ͝�ڂʎˍɟΰڂ
�ǵȻȻǵ̿ɎڂԲľ Լհڂڂć́˱ǵͮʎǵ˱́�ڂˍɎͮ͝ɟʡ˱ڂԲĩǓԼհڂƉʎǵ˱˱́˱̿�ڂǵ˱Ɏʡǵڂ
ԻH�Լհڂ ɟǵͮʎɟ̿ڂ ǵ̿Ɏɟ˱ڂԲġƉԼհڂć́˱ǵͮʎǵ˱ڂ ǵ̿Ɏɟ˱ڂԲġƉԼհ̿�ڂǵ˱ɂɟ͝ڂ
 ǵ̵̿ɟ̿ڂԲH�Լհڂ�˪ΰڂ ʡʄʎͮ́΢ɟ̿ڂԲ�ĖԼհڂHʎɟˍ͝ɟǵڂ ́ˍ˪ǵ˱ڂԲĩǃԼհڂ
Ėɟ͝ˍɟΰڂ ́ˍ˪ɟ͝ڂԲH�Լհڂćʡˍˍڂ ΰ˪ǵ˱ڂԲH�ԼհڂČǵ̿ʡڂÄʎˍɟڂԲġĩԼհڂżǵɂʎǵɟˍڂ
ćǵɂ˅́͝˱ڂԲƗǍԼհڂHǵ͝͝ʡɟڂćʡ˪ɟ˱ɟφڂԲƗǍԼհڂćǵʡ˪ɟڂć́Ɏ́ʡ˱ڂԲ�ĖԼհڂ
Čǵ̿ɟ˱ڂć́ʎ˱́͝˱Ոǆɟ˱ʄɟ̿ڂԲÄĖԼհڂČǵ̿ɟ˱ڂć́ʎ˱ͮ́͝˱ڂԲĩHԼհڂ�˪ǵ˱Ɏǵڂ
Čɟˍˍɟ̿ڂԲǆÄԼհڂČǵͮʎˍɟɟ˱ڂČʡ˱ʄͮ́͝˱ڂԲĩǃԼհڂćɟ͝͝ʡɂǵڂČ̿ɟɿͮʡ˱ʄڂԲ�ĖԼհڂ
ćɟ˱˱ʡɿɟ̿ڂČͽɟʎ˱հڂġǵ̿ΰڂ˱˱�ڂĖǵ˪ȻڂԲĩHԼհڂ ɟǵͮʎɟ̿ڂĖɟ˱͝ڂԲľČԼհڂ
�ʡɎǵڂĖͽɂɟ̿́ڂԲHľԼհ̿�ڂǵ˱ڂĖΰ́˱͝ڂԲŴ�Լհڂćǵɂ˅ڂĖΰ́˱͝ڂԲŴ�ԼհڂČǵͮʡɟڂ
ġǵ̿ͮʡ˱ڂԲH�ԼհڂSʡǵ˱ɟڂġɂƉ΢ǵʡ˱ڂԲÄĖԼհڂćɟ͝͝ʡɟڂġɟΰɟ̿͝հڂČɟ̿ʡڂġ́́̿ɟڂ
ԻġÄԼհڂڂSɟȻ́̿ǵڂġ́̿ʡͮφڂԲ�ǪԼհڂ ɟǵͮʎɟ̿ڂġ́̿̿ʡ͝ڂԲĩHԼհڂĩǵͮʎǵˍʡɟڂ
ġ́̿ͮʡ˱ɟڂԲľ Լհڂĩ́́̿ڂŴǵ˱ʽ΢ǵ˱ʡڂԲƗǍԼհڂĖǵͽ̿ɟ˱ڂŴɟ̿̿ΰڂԲƗĩԼհڂĖ́̿ʡڂ
Żͽʡ̿ʡ˱́ڂԲľ Լհڂ@̿ʡͮͮǵ˱ʡڂżʡɂʎڂԲƣƗԼհڂġǵ̿ΰڂż́Ȼɟ̿Ɏ͝ڂԲġSԼհڂġ́ˍˍΰڂ
żͽ͝͝ɟˍˍڂԲġÄԼհڂŴǵͮڂƉɂʎ˪ͽͮͮɟڂԲÄĩԼհڂĖǵͽ̿ɟ˱ڂƉʎʡˍˍʡ˱ʄɟ̿ڂԲSHԼհڂ
ƉΰˍΞʡǵڂƉ̵ǵ̿ȻΰڂԲƗǍԼհڂČʡ̿ͮ͝ɟ˱ڂƉ΢ǵʡ˱ڂԲľČԼհڂŴǵ˪ڂƉφͮͽ˅́΢͝˅ʡڂ
ԻǆÄԼհڂćǵɂ˅ʡɟڂƗǵˍˍ˪ǵ˱ڂԲÄĖԼհڂŴʎʡˍڂƗǵˍˍ˪ǵ˱ڂԲÄĖԼհڂż́ȻڂƗʎͽ̿ͮ́͝˱ڂ
ԻƣƗԼհڂ�ˍ́̿ʡǵڂƗ̿ʡɟȻɟ˱ȻǵɂʎڂԲǆ�ԼհڂćɟɿɿڂƗ̿ʡɟ˪ɟ̿ڂԲ��Լհڂǃǵ˱ɟ͝͝ǵڂ
ǃǵφ̻ͽɟφڂԲ�ĖԼհڂƉͮǵɂʡɟڂǃɟ̿̿ʡˍˍڂԲĩ Լհڂćɟ˱˱ʡɿɟ̿ڂǆǵˍɎ̿́˱ڂԲHƗԼհڂ
�Ɏ̿ʡɟ˱˱ɟڂǆǵ͝͝ɟ̿˪ǵ˱ڂԲǆ�ԼհڂHǵ̿́ˍڂ˱˱�ڂǆʎʡͮɟڂԲĩǓԼհڂćɟ͝͝ʡɂǵڂ
ǆʎʡͮɟڂԲ�ĖԼհڂćǵɂ̻ͽɟˍʡ˱ɟڂǆ́ˍǵ˅ڂԲÄĖԼհڂ@ʡˍˍڂǵ˱Ɏڂĩǵ˱ɂΰڂǓ́ͽ˪ǵ˱͝ڂ
ԻHľԼհڂƗǵ̿ǵڂǪʡ˪˪ɟ̿˪ǵ˱ڂԲĩǃԼհڂČɟʡͮʎڂ ǵˍˍ́�ڂˍɿڂƗ́ͽ̿˱ǵ˪ɟ˱ͮڂ
Օڂ�ǵ˪ʡˍΰڂԧ̿�ڂʡɟ˱Ɏ́͝ڂɿڂČɟʡͮʎڂ�ձڂ ǵˍˍڂԲHƗԼڂǵ˱ɎڂHǵ̿ˍΰڂČǵΰɟڂ
Design Studio for Step Forward to Cure TSC shirts. 

Comedy for a Cure® Planning Committee 

Čǵͮ̿ʡ˱ǵڂHǵȻǵ˱հڂƗʡɿɿǵ˱ʡ́�ڂɿɿڂԲ�ͽɂͮʡ́˱ڂHʎǵʡ̿Գհڂż́Ȼ̿�ڂǵ˱Ɏʡǵհڂ
Ɖʎǵ˱˱́˱̿�ڂǵ˱ɎʡǵհڂHʎ̿ʡͮ͝ΰڂ ́Ȼǵ̿ͮհڂĖɟ͝ˍɟΰڂ ́ˍ˪ɟ͝հڂćʡˍˍڂ
 ΰ˪ǵ˱ڂԲHʎǵʡ̿ԳհڂġʡɂʎɟˍˍɟڂÄ˱ʄ̿ǵ˪ՈSɟĖ́˱ʄհڂČɟ˱ͮڂČǵʎˍɟ˱հڂ
Cassie Kelle, Cathy Krinsky, Jeff Krol, Rose Krol, Judy 
Ėǵ�̿ǵɿɿհڂƗǵ̿ǵڂŴǵˍǵʄɟհڂġǵ̿ΰڂż́Ȼɟ̿Ɏ͝հڂ ɟ˱̿ΰڂƉʎǵ̵ʡ̿́հڂHʎ̿ʡ͝ڂ
ƉʎɟɿɿʡɟˍɎհڂŴǵͮ̿ʡɂ˅ڂƉʎɟɿɿʡɟˍɎհڂ�˱˱ʡɟڂƉφʡˍǵʄΰʡհڂĖʡ͝ǵڂƉφʡˍǵʄΰʡձ

Minnesota Sound Bites Planning Committee 

Hǵ̿́ˍΰ˱ڂ�ʡˍɎɟհڂćǵ˱ʡɟͮ́̿͝�ڂհڂġʡɂʎǵɟˍڂ�ʡǵɂ́˪ʡ˱ʡհڂHʎ̿ʡ͝ڂ
Hawkey, Sarah Jane Hoey, Justin and Kari Ihle, Jessica 
Iserman, Catherine Jensen, Amber McClure, Darren Miles, 
Kat Perkins, Mary Roberds, Judy Shoulak, Alanna Spotts, 
Jeanne Theis, Angela Wiltscheck.
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Global Alliances
Officially launched in 2014 with the TSC Alliance of Israel, 
ͮʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂ�ˍ́Ȼǵˍڂ�ˍˍʡǵ˱ɂɟڂŴ̿́ʄ̿ǵ˪ڂ΢ǵ͝ڂɂ̿ɟǵͮɟɎڂ
as a way to address unmet needs within the global TSC 
community at the country level. This program provides the 
opportunity for the TSC Alliance to share experiences and 
assist in the start-up or support of TSC-related organiza-
tions in other countries. 

ڂǵ˱Ɏڂɟ˪̵́΢ɟ̿ɟɎڂɿ́ڂʄ̿́ͽ̵ڂͽɂͮͽ̿ɟɎ̿ͮ͝ڂǵڂʡ͝ڂʡǵ˱ɂɟˍˍ�ڂˍȻǵ́ˍ�ڂ�
caring volunteers who work closely with the TSC Alliance 
to accomplish the following: facilitate local connections 
for individuals and families affected by TSC, build rela-
tionships with healthcare providers, raise revenue, and 
increase awareness while supporting the mission of the 
́̿ʄǵ˱ʡφǵͮʡ́˱ձڂƗʎɟڂ�ˍ́Ȼǵˍڂ�ˍˍʡǵ˱ɂɟ̵́̿ڂʄ̿ǵ˪ڂɿ́̿ʄɟ́̿ͮ͝͝ڂ˱ʄɟ̿ڂ
links between the TSC Alliance, communities, and individu-
als around the world.

Hungarian Foundation for Tuberous Sclerosis
Magyar Sclerosis Tuberosa Alapítvány
President: Imola Dankahàzi
www.tsc.hu

Tuberous Sclerosis Alliance Foundation
ԻƗʎǵʡˍǵ˱ɎԳ
Co-Founders: Carl and Nok Brenden

TSC Alliance of India
President: Rahul Vipparthi
www.tsa-india.org 

TSC Alliance of Israel
President: Viktor Perets 
www.tsc.org.il

TSC Alliance of Mexico
President: Ary Agami
www.facebook.com/tsallianceofmexico

ƗͽȻɟ̿́ͽ͝ڂƉɂˍɟ̿́͝ʡ͝ڂHǵ˱ǵɎǵڂƉɂˍɣ̿́͝ɟڂƗͽȻɣ̿ɟͽ͝ɟڂԲƗƉHƉƗԼ
Chair: Cathy Evanochko
www.tscanada.ca

For more information on the Global Alliance Program and 
Global Partnerships, please contact Katie Smith, Director, 
Government and Global Affairs, at ksmith@tscalliance.org 
ԋԍԇՔԐԏԐԅձڂԲԉԅԆԼڂ̿́

About TSC 
International 
(TSCi)
Tuberous Sclerosis Complex International (TSCi) is a 
world-wide consortium of existing tuberous sclerosis com-
plex associations and organizations, serving as an avenue 
to empower those affected by tuberous sclerosis complex 
ԻƗƉHԼհڂʡ˱ɂˍͽɎʡ˱ʄڂʡ˱ɎʡΞʡɎͽǵˍ͝հڂɿǵ˪ʡˍʡɟ͝հڂɂǵ̿ɟʄʡΞɟ̿͝հڂɟɎͽɂǵ-
tors, and health care providers. In addition, TSCi provides a 
forum to share information, exchange ideas and methods, 
co-fund research projects and promote increased inter-
national  awareness of TSC. Additional information can be 
found at www.tscinternational.org.

Europe 

^ͽ̵̿́ɟǵ˱ڂƗͽȻɟ̿́ͽ͝ڂƉɂˍɟ̿́͝ʡ͝ڂH́˪̵ˍɟΫ́͝͝�ڂɂʡǵͮʡ́˱ڂԲ^ƗƉHԼ
Established in 2012, ETSC is a federation of Tuberous Scle-
rosis Associations.

^ƗƉHڂȻɟˍʡɟΞɟ͝ڂʡ˱ͮ́ͮڂǵˍڂգ̵ǵͮʡɟ˱ͮڂɟΫ̵ɟ̿ʡɟ˱ɂɟդڂǵ˱Ɏͮڂʎǵͮڂʡ˱ͮɟ̿-
action with all healthcare providers and relative agencies is 
paramount.

Website: www.e-tsc.eu
Email: info@e-tsc.eu

Argentina

�́͝ɂʡǵɂʡ̇˱̿�ڂʄɟ˱ͮʡ˱ǵڂɎɟڂ^͝ɂˍɟ̿́͝ʡ͝ڂƗͽȻɟ̿́͝ǵڂԲ�ż�^ƗԼ
Website:  www.asociacionarget.blogspot.com.ar
Email:  asociacionarget@gmail.com

Australia

ƗͽȻɟ̿́ͽ͝ڂƉɂˍɟ̿́͝ʡ͝ڂ�ͽͮ̿͝ǵˍʡǵڂԲƗƉ�Լ
Website: www.tsa.org.au
Email: info@tsa.org.au

Austria

Tuberöse Sklerose Complex Mitanand
Website:  www.tuberoesesklerose.at
Email:  info@tuberoesesklerose.at

Belgium

be-TSC
Website: www.betsc.be
Email: info@betsc.be
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Brazil

Brazilian Association of Tuberous Sclerosis – Associação 
@̿ǵ͝ʡˍɟʡ̿ǵڂɎɟڂ^͝ɂˍɟ̿́͝ɟڂƗͽȻɟ̿́͝ǵڂԲ�@^ƗԼ
Website: www.abet.org.br
Email: abetbh@gmail.com

Canada

Tuberous Sclerosis Canada Sclerose Tuberuse (TS Canada 
ƉƗԼ
Website: www.tscanada.ca
Email: tscanadast@gmail.com

China

TSC China – ▦℻娃娅兢兢唑㊶䫻▥䡖凤屐䡔␂䓀₼㉒
Email: info@tscchina.org

Denmark

Dansk Forening for Tuberøs Sclerose Heibergsvænge
Website: http://tsdanmark.dk
Email: formand@tsdanmark.dk

Finland

ƗƉՔǓ SÄƉƗǓƉ
Website: www.tuberoosiskleroosi.fi

France

French TSC association – Association française Sclérose 
ͮͽȻɣ̿ɟͽ͝ɟڂɎɟڂ@́ͽ̿˱ɟΞʡˍˍɟڂԲ�ƉƗ@Լ
Website: www.astb.asso.fr
Email: contact@astb.asso.fr

Germany

�ɟ̿˪ǵ˱ڂƗͽȻɟ̿́ͽ͝ڂƉɂˍɟ̿́͝ʡ́͝͝͝�ڂɂʡǵͮʡ́˱ڂԲƗƉSɟձǃԼڂՕڂ
Tuberöse Sklerose Deutschland e.V.
Website: www.tsdev.org
Email: info@tsdev.org

Greece

ƗͽȻɟ̿́ͽ͝ڂƉɂˍɟ̿́͝ʡ́͝͝͝�ڂɂʡǵͮʡ́˱́ڂɿ̿�ڂɟɟɂɟڂՊڂzѷѷь࠸ѥ࠶эڂ
zҀРѥѺнѧРڂţыҗм̦ҁѾڂϘ࠶ѷьѺ҄࠸ѿнҖѾڂԲzձzձţձϘձԳ
Website: www.tsahellas.gr
Email: tsahellas@ath.forthnet.gr

Hungary

Hungarian Foundation for Tuberous Sclerosis
Website: www.tsc.hu
Email: info@tsc.hu

Hong Kong

Tuberous Sclerosis Complex Association of Hong Kong – 
氨䂾俟乏㊶䫻▥䡖◣㦒
Email: tscahk0515@gmail.com

India

TSC Alliance of India
Website: www.tsa-india.org 

Ireland

TSC Ireland
Website: www.tscireland.org
Email: tscireland@outlook.com

Israel

TSC Alliance of Israel – סיזורלקס סורבוטל תילארשיה התומעה
Website: www.tsc.org.il
Email: mail@tsc.org.il

Italy

Tuberous Sclerosis Association, Italy – Associazione 
Ɖɂˍɟ̿́͝ʡڂƗͽȻɟ̿́͝ǵڂԲ�ƉƗհڂ�ƉƗՔľĩĖƣƉԼ
Website: www.sclerosituberosa.org
Email: info@sclerosituberosa.org

Japan

The Japanese Society of Tuberous Sclerosis Complex
Website: www.tsceres.org 
Email: tscres@juntendo.ac.jp  

Macedonia

Dajte ni krilja
Institute of Radiotherapy and Oncology Skopje
Website: www.dajtenikrilja.mk

ġɟΫʡɂ́

TSC Alliance of Mexico
Email: tsalliancemexico@gmail.com

Netherlands

Tuberous Sclerosis Netherlands Foundation – Stichting 
ƗͽȻɟ̿ɟͽφɟڂƉɂˍɟ̿́͝ʡ͝ڂĩɟɎɟ̿ˍǵ˱ɎڂԲƉƗƉĩԼ
Website: www.stsn.nl
Email: info@stsn.nl
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New Zealand

ƗͽȻɟ̿́ͽ͝ڂƉɂˍɟ̿́͝ʡ͝ڂH́˪̵ˍɟΫڂĩɟ΢ڂǪɟǵˍǵ˱ɎڂԲƗƉHĩǪԼ
Website: www.tsc.org.nz
Email: info@tsc.org.nz

Norway

Norsk forening for Tuberøs Sklerose
Website: www.nfts.no
Email: post@nfts.no

Poland

Ɖͮ́΢ǵ̿φΰ͝φɟ˱ʡɟڂHʎ́̿ΰɂʎڂ˱ǵڂƉͮ΢ǵ̿Ɏ˱ʡɟ˱ʡɟڂ�ͽφ́΢ǵͮɟ
Website:  www.stwardnienie-guzowate.eu
Email: stowarzyszenie.stw.guz@wp.pl

Portugal

The Portuguese Tuberous Sclerosis Association – 
�́͝͝ɂʡǵɆȓ́ڂɎɟڂ^͝ɂˍɟ̿́͝ɟڂƗͽȻɟ̿́͝ǵڂɟ˪ڂŴ́̿ͮͽʄǵˍڂԲ�^ƗĩԼ
Website: www.esclerosetuberosa.org.pt
Email: info@esclerosetuberosa.org.pt

Russia

Association of patients with tuberous sclerosis – 
/ɍɍ̱ӎҸȕӎҸӞڂү̱ҿӕӄӗήڂӊνүɺ̺̱ҷӄӗӂڂɍҺҿɺ̺̱ҷ̱ӂ
Website: epileptologhelp.ru/about/association-of-pa-
tients-with-tuberous-sclerosis
Email: tsc.rus@mail.ru

Serbia

ƗͽȻɟ̿́ͽ͝ڂƉɂˍɟ̿́͝ʡ́͝͝͝�ڂɂʡǵͮʡ́˱́ڂɿڂƉɟ̿ȻʡǵڂՊڂƣɎ̿ͽύɟ˱ʽɟڂφǵڂ
tuberoznu sklerozu Srbije
Email: 2013utss@gmail.com

Ɖˍ́Ξǵ˅ʡǵ

�ƉƗƣƉڂՕ́͝�ڂɂʡǶɂʡǵͮڂͽȻɟ̿̇φ˱ɟʽ͝ڂ˅ˍɟ̿̇φΰڂԲ�ƉƗƣƉհڂ˱ձ́ձԳ
Website: www.diagnozatsc.sk
Email: astus@astus.sk or info@diagnozatsc.sk

Spain

Spanish Tuberous Sclerosis Association – Asociación 
Nacional de Esclerosis Tuberosa
Website: www.esclerosistuberosa.org
Email: esclletuber10@gmail.com

South Africa

ƗͽȻɟ̿́ͽ͝ڂƉɂˍɟ̿́͝ʡ͝ڂƉ́ͽͮʎڂ�ɿ̿ʡɂǵڂԲƗƉƉ�Լ
Email: rehana.effendi@uct.ac.za

Sweden

TSC Sweden – TSC Sverige
Website: http://tsc-sverige.se  
Email: annika@tsc-sverige.se

Switzerland

STB Suisse
Website:  www.stbsuisse.ch
Email: stbsuisse@postmail.ch

Taiwan

Ɨǵʡ΢ǵ˱ڂƗͽȻɟ̿́ͽ͝ڂƉɂˍɟ̿́͝ʡ͝ڂH́˪̵ˍɟΫ́͝͝�ڂɂʡǵͮʡ́˱ڂԲƗƗƉHԼڂՕڂ
♿䋲俟乏䫻▥䡖◣㦒
Website: www.ttsc.org.tw
Email: tscare@gmail.com

Thailand

Tuberous Sclerosis Alliance Foundation
Email: tsalliancethai@gmail.com

Ukraine

Non-governmental Organization All-Ukrainian Aid Associa-
tion for People with Tuberous Sclerosis
website: www.tuberoussclerosis.com.ua
email: tscukraine@gmail.com

United Kingdom

ƗͽȻɟ̿́ͽ͝ڂƉɂˍɟ̿́͝ʡ́͝͝͝�ڂɂʡǵͮʡ́˱ڂԲƗƉ�Լ
Website: www.tuberous-sclerosis.org
Email: social@tuberous-sclerosis.org

United States

TSC Alliance
Website: www.tscalliance.org
Email: info@tscalliance.org
TSC
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TSC Clinics
The TSC Alliance supports the vital role a tuberous sclero-
͝ʡ͝ڂɂ́˪̵ˍɟΫڂԲƗƉHԼڂɂˍʡ˱ʡɂڂɂǵ˱̵ڂˍǵΰڂʡ˱ڂʡ˪̵̿́Ξʡ˱ʄͮڂʎɟڂˍʡΞɟ́͝ڂɿڂ
those affected. The TSC Alliance provides a link to a TSC 
Hˍʡ˱ʡɂ՟͝ ڂHˍʡ˱ʡɂڂƗƉHڂʎɟͮڂɂ́˱ͮǵɂͮڂŴˍɟǵ͝ɟڂǵΞǵʡˍǵȻˍɟձڂʡɿڂ΢ɟȻ͝ʡͮɟհڂ
or go to its website for details about their specialists, clinic 
services, billing and insurance. 
The following information is current as of March 2021 and 
subject to change. For complete information on each clinic, 
visit www.tscalliance.org/tsc-clinics. 
*Denotes a TSC Center of Excellence

ALABAMA
Birmingham
University of Alabama Birmingham*    

ARIZONA
Phoenix
�Ŵĩĩڂ�Օ̿�ڂʡφ́˱ǵڂŴɟɎʡǵͮ̿ʡɂڂĩɟͽ̿́ˍ́ʄΰڂԧڂĩɟͽ̿́ʄɟ˱ɟͮʡɂ͝ڂ
Associates

ARKANSAS
Ėʡͮͮˍɟڂż́ɂ˅
�̿˅ǵ˱͝ǵ͝ڂHʎʡˍɎ̿ɟ˱՟͝ ˍʡͮǵ̵́͝ ڂ

CALIFORNIA
Ė́˪ǵڂĖʡ˱Ɏǵ
Ė́˪ǵڂĖʡ˱Ɏǵڂƣ˱ʡΞɟ̿͝ʡͮΰڂ ɟǵˍͮʎڂHǵ̿ɟ
Ė́͝ڂ�˱ʄɟˍɟ͝
ڂ ՘ڂHʎʡˍɎ̿ɟ˱՟͝ ڂʄɟˍɟ͝˱�ڂĖ́͝ڂˍʡͮǵ̵́͝ ڂ
ڂ ՘ڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂHǵˍʡɿ́̿˱ʡǵڂĖ́͝ڂ�˱ʄɟˍɟ֡͝
Oakland
ƣHƉڂ�@ɟ˱ʡ́ɿɿڂHʎʡˍɎ̿ɟ˱՟͝  ľǵ˅ˍǵ˱Ɏڂˍʡͮǵ̵́͝ ڂ
Orange
HʎʡˍɎ̿ɟ˱՟͝ H́ͽ˱ͮΰڂľ̿ǵ˱ʄɟڂɿ́ڂˍʡͮǵ̵́͝ ڂ
San Diego
żǵɎΰڂHʎʡˍɎ̿ɟ˱՟͝ Sʡɟʄ́ڂ˱Ɖǵڂˍʡͮǵ̵́͝ ڂ
Stanford
ĖͽɂʡˍɟڂŴǵɂ˅ǵ̿ɎڂHʎʡˍɎ̿ɟ˱՟͝ ڂˍʡͮǵ̵́͝ ڂƉͮǵ˱ɿ́̿Ɏڂǵ˱Ɏڂˍʡͮǵ̵́͝ ڂ
and Clinics*

COLORADO
Aurora (Denver)
HʎʡˍɎ̿ɟ˱՟͝ ˍʡͮǵ̵́͝ ڂƣ˱ʡΞɟ̿͝ʡͮΰڂǵ˱ɎڂH́ˍ́̿ǵɎ́ڂˍʡͮǵ̵́͝ ڂ

CONNECTICUT
Farmington
H́˱˱ɟɂͮʡɂͽͮڂHʎʡˍɎ̿ɟ˱՟͝ Hɟ˱ͮɟ̿ڂˍġɟɎʡɂǵڂ

DELAWARE
Wilmington
Nemours/duPont Hospital for Children

DISTRICT OF COLUMBIA AREA
Washington, DC
HʎʡˍɎ̿ɟ˱՟͝ Hɟ˱ͮɟ̿ڂˍġɟɎʡɂǵڂˍĩǵͮʡ́˱ǵڂ

FLORIDA
�ǵʡ˱ɟ͝Ξʡˍˍɟڂڂ
The University of Florida Health 
Miami  
ĩʡɂ˅ˍǵͽ͝ڂHʎʡˍɎ̿ɟ˱՟͝ ġʡǵ˪ʡڂˍʡͮǵ̵́͝ ڂ
Orlando
ڂ ՘ڂ �ɎΞɟ˱ͮڂ ɟǵˍͮʎڂġɟɎʡɂǵˍ́̿�ڂͽ̵ڂ^̵ʡˍɟ̵͝ΰڂǵͮڂľ̿ˍǵ˱Ɏ́
ڂ ՘ڂľ̿ˍǵ˱Ɏ́ڂ ɟǵˍͮʎ̿�ڂ˱́ˍɎڂŴǵˍ˪ɟ̿ڂHʎʡˍɎ̿ɟ˱՟͝ ˍʡͮǵ̵́͝ ڂ
St. Petersburg
ć́ʎ˱͝ڂ ̵́˅ʡ˱͝ڂˍˍ�ڂHʎʡˍɎ̿ɟ˱՟͝ ˍʡͮǵ̵́͝ ڂ
Tampa
 ձڂĖɟɟڂġ́ɿɿʡͮͮڂHǵ˱ɂɟ̿ڂHɟ˱ͮɟ̿

GEORGIA
Atlanta 
HʎʡˍɎ̿ɟ˱՟͝ ǵ˱ͮǵˍͮ�ڂɿ́ڂɟǵˍͮʎɂǵ̿ɟ ڂ

ILLINOIS
Chicago
ڂ ՘ڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂHʎʡɂǵʄ́ڂġɟɎʡɂǵˍڂHɟ˱ͮɟ̿
ڂ ՘ڂ˱˱�ڂԧڂż́Ȼɟ̿ͮڂ ձڂĖͽ̿ʡɟڂHʎʡˍɎ̿ɟ˱՟͝ Hʎʡɂǵʄ́ڂɿ́ڂˍʡͮǵ̵́͝ ڂ
ڂ ՘ڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂÄˍˍʡ˱́ʡ͝ڂǵͮڂHʎʡɂǵʄ́

IOWA
Iowa City
University of Iowa Hospital & Clinics

KENTUCKY
Ė́ͽʡ͝Ξʡˍˍɟ
ĩ́Ξǵ˅ڂHɟ˱ͮɟ̿Մƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂĖ́ͽʡ͝Ξʡˍˍɟ

MARYLAND
Baltimore
ڂ ՘ڂ Čɟ˱˱ɟɎΰڂČ̿ʡɟʄɟ̿ڂÄ˱ͮ͝ʡͮͽͮɟ
ڂ ՘ڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂġǵ̿ΰˍǵ˱ɎڂġɟɎʡɂǵˍڂHɟ˱ͮɟ̿֡
Bethesda
Mid-Atlantic Epilepsy and Sleep Center

MASSACHUSETTS
Boston
ڂ ՘ڂġǵ͝͝ǵɂʎͽ͝ɟͮͮ͝ڂ�ɟ˱ɟ̿ǵˍڂ ̵́͝ʡͮǵˍ֡
ڂ ՘ڂ HʎʡˍɎ̿ɟ˱՟͝ڂ˱́ͮ́͝@ ֡ˍʡͮǵ̵́͝ ڂ

MICHIGAN
Detroit
HʎʡˍɎ̿ɟ˱՟͝ ˱ġʡɂʎʡʄǵڂɿ́ڂˍʡͮǵ̵́͝ ڂ
�̿ǵ˱Ɏڂżǵ̵ʡɎ͝
 ɟˍɟ˱ڂSɟǃ́͝ڂHʎʡˍɎ̿ɟ˱՟͝ ʡͮaĺ̵͝ ڂ
Royal Oak
@ɟǵͽ˪́˱ͮڂHʎʡˍɎ̿ɟ˱՟͝ ˍʡͮǵ̵́͝ ڂ

MINNESOTA
Roseville
Upper Midwest TSC Clinic Without Walls*

MISSOURI
Kansas City
HʎʡˍɎ̿ɟ˱՟͝ ˍʡͮǵ̵́͝ ڂġɟ̿ɂΰڂ
ƉͮձڂĖ́ͽʡ͝
ڂ ՘ڂHǵ̿Ɏʡ˱ǵˍڂ�ˍɟ˱˱́˱ڂHʎʡˍɎ̿ɟ˱՟͝ ڂĖ́ͽʡ͝ڂͮ˱Ɖǵʡڂʡͮǵˍհ̵́͝ ڂ
  University School of Medicine
ڂ ՘ڂǆǵ͝ʎʡ˱ʄͮ́˱ڂƣ˱ʡΞɟ̿͝ʡͮΰ֡ڂ
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NEW JERSEY
Hackensack
ĩ́̿ͮʎɟǵͮ͝ڂżɟʄʡ́˱ǵˍڂ^̵ʡˍɟ̵͝ΰ́̿�ڂͽ̵
ĖʡΞʡ˱ʄͮ́͝˱
Institute of Neurology at St. Barnabas 

NEW YORK
Bronx
Montefiore Medical Center
Hawthorne, Westchester, and Hudson Valley
Clinic Without Walls serving NYC, Westchester, Hudson 
Valley & Connecticut    
New York City
ڂ ՘ڂH́ˍͽ˪Ȼʡǵڂƣ˱ʡΞɟ̿͝ʡͮΰڂÄ̿Ξʡ˱ʄڂġɟɎʡɂǵˍڂHɟ˱ͮɟ̿Մĩɟ΢ڂǓ́̿˅
  Presbyterian
ڂ ՘ڂĩɟ΢ڂǓ́̿˅ڂƣ˱ʡΞɟ̿͝ʡͮΰڂĖǵ˱ʄ́˱ɟڂġɟɎʡɂǵˍڂHɟ˱ͮɟ̿

NORTH CAROLINA
Charlotte
�ͮ̿ʡͽ˪ڂ ɟǵˍͮʎɂǵ̿ɟڂǵͮڂĖɟΞʡ˱ɟڂHʎʡˍɎ̿ɟ˱՟͝ ˍʡͮǵ̵́͝ ڂ
Durham
Duke Medical Center*
Winston-Salem
Wake Forest Baptist Medical Center 

OHIO
Akron
HʎʡˍɎ̿ɟ˱՟͝ڂ˱́̿˅� ˍʡͮǵ̵́͝ ڂ
Cincinnati
Hʡ˱ɂʡ˱˱ǵͮʡڂHʎʡˍɎ̿ɟ˱՟͝ ֡ˍʡͮǵ̵́͝ ڂ
Cleveland
ڂ ՘ڂ ƗʎɟڂHˍɟΞɟˍǵ˱ɎڂHˍʡ˱ʡɂ
ڂ ՘ڂ żǵʡ˱Ȼ́΢ڂ@ǵȻʡɟ͝ڂǵ˱ɎڂHʎʡˍɎ̿ɟ˱՟͝ ڂƣ˱ʡΞɟ̿͝ʡͮΰڂʡͮǵˍհ̵́͝ ڂ
 Hospitals of Cleveland Medical Center
Columbus
ĩǵͮʡ́˱΢ʡɎɟڂHʎʡˍɎ̿ɟ˱՟͝ ˍʡͮǵ̵́͝ ڂ
Dayton
Sǵΰͮ́˱ڂHʎʡˍɎ̿ɟ˱՟͝ ˍʡͮǵ̵́͝ ڂ

PENNSYLVANIA
Hershey
Penn State Health/Hershey Medical Center

Philadelphia
The Hospital of the University of Pennsylvania and Chil-
Ɏ̿ɟ˱՟͝ ڂŴʎʡˍǵɎɟˍ̵ʎʡǵڂɿ́ڂˍʡͮǵ̵́͝ ڂ
Pittsburgh
HʎʡˍɎ̿ɟ˱՟͝ ڂŴʡͮͮ͝Ȼͽ̿ʄʎڂɿ́ڂˍʡͮǵ̵́͝ ڂ

SOUTH CAROLINA
Columbia
Prisma Health 

TENNESSEE
Memphis
Ėɟڂ@́˱ʎɟͽ̿ڂHʎʡˍɎ̿ɟ˱՟͝ ֡ˍʡͮǵ̵́͝ ڂ
Nashville
ġ́˱̿́ɟڂHǵ̿ɟˍˍհڂć ձ̿ڂHʎʡˍɎ̿ɟ˱՟͝ ͮˍǃǵ˱Ɏɟ̿Ȼʡڂǵͮڂˍʡͮǵ̵́͝ ڂ

TEXAS
Austin
SɟˍˍڂHʎʡˍɎ̿ɟ˱՟͝ ˍʡͮǵ̵́͝ ڂ
Dallas
Scottish Rite for Children
Fort Worth
H́́˅ڂHʎʡˍɎ̿ɟ˱՟͝ ˍʡͮǵ̵́͝ ڂ
Houston
ڂ ՘ڂġɂ�́Ξɟ̿˱ڂġɟɎʡɂǵˍڂƉɂʎ́́ˍհڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂƗɟΫǵ͝ڂ
  Health Science Center at Houston*
ڂ ՘ڂ ƗɟΫǵ͝ڂHʎʡˍɎ̿ɟ˱՟͝ ڂ̿́ˍǵΰ@ڂ΢ʡͮʎڂǵɿɿʡˍʡǵͮɟɎڂˍʡͮǵ̵́͝ ڂ
  College of Medicine*

UTAH
ƉǵˍͮڂĖǵ˅ɟڂHʡͮΰ
ƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂƣͮǵʎڂŴ̿ʡ˪ǵ̿ΰڂHʎʡˍɎ̿ɟ˱՟͝ ˍʡͮǵ̵́͝ ڂ

VIRGINIA
Charlottesville
The University of Virginia  

Richmond
Virginia Commonwealth University Health System

WASHINGTON
Seattle
ڂ ՘ڂ ƉɟǵͮͮˍɟڂHʎʡˍɎ̿ɟ˱՟͝ ˍʡͮǵ̵́͝ ڂ
ڂ ՘ڂ Ɖ΢ɟɎʡ͝ʎڂĩɟͽ̿́͝ɂʡɟ˱ɂɟڂÄ˱ͮ͝ʡͮͽͮɟ

WISCONSIN
Milwaukee
HʎʡˍɎ̿ɟ˱՟͝ ˱ǆʡ͝ɂ́˱͝ʡڂɿ́ڂˍʡͮǵ̵́͝ ڂ

CANADA
ġ́˱ͮ̿ɟǵˍհڂŻͽɟȻɟɂ
ڂ ՘ڂH ƣڂƉǵʡ˱ͮɟՈćͽͮ͝ʡ˱ɟհڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂġ́˱ͮ̿ɟǵˍ
ڂ ՘ڂHɟ˱ͮ̿ɟڂ ̵́͝ʡͮǵˍʡɟ̿ڂɎɟڂˍ՟ƣ˱ʡΞɟ̿͝ʡͮɣڂɎɟڂġ́˱ͮ̿ɣǵˍ 
Toronto, Ontario
ڂ ՘ڂ Ɨʎɟڂ ̵́͝ʡͮǵˍڂɿ́̿ڂƉʡɂ˅ڂHʎʡˍɎ̿ɟ˱
ڂ ՘ڂƣ˱ʡΞɟ̿͝ʡͮΰڂ ɟǵˍͮʎڂĩɟͮ΢́̿˅

INDIA
Mumbai, Maharashtra
ƉżHHڂHʎʡˍɎ̿ɟ˱՟͝  ĩڂȻΰڂˍʡͮǵ̵́͝ ڂ

ISRAEL
@ɟ՟ɟ̿ڂƉʎʡΞǵ
Soroka University Medical Center
Jerusalem
Hadassah Medical Center
Tel Hashomer
Sheba Medical Center

MEXICO
Merida, Yucatan
Neural Clinic Mexico
ġ́˱ͮɟ̿̿ɟΰհڂĩͽɟΞ́ڂĖɟ̇˱
 ̵́͝ʡͮǵˍڂƣ˱ʡΞɟ̿͝ʡͮǵ̿ʡ́ڂգć́͝ɣڂ^ˍɟͽͮɟ̿ʡ́́�ڂ˱φǶˍɟφ՟ڂ
ƣ˱ʡΞɟ̿͝ʡɎǵɎڂ�ͽͮ̇˱́˪ǵڂɎɟڂĩͽɟΞ́ڂĖɟ̇˱
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Session Descriptions
ƗƉHڂԆԅԆڂŴǵ̿ͮڂÄڂՕڂ̿́�ڂĩɟ΢ˍΰڂSʡǵʄ˱́͝ɟɎڂÄ˱ɎʡΞʡɎͽǵˍ͝ڂ̿́ڂ�ǵ˪ʡˍʡɟ͝
Sʡ͝ɂͽ͝͝ʡ́˱ڂՊڂ^Ɏɟˍ΢ɟʡ͝͝հڂƗʎͽ̿͝ɎǵΰհڂԊյԅԅՕԋյԅԅ̵ڂձ˪ձ

Opening Dinner
Sʡ˱˱ɟ̿ڂՈڂÄ˪̵ɟ̿ʡǵˍڂ@ǵˍˍ̿́́˪հڂƗʎͽ̿͝ɎǵΰհڂԍյԉԅՕԏյԉԅ̵ڂձ˪ձ

A welcome to the 2022 World TSC Conference and Dallas during the first gathering of all attendees. The dinner presenation 
΢ʡˍˍڂʡ˱ɂˍͽɎɟڂ΢ʎǵͮڂ́ͮڂɟΫ̵ɟɂͮ́ڂɿͮڂʎɟڂɂ́˱ɿɟ̿ɟ˱ɂɟڂǵ˱Ɏڂʎʡʄʎˍʡʄʎͮ́͝ڂɿڂˍ́ɂǵˍڂSǵˍˍǵ͝ڂգ˪ͽͮ͝͝ڂɟɟդڂǵͮͮ̿ǵɂͮʡ́˱͝ձ

Opening General Session: Global Collaborations (TANDem) and Consensus Guidelines Updated
Ėɟɂͮͽ̿ɟڂՊڂ@ǵˍˍ̿́́˪ڂS^հ̿�ڂʡɎǵΰհڂԏյԉԅՕԆԅյԅԅڂǵձ˪ձ

Ɨʎɟڂɂ́˱ɿɟ̿ɟ˱ɂɟ՟͝ ڂԲԆԼڂɂ́ˍˍǵȻ́̿ǵͮʡ́˱͝մڂˍʡ˱ͮɟ̿˱ǵͮʡ́˱ǵڂʎ̿́ͽʄʎͮڂǵɂʎʡɟΞɟɎڂʡ˪̵ǵɂͮڂˍ΢ɟ̿ɿͽ̵́ڂʎɟͮڂʎ́΢ɂǵ͝ɟ͝ڂˍˍ΢ʡڂ˱ɟ͝͝ʡ́͝ڂɟ˱ʡ˱ʄ̵́ڂ
̿ɟɂɟ˱ͮˍΰ̵ڂͽȻˍʡ͝ʎɟɎڂͽ̵ɎǵͮɟɎڂʄˍ́Ȼǵˍڂɂ́˱͝ɟ˱͝ͽ͝ڂʄͽʡɎɟˍʡ˱ɟ͝ڂɿ́̿ڂɎʡǵʄ˱́͝ʡ͝հ͝ڂͽ̿Ξɟʡˍˍǵ˱ɂɟհڂǵ˱Ɏ̿ͮڂɟǵͮ˪ɟ˱ͮ́ڂɿڂƗƉHհڂǵ˱ɎڂԲԇԼͮڂʎɟڂƗ�ĩՔ
Sɟ˪̵́̿ڂʽɟɂͮհڂɟ˪̵́΢ɟ̿ʡ˱ʄ̵ڂɟ̵́ˍɟڂˍʡΞʡ˱ʄڂ΢ʡͮʎڂƗƉHڂ́ͮڂˍɟǵ̿˱ڂ́ͮڂʡɎɟ˱ͮʡɿΰڂƗƉHՈǵ́͝͝ɂʡǵͮɟɎڂ˱ɟͽ̵̿́͝ΰɂʎʡǵͮ̿ʡɂڂɎʡ́̿͝Ɏɟ̿͝ڂԲƗ�ĩSԼڂǵ˱Ɏڂ
thereby benefit from timely support.

ڂǵ˱ɎڂŴˍǵ˱˱ʡ˱ʄڂˍ�ʡ˱ǵ˱ɂʡǵڂ�ɂɂɟ͝͝հڂġɟɎʡɂǵʡɎհڂǆǵʡΞɟ̿͝հڂԻƉƉÄհڂƗƉHڂ˱ʡڂHǵ̿ɟڂĩɟɟɎ͝ڂˍƉ̵ɟɂʡǵڂɿ́̿ڂH́˪̵ˍɟΫʡͮʡɟ͝ڂʎɟͮڂĩǵΞʡʄǵͮʡ˱ʄڂ֡
Guardianship)
Ŵǵ˱ɟˍڂՊڂ@ǵˍˍ̿́́˪ڂ�հ̿�ڂʡɎǵΰհڂԆԅյԉԅڂǵձ˪ձՕԆԇյԅԅ̵ڂձ˪ձ

This panel session will discuss the transition from childhood to adulthood and the services and support needed for depen-
dent adults.  The parents or guardians of dependent adults or future dependent adults need to address the future financial 
and daily living needs of the dependent adult. This session will provide information and resources to help prepare for these 
future needs and provide guidance on timelines and common issues around these processes. 

Using Technology to Your Advantage: Seizure Monitoring, Empowering Communication for the Nonverbal, and Futuristic 
Medical Care
Ɖ̵ɟɂʡǵˍͮΰڂՊڂ@ǵˍˍ̿́́˪ڂ@հ̿�ڂʡɎǵΰհڂԆԅյԉԅڂǵձ˪ձՕԆԇյԅԅ̵ڂձ˪ձ

This session will review how technology can enhance communication and empower individuals to manage their health, now 
and in the future.

Seizure Types and Treatments
Ėɟɂͮͽ̿ɟڂՊڂ@ǵˍˍ̿́́˪ڂS^հ̿�ڂʡɎǵΰհڂԆԅյԉԅڂǵձ˪ձՕԆԇյԅԅ̵ڂձ˪ձ

This session will address seizure types across all ages and will include a discussion of treatments available. 

Organizing Your Thoughts and Emotions and Managing Relationships (TSC individual)
ǆ́̿˅͝ʎ̵́ڂՊڂŴˍͽ˪ڂ@ˍ́́͝͝˪հ̿�ڂʡɎǵΰհڂԆԅյԉԅڂǵձ˪ձՕԆԇյԅԅ̵ڂձ˪ձ

This session features TSC Alliance Adult Regional Coordinators and clinical experts discussing personal and professional 
experiences related to managing thoughts, emotions and relationships for adults impacted by TSC. The panel will also pro-
vide insights and resources on executive functioning and tools to help navigate conversations and relationships.

Preparing Your Family for Epilepsy Surgical Evaluation and Surgery
Sʡ͝ɂͽ͝͝ʡ́˱ڂՊڂ^Ɏɟˍ΢ɟʡ͝͝հ̿�ڂʡɎǵΰհڂԆԅյԉԅڂǵձ˪ձՕԆԇյԅԅ̵ڂձ˪ձ

ƗƉHڂԆԅԆڂŴǵ̿ͮڂÄÄڂՕڂHǵ̿ɟʄʡΞɟ̿ڂ�ͽʡɎɟڂ́ͮڂHǵ̿ɟڂɿ́̿ڂΰ́ͽ̿ڂĖ́ΞɟɎڂľ˱ɟڂɿ́̿ڂĩɟ΢ˍΰڂSʡǵʄ˱́͝ɟɎ
Ėͽ˱ɂʎڂԧڂĖɟǵ̿˱ڂՈڂŴˍͽ˪ڂ@ˍ́́͝͝˪հ̿�ڂʡɎǵΰհڂԆԇյԅԅՕԆյԅԅ̵ڂձ˪ձ

*All are welcome; however, these sessions may be most relevant to individuals living in the United States.
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Caregiver Mental Health and Wellbeing
Ėͽ˱ɂʎڂԧڂĖɟǵ̿˱ڂՈڂ@ǵˍˍ̿́́˪ڂ�հ̿�ڂʡɎǵΰհڂԆԇյԅԅՕԆյԅԅ̵ڂձ˪ձ

Surgical Approaches and Assessments for Epilepsy and SEGA
Ŵǵ˱ɟˍڂՊڂ@ǵˍˍ̿́́˪ڂ�հ̿�ڂʡɎǵΰհڂԆյԅԅՕԇյԉԅ̵ڂձ˪ձ

Ɨʎʡ̵͝ڂǵ˱ɟˍڂ΢ʡˍˍڂɎʡ͝ɂͽ͝͝ڂɎʡɿɿɟ̿ɟ˱ͮ͝ڂͽ̿ʄʡɂǵˍڂʡ˱ͮɟ̿Ξɟ˱ͮʡ́˱͝ڂɿ́̿ڂɟ̵ʡˍɟ̵͝ΰڂǵ˱ɎڂƉ^��͝ڂʡ˱ڂɂʎʡˍɎ̿ɟ˱ձ
 
Accessing Managed and Palliative Care Throughout Your TSC Journey
Ɖ̵ɟɂʡǵˍͮΰڂՊڂ@ǵˍˍ̿́́˪ڂ@հ̿�ڂʡɎǵΰհڂԆյԅԅՕԇյԉԅ̵ڂձ˪ձ

This session will provide an overview of different supportive care across all ages and manifestations of TSC from experts in 
ƗƉHհڂĖ�ġհڂǵ˱Ɏ̵ڂǵˍˍʡǵͮʡΞɟڂɂǵ̿ɟձ

Skin and Dental Manifestations and Treatment Options
Ėɟɂͮͽ̿ɟڂՊڂ@ǵˍˍ̿́́˪ڂS^հ̿�ڂʡɎǵΰհڂԆյԅԅՕԇյԉԅ̵ڂձ˪ձ

This lecture will address skin and dental manifestations of TSC, and how to treat them. 

Preparing for Transitions – Childhood to Adulthood (Medical Care)
ǆ́̿˅͝ʎ̵́ڂՊڂŴˍͽ˪ڂ@ˍ́́͝͝˪հ̿�ڂʡɎǵΰհڂԆյԅԅՕԇյԉԅ̵ڂձ˪ձ

This workshop will explain the difference between pediatric and adult medical care and provide strategies and tools to help 
̵̿ɟ̵ǵ̿ɟڂɿ́̿ڂΰ́ͽ̿ڂˍ́ΞɟɎ́ڂ˱ɟ՟͝ Ɏɟˍձ́˪ڂɂǵ̿ɟڂˍɟɎʡɂǵ˪ڂɟ̿́͝˱Պɂɟ˱ͮ̿ʡɂ̵ڂǵڂ́ͮڂɿǵ˪ʡˍΰՊɂɟ˱ͮ̿ʡɂڂǵڂ˪ɿ̿́ڂ˱ǵ˱͝ʡͮʡ́̿ͮڂ

Women’s Health Issues for TSC Adults
Sʡ͝ɂͽ͝͝ʡ́˱ڂՊڂ^Ɏɟˍ΢ɟʡ͝͝հ̿�ڂʡɎǵΰհڂԆյԅԅՕԇյԉԅ̵ڂձ˪ձ

Accessing Early Childhood Services and Non–Medical Therapies
Ŵǵ˱ɟˍڂՊڂ@ǵˍˍ̿́́˪ڂ�հ̿�ڂʡɎǵΰհڂԉյԅԅՕԊյԉԅ̵ڂձ˪ձ

This panel session will discuss the importance of accessing early intervention and preschool services, and the non–medical 
therapies including physical therapy, occupational therapy and speech and language therapy. 

LAM, Treatment Options and Clinical Trials
Ɖ̵ɟɂʡǵˍͮΰڂՊڂ@ǵˍˍ̿́́˪ڂ@հ̿�ڂʡɎǵΰհڂԉյԅԅՕԊյԉԅ̵ձ˪ձ

Ɨʎʡ͝͝ڂɟ͝͝ʡ́˱ڂǵɎɎ̿ɟ͝͝ɟͮ͝ڂʎɟڂˍʡ˱˅ڂȻɟͮ΢ɟɟ˱ڂƗƉHڂǵ˱Ɏڂˍΰ˪̵ʎǵ˱ʄʡ́ˍɟʡ́˪ΰ́˪ǵͮ́͝ʡ͝ڂԲĖ�ġԼձڂĖɟǵ̿˱ڂǵȻ́ͽͮڂĖ�ġ̿ͮڂɟǵͮ˪ɟ˱̵ͮͮ́ڂʡ́˱͝հڂ
ǵΞǵʡˍǵȻˍɟڂɂˍʡ˱ʡɂǵˍ̿ͮڂʡǵˍ͝ڂɿ́̿ڂʡ˱ɎʡΞʡɎͽǵˍ͝ڂ΢ʡͮʎڂĖ�ġհڂǵ˱Ɏ̿ڂɟ́͝ͽ̿ɂɟ͝ڂǵΞǵʡˍǵȻˍɟڂɿ́̿͝ڂͽ̵̵́̿ͮͮڂʎ̿́ͽʄʎͮڂʎɟڂĖ�ġ́�ڂͽ˱Ɏǵͮʡ́˱ձڂ

Genetics Made Simple
Ėɟɂͮͽ̿ɟڂՊڂ@ǵˍˍ̿́́˪ڂS^հ̿�ڂʡɎǵΰհڂԉյԅԅՕԊյԉԅ̵ڂձ˪ձ

The session will simplify the genetics of TSC into digestible, easy–to–understand information.

Ɨ�ĩSڂՕڂ�ʄʄ̿ɟ͝͝ʡΞɟڂ@ɟʎǵΞʡ́̿ڂġǵ˱ǵʄɟ˪ɟ˱ͮ
ǆ́̿˅͝ʎ̵́ڂՊڂŴˍͽ˪ڂ@ˍ́́͝͝˪հ̿�ڂʡɎǵΰհڂԉյԅԅՕԊյԉԅ̵ڂձ˪ձ

This workshop will provide practical tools & tips to manage aggressive & harmful behavior. We recognize how difficult these 
behaviors are to deal with at any age and the impact behavior has on accessing long term supports. 

Men’s Health Issues for TSC Adults
Sʡ͝ɂͽ͝͝ʡ́˱ڂՊڂ^Ɏɟˍ΢ɟʡ͝͝հ̿�ڂʡɎǵΰհڂԉյԅԅՕԊյԉԅ̵ڂձ˪ձ

General Q&A, Panel of Day 1 Presenters
Ėɟɂͮͽ̿ɟڂՊڂ@ǵˍˍ̿́́˪ڂS^հ̿�ڂʡɎǵΰհڂԊյԊԋՕԋյԉԅ̵ڂձ˪ձ
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Reunión Para Familias Hispanohablantes – Spanish Education Meeting and Gathering 
ǆ́̿˅͝ʎ̵́ڂՊڂŴˍͽ˪ڂ@ˍ́́͝͝˪հ̿�ڂʡɎǵΰհڂԋյԉԅՕԎյԅԅ̵ڂձ˪ձ

Esta sesión proporcionará recursos y actualizaciones a las personas hispanohablante de la comunidad de TSC sobre in-
ɿ́̿˪ǵɂʡ̇˱ڂ˱ͽɟΞǵڂɟ˱ڂˍǵ͝ڂʄͽʪǵ͝ڂɂˍʪ˱ʡɂǵ͝ڂɎɟڂɂ́˱͝ɟ˱̵́͝ڂǵ̿ǵڂɟˍ̿ͮڂǵͮǵ˪ʡɟ˱ͮ́ڂΰڂˍǵڂǵͮɟ˱ɂʡ̇˱ڂɎɟڂˍǵ̵͝ڂɟ̿́͝˱ǵ͝ڂǵɿɟɂͮǵɎǵ͝ڂ̵̿́ڂƗƉHձڂĖǵڂ
sesión se llevará a cabo en español y los asistentes tendrán la oportunidad de hacer preguntas a los panelistas expertos.

ԻƗʎʡ͝͝ڂɟ͝͝ʡ́˱ڂ΢ʡˍˍ̵́̿ڂΞʡɎɟ̿ڂɟ́͝ͽ̿ɂɟ͝ڂǵ˱Ɏڂͽ̵Ɏǵͮɟͮ͝ڂ́ͮڂʎɟڂƉ̵ǵ˱ʡ͝ʎՊ̵͝ɟǵ˅ʡ˱ʄڂƗƉHڂɂ́˪˪ͽ˱ʡͮΰͮڂ˱́ڂʎɟ̿ڂɟΞʡ͝ɟɎڂɂˍʡ˱ʡɂǵˍڂɂ́˱͝ɟ˱͝ͽ͝ڂ
guidelines for the treatment and care of individuals impacted by TSC. The session will be conducted in Spanish and attend-
ɟɟ͝ڂ΢ʡˍˍڂʎǵΞɟ̵̵ͮ̿́́ڂͽ˱ʡͮʡɟ͝ڂɿ́̿ڂŻԧڂ�΢ʡͮʎͮڂʎɟڂɟΫ̵ɟ̵̿ͮڂǵ˱ɟˍʡͮ͝͝ձԳ

General Session: TSC Community Driven Research Network (TSC Alliance Research Model)
Ėɟɂͮͽ̿ɟڂՊڂ@ǵˍˍ̿́́˪ڂS^հڂƉǵͮͽ̿ɎǵΰհڂԏյԉԅՕԆԅյԅԅڂǵձ˪ձ

Ɨʎʡ͝͝ڂɟ͝͝ʡ́˱ڂ΢ʡˍˍ͝ڂʎ́΢ɂǵ͝ɟͮڂʎɟڂʡ˪̵ǵɂͮڂǵ˱ɎڂΞʡ͝ʡ́˱́ڂɿͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟ՟͝ ڂǵ˱Ɏڂʄ̿ǵ˪͝հ̵́̿ڂǵɎΞ́ɂǵɂΰڂͮ˱ʄ́Ξɟ̿˱˪ɟڂǵ˱Ɏڂɟ͝ɟǵ̿ɂʎ̿ڂ
how that vision is shaped and achieved in partnership with the TSC community.

Sibling Workshop
�̿́ͽ̵ڂՈڂH̵́́ɟ հ̿̿�ڂʡɎǵΰڂԆԅյԉԅڂǵձ˪ձڂՔڂԆԇյԅԅ̵ڂձ˪ձ
This moderated session for siblings will be an open forum for participants to share with each other.

Ɨ�ĩSڂՕڂ�S Sհڂ�˱Ϋʡɟͮΰհڂ�ͽͮʡ͝˪ڂԲżɟ͝ɟǵ̿ɂʎԳ
Ŵǵ˱ɟˍڂՊڂ@ǵˍˍ̿́́˪ڂ�հڂƉǵͮͽ̿ɎǵΰհڂԆԅյԉԅڂǵձ˪ձՕԆԇյԅԅ̵ڂձ˪ձ

Ɨʎʡ̵͝ڂǵ˱ɟˍڂ΢ʡˍˍڂɎʡ͝ɂͽ͝͝ڂǵͮͮɟ˱ͮʡ́˱ڂɎɟɿʡɂʡͮڂʎΰ̵ɟ̿ǵɂͮʡΞʡͮΰڂɎʡ́̿͝Ɏɟ̿ڂԲ�S SԼհڂǵ˱Ϋʡɟͮΰհڂǵͽͮʡ͝˪հڂǵ˱ɎͮڂʎɟڂȻ̿ɟǵ˅ͮʎ̿́ͽʄʎ̿ڂɟ͝ɟǵ̿ɂʎڂȻɟʡ˱ʄڂ
conducted to better understand how it specifically affects individuals with TSC. 

Caregiver Resources – Self and Respite Care
Ɖ̵ɟɂʡǵˍͮΰڂՊڂ@ǵˍˍ̿́́˪ڂ@հڂƉǵͮͽ̿ɎǵΰհڂԆԅյԉԅڂǵձ˪ձՕԆԇյԅԅ̵ڂձ˪ձ

This session will address resources and strategies for managing the stress TSC can bring to your life, including tactics for 
improving your physical and mental health, small steps of self–care for your daily life and information on accessing respite 
care.

Kidney Tumors, Cysts and Treatment Options
Ėɟɂͮͽ̿ɟڂՊڂ@ǵˍˍ̿́́˪ڂS^հڂƉǵͮͽ̿ɎǵΰհڂԆԅյԉԅڂǵձ˪ձՕԆԇյԅԅ̵ڂձ˪ձڂ

This lecture will focus on kidney issues and treatment options across all ages. 

Seizure Action Plans and Rescue Meds
ǆ́̿˅͝ʎ̵́ڂՊڂŴˍͽ˪ڂ@ˍ́́͝͝˪հڂƉǵͮͽ̿ɎǵΰհڂԆԅյԉԅڂǵձ˪ձՕԆԇյԅԅ̵ڂձ˪ձ

In this workshop, you will hear about the importance of creating a Seizure Action Plan for you and/or your family mem-
ber, including the use of rescue medications and how to manage emergencies. Additionally, the session will cover how to 
communicate the content of a Seizure Action Plan with educational accommodation teams and caregivers, as well as in the 
workplace. You will leave with the start of an actionable plan.

* Navigating Education System for a High School Certificate
Sʡ͝ɂͽ͝͝ʡ́˱ڂՊڂ^Ɏɟˍ΢ɟʡ͝͝հڂƉǵͮͽ̿ɎǵΰհڂԆԅյԉԅڂǵձ˪ձՕԆԇյԅԅ̵ڂձ˪ձ

Government Advocacy
Ėͽ˱ɂʎڂԧڂĖɟǵ̿˱ڂՈڂ@ǵˍˍ̿́́˪ڂ@հڂƉǵͮͽ̿ɎǵΰհڂԆԇյԅԅՕԆյԅԅ̵ڂձ˪ձ

Peer–to–Peer Support Programs
Ėͽ˱ɂʎڂԧڂĖɟǵ̿˱ڂՈڂ@ǵˍˍ̿́́˪ڂ�հڂƉǵͮͽ̿ɎǵΰհڂԆԇյԅԅՕԆյԅԅ̵ڂձ˪ձ

*All are welcome; however, these sessions may be most relevant to individuals living in the United States.
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Special Events and Fundraising
Ėͽ˱ɂʎڂԧڂĖɟǵ̿˱ڂՈڂŴˍͽ˪ڂ@ˍ́́͝͝˪հڂƉǵͮͽ̿ɎǵΰհڂԆԇյԅԅՕԆյԅԅ̵ڂձ˪ձ

Genetics, Reproductive Issues and Impact on Relationships
Ŵǵ˱ɟˍڂՊڂ@ǵˍˍ̿́́˪ڂ�հڂƉǵͮͽ̿ɎǵΰհڂԆյԅԅՕԇյԉԅ̵ڂձ˪ձ

This session will discuss TSC genetics as it relates to relationships, including potential reproductive issues or choices.

Refractory Epilepsy – Now What?
Ɖ̵ɟɂʡǵˍͮΰڂՊڂ@ǵˍˍ̿́́˪ڂ@հڂƉǵͮͽ̿ɎǵΰհڂԆյԅԅՕԇյԉԅ̵ڂձ˪ձ

Epilepsy in TSC is often refractory. Seizures may not be controlled with initial therapies, resulting in the need to be aware 
of all possible therapeutic options to treat seizures in a person with TSC. This session will explore other treatment options 
neurologists may discuss with families and individuals with TSC of any age to try to bring seizures under control.

Access to TSC Clinical Care (with international component)
Ėɟɂͮͽ̿ɟڂՊڂ@ǵˍˍ̿́́˪ڂS^հڂƉǵͮͽ̿ɎǵΰհڂԆյԅԅՕԇյԉԅ̵ڂձ˪ձ

This lecture will provide an overview of issues related to accessing medicines and clinical care worldwide. We will discuss 
major barriers to affordable access across different countries and regions, the progress that has been made by TSC organi-
zations around the world, and opportunities for global collaboration to improve access to care. 

Advocacy in the Education System at All Levels
ǆ́̿˅͝ʎ̵́ڂՊڂŴˍͽ˪ڂ@ˍ́́͝͝˪հڂƉǵͮͽ̿ɎǵΰհڂԆյԅԅՕԇյԉԅ̵ڂձ˪ձ

Ɨʎʡ͝ڂ΢́̿˅͝ʎ̵́͝ڂɟ͝͝ʡ́˱ڂ΢ʡˍˍ̵́̿ڂΞʡɎɟڂǵ˱ڂͽ˱Ɏɟ̿ͮ͝ǵ˱Ɏʡ˱ʄ́ڂɿͮڂʎɟڂÄ^Ŵڂ̿́ڂԋԅԊ̵ڂˍǵ˱͝հ́�ڂǵˍ͝հڂŴ̿́ʄ̿ɟ͝͝ڂǵ˱ɎڂƗ̿ǵ˱͝ʡͮʡ́˱͝ձڂƗʎɟ͝ڂɟ͝͝ʡ́˱ڂ
̵̿́ΞʡɎɟ͝ڂ͝ˍ́́ͮڂǵ˱Ɏڂʡ˱͝ʡʄʎͮڂʡ˱ͮ́ͮڂʎɟڂʡ˪̵́̿ͮǵ˱ɂɟ́ڂɿڂǵɎΞ́ɂǵͮʡ˱ʄڂɿ́̿ڂΰ́ͽ̿ڂɂʎʡˍɎ՟͝ ڂɟΞɟˍձˍڂǵ˱ΰڂǵͮڂ˱ɟɎͽɂǵͮʡ́ڂ

Ɨ�ĩSڂՕڂġɟ˱ͮǵˍڂ ɟǵˍͮʎڂÄ͝͝ͽɟ͝ڂʡ˱ڂĖʡΞʡ˱ʄڂ΢ʡͮʎڂƗƉHڂǵ͝ڂǵ˱ڂÄ˱Ɏɟ̵ɟ˱Ɏɟ˱ͮڂǵ˱ɎڂƉɟ˪ʡՊÄ˱Ɏɟ̵ɟ˱Ɏɟ˱ͮڂ�Ɏͽˍͮ
Sʡ͝ɂͽ͝͝ʡ́˱ڂՊڂ^Ɏɟˍ΢ɟʡ͝͝հڂƉǵͮͽ̿ɎǵΰհڂԆյԅԅՕԇյԉԅ̵ڂձ˪ձ

* Finding Your Way Home – Creative Housing Options / Microboards
Ŵǵ˱ɟˍڂՊڂ@ǵˍˍ̿́́˪ڂ�հڂƉǵͮͽ̿ɎǵΰհڂԉյԅԅՕԊյԉԅ̵ڂձ˪ձ

This panel session will discuss housing options for Dependent and Semi–Independent TSC Adults that incorporate inclusion 
in the community based on the unique needs of the individual. 

Managing Progressive Kidney Disease
Ɖ̵ɟɂʡǵˍͮΰڂՊڂ@ǵˍˍ̿́́˪ڂ@հڂƉǵͮͽ̿ɎǵΰհڂԉյԅԅՕԊյԉԅ̵ڂձ˪ձ

This session will focus on progressive kidney disease in individuals affected by TSC and the treatment options available to 
protect kidney function over time. 

Gene Therapy – Hopes and Hurdles
Ėɟɂͮͽ̿ɟڂՊڂ@ǵˍˍ̿́́˪ڂS^հڂƉǵͮͽ̿ɎǵΰհڂԉյԅԅՕԊյԉԅ̵ڂձ˪ձ

This session will explore the possibilities for gene therapy in TSC and the challenges researchers face to make it a reality. 
�ˍͮʎ́ͽʄʎڂʄɟ˱ɟͮڂʎɟ̿ǵ̵ΰڂǵ͝ڂǵڂɂͽ̿ɟڂɿ́̿ڂƗƉHڂՕڂ̿́ڂɿ́̿ڂͮ́͝˪ڂɎʡ͝ɟǵ͝ɟ͝ڂՊ̿ڂɟ˪ǵʡ˱͝ڂɿǵ̿ڂǵ΢ǵΰհ͝ڂɂʡɟ˱ͮʡͮ͝͝ڂɂ́˱ͮʡ˱ͽɟڂ́ͮڂɿʡ˱Ɏڂ˱ɟ΢ڂ΢ǵΰ͝ڂ́ͮڂ
tackle the challenges and bring gene therapy closer to being a viable treatment.

Ɨ�ĩSڂՕڂ�ɟɟɎʡ˱ʄհڂ^ˍ̵́ɟ˪ɟ˱ͮڂǵ˱ɎڂŴ́ͮͮΰڂƗ̿ǵʡ˱ʡ˱ʄ
ǆ́̿˅͝ʎ̵́ڂՊڂŴˍͽ˪ڂ@ˍ́́͝͝˪հڂƉǵͮͽ̿ɎǵΰհڂԉյԅԅՕԊյԉԅ̵ڂձ˪ձ

This interactive workshop will provide examples of a behavior action plan to develop in the areas of feeding, bathroom, and 
issues around elopement (wandering off or escaping) by board certified behavior analysts. 

*All are welcome; however, these sessions may be most relevant to individuals living in the United States.
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What’s Next? Tools to Empower You on Your Medical Journey to an Adult Neurologist
Sʡ͝ɂͽ͝͝ʡ́˱ڂՊڂ^Ɏɟˍ΢ɟʡ͝͝հڂƉǵͮͽ̿ɎǵΰհڂԉյԅԅՕԊյԉԅ̵ڂձ˪ձ

General Q&A, Panel of Day 2 Presenters
Ėɟɂͮͽ̿ɟڂՊڂ@ǵˍˍ̿́́˪ڂS^հڂƉǵͮͽ̿ɎǵΰհڂԊյԊԋՕԋյԉԅ̵ڂձ˪ձ

Other Organ Manifestations – Liver, Pancreas, Heart and Eyes
Ŵǵ˱ɟˍڂՊڂ@ǵˍˍ̿́́˪ڂ�հڂƉͽ˱ɎǵΰհڂԏյԉԅՕԆԅյԅԅڂǵձ˪ձ

This session will discuss tumors associated with TSC including liver and retinal hamartomas, pancreatic neuroendocrine 
tumors, and non–malignant tumors in the heart. The panelists will also provide general recommendations on monitoring and 
treating these tumors.

Transition into Adulthood – Employment and Higher Education
Ɖ̵ɟɂʡǵˍͮΰڂՊڂ@ǵˍˍ̿́́˪ڂ@հڂƉͽ˱ɎǵΰհڂԏյԉԅՕԆԅյԅԅڂǵձ˪ձ

This session will provide insights and resources for young adults impacted by TSC and their families to approach the 
challenges of transitions to adulthood. The group will share their personal experiences and key considerations for semi–in-
dependent and independent individuals impacted by TSC who are transitioning out of secondary school and into higher 
education, vocational training, or employment.

Ɨ�ĩSڂՕڂ@ɟʎǵΞʡ́̿ǵˍڂÄ˱ͮɟ̿Ξɟ˱ͮʡ́˱͝ڂǵ˱ɎڂľΞɟ̿Ξʡɟ΢́ڂɿڂġɟɎʡɂǵͮʡ́˱͝
Ėɟɂͮͽ̿ɟڂՊڂ@ǵˍˍ̿́́˪ڂS^հڂƉͽ˱ɎǵΰհڂԏյԉԅՕԆԅյԅԅڂǵձ˪ձ

This session will focus on behavioral issues that are commonly associated with TSC. Discussion will ensue on behavioral/
psychiatric conditions, identifying provider(s) for treatment, medical management of behavioral issues, and prevention/in-
tervention tips.

* Navigating Health Care System to Better Access Medication
ǆ́̿˅͝ʎ̵́ڂՊڂŴˍͽ˪ڂ@ˍ́́͝͝˪հڂƉͽ˱ɎǵΰհڂԏյԉԅՕԆԅյԅԅڂǵձ˪ձ

This interactive workshop will provide guidance and strategies on accessing medication and clinical resources and services 
in the US. 

Sexual Development for Dependent and Semi-Independent TSC Adults
Sʡ͝ɂͽ͝͝ʡ́˱ڂՊڂ^Ɏɟˍ΢ɟʡ͝͝հڂƉͽ˱ɎǵΰհڂԏյԉԅՕԆԅյԅԅڂǵձ˪ձ

Hˍ́͝ʡ˱ʄڂƉɟ͝͝ʡ́˱մڂS̿ʡΞʡ˱ʄͮڂʎɟڂ�ͽͮͽ̿ɟ́ڂɿڂƗƉHڂՕڂHˍʡ˱ʡɂǵˍڂƗ̿ʡǵˍ͝ڂǵ˱ɎڂHˍʡ˱ʡɂǵˍڂHǵ̿ɟ
Ėɟɂͮͽ̿ɟڂՊڂ@ǵˍˍ̿́́˪ڂS^հڂƉͽ˱ɎǵΰհڂԆԅյԉԅڂǵձ˪ձՕԆԇյԅԅ̵ڂձ˪ձ

The impact of TSC research is realized by improving clinical care and outcomes in people living with TSC. This session will 
conclude the 2022 World TSC Conference by examining how the TSC community is vital to designing and carrying out clini-
cal trials to identify new treatments to improve the lives of those affected by TSC.

*All are welcome; however, these sessions may be most relevant to individuals living in the United States.
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Full Conference Agenda
Ŵˍɟǵ͝ɟڂ˱́ͮɟմڂƗ�ĩSͮ͝ڂǵ˱Ɏ͝ڂɿ́̿ڂƗƉHՔ�́͝͝ɂʡǵͮɟɎڂĩɟͽ̵̿́͝ΰɂʎʡǵͮ̿ʡɂڂSʡ́̿͝Ɏɟ̿͝ձڂ

*All are welcome; however, these sessions may be most relevant to individuals living in the United States.

Wednesday,
July 27, 2022
ԍյԉԅ̵ڂձ˪ձՕԐյԅԅ̵ڂձ˪ձڂ ƗƉHʡڂżɟɂɟ̵ͮʡ́˱հڂȻΰڂʡ˱Ξʡͮǵͮʡ́˱́ڂ˱ˍΰհڂFleur de Lis A & B

Thursday,
July 28, 2022
ԏյԅԅڂǵձ˪ձՕԇյԅԅ̵ڂձ˪ձڂڂ ĩͽ̿͝ʡ˱ʄڂƉΰ˪̵́͝ʡͽ˪հڂȻΰڂʡ˱Ξʡͮǵͮʡ́˱́ڂ˱ˍΰհڂPlum Blossom
 Sponsored by: Pediatric Epilepsy Research Foundation

Ԑյԅԅڂǵձ˪ձՕԇյԅԅ̵ڂձ˪ձڂ ƗƉHʡڂǆ́̿˅͝ʎ̵́հڂȻΰڂʡ˱Ξʡͮǵͮʡ́˱́ڂ˱ˍΰհڂFleur de Lis A & B

Ԇԇյԅԅ̵ڂձ˪ձՕԋյԅԅ̵ڂձ˪ձڂ @ʡ́͝ǵ˪̵ˍɟڂżɟ̵́͝ʡͮ́̿ΰڂ@ˍ́́ɎڂS̿ǵ΢հڂÄ˱Ξɟ̿˱ɟ͝͝

Ԇԇյԅԅ̵ڂձ˪ձՕԍյԅԅ̵ڂձ˪ձڂ �ɟ˱ɟ̿ǵˍڂH́˱ɿɟ̿ɟ˱ɂɟڂżɟʄʡͮ̿͝ǵͮʡ́˱ڂǵ˱ɎڂSǵΰڂHǵ˪̵ڂżɟʄʡͮ̿͝ǵͮʡ́˱հڂConference Registration Room 
 and Atrium II

Ԇԇյԅԅ̵ڂձ˪ձՕԍյԅԅ̵ڂձ˪ձڂ ƗƉHڂƉͮ́̿ɟڂľ̵ɟ˱հڂoutside Grand Ballrooms

ԇյԉԅ̵ڂձ˪ձՕԊյԅԅ̵ڂձ˪ձڂ ƗƉHڂHˍʡ˱ʡɂڂSʡ̿ɟɂͮ́̿͝ڂġɟɟͮʡ˱ʄհڂȻΰڂʡ˱Ξʡͮǵͮʡ́˱́ڂ˱ˍΰհڂPlum Blossom

ԉյԅԅ̵ڂձ˪ձՕԍյԅԅ̵ڂձ˪ձڂ ^ΫʎʡȻʡͮڂ ǵˍˍڂƉɟͮڂƣ̵հڂGrand Ballroom C

ԉյԅԅ̵ڂձ˪ձՕԋյԅԅ̵ڂձ˪ձڂ Meet-and-Greet Opportunities  
  • Adults with TSC, Ballroom A
ڂ ڂ ڂ  ́ͮ͝͝մڂSɟ̿ɟ˅ڂ@ǵͽɟ հ̿ڂġSնڂż́Ȼڂǵ˱ɎڂƉʎǵ˱˱́˱̿�ڂǵ˱Ɏʡǵնڂġɟˍΰ͝͝ǵڂġɂŚ˱́ͽʄʎհڂġƉհڂ@H@�նڂ
   Mary Ann Scroggins
   Sponsored by: Ray Chan
  • Adult Siblings, Gossip Bar
   Hosts: Jocelyn Cenna, Carlie Russell
  • Grandparents, CounterOffer
ڂ ڂ ڂ  ́ͮ͝մڂġǵ̿ΰڂ˱˱�ڂĖǵ˪Ȼ
  • International Attendees, Fleur de Lis A & B
ڂ ڂ ڂ  ́ͮ͝͝մڂHǵ̿ˍǵڂ�ˍǵɎ̿́΢͝˅ʡնڂƉɟ̿ʄʡͽ͝φڂć̇ϋ΢ʡǵ˅հڂġSհڂŴʎSնڂHʎ̿ʡ͝ڂČʡ˱ʄ͝΢́́ɎհڂġSնڂ
   Micaela Rozenberg
  • Parents of Adults with TSC, CounterOffer
ڂ ڂ ڂ  ́ͮ͝͝մ̵̿�ڂʡˍڂH̵́́ɟ̿նڂć́ʎ˱ڂ ͽˍȻɟ̿ͮհڂġSնڂĖɟ͝ˍʡɟڂżͽ͝͝ɟˍˍնڂĖʡ͝ǵڂƉφʡˍǵʄΰʡ
  • Parents/Caregivers of Transitioning Young Adults, Jade Room
ڂ ڂ ڂ  ́ͮ͝͝մڂĖʡ͝ǵڂHǵ̿ˍͮ́˱հڂŴʎSնڂƉͮɟΞɟڂŴɟͮɟ̿͝
   Sponsored by: DiRx 
  • Ŵǵ̿ɟ˱ͮ͝ՄHǵ̿ɟʄʡΞɟ̿́͝ڂɿڂǓ́ͽ˱ʄڂHʎʡˍɎ̿ɟ˱ڂ΢ʡͮʎڂƗƉHڂԲǵʄɟ͝ڂԅՔԆԋԼ, East Atrium
ڂ ڂ ڂ  ́ͮ͝͝մڂ�˱Ɏ̿ɟǵڂ@ɟɟȻɟհڂĖɟ͝ˍɟΰڂǵ˱Ɏڂ�ˍɟΫڂ ́ˍ˪ɟ͝հڂŴʎʡˍڂƗǵˍˍ˪ǵ˱
   Sponsored by: TotalCare RX and Perfecting Peds
  • Social Networking Groups (Inspire, Instagram, Facebook), Jade Pavilion
   Hosts: Danielle Clark, Carly Kaye, Sean Shillinger 
  • Ɨɟɟ˱͝ڂǵ˱ɎڂǓ́ͽ˱ʄڂ�Ɏͽˍͮ͝ڂԲǵʄɟ͝ڂԆԉՔԇԎԼ, Obelisk A & B
ڂ ڂ ڂ  ́ͮ͝͝մڂŴ̿ɟͮ́͝˱ڂ�ʡͮφʄɟ̿ǵˍɎհڂć́˱ǵͮʎǵ˱́�ڂˍɎͮ͝ɟʡ˱հڂżΰˍɟɟ̿�ڂǵ˱ɎʡǵհڂHɟˍʡɟڂć́ʎ˱́͝˱հڂ
   Kirk McCreary, Emily Racenet
   Sponsored by: UCB, Inc.
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Ԋյԅԅ̵ڂձ˪ձՕԋյԅԅ̵ڂձ˪ձڂ ƗƉHڂԆԅԆڂɿ́̿ڂĩɟ΢ˍΰڂSʡǵʄ˱́͝ɟɎڂÄ˱ɎʡΞʡɎͽǵˍ͝ڂ̿́ڂ�ǵ˪ʡˍʡɟ͝, Edelweiss
 Moderator: Debora Moritz 
 Speakers: Angela Peron, MD; Rajsekar Rajaraman, MD
 Sponsored by: Mallinckrodt

ԍյԉԅ̵ڂձ˪ձՕԏյԉԅ̵ڂձ˪ձڂ Conference Welcome and Opening Dinner, Imperial Ballroom 
ڂ ƗƉHڂ�ˍˍʡǵ˱ɂɟڂŴ̿ɟ͝ʡɎɟ˱ͮڂǵ˱ɎڂH^ľڂČǵ̿ʡڂĖͽͮʎɟ̿ڂż́͝Ȼɟɂ˅նڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂ@́ǵ̿ɎڂHʎǵʡ̿ڂ
ڂ Ŵɟͮɟ̿ڂH̿ʡ˱́հڂġSհڂŴʎSնڂǵ˱ɎڂĖ́ɂǵˍڂƗƉHڂHˍʡ˱ʡɂڂSʡ̿ɟɂͮ́̿͝ڂƉͮɟΞɟ˱ڂƉ̵ǵ̿ǵʄǵ˱ǵհڂġSڂǵ˱Ɏڂ
 M. Scott Perry, MD
 Sponsored by: Friends of Eric Parkes

ԏյԉԅ̵ڂձ˪ձڂ Gathering for International Attendees, Media Grill + Bar

ԏյԉԅ̵ڂձ˪ձڂ �Ɏͽˍͮ͝ڂ΢ʡͮʎڂƗƉHڂ^Ξɟ˱ʡ˱ʄڂ�ɂͮʡΞʡͮΰմڂ@ʡ˱ʄ́, Plum Blossom
 ^Ξɟ˱ͮڂĖɟǵɎɟ̿͝մڂSǵ˱ʡɟˍˍɟڂHˍǵ̿˅հڂć́˱ǵͮʎǵ˱́�ڂˍɎͮ͝ɟʡ˱հڂƉʎǵ˱˱́˱̿�ڂǵ˱Ɏʡǵ

ԏյԉԅ̵ڂձ˪ձڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂ TSC Dad’s Outing, Gossip Bar
ڂ ^Ξɟ˱ͮڂĖɟǵɎɟ̿մڂƉɟǵ˱ڂƉʎʡˍˍʡ˱ʄɟ̿

ԏյԉԅ̵ڂձ˪ձՕԆԆյԅԅ̵ڂձ˪ձڂ Parents and Dependent Adults Social Gathering, Stemmons

ԏյԉԅ̵ڂձ˪ձՕԆԆյԅԅ̵ڂձ˪ձڂ Teen Lounge Open, Obelisk A & B

Friday,
July 29, 2022
Ԏյԅԅڂǵձ˪ձՕԏյԉԅڂǵձ˪ձڂ Breakfast, Chantilly Ballroom

Ԏյԅԅڂǵձ˪ձՕԏյԉԅڂǵձ˪ձڂ Biosample Repository Blood Draw, Inverness

Ԏյԅԅڂǵձ˪ձՕԏյԉԅڂǵձ˪ձڂ Research Room Open, Fleur de Lis A & B

Ԏյԉԅڂǵձ˪ձՕԋյԉԅ̵ڂձ˪ձڂ Day Camp, �ͮ̿ʡͽ˪ڂÄڂՕڂHʎɟɂ˅ՈÄ˱մڂƉͮɟ˪˪́˱͝ڂ@ǵˍˍ̿́́˪ 

ԏյԅԅڂǵձ˪ձՕԋյԅԅ̵ڂձ˪ձڂ ^ΫʎʡȻʡͮڂ ǵˍˍڂǵ˱ɎڂƗƉHڂżɟ́͝ͽ̿ɂɟڂHɟ˱ͮɟ̿, Grand Ballroom C

ԏյԅԅڂǵձ˪ձՕԋյԅԅ̵ڂձ˪ձڂ TSC Store Open, outside Grand Ballrooms

ԏյԅԅڂǵձ˪ձՕԆԇյԅԅ̵ڂձ˪ձڂ Conference Registration, Conference Registration Room and Atrium II

ԏյԉԅڂǵձ˪ձՕԆԅյԅԅڂǵձ˪ձڂ ľŴ^ĩÄĩڂ��^ĩ^ż�ĖڂƉ^ƉƉÄľĩյڂ�ˍ́ȻǵˍڂH́ˍˍǵȻ́̿ǵͮʡ́˱͝ڂԲƗ�ĩSɟ˪Գڂǵ˱Ɏڂƣ̵ɎǵͮɟɎڂH́˱͝ɟ˱͝ͽ͝ڂ
 Guidelines, Grand Ballroom D & E
 Welcome: Peter Crino, MD, PhD, Chair, TSC Alliance Board of Directors
ڂ ġ́Ɏɟ̿ǵͮ́̿մڂŴ̿ǵɎ˱ΰǵڂ�ǵɎʄʡˍհڂġ@@ƉհڂġżHŴH 
 Family Speaker: Eva Schoeters
 Speakers: Petrus de Vries, MBChB, FRCPsych, PhD; Hope Northrup, MD
ڂ Ɖ̵́˱́̿͝ɟɎڂȻΰմڂƣ̵͝ʎɟ̿ՈƉ˪ʡͮʎڂĖǵȻ́̿ǵͮ́̿ʡɟ͝հڂĖĖH

Ԇԅյԅԅڂǵձ˪ձՕԆԅյԉԅڂǵձ˪ձڂ BREAK

Ԇԅյԅԅڂǵձ˪ձՕԉյԅԅ̵ڂձ˪ձڂ Biosample Repository Blood Draw, Inverness

Ԇԅյԅԅڂǵձ˪ձՕԉյԅԅ̵ڂձ˪ձڂ Research Room Open, Fleur de Lis A & B

Thursday (cont.)
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Ԇԅյԉԅڂǵձ˪ձՕԆԇյԅԅ̵ڂձ˪ձڂ First Break Out Session    
 ֡Ŵ�ĩ^ĖյڂĩǵΞʡʄǵͮʡ˱ʄͮڂʎɟڂH́˪̵ˍɟΫʡͮʡɟ͝ڂɿ́̿ڂƉ̵ɟɂʡǵˍڂĩɟɟɎ͝ڂHǵ̿ɟڂʡ˱ڂƗƉHڂԻƉƉÄհڂǆǵʡΞɟ̿͝հڂġɟɎʡɂǵʡɎհڂ
ڂ �ɂɂɟ͝͝հڂ�ʡ˱ǵ˱ɂʡǵˍڂŴˍǵ˱˱ʡ˱ʄڂǵ˱Ɏڂ�ͽǵ̿Ɏʡǵ˱͝ʎʡ̵ԳհڂGrand Ballroom A
ڂ ġ́Ɏɟ̿ǵͮ́̿մڂĖʡ͝ǵڂƉφʡˍǵʄΰʡڂڂ
 Panelists: John Hulbert, MD; Kelly Piacenti; Nadia Vann, JD
 Sponsored by: MassMutual SpecialCare

 ƉŴ^HÄ�ĖƗǓյڂƣ͝ʡ˱ʄڂƗɟɂʎ˱́ˍ́ʄΰڂ́ͮڂǓ́ͽ̿ڂ�ɎΞǵ˱ͮǵʄɟմڂƉɟʡφͽ̿ɟڂġ́˱ʡͮ́̿ʡ˱ʄհڂ^˪̵́΢ɟ̿ʡ˱ʄڂ
ڂ H́˪˪ͽ˱ʡɂǵͮʡ́˱ڂɿ́̿ͮڂʎɟڂĩ́˱Ξɟ̿Ȼǵˍհڂǵ˱Ɏڂ�ͽͮͽ̿ʡͮ͝ʡɂڂġɟɎʡɂǵˍڂHǵ̿ɟ, Grand Ballroom B
 Moderator: M. Scott Perry, MD
 Speakers: Debora Moritz, Rob Moss, Rahul Vipparthi
 Sponsored by: Neurelis

 Ė^HƗƣż^յڂƉɟʡφͽ̿ɟڂƗΰ̵ɟ͝ڂǵ˱ɎڂƗ̿ɟǵͮ˪ɟ˱ͮ͝, Grand Ballroom D & E
 Moderator: Rohini Coorg, MD
 Speakers: Mark Keezer, MDCM, PhD; Elizabeth Thiele, MD, PhD; James Wheless, MD
ڂ Ɖ̵́˱́̿͝ɟɎڂȻΰմڂġǵˍˍʡ˱ɂ˅̿́Ɏͮڂǵ˱Ɏڂƣ̵͝ʎɟ̿ՈƉ˪ʡͮʎڂĖǵȻ́̿ǵͮ́̿ʡɟ͝հڂĖĖH

 ǆľżČƉ ľŴյڂľ̿ʄǵ˱ʡφʡ˱ʄڂǓ́ͽ̿ڂƗʎ́ͽʄʎͮ͝ڂǵ˱Ɏڂ^˪́ͮʡ́˱͝ڂǵ˱Ɏڂġǵ˱ǵʄʡ˱ʄڂżɟˍǵͮʡ́˱͝ʎʡ̵͝ڂ
ڂ ԻƗƉHڂʡ˱ɎʡΞʡɎͽǵˍԳ, Plum Blossom
 Moderator: Mary Kay Koenig, MD
 Adult with TSC Panelists: Danielle Clark, Emilie Hyde, Foster Hyde, Phil Tallman
 Speakers: Jamie Capal, MD; Petrus de Vries, MBChB, FRCPsych, PhD 

 SÄƉHƣƉƉÄľĩյڂŴ̿ɟ̵ǵ̿ʡ˱ʄڂǓ́ͽ̿ڂ�ǵ˪ʡˍΰڂɿ́̿ڂ^̵ʡˍɟ̵͝ΰڂƉͽ̿ʄʡɂǵˍڂ^Ξǵˍͽǵͮʡ́˱ڂǵ˱ɎڂƉͽ̿ʄɟ̿ΰ, Edelweiss
 Moderator: Brenda Porter, MD, PhD
ڂ Ɖ̵ɟǵ˅ɟ̿͝մڂ@̿ʡɎʄɟͮڂ@̿ʡͮͮնڂ�ɟ̿ǵˍɎ̿�ڂǵ˱ͮհڂġSնڂSǵΞɟڂǵ˱Ɏڂżǵɂʎɟˍڂć́ʎ˱́͝˱ڂ

Ԇԇյԅԅ̵ڂձ˪ձՕԆյԅԅ̵ڂձ˪ձڂ @́ΫڂĖͽ˱ɂʎɟ͝, Ballroom Foyer

 ĖƣĩH ڂ�ĩSڂĖ^�żĩյڂƗƉHڂԆԅԆڂŴǵ̿ͮڂÄÄڂՕڂHǵ̿ɟʄʡΞɟ̿ڂ�ͽʡɎɟڂ́ͮڂHǵ̿ɟڂɿ́̿ڂǓ́ͽ̿ڂĖ́ΞɟɎڂľ˱ɟڂɿ́̿ڂ
 Newly Diagnosed, Plum Blossom
ڂ Ŵǵ˱ɟˍʡͮ͝͝մڂSɟȻ́̿ǵڂġ́̿ʡͮφհڂČɟˍˍΰڂŴʡǵɂɟ˱ͮʡհڂĖɟ͝ˍʡɟڂżͽ͝͝ɟˍˍ
 Sponsored by: Mallinckrodt

 ĖƣĩH ڂ�ĩSڂĖ^�żĩյڂHǵ̿ɟʄʡΞɟ̿ڂġɟ˱ͮǵˍڂ ɟǵˍͮʎڂǵ˱ɎڂǆɟˍˍȻɟʡ˱ʄ, Ballroom A
ڂ ġ́Ɏɟ̿ǵͮ́̿մڂƗǵ˱ʽǵˍǵڂ�ʡ̵́͝˱հڂġS
 Panelists: David Dunn, MD; Carla Fladrowski; Micaela Rozenberg
 Sponsored by: Ovid Therapeutics 

Ԇԇյԅԅ̵ڂձ˪ձՕԆյԅԅ̵ڂձ˪ձڂ Global Alliance Meeting, by invitation only, Lalique

Ԇԇյԅԅ̵ڂձ˪ձՕԋյԅԅ̵ڂձ˪ձڂ Teen Lounge Open, Obelisk A & B

Ԇյԅԅ̵ڂձ˪ձՕԇյԉԅ̵ڂձ˪ձڂ Second Break Out Session

Friday (cont.)

*All are welcome; however, these sessions may be most relevant to individuals living in the United States.
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 Ŵ�ĩ^ĖյڂƉͽ̿ʄʡɂǵˍ̵̵́̿�ڂǵɂʎɟ͝ڂǵ˱Ɏ͝͝�ڂɟ͝͝˪ɟ˱ͮ͝ڂɿ́̿ڂ^̵ʡˍɟ̵͝ΰڂǵ˱ɎڂƉ^��, Grand Ballroom A
 Moderator: Dan Curry, MD
ڂ Ŵǵ˱ɟˍʡͮ͝͝մڂćɟɿɿ̿ɟΰڂ@ˍ́ͽ˱ͮհڂġSն͝�ڂʡ˪ڂHʎ́ͽɎʎ̿ʡհڂġSնڂ�ɟ̿ǵˍɎ̿�ڂǵ˱ͮհڂġSնڂ ́΢ǵ̿Ɏڂǆɟʡ˱ɟ հ̿ڂġS

 ƉŴ^HÄ�ĖƗǓյڂ�ɂɂɟ͝͝ʡ˱ʄڂġǵ˱ǵʄɟɎڂǵ˱ɎڂŴǵˍˍʡǵͮʡΞɟڂHǵ̿ɟڂƗʎ̿́ͽʄʎ́ͽͮڂǓ́ͽ̿ڂƗƉHڂć́ͽ̿˱ɟΰ, 
 Grand Ballroom B
ڂ ġ́Ɏɟ̿ǵͮ́̿մ͝�ڂʎˍɟΰڂŴ́ͽ˱Ɏɟ̿͝հڂġƉĩհڂ�ĩŴՔH
ڂ Ɖ̵ɟǵ˅ɟ̿͝մڂƉǵ̿ǵʎ̿�ڂʡɟȻɟ̿ͮհڂġSնڂĩʡ͝ʎǵ˱ͮڂ�ͽ̵ͮǵհڂġSնڂć́͝ʎͽǵڂƉǵ˪ͽɟˍ͝հڂġSհڂġŴ 

 Ė^HƗƣż^յڂƉ˅ʡ˱ڂǵ˱ɎڂSɟ˱ͮǵˍڂġǵ˱ʡɿɟͮ͝ǵͮʡ́˱͝ڂǵ˱ɎڂƗ̿ɟǵͮ˪ɟ˱ͮڂľ̵ͮʡ́˱͝, Grand Ballroom D & E
 Moderator: Klaus Werner, MD, PhD
ڂ Ɖ̵ɟǵ˅ɟ̿͝մڂ^ˍʡφǵȻɟͮʎ́͝�ڂ˱ɟˍˍհڂSġSհڂġƉնڂć́ΰɂɟڂƗɟ˱ʄհڂġSհڂŴʎS
 Sponsored by: Nobelpharma and Chemistry Rx

 ǆľżČƉ ľŴյڂŴ̿ɟ̵ǵ̿ʡ˱ʄڂɿ́̿ڂƗ̿ǵ˱͝ʡͮʡ́˱͝ڂՈڂHʎʡˍɎʎ́́Ɏڂ́ͮڂ�Ɏͽˍͮʎ́́ɎڂԲġɟɎʡɂǵˍڂHǵ̿ɟԳ, Plum Blossom
 Moderator: Michael Frost, MD
 Speakers: Peter Crino, MD, PhD; Mustafa Sahin, MD, PhD; Rebecca Schultz, PhD, APRN, CPNP;
ڂ Ėʡ͝ǵڂƉφʡˍǵʄΰʡ
 Sponsored by: Horizon Therapeutics

 SÄƉHƣƉƉÄľĩյڂǆ́˪ɟ˱՟͝ �Ɏͽˍͮ͝, EdelweissڂƗƉHڂɿ́̿ڂÄ͝͝ͽɟ͝ڂɟǵˍͮʎ ڂ
 Moderator: Brenda Porter, MD, PhD
ڂ Ɖ̵ɟǵ˅ɟ̿͝մڂSǵ˱ʡɟˍˍɟڂHˍǵ̿˅նڂĖǵ̿ǵ̿�ڂʡɟˍհڂġSհڂŴʎSնڂĖʡ͝ǵڂ ɟ˱͝˅ɟհڂġSնڂ ̵́ɟڂĩ́̿ͮʎ̿ͽ̵հڂġSնڂ^˪ʡˍΰڂŴʎǵ˱

ԇյԉԅ̵ڂձ˪ձՕԉյԅԅ̵ڂձ˪ձڂ BREAK

ԉյԅԅ̵ڂձ˪ձՕԊյԉԅ̵ڂձ˪ձڂ Third Break Out Session
ڂ Ŵ�ĩ^Ėյڂ�ɂɂɟ͝͝ʡ˱ʄڂ^ǵ̿ˍΰڂHʎʡˍɎʎ́́ɎڂƉɟ̿Ξʡɂɟ͝ڂǵ˱Ɏڂĩ́˱ՈġɟɎʡɂǵˍڂƗʎɟ̿ǵ̵ʡɟ͝, Grand Ballroom A
 Moderator: Rohini Coorg, MD
ڂ Ŵǵ˱ɟˍʡͮ͝͝մڂć́ǵ˱˱ǵڂĖ́˪ǵ͝ՈġɟΞɟ̿͝հڂŴʎSհڂ@H@�նڂƉʎɟˍˍΰڂġɟʡͮφˍɟ հ̿͝�ڂʎˍɟΰڂŴ́ͽ˱Ɏɟ̿͝հڂġƉĩհڂ�ĩŴՔHնڂ
ڂ Čʡ˪Ȼɟ̿ˍΰڂƉͮ̿ɟɟͮհڂĖġƉǆհڂĖŴĩհڂHHġ

 ƉŴ^HÄ�ĖƗǓյڂĖ�ġհڂƗ̿ɟǵͮ˪ɟ˱ͮڂľ̵ͮʡ́˱͝ڂǵ˱ɎڂHˍʡ˱ʡɂǵˍڂƗ̿ʡǵˍ͝, Grand Ballroom B
 Moderator: Susan Sherman, MHA
ڂ Ɖ̵ɟǵ˅ɟ̿͝մڂĩʡ͝ʎǵ˱ͮڂ�ͽ̵ͮǵհڂġSնڂĖʡ͝ǵڂ ɟ˱͝˅ɟհڂġSնڂć́ɟˍڂġ́͝͝հڂġSհڂŴʎS

 Ė^HƗƣż^յڂ�ɟ˱ɟͮʡɂ͝ڂġǵɎɟڂƉʡ˪̵ˍɟ, Grand Ballroom D & E
 Moderator: Steven Sparagana, MD
ڂ Ɖ̵ɟǵ˅ɟ̿͝մڂćɟ˱˱ʡɿɟ̿ڂ�ˍǵ͝͝հڂġƉհڂH�HհڂĖ�Hնڂ ̵́ɟڂĩ́̿ͮʎ̿ͽ̵հڂġSնڂǪǵɂʡˍՈ ǵڂǃʡˍɂʎʡ͝ڂǪǵ̵ǵͮǵհڂġS

 ǆľżČƉ ľŴյڂƗ�ĩSڂՔڂ�ʄʄ̿ɟ͝͝ʡΞɟڂ@ɟʎǵΞʡ́̿ڂġǵ˱ǵʄɟ˪ɟ˱ͮ, Plum Blossom
 Moderator: Peter Davis, MD
ڂ Ɖ̵ɟǵ˅ɟ̿͝մڂĩǵͮʎǵ˱ڂHǵˍˍհڂŴʎSհڂ@H@�ՔSնڂSǵΞʡɎڂSͽ˱˱հڂġSնڂƗǵ˱ʽǵˍǵڂ�ʡ̵́͝˱հڂġSնڂĖɟ͝ˍʡɟڂżͽ͝͝ɟˍˍ

 SÄƉHƣƉƉÄľĩյڂġɟ˱՟͝ �Ɏͽˍͮ͝, EdelweissڂƗƉHڂɿ́̿ڂÄ͝͝ͽɟ͝ڂɟǵˍͮʎ ڂ
 Moderator: Steve Roach, MD
ڂ Ɖ̵ɟǵ˅ɟ̿͝մڂSɟ̿ɟ˅ڂ@ǵͽɟ հ̿ڂġSնڂż́Ȼ̿�ڂǵ˱Ɏʡǵնڂ@ʡˍˍΰڂ ́ˍɂ́˪ȻɟհڂŴʎS

Ԋյԉԅ̵ڂձ˪ձՕԊյԊԋ̵ڂձ˪ձڂ BREAK

ԊյԊԋ̵ڂձ˪ձՕԋյԉԅ̵ڂձ˪ձڂ �^ĩ^ż�ĖڂŻƣ^ƉƗÄľĩƉڂ�ĩSڂ�ĩƉǆ^żƉڂԻŴǵ˱ɟˍ́ڂɿڂŴ̿ɟ͝ɟ˱ͮɟ̿͝Գ, Grand Ballroom D & E
ڂ ġ́Ɏɟ̿ǵͮ́̿մڂČǵ̿ʡڂĖͽͮʎɟ̿ڂż́͝Ȼɟɂ˅
ڂ Ŵǵ˱ɟˍʡͮ͝͝մڂĩǵͮʎǵ˱ڂHǵˍˍհڂŴʎSհڂ@H@�ՔSնڂŴɟͮɟ̿ڂH̿ʡ˱́հڂġSհڂŴʎSնڂSǵ˱ڂHͽ̿̿ΰհڂġSնڂƗǵ˱ʽǵˍǵڂ�ʡ̵́͝˱հڂġSնڂ
ڂ ĩʡ͝ʎǵ˱ͮڂ�ͽ̵ͮǵհڂġSնڂHʎ̿ʡ͝ڂČʡ˱ʄ͝΢́́ɎհڂġSնڂ ̵́ɟڂĩ́̿ͮʎ̿ͽ̵հڂġSնڂć́͝ʎͽǵڂƉǵ˪ͽɟˍ͝հڂġSհڂġŴ նڂ
 Joyce Teng, MD, PhD; Howard Weiner, MD; James Wheless, MD

Friday (cont.)
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ԋյԉԅ̵ڂձ˪ձՕԎյԅԅ̵ڂձ˪ձڂ Reunión Para Familias Hispanohablantes - Spanish Education Meeting and Gathering, 
 Plum Blossom
 Moderator: Darcy Krueger, MD, PhD
ڂ Ɖ̵ɟǵ˅ɟ̿͝ڂǵ˱Ɏڂ^Ξɟ˱ͮڂĖɟǵɎɟ̿͝մ̿�ڂΰڂ�ʄǵ˪ʡնڂć́ǵ́ڂ�ǵ̿ɂʪǵڂġǵ̿ͮʪ˱ɟφհڂġSնڂǃǵ˱ɟ͝͝ǵڂǃǵφ̻ͽɟφնڂ
 Zacil-Ha Vilchis Zapata, MD
 Sponsored by: UCB, Inc.

ԍյԉԅ̵ڂձ˪ձՕԏյԅԅ̵ڂձ˪ձڂڂڂڂڂڂڂڂڂڂڂڂDinner, Chantilly Ballroom 

ԏյԉԅ̵ڂձ˪ձڂ �Ɏͽˍͮ͝ڂ΢ʡͮʎڂƗƉHڂ^Ξɟ˱ʡ˱ʄڂ�ɂͮʡΞʡͮΰմڂČǵ̿ǵ́˅ɟ, Plum Blossom
 ^Ξɟ˱ͮڂĖɟǵɎɟ̿͝մڂż́Ȼ̿�ڂǵ˱ɎʡǵհڂƉʎǵ˱˱́˱̿�ڂǵ˱ɎʡǵհڂSǵ˱ʡɟˍڂŴ̿ʡɂɟ

ԏյԉԅ̵ڂձ˪ձڂ Multicultural Social, for people interested in multi-cultural issues, Gossip Bar
ڂ  ́ͮ͝͝մڂĖʡ͝ǵڂHǵ̿ˍͮ́˱հڂŴʎSնڂSǵ˱ʡɟˍˍɟڂHˍǵ̿˅նڂĖǵͮ̿ʡɂɟڂ ǵ˪ʡˍͮ́˱նڂǃǵ˱ɟ͝͝ǵڂǃǵφ̻ͽɟφ

ԏյԉԅ̵ڂձ˪ձՕԆԆյԅԅ̵ڂձ˪ձڂ Parents and Dependent Adults Social Gathering, Stemmons

ԏյԉԅ̵ڂձ˪ձՕԆԆյԅԅ̵ڂձ˪ձڂ Teen Lounge Open, Obelisk A & B

ԏյԊԋ̵ڂձ˪ձڂ ġ́Ξʡɟڂĩʡʄʎͮմڂ^˱ɂǵ˱ͮ́, Jade Oval Lawn
 Snacks available for purchase.

Saturday,
July 30, 2022
Ԏյԅԅڂǵձ˪ձՕԏյԉԅڂǵձ˪ձڂ Breakfast, Chantilly Ballroom

Ԏյԅԅڂǵձ˪ձՕԏյԉԅڂǵձ˪ձڂ Biosample Repository Blood Draw, Inverness

Ԏյԅԅڂǵձ˪ձՕԏյԉԅڂǵձ˪ձڂ Research Room Open, Fleur de Lis A & B

Ԏյԉԅڂǵձ˪ձՕԋյԉԅ̵ڂձ˪ձڂ Day Camp, �ͮ̿ʡͽ˪ڂÄڂՕڂHʎɟɂ˅ՈÄ˱մڂƉͮɟ˪˪́˱͝ڂ@ǵˍˍ̿́́˪ 

ԏյԅԅڂǵձ˪ձՕԆԅյԅԅڂǵձ˪ձڂ Conference Registration, Conference Registration Room and Atrium II

ԏյԅԅڂǵձ˪ձՕԋյԅԅ̵ڂձ˪ձڂ ^ΫʎʡȻʡͮڂ ǵˍˍڂǵ˱ɎڂƗƉHڂżɟ́͝ͽ̿ɂɟڂHɟ˱ͮɟ̿, Grand Ballroom C

ԏյԅԅڂǵձ˪ձՕԋյԅԅ̵ڂձ˪ձڂ TSC Store Open, outside Grand Ballrooms

ԏյԉԅڂǵձ˪ձՕԆԅյԅԅڂǵձ˪ձڂ �^ĩ^ż�ĖڂƉ^ƉƉÄľĩյڂƗƉHڂH́˪˪ͽ˱ʡͮΰڂS̿ʡΞɟ˱ڂżɟ͝ɟǵ̿ɂʎڂĩɟͮ΢́̿˅ڂԲƗƉHڂ�ˍˍʡǵ˱ɂɟڂżɟ͝ɟǵ̿ɂʎڂ
ڂ ġ́ɎɟˍԳհ̿�ڂǵ˱Ɏڂ@ǵˍˍ̿́́˪ڂSڂԧڂ^
 Moderator: Martina Bebin, MD, MPA
ڂ �ǵ˪ʡˍΰڂƉ̵ɟǵ˅ɟ̿մڂĖǵͮ̿ʡɂɟڂ ǵ˪ʡˍͮ́˱
ڂ Ɖ̵ɟǵ˅ɟ̿͝մڂSɟǵ˱ڂ�ʄͽʡǵ հ̿ڂŴʎSնڂƉǵ̿ǵڂHʎʡɟɿɿ́նڂǪ́ɠڂ�ͽɂʎ͝նڂƉͮɟΞɟڂż́Ȼɟ̿Ɏ͝հڂŴʎSնڂ�ǵȻ̿ʡɟˍˍɟڂżͽ͝ʎʡ˱ʄհڂŴʎS
 Sponsored by: TSC Alliance Board of Directors

Ԇԅյԅԅڂǵձ˪ձՕԆԅյԉԅڂǵձ˪ձڂ BREAK
 Sponsored by: Noble International

Ԇԅյԅԅڂǵձ˪ձՕԉյԅԅ̵ڂձ˪ձڂ Biosample Repository Blood Draw, Inverness

Ԇԅյԅԅڂǵձ˪ձՕԉյԅԅ̵ڂձ˪ձڂ Research Room Open, Fleur de Lis A & B

Ԇԅյԉԅڂǵձ˪ձՕԆԇյԅԅ̵ڂձ˪ձڂ Fourth Break Out Session

ڂ Ŵ�ĩ^ĖյڂƗ�ĩSڂՕڂ�S Sհڂ�˱Ϋʡɟͮΰհڂ�ͽͮʡ͝˪ڂԲżɟ͝ɟǵ̿ɂʎԳ, Grand Ballroom A
 Moderator: Mustafa Sahin, MD, PhD
ڂ Ŵǵ˱ɟˍʡͮ͝͝մڂĩǵͮʎǵ˱ڂHǵˍˍհڂŴʎSհڂ@H@�ՔSնڂćǵ˪ʡɟڂHǵ̵ǵˍհڂġSնڂ�˱˱ǵڂćǵ˱͝ɟ˱հڂġSհڂŴʎSնڂ
 Shafali Jeste, MD; Melyssa McDonough, MS, BCBA
 Sponsored by: Psychogenics

Friday (cont.)

*All are welcome; however, these sessions may be most relevant to individuals living in the United States.
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 ƉŴ^HÄ�ĖƗǓյڂHǵ̿ɟʄʡΞɟ̿ڂżɟ́͝ͽ̿ɂɟ͝ڂՊڂƉɟˍɿڂǵ˱Ɏڂżɟ̵͝ʡͮɟڂHǵ̿ɟ, Grand Ballroom B
 Moderator: Debora Moritz
 Speakers: Petrus de Vries, MBChB, FRCPsych, PhD; Kelly Piacenti; Karina Stormfeldt Helboe; 
ڂ Čʡ˪Ȼɟ̿ˍΰڂƉͮ̿ɟɟͮհڂĖġƉǆհڂĖŴĩհڂHHġ
 Sponsored by: MassMutual SpecialCare
 Ė^HƗƣż^յڂČʡɎ˱ɟΰڂƗͽ˪́̿͝հڂHΰͮ͝͝ڂǵ˱ɎڂƗ̿ɟǵͮ˪ɟ˱ͮڂľ̵ͮʡ́˱͝, Grand Ballroom D & E
 Moderator: Chris Kingswood, MD
 Speakers: John Bissler, MD; Oded Volovelsky, MD, PhD
 ǆľżČƉ ľŴյڂƉɟʡφͽ̿ɟڂ�ɂͮʡ́˱ڂŴˍǵ˱͝ڂǵ˱Ɏڂżɟ͝ɂͽɟڂġɟɎ͝, Plum Blossom
 Moderator: Michael Frost, MD
ڂ Ɖ̵ɟǵ˅ɟ̿͝մڂŴɟͮɟ̿ڂSǵΞʡ͝հڂġSնڂŴ̿ǵɎ˱ΰǵڂ�ǵɎʄʡˍհڂġ@@ƉհڂġżHŴH նڂż́Ȼڂġ́͝͝նڂżɟȻɟɂɂǵڂƉɂʎͽˍͮφհڂ
 PhD, APRN, CPNP
 Sponsored by: Neurelis and Noema
 ֡SÄƉHƣƉƉÄľĩյڂĩǵΞʡʄǵͮʡ˱ʄڂ^Ɏͽɂǵͮʡ́˱ڂƉΰͮ͝ɟ˪͝ڂɿ́̿ڂǵڂ ʡʄʎڂƉɂʎ́́ˍڂHɟ̿ͮʡɿʡɂǵͮɟ, Edelweiss
ڂ ġ́Ɏɟ̿ǵͮ́̿մڂƉʎǵ˱˱́˱̿�ڂǵ˱Ɏʡǵ
 Speakers: Kate Crossett, Shelly Meitzler

 �żľƣŴڂƉ^ƉƉÄľĩյڂƉʡȻˍʡ˱ʄڂǆ́̿˅͝ʎ̵́, Cooper 
Ԇԇյԅԅ̵ڂձ˪ձՕԆյԅԅ̵ڂձ˪ձڂ @́ΫڂĖͽ˱ɂʎɟ͝, Ballroom Foyer
 ĖƣĩH ڂ�ĩSڂĖ^�żĩյ́�ڂΞɟ̿˱˪ɟ˱ͮڂ�ɎΞ́ɂǵɂΰ, Ballroom B
 Moderator: Sara Chieffo, Debora Moritz, Katie Smith
 Sponsored by: BIO
 ĖƣĩH ڂ�ĩSڂĖ^�żĩյڂŴɟɟ̿Ոͮ́ՈŴɟɟ̿ڂƉͽ̵̵́̿ͮڂŴ̿́ʄ̿ǵ˪͝, Ballroom A
 Moderator: Shelly Meitzler
 ĖƣĩH ڂ�ĩSڂĖ^�żĩյڂƉ̵ɟɂʡǵˍڂ^Ξɟ˱ͮ͝ڂǵ˱Ɏڂ�ͽ˱Ɏ̿ǵʡ͝ʡ˱ʄ, Plum Blossom
ڂ ġ́Ɏɟ̿ǵͮ́̿͝մ̵̿�ڂʡˍڂH̵́́ɟ հ̿ڂ�ǵʡˍڂƉǵͽ˱Ɏɟ̿͝
Ԇԇյԅԅ̵ڂձ˪ձՕԋյԅԅ̵ڂձ˪ձڂ Teen Lounge Open, Obelisk A & B
Ԇյԅԅ̵ڂձ˪ձՕԇյԉԅ̵ڂձ˪ձڂ Fifth Break Out Session
ڂ Ŵ�ĩ^Ėյڂ�ɟ˱ɟͮʡɂ͝հڂżɟ̵̿́ɎͽɂͮʡΞɟڂÄ͝͝ͽɟ͝ڂǵ˱ɎڂÄ˪̵ǵɂͮڂ˱́ڂżɟˍǵͮʡ́˱͝ʎʡ̵͝, Grand Ballroom A
 Moderator: Josh Samuels, MD, MPH
ڂ Ŵǵ˱ɟˍʡͮ͝͝մڂĖǵ̿ǵ̿�ڂʡɟˍհڂġSհڂŴʎSնڂćɟ˱˱ʡɿɟ̿ڂ�ˍǵ͝͝հڂġƉհڂH�HհڂĖ�Hնڂ�˱ʄɟˍǵڂŴɟ̿́˱հڂġSڂ
 ƉŴ^HÄ�ĖƗǓյڂżɟɿ̿ǵɂͮ́̿ΰڂ^̵ʡˍɟ̵͝ΰڂՊڂĩ́΢ڂǆʎǵͮԬ, Grand Ballroom B
 Moderator: James Wheless, MD
ڂ Ɖ̵ɟǵ˅ɟ̿͝մڂŴɟͮɟ̿ڂH̿ʡ˱́հڂġSհڂŴʎSնڂƉɟ̿ʄʡͽ͝φڂć̇ϋ΢ʡǵ˅հڂġSհڂŴʎSնڂ^ˍʡφǵȻɟͮʎڂƗʎʡɟˍɟհڂġSհڂŴʎSնڂ
 Michael Wong, MD, PhD
 Sponsored by: Marinus Pharmaceuticals and Neurelis
 Ė^HƗƣż^յڂ�ɂɂɟ͝͝ڂ́ͮڂƗƉHڂHˍʡ˱ʡɂǵˍڂHǵ̿ɟ, Grand Ballroom D & E
 Moderator: Steve Roach, MD
ڂ Ŵǵ˱ɟˍʡͮ͝͝մڂHǵ̿ˍǵڂ�ˍǵɎ̿́΢͝˅ʡնڂŴ̿ǵɎ˱ΰǵڂ�ǵɎʄʡˍհڂġ@@ƉհڂġżHŴH նڂć́ǵ́ڂ�ǵ̿ɂʪǵڂġǵ̿ͮʪ˱ɟφհڂġSնڂ
 Darcy Krueger, MD, PhD; Micaela Rozenberg; Oded Volovelsky, MD, PhD
 Sponsored by: Marinus Pharmaceuticals
 ǆľżČƉ ľŴյڂ�ɎΞ́ɂǵɂΰڂʡ˱ͮڂʎɟڂ^Ɏͽɂǵͮʡ́˱ڂƉΰͮ͝ɟ˪ڂǵͮڂˍˍ�ڂĖɟΞɟˍ͝, Plum Blossom
 Moderator: Kate Crossett
 Speakers: Jennifer Flinn, EdD; Billy Holcombe, PhD; Shelly Meitzler; Nadia Vann, JD
 SÄƉHƣƉƉÄľĩյڂƗ�ĩSڂՕڂġɟ˱ͮǵˍڂ ɟǵˍͮʎڂÄ͝͝ͽɟ͝ڂʡ˱ڂĖʡΞʡ˱ʄڂ΢ʡͮʎڂƗƉHڂǵ͝ڂǵ˱ڂÄ˱Ɏɟ̵ɟ˱Ɏɟ˱ͮڂǵ˱Ɏڂ
 Semi-Independent Adult, Edelweiss
 Moderator: Derek Bauer, MD
 Speakers: Jamie Capal, MD; Petrus de Vries, MBChB, FRCPsych, PhD
 Sponsored by: TacomaBeast

Saturday (cont.)
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ԇյԉԅ̵ڂձ˪ձՕԉյԅԅ̵ڂձ˪ձڂ BREAK
ڂ Ɖ̵́˱́̿͝ɟɎڂȻΰմڂĖʡΞǵĩ́Ξǵ

ԉյԅԅ̵ڂձ˪ձՕԊյԉԅ̵ڂձ˪ձڂ ƉʡΫͮʎڂ@̿ɟǵ˅ڂľͽͮڂƉɟ͝͝ʡ́˱
ڂ ֡Ŵ�ĩ^Ėյڂ�ʡ˱Ɏʡ˱ʄڂΰ́ͽ̿ڂǆǵΰڂ ́˪ɟڂՊڂH̿ɟǵͮʡΞɟڂ ́ͽ͝ʡ˱ʄڂľ̵ͮʡ́˱͝Մڂġʡɂ̿́Ȼ́ǵ̿Ɏ͝, Grand Ballroom A
 Moderator: Kelly Piacenti
ڂ Ŵǵ˱ɟˍʡͮ͝͝մڂSɟǵ˱˱ǵڂ^Ȼˍɟհڂ^̻͝ձնڂć́ʎ˱ڂ ͽˍȻɟ̿ͮհڂġSնڂĖʡ͝ǵڂƉφʡˍǵʄΰʡ

 ƉŴ^HÄ�ĖƗǓյڂġǵ˱ǵʄʡ˱ʄڂŴ̿́ʄ̿ɟ͝͝ʡΞɟڂČʡɎ˱ɟΰڂSʡ͝ɟǵ͝ɟ, Grand Ballroom B
 Moderator: John Bissler, MD
 Speakers: Chris Kingswood, MD; Joshua Samuels, MD, MPH 

 Ė^HƗƣż^յڂ�ɟ˱ɟڂƗʎɟ̿ǵ̵ΰڂՊڂ ̵́ɟ͝ڂǵ˱Ɏڂ ͽ̿Ɏˍɟ͝, Grand Ballroom D & E
 Moderator: Michael Wong, MD, PhD
 Speakers: Julian Martinez-Agosto, MD; Mustafa Sahin, MD, PhD; Kristi Viles, PhD, PMP 
 Sponsored by: BridgeBio

 ǆľżČƉ ľŴյڂƗ�ĩSڂՕڂ�ɟɟɎʡ˱ʄհڂ^ˍ̵́ɟ˪ɟ˱ͮڂǵ˱ɎڂŴ́ͮͮΰڂƗ̿ǵʡ˱ʡ˱ʄ, Plum Blossom
ڂ ġ́Ɏɟ̿ǵͮ́̿մڂĩǵͮʎǵ˱ڂHǵˍˍհڂŴʎSհڂ@H@�ՔS
ڂ Ɖ̵ɟǵ˅ɟ̿͝մڂć́ǵ˱˱ǵڂĖ́˪ǵ͝ՈġɟΞɟ̿͝հڂŴʎSհڂ@H@�նڂġʡ˱ɎΰڂƉɂʎɟʡͮʎǵͽɟ հ̿ڂŴʎSհڂ@H@�ՔSնڂǃǵˍɟ̿ʡɟڂ
ڂ ǃ́ˍ˅ɟ̿ͮհڂŴʎSհڂ@H@�ՔS

 SÄƉHƣƉƉÄľĩյڂǆʎǵͮ՟͝ ڂͮˍ�Ɏͽڂ˱ǵڂ́ͮڂć́ͽ̿˱ɟΰڂˍġɟɎʡɂǵڂǓ́ͽ̿ڂ˱́ڂǓ́ͽڂ΢ɟ̵̿́˪^ڂ́ͮڂ͝ˍƗ́́ڂĩɟΫͮԬڂ
 Neurologist, Edelweiss
 Moderator: Klaus Werner, MD, PhD
 Speakers: Derek Bauer, MD; Elizabeth Thiele, MD, PhD 

Ԋյԉԅ̵ڂձ˪ձՕԊյԊԋ̵ڂձ˪ձڂ BREAK

ԊյԊԋ̵ڂձ˪ձՕԋյԉԅ̵ڂձ˪ձڂ �^ĩ^ż�ĖڂŻƣ^ƉƗÄľĩƉڂ�ĩSڂ�ĩƉǆ^żƉڂԻŴǵ˱ɟˍ́ڂɿڂŴ̿ɟ͝ɟ˱ͮɟ̿͝Գ, Grand Ballroom D/E
 Moderator: Steve Roberds, PhD
 Panelists: Derek Bauer, MD; John Bissler, MD; Petrus de Vries, MBChB, FRCPsych, PhD; 
ڂ SǵΞʡɎڂSͽ˱˱հڂġSնڂ�ɟ̿ǵˍɎ̿�ڂǵ˱ͮհڂġSնڂĖʡ͝ǵڂ ɟ˱͝˅ɟհڂġSնڂƉʎǵɿǵˍʡڂćɟͮ͝ɟհڂġSնڂSǵ̿ɂΰڂČ̿ͽɟʄɟ հ̿ڂġSհڂŴʎSնڂ
 Angela Peron, MD; Elizabeth Thiele, MD, PhD

ԍյԉԅ̵ڂձ˪ձՕԏյԉԅ̵ڂձ˪ձڂڂ Blue Night Dinner, Chantilly Ballroom
ڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂڂ  ́ͮ͝մڂČǵ̿ʡڂĖͽͮʎɟ̿ڂż́͝Ȼɟɂ˅
 Sponsored by: UCB, Inc.
 Entertainment sponsored by: TSC Alliance Staff

ԏյԉԅ̵ڂձ˪ձՕԆԆյԅԅ̵ڂձ˪ձڂڂ Parents and Dependent Adults Social Gathering, Stemmons

ԏյԉԅ̵ڂձ˪ձՕԆԆյԅԅ̵ڂձ˪ձڂڂ Teen Lounge Open, Obelisk A & B

ԏյԉԅ̵ڂձ˪ձڂ �Ɏͽˍͮ͝ڂ΢ʡͮʎڂƗƉHڂ^Ξɟ˱ʡ˱ʄڂ�ɂͮʡΞʡͮΰ, Plum Blossom
 ^Ξɟ˱ͮڂĖɟǵɎɟ̿͝մڂż́Ȼ̿�ڂǵ˱ɎʡǵհڂÄ̿ʡ͝ڂġͽͮ͝ʡɂʎ
ڂ �Ɏͽˍͮ͝ڂ΢ʡͮʎڂƗƉHڂ^Ξɟ˱ʡ˱ʄڂ�ɂͮʡΞʡͮΰմڂ@́ǵ̿Ɏڂ�ǵ˪ɟڂHǵɿɣ

Ԑյԅԅ̵ڂձ˪ձڂ TSC Mom’s Outing, Gossip Bar
ڂ ^Ξɟ˱ͮڂĖɟǵɎɟ̿մڂHǵ̿ˍΰڂČǵΰɟ

Saturday (cont.)
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Sunday, 
July 31, 2022
Ԏյԅԅڂǵձ˪ձՕԏյԉԅڂǵձ˪ձڂ Breakfast, Chantilly Ballroom

Ԏյԉԅڂǵձ˪ձՕԆԇյԉԅ̵ڂձ˪ձڂ Day Camp, �ͮ̿ʡͽ˪ڂÄڂՕڂHʎɟɂ˅ՈÄ˱մڂƉͮɟ˪˪́˱͝ڂ@ǵˍˍ̿́́˪

ԏյԅԅڂǵձ˪ձՕԆԇյԅԅ̵ڂձ˪ձڂ TSC Store Open, in Conference Registration Area

ԏյԉԅڂǵձ˪ձՕԆԅյԅԅڂǵձ˪ձڂ ƉɟΞɟ˱ͮʎڂ@̿ɟǵ˅ڂľͽͮڂƉɟ͝͝ʡ́˱
ڂ Ŵ�ĩ^Ėյڂľͮʎɟ̿ڂľ̿ʄǵ˱ڂġǵ˱ʡɿɟͮ͝ǵͮʡ́˱͝ڂՈڂĖʡΞɟ հ̿ڂŴǵ˱ɂ̿ɟǵ͝հڂ ɟǵ̿ͮڂǵ˱Ɏڂ^ΰɟ͝, Grand Ballroom A
 Moderator: Rajsekar Rajaraman, MD
 Panelists: Mary Aronow, MD; Darcy Krueger, MD, PhD; David Rodriguez-Buritica, MD

 ƉŴ^HÄ�ĖƗǓյڂƗ̿ǵ˱͝ʡͮʡ́˱ڂʡ˱ͮ́ڂ�Ɏͽˍͮʎ́́ɎڂՊڂ^˪̵ˍ́ΰ˪ɟ˱ͮڂǵ˱Ɏڂ ʡʄʎɟ̿ڂ^Ɏͽɂǵͮʡ́˱, Grand Ballroom B
 Moderator: Julie Scroggins
ڂ Ɖ̵ɟǵ˅ɟ̿͝մڂSɟǵ˱˱ǵڂ^Ȼˍɟհڂ^̻͝ձնڂŴ̿ɟͮ́͝˱ڂ�ʡͮφʄɟ̿ǵˍɎնڂć́˱ǵͮʎǵ˱́�ڂˍɎͮ͝ɟʡ˱նڂHɟˍʡɟڂć́ʎ˱́͝˱նڂ
 Kirk McCreary; Emily Racenet

 Ė^HƗƣż^յڂƗ�ĩSڂՕڂ@ɟʎǵΞʡ́̿ǵˍڂÄ˱ͮɟ̿Ξɟ˱ͮʡ́˱͝ڂǵ˱ɎڂľΞɟ̿Ξʡɟ΢́ڂɿڂġɟɎʡɂǵͮʡ́˱͝, Grand Ballroom D & E
 Moderator: Billy Holcombe, PhD
ڂ Ɖ̵ɟǵ˅ɟ̿͝մڂŴɟͮ̿ͽ͝ڂɎɟڂǃ̿ʡɟ͝հڂġ@Hʎ@հڂ�żHŴ͝ΰɂʎհڂŴʎSնڂSǵΞʡɎڂSͽ˱˱հڂġSնڂƗǵ˱ʽǵˍǵڂ�ʡ̵́͝˱հڂġSնڂ
 Shafali Jeste, MD

 ֡ǆľżČƉ ľŴյڂĩǵΞʡʄǵͮʡ˱ʄڂ ɟǵˍͮʎڂHǵ̿ɟڂƉΰͮ͝ɟ˪ڂ́ͮڂ@ɟͮͮɟ̿ڂ�ɂɂɟ͝͝ڂġɟɎʡɂǵͮʡ́˱, Plum Blossom
 Moderator: Mary Kay Koenig, MD
 Speakers: Wynne Bird BSN, RN, CPN, CNRN; Jessica Krefting, BSN, RN; Ashley Pounders, 
ڂ ġƉĩհڂ�ĩŴՔH
ڂ Ɖ̵́˱́̿͝ɟɎڂȻΰմڂĖ́˱ʄȻ́ǵ̿ɎڂŴʎǵ̿˪ǵɂɟͽͮʡɂǵˍ͝

 SÄƉHƣƉƉÄľĩյڂƉɟΫͽǵˍڂSɟΞɟˍ̵́˪ɟ˱ͮڂɿ́̿ڂSɟ̵ɟ˱Ɏɟ˱ͮڂǵ˱ɎڂƉɟ˪ʡՈÄ˱Ɏɟ̵ɟ˱Ɏɟ˱ͮڂƗƉHڂ�Ɏͽˍͮ͝, 
 Edelweiss
 Moderator: Shelly Meitzler
 Speaker: Jamie Capal, MD   

Ԇԅյԅԅڂǵձ˪ձՕԆԅյԉԅڂǵձ˪ձڂ BREAK

Ԇԅյԉԅڂǵձ˪ձՕԆԇյԅԅ̵ڂձ˪ձڂ HĖľƉÄĩڂ�Ɖ^ƉƉÄľĩյڂS̿ʡΞʡ˱ʄͮڂʎɟڂ�ͽͮͽ̿ɟ́ڂɿڂƗƉHڂՕڂHˍʡ˱ʡɂǵˍڂƗ̿ʡǵˍ͝ڂǵ˱ɎڂHˍʡ˱ʡɂǵˍڂHǵ̿ɟ, 
 Grand Ballroom D & E
 Moderator: Anna Jansen, MD, PhD
 Family Speakers: Dave and Rachel Johnson
 Speakers: Martina Bebin, MD, MPA; Darcy Krueger, MD, PhD; Joel Moss, MD, PhD; Mustafa 
 Sahin, MD, PhD

 Closing Remarks:ڂČǵ̿ʡڂĖͽͮʎɟ̿ڂż́͝Ȼɟɂ˅
ڂ Ɖ̵́˱́̿͝ɟɎڂȻΰմڂƣ̵͝ʎɟ̿ՈƉ˪ʡͮʎڂĖǵȻ́̿ǵͮ́̿ʡɟ͝հڂĖĖH
ڂ �ɎɎʡͮʡ́˱ǵˍڂƉͽ̵̵́̿ͮڂȻΰմڂĖͽ˱ɎȻɟɂ˅

*All are welcome; however, these sessions may be most relevant to individuals living in the United States.
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�̿ΰڂ�ʄǵ˪ʡհڂŴ̿ɟ͝ʡɎɟ˱ͮհڂƗƉHڂ�ˍˍʡǵ˱ɂɟ́ڂɿڂġɟΫʡɂ́հڂHǵ˱ɂͽ˱հڂġɟΫʡɂ́

�̿ΰڂ�ʄǵ˪ʡڂ΢ǵ͝ڂȻ́̿˱ڂʡ˱ڂġɟΫʡɂ́ڂʡ˱ڂԆԐԍԐڂǵ˱Ɏڂʡ͝ڂ˪ǵ̿̿ʡɟɎڂ΢ʡͮʎͮڂʎ̿ɟɟڂʄʡ̿ˍ͝ձڂ ʡ͝͝ڂɟɂ́˱ɎڂɎǵͽʄʎͮɟ հ̿ڂĖǵ̿ʡ͝͝ǵհڂʡ͝ڂ
affected by TSC. Ary is an economist at the Tec de Monterrey and has run his own business for 22 years in 
the hospitality sector for interior design.

Sɟǵ˱ڂćձڂ�ʄͽʡǵ հ̿ڂŴʎSհڂǃʡɂɟڂŴ̿ɟ͝ʡɎɟ˱ͮհڂƗ̿ǵ˱͝ˍǵͮʡ́˱ǵˍڂżɟ͝ɟǵ̿ɂʎհڂƗƉHڂ�ˍˍʡǵ˱ɂɟհڂƉ̵̿ʡ˱ʄڂ ʡˍˍհڂƗĩ

Dean joined the TSC Alliance in November 2018 with more than 17 years of research and development 
ԻżԧSԼڂˍɟǵɎɟ̿͝ʎʡ̵ڂʡ˱ڂȻʡ̵́ʎǵ̿˪ǵɂɟͽͮʡɂǵˍڂǵ˱Ɏڂ˪ɟɎʡɂǵˍڂɎɟΞʡɂɟڂʡ˱Ɏͽͮ̿͝ʡɟ͝հڂˍɟǵɎʡ˱ʄͮڂɟǵ˪͝ڂǵ˱Ɏͮڂɟɂʎ˱́ˍ́ʄʡɟ͝ڂɿ̿́˪ڂ
discovery to investigational new drug and investigational device exemption, a pre-requisite for clinical 
trial evaluation. He brings an entrepreneurial and collaborative approach to R&D, identifying opportunity, 
defining strategy and developing a scientific data package to warrant clinical translation of technologies to 
benefit the patient, the family and care provider. Dean has a breadth of pharmaceutical R&D experiences 
from early discovery to clinical translation that provides a unique perspective on project management and 
˪ʡͮʡʄǵͮʡ˱ʄ̿ڂʡ͝˅ձڂSɟǵ˱՟͝ Ŵɿʡφɟڂǵͮڂ˪ʎʡڂǵ˱ɎɟɎˍڂɂǵ̿ɟɟ̿ڂɟǵ̿ˍΰڂ հ̿ڂ΢ʎɟ̿ɟڂʎɟڂˍɟɎڂɂ̿́͝͝Ոɿͽ˱ɂͮʡ́˱ǵˍ̵́̿ڂʽɟɂͮͮڂɟǵ˪͝ڂʡ˱ͮڂʎɟڂ
areas of inflammation spanning discovery to preclinical development of both small molecules and protein 
biologic drugs. He played a key role while ensuring a robust decision funnel for translatable cell, animal 
models and biomarkers of human disease. Dean earned his PhD in Biochemistry from Rush University at 
żͽ͝ʎڂŴ̿ɟ͝Ȼΰͮɟ̿ʡǵ˱ڂƉͮձڂĖͽ˅ɟ՟͝ ڂƣ˱ʡΞɟ̿͝ʡͮΰڂʎɟͮڂǵͮڂǵʡ˱ʡ˱ʄ̿ͮڂˍՈɎ́ɂͮ́̿ǵ̵ͮ́͝ڂɂ́˪̵ˍɟͮɟɎڂǵ˱ɎڂԆԐԐԍڂ˱ʡڂHɟ˱ͮɟ̿ڂˍġɟɎʡɂǵڂ
of Minnesota. 

ġǵ̿ΰڂ^ձ́̿�ڂ˱́΢հڂġSհ͝͝�ڂʡͮ͝ǵ˱ͮڂŴ̿́ɿɟ́̿́͝͝ڂɿڂľ̵ʎͮʎǵˍ˪́ˍ́ʄΰհڂġǵ͝͝ǵɂʎͽ͝ɟͮͮ͝ڂ^ΰɟڂǵ˱Ɏڂ^ǵ հ̿ڂ ǵ̿Ξǵ̿ɎڂġɟɎʡ-
cal School, Boston, MA

Dr. Aronow is an ocular oncologist who specializes in the full spectrum of adult and pediatric eye tumors. 
She received her medical degree from Yale University School of Medicine and completed her ophthalmol-
ogy residency training at the Cleveland Clinic. She did fellowship training in ophthalmic oncology at the 
Cleveland Clinic and completed a second fellowship in medical retina at the National Eye Institute/National 
Institutes of Health. Dr. Aronow served on the faculty at the Johns Hopkins Wilmer Eye Institute for several 
years and built a full-service eye cancer service before being recruited to the faculty at Harvard as an 
�͝͝ʡͮ͝ǵ˱ͮڂŴ̿́ɿɟ́̿́͝͝ڂɿڂľ̵ʎͮʎǵˍ˪́ˍ́ʄΰڂʡ˱ڂԇԅԆԎձڂƉʎɟڂʎǵ͝͝ڂɟ̿ΞɟɎͮڂ˱́ڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟ՟͝ ڂ�ɎΞʡ́̿͝ΰڂˍŴ̿́ɿɟ͝͝ʡ́˱ǵڂ
@́ǵ̿Ɏ͝ڂʡ˱ɂɟڂԇԅԆԍձڂ

Sɟ̿ɟ˅ڂ@ǵͽɟ հ̿ڂġS͝͝�ڂʡͮ͝ǵ˱ͮڂŴ̿́ɿɟ́͝͝ հ̿ڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂǃʡ̿ʄʡ˱ʡǵڂĩɟͽ̿́ˍ́ʄΰհڂHʎǵ̿ˍ́ͮͮɟ͝Ξʡˍˍɟհڂǃڂ�

Dr. Bauer is an adult epileptologist at the University of Virginia, where he co-directs the TSC Clinic. He is 
also an adult with TSC and was diagnosed at age 12. He is a member of the TSC Alliance Board of Directors.

ġǵ̿ͮʡ˱ǵڂ@ɟȻʡ˱հڂġSհڂġŴ�հڂŴ̿́ɿɟ́̿́͝͝ڂɿڂĩɟͽ̿́ˍ́ʄΰڂǵ˱ɎڂŴɟɎʡǵͮ̿ʡɂ͝հڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂ�ˍǵȻǵ˪ǵڂǵͮڂ@ʡ̿˪ʡ˱ʄʎǵ˪

Martina Bebin MD, MPA, is Professor of Neurology and Pediatrics at the University of Alabama at Birming-
ʎǵ˪ձڂ ɟ̵̿̿ڂʡ˪ǵ̿ΰ̿ڂɟ͝ɟǵ̿ɂʎڂʡ˱ͮɟ̿ɟͮ͝ڂʡ͝ڂʡ˱ͮڂͽȻɟ̿́ͽ͝͝ڂɂˍɟ̿́͝ʡ͝ڂɂ́˪̵ˍɟΫڂԲƗƉHԼն͝ڂʎɟ͝ڂɟ̿Ξɟ͝ڂǵ͝ڂɂ́ՈɎʡ̿ɟɂͮ́̿́ڂɿڂ
the UAB TSC Clinic, which is a Center of Excellence and offers comprehensive multidisciplinary TSC care 
for all ages. She has been involved in clinical epilepsy and TSC research for more than 20 years. Currently, 
͝ʎɟڂʡͮ͝ڂʎɟڂŴ̿ʡ˱ɂʡ̵ǵˍڂÄ˱Ξɟͮ͝ʡʄǵͮ́̿ڂԲŴÄԼڂɿ́̿ͮڂʎɟڂĩÄ Ոɿͽ˱ɎɟɎڂŴż^ǃɟĩƗڂƗ̿ʡǵˍհͮڂʎɟڂɿʡ̿ͮ͝ڂɟ̵ʡˍɟ̵͝ΰ̵̿ڂɟΞɟ˱ͮʡ́˱̿ͮڂʡǵˍڂɿ́̿ڂ
infants with TSC. Also, she is an original member of the TSC Clinical Research Consortium and a site PI for 
several NIH-funded TSC clinical research efforts over the past 10 years.

Conference Speakers
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�˱Ɏ̿ɟǵڂ@ɟɟȻɟհڂƗƉHڂŴǵ̿ɟ˱ͮڂǵ˱Ɏڂ�ɎΞ́ɂǵͮɟհڂHˍǵΰͮ́˱հڂS^

Andrea is mom to a 3-year-old boy named Parker diagnosed with TSC. Andrea is a special education 
ɟǵ̿ˍΰڂɂʎʡˍɎʎ́́Ɏͮڂɟǵɂʎɟ̿ڂʡ˱ͮڂʎɟڂˍ́ɂǵˍ͝ڂɂʎ́́ˍڂɎʡͮ̿͝ʡɂͮձڂƗʎɟڂɿǵ˪ʡˍΰڂˍɟǵ̿˱ɟɎ́ڂɿڂƗƉHڂǵ˱ɎڂŴǵ̿˅ɟ̿՟͝ ڂ͝˱ɂ́˪̵ˍʡɂǵͮʡ́ڂ
ԋڂ΢ɟɟ˅͝ڂȻɟɿ́̿ɟڂʎʡ͝ڂȻʡ̿ͮʎձ́�ڂˍˍ́΢ʡ˱ʄڂŴǵ̿˅ɟ̿՟͝ ڂȻΰڂɿ́ˍˍ́΢ɟɎڂʡ͝ڂǵ˱Ɏڂͽ̿ʄɟ̿ΰ͝ڂʎɟǵ̿ͮڂʡ˪˪ɟɎʡǵͮɟڂɟ̻ͽʡ̿ɟɎ̿ڂʎɟڂȻʡ̿ͮʎհڂ
˱ͽ˪ɟ̿́ͽ͝ڂɎ́ɂͮ́̿͝ڂǵͮڂHʎʡˍɎ̿ɟ˱՟͝ HʎʡˍɎ̿ɟ˱՟͝ڂͮ˱Sͽ̵́ڂ�Äڂǵ˱ɎڂŴʎʡˍǵɎɟˍ̵ʎʡǵڂɿ́ڂˍʡͮǵ̵́͝ ڂ ڂSɟˍǵ΢ǵ̿ɟձڂ˱ʡڂˍʡͮǵ̵́͝ ڂ
He is currently in preschool and receives speech and language, occupational, and physical therapies. He 
is an energetic, happy, and loveable young boy with an amazing family and support system. The Beebe 
ɿǵ˪ʡˍΰڂ˪ǵɎɟڂʡͮͮڂʎɟʡ̿ڂ˪ʡ͝͝ʡ́˱̵̿͝ڂ́ͮڂɟǵɎڂǵ΢ǵ̿ɟ˱ɟ͝͝ڂǵȻ́ͽͮڂƗƉHڂɿ́ˍˍ́΢ʡ˱ʄڂŴǵ̿˅ɟ̿՟͝ ڂͽˍͮʡ̵ˍɟ˪ڂƗʎ̿́ͽʄʎڂɎʡǵʄ˱́͝ʡ͝ձڂ
ɿͽ˱Ɏ̿ǵʡ͝ʡ˱ʄڂɂǵ˪̵ǵʡʄ˱͝հڂʡ˱ɂˍͽɎʡ˱ʄڂƗƉHڂ�΢ǵ̿ɟ˱ɟ͝͝ڂćɟǵ˱͝ڂɎǵΰ͝ڂǵͮڂ�˱Ɏ̿ɟǵ՟͝ ڂͮ́ գڂˍͽɂɂɟ͝͝ɿͽ͝ڂΞɟ̿ΰڂǵڂǵ˱Ɏڂ˅΢́̿ڂ
ľ˱ɟ͝դՈͮ͝ΰˍɟڂΞʡ̿ͮͽǵˍڂ΢ʡ˱ʄڂɟǵͮʡ˱ʄڂɂ́˪̵ɟͮʡͮʡ́˱͝հͮڂʎɟڂ@ɟɟȻɟڂɿǵ˪ʡˍΰհڂɿ̿ʡɟ˱Ɏ͝ڂǵ˱Ɏ͝ڂͽ̵̵́̿ͮ͝ڂΰͮ͝ɟ˪ڂʎǵΞɟ̿ڂǵʡ͝ɟɎڂ
more than $150,000 in the last three years. 

Wynn Bird, BSN, RN, CHRN, CPN, Nurse Care Coordinator, Children’s Hospital Colorado, Aurora, CO

Wynne Bird, BSN, RN, CNRN, CPN began her nursing career after graduating with her BSN from the Uni-
versity of Northern Colorado. She has worked as the Tuberous Sclerosis and Epilepsy Surgery Nurse Care 
H́́̿Ɏʡ˱ǵͮ́̿ڂǵͮڂHʎʡˍɎ̿ɟ˱՟͝ -ɟͽ̿́͝ɂʡ˱ڂʎɟͮڂ˱ʡڂ΢́̿˅ɟɎڂʎɟ͝ڂŴ̿ɟΞʡ́ͽ͝ˍΰհڂΰɟǵ̿͝ձڂԆԆڂǵ̵ͮ͝ڂʎɟͮڂɿ́̿ڂH́ˍ́̿ǵɎ́ڂˍʡͮǵ̵́͝ ڂ
ence inpatient unit for more than 20 years. Her expertise and passion have focused on improving fami-
ly-centered care and increasing education for specialized nursing

ć́ʎ˱ڂćձڂ@ʡ͝͝ˍɟ հ̿ڂġSհڂ�ɟɎɟ̿ǵˍڂ^Ϋ̵̿ɟ͝͝ڂHʎǵʡ̿́ڂɿڂ^Ϋɂɟˍˍɟ˱ɂɟհڂŴ̿́ɿɟ́̿́͝͝ڂɿڂŴɟɎʡǵͮ̿ʡɂ͝հڂSʡ̿ɟɂͮ́ հ̿ڂƗͽȻɟ̿́ͽ͝ڂ
Ɖɂˍɟ̿́͝ʡ͝ڂHɟ˱ͮɟ̿́ڂɿڂ^Ϋɂɟˍˍɟ˱ɂɟհڂSʡ̿ɟɂͮ́ հ̿ڂSʡΞʡ͝ʡ́˱́ڂɿڂĩɟ̵ʎ̿́ˍ́ʄΰڂǵͮڂƉͮձڂćͽɎɟڂHʎʡˍɎ̿ɟ˱՟͝ ڂʡͮǵˍհ̵́͝ ڂżɟ͝ɟǵ̿ɂʎڂ
Sʡ̿ɟɂͮ́ հ̿ڂSʡΞʡ͝ʡ́˱́ڂɿڂĩɟ̵ʎ̿́ˍ́ʄΰڂǵͮڂĖɟڂ@́˱ʎɟͽ̿ڂHʎʡˍɎ̿ɟ˱՟͝ Ɨĩڂġɟ˪̵ʎʡ͝հڂʡͮǵˍհ̵́͝ ڂ

Professor John Bissler saw his first patient with TSC more than 35 years ago. Professor Bissler was struck 
by the lack of accurate information and treatment options for TSC patients at that time and has focused 
ʎʡ͝ڂɂǵ̿ɟɟ̿ͮڂ˱́ڂʎɟڂɂǵ̿ɟ́ڂɿڂƗƉH̵ڂǵͮʡɟ˱ͮ͝ڂ΢ʡͮʎ̿ڂɟ˱ǵˍڂɎʡ͝ɟǵ͝ɟձڂŴ̿́ɿɟ́̿͝͝ڂ@ʡ͝͝ˍɟ̿՟͝ ڂǵ˱ʄɟɎ̿ڂʎǵ͝ڂǵ̿ɟǵڂʎʡͮ͝ڂ˱ʡڂ˅΢́̿ڂ
from developing the steroid protocol to greatly reduce the pain of the angiomyolipoma embolization pro-
cedure to being the principal investigator for the use of mTORC1 inhibitors for TSC renal disease. Professor 
Bissler has seen more than 1,500 individual TSC patients in the United States and many more internation-
ally. Professor Bissler continues to focus his research on TSC renal disease and is currently looking for 
therapies for the cystic disease, which still has no approved therapies. Professor Bissler maintains a busy 
clinical practice as the Director of the TSC Center of Excellence in Memphis, TN, one of the largest TSC 
Centers in the USA. Professor Bissler also specializes in the renal care of the child with cancer and is the 
Sʡ̿ɟɂͮ́̿́ڂɿڂĩɟ̵ʎ̿́ˍ́ʄΰڂǵͮڂƉͮձڂćͽɎɟڂHʎʡˍɎ̿ɟ˱՟͝ HʎʡˍɎ̿ɟ˱՟͝ڂʎɟͽ̿˱́@ڂĖɟڂǵ˱Ɏڂˍʡͮǵ̵́͝ ڂżɟ͝ɟǵ̿ɂʎڂ ڂ˱ʡڂȻ́ͮʎڂʡͮǵˍհ̵́͝ ڂ
Memphis.

ćɟɿɿ̿ɟΰڂŴձڂ@ˍ́ͽ˱ͮհڂġSհڂġŴ հڂSʡΞʡ͝ʡ́˱ڂSʡ̿ɟɂͮ́ հ̿ڂSʡΞʡ͝ʡ́˱́ڂɿڂŴɟɎʡǵͮ̿ʡɂڂĩɟͽ̿́͝ͽ̿ʄɟ̿ΰհڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂ�ˍǵȻǵ˪ǵڂ
at Birmingham, AL

Jeffrey P. Blount is the Raymond J. Harbert Professor and Chair of Pediatric Neurosurgery at the University 
of Alabama at Birmingham. He is a graduate of University of Rochester School of Medicine, the University 
of Minnesota Neurosurgery Residency program and the fellowship in Pediatric Neurosurgery at the Hos-
pital for Sick Children. His primary academic interests center on surgical treatment of epilepsy in children 
and management of Spina Bifida in children and adults.

Bridget Britt, TSC Parent, TSC Alliance Volunteer, San Leandro, CA
 
Bridget is a mom, an elementary school teacher and an advocate for the TSC community. Bridget has 
ͮ΢́ڂɎǵͽʄʎͮɟ̿͝հ́ڂ˱ɟ́ڂɿڂ΢ʎ́˪ڂ΢ǵ͝ڂɎʡǵʄ˱́͝ɟɎڂ΢ʡͮʎڂƗƉHձڂƉʡ˱ɂɟڂʎɟ̿ڂɎǵͽʄʎͮɟ̿ڂġ́ˍˍΰ՟͝ ڂʎǵ͝ڂʡɎʄɟͮ̿@ڂɎʡǵʄ˱́͝ʡ͝հڂ
served as a Step Forward to Cure TSC Walk Chair, advocated for funding for TSC during the March on 
Capitol Hill and connected with other TSC families throughout their TSC journeys.
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ĩǵͮʎǵ˱ڂHǵˍˍհڂġSհڂŴ̿́ɿɟ́̿́͝͝ڂɿڂŴɟɎʡǵͮ̿ʡɂ͝ڂʡ˱ͮڂʎɟڂ^˪́̿ΰڂƣ˱ʡΞɟ̿͝ʡͮΰڂƉɂʎ́́ˍ́ڂɿڂġɟɎʡɂʡ˱ɟհͮ�ڂˍǵ˱ͮǵհڂ��

Dr. Call is a Professor of Pediatrics and Associate Chief of the Division of Autism & Related Disorders in 
ͮʎɟڂ^˪́̿ΰڂƣ˱ʡΞɟ̿͝ʡͮΰڂƉɂʎ́́ˍ́ڂɿڂġɟɎʡɂʡ˱ɟձڂ ɟڂʎǵ͝ڂ΢́̿˅ɟɎڂǵͮڂġǵ̿ɂͽ͝ڂ�ͽͮʡ͝˪ڂHɟ˱ͮɟ̿͝ڂʡ˱ɂɟڂԇԅԅԍհڂ΢ʎɟ̿ɟڂʎɟڂ
has held many positions as a clinician and leader of clinical programs. He currently serves as the Director 
of Clinical Affairs & Interim Vice President for the center. In this role he oversees all clinical activities and 
works with providers and other center leaders to develop new clinical innovations. Dr. Call has an active 
research agenda and has published over sixty papers and book chapters on the treatment of challenging 
behavior exhibited by individuals with autism and related disorders. 

ćǵ˪ʡɟڂČձڂHǵ̵ǵˍհڂġSհ́͝͝�ڂɂʡǵͮɟڂŴ̿́ɿɟ́̿́͝͝ڂɿڂŴɟɎʡǵͮ̿ʡɂ͝ڂǵ˱Ɏڂĩɟͽ̿́ˍ́ʄΰհڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂĩ́̿ͮʎڂHǵ̿́ˍʡ˱ǵڂǵͮڂ
Hʎǵ̵ɟˍڂ ʡˍˍڂǵ˱ɎڂHǵ̿́ˍʡ˱ǵڂÄ˱ͮ͝ʡͮͽͮɟڂɿ́̿ڂSɟΞɟˍ̵́˪ɟ˱ͮǵˍڂSʡ͝ǵȻʡˍʡͮʡɟ͝հڂHʎǵ̵ɟˍڂ ʡˍˍհڂĩH

Dr. Capal is an Associate Professor of Pediatrics and Neurology. She is board-certified in Pediatrics, 
Neurology with special qualification in child neurology, and Neurodevelopmental Disabilities. She received 
her training at Cincinnati Hospital Medical Center and stayed on as faculty there until the spring of 2020. 
ǆʎʡˍɟڂǵͮڂHʡ˱ɂʡ˱˱ǵͮʡڂHʎʡˍɎ̿ɟ˱՟͝ ڂƉɂˍɟ̿́͝ʡ͝ڂƗͽȻɟ̿́ͽ͝ڂͽˍͮʡՈɎʡ͝ɂʡ̵ˍʡ˱ǵ̿ΰ˪ڂʎɟͮڂɿ́ڂɟ˪Ȼɟ̿˪ڂǵڂ΢ǵ͝ڂʎɟ͝ڂʡͮǵˍհ̵́͝ ڂ
Complex Clinic and was involved in several research studies funded by the National Institutes of Health 
ǵ˱ɎڂƗƉHڂHˍʡ˱ʡɂǵˍڂżɟ͝ɟǵ̿ɂʎڂH́˱́̿ͮ͝ʡͽ˪ڂԲƗ�H^żĩԼհڂʡ˱ɂˍͽɎʡ˱ʄڂɎɟͮɟ̿˪ʡ˱ʡ˱ʄڂȻʡ́˪ǵ̿˅ɟ̿͝ڂɿ́̿ڂǵͽͮʡ͝˪̵͝ڂɟɂͮ̿ͽ˪ڂ
Ɏʡ́̿͝Ɏɟ̿ڂԲ�ƉSԼڂʡ˱ڂΰ́ͽ˱ʄڂɂʎʡˍɎ̿ɟ˱ڂ΢ʡͮʎڂƗƉHհڂǵʄɟ͝ڂȻʡ̿ͮʎڂ́ͮڂԉԍڂ˪́˱ͮʎ͝նڂɎɟͮɟ̿˪ʡ˱ʡ˱ʄͮڂʎɟͮڂʡ˪ʡ˱ʄڂǵ˱Ɏ̿ڂɟˍǵͮʡ́˱-
ship between seizures, cognition and development of ASD; evaluating the broader autism phenotype in 
ASD; and examining common features of ASD among different single-gene disorders with high prevalence 
́ɿڂ�ƉSڂԻƗƉHհڂŴʎɟˍǵ˱ՈġɂSɟ̿˪ʡɎ͝ڂΰ˱Ɏ̿́˪ɟհڂŴƗ^ĩڂ ǵ˪ǵ̿ͮ́˪ǵ͝ڂΰ˱Ɏ̿́˪ɟԳձڂƉʎɟڂʎǵ͝͝ڂʡ˱ɂɟڂʽ́ʡ˱ɟɎͮڂʎɟڂƣ˱ʡ-
versity of North Carolina at Chapel Hill where she has a joint appointment in neurology and the Carolina 
Institute for Developmental Disabilities. Her clinical and research interests focus on children with neuro-
developmental and neurogenetic conditions, including autism spectrum disorders, TSC and Angelman 
syndrome. She has transitioned to UNC Chapel Hill with a vision to improve care for individuals with TSC. 
She also started a TAND clinic.

Ėʡ͝ǵڂSձڂHǵ̿ˍͮ́˱հڂǃʡɂɟڂŴ̿ɟ͝ʡɎɟ˱ͮհڂżɟʄͽˍǵͮ́̿ΰڂ�ɿɿǵʡ̿͝հڂż^�^ĩǍ@ÄľڂÄ˱ɂձհڂż́ɂ˅ΞʡˍˍɟհڂġS

Ėʡ͝ǵڂʡ͝ڂɂͽ̿̿ɟ˱ͮˍΰڂǃʡɂɟڂŴ̿ɟ͝ʡɎɟ˱ͮ́ڂɿڂ�ˍ́Ȼǵˍڂżɟʄͽˍǵͮ́̿ΰڂ�ɿɿǵʡ̿͝ڂǵͮڂż^�^ĩǍ@ÄľڂÄ˱ɂձڂƉʎɟڂʎǵ͝ڂ˪́̿ɟͮڂʎǵ˱ڂԇԋڂΰɟǵ̿͝ڂ
of experience in regulatory affairs and medical/technical writing in the government/nonprofit sectors, 
with the majority of her career spent in the pharmaceutical/biotech industry. After completing her BS in 
@ʡ́ɂʎɟ˪ʡͮ̿͝ΰڂǵͮڂĩ́̿ͮʎڂHǵ̿́ˍʡ˱ǵڂƉͮǵͮɟڂƣ˱ʡΞɟ̿͝ʡͮΰհڂĖʡ͝ǵ́ڂȻͮǵʡ˱ɟɎڂǵ˱ڂġƉڂɎɟʄ̿ɟɟڂʡ˱ڂġɟɎʡɂʡ˱ǵˍڂHʎɟ˪ʡͮ̿͝ΰڂǵ˱Ɏڂ
PhD in Pharmaceutics from the University of North Carolina in Chapel Hill followed by postdoctoral 
̿ɟ͝ɟǵ̿ɂʎڂǵͮڂĩÄ ՟͝ ڂÄ˪˪ͽ˱́ʄɟ˱ɟͮʡɂ͝ձڂɿ́ڂĖǵȻ́̿ǵͮ́̿ΰڂʎɟͮڂ˱ʡڂSʡ͝ɟǵ͝ɟڂÄ˱ɿɟɂͮʡ́ͽ͝ڂǵ˱Ɏڂɟ̿ʄΰˍˍ�ڂɿ́ڂÄ˱ͮ͝ʡͮͽͮɟڂˍĩǵͮʡ́˱ǵڂ

ć́ɂɟˍΰ˱ڂHɟ˱˱ǵհڂƗƉHڂHˍʡ˱ʡɂڂ�˪Ȼǵ͝͝ǵɎ́ հ̿ڂƗƉHڂHɟ˱ͮɟ̿́ڂɿڂ^Ϋɂɟˍˍɟ˱ɂɟհڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂġǵ̿ΰˍǵ˱ɎڂġɟɎʡɂǵˍڂ
Center, Baltimore, MD

Jocelyn became a caretaker for her adult brother Frank who has TSC when their sister passed in 2011 
and Jocelyn moved him to Maryland. Frank was not diagnosed with TSC until one year following brain 
͝ͽ̿ʄɟ̿ΰڂʡ˱ڂԆԐԎԍڂ΢ʎɟ˱ڂʎɟڂʎǵɎڂ́ͮڂɎ̵̿́́ڂͽͮ́ڂɿڂɂ́ˍˍɟʄɟձڂǆʎʡˍɟڂć́ɂɟˍΰ˱ڂ΢ǵ͝ڂ΢́̿˅ʡ˱ʄڂʡ˱ڂǆǵ͝ʎʡ˱ʄͮ́˱հڂSHڂʡ˱ͮڂʎɟڂ
late 1990s, she noticed a TSC medical conference was being held and stopped by to pick up brochures 
Ȼ̿́ͮʎɟ̿՟͝ڂʎɟ̿ڂǵȻ́ͽͮڂɟ̿́˪ڂ˱ɟǵ̿ˍڂ́ͮ ڂƉͮɟ̵ڂǵ˱ΰ˪ڂ˱ʡڂǵ̿ͮʡɂʡ̵ǵͮɟɎ̵ڂ˱ć́ɂɟˍΰڂΰɟǵ̿͝ڂԇԅڂǵ̵ͮ͝ڂʎɟͮڂľΞɟ̿ڂɎʡ͝ɟǵ͝ɟձڂǵ̿ɟ̿ڂ
Forward to Cure TSC walks in Silver Spring, MD and Washington, DC; attended DC fundraising events; 
Maryland Awareness and Advocacy events in Annapolis, MD; and the Virtual March on Capitol Hill efforts 
to secure federal funding for TSCRP. During a volunteer event Jocelyn met a distant cousin, Sean Shil-
ˍʡ˱ʄɟ̿ڂǵ˱Ɏڂʎʡ͝ڂ΢ʡɿɟڂĖǵͽ̿ɟ˱հڂ΢ʎ́͝ɟڂɎǵͽʄʎͮɟ̿ڂǵˍ́͝ڂʎǵ͝ڂƗƉHձڂƉʎɟڂȻɟɂǵ˪ɟڂǵڂƗƉHڂHˍʡ˱ʡɂڂ�˪Ȼǵ͝͝ǵɎ́̿ڂɿ́̿ڂć́ʎ˱͝ڂ
Hopkins Kennedy Krieger Institute in 2014, a TSC Ambassador for Inspire collaboration website in 2019 
and the TSC Clinic Ambassador for the TSC Center of Excellence at the University of Maryland Medical 
Center in 2020. Frank and Jocelyn have attended prior World TSC Conferences in DC in 2014 and in Dallas 
in 2018. Jocelyn has two BS degrees from Carnegie Mellon University, an MBA from Marymount University 
and an Alumnae of the Year for University of California Irvine Division of Continuing Education. She is a 
̿ɟͮʡ̿ɟɎڂɂɟ̿ͮʡɿʡɟɎڂŴ̿́ʽɟɂͮڂġǵ˱ǵʄɟ˪ɟ˱ͮڂÄ˱ͮ͝ʡͮͽͮɟڂŴ̿́ʽɟɂͮڂġǵ˱ǵʄɟ˪ɟ˱ͮڂŴ̿́ɿɟ͝͝ʡ́˱ǵˍձڂ�ɿͮɟ̿ڂ΢́̿˅ʡ˱ʄڂɿ́̿ڂ�ɟ˱ɟ̿ǵˍڂ
Motors, she moved into the defense world and was in charge of various military defense programs and led 
a group of Program/Project Managers across the U.S.
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Ɖǵ̿ǵڂHʎʡɟɿɿ́հڂǃʡɂɟڂŴ̿ɟ͝ʡɎɟ˱ͮհ́�ڂΞɟ̿˱˪ɟ˱ͮڂ�ɿɿǵʡ̿͝հڂĖɟǵʄͽɟ́ڂɿڂH́˱͝ɟ̿Ξǵͮʡ́˱ڂǃ́ͮɟ̿͝հڂǆǵ͝ʎʡ˱ʄͮ́˱հڂSH
 
Sara Chieffo joined the Board of Directors of the TSC Alliance in 2017 and currently serves as chair of the 
�́Ξɟ̿˱˪ɟ˱ͮڂżɟˍǵͮʡ́˱͝ڂH́˪˪ʡͮͮɟɟձڂƉǵ̿ǵڂɿʡ̿ͮ͝ڂʄ́ͮڂʡ˱Ξ́ˍΞɟɎڂ΢ʡͮʎͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟ͝ڂʎ́̿ͮˍΰڂǵɿͮɟ̿ڂʎɟ̿́ڂˍɎɟͮ͝ڂ
daughter was diagnosed with TSC in 2013 and her first action was to participate in the March on Capitol 
 ʡˍˍձڂƉǵ̿ǵڂʡ͝ڂɟΫͮ̿ɟ˪ɟˍΰ̵́̿ڂͽɎ́ڂɿͮڂʎɟڂʡ˱ɂ̿ɟɎʡȻˍɟڂ΢́̿˅́ڂɿͮڂʎɟ́�ڂΞɟ̿˱˪ɟ˱ͮڂ�ɂͮʡ́˱ڂƗɟǵ˪ڂ́ͮڂȻͽʡˍɎڂǵڂʄ̿ǵ̿́́ͮ͝͝͝ڂ
advocacy powerhouse that has raised tens of millions of federal dollars into research and a cure for TSC 
ǵ˱Ɏͮڂʎɟ̿ڂɟ͝ͽˍͮʡ˱ʄڂȻ̿ɟǵ˅ͮʎ̿́ͽʄʎ͝ڂǵ̿ɟڂǵˍ̿ɟǵɎΰڂ˪ǵ˅ʡ˱ʄڂǵڂɎʡɿɿɟ̿ɟ˱ɂɟڂʡ˱ڂʎɟ̿ڂɎǵͽʄʎͮɟ̿՟͝ ڂˍɿɟ͝͝ʡ́˱ǵ̵́̿ڂʎɟ̿ڂ˱Äڂʡɿɟձˍڂ
ˍʡɿɟհڂƉǵ̿ǵ͝ڂɟ̿Ξɟ͝ڂǵͮ͝ڂʎɟڂĖɟǵʄͽɟ́ڂɿڂH́˱͝ɟ̿Ξǵͮʡ́˱ڂǃ́ͮɟ̿͝՟ڂǃʡɂɟڂŴ̿ɟ͝ʡɎɟ˱ͮ́ڂɿ́�ڂΞɟ̿˱˪ɟ˱ͮڂ�ɿɿǵʡ̿͝ڂ΢ʎɟ̿ɟ͝ڂʎɟڂ
΢́̿˅͝ڂ́ͮڂǵɎΞǵ˱ɂɟڂĖHǃ՟͝ ڂǵ˱Ɏڂɂʎǵ˱ʄɟڂɂˍʡ˪ǵͮɟڂ˱́ڂɿ́ɂͽ͝ڂǵڂ΢ʡͮʎڂ͝ˍʄ́ǵڂǵɎ˪ʡ˱ʡͮ̿͝ǵͮʡΞɟڂǵ˱Ɏڂɟʄʡ͝ˍǵͮʡΞɟˍڂˍɿɟɎɟ̿ǵڂ
energy policy. Her work spans legislative strategy, executive branch advocacy, coalition-building, and 
ɂ́˪˪ͽ˱ʡɂǵͮʡ́˱͝ձڂƉǵ̿ǵ՟͝ -ɟˍɟɂڂǵ˱Ɏڂ΢́̿˅հڂɟʄʡ͝ˍǵͮʡΞɟˍڂǵͮɟͮ͝ڂɿͽ˱Ɏ̿ǵʡ͝ʡ˱ʄհڂՈ̵̿́ɿʡͮ˱́˱ڂʡ˱ɂˍͽɎɟ͝ڂ́͝ˍǵڂȻǵɂ˅ʄ̿́ͽ˱Ɏڂ
ͮ́̿ǵˍڂɂǵ˪̵ǵʡʄ˱͝ձڂƉǵ̿ǵڂʎ́ˍɎ͝ڂǵڂ˪ǵͮ͝ɟ̿՟͝ ڂ˱�ɟ́̿ʄɟͮ́΢ڂ˪ɿ̿́ڂձ�ձ@ڂǵڂƣ˱ʡΞɟ̿͝ʡͮΰհڂ˱́ˍˍġɟڂHǵ̿˱ɟʄʡɟڂ˪ɿ̿́ڂɎɟʄ̿ɟɟڂ
University, and is a graduate of the Coro Fellowship in Public Affairs in Pittsburgh, PA. 

�͝ʡ˪ڂ�ձڂHʎ́ͽɎʎ̿ʡհڂġSհڂŴ̿́ɿɟ́̿́͝͝ڂɿڂżǵɎʡ́ˍ́ʄΰհڂľ̵ʎͮʎǵˍ˪́ˍ́ʄΰڂǵ˱Ɏڂĩɟͽ̿́͝ͽ̿ʄɟ̿ΰհڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂ
Tennessee Health Science Center, and Chief of Neuroradiology and Director of MRI at Le Bonheur 
Children’s Hospital, Memphis, TN

Dr. Choudhri is Professor of Radiology, Ophthalmology, and Neurosurgery at the University of Tennessee 
 ɟǵˍͮʎڂƉɂʡɟ˱ɂɟڂHɟ˱ͮɟ հ̿ڂǵ˱ɎڂHʎʡɟɿ́ڂɿڂĩɟͽ̿́̿ǵɎʡ́ˍ́ʄΰڂǵ˱ɎڂSʡ̿ɟɂͮ́̿́ڂɿڂġżÄڂǵͮڂĖɟڂ@́˱ʎɟͽ̿ڂHʎʡˍɎ̿ɟ˱՟͝ ڂˍʡͮǵ̵́͝ ڂ
in Memphis, TN. He has an interest in neurocutaneous syndromes, brain tumors, and epilepsy.

Sǵ˱ʡɟˍˍɟڂ�ձڂHˍǵ̿˅հڂġŴ հڂġƉհڂżSհڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂ�Ɏͽˍͮڂżɟʄʡ́˱ǵˍڂH́́̿Ɏʡ˱ǵͮ́ հ̿ڂƉǵ˱ڂ�˱ͮ́˱ʡ́հڂƗǍ

Sǵ˱ʡɟˍˍɟڂ�ǵ̿ɂʡǵڂHˍǵ̿˅ڂʎǵ͝ڂȻɟɟ˱ڂǵڂżɟʄʡͮ͝ɟ̿ɟɎڂSʡɟͮʡͮʡǵ˱ڂɿ́̿ڂ˪́̿ɟͮڂʎǵ˱ڂԆԋڂΰɟǵ̿͝ڂǵ˱Ɏڂʡ͝ڂɂͽ̿̿ɟ˱ͮˍΰڂ΢́̿˅ʡ˱ʄڂǵ͝ڂǵڂ
Renal Dietitian. Danielle has been an active volunteer with the TSC Alliance since 2018, serving as an Adult 
Regional Coordinator and Social Media Chair for the adult community. Danielle has participated in the  
March on Capitol Hill since 2019 and has been a peer reviewer for the Congressionally Directed Medical 
Program with the Department of Defense. In her years as a Registered Dietitian, listening to patients and 
their needs have helped her develop a good rapport with others. Her interpersonal experiences have not 
only assisted her with patients but also herself through her TSC journey in creating healthy coping skills.

ż́ʎʡ˱ʡڂH́́̿ʄհڂġSհ͝͝�ڂʡͮ͝ǵ˱ͮڂŴ̿́ɿɟ́͝͝ հ̿ڂ@ǵΰˍ́̿ڂH́ˍˍɟʄɟ́ڂɿڂġɟɎʡɂʡ˱ɟՄƗɟΫǵ͝ڂHʎʡˍɎ̿ɟ˱՟͝ ƗǍڂǆǵɂ́հڂʡͮǵˍհ̵́͝ ڂ

Dr. Rohini Coorg is a board-certified child neurologist, neurophysiologist and epileptologist with a special 
interest in the medical and surgical management of epilepsy in tuberous sclerosis complex at Texas Chil-
Ɏ̿ɟ˱՟͝ ڂɿ́̿ڂɂˍʡ˱ʡɂڂͽˍͮʡɎʡ͝ɂʡ̵ˍʡ˱ǵ̿ΰ˪ڂǵڂɿ́ڂɎʡ̿ɟɂͮ́̿ڂɂˍʡ˱ʡɂڂʎɟͮڂǵ͝ڂɟ̿Ξʡ˱ʄ͝ڂʡ˱ɂˍͽɎɟڂ ƗHڂǵͮڂɟ͝ˍ́̿ڂɟ̿ ڂԲƗH Լձڂˍʡͮǵ̵́͝ ڂ
TSC patients, which she helped formally establish in 2015. Dr. Coorg is also medical director of the epilep-
͝ΰڂ˪́˱ʡͮ́̿ʡ˱ʄڂͽ˱ʡͮڂԲ^ġƣԼڂ΢ʎɟ̿ɟ͝ڂʎɟڂʡ˱ͮɟ̵̿̿ɟͮ͝ڂɎʡǵʄ˱́ͮ͝ʡɂڂǵ˱Ɏ̵̿ڂɟՈ͝ͽ̿ʄʡɂǵˍڂɂ́˱ͮʡ˱ͽ́ͽ͝ڂ^^�ՈΞʡɎɟ́ͮ͝ڂͽɎʡɟ͝ڂ
and, with a whole team at TCH, is an active participant in the care of children undergoing epilepsy surgery. 
S ձ̿ڂH́́̿ʄڂɂ́˪̵ˍɟͮɟɎڂʎɟ̿ڂ˱ɟͽ̵̿́ʎΰ͝ʡ́ˍ́ʄΰڂǵ˱Ɏڂɟ̵ʡˍɟ̵͝ΰ̿ͮڂǵʡ˱ʡ˱ʄڂǵͮڂǆǵ͝ʎʡ˱ʄͮ́˱ڂƣ˱ʡΞɟ̿͝ʡͮΰڂʡ˱ڂƉͮձڂĖ́ͽʡ͝ՄƉͮձڂ
Ė́ͽʡ͝ڂHʎʡˍɎ̿ɟ˱՟͝ ڂǵͮڂǵɂͮʡɂɟɎ̵̿ڂʎǵ͝ڂǵ˱ɎڂÄ̿Ξʡ˱ɟڂHǵˍʡɿ́̿˱ʡǵհڂɿ́ڂƣ˱ʡΞɟ̿͝ʡͮΰڂǵͮڂǵʡ˱ʡ˱ʄ̿ͮڂɟͽ̿́ˍ́ʄΰ˱ڂɂʎʡˍɎڂǵ˱Ɏڂˍʡͮǵ̵́͝ ڂ
ƗɟΫǵ͝ڂHʎʡˍɎ̿ɟ˱՟͝ ԇԅԆԊձڂʡ˱ɂɟ͝ڂˍʡͮǵ̵́͝ ڂ
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Ŵɟͮɟ̿ڂ@ձڂH̿ʡ˱́ڂġSհڂŴʎSհڂŴ̿́ɿɟ́̿͝͝ڂǵ˱ɎڂHʎǵʡ հ̿ڂSɟ̵ǵ̿ͮ˪ɟ˱ͮ́ڂɿڂĩɟͽ̿́ˍ́ʄΰհڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂġǵ̿ΰˍǵ˱ɎڂƉɂʎ́́ˍ́ڂɿڂ
Medicine, and Chair, TSC Alliance Board of Directors, Baltimore, MD

Peter B. Crino is Professor and Chair of Neurology at the University of Maryland, Baltimore. He received his 
BA from Binghamton University, MD from Yale University and PhD in neuroscience from Boston Universi-
ty. He completed a medical internship at Yale-New Haven Hospital and then a neurology residency at the 
University of Pennsylvania. He was selected as a Howard Hughes Medical Institute Physician Post-Doctor-
al Fellow in Molecular Neuroscience at the University of Pennsylvania with clinical training in epilepsy. Dr. 
H̿ʡ˱́ڂʎǵ̿͝ڂɟɂɟʡΞɟɎͮڂʎɟڂ^ͮ͝ʎɟ̿ڂ�ձڂǵ˱Ɏڂć́͝ɟ̵ʎڂČˍʡ˱ʄɟ˱ͮ͝ɟʡ˱ڂ�΢ǵ̿Ɏڂʡ˱ڂĩɟͽ̿́͝ɂʡɟ˱ɂɟڂԲԆԐԐԐԼհڂǵڂĖʡɿɟͮʡ˪ɟڂƉɟ̿Ξʡɂɟڂ
�΢ǵ̿Ɏڂɿ̿́˪ͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂԲԇԅԅԏԼհͮڂʎɟڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂŴɟ˱˱͝ΰˍΞǵ˱ʡǵڂĖɟ́˱ǵ̿Ɏڂ@ɟ̿΢ʡɂ˅ڂġɟ˪́̿ʡǵˍڂ^Ϋɂɟˍˍɟ˱ɂɟڂ
ʡ˱ڂƗɟǵɂʎʡ˱ʄڂ�΢ǵ̿ɎڂԲԇԅԆԅԼհͮڂʎɟ̿�ڂʡͮφڂS̿ɟʡɿͽ͝͝ڂ�΢ǵ̿Ɏڂɿ́̿ڂƗ̿ǵ˱͝ˍǵͮʡ́˱ǵˍڂżɟ͝ɟǵ̿ɂʎڂʡ˱ڂ^̵ʡˍɟ̵͝ΰڂɿ̿́˪ͮڂʎɟڂ�^Ɖڂ
ԻԇԅԆԍԼڂǵ˱Ɏͮڂʎɟڂćǵɂ́ȻڂćǵΞʡͮ͝ڂĩɟͽ̿́͝ɂʡɟ˱ɂɟڂżɟ͝ɟǵ̿ɂʎڂ�΢ǵ̿Ɏڂʡ˱ڂԇԅԇԆڂɿ̿́˪ͮڂʎɟڂĩÄĩSƉձڂS ձ̿ڂH̿ʡ˱́ڂ΢ǵ͝ڂǵ΢ǵ̿Ɏ-
ed the inaugural Dr. Richard and Kathryn Taylor Endowed Professorship in Neurology at the University of 
Maryland School of Medicine. In 2019, Dr. Crino received funding from the state of Maryland to support the 
˱ɟ΢ڂHˍʡ˱ʡɂǵˍڂHɟ˱ͮɟ̿ڂɿ́̿ڂ�Ɏͽˍͮ͝ڂ΢ʡͮʎڂĩɟͽ̿́ՈSɟΞɟˍ̵́˪ɟ˱ͮǵˍڂSʡ͝ǵȻʡˍʡͮʡɟ͝ڂԲHH�ĩSԼڂǵͮڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂġǵ̿ΰˍǵ˱Ɏڂ
Medical Center and University of Maryland School of Medicine. This program provides comprehensive 
care for adults with epilepsy and intellectual disability. Dr. Crino also directs the TSC Center of Excellence 
ʡ˱ڂġǵ̿ΰˍǵ˱ɎձڂS ձ̿ڂH̿ʡ˱́՟͝ -̵́̿ڂɟ͝ɟǵ̿ɂʎ̿ڂˍǵ˱͝ˍǵͮʡ́˱ǵ̿ͮڂĩÄĩSƉՈɿͽ˱ɎɟɎڂɂ́˱ͮʡ˱ͽ́ͽ͝ˍΰڂǵڂǵʡ˱ͮǵʡ˱ɟɎ˪ڂʎǵ͝ڂǵȻ́̿ǵͮ́̿ΰˍڂ
gram studying mechanisms of altered brain development associated with epilepsy, intellectual disability, 
and autism for the past 22 years. He has more than 170 published papers, reviews and book chapters and 
numerous international presentations. 

Kate Barbato Crossett, Med, TSC Alliance Adult Regional Coordinator, Education Parent Mentor and Spe-
cial Education Administrator, Philadelphia, PA

Čǵͮɟڂ΢ǵ͝ڂɎʡǵʄ˱́͝ɟɎڂ΢ʡͮʎͮڂͽȻɟ̿́ͽ͝͝ڂɂˍɟ̿́͝ʡ͝ڂɂ́˪̵ˍɟΫڂǵ͝ڂǵ́ͮڂɎɎˍɟ̿ڂʡ˱ڂԆԐԏԍڂǵͮڂġʡˍͮ́˱ڂ ɟ̿͝ʎɟΰڂġɟɎʡɂǵˍڂHɟ˱-
ͮɟ ձ̿ڂ�ɿͮɟ̿́͝ڂ˪ɟͮڂͽ̿Ȼͽˍɟ˱ͮͮڂʡ˪ɟ͝ڂ˪ǵ˱ǵʄʡ˱ʄڂČǵͮɟ՟͝ Čǵͮɟ՟͝ڂɎʡǵʄ˱́͝ʡ͝հڂʎɟ̿ڂ΢ʡͮʎڂʄ̿ǵ̵̵ˍʡ˱ʄڂǵ˱Ɏڂɟʡφͽ̿ɟ͝͝ڂ ǵ̿ɟ˱ͮ͝Պ̵ڂ
Steve & Abbe–joined the efforts as volunteers of the original National Tuberous Sclerosis Association for 
many years. Kate graduated from the University of Pittsburgh in 2007, and she joined Teach For America 
as a Corps Member in Philadelphia teaching Special Education Math and Science. During this time, she 
ɟǵ̿˱ɟɎڂʎɟ̿ڂġǵͮ͝ɟ̿՟͝ ڂǵڂ̿́�ڂH́ˍˍɟʄɟձڂˍˍʡ ڂHʎɟͮ͝˱ͽͮڂǵͮڂ˱Ɏͽɂǵͮʡ́^ڂˍƉ̵ɟɂʡǵڂ˱ʡڂ˱ɂɟ̿ͮʡɿʡɂǵͮʡ́ڂǵ˱Ɏڂ˱Ɏͽɂǵͮʡ́^ڂ˱ʡڂ
brief time following her first few years of teaching, Kate ventured to Florence, Italy earning a Post-Bac-
calaureate degree in Art Restoration and Conservation. She returned to the United States and to a career 
ʡ˱ڂɟɎͽɂǵͮʡ́˱ڂʡ˱ڂԇԅԆԆձڂČǵͮɟڂɟǵ̿˱ɟɎڂʎɟ̿ڂŴ̿ʡ˱ɂʡ̵ǵˍڂHɟ̿ͮʡɿʡɂǵͮʡ́˱ڂɿ̿́˪ڂżɟˍǵΰ̿�ڂǵɎͽǵͮɟڂƉɂʎ́́ˍ́ڂɿڂ^Ɏͽɂǵͮʡ́˱ڂʡ˱ڂ
ĩɟ΢ڂǓ́̿˅ڂHʡͮΰڂʡ˱ڂԇԅԆԍհڂǵ˱Ɏ͝ڂʎɟڂʎǵ͝ڂȻɟɟ˱ڂǵڂƉ̵ɟɂʡǵˍڂ^Ɏͽɂǵͮʡ́˱ڂ�Ɏ˪ʡ˱ʡͮ̿͝ǵͮ́̿ڂʡ˱ڂŴʎʡˍǵɎɟˍ̵ʎʡǵڂɿ́̿ڂǵȻ́ͽͮڂԆԅڂ
years now, originally serving as a founding Assistant Principal at a middle school in North Philadelphia. 
Kate resumed her volunteer efforts with the TSC Alliance in 2019, working closely with the Adult Regional 
Coordinators and Education Parent Mentors, raising funds for and participating in Step Forward to Cure 
TSC and advocating at the March on Capitol Hill for several years now. Kate is so incredibly thankful for the 
extended family she has found here and to be participating in the World TSC Conference this year with the 
͝ͽ̵̵́̿ͮ́ڂɿڂʎɟ̿ڂʎͽ͝Ȼǵ˱ɎՊż́Ȼհ́͝ڂ˱ՊĖɟʄɟ˱Ɏհڂǵ˱Ɏڂʎɟ̵̿ڂǵ̿ɟ˱ͮ͝ձ

Sǵ˱ʡɟˍڂćձڂHͽ̿̿ΰհڂġSհڂƗɟΫǵ͝ڂHʎʡˍɎ̿ɟ˱՟͝  ƗǍڂͽͮ́͝˱հ́ ڂʡͮǵˍհ̵́͝ ڂ
 
Daniel Curry, MD, is The John S. Dunn Foundation Endowed Chair for Minimally Invasive Epilepsy Surgery 
ǵͮڂƗɟΫǵ͝ڂHʎʡˍɎ̿ɟ˱՟͝ ڂʡ͝ ڂġɟɎʡɂʡ˱ɟձڂɿ́ڂH́ˍˍɟʄɟڂ̿́ˍǵΰ@ڂǵͮڂĩɟͽ̿́͝ͽ̿ʄɟ̿ΰڂŴɟɎʡǵͮ̿ʡɂڂɿ́ڂŴ̿́ɿɟ́̿͝͝ڂǵڂǵ˱Ɏڂˍʡͮǵ̵́͝ ڂ
clinical interests include minimally invasive treatment in epilepsy surgery, treatment of pediatric movement 
Ɏʡ́̿͝Ɏɟ̿͝ڂǵ˱Ɏڂɂʎ̿́˱ʡɂ̵ڂǵʡ˱ձڂS ձ̿ڂHͽ̿̿ΰ՟͝ ڂǵ˱ɎڂɎΰͮ́͝˱ʡǵڂɿ́ڂ͝˪ɟɂʎǵ˱ʡ͝˪ڂʎɟͮڂɿ́ڂͽɎΰͮ͝ڂʡ˱ɂˍͽɎɟڂʡ˱ͮɟ̿ɟͮ͝͝ڂɟ͝ɟǵ̿ɂʎ̿ڂ
non-invasive detection of epilepsy networks.  

Ŵɟͮɟ̿ڂ^ձڂSǵΞʡ͝հڂġSհڂ˱́ͮ́͝@ڂHʎʡˍɎ̿ɟ˱՟͝ �ġڂհ˱́ͮ́͝@ڂĩɟͽ̿́ˍ́ʄΰհڂɿ́ڂͮ˱Sɟ̵ǵ̿ͮ˪ɟڂˍʡͮǵ̵́͝ ڂ

S ձ̿ڂSǵΞʡ͝ڂʡ͝ڂǵ̵ڂɟɎʡǵͮ̿ʡɂڂ˱ɟͽ̿́ˍ́ʄʡͮ͝ڂǵͮڂ˱́ͮ́͝@ڂHʎʡˍɎ̿ɟ˱՟͝ -˪ɂ́ڂǵ˱ɎڂɎǵͮǵڂˍɂˍʡ˱ʡɂǵڂͽ͝ɟ͝ڂɟ͝ɟǵ̿ɂʎ̿ڂʡ͝ ڂʡͮǵˍձ̵́͝ ڂ
̵ͽͮǵͮʡ́˱ǵˍڂ�^^ڂ˪ɟͮʎ́Ɏ͝ڂ́ͮڂʡɎɟ˱ͮʡɿΰ̿ڂʡ͝˅ڂɿǵɂͮ́̿͝ڂɿ́̿ڂɟ̵ʡˍɟ̵͝ΰڂǵ˱Ɏڂ˱ɟͽ̿́ɎɟΞɟˍ̵́˪ɟ˱ͮǵˍڂɎʡ́̿͝Ɏɟ̿͝ڂʡ˱ڂɂʎʡˍɎ̿ɟ˱ڂ
with TSC. Clinically, Dr. Davis sees children with autism, intellectual disabilities, epilepsy and other neuro-
developmental disorders in the Multi-disciplinary Tuberous Sclerosis Clinic and Autism Spectrum Center at 
HʎʡˍɎ̿ɟ˱՟͝ڂ˱́ͮ́͝@ ʡͮǵˍձ̵́͝ ڂ
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Ŵ̿́ɿձڂŴɟͮ̿ͽ͝ڂćձڂɎɟڂǃ̿ʡɟ͝հڂġ@Hʎ@հڂ�żHŴ͝ΰɂʎհڂŴʎSհڂƉͽɟڂƉͮ̿ͽɟ˱ʄ˪ǵ˱˱ڂŴ̿́ɿɟ́̿́͝͝ڂɿڂHʎʡˍɎڂԧڂ�Ɏ́ˍɟ͝ɂɟ˱ͮڂ
Ŵ͝ΰɂʎʡǵͮ̿ΰհڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂHǵ̵ɟڂƗ́΢˱հڂƉ́ͽͮʎڂ�ɿ̿ʡɂǵ

Petrus de Vries is the Sue Struengmann Professor of Child & Adolescent Psychiatry and Founding Direc-
tor of the Centre for Autism Research in Africa at the University of Cape Town. He trained in Medicine at 
Stellenbosch University in South Africa before moving to the UK where he completed his clinical training in 
Psychiatry and Child & Adolescent Psychiatry and a PhD in Developmental Neuroscience at the University 
of Cambridge. He returned to South Africa in 2012. Apart from his interest in autism, he has a longstand-
ʡ˱ʄڂɂˍʡ˱ʡɂǵˍ̿ڂɟ͝ɟǵ̿ɂʎ̵́̿ڂʄ̿ǵ˪˪ɟڂʡ˱ڂƗƉHڂǵ˱Ɏڂʡͮ͝ڂǵ́͝͝ɂʡǵͮɟɎڂ˱ɟͽ̵̿́͝ΰɂʎʡǵͮ̿ʡɂڂɎʡ́̿͝Ɏɟ̿͝ڂԲƗ�ĩSԼձڂ ɟڂ΢ǵͮ͝ڂʎɟڂ
ɂʎǵʡ̿˪ǵ˱́ڂɿͮڂʎɟڂÄ˱ͮɟ̿˱ǵͮʡ́˱ǵˍڂĩɟͽ̵̿́͝ΰɂʎʡǵͮ̿ΰڂŴǵ˱ɟˍͮڂʎǵͮڂɂ́ʡ˱ɟɎͮڂʎɟͮڂɟ̿˪ڂգƗ�ĩSդڂǵ˱Ɏڂ΢ǵ͝ڂˍɟǵɎڂɎɟΞɟˍ̵́ɟ̿ڂ
and author of the TAND Checklist. He now leads the TANDem project with Prof. Anna Jansen. Prof. de 
Vries has been actively involved with many TSC user/caregiver organizations over the last 25 years, in-
cluding the TSA UK, the TSC Alliance and many TSCi organizations around the globe. He was awarded the 
ġǵ˱ͽɟˍڂżձ́�ڂ˪ɟφڂ�΢ǵ̿ɎڂԲԇԅԆԊԼڂǵ˱Ɏͮڂʎɟڂ@́ͽ̿˱ɟΞʡˍˍɟڂŴ̿ʡφɟڂԲԇԅԇԆԼڂɿ́̿ڂʎʡ͝ڂɂ́˱ͮ̿ʡȻͽͮʡ́˱͝ڂ́ͮڂƗƉHڂǵ˱ɎڂƗ�ĩSձڂ

SǵΞʡɎڂǆձڂSͽ˱˱հڂġSհڂŴ̿́ɿɟ́̿́͝͝ڂɿڂŴ͝ΰɂʎʡǵͮ̿ΰڂǵ˱Ɏڂĩɟͽ̿́ˍ́ʄΰհڂÄ˱Ɏʡǵ˱ǵڂƣ˱ʡΞɟ̿͝ʡͮΰڂƉɂʎ́́ˍ́ڂɿڂġɟɎʡɂʡ˱ɟհڂ
Indianapolis, IN

David W. Dunn, MD, is the Arthur B. Richter Professor of Child Psychiatry and Professor of Psychiatry and 
Neurology at Indiana University School of Medicine. He is residency training director for the child and ad-
olescent psychiatry program and the combined pediatrics-psychiatry-child and adolescent psychiatry (tri-
ple board) program. Dr. Dunn is certified by the American Board of Psychiatry and Neurology in Neurology 
with Special Competence in Child Neurology, Psychiatry, Child and Adolescent Psychiatry, and Epilepsy. 
He is a member of the Scientific Advisory Board of the TSC Alliance and has served as chair of the Depart-
ment of Defense Tuberous Sclerosis Complex Research Program.  

Sɟǵ˱˱ǵڂġձڂ^Ȼˍɟհڂ^̻͝հڂŴǵ̿ͮ˱ɟ հ̿ڂżͽ́͝͝ڂĖǵ΢́̿�ڂͽ̵հڂ�ǵ̿Ɏɟ˱ڂHʡͮΰհڂÄ͝ˍǵ˱ɎʡǵհڂĖʡɎ́ڂ@ɟǵɂʎڂǵ˱Ɏڂġǵ˱ʎǵͮͮǵ˱հڂĩǓ

Sɟǵ˱˱ǵڂġձڂ^Ȼˍɟڂʡ͝ڂǵڂŴǵ̿ͮ˱ɟ̿ڂǵͮڂżͽ́͝͝ڂĖǵ΢́̿�ڂͽ̵հڂŴձHձڂƉʎɟڂɿ́ɂͽ͝ɟ͝ڂ˱́ڂƉ̵ɟɂʡǵˍڂĩɟɟɎ͝ڂŴˍǵ˱˱ʡ˱ʄհڂ^ˍɎɟ̿ڂĖǵ΢հڂ
Estate Planning and Medicaid Planning and has practiced in these areas for 20 years. Deanna is a mem-
Ȼɟ̿́ڂɿͮڂʎɟڂĩɟ΢ڂǓ́̿˅ڂƉͮǵͮɟڂ@ǵ̿́͝͝�ڂɂʡǵͮʡ́˱հڂĩǵ͝͝ǵͽڂH́ͽ˱ͮΰڂ@ǵ̿́͝͝�ڂɂʡǵͮʡ́˱հڂĩǵ͝͝ǵͽڂH́ͽ˱ͮΰڂǆ́˪ɟ˱՟͝ ڂǵ̿@ڂ
Association, Elder Counsel and is admitted to the New York Bar. She earned her law degree at Hofstra 
ƣ˱ʡΞɟ̿͝ʡͮΰڂƉɂʎ́́ˍ́ڂɿڂĖǵ΢ձڂSɟǵ˱˱ǵڂɿ̿ɟ̻ͽɟ˱ͮˍΰ̵̿ڂɟ͝ɟ˱ͮ͝͝ڂɟ˪ʡ˱ǵ̿͝ڂ˱́ڂƉ̵ɟɂʡǵˍڂĩɟɟɎ͝ڂǵ˱Ɏڂ^ͮ͝ǵͮɟڂŴˍǵ˱˱ʡ˱ʄڂ
throughout Nassau and Suffolk counties. As an attorney, Deanna has helped hundreds of families with 
all levels of planning. She assists families who have a child or loved one born with special needs and as a 
disability lawyer in New York. Deanna works as an advocate for their loved one throughout his or her life—
from on-going decision making (guardianship), applying for Supplemental Security Income and New York 
Medicaid and setting up special needs trusts.

Preston Fitzgerald, Former TSC Alliance Future Leader, Sachse, TX

Preston was born in 1999 in the Dallas/Fort Worth area. He was diagnosed with TSC when he was six 
months old. Preston has tumors in his brain and both kidneys. The brain tumor causes him to have occa-
sional partial seizures. Preston and his family have been advocates for the TSC family ever since he was 
Ɏʡǵʄ˱́͝ɟɎձڂ ɟڂ΢ǵ͝ڂǵڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂ�ͽͮͽ̿ɟڂĖɟǵɎɟ̿ڂʡ˱ڂԇԅԇԅՔԇԅԇԆڂǵ˱Ɏڂʡ͝ڂɂͽ̿̿ɟ˱ͮˍΰڂǵڂġɟ˱ͮ́̿ڂɿ́̿ͮڂʎɟڂɂͽ̿̿ɟ˱ͮڂ
class. He graduated from the University of North Texas in May of 2022 with a degree in hospitality. In the 
future, Preston hopes to continue his advocacy efforts while using his college degree to travel the world. 
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Carla Fladrowski, Co-Chair TSC Italy, Manager International Relations, Co-Chair European Tuberous 
Ɖɂˍɟ̿́͝ʡ͝ڂH́˪̵ˍɟΫ́͝͝�ڂɂʡǵͮʡ́˱ڂԲ^ՔƗƉHԼհڂġɟ˪Ȼɟ̿́ڂɿڂƗͽȻɟ̿́ͽ͝ڂƉɂˍɟ̿́͝ʡ͝ڂH́˪̵ˍɟΫڂʡ˱ͮɟ̿˱ǵͮʡ́˱ǵˍڂԲƗƉHʡԳڂ
Working Group, Monza, Italy

Hǵ̿ˍǵڂʎǵͮ͝ڂ΢́ڂ͝˱́͝ڂĖɟ́հڂԇԎڂǵ˱Ɏڂćǵ˅ɟհڂԇԊձڂ ɟ̿ڂʡ˱ͮ̿́Ɏͽɂͮʡ́˱ڂ́ͮڂƗƉHڂ΢ǵ͝ڂʡ˱ڂԆԐԐԎڂǵɿͮɟ̿ڂćǵ˅ɟڂ΢ǵ͝ڂɎʡǵʄ˱́͝ɟɎڂʡ˱ڂ
utero. Since her journey began, she has battled for gold standards in care, dignity and respect in treat-
ment, further research, empowerment and awareness on TSC. Tuberous Sclerosis Complex Italy (As-
́͝ɂʡǵφʡ́˱ɟڂƉɂˍɟ̿́͝ʡڂƗͽȻɟ̿́͝ǵڂǵ̵͝Գڂ΢ǵ͝ڂɿ́ͽ˱ɎɟɎڂʡ˱ڂġǵΰڂԆԐԐԎڂǵ˱Ɏͮڂʎʡ͝ڂΰɟǵ̿ڂʄ́ɟ͝ڂգƉʡˍΞɟ ձ̿դڂHǵ̿ˍǵڂʎǵ͝ڂȻɟɟ˱ڂ
responsible within TSC Italy for networking between the different TSC communities and key clinicians 
around the world since 2009 and in 2021 was elected Co-Chair. Carla was also involved in re-establishing 
ͮʎɟڂ^ͽ̵̿́ɟǵ˱ڂƗͽȻɟ̿́ͽ͝ڂƉɂˍɟ̿́͝ʡ͝ڂH́˪̵ˍɟΫ́͝͝�ڂɂʡǵͮʡ́˱ڂԲ^ƗƉHԼհڂ΢ʎʡɂʎͮڂʎʡ͝ڂΰɟǵ̿ڂɂɟˍɟȻ̿ǵͮɟ͝ڂǵڂɎɟɂǵɎɟ́ڂɿڂ
#makingTSCmatter. She has also been a member of the Tuberous Sclerosis Complex International Working 
�̿́ͽ̵͝ڂʡ˱ɂɟڂԇԅԆԆձڂHǵ̿ˍǵڂɂ́Ոɿ́ͽ˱ɎɟɎͮڂʎɟڂ^ƗƉHڂS^ڂ�Ŵ̿́ʽɟɂͮڂԲSʡ͝͝ɟ˪ʡ˱ǵͮʡ˱ʄڂ^Ϋ̵ɟ̿ͮʡ͝ɟڂǵ˱Ɏڂ�ɂʎʡɟΞɟ˪ɟ˱ͮԳհڂ
which aims to establish a holistic approach in the treatment of TSC, promote multi-disciplinary working 
and create a readily accessible, active and sustainable network within and between the EU and interna-
tionally.

Jennifer Flinn, EdD, TSC Canada Board of Directors, Ottawa, ON, Canada

ćɟ˱˱ʡɿɟ̿ڂ�ˍʡ˱˱ڂʡ͝ڂǵڂǃʡɂɟՈŴ̿ʡ˱ɂʡ̵ǵˍڂǵͮڂǵڂˍǵ̿ʄɟڂ˅ʡ˱Ɏɟ̿ʄǵ̿ͮɟ˱ڂ́ͮڂʄ̿ǵɎɟڂԍڂɟˍɟ˪ɟ˱ͮǵ̿ΰ͝ڂɂʎ́́ˍڂǵͮͮڂʎɟڂľͮͮǵ΢ǵڂ
Catholic School Board in Canada. She taught in a classroom for 15 years before moving into various board 
level positions. Jennifer completed undergraduate studies at the University of Ottawa in psychology and 
ɟɎͽɂǵͮʡ́˱ձڂƉʎɟڂɟǵ̿˱ɟɎڂǵڂġǵͮ͝ɟ̿՟͝ ڂ˱́ڂ˅΢́̿ڂʎɟ͝ʡͮ͝ڂ΢ʡͮʎڂľ˱ͮǵ̿ʡ́հڂ˱ǆɟͮ͝ɟ̿ڂɿ́ڂƣ˱ʡΞɟ̿͝ʡͮΰڂʎɟͮڂǵͮڂ˱Ɏͽɂǵͮʡ́^ڂɿ́ڂ
the educational impacts of tuberous sclerosis complex. Jennifer then completed her doctorate in Educa-
ͮʡ́˱ǵˍڂĖɟǵɎɟ̿͝ʎʡ̵ڂǵͮڂƣǆľհڂɿ́ɂͽ͝ʡ˱ʄͮڂ˱́ڂʎɟڂʡ˱ͮɟ̿͝ɟɂͮʡ́˱́ڂɿ̿ڂǵ̿ɟڂɂʎ̿́˱ʡɂڂʎɟǵˍͮʎڂɂ́˱Ɏʡͮʡ́˱͝հ̵́ڂˍʡɂΰհڂˍɟǵɎɟ̿͝ʎʡ̵ڂ
and inclusion in education systems. She has sat on the board of directors of TSC Canada since 2008 and 
has been a member of TSCi since 2009. Jennifer is a member of the The TAND Consortium and leads the 
Scholastic Cluster as part of TANDem, an international multi-disciplinary mobile-health project with the 
purpose of empowering families and individuals around the world who live with TSC. She has authored 
ǵڂɂʎʡˍɎ̿ɟ˱՟͝ ڂ˱ɂʎʡˍɎ̿ɟڂΰ́ͽ˱ʄڂ̵ˍʎɟڂ́ͮڂƗƉHդڂ΢ʡͮʎڂĖʡΞʡ˱ʄڂ�Ȼ́ͽͮڂƉͮ́̿ΰڂ�ڂǵΞɟմ̿@ڂʎɟͮڂČǵͮʡɟڂգŴ̿ʡ˱ɂɟ͝͝ڂɂǵˍˍɟɎڂ˅Ȼ́́ڂ
better understand the condition.

Ɖǵ̿ǵʎ̿�ڂʡɟȻɟ̿ͮհڂġSհڂSʡ̿ɟɂͮ́ հ̿ڂŴɟɎʡǵͮ̿ʡɂڂŴǵˍˍʡǵͮʡΞɟڂHǵ̿ɟհڂ˱́̿˅�ڂHʎʡˍɎ̿ɟ˱՟͝  ľڂհ˱́̿˅�ڂʡͮǵˍհ̵́͝ ڂ

Dr. Sarah Friebert is founder and director of the Haslinger Family Pediatric Palliative Care Center as well 
ǵͮ͝ڂʎɟڂ^˪ʡˍΰڂH̵́́ɟ̿ڂǆɟˍͮΰڂ^Ϋ̵̿ɟ͝͝ʡΞɟڂƗʎɟ̿ǵ̵ΰڂHɟ˱ͮɟ̿ڂǵͮڂ˱́̿˅�ڂHʎʡˍɎ̿ɟ˱՟͝ Sڂʡͮǵˍձ̵́͝ ڂ ձ̿̿�ڂʡɟȻɟ̿ͮڂɂ́˪̵ˍɟͮɟɎڂ
̿ɟ͝ʡɎɟ˱ɂΰڂʡ˱̵ڂɟɎʡǵͮ̿ʡɂ͝ڂǵͮڂƗʎɟڂHʎʡˍɎ̿ɟ˱՟͝ ʎɟ˪ǵͮ́ˍ́ʄΰՄڂɟɎʡǵͮ̿ʡɂ̵ڂ˱ʡڂɿɟˍˍ́΢͝ʎʡ̵ڂǵڂǵ˱ɎڂŴʎʡˍǵɎɟˍ̵ʎʡǵڂɿ́ڂˍʡͮǵ̵́͝ ڂ
́˱ɂ́ˍ́ʄΰڂǵͮڂżǵʡ˱Ȼ́΢ڂ@ǵȻʡɟ͝ڂǵ˱ɎڂHʎʡˍɎ̿ɟ˱՟͝ ڂ˱ǵڂɿɟǵͮͽ̿ɟ͝ڂHɟ˱ͮɟ̿ڂǵ͝ˍʡ˱ʄɟ̿ ڂʎɟͮڂɎʡ̿ɟɂͮʡ́˱հڂʎɟ̿ڂƣ˱Ɏɟ̿ڂʡͮǵˍձ̵́͝ ڂ
accredited palliative care fellowship program. The team she leads offers physical, psychosocial, emotional 
and spiritual support as they serve children with serious conditions and their families in inpatient, outpa-
tient and home and community settings. In addition to clinical care, the Center is active in education, out-
reach, advocacy and research. She is Professor of Pediatrics at Northeast Ohio Medical University, where 
she is a founding member of the Office of Palliative Care and active in medical student education. Named 
as a Visionary in Hospice and Palliative Medicine by the American Academy of Hospice and Palliative 
ġɟɎʡɂʡ˱ɟڂԲ�� ŴġԼڂǵ˱Ɏ̿ڂɟɂʡ̵ʡɟ˱ͮ́ڂɿͮڂʎɟڂŴǵˍˍʡǵͮʡΞɟڂġɟɎʡɂʡ˱ɟڂH́˪˪ͽ˱ʡͮΰڂĖɟǵɎɟ̿͝ʎʡ̵ڂ�΢ǵ̿Ɏڂɿ̿́˪ͮڂʎɟڂŴ̿́ʽɟɂͮڂ
on Death in America and AAHPM, she is the author of multiple articles and book chapters and an active 
research scientist, serving as program director for palliative care research. She was co-principal investiga-
tor for a Centers for Medicare & Medicaid Health Care Innovation Award examining care coordination for 
children with complex medical conditions. Currently, Dr. Friebert is principal investigator on multiple pal-
liative care-related research initiatives, including a multi-site study on adolescent advance care planning. 
ľͽͮ͝ʡɎɟ́ڂɿڂ˱́̿˅�ڂHʎʡˍɎ̿ɟ˱՟͝ ڂɟɎͽɂǵͮʡ́˱ǵˍհڂˍǵͮʡ́˱ǵ˱ڂǵ˱Ɏڂǵͮɟͮ͝ڂɟʄʡ́˱ǵˍհ̿ڂɂǵˍհ́ˍڂͽˍͮʡ̵ˍɟ˪ڂ˱ʡڂǵɂͮʡΞɟڂʡ͝ڂʎɟ͝ڂʡͮǵˍհ̵́͝ ڂ
philanthropic and palliative care organizations. When not engaged in serving the palliative care community, 
she can be found in her kayak. 
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Ėǵ̿ǵڂ�ձ̿�ڂʡɟˍհڂġSհڂŴʎSհ́͝͝�ڂɂʡǵͮɟڂŴ̿́ɿɟ́͝͝ հ̿ڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂƗɟΫǵ͝ڂ ɟǵˍͮʎڂƉɂʡɟ˱ɂɟڂHɟ˱ͮɟ̿ڂǵͮڂ ́ͽͮ́͝˱Մ
ġɂ�́Ξɟ̿˱ڂġɟɎʡɂǵˍڂƉɂʎ́́ˍհڂ ́ͽͮ́͝˱հڂƗǍ

Ėǵ̿ǵڂ�ձ̿�ڂʡɟˍհڂġSհڂŴʎSհڂʡ͝ڂǵڂġǵͮɟ̿˱ǵˍڂ�ɟͮǵˍڂġɟɎʡɂʡ˱ɟ̵͝ڂɟɂʡǵˍʡͮ͝ڂǵͮڂƣƗ ɟǵˍͮʎհͮڂʎɟڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂƗɟΫǵ͝ڂ ɟǵˍͮʎڂ
Ɖɂʡɟ˱ɂɟڂHɟ˱ͮɟ̿ڂǵͮڂ ́ͽͮ́͝˱ՄƗʎɟڂġɂ�́Ξɟ̿˱ڂġɟɎʡɂǵˍڂƉɂʎ́́ˍձڂƉʎɟڂʡ͝ڂǵ˱́͝͝�ڂɂʡǵͮɟڂŴ̿́ɿɟ́̿͝͝ڂʡ˱ͮڂʎɟڂSɟ̵ǵ̿ͮ-
˪ɟ˱ͮ́ڂɿڂľȻͮ͝ɟͮ̿ʡɂ͝հڂ�ΰ˱ɟɂ́ˍ́ʄΰڂǵ˱Ɏڂżɟ̵̿́ɎͽɂͮʡΞɟڂƉɂʡɟ˱ɂɟ͝ձڂS ձ̿̿�ڂʡɟˍ՟͝ ڂʄɟ˱ɟͮʡɂ͝ڂʡ˱ɂˍͽɎɟڂʡ˱ͮɟ̿ɟͮ͝͝ڂɟ͝ɟǵ̿ɂʎ̿ڂ
and pregnancy complications; she teaches and mentors Maternal Fetal Medicine fellows, Obstetrics and 
�ΰ˱ɟɂ́ˍ́ʄΰ̿ڂɟ͝ʡɎɟ˱ͮ͝հڂƣƗ ɟǵˍͮʎڂ˪ɟɎʡɂǵˍͮ͝ڂͽɎɟ˱ͮ͝ڂǵ˱Ɏڂʄɟ˱ɟͮʡɂڂɂ́ͽ˱͝ɟˍʡ˱ʄͮ͝ڂͽɎɟ˱ͮ͝ձڂƉʎɟڂǵˍ́͝͝ڂͽ̵ɟ̿Ξʡ͝ɟ͝ڂ
the research mission of the 12-member genetic counseling team at UTHealth. Frequently, she presents the 
genetics update for practicing obstetricians at the Clinical and Scientific Meeting of the American College 
́ɿڂľȻͮ͝ɟͮ̿ʡɂ͝ڂǵ˱Ɏڂ�ΰ˱ɟɂ́ˍ́ʄΰնڂǵͽͮʎ́̿ͮ͝ڂʎɟڂɂʎǵ̵ͮɟ հ̿ڂգŴ̿ɟʄ˱ǵ˱ɂΰڂH́˪̵ˍʡɂǵͮɟɎڂȻΰڂSʡ͝ɟǵ͝ɟհդڂɿ́̿ڂȻ́ͮʎͮڂʎɟڂ
ġɟ̿ɂ˅ڂġǵ˱ͽǵˍ͝ڂʎ́˪ɟڂǵ˱Ɏ̵́̿ڂɿɟ͝͝ʡ́˱ǵˍڂɟɎʡͮʡ́˱͝նڂǵ˱Ɏ͝ڂɟ̿Ξɟͮ͝ڂ˱́ڂʎɟڂƉ́ɂʡɟͮΰڂɿ́̿ڂġǵͮɟ̿˱ǵˍڂ�ɟͮǵˍڂġɟɎʡɂʡ˱ɟ՟͝ ڂ
patient education committee. She has been the UTHealth principal investigator for several multicenter 
studies, including projects in preterm premature rupture of membranes, normal blood pressure in pregnan-
cy and preeclampsia.

ġʡɂʎǵɟˍͮ́̿͝�ڂհڂġSհڂƉͮձڂŴǵͽˍհڂġĩ
 
Michael Frost, MD, is board certified in Pediatrics, Child Neurology, Clinical Neurophysiology and Epilepsy 
and has served as the principal investigator for numerous clinical drug trials with a particular interest in the 
treatment of TSC in the epilepsy population. Before his retirement in 2021, Dr. Frost was the Director of 
ŴɟɎʡǵͮ̿ʡɂڂƉɟ̿Ξʡɂɟڂɿ́̿ͮڂʎɟڂġʡ˱˱ɟ́ͮ͝ǵڂ^̵ʡˍɟ̵͝ΰ́̿�ڂͽ̵հڂŴ�֣ն́͝͝�ڂɂʡǵͮɟڂġɟɎʡɂǵˍڂSʡ̿ɟɂͮ́̿ڂɿ́̿ڂĩɟͽ̿́͝ɂʡɟ˱ɂɟ͝ڂ
ǵ˱ɎڂġɟɎʡɂǵˍڂSʡ̿ɟɂͮ́̿́ڂɿڂ^̵ʡˍɟ̵͝ΰڂǵ˱ɎڂHˍʡ˱ʡɂǵˍڂĩɟͽ̵̿́ʎΰ͝ʡ́ˍ́ʄΰڂǵͮڂHʎʡˍɎ̿ɟ˱՟͝ ڂHˍʡ˱ʡɂ͝Ոġʡ˱˱ɟ́ͮ͝ǵڂǵ˱Ɏڂ͝ˍʡͮǵ̵́͝ ڂ
in St. Paul; and Clinical Professor in the Department of Neurology at the University of Minnesota in Minne-
apolis. Dr. Frost, along with Dr. John Hulbert, founded the Tuberous Sclerosis Complex Clinic Without Walls 
ʡ˱ͮڂʎɟڂƣ̵̵ɟ̿ڂġʡɎ΢ɟͮ͝ڂǵ˱Ɏڂɂ́˱ͮʡ˱ͽɟ͝͝ڂ́ͮڂɟ̿Ξɟͮڂ˱́ڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟ՟͝ ǵ̿Ɏձ́@ڂ�ɎΞʡ́̿͝ΰڂˍŴ̿́ɿɟ͝͝ʡ́˱ǵڂ

Zoë Fuchs, Science Project Manager, TSC Alliance, San Francisco, CA
 
Zoë joined the TSC Alliance in March 2019 after volunteering with the organization in early 2018. She 
graduated from the University of California, Santa Barbara with a degree in Chemical Engineering. Zoë has 
a passion for preclinical and translational research. As an undergraduate, she studied methods to improve 
chemotherapeutic efficacy via liposomes and polymer-drug conjugates. Following graduation, she worked 
ɿ́̿ڂƣHĖ�՟͝ ڂǵ˱Ɏڂΰ˪̵ʎ́˪ǵˍڂǵ˱Ɏڂɟͽ˅ɟ˪ʡǵˍڂͽɎʡɟɎͮ͝ڂʎɟ͝ڂ΢ʎɟ̿ɟڂĖǵȻ́̿ǵͮ́̿ΰհڂżɟ͝ɟǵ̿ɂʎڂľ˱ɂ́ˍ́ʄΰڂˍƗ̿ǵ˱͝ˍǵͮʡ́˱ǵڂ
ͮɟͮ͝ɟɎڂ˱́Ξɟˍ̿ͮڂɟǵͮ˪ɟ˱ͮ͝ڂʡ˱ڂǵڂʎʡʄʎՈͮʎ̿́ͽʄʎ̵ͽͮڂˍǵȻձڂƉʎɟڂǵˍ́͝ڂ΢́̿˅ɟɎڂǵ͝ڂǵڂġɟɎʡɂǵˍڂƉɂ̿ʡȻɟڂɿ́̿ڂ�ɟ́̿ʄɟڂǆǵ͝ʎ-
ʡ˱ʄͮ́˱ڂԲ�ǆԼڂƣ˱ʡΞɟ̿͝ʡͮΰڂʡ˱ڂǵڂ΢ʡɎɟ̿ڂǵ˱ʄɟ́ڂɿ̵͝ڂɟɂʡǵˍʡͮ͝ڂɂˍʡ˱ʡɂ͝հ̵͝ڂɟ˱Ɏʡ˱ʄ́ڂͮ́͝˪ڂɿڂʎɟ̿ͮڂʡ˪ɟڂ΢́̿˅ʡ˱ʄڂǵͮͮڂʎɟڂ�ǆڂ
Cancer Center.

S ձ̿ڂŴ̿ǵɎ˱ΰǵڂ�ǵɎʄʡˍհڂSʡ̿ɟɂͮ́ հ̿ڂƗƉHڂHˍʡ˱ʡɂհڂČ́˅ʡˍǵȻɟ˱ڂ�˪Ȼǵ˱ʡڂ ̵́͝ʡͮǵˍհڂġͽ˪ȻǵʡհڂÄ˱Ɏʡǵ

S ձ̿ڂŴ̿ǵɎ˱ΰǵڂ�ǵɎʄʡˍڂʡ͝ڂǵ̵ڂǵɟɎʡǵͮ̿ʡɂڂ˱ɟͽ̿́ˍ́ʄʡͮ͝ڂ΢ʡͮʎڂǵ̵͝ڂɟɂʡǵˍڂʡ˱ͮɟ̿ɟͮ͝ڂʡ˱ڂɂ́˪̵ˍɟΫڂɟ̵ʡˍɟ̵͝ΰձڂƉʎɟڂǵ˱ɂʎ́̿͝ڂ
the paediatric epilepsy surgery program, a comprehensive program offering resective surgeries with 1 or 
ԇͮ͝ڂǵʄɟڂԲƉ^^�ԼڂɟΞǵˍͽǵͮʡ́˱͝ڂǵ͝ڂ˱ɟɟɎɟɎڂǵ͝ڂ΢ɟˍˍڂǵ̵͝ڂǵˍˍʡǵͮʡΞɟ̵́̿ڂɂɟɎͽ̿ɟ͝͝ڂͽɂʎڂǵ͝ڂǃĩƉհڂS@ƉڂɟͮɂձڂS ձ̿ڂ�ǵɎʄʡˍڂ
works closely with the national epilepsy associations to raise epilepsy awareness, conduct rural epilepsy 
camps, etc. Her clinic was fortunate to be designated as the first TSC clinic in India. The clinic supports 
the TSC Alliance of India, which though quite young, has been proactive in advocacy and raising aware-
˱ɟ͝͝ڂɿ́̿ڂƗƉHձڂS ձ̿ڂ�ǵɎʄʡˍ՟͝ ڂˍɂǵ́ˍڂʎɟͮڂɿ́̿ڂɟǵɂʎɟ̿ͮڂɎɟ͝ʡʄ˱ǵͮɟɎڂǵڂȻɟʡ˱ʄڂ˪ɿ̿́ڂǵ̵̿ͮ�ڂɟǵɂʎʡ˱ʄձͮڂʡ͝ڂ˱ǵ͝͝ʡ̵́ڂʎɟ̿ͮ́ڂ
postgraduate paediatric and paediatric neurology programs, she has had the chance to be the country 
lead for India for the international paediatric epilepsy teaching collaboration with the British Paediatric 
Neurology Association.
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ć́ǵ́ڂ�ǵ̿ɂʪǵհڂġSհڂSʡ̿ɟɂͮ́ հ̿ڂĩɟͽ̿ǵˍڂHˍʡ˱ʡɂհڂġɣ̿ʡɎǵհڂġɣΫʡɂ́

S ձ̿ڂ�ǵ̿ɂʡǵڂʄ̿ǵɎͽǵͮɟɎڂɿ̿́˪ͮڂʎɟڂ�ͽͮ́˱́˪́ͽ͝ڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂ�ͽǵɎǵˍǵʽǵ̿ǵڂǵ˱Ɏ̿ͮڂǵʡ˱ɟɎڂʡ˱̵ڂɟɎʡǵͮ̿ʡɂ͝ڂǵ˱Ɏ̵ڂɟɎʡ-
atric neurology at the National Institute of Pediatrics of Mexico City. He is currently director of the Neural 
group and also of the TSC clinic in Mérida, Yucatán, the first clinic established in Mexico.

Ɨǵ˱ʽǵˍǵڂƗձڂ�ʡ̵́͝˱հڂġSհڂSʡ̿ɟɂͮ́ հ̿ڂƗƉHՔ�́͝͝ɂʡǵͮɟɎڂĩɟͽ̵̿́͝ΰɂʎʡǵͮ̿ʡɂڂSʡ́̿͝Ɏɟ̿͝ڂƣ˱ʡͮհڂĖɟڂ@́˱ʎɟͽ̿ڂHʎʡˍɎ̿ɟ˱՟͝ ڂ
Hospital, Memphis, TN

S ձ̿ڂƗǵ˱ʽǵˍǵڂ�ʡ̵́͝˱ڂʡ͝ڂȻ́ͮʎڂǵڂɂʎʡˍɎڂ˱ɟͽ̿́ˍ́ʄʡͮ͝ڂǵ˱Ɏڂ˱ɟͽ̿́ɎɟΞɟˍ̵́˪ɟ˱ͮǵˍڂɎʡ͝ǵȻʡˍʡͮʡɟ̵͝͝ڂɟɂʡǵˍʡͮ͝ձڂƉʎɟڂɿ́ͽ˱Ɏ-
ed the TSC Center of Excellence at Kennedy Krieger Institute and established an interdisciplinary model 
of care for children and adults with TSC-associated neuropsychiatric disorders. She has now moved to 
Ėɟ@́˱ʎɟͽ̿ڂHʎʡˍɎ̿ɟ˱՟͝ ڂɿ́ڂƣ˱ʡΞɟ̿͝ʡͮΰڂʎɟͮڂǵͮڂSʡ͝ǵȻʡˍʡͮʡɟ͝ڂˍSɟΞɟˍ̵́˪ɟ˱ͮǵڂɿ́̿ڂHɟ˱ͮɟ̿ڂʡ˱ʄˍ́@ڂʎɟͮڂǵ˱Ɏڂˍʡͮǵ̵́͝ ڂ
Tennessee Health Sciences Center in Memphis, TN where she has established a clinical and research unit 
dedicated to TSC-associated neuropsychiatric disorders.

Jen Glass, CGC, Cincinnati Children’s Hospital, Cincinnati, OH

ćɟ˱ڂɿɟˍˍڂʡ˱ڂˍ́Ξɟڂ΢ʡͮʎڂʄɟ˱ɟͮʡɂ͝ڂǵͮͮڂʎɟڂǵʄɟ́ڂɿڂԆԊڂǵͮڂǵ͝ڂͽ˪˪ɟ̿ڂǵɂǵɎɟ˪ʡɂڂɂǵ˪̵ձڂƉʎɟڂʄ́ͮڂʎɟ̿ڂ@ǵɂʎɟˍ́̿՟͝ ڂɎɟʄ̿ɟɟڂ
ʡ˱ڂ�ɟ˱ɟͮʡɂ͝ڂǵͮڂŴͽ̿Ɏͽɟڂƣ˱ʡΞɟ̿͝ʡͮΰڂǵ˱Ɏڂʎɟ̿ڂġǵͮ͝ɟ̿՟͝ -ƣ˱ʡΞɟ̿ڂżɟ͝ɟ̿Ξɟڂ˱ǆɟͮ͝ɟ̿ڂHǵ͝ɟڂǵͮڂH́ͽ˱͝ɟˍʡ˱ʄڂ�ɟ˱ɟͮʡɂڂ˱ʡڂ
͝ʡͮΰձڂćɟ˱ڂʎǵ͝ڂȻɟɟ˱ڂ΢́̿˅ʡ˱ʄڂǵͮͮڂʎɟڂƗƉHڂHɟ˱ͮɟ̿́ڂɿڂ^Ϋɂɟˍˍɟ˱ɂɟڂǵͮڂHʡ˱ɂʡ˱˱ǵͮʡڂHʎʡˍɎ̿ɟ˱՟͝ ڂԇԅԆԅհڂʡ˱ɂɟ͝ڂˍʡͮǵ̵́͝ ڂ
΢ʎɟ̿ɟ͝ڂʎɟڂǵˍ́͝ڂ˪ǵ˱ǵʄɟͮ͝ڂʎɟͮڂɟǵ˪́ڂɿڂʄɟ˱ɟͮʡɂڂɂ́ͽ˱͝ɟˍ́̿͝ڂ΢́̿˅ʡ˱ʄڂʡ˱ͮڂʎɟڂHʡ˱ɂʡ˱˱ǵͮʡڂHʎʡˍɎ̿ɟ˱՟͝ ڂˍʡͮǵ̵́͝ ڂ
�ɟ˱ɟͮʡɂ͝ڂǵ˱Ɏڂ�ɟ˱́˪ʡɂ͝ڂSʡǵʄ˱́ͮ͝ʡɂڂĖǵȻ́̿ǵͮ́̿ΰձڂÄ˱ڂǵɎɎʡͮʡ́˱̵́̿ڂ́ͮڂΞʡɎʡ˱ʄڂʄɟ˱ɟͮʡɂڂɂ́ͽ˱͝ɟˍʡ˱ʄڂ́ͮڂɿǵ˪ʡˍʡɟ͝ڂ΢ʡͮʎڂ
TSC, Jen also supervises students and is involved in TSC clinical research. Jen has a particular interest in 
patients with persistent negative genetic testing and developing pregnancy related recommendations for 
patients and/or pregnancies affected by TSC. Jen loves working with TSC patients and has been excited 
to become involved with the TSC Alliance by giving talks and serving on the TSC Alliance Professional 
Advisory Board.

Jonathan Goldstein, Former TSC Alliance Future Leader, New York, NY 

Jonathan is a TSC patient who is focused on promoting health equity and increasing access to affordable, 
quality care for all individuals--especially those who have been historically disenfranchised in our health 
systems. He is a management professional with experience in business unit strategy planning and devel-
opment, marketing, operating model design and implementation. Jonathan has led initiatives centered on 
behavioral health, Medicare, labor and public policy analysis, digital strategy frameworks, payer agnostic 
product solutions, and has experience leading teams, spearheading diversity, equity and inclusion initia-
tives and working in cross-functional, matrixed organizations. Jonathan is based in New York City and 
currently serves on the TSC Alliance Equity, Diversity, & Inclusion Taskforce and on the TSC Alliance Board 
́ɿڂSʡ̿ɟɂͮ́̿͝ڂľͽͮ̿ɟǵɂʎڂH́˪˪ʡͮͮɟɟձڂ ɟ̵̿ڂɟΞʡ́ͽ͝ˍΰ̵ڂǵ̿ͮʡɂʡ̵ǵͮɟɎڂʡ˱ͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂ�ͽͮͽ̿ɟڂĖɟǵɎɟ̿͝ڂŴ̿́ʄ̿ǵ˪ڂ
and enjoys mentoring young adults with TSC. 

^ˍʡφǵȻɟͮʎڂƉձ́͝�ڂ˱ɟˍˍհڂSġSհڂġƉհ́͝͝�ڂɂʡǵͮɟڂŴ̿́ɿɟ́̿͝͝ՈHˍʡ˱ʡɂǵˍհڂHʡ˱ɂʡ˱˱ǵͮʡڂHʎʡˍɎ̿ɟ˱՟͝ ڂˍġɟɎʡɂǵڂˍʡͮǵ̵́͝ ڂ
Center, Cincinnati, OH

^ˍʡφǵȻɟͮʎڂƉձ́͝�ڂ˱ɟˍˍհڂSġSհڂġƉհڂʡ͝ڂǵ̵ڂɟɎʡǵͮ̿ʡɂڂɎɟ˱ͮʡͮ͝ڂǵ˱Ɏڂǵ́͝͝ɂʡǵͮɟ̵́̿ڂɿɟ́̿͝͝ڂǵͮڂHʡ˱ɂʡ˱˱ǵͮʡڂHʎʡˍɎ̿ɟ˱՟͝ -ʡ̵́͝ ڂ
ͮǵˍڂġɟɎʡɂǵˍڂHɟ˱ͮɟ̿ڂԲHH ġHԼڂʡ˱ڂHʡ˱ɂʡ˱˱ǵͮʡհڂľʎʡ́ձڂƉʎɟڂʡ͝ڂǵڂɿͽˍˍՈͮʡ˪ɟڂǵͮͮɟ˱Ɏʡ˱ʄ̵ڂʎΰ͝ʡɂʡǵ˱հڂɟɎͽɂǵͮɟ̿͝ڂɟ͝ʡɎɟ˱ͮ͝հڂ
maintains a clinical practice and conducts clinical research. She specializes in infant oral healthcare and 
ɂǵ̿ʡ˱ʄڂɿ́̿ڂɂʎʡˍɎ̿ɟ˱հڂǵɎ́ˍɟ͝ɂɟ˱ͮ͝ڂǵ˱ɎڂǵɎͽˍͮ͝ڂ΢ʡͮʎ̵͝ڂɟɂʡǵˍڂʎɟǵˍͮʎɂǵ̿ɟڂ˱ɟɟɎ͝ձڂĖ́ɂǵˍˍΰհ͝ڂʎɟ͝ڂɟ̿Ξɟ͝ڂǵ͝ڂǵڂ˪ɟ˪Ȼɟ̿ڂ
of the craniofacial anomalies team and as a consultant and providing dentist for the TSC team at CCHMC. 
Nationally, she is on the qualifying exam committee for the American Board of Pediatric Dentistry. She 
serves on the Professional Advisory Board for the TSC Alliance and has assisted in updating oral health 
̿ɟɂ́˪˪ɟ˱Ɏǵͮʡ́˱͝ڂɿ́̿ͮڂʎɟڂƗƉHڂɂ́˱͝ɟ˱͝ͽͮ͝͝ڂǵͮɟ˪ɟ˱̵ͮ͝ڂͽȻˍʡ͝ʎɟɎڂʡ˱ڂԇԅԆԇڂǵ˱ɎڂԇԅԇԆձڂS ձ̿́͝�ڂ˱ɟˍˍڂʡͮ͝ڂʎɟڂɂʎǵʡ̿ڂ
of the Council on Clinical Affairs, committee on special health care needs in the American Academy of 
Pediatric Dentistry. Her research focuses on behavior guidance techniques and helping children manage 
anxiety in the dental clinic. Also, her research focuses on the oral health conditions and challenges in re-
ceiving oral healthcare for children with special healthcare needs. 
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Althea Grace, Musician, TSC Parent, Los Angeles, CA

�̿ɟ͝ʎ́ڂɿɿڂǵ̵́ڂ΢ɟ̿ɿͽˍ̿ڂͽ˱ڂǵ˱ɎڂƗ̵́ڂԊԅ̵ڂˍǵɂɟ˪ɟ˱ͮڂ˱́ڂ�@H՟͝ ڂʎɟ̿ڂǵ˱Ɏڂǵɂɟ̿�ڂʎɟǵͮˍ�ڂԇԆՈΰɟǵ̿Ո́ˍɎڂAmerican Idolհڂ
ͮ́̿͝ΰ́ͮڂͽɂʎɟɎͮڂʎɟڂʎɟǵ̿ͮ́͝ڂɿڂ˪ʡˍˍʡ́˱͝ձڂ�ˍͮʎɟǵ՟͝ ڂȻͽͮڂգŴ̵́հڂǵ͝հڂʎɟ̿͝ɟˍɿڂɎɟ͝ɂ̿ʡȻɟ͝ڂʎɟ͝ڂǵ˱Ɏڂͽ͝ʡɂհ˪ڂ΢ǵ͝ڂΞɟ́ˍڂɿʡ̿ͮ͝ڂ
ڂĖ́Ȼ́͝ڂĖ́͝ڂʎɟͮڂ˱́ڂɿɟǵͮͽ̿ɟɎڂ΢ǵ͝ڂƉʎɟڂձդ̵̵́ڂɿ́ڂΰ̵ɟͮڂɟǵͮˍɟ͝@ڂƗʎɟڂ̿́ڂ�ǵɂɟ͝ڂƗʎɟڂʡ˅ɟˍڂɟ̿́˪ڂɎɟ̿˱Ո̵̵́հ́˪ڂͮ́˱
Ξɟ̿͝ʡ́˱́ڂɿͮڂʎɟڂƉʎʡ˱͝՟́͝ڂ˱ʄڂգƗʎɟڂ�ɟǵ ձ̿դڂƉʎɟڂ΢ǵ͝ڂǵˍ̵́̿͝ڂɟΞʡ́ͽ͝ˍΰڂɂ̿ɟɎʡͮɟɎڂɿ́̿ڂ΢̿ʡͮʡ˱ʄڂ˱́ڂ@̿ǵ˪ʎǵˍˍ՟͝ ڂ˪ǵˍȻͽڂ
գƉʎǵɎɟ͝հդڂʡ˱ɂˍͽɎʡ˱ʄͮڂʎɟ̿ͮڂǵɂ˅ڂգ^Ξɟ̿ΰͮʎʡ˱ʄڂǓ́ͽڂĩɟɟɎդڂɿɟǵͮͽ̿ʡ˱ʄڂ^̿ʡɂڂHˍǵ̵ͮ́˱ձڂ�ˍͮʎɟǵ͝ڂʎɟڂ΢ǵ͝ڂʎ́˱́̿ɟɎڂʡ˱ڂ
2021 at Comedy for a Cure 19.5 with the TSC Champion Award and performed at the 20th Anniversary 
Comedy for a Cure. 

ż́Ȼ̿�ڂǵ˱ɎʡǵհڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂ@́ǵ̿Ɏ́ڂɿڂSʡ̿ɟɂͮ́̿͝հڂ�Ɏͽˍͮڂżɟʄʡ́˱ǵˍڂH́́̿Ɏʡ˱ǵͮ́ հ̿ڂżʡΞɟ̿͝ʡɎɟհڂH�

ż́Ȼ̿�ڂǵ˱Ɏʡǵڂʡ͝ڂǵ˱ڂǵɎͽˍͮڂ΢ʡͮʎڂƗƉHڂǵ˱Ɏڂʎǵ͝͝ڂɟ̿ΞɟɎڂǵ͝ڂǵڂΞ́ˍͽ˱ͮɟɟ̿ڂɿ́̿ͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂɿ́̿ڂ˪ǵ˱ΰڂΰɟǵ̿͝հڂ˪́Ɏ-
erating Regional TSC Conferences, Marching on Capitol Hill, serving on panels at the 2014 and 2018 World 
TSC Conferences and participating in the Outreach Committee. He currently serves as a TSC Alliance 
Adult Regional Coordinator. He has three children with TSC. 

żΰˍɟɟ̿�ڂǵ˱ɎʡǵհڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂǃ́ˍͽ˱ͮɟɟ̿ڂǵ˱Ɏ̿́�ڂ˪ɟ̿ڂ�ͽͮͽ̿ɟڂĖɟǵɎɟ հ̿ڂżʡΞɟ̿͝ʡɎɟհڂH�

żΰˍɟɟ̿�ڂǵ˱Ɏʡǵڂʡ͝ڂǵڂΰ́ͽ˱ʄڂǵɎͽˍͮڂ΢ʡͮʎڂƗƉHڂ΢ʎ́ڂ΢ǵ͝ڂɎʡǵʄ˱́͝ɟɎڂǵͮڂԆԏڂ˪́˱ͮʎ́͝ڂˍɎձڂżΰˍɟɟ՟͝ ڂ΢́ͮڂǵ˱Ɏڂɿǵͮʎɟ̿ڂ
younger brothers also have TSC, each with different manifestations and levels of severity. Over the years 
Rylee has helped her parents in a caretaking role of her brothers learning to manage behaviors, assisting 
with schoolwork and medication. She has also volunteered with the TSC Alliance at Step Forward to Cure 
TSC walks, Comedy for a Cure and TSC Regional Conferences. In 2017 Rylee was a TSC Alliance Future 
ĖɟǵɎɟ̿ڂǵ˱Ɏ̵ڂǵ̿ͮʡɂʡ̵ǵͮɟɎڂʡ˱ͮڂʎɟڂġǵ̿ɂʎڂ˱́ڂHǵ̵ʡͮ́ˍڂ ʡˍˍڂʡ˱ڂԇԅԆԎհڂԇԅԆԏڂǵ˱Ɏ́ڂ˱ˍʡ˱ɟڂʡ˱ڂԇԅԇԆڂǵ˱ɎڂԇԅԇԇձڂƉʎɟڂ΢̿́ͮɟڂ
ǵڂȻˍ́ʄڂǵ͝ڂǵڂ�ͽͮͽ̿ɟڂĖɟǵɎɟ̿ͮڂʡͮˍɟɎڂգƗʎɟڂĖʡɿɟ́ڂɿڂżΰդͮڂʎǵͮڂɎʡ͝ɂͽ͝͝ɟɎڂʎɟ̿ڂƗƉHڂʽ́ͽ̿˱ɟΰձڂżΰˍɟɟڂǵͮͮɟ˱ɎɟɎͮڂʎɟڂԇԅԆԏڂ
World TSC Conference, supporting young adults; she also wrote an article in the Winter 2018 Perspective 
˪ǵʄǵφʡ˱ɟձڂƗʎɟ̿�ڂǵ˱Ɏʡǵڂɿǵ˪ʡˍΰڂ΢ǵ̿͝ڂɟɂ́ʄ˱ʡφɟɎڂǵͮڂH́˪ɟɎΰڂɿ́̿ڂǵڂHͽ̿ɟڂʡ˱ڂԇԅԆԏڂ΢ʡͮʎͮڂʎɟڂH́ͽ̿ǵʄɟڂʡ˱ڂĖɟǵɎ-
ership Award in which Rylee played a role in the family being nominated; she created artwork with her 
brothers that was auctioned off at the event. After high school, Rylee attended junior college with a focus 
on early childhood development, but with the COVID epidemic and need for instructional aids in the public 
school system, she decided to put college on hold. She is currently an instructional aid and has found her 
̵ͽ̵̿́͝ɟڂʡ˱͝ڂͽ̵̵́̿ͮʡ˱ʄͮ͝ڂͽɎɟ˱ͮͮ͝ڂʎǵͮ̿ͮ͝ڂͽʄʄˍɟڂ΢ʡͮʎڂǵɂǵɎɟ˪ʡɂ́ڂȻͮ͝ǵɂˍɟ͝ձ́̿�ڂ΢ʡ˱ʄڂͽ̵ڂ΢ʡͮʎʡ˱ͮڂʎɟڂƗƉHڂɂ́˪-
munity and seeing the support from the TSC Alliance has helped Rylee see the difference one person can 
make in the lives of others.

Ɖʎǵ˱˱́˱̿�ڂǵ˱ɎʡǵհڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂ�Ɏͽˍͮڂżɟʄʡ́˱ǵˍڂH́́̿Ɏʡ˱ǵͮ́ հ̿ڂżʡΞɟ̿͝ʡɎɟհڂH�

Ɖʎǵ˱˱́˱̿�ڂǵ˱Ɏʡǵڂʡ͝ڂǵ̵́͝ڂͽ͝ɟڂǵ˱Ɏڂǵڂ˪́ͮʎɟ̿́ڂɿͮڂʎ̿ɟɟڂɎʡǵʄ˱́͝ɟɎڂ΢ʡͮʎڂƗƉHձڂƉʎɟڂʎǵ͝ڂȻɟɟ˱ͮڂʎɟڂɿǵ˪ʡˍΰڂɂǵ̿ɟ-
taker with each member in the family battling different manifestations and different levels of severity. 
Ɖʎǵ˱˱́˱ڂʎǵ͝ڂȻɟɟ˱ڂǵ̵ڂͽȻˍʡɂڂɟɎͽɂǵͮʡ́˱ͮڂɟǵɂʎɟ̿ڂɿ́̿ڂԇԅڂΰɟǵ̿͝ڂ΢ʡͮʎڂǵڂġǵͮ͝ɟ̿՟͝ -ɟɎͽɂǵڂˍͽˍͮʡՈɂͽˍͮͽ̿ǵ˪ڂ˱ʡڂɎɟʄ̿ɟɟڂ
tion and recently completed a reading certificate program from USC. She first became involved with the 
TSC Alliance by participating in the local Step Forward to Cure TSC in 2010. From there Shannon and her 
husband Rob became Adult Regional Coordinators in 2014, supporting adults in 12 states. She participates 
in Adult Topic Calls and has been a speaker at multiple TSC Alliance educational events including the 2014 
and 2018 World Conferences and local regional conferences. Shannon has participated in March on Capitol 
 ʡˍˍڂɿ́̿ͮڂʎɟ̵ڂǵͮ͝ڂɟʡʄʎͮڂΰɟǵ̿͝ձڂÄ˱ڂԇԅԆԍհڂƉʎǵ˱˱́˱̿ڂɟɂɟʡΞɟɎͮڂʎɟڂǃ́ˍͽ˱ͮɟɟ̿́ڂɿͮڂʎɟڂǓɟǵ̿ڂ�΢ǵ̿Ɏհڂǵ˱Ɏڂʡ˱ڂԇԅԆԏͮڂʎɟڂ
�̿ǵ˱Ɏʡǵڂɿǵ˪ʡˍΰڂ΢ǵ̿͝ڂɟɂ́ʄ˱ʡφɟɎڂǵͮڂH́˪ɟɎΰڂɿ́̿ڂǵڂHͽ̿ɟڂ΢ʡͮʎͮڂʎɟڂH́ͽ̿ǵʄɟڂʡ˱ڂĖɟǵɎɟ̿͝ʎʡ̵ڂ�΢ǵ̿ɎձڂƉʎǵ˱˱́˱ڂʡ͝ڂ
on the Comedy for a Cure and the Step Forward for a Cure planning committees, and she and her husband 
were the Southern California walk chairs in 2018 and co-chairs in 2019. In August 2020, Shannon was 
ʄʡΞɟ˱ͮڂʎɟ̵̵ͮ̿́́ڂͽ˱ʡͮΰڂ́ͮڂȻɟڂǵ̵͝ڂɟǵ˅ɟ̿ڂʡ˱ڂǵڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂ΢ɟȻʡ˱ǵ̿ͮڂʎǵͮڂɿ́ɂͽ͝ɟɎڂ˱́ڂHľǃÄSՔԆԐڂǵ˱Ɏ́�ڂʡ˱ʄڂ@ǵɂ˅ڂ
to School. Over the years the TSC Alliance and TSC community have become family to Shannon, and she 
knows the importance of supporting those living with TSC in all stages of the journey as her children were 
diagnosed very young and are now 21, 18 and 15 years old. 
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�ɟ̿ǵˍɎ̿�ڂǵ˱ͮհڂġSհڂŴ̿́ɿɟ́̿͝͝ڂǵ˱ɎڂHʎǵʡ̿́ڂɿڂĩɟͽ̿́͝ͽ̿ʄɟ̿ΰհڂSͽ˅ɟڂƣ˱ʡΞɟ̿͝ʡͮΰհڂSͽ̿ʎǵ˪հڂĩH

S ձ̿ڂ�ɟ̿ǵˍɎ̿�ڂǵ˱ͮڂʡ͝ڂɂͽ̿̿ɟ˱ͮˍΰڂǵ˱ڂ^˱Ɏ́΢ɟɎڂŴ̿́ɿɟ́̿͝͝ڂʡ˱ͮڂʎɟڂSɟ̵ǵ̿ͮ˪ɟ˱ͮ́ڂɿڂĩɟͽ̿́͝ͽ̿ʄɟ̿ΰڂǵ˱ɎڂHʎʡɟɿ́ڂɿڂŴɟɎʡ-
ǵͮ̿ʡɂڂĩɟͽ̿́͝ͽ̿ʄɟ̿ΰڂǵͮڂƉͮǵ˱ɿ́̿Ɏڂƣ˱ʡΞɟ̿͝ʡͮΰձڂÄ˱̵̿�ڂʡˍհڂS ձ̿̿�ڂǵ˱ͮڂ΢ʡˍˍڂȻɟڂ˪́Ξʡ˱ʄڂȻǵɂ˅ڂ́ͮڂSͽ˅ɟڂ́ͮڂȻɟڂŴ̿́ɿɟ́̿͝͝ڂ
ǵ˱ɎڂHʎǵʡ̿́ڂɿͮڂʎɟڂSɟ̵ǵ̿ͮ˪ɟ˱ͮ́ڂɿڂĩɟͽ̿́͝ͽ̿ʄɟ̿ΰձڂS ձ̿̿�ڂǵ˱ͮڂʄ̿ǵɎͽǵͮɟɎڂ΢ʡͮʎڂǵڂ@ǵɂʎɟˍ́̿́ڂɿڂƉɂʡɟ˱ɂɟڂɎɟʄ̿ɟɟڂʡ˱ڂ
Neuroscience from Duke University and completed medical education at Stanford University School of 
ġɟɎʡɂʡ˱ɟձڂS ձ̿̿�ڂǵ˱ͮڂɂ́˪̵ˍɟͮɟɎ̿ڂɟ͝ʡɎɟ˱ɂΰ̿ͮڂǵʡ˱ʡ˱ʄڂǵͮͮڂʎɟڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂǆǵ͝ʎʡ˱ʄͮ́˱ڂǵ˱Ɏڂɂ́˪̵ˍɟͮɟɎڂǵڂɿɟˍ-
ˍ́΢͝ʎʡ̵ڂʡ˱̵ڂɟɎʡǵͮ̿ʡɂڂ˱ɟͽ̿́͝ͽ̿ʄɟ̿ΰڂǵͮڂƉɟǵͮͮˍɟڂHʎʡˍɎ̿ɟ˱՟͝ Sڂʡͮǵˍձ̵́͝ ڂ ձ̿̿�ڂǵ˱ͮͮڂʎɟ˱͝ڂɟ̿ΞɟɎڂǵɂͮʡΞɟڂɎͽͮΰڂʡ˱ͮڂʎɟڂ
ƣ˱ʡͮɟɎڂƉͮǵͮɟ͝ڂ�ʡ̿̿́�ڂɂɟڂǵ˱Ɏڂ΢ǵ͝ڂɎɟ̵ˍ́ΰɟɎڂ́ͮڂÄ̿ǵ̻ڂʡ˱͝ڂͽ̵̵́̿ͮ́ڂɿڂľ̵ɟ̿ǵͮʡ́˱ڂÄ̿ǵ̻ʡ̿�ڂɟɟɎ́˪ձڂS ձ̿̿�ڂǵ˱ͮڂʽ́ʡ˱ɟɎڂ
ͮʎɟڂɿǵɂͽˍͮΰڂǵͮڂSͽ˅ɟڂʡ˱ڂԇԅԅԍڂǵ˱Ɏڂ΢ǵ̿͝ڂɟɂ̿ͽʡͮɟɎڂȻǵɂ˅ڂ́ͮڂƉͮǵ˱ɿ́̿Ɏڂʡ˱ڂԇԅԆԉձڂS ձ̿̿�ڂǵ˱ͮڂʎǵ͝ڂ΢̿ʡͮͮɟ˱́ڂΞɟ̿ڂԇԎԅڂ
peer-reviewed manuscripts and over 40 book chapters. He is a Diplomat of the American Board of Neu-
rological Surgery and is also board certified in Pediatric Neurosurgery by the American Board of Pediatric 
ĩɟͽ̿́ˍ́ʄʡɂǵˍڂƉͽ̿ʄɟ̿ΰձڂS ձ̿̿�ڂǵ˱ͮڂʡ͝ڂǵڂɿɟˍˍ́΢́ڂɿͮڂʎɟڂ�˪ɟ̿ʡɂǵ˱ڂH́ˍˍɟʄɟ́ڂɿڂƉͽ̿ʄɟ́˱͝ڂǵ˱Ɏͮڂʎɟڂ�˪ɟ̿ʡɂǵ˱́͝͝�ڂɂʡǵ-
tion of Neurological Surgeons. He has a specialized clinical interest in the surgical management of epilepsy 
in children. 

Nishant Gupta, MD, Scientific Director, The LAM Foundation, Cincinnati, OH

S ձ̿ڂĩʡ͝ʎǵ˱ͮڂ�ͽ̵ͮǵڂʡ͝ڂǵ˱́͝͝�ڂɂʡǵͮɟڂŴ̿́ɿɟ́̿͝͝ڂǵͮͮڂʎɟڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂHʡ˱ɂʡ˱˱ǵͮʡڂH́ˍˍɟʄɟ́ڂɿڂġɟɎʡɂʡ˱ɟڂ΢ʎɟ̿ɟڂʎɟڂ
ǵˍ́͝͝ڂɟ̿Ξɟ͝ڂǵͮ͝ڂʎɟڂSʡ̿ɟɂͮ́̿́ڂɿͮڂʎɟڂÄ˱ͮɟ̿ͮ͝ʡͮʡǵˍڂǵ˱Ɏڂżǵ̿ɟڂĖͽ˱ʄڂSʡ͝ɟǵ͝ɟ̵́̿ڂʄ̿ǵ˪ձڂ ɟڂʡ͝ڂǵˍ́ͮ͝ڂʎɟڂƉɂʡɟ˱ͮʡɿʡɂڂSʡ-
̿ɟɂͮ́̿́ڂɿڂƗʎɟڂĖ�ġ́�ڂͽ˱Ɏǵͮʡ́˱ڂǵ˱Ɏͮڂʎɟڂ˪ɟɎʡɂǵˍڂɎʡ̿ɟɂ̵ͮ̿́ڂɿͮڂʎɟڂĖ�ġڂɂˍʡ˱ʡɂڂ˱ɟͮ΢́̿˅ձڂS ձ̿ڂ�ͽ̵ͮǵ̵͝ڂɟɂʡǵˍʡφɟ͝ڂʡ˱ڂ
interstitial lung diseases, and his work is focused on defining the natural history, improving detection and 
ɎɟΞɟˍ̵́ʡ˱ʄͮڂǵ̿ʄɟͮɟɎͮڂʎɟ̿ǵ̵ʡɟ͝ڂɿ̵́̿ڂǵͮʡɟ˱ͮ͝ڂ΢ʡͮʎ̿ڂǵ̿ɟڂˍͽ˱ʄڂɎʡ͝ɟǵ͝ɟ͝͝ڂͽɂʎڂǵ͝ڂĖ�ġձڂ

Ėǵͮ̿ʡɂɟڂ ǵ˪ʡˍͮ́˱հڂĖʡɂɟ˱͝ɟɎڂŴ̿́ɿɟ͝͝ʡ́˱ǵˍڂH́ͽ˱͝ɟˍ́̿ڂƉͽ̵ɟ̿Ξʡ́͝ հ̿ڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂǃ́ˍͽ˱ͮɟɟ հ̿ڂġɟ˪̵ʎʡ͝հڂƗĩ

Ėǵͮ̿ʡɂɟڂ ǵ˪ʡˍͮ́˱ڂʡ͝ڂǵڂ΢ʡɿɟڂ́ͮڂǵ˱ڂǵ˪ǵφʡ˱ʄڂʎͽ͝Ȼǵ˱ɎհڂƗɟ̿̿ɟ˱ɂɟڂ ǵ˪ʡˍͮ́˱հڂǵ˱Ɏڂ˪́ͮʎɟ̿́ڂ́ͮڂ˱ɟڂ˪ǵ̿Ξɟˍ́ͽ́͝͝ڂ˱հڂ
Ɨɟ̿̿ɟ˱ɂɟڂ ǵ˪ʡˍͮ́˱ڂć ձ̿ڂԻԆԍԼձڂƉʎɟڂ΢́̿˅͝ڂǵ͝ڂǵڂĖʡɂɟ˱͝ɟɎڂŴ̿́ɿɟ͝͝ʡ́˱ǵˍڂH́ͽ˱͝ɟˍ́̿ڂƉͽ̵ɟ̿Ξʡ́̿͝ڂ΢ʎɟ̿ɟ͝ڂʎɟ̵͝ڂɟɂʡǵˍ-
izes in treating individuals of all ages with autism, ADHD, anxiety, depression, medical illnesses, trauma 
and stress related issues. Her devotedness as a therapist is inspired by personal experiences with her 
́͝˱ձڂƗɟ̿̿ɟ˱ɂɟڂć ձ̿ڂ΢ǵ͝ڂɎʡǵʄ˱́͝ɟɎڂ΢ʡͮʎڂƗƉHڂǵͮͮڂʎ̿ɟɟڂɎǵΰ́͝ڂˍɎձڂƗɟ̿̿ɟ˱ɂɟ՟͝ ڂɟ˱ʄǵʄɟɎڂǵɂͮʡΞɟˍΰڂȻ́ͮʎڂǵ̿ɟڂͮ͝˱ǵ̿ɟ̵ڂ
ʡ˱ڂǵˍˍڂǵ̵͝ɟɂͮ́͝ڂɿڂƗɟ̿̿ɟ˱ɂɟ՟͝ ڂSʡ͝ɟǵ͝ɟհڂČʡɎ˱ɟΰڂHʎ̿́˱ʡɂڂʡˍɟ̵͝ΰհ̵^ڂ΢ʡͮʎڂǵɂɂ́˪̵ǵ˱ʡɟɎڂʡ͝ڂƗɟ̿̿ɟ˱ɂɟڂɿ́̿ڂƗƉHڂɂǵ̿ɟձڂ
Multiple Rental Cysts, Rhabdomyoma, Hypertension, Anxiety and Autism. The Hamilton family first became 
ʡ˱Ξ́ˍΞɟɎڂ΢ʡͮʎͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂȻΰڂʎ́ͮ͝ʡ˱ʄڂƗɟ̿̿ɟ˱ɂɟڂǆ́̿ˍɎհڂ�ڂƗͽȻɟ̿́ͽ͝ڂƉɂˍɟ̿́͝ʡ͝ڂH́˪̵ˍɟΫڂԲƗƉHԼڂ�΢ǵ̿ɟ-
ness and Fundraising Event. Terrence World Foundation also provided scholarship funding for students 
˪ǵʽ́̿ʡ˱ʄڂʡ˱ͮڂʎɟڂ˪ɟɎʡɂǵˍ̵́̿ڂɿɟ͝͝ʡ́˱̵͝ڂ̿́ڂɟɂʡǵˍڂ˱ɟɟɎ̵́̿͝ڂʄ̿ǵ˪͝ձڂĖǵͮ̿ʡɂɟڂΞ́ˍͽ˱ͮɟɟ̿ɟɎڂǵ͝ڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂ^Ɏͽɂǵ-
Ɨɟ̿̿ɟ˱ɂɟ՟͝ڂʎǵ̿ɟɎ͝ڂɿǵ˪ʡˍΰڂ˱́ͮˍǵ˪ʡ ڂƗʎɟڂH́˱˱ɟɂͮձڂƗƉHڂ΢ʡͮʎڂ̿́ͮ˱ġɟڂ̿́ͮ ڂǆ́̿ˍɎڂԇԅԆԏڂʎɟͮڂǵͮڂƗƉHڂ΢ʡͮʎڂʽ́ͽ̿˱ɟΰڂ
ƗƉHڂH́˱ɿɟ̿ɟ˱ɂɟհڂǵ˱Ɏڂʎʡ̿́ͮ͝͝ڂΰڂʎǵ͝ڂȻɟɟ˱ڂɿɟǵͮͽ̿ɟɎڂǵ͝ڂգƗƉHڂʡ˱ͮڂʎɟڂĩɟ΢͝դڂʡ˱ڂԇԅԆԉհڂԇԅԆԎڂǵ˱ɎڂԇԅԇԆձڂ ɟڂʎǵ͝ڂ
Ȼɟɟ˱ڂɿɟǵͮͽ̿ɟɎڂʡ˱ڂŴɟ̵̿͝ɟɂͮʡΞɟڂġǵʄǵφʡ˱ɟڂǵ˱Ɏڂ˱́ڂƗƉHڂĩǵΞʡʄǵͮ́ ձ̿ڂĖǵͮ̿ʡɂɟڂ΢ǵ͝ڂɿɟǵͮͽ̿ɟɎͮڂ˱́ڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟ՟͝ ڂ
TSC Now Episode 27, sharing tips on how parents can support their children and themselves amidst the 
́˱ʄ́ʡ˱ʄڂHľǃÄSڂԆԐ̵ڂǵ˱Ɏɟ˪ʡɂձڂĖǵͮ̿ʡɂɟڂ΢ǵ͝ڂǵˍ́͝ڂɿɟǵͮͽ̿ɟɎڂʡ˱ͮڂʎɟڂƗƉHڂǆǵΞɟ͝ڂĩɟ΢͝ˍɟͮͮɟ̿ڂɿ́̿ڂǵɎͽˍͮ͝ڂ΢ʡͮʎڂƗƉHڂʡ˱ڂ
August 2021. The Hamilton family participated in the March on Capitol Hill to gain support for the TSCRP. 
Ɨʎɟڂ ǵ˪ʡˍͮ́˱ڂ�ǵ˪ʡˍΰڂɂͽ̿̿ɟ˱ͮˍΰڂʎ́ͮ͝͝͝ڂͽ̵̵́̿ͮڂɟΞɟ˱ͮ͝ڂ˱́ڂգ ̵́ɟڂʡ˱ڂƗƉHڂǵ˱Ɏڂ�ͽͮʡ͝˪ձդڂĖǵͮ̿ʡɂɟڂɂͽ̿̿ɟ˱ͮˍΰ͝ڂɟ̿Ξɟ͝ڂ
ʡǵ˱ɂɟ՟͝ˍˍ�ڂƗƉHڂʎɟͮڂ˱́ ڂʎɟͮڂɿʡ˱Ɏڂˍˍ΢ʡڂΰ́ͽڂɎǵΰհڂ˱ʄʡΞɟڂǵ˱ΰڂ˱ľڂɂɟձ̿́�ڂ˅Ɨǵ͝ڂԲ^SԧÄԼڂ˱Ä˱ɂˍͽ͝ʡ́ڂǵ˱ɎڂSʡΞɟ̿͝ʡͮΰڂͽʡͮΰհ̻^ڂ
Hamilton Family together, laughing, dancing, exercising, boxing and acting out scenes from all the Rocky 
@ǵˍȻ́ǵڂǵ˱ɎڂH̿ɟɟɎڂ˪́Ξʡɟ͝ձڂĖǵͮ̿ʡɂɟڂǵ˱Ɏڂʎɟ̿ڂɿǵ˪ʡˍΰڂǵ̿ɟ̵ڂǵ͝͝ʡ́˱ǵͮɟڂǵȻ́ͽͮڂˍʡΞʡ˱ʄڂǵ˱Ɏڂɟ˱ʽ́ΰʡ˱ʄڂˍʡɿɟڂ΢ʡͮʎڂʎ̵́ɟհڂ́˱ڂ
matter how complex. 

Karina Helboe, Chairman, Danish TSC Association, Tebstrup, Arhus, Denmark

As a spouse and a mother battling TSC since 2014, Karina lives the life of what TSC means on a daily basis 
ǵ˱Ɏ͝ڂʡ˱ɂɟ͝ڂʎɟ՟͝ ڂʎɟ̿ڂǵ͝ڂƗƉHڂɿ́ڂ΢́̿ˍɎڂʎɟͮڂǵΞʡʄǵͮɟ͝˱ڂʎɟ͝ڂɎǵΰհڂǵɂʎ^ڂʽ́ȻձڂԇԊՄԎՄԉԍԋڂǵڂʡͮ٘͝ڂǵΰՈǵͮՈʎ́˪ɟՈ˪́˪հͮ͝ڂǵڂ
children are transitioning to young adulthood or already adults in a difficult world when you are different. 
She has worked as a volunteer in the Danish TSC association since the beginning and has chaired it for 
the past four years. She works hard to get Danish doctors to care about TSC since TSC Clinics are not 
ǵΞǵʡˍǵȻˍɟڂʡ˱ڂSɟ˱˪ǵ̿˅ձڂČǵ̿ʡ˱ǵڂǵˍ́͝ڂ΢́̿˅͝ڂɂˍ́͝ɟˍΰڂ΢ʡͮʎڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂǵ˱Ɏͮڂʎɟڂ^ՔƗƉH͝ڂ́ͮڂͽ̵̵́̿ͮͮڂʎɟڂSǵ˱ʡ͝ʎڂ
community.
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Ėʡ͝ǵڂ ɟ˱͝˅ɟհڂġSհڂSʡ̿ɟɂͮ́ հ̿ڂHɟ˱ͮɟ̿ڂɿ́̿ڂĖ�ġڂżɟ͝ɟǵ̿ɂʎڂǵ˱ɎڂHˍʡ˱ʡɂǵˍڂHǵ̿ɟհڂ@ǆ հڂ ǵ̿Ξǵ̿ɎڂġɟɎʡɂǵˍڂƉɂʎ́́ˍհڂ
Boston MA

^ˍʡφǵȻɟͮʎڂԲĖʡ͝ǵԳڂŴɟͮ̿ʡڂ ɟ˱͝˅ɟڂʡͮ͝ڂʎɟڂSʡ̿ɟɂͮ́̿́ڂɿͮڂʎɟڂHɟ˱ͮɟ̿ڂɿ́̿ڂĖ�ġڂżɟ͝ɟǵ̿ɂʎڂǵ˱ɎڂHˍʡ˱ʡɂǵˍڂHǵ̿ɟڂǵͮڂ@̿ʡʄʎǵ˪ڂ
ǵ˱Ɏڂǆ́˪ɟ˱՟͝ ڂɿ́ڂġɟ˪Ȼɟ̿ڂɂʡǵͮɟ́͝͝�ڂ˱ǵڂƉɂʎ́́ˍհڂˍġɟɎʡɂǵڂǵ̿Ξǵ̿Ɏ ڂǵͮڂġɟɎʡɂʡ˱ɟڂɿ́ڂŴ̿́ɿɟ́̿͝͝ڂʡ͝ڂƉʎɟڂʡͮǵˍձ̵́͝ ڂ
the Broad Institute of MIT and Harvard and a practicing medical oncologist at the Dana-Farber Cancer In-
stitute. She earned her undergraduate degree summa cum laude from Yale University, where she majored 
in Molecular Biophysics and Biochemistry, and her MD from Harvard Medical School. Dr. Henske completed 
ǵ̿ڂɟ͝ʡɎɟ˱ɂΰڂʡ˱ڂÄ˱ͮɟ̿˱ǵˍڂġɟɎʡɂʡ˱ɟڂǵ˱Ɏڂǵڂɿɟˍˍ́΢͝ʎʡ̵ڂʡ˱ڂ ɟ˪ǵͮ́ˍ́ʄΰՄľ˱ɂ́ˍ́ʄΰڂǵͮͮڂʎɟڂġǵ͝͝ǵɂʎͽ͝ɟͮͮ͝ڂ�ɟ˱ɟ̿ǵˍڂ
Hospital. Her research laboratory is focused on the cellular, metabolic and immunologic mechanisms 
underlying the pathogenesis of TSC, Birt Hogg Dube and chromophobe RCC. She has most recently 
ͮ͝ͽɎʡɟɎͮڂʎɟ́̿ڂˍɟ́ڂɿڂ�ĖHĩڂǵ˱ɎڂƗƉHڂʡ˱ͮڂʎɟڂˍ́ɂǵˍʡφǵͮʡ́˱ڂǵ˱ɎڂǵɂͮʡΞʡͮΰ́ڂɿڂƗ�^@ڂԻĩǵͮڂH́˪˪ڂԇԅԇԆԼձڂƉʎɟڂʡ͝ڂǵڂ
member of the American Society for Clinical Investigation and the Association of American Physicians 
ǵ˱Ɏ͝ڂɟ̿Ξɟͮ͝ڂ˱́ڂʎɟڂ@́ǵ̿Ɏ́ڂɿڂSʡ̿ɟɂͮ́̿́͝ڂɿڂƗʎɟڂĖ�ġ́�ڂͽ˱Ɏǵͮʡ́˱ڂǵ˱ɎͮڂʎɟڂŴ̿́ɿɟ͝͝ʡ́˱ǵˍڂ�ɎΞʡ́̿͝ΰڂ@́ǵ̿Ɏ́ڂɿͮڂʎɟڂ
ƗƉHڂ�ˍˍʡǵ˱ɂɟձڂS ձ̿ڂ ɟ˱͝˅ɟڂʎǵ̿͝ڂɟɂɟʡΞɟɎڂǵ΢ǵ̿Ɏ͝ڂɿ́̿ڂʎɟ̿̿ڂɟ͝ɟǵ̿ɂʎڂɿ̿́˪ͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟհڂƗʎɟڂĖ�ġ́�ڂͽ˱Ɏǵ-
ͮʡ́˱հͮڂʎɟڂ�˪ɟ̿ʡɂǵ˱ڂƗʎ́̿ǵɂʡɂڂƉ́ɂʡɟͮΰڂǵ˱ɎͮڂʎɟڂƉ́ɂʡɟͮΰڂɿ́̿ڂǆ́˪ɟ˱՟͝ ڂŴ̿ʡφɟԳձڂġɟɎͮ̿́˱ʡɂڂԲͮʎɟڂżɟ͝ɟǵ̿ɂʎڂɟǵˍͮʎ ڂ

@ʡˍˍΰڂSձڂ ́ˍɂ́˪ȻɟհڂŴʎSհڂŴɟɎʡǵͮ̿ʡɂڂĩɟͽ̵̿́͝ΰɂʎ́ˍ́ʄʡͮ͝հڂĖɟڂ@́˱ʎɟͽ̿ڂHʎʡˍɎ̿ɟ˱՟͝ ڂɿ́ڂʡͮǵˍՄƣ˱ʡΞɟ̿͝ʡͮΰ̵́͝ ڂ
Tennessee Health Science Center

S ձ̿ڂ@ʡˍˍΰڂSձڂ ́ˍɂ́˪Ȼɟڂʡ͝ڂǵ̵ڂɟɎʡǵͮ̿ʡɂڂ˱ɟͽ̵̿́͝ΰɂʎ́ˍ́ʄʡͮ͝ڂǵ˱ɎڂɎʡ̿ɟɂͮ́̿́ڂɿڂɂˍʡ˱ʡɂǵˍ̿ͮڂǵʡ˱ʡ˱ʄڂǵͮڂĖɟڂ@́˱ʎɟͽ̿ڂHʎʡˍ-
Ɏ̿ɟ˱՟͝ ڂΞɟ̿ΰڂʡ͝ڂǵ˱ɎڂŴɟɎʡǵͮ̿ʡɂ͝ڂɿ́ڂͮ˱Sɟ̵ǵ̿ͮ˪ɟڂƣƗ ƉHڂʎɟͮڂ˱ʡڂ˅˱ǵ̿ڂɿɟ̵́̿́̿͝͝ڂͮ˱ǵ͝͝ʡͮ͝ǵڂ˱ǵڂʎ́ˍɎ͝ڂɟ ڂʡͮǵˍձ̵́͝ ڂ
committed to research and teaching across medical disciplines. Dr. Holcombe completed clinical rotations 
ǵͮڂHʎʡˍɎ̿ɟ˱՟͝ ڂɿ́ڂˍƉɂʎ́́ڂ͝˱ʡ˅̵́ ڂ͝˱Č̿ʡɟʄɟ̿Մć́ʎڂČɟ˱˱ɟɎΰڂǵ˱ɎڂSHԼڂԲǆǵ͝ʎʡ˱ʄͮ́˱հڂHɟ˱ͮɟ̿ڂˍġɟɎʡɂǵڂˍĩǵͮʡ́˱ǵڂ
ġɟɎʡɂʡ˱ɟڂԲ@ǵˍͮʡ˪́̿ɟհڂġSԼڂȻɟɿ́̿ɟڂɂ́˱ͮʡ˱ͽʡ˱ʄڂ˱́ڂ΢ʡͮʎ̿ڂɟ͝ʡɎɟ˱ɂΰڂǵͮڂHʎʡˍɎ̿ɟ˱՟͝ -ˍɿɟڂǵ˱Ɏڂ˱ġʡɂʎʡʄǵڂɿ́ڂˍʡͮǵ̵́͝ ڂ
ˍ́΢͝ʎʡ̵ڂǵͮڂ˱́̿˅�ڂHʎʡˍɎ̿ɟ˱՟͝ Sڂʡͮǵˍձ̵́͝ ڂ ձ̿ڂ ́ˍɂ́˪Ȼɟ͝ڂɟ̿Ξɟ͝͝ڂ˱́ڂɟΞɟ̿ǵˍڂʎ̵́͝ʡͮǵˍڂɂ́˪˪ʡͮͮɟɟ͝ڂǵ˱Ɏڂʡ͝ڂǵ˱ڂǵɂͮʡΞɟڂ
member of the American Epilepsy Society, TSC Alliance and the National Academy of Neuropsychology. 

�ˍɟΫڂǵ˱ɎڂĖɟ͝ˍɟΰڂ ́ˍ˪ɟ͝հڂƗƉHڂŴǵ̿ɟ˱ͮ͝հڂĖ́͝ڂ�˱ʄɟˍɟ͝հڂH�

�ˍɟΫڂǵ˱ɎڂĖɟ͝ˍɟΰڂǵ̿ɟͮڂʎɟ̵ڂǵ̿ɟ˱ͮ́͝ڂɿڂԉՈΰɟǵ̿Ո́ˍɎڂƉɟ̿ǵ̵ʎʡ˱ǵհڂ΢ʎ́ڂ΢ǵ͝ڂɎʡǵʄ˱́͝ɟɎڂ΢ʡͮʎڂƗƉHڂȻɟɿ́̿ɟڂȻʡ̿ͮʎձڂ�ˍ́˱ʄڂ
΢ʡͮʎͮڂʎɟʡ̿ڂ˱́͝ڂ�ˍɟΫǵ˱Ɏɟ հ̿ͮڂʎɟڂɿǵ˪ʡˍΰڂˍʡΞɟ͝ڂʡ˱ڂĖ́͝ڂ�˱ʄɟˍɟ͝ձڂ�ˍɟΫڂʡ͝ڂǵ˱ڂɟ˱ͮ̿ɟ̵̿ɟ˱ɟͽ̿ڂɿ́ɂͽ͝ɟɎڂ˱́ڂ˪ɟɎʡǵڂǵ˱Ɏڂ
ɟ˱ͮɟ̿ͮǵʡ˱˪ɟ˱ͮհڂǵ˱ɎڂĖɟ͝ˍɟΰڂʡ͝ڂǵ˱ڂǵͮͮ́̿˱ɟΰ̵͝ڂɟɂʡǵˍʡφʡ˱ʄڂʡ˱ڂȻͽ͝ʡ˱ɟ͝͝ڂˍʡͮʡʄǵͮʡ́˱ձڂĖɟ͝ˍɟΰڂʡ͝ڂǵˍ́͝ڂǃʡɂɟڂHʎǵʡ̿́ڂɿͮڂʎɟڂ
TSC Alliance of Southern California and serves on the Comedy for a Cure and Step Forward to Cure TSC 
planning committees.
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ć́ʎ˱ڂHձڂ ͽˍȻɟ̿ͮհڂġ@@Ɖհڂ�żHƉհڂ��HƉհڂƣ̿́ˍ́ʄʡɂڂƉͽ̿ʄɟ́˱հڂġʡ˱˱ɟǵ̵́ˍʡ͝հڂġĩ

John was born in England, educated at Kingswood School, Bath, UK, and attended Medical School in 
Ė́˱Ɏ́˱հڂʄ̿ǵɎͽǵͮʡ˱ʄڂġ@@Ɖڂʡ˱ڂԆԐԎԋձڂ ɟڂʎǵɎڂǵ˱ڂʡ˱ͮɟ̿˱͝ʎʡ̵ڂʡ˱ͮڂʎɟڂƣČհڂɂ́˱ɎͽɂͮɟɎ̿ڂɟ͝ɟǵ̿ɂʎڂǵͮڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂ
Western Australia, in Perth, Australia and Flying Doctor in North West Australia. He received general sur-
gical training beginning in UK and then moved to the USA for Urologic Surgery residency at University of 
Wisconsin and fellowship at University of Minnesota, completed in 1984; joined full time faculty at Univer-
sity of Minnesota, developing both clinical and basic interests and research into less invasive renal surgery 
for renal stones and renal cancer, with the development of a cellular injury lab, introducing low temperature 
ͮ̿ɟǵͮ˪ɟ˱ͮ́ڂɿ̿ڂɟ˱ǵˍڂɂǵ˱ɂɟ ձ̵̵̿́�ڂʡ˱ͮɟɎڂHʎǵʡ̿́ڂɿڂSɟ̵ǵ̿ͮ˪ɟ˱ͮڂԆԐԐԍՔԇԅԅԆհڂʎɟͮڂʎɟ˱ڂ˪́ΞɟɎڂʡ˱̵ͮ́̿ڂʡΞǵͮɟ̵̿ڂǵɂͮʡɂɟհڂ
continuing his academic interests. His son, Trevor, was born in 1985 and developed infantile spasms at 2 
˪́˱ͮʎ́͝ڂɿڂǵʄɟհ͝ڂɟɟ˱ڂȻΰڂS̿́�ڂ˪ɟφڂǵͮڂġǵΰ́ڂHˍʡ˱ʡɂڂǵ˱ɎڂɎʡǵʄ˱́͝ɟɎڂ΢ʡͮʎڂƗƉHհڂͽˍͮʡ˪ǵͮɟˍΰ̿ڂɟ̻ͽʡ̿ʡ˱ʄڂ˱ɟͽ̿́͝ͽ̿-
ʄʡɂǵˍ̿ͮڂɟǵͮ˪ɟ˱ͮڂǵɿͮɟ̿ڂ΢ʎʡɂʎ͝ڂɟʡφͽ̿ɟ͝ڂ΢ɟ̿ɟڂɂ́˱ͮ̿́ˍˍɟɎձڂƗ̿ɟΞ́̿ڂʡ͝ڂ˱́΢ڂԉԍڂǵ˱Ɏڂ˱́˱ՈΞɟ̿Ȼǵˍڂǵ˱Ɏڂǵͽͮʡͮ͝ʡɂհڂȻͽͮڂ
the cornerstone of their family. John has clinical and research interests in TSC, devoting a significant part 
of his urologic practice to the management of the renal effects of TSC, lecturing extensively and publish-
ing on the subject. This has led to close association with diverse groups of physicians, basic scientists, 
parents and caregivers with wide interests in TSC and a close association with the TSC Alliance, in par-
ticular with Dr. Michael Frost, pediatric neurologist in St. Paul, MN, co-founding and co-directing, the TSC 
Clinic of the Upper Midwest in the Twin Cities with him. Now recently retired, he continues in an advisory 
ɂǵ̵ǵɂʡͮΰڂ΢ʡͮʎڂȻ́ͮʎͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂƉɂʡɟ˱ͮʡɿʡɂڂ�ɎΞʡ́̿͝ΰڂ@́ǵ̿Ɏڂǵ˱Ɏڂ΢ʡͮʎڂǵڂɂˍɟǵ̿ڂʡ˱͝ʡʄʎͮڂǵ͝ڂƗ̿ɟΞ́̿՟͝ ڂɿ́ڂɿǵͮʎɟ̿ڂ
the issues and obstacles parents, family memers and caregivers of those with TSC face.

Emilie Hyde, TSC Alliance Adult Regional Coordinator, Owasso, OK

Emilie Hyde is a young adult with TSC. She is involved with the TSC Alliance where she is currently serving 
ǵ͝ڂǵڂ�Ɏͽˍͮڂżɟʄʡ́˱ǵˍڂH́́̿Ɏʡ˱ǵͮ́̿ڂǵ˱Ɏڂ΢ǵ͝ڂǵڂƗƉHڂ�ͽͮͽ̿ɟڂĖɟǵɎɟ ձ̿ڂƉʎɟڂʎǵ͝ڂȻɟɟ˱ڂǵ́̿ͮ͝ڂ˱ʄڂǵɎΞ́ɂǵͮɟڂɿ́̿ͮ́ڂʎɟ̿͝ڂ
with disabilities and has attended March on Capitol Hill. She met her husband, Foster Hyde, at the 2018 
World TSC Conference. Foster is also a young adult with TSC. She is a graduate of Tulsa Community Col-
ˍɟʄɟڂ΢ʡͮʎڂǵ˱ڂǵ́͝͝ɂʡǵͮɟ՟͝ ڂǵڂɿ́̿ڂżɟ̵̿ɟ͝ɟ˱ͮǵͮʡΞɟڂƉɟ̿Ξʡɂɟڂͮ˱Ŵǵͮʡɟڂǵڂǵ͝ڂ͝˅΢́̿ڂʡˍʡɟ˪^ڂǆ́̿˅ձڂˍŴ̿ɟՈƉ́ɂʡǵڂ˱ʡڂɎɟʄ̿ɟɟڂ
local medical facility. 

Foster Hyde, TSC Alliance Adult Regional Coordinator, Owasso, OK

Foster Hyde is 25 years old and was diagnosed with TSC at the age of 18 months and had brain surgery 
at the age of 5. He was seizure free until the age of 19 when he had a breakthrough seizure. At the 2018 
World TSC Conference, he met his eventual wife, Emilie, who also has TSC. They both have struggled a lot 
in are life but have overcome much together. 

�˱˱ǵڂćǵ˱͝ɟ˱հڂġSհڂŴʎSհڂ ɟǵɎ́ڂɿڂŴɟɎʡǵͮ̿ʡɂڂĩɟͽ̿́ˍ́ʄΰհڂ�˱ͮ΢ɟ̵̿ڂƣ˱ʡΞɟ̿͝ʡͮΰڂ ̵́͝ʡͮǵˍհڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂ�˱ͮ΢ɟ̵̿հڂ
Belgium 

Prof. Anna Jansen is a pediatric neurologist at Antwerp University Hospital. She is affiliated to the 
Ɨ̿ǵ˱͝ˍǵͮʡ́˱ǵˍڂĩɟͽ̿́͝ɂʡɟ˱ɂɟ͝ڂżɟ͝ɟǵ̿ɂʎ́̿�ڂͽ̵ڂǵͮͮڂʎɟڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂ�˱ͮ΢ɟ̵̿ڂǵ˱Ɏͮڂ́ͮڂʎɟڂĩɟͽ̿́ʄɟ˱ɟͮʡɂ͝ڂǵ˱Ɏڂ
ġɟ˱ͮǵˍڂ ɟǵˍͮʎڂǵ˱ɎڂǆɟˍˍȻɟʡ˱ʄڂżɟ͝ɟǵ̿ɂʎ́̿�ڂͽ̵͝ڂǵͮڂǃ̿ʡʽɟڂƣ˱ʡΞɟ̿͝ʡͮɟʡͮڂ@̿ͽ͝͝ɟˍձڂ ɟ̿ڂ΢́̿˅ڂʡ͝͝ڂͽ̵̵́̿ͮɟɎڂȻΰڂǵڂ
Ɖɟ˱ʡ́̿ڂHˍʡ˱ʡɂǵˍڂÄ˱Ξɟͮ͝ʡʄǵͮ́̿ڂ�ɟˍˍ́΢͝ʎʡ̵ڂɿ̿́˪ͮڂʎɟڂżɟ͝ɟǵ̿ɂʎ́�ڂͽ˱Ɏǵͮʡ́˱ڂ�ˍǵ˱Ɏɟ̿͝ڂԲ�ǆľԼձڂŴ̿́ɿձڂćǵ˱͝ɟ˱̿ڂͽ˱͝ڂ
a multidisciplinary TSC clinic and has participated in several clinical trials in TSC. Her research focuses 
on TSC-associated neuropsychiatric disorders. Together with Prof. Petrus de Vries, she co-leads the 
TANDem project, an international multi-disciplinary mobile-health project to empower families and 
individuals who live with TSC around the world. She serves as a scientific advisor to be-TSC, the Belgian 
TSC advocacy association. 
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ƉʎǵɿǵˍʡڂƉ̵ͽ̿ˍʡ˱ʄڂćɟͮ͝ɟհڂġSհڂHʎʡɟɿհڂSʡΞʡ͝ʡ́˱́ڂɿڂĩɟͽ̿́ˍ́ʄΰհڂĩɟͽ̿́ˍ́ʄʡɂǵˍڂÄ˱ͮ͝ʡͮͽͮɟڂH́ՈSʡ̿ɟɂͮ́ հ̿ڂĖǵ͝ڂġǵɎ̿ʡ˱ǵ͝ڂ
Chair, Children’s Hospital, Los Angeles, CA

Dr. Jeste is a behavioral child neurologist specializing in autism and related neurodevelopmental disorders. 
Ɖʎɟڂʡ͝ڂŴ̿́ɿɟ́̿́͝͝ڂɿڂŴɟɎʡǵͮ̿ʡɂ͝ڂǵ˱Ɏڂĩɟͽ̿́ˍ́ʄΰڂǵͮͮڂʎɟڂƣƉHڂČɟɂ˅ڂƉɂʎ́́ˍ́ڂɿڂġɟɎʡɂʡ˱ɟڂǵ˱ɎͮڂʎɟڂĖǵ͝ڂġǵɎ̿ʡ˱ǵ͝ڂ
Hʎǵʡ հ̿ڂHʎʡɟɿ́ڂɿڂĩɟͽ̿́ˍ́ʄΰڂǵ˱ɎڂH́ՈSʡ̿ɟɂͮ́̿́ڂɿͮڂʎɟڂĩɟͽ̿́ˍ́ʄʡɂǵˍڂÄ˱ͮ͝ʡͮͽͮɟڂǵͮڂH Ė�ձڂ�ɿͮɟ̿ڂɟǵ̿˱ʡ˱ʄڂǵڂ�@ڂʡ˱ڂ
philosophy from Yale University in 1997 and her MD from Harvard Medical School in 2002, Dr. Jeste 
completed a residency in child neurology and a fellowship in behavioral child neurology at Boston 
HʎʡˍɎ̿ɟ˱՟͝ SڂԇԅԆԅձڂ˱ʡڂ�ƣHĖڂʽ́ʡ˱ɟɎڂƉʎɟڂʡͮǵˍձ̵́͝ ڂ ձ̿ڂćɟͮ͝ɟ՟͝ ڂ́ͮڂɟͮʎ́Ɏ͝˪ڂɎɟΞɟˍ̵́ʡ˱ʄڂ˱́ڂɿ́ɂͽ͝ɟɎڂʡ͝ڂɟ͝ɟǵ̿ɂʎ̿ڂ
improve precision in the diagnosis and treatment of neurodevelopmental disorders. Her lab studies 
neurodevelopmental disorders from early infancy through late childhood. Dr. Jeste has designed innovative 
studies in early predictors of autism in TSC that integrate biomarkers with behavior to define atypical 
development prior to the onset of autism. This work in TSC has led to the first randomized controlled 
clinical trial of behavioral intervention for these infants and has paved the way for other early intervention 
ͮ̿ʡǵˍ͝ڂʡ˱̿ڂǵ̿ɟڂʄɟ˱ɟͮʡɂ͝ڂΰ˱Ɏ̿́˪ɟ͝ձڂS ձ̿ڂćɟͮ͝ɟ՟͝ ڂǵɎɎ̿ɟ͝͝ڂƗ́ڂ΢́̿˅ձڂˍɂˍʡ˱ʡɂǵڂʎɟ̿ڂȻΰڂʡ˱̵͝ʡ̿ɟɎڂɎʡ̿ɟɂͮˍΰڂʡ͝ڂɟ͝ɟǵ̿ɂʎ̿ڂ
the many gaps in medical care for rare genetic forms of neurodevelopmental disorders, she founded the 
H�żÄĩڂ�ԻHǵ̿ɟڂǵ˱Ɏڂżɟ͝ɟǵ̿ɂʎڂʡ˱ڂĩɟͽ̿́ʄɟ˱ɟͮʡɂ͝ԳڂHˍʡ˱ʡɂձڂƗʎʡ͝ڂɂˍʡ˱ʡɂڂȻɟɂǵ˪ɟͮڂʎɟڂʎͽȻڂɿ́̿͝ڂɟΞɟ̿ǵˍڂ˱ɟ΢ڂɂˍʡ˱ʡɂǵˍڂ
ͮ̿ʡǵˍ͝ڂɿ́̿ڂʄɟ˱ɟͮʡɂ͝ڂΰ˱Ɏ̿́˪ɟ͝ձڂS ձ̿ڂćɟͮ͝ɟ՟͝ -Sɟ̵ǵ̿ͮڂʎɟͮڂɟǵˍͮʎհ ڂɿ́ڂÄ˱ͮ͝ʡͮͽͮɟ͝ڂˍĩǵͮʡ́˱ǵڂʎɟͮڂȻΰڂɿͽ˱ɎɟɎڂʡ͝ڂ˅΢́̿ڂ
ment of Defense and the Simons Foundation. She holds several national and international leadership 
positions including the Board of Directors of the American Brain Foundation, Board of Directors of the 
National Organization for Rare Disorders and the Board of Directors of the International Society for Autism 
Research; she recently served as the Chair of the International Baby Siblings Research Consortium. In 
2019 she was awarded the Presidential Early Career Award for Scientists and Engineers for her innovations 
in research in early predictors and intervention for genetic neurodevelopmental disorders. 

Celie Johnson, Former TSC Alliance Future Leader, Boston, MA

Hɟˍʡɟڂ΢ǵ͝ڂɎʡǵʄ˱́͝ɟɎڂ΢ʡͮʎڂƗƉHڂ΢ʎɟ˱͝ڂʎɟڂ΢ǵ͝ڂԍڂ˪́˱ͮʎ́͝ڂˍɎڂǵɿͮɟ̿ڂʎǵΞʡ˱ʄڂʡ˱ɿǵ˱ͮʡˍɟ̵͝ڂǵ͝˪͝ڂǵ˱Ɏ͝ڂʡ˱ɂɟͮڂʎɟ˱ڂ
has defied many of the odds given at the time. She graduated from high school, was accepted to her 
Ɏ̿ɟǵ˪ڂɂ́ˍˍɟʄɟڂʡ˱ڂ@́ͮ́͝˱հڂġ�հڂǵ˱Ɏڂʄ̿ǵɎͽǵͮɟɎڂɿ̿́˪ڂ˱́ͮ́͝@ڂƣ˱ʡΞɟ̿͝ʡͮΰͮڂ˱́ڂʎɟڂSɟǵ˱՟͝ ڂɟͮͮΰ̵̿ڂǵΰͮ͝͝ڂHɟˍʡɟڂĖʡͮ͝ձڂ
Ȼͽ͝ΰڂǵͮڂ@̿ʡʄʎǵ˪ڂǵ˱Ɏڂǆ́˪ɟ˱՟͝ ڂʡ͝ڂǵ˱ɎڂɎɟ̿˪ǵͮ́ˍ́ʄΰհڂͮ˱ͽ̵ͮǵͮʡɟ́ڂ˱ʡڂ�ġ�ՄŴڂ˱ǵڂǵ͝ڂ͝˅΢́̿ڂʎɟ͝ڂ΢ʎɟ̿ɟڂʡͮǵˍհ̵́͝ ڂ
taking prerequisites for nursing school, which she will be applying to later this summer! 

SǵΞʡɎڂǵ˱Ɏڂżǵɂʎɟˍڂć́ʎ˱́͝˱հڂƗƉHڂŴǵ̿ɟ˱ͮ͝հڂ ͽ˱ͮ͝Ξʡˍˍɟհڂ�Ė

David and Rachel Johnson were thrust into the TSC way of life three years ago before their son, Noah, was 
born. Rhabdomyomas were detected on a 34-week ultrasound, which quickly led them to a TSC diagnosis. 
Ŵ̿ɟΞɟ˱ͮʡ́˱ڂʎǵ͝ڂǵˍ΢ǵΰ͝ڂȻɟɟ˱ڂǵڂʎͽʄɟ̵ڂǵ̿ͮ́ڂɿڂĩ́ǵʎ՟͝ ڂSǵΞʡɎڂʡǵˍձ̿ͮڂŴż^ǃɟĩƗڂʎɟͮڂ˱ʡڂͮ˱ɟ˱̿́ˍˍ˪ɟڂʡ˱ɂˍͽɎʡ˱ʄڂΰհ̿́ͮ͝ڂ
and Rachel started their TSC journey with a two-fold goal that has continued to guide how they have taken 
on TSC. Those goals are to seek the best care possible for Noah and do what they can to help positively 
move the goalpost for the global TSC community.
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Ŵ̿́ɿձڂƉɟ̿ʄʡͽ͝φڂć̇ϋ΢ʡǵ˅հڂġSհڂŴʎSհڂġɟɎʡɂǵˍڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂǆǵ̿͝ǵ΢հڂŴ́ˍǵ˱Ɏ

Ɖɟ̿ʄʡͽ͝φڂć̇ϋ΢ʡǵ˅ڂʡ͝ڂǵ̵́̿ڂɿɟ́̿͝͝ڂǵ˱ɎͮڂʎɟڂʎɟǵɎ́ڂɿͮڂʎɟڂSɟ̵ǵ̿ͮ˪ɟ˱ͮ́ڂɿڂŴɟɎʡǵͮ̿ʡɂڂĩɟͽ̿́ˍ́ʄΰڂǵͮڂǆǵ̿͝ǵ΢ڂġɟɎʡɂǵˍڂ
University. He received his medical degree from the Medical University Warsaw in 1983 and doctoral de-
ʄ̿ɟɟڂɿ̿́˪ͮڂʎɟڂHʎʡˍɎ̿ɟ˱՟͝ ڂʎɟͮڂǵͮڂ˱ʎǵȻʡˍʡͮǵͮʡ́ڂʎʡ͝ڂɂ́˪̵ˍɟͮɟɎڂ˅ć̇ϋ΢ʡǵڂŴ̿́ɿձڂԆԐԐԅձڂ˱ʡڂÄ˱ͮ͝ʡͮͽͮɟڂɟǵˍͮʎ ڂˍġɟ˪́̿ʡǵڂ
same institute in 1995 and was appointed Head of the Paediatric Neurology and Epileptology Department 
in 1997 in the same institution. He held this position until May 2015, when he moved to Warsaw Medical 
ƣ˱ʡΞɟ̿͝ʡͮΰձڂ˪́̿�ڂԇԅԅԐՔԇԅԆԊڂʎɟ͝ڂɟ̿ΞɟɎڂǵ͝ڂǵڂĩǵͮʡ́˱ǵˍڂH́˱͝ͽˍͮǵ˱ͮڂʡ˱ڂŴǵɟɎʡǵͮ̿ʡɂڂĩɟͽ̿́ˍ́ʄΰձڂŴ̿́ɿձڂć̇ϋ΢ʡǵ˅՟͝ ڂ
research focuses mainly on neurocutaneous disorders and epilepsy, especially infantile spasms. For more 
than 25 years, he has led a special program for TSC patients and worked out practical guidelines for TSC 
˪ǵ˱ǵʄɟ˪ɟ˱ͮձڂÄ˱ڂԇԅԅԐڂŴ̿́ɿձڂć̇ϋ΢ʡǵ˅̿ڂɟɂɟʡΞɟɎͮڂʎɟ̵̿ڂɟͮ͝ʡʄʡ́ͽ͝ڂġǵ˱ͽɟˍ́�ڂ˪ɟφڂ�΢ǵ̿Ɏڂɟͮ͝ǵȻˍʡ͝ʎɟɎڂȻΰڂƗƉHڂ
�ˍˍʡǵ˱ɂɟڂɿ́̿ڂգɂ̿ɟǵͮʡΞɟ̵ڂ̿́ڂʡ́˱ɟɟ̿ʡ˱ʄڂɟɿɿ́̿ͮͮ͝ڂʎǵͮڂʎǵΞɟڂǵ̵̵̿ɟɂʡǵȻˍΰڂʡ˪̵̿́ΞɟɎڂɟʡͮʎɟ̿ͮڂʎɟڂͽ˱Ɏɟ̿ͮ͝ǵ˱Ɏʡ˱ʄ́ڂɿͮڂʎɟڂ
Ɏʡ͝ɟǵ͝ɟͮڂ̿́ڂʎɟڂɂˍʡ˱ʡɂǵˍڂɂǵ̿ɟڂǵΞǵʡˍǵȻˍɟڂɿ́̿ڂʡ˱ɎʡΞʡɎͽǵˍ͝ڂ΢ʡͮʎڂƗƉHձդڂÄ˱ڂΰɟǵ̿͝ڂԇԅԆԉՔԇԅԆԐڂʎɟڂ΢ǵ͝ڂǵڂɂ́́̿Ɏʡ˱ǵͮ́̿́ڂɿڂ
the large-scale European Commission Project EPISTOP evaluating clinical and molecular biomarkers of ep-
ʡˍɟ̵ͮ́ʄɟ˱ɟ͝ʡ͝ڂʡ˱ڂǵڂʄɟ˱ɟͮʡɂڂ˪́Ɏɟˍ́ڂɿڂɟ̵ʡˍɟ̵͝ΰڂՊͮͽȻɟ̿́ͽ͝͝ڂɂˍɟ̿́͝ʡ͝ڂɂ́˪̵ˍɟΫڂԲ΢΢΢ձ^ŴÄƉƗľŴձɟͽԳձڂŴ̿́ɿձڂć̇ϋ΢ʡǵ˅ڂ
is an active member of numerous international organizations and has published more than 300 papers in 
˱ǵͮʡ́˱ǵˍڂǵ˱Ɏڂʡ˱ͮɟ̿˱ǵͮʡ́˱ǵˍ̵ڂɟɟ̿Ո̿ɟΞʡɟ΢ɟɎڂʽ́ͽ̿˱ǵˍ͝ձڂŴ̿́ɿձڂć̇ϋ΢ʡǵ˅ڂʡͮ͝ڂ˱́ڂʎɟڂɟɎʡͮ́̿ʡǵˍڂȻ́ǵ̿Ɏ́͝ڂɿ͝ڂɟΞɟ̿ǵˍ̵́̿ڂ-
ɿɟ͝͝ʡ́˱ǵˍڂʽ́ͽ̿˱ǵˍ͝հڂʡ˱ɂˍͽɎʡ˱ʄڂŴɟɎʡǵͮ̿ʡɂڂĩɟͽ̿́ˍ́ʄΰڂԲƣƉ�Լհڂ^ͽ̵̿́ɟǵ˱ڂćձŴǵɟɎʡǵͮ̿ʡɂڂĩɟͽ̿́ˍ́ʄΰڂԲ�˪ͮ͝ɟ̿Ɏǵ˪Գڂǵ˱Ɏڂ
ć́ͽ̿˱ǵˍ́ڂɿڂHʎʡˍɎڂĩɟͽ̿́ˍ́ʄΰڂԲƣƉ�Լձڂ

Carly Kaye, Community Programs Manager, TSC Alliance, Plymouth, MI

Carly joined the TSC Alliance as Community Programs Manager in April 2022 after serving as a volunteer 
for the past six years including Chair, TSC Alliance of Michigan, and Clinic Ambassador at the TSC Clinic at 
@ɟǵͽ˪́˱ͮڂż́ΰǵˍڂľǵ˅ձڂÄ˱ڂǵɎɎʡͮʡ́˱հ͝ڂʎɟ͝ڂɟ̿ΞɟɎ͝ڂ˱́ڂɟΞɟ̿ǵˍ̵ڂˍǵ˱˱ʡ˱ʄڂɂ́˪˪ʡͮͮɟɟ͝հڂʡ˱ɂˍͽɎʡ˱ʄͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟ՟͝ ڂ
Ԋԋͮʎڂ�˱˱ʡΞɟ̿͝ǵ̿ΰڂ�ǵˍǵձڂHǵ̿ˍΰڂǵˍ́͝ڂȻɟʄǵ˱ڂɎɟ͝ʡʄ˱ʡ˱ʄڂǵ˱Ɏڂ˪ǵ˅ʡ˱ʄڂǵ̵̵ǵ̿ɟˍڂǵ˱Ɏͮ́ڂʎɟ̿ڂ˪ɟ̿ɂʎǵ˱Ɏʡ͝ɟڂ́ͮڂʎɟˍ̵ڂ
members of the TSC community promote their advocacy and to raise awareness of TSC, which eventual-
ly led to creating the TSC Swag Store in 2018. Carly is a consistent, supportive and resourceful voice for 
families and individuals, particularly in online settings. She takes pride in and enjoys connecting people, 
helping those who are in need and most of all giving newly diagnosed families hope. Carly graduated from 
ͮʎɟڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂ�ˍ́̿ʡɎǵڂʡ˱ڂԇԅԅԍڂ΢ʡͮʎڂǵڂɎɟʄ̿ɟɟڂʡ˱ڂ ʡͮ́̿͝ΰڂǵ˱Ɏڂ@ͽ͝ʡ˱ɟ͝͝ձڂ�ɿͮɟ̿ڂɂ́ˍˍɟʄɟ͝ڂʎɟڂ΢́̿˅ɟɎڂǵ͝ڂǵڂ
before/after school program coordinator for several years before becoming an elementary school teacher.  
Ä˱ڂԇԅԆԍհڂHǵ̿ˍΰͮ͝ڂɟ̵̵ɟɎڂǵ΢ǵΰڂɿ̿́˪ͮڂɟǵɂʎʡ˱ʄڂ́ͮڂɂǵ̿ɟڂɿ́̿ڂʎɟ̿ڂ˱́͝ڂĖ́ʄǵ˱հڂ΢ʎ́ڂ΢ǵ͝ڂɎʡǵʄ˱́͝ɟɎڂ΢ʡͮʎڂƗƉH͝ڂʎ́̿ͮˍΰڂ
after his first birthday. 

ġǵ̿˅ڂżձڂČɟɟφɟ հ̿ڂġSHġհڂŴʎSհڂĩɟͽ̿́ˍ́ʄʡͮ͝հڂHɟ˱ͮ̿ɟڂ ̵́͝ʡͮǵˍʡɟ̿ڂɎɟڂˍ՟ƣ˱ʡΞɟ̿͝ʡͮɣڂɎɟڂġ́˱ͮ̿ɣǵˍڂԲH ƣġԼհڂ
�́͝͝ɂʡǵͮɟڂԲHˍʡ˱ʡɂǵˍԳڂŴ̿́ɿɟ́̿͝͝ڂSɟ̵ǵ̿ͮ˪ɟ˱ͮ́ڂɿڂĩɟͽ̿́͝ɂʡɟ˱ɂɟ͝ڂԧڂƉɂʎ́́ˍ́ڂɿڂŴͽȻˍʡɂڂ ɟǵˍͮʎ́ڂɿͮڂʎɟڂƣ˱ʡΞɟ̿͝ʡͮɣڂ
de Montréal, Canada

ġǵ̿˅ڂČɟɟφɟ̿ڂʡ͝ڂǵڂɂˍʡ˱ʡɂʡǵ˱̿ڂɟ͝ɟǵ̿ɂʎɟ̿ڂǵͮͮڂʎɟڂHɟ˱ͮ̿ɟڂ ̵́͝ʡͮǵˍʡɟ̿ڂɎɟڂˍ՟ƣ˱ʡΞɟ̿͝ʡͮɣڂɎɟڂġ́˱ͮ̿ɣǵˍڂԲH ƣġԼհ́͝͝�ڂɂʡ-
ate Professor (clinical) in the Department of Neurosciences and Adjunct Professor at the School of Public 
 ɟǵˍͮʎ́ڂɿͮڂʎɟڂƣ˱ʡΞɟ̿͝ʡͮɣڂɎɟڂġ́˱ͮ̿ɣǵˍձڂS̿ڂČɟɟφɟ̿՟͝ -ƣ˱ʡΞɟ̿͝ʡڂˍˍġɂ�ʡڂǵͮڂ˱Ȼɟʄǵڂǵʡ˱ʡ˱ʄ̿ͮڂɟ͝ɟǵ̿ɂʎ̿ڂǵ˱Ɏڂˍɂˍʡ˱ʡɂǵڂ
ͮΰհڂ΢ǵ͝ڂɂ́˱ͮʡ˱ͽɟɎڂǵͮͮڂʎɟڂĩǵͮʡ́˱ǵˍڂ ̵́͝ʡͮǵˍڂɿ́̿ڂĩɟͽ̿́ˍ́ʄΰڂǵ˱Ɏڂĩɟͽ̿́͝ͽ̿ʄɟ̿ΰհڂŻͽɟɟ˱ڂƉ̻ͽǵ̿ɟհڂƣČڂǵ˱Ɏͮڂʎɟ˱ڂ
ɟ˱ɎɟɎڂ΢ʡͮʎڂʎʡ͝ڂŴʎSڂʡ˱ڂƗ̿ǵ˱͝ˍǵͮʡ́˱ǵˍڂĩɟͽ̿́͝ɂʡɟ˱ɂɟڂǵͮڂĖɟʡɎɟ˱ڂƣ˱ʡΞɟ̿͝ʡͮΰհͮڂʎɟڂĩɟͮʎɟ̿ˍǵ˱Ɏ͝ձڂS̿ڂČɟɟφɟ̿ڂʡ͝ڂǵڂ
˪ɟ˪Ȼɟ̿́ڂɿͮڂʎɟڂɟɎʡͮ́̿ʡǵˍڂȻ́ǵ̿Ɏڂɿ́̿ڂ^̵ʡˍɟ̵͝ʡǵհͮڂʎɟڂɟ̵ʡˍɟ̵͝ΰ͝ڂͽ̿ʄɟ̿ΰڂɂ́˪˪ʡ͝͝ʡ́˱́ڂɿͮڂʎɟڂÄ˱ͮɟ̿˱ǵͮʡ́˱ǵˍڂĖɟǵʄͽɟڂ
Against Epilepsy and the guidelines subcommittee of the American Academy of Neurology. Dr. Keezer is 
currently supervising a number of research projects focused on physical frailty and the somatic comorbid-
ʡͮʡɟ́͝ڂɿڂɟ̵ʡˍɟ̵͝ΰձڂƉʡ˱ɂɟڂԇԅԆԍհڂS ձ̿ڂČɟɟφɟ̿ڂʡͮ͝ڂʎɟڂɎʡ̿ɟɂͮ́̿́ڂɿͮڂʎɟڂH ƣġڂƗƉHڂɂˍʡ˱ʡɂհڂ΢ʎɟ̿ɟڂʎɟڂɿ́ɂͽ͝ɟͮ͝ڂ˱́ڂʎɟڂ
care of adults living with TSC.
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Իć́ʎ˱ԳڂHʎ̿ʡ͝ڂČʡ˱ʄ͝΢́́Ɏհڂġ@@ƉհڂġƉɂհڂ�żHŴհڂ@̿ʡʄʎͮ́˱ڂԧڂƉͽ͝͝ɟΫڂƣ˱ʡΞɟ̿͝ʡͮΰڂ ̵́͝ʡͮǵˍ͝ڂƗ̿ͽͮ͝հڂżɟ˱ǵˍڂƣ˱ʡͮհڂ
Brighton, UK

S ձ̿ڂČʡ˱ʄ͝΢́́Ɏڂʡ͝ڂǵڂƣČ̿ڂɟ˱ǵˍ̵ڂʎΰ͝ʡɂʡǵ˱ڂ΢́̿˅ʡ˱ʄڂƉͮձڂ�ɟ́̿ʄɟ՟͝ ڂČʡɎ˱ɟΰڂƉͽ͝͝ɟΫڂʎɟͮڂǵ˱Ɏڂˍɂʎ́́͝ڂˍɟɎʡɂǵ˪ڂˍʡͮǵ̵́͝ ڂ
Unit, Brighton & Sussex University Hospitals Trust. He was co-founder of the multidisciplinary Tuberous 
Ɖɂˍɟ̿́͝ʡ͝ڂHˍʡ˱ʡɂڂǵͮڂƉͮڂ�ɟ́̿ʄɟ՟͝ ڂˍǵͮͽ̿ǵ˱ڂʎɟͮڂ˱́ڂǵ̵ɟ̵̿͝ڂͽ˪ɟ̿́ͽ͝˱ڂͽȻˍʡ͝ʎɟɎ̵ڂʎǵ͝ڂČʡ˱ʄ͝΢́́ɎڂS̿ڂʡͮǵˍձ̵́͝ ڂ
history and treatment of TSC. He was chief UK investigator for the Exist-2 and TOSCA studies. Since 2014 
he has worked 50% of the time in clinical medicine and 50% in research, concentrating on renal genetic 
disorders.

ġǵ̿ΰڂČǵΰڂČ́ɟ˱ʡʄհڂġSհڂH́ՈSʡ̿ɟɂͮ́̿ڂƣƗڂƗƉHڂHɟ˱ͮɟ̿́ڂɿڂ^Ϋɂɟˍˍɟ˱ɂɟհڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂƗɟΫǵ͝ڂġɂ�́Ξɟ̿˱ڂġɟɎʡɂǵˍڂ
School, Houston, TX

Dr. Mary Kay Koenig serves as the Director of the Center for the Treatment of Pediatric Neurodegener-
ǵͮʡΞɟڂSʡ͝ɟǵ͝ɟڂԲHƗŴĩSԼڂǵ˱ɎڂSʡ̿ɟɂͮ́̿́ڂɿڂżɟ͝ɟǵ̿ɂʎڂɿ́̿ͮڂʎɟڂSʡΞʡ͝ʡ́˱́ڂɿڂHʎʡˍɎڂԧڂ�Ɏ́ˍɟ͝ɂɟ˱ͮڂĩɟͽ̿́ˍ́ʄΰڂǵͮͮڂʎɟڂ
ƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂƗɟΫǵ͝ڂġɂ�́Ξɟ̿˱ڂġɟɎʡɂǵˍڂƉɂʎ́́ˍձڂS ձ̿ڂČ́ɟ˱ʡʄڂǵͮͮɟ˱ɎɟɎͮڂʎɟڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂƗɟΫǵ͝ڂʡ˱ڂ�ͽͮ͝ʡ˱ڂ΢ʎɟ̿ɟڂ
she received a Bachelor of Arts in BioChemistry. Following undergraduate school, Dr. Koenig received a 
ġǵͮ͝ɟ̿՟͝ ڂˍġɟɎʡɂǵڂʎɟ̿ڂȻΰڂɿ́ˍˍ́΢ɟɎڂƣ˱ʡΞɟ̿͝ʡͮΰڂƉͮǵͮɟڂƗɟΫǵ͝ڂƉ́ͽͮʎ΢ɟͮ͝ڂǵͮڂġʡɂ̿́Ȼʡ́ˍ́ʄΰڂ˱ʡڂɎɟʄ̿ɟɟڂƉɂʡɟ˱ɂɟڂɿ́ڂ
Śɂͮ́̿ǵͮɟڂǵͮڂƉͮձڂ�ɟ́̿ʄɟ՟͝ Sڂɂʎ́́ˍհ͝ڂˍɟɎʡɂǵ˪ڂ�ɿͮɟ̿ڂġɟɎʡɂʡ˱ɟձڂɿ́ڂˍƉɂʎ́́ڂ ձ̿ڂČ́ɟ˱ʡʄڂɂ́˪̵ˍɟͮɟɎڂǵ̵ڂɟɎʡǵͮ̿ʡɂ͝ڂ
̿ɟ͝ʡɎɟ˱ɂΰڂǵͮͮڂʎɟڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂƗɟΫǵ͝ڂġɟɎʡɂǵˍڂ@̿ǵ˱ɂʎڂʡ˱ڂ�ǵˍΞɟͮ́͝˱ڂǵ˱Ɏڂǵڂɿɟˍˍ́΢͝ʎʡ̵ڂʡ˱ڂHʎʡˍɎڂǵ˱Ɏڂ�Ɏ́ˍɟ͝-
cent Neurology at The University of Texas Medical School. Upon completion of her fellowship, she joined 
the faculty and is now a fully tenured professor. She has served as the director for the UT Mitochondrial 
Center of Excellence since 2007, the co-Director for the UT Memorial Hermann Tuberous Sclerosis Clinic 
͝ʡ˱ɂɟڂԇԅԅԎڂǵ˱ɎͮڂʎɟڂĖɟʡʄʎڂƉΰ˱Ɏ̿́˪ɟڂɂˍʡ˱ʡɂڂɎʡ̿ɟɂͮ́̿͝ڂʡ˱ɂɟڂԇԅԆԉձڂS ձ̿ڂČ́ɟ˱ʡʄ̿ͮ͝ڂʡΞɟ̵́̿͝ڂ́ͮڂΞʡɎɟڂɟΫɂɟˍˍɟ˱ͮڂɂˍʡ˱ʡɂڂ
care and advance research for children afflicted with genetic neurodegenerative disease. She also works 
to mentor and educate junior faculty, fellows, residents and medical students in the art of medicine and 
clinical research.

Jessica Krefting, RN, BSN, Nurse/Research Coordinator, UAB TSC Clinic, Birmingham, AL 

Jessica received her Bachelor of Science from the University of Alabama Birmingham in 2004. She has 
been a registered nurse in pediatrics for more than 17 years with the last 14 years in the fields of TSC and 
epilepsy. Since 2012, she has been involved as a Research Nurse Coordinator for multiple TSC studies, 
has been the lead coordinator for the PREVeNT study for the last 5 years and has worked on other studies 
ʡ˱ɂˍͽɎʡ˱ʄڂƗ�H^żĩհڂżSHżĩհڂƗƉHՔ^@Ɖհڂǵ˱ɎڂƉƗ^ŴƉձڂćɟ͝͝ʡɂǵڂʡ͝ڂǵˍ́ͮ͝ڂʎɟڂĩͽ̿͝ɟڂH́́̿Ɏʡ˱ǵͮ́̿ڂɿ́̿ͮڂʎɟڂƣ�@ڂƗƉHڂ
Clinic and coordinates the care for both the adult and children across specialists. She has been a TSC 
Alliance Board of Directors member since 2021 and currently serves as Secretary.

Sǵ̿ɂΰڂ�ձڂČ̿ͽɟʄɟ հ̿ڂġSհڂŴʎSհڂHˍǵɂ˅ڂ^˱Ɏ́΢ɟɎڂŴ̿́ɿɟ́̿͝͝ڂǵ˱ɎڂSʡ̿ɟɂͮ́ հ̿ڂƗͽȻɟ̿́ͽ͝ڂƉɂˍɟ̿́͝ʡ͝ڂHˍʡ˱ʡɂհڂHʡ˱ɂʡ˱˱ǵͮʡڂ
HʎʡˍɎ̿ɟ˱՟͝  ľڂHʡ˱ɂʡ˱˱ǵͮʡհڂġɟɎʡɂʡ˱ɟհڂɿ́ڂH́ˍˍɟʄɟڂHʡ˱ɂʡ˱˱ǵͮʡڂɿ́ڂƣ˱ʡΞɟ̿͝ʡͮΰڂʡͮǵˍհ̵́͝ ڂ

Sǵ̿ɂΰڂ�ձڂČ̿ͽɟʄɟ̿̿ڂɟɂɟʡΞɟɎڂġSڂǵ˱ɎڂŴʎSڂɎɟʄ̿ɟɟ͝ڂɿ̿́˪ڂƉǵʡ˱ͮڂĖ́ͽʡ͝ڂƣ˱ʡΞɟ̿͝ʡͮΰڂԲġʡ́͝͝ͽ̿ʡհڂƣƉ�Լڂǵ˱Ɏڂɂ́˪̵ˍɟͮ-
ɟɎ̵ڂɟɎʡǵͮ̿ʡɂ͝ڂǵ˱Ɏڂ˱ɟͽ̿́ˍ́ʄΰ̿ͮڂǵʡ˱ʡ˱ʄڂǵͮڂHʡ˱ɂʡ˱˱ǵͮʡڂHʎʡˍɎ̿ɟ˱՟͝ ڂ˅Hˍǵɂڂʎɟͮڂʡ͝ڂɂͽ̿̿ɟ˱ͮˍΰڂɟ ڂƣƉ�ԼձڂԲľʎʡ́հڂˍʡͮǵ̵́͝ ڂ
^˱Ɏ́΢ɟɎڂHʎǵʡ̿ڂʡ˱ڂƗͽȻɟ̿́ͽ͝ڂƉɂˍɟ̿́͝ʡ͝ڂǵ˱ɎڂSʡ̿ɟɂͮ́̿́ڂɿͮڂʎɟڂƗͽȻɟ̿́ͽ͝ڂƉɂˍɟ̿́͝ʡ͝ڂHˍʡ˱ʡɂڂǵͮڂHʡ˱ɂʡ˱˱ǵͮʡڂHʎʡˍɎ̿ɟ˱՟͝ ڂ
Hospital Medical Center. He is also Professor of Clinical Pediatrics and Neurology at the University of 
Hʡ˱ɂʡ˱˱ǵͮʡڂH́ˍˍɟʄɟ́ڂɿڂġɟɎʡɂʡ˱ɟձڂƗʎɟڂƗƉHڂHˍʡ˱ʡɂڂǵͮڂHʡ˱ɂʡ˱˱ǵͮʡڂHʎʡˍɎ̿ɟ˱՟͝ -˱ɂ́˪̵̿ɟʎɟڂΞʡɎɟ̵́̿͝ڂˍʡͮǵ̵́͝ ڂ
sive, multidisciplinary clinical care to TSC patients of all ages and is recognized as a leader in clinical and 
translational research aimed at developing new treatments for individuals affected by TSC. Dr. Krueger 
ʡ͝ڂɂͽ̿̿ɟ˱ͮˍΰͮڂʎɟڂˍɟǵɎڂʡ˱Ξɟͮ͝ʡʄǵͮ́̿ڂɿ́̿ڂƗƉHՔƉƗ^ŴƉհͮڂʎɟڂɿʡ̵̵̿ͮ́̿͝͝ڂɟɂͮʡΞɟڂ˪ͽˍͮʡɂɟ˱ͮɟ̿ڂɂˍʡ˱ʡɂǵˍ̿ͮڂʡǵˍڂɟΞǵˍͽǵͮʡ˱ʄڂ
sirolimus treatment during infancy to prevent future progression of neurological manifestations of TSC, 
including epilepsy and neurodevelopmental disabilities. For contributions in TSC research and patient care, 
S ձ̿ڂČ̿ͽɟʄɟ̿ڂ΢ǵ̿͝ڂɟɂʡ̵ʡɟ˱ͮ́ڂɿͮڂʎɟڂġǵ˱ͽɟˍڂżձ́�ڂ˪ɟφڂ�΢ǵ̿Ɏڂʡ˱ڂԇԅԆԐձڂS ձ̿ڂČ̿ͽɟʄɟ̿ڂʡ͝ڂǵڂ˪ɟ˪Ȼɟ̿́ڂɿͮڂʎɟڂƗƉHڂ�ˍˍʡ-
ance Board of Directors, actively serving on committees focused on global outreach, advancing research, 
and improving delivery of TSC patient clinical care. 
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Mary Ann Pregnall Lamb, PhD, TSC Alliance Volunteer, Durham, NC
 
ġǵ̿ΰڂ˱˱�ڂʡͮ͝ڂʎɟ̵́̿ڂͽɎڂʄ̿ǵ˱Ɏ˪́ͮʎɟ̿́ڂɿڂɿ́ͽ̿ڂǵ˪ǵφʡ˱ʄڂʄ̿ǵ˱ɎɂʎʡˍɎ̿ɟ˱հ́ڂ˱ɟ́ڂɿڂ΢ʎ́˪հڂćǵΰڂĖǵ˪Ȼհڂʎǵ͝ڂƗƉHձڂ
Prior to her retirement, Mary Ann spent her career researching rare blood coagulation and plasma protein 
deficiency disorders and ensuring the licensure of orphan drug products to treat these rare disorders. Her 
ɂǵ̿ɟɟ̵̿͝ڂǵ˱˱ɟɎڂǵɂ̿́͝͝ڂǵɂǵɎɟ˪ʡǵڂԲƣĩHڂHʎǵ̵ɟˍڂ ʡˍˍԳհͮڂʎɟڂɿɟɎɟ̿ǵˍڂʄ́Ξɟ̿˱˪ɟ˱ͮڂԲ�S�Լڂǵ˱ɎͮڂʎɟڂȻʡ̵́ʎǵ̿˪ǵɂɟͽ-
ͮʡɂǵˍڂʡ˱Ɏͽͮ̿͝ΰڂԲ@ǵΰɟ̿ՄƗǵˍɟɂ̿ʡ͝Մ�̿ʡɿ́ˍ͝Մ@ŴĖԼձڂƉʡ˱ɂɟ̿ڂɟͮʡ̿ʡ˱ʄհڂġǵ̿ΰڂ˱˱�ڂʎǵ͝ڂ˪ǵɎɟڂʡͮڂʎɟ̵̿ڂǵ͝͝ʡ́˱ڂ́ͮڂǵɎΞ́ɂǵͮɟڂɿ́̿ڂ
ɂ́˱ͮʡ˱ͽɟɎڂɿɟɎɟ̿ǵˍڂɿͽ˱Ɏʡ˱ʄ́ڂɿͮڂʎɟڂƗͽȻɟ̿́ͽ͝ڂƉɂˍɟ̿́͝ʡ͝ڂH́˪̵ˍɟΫڂżɟ͝ɟǵ̿ɂʎڂŴ̿́ʄ̿ǵ˪ڂԲƗƉHżŴԼڂǵ˱Ɏڂ́ͮڂɿͽ˱Ɏ̿ǵʡ͝ɟڂ
ʡǵ˱ɂɟ՟͝ˍˍ�ڂƗƉHڂʎɟͮڂͽ̵̵́̿ͮ͝ڂ́ͮ ڂͽǵˍʡͮΰ̻ڂɟ˱ʎǵ˱ɂɟڂʎǵͮͮڂ͝˪ʄ̿ǵ̵́̿ڂɟ̵͝ɟɂʡǵˍˍΰڂʄ̿ǵ˪͝հ̵́̿ڂǵ΢ǵ̿ɟ˱ɟ͝͝ڂǵ˱Ɏڂɟ͝ɟǵ̿ɂʎ̿ڂ
of life for TSC warriors. Mary Ann is excited about the opportunity to engage with other TSC grandparents 
to find ways to further support families and communities.

ćͽˍʡǵ˱ڂ�ձڂġǵ̿ͮʡ˱ɟφՈ�ʄ́ͮ́͝հڂġSհڂŴʎSհ́͝͝�ڂɂʡǵͮɟڂŴ̿́ɿɟ́͝͝ հ̿ڂƣHĖ�հڂĖ́͝ڂ�˱ʄɟˍɟ͝հڂH�

Dr. Julian A. Martinez-Agosto is a medical geneticist and developmental biologist who has served on the 
ƣHĖڂ�Ɖɂʎ́́ˍ́ڂɿڂġɟɎʡɂʡ˱ɟڂɿǵɂͽˍͮΰ͝ڂʡ˱ɂɟڂʎɟڂʽ́ʡ˱ɟɎͮڂʎɟڂSɟ̵ǵ̿ͮ˪ɟ˱ͮ́ڂɿڂ ͽ˪ǵ˱ڂ�ɟ˱ɟͮʡɂ͝ڂʡ˱ڂԇԅԅԎձڂS ձ̿ڂġǵ̿ͮʡ˱ɟφڂ
ɟǵ̿˱ɟɎڂʎʡ͝ڂ@Ɖڂʡ˱ڂ@ʡ́ˍ́ʄΰڂǵ˱ɎڂƉ̵ǵ˱ʡ͝ʎڂĖʡͮɟ̿ǵͮͽ̿ɟڂǵͮڂǓǵˍɟڂƣ˱ʡΞɟ̿͝ʡͮΰڂǵ˱Ɏ̵ڂͽ̿͝ͽɟɎڂʎʡ͝ڂ˪ɟɎʡɂǵˍ̿ͮڂǵʡ˱ʡ˱ʄڂǵͮڂǓǵˍɟڂ
Ɖɂʎ́́ˍ́ڂɿڂġɟɎʡɂʡ˱ɟձڂ ɟڂ΢ɟ˱ͮ̿ͮڂ́ͮڂ˱́ڂǵʡ˱ڂǵ͝ڂǵ̵ڂɟɎʡǵͮ̿ʡɂʡǵ˱ڂǵͮڂġǵͮͮɟˍڂHʎʡˍɎ̿ɟ˱՟͝ SڂƣHĖ�ձڂˍʡͮǵ̵́͝ ڂ ձ̿ڂġǵ̿ͮʡ-
˱ɟφՈ�ʄ́ͮ́͝ڂ΢ǵ͝ڂHʎʡɟɿڂżɟ͝ʡɎɟ˱ͮ́ڂɿͮڂʎɟڂƣHĖڂ�Ä˱ͮɟ̿ɂǵ˪̵ͽ͝ڂġɟɎʡɂǵˍڂ�ɟ˱ɟͮʡɂ͝ڂŴ̿́ʄ̿ǵ˪հڂ΢ʎɟ̿ɟڂʎɟ̿ͮڂǵʡ˱ɟɎڂǵ͝ڂ
ǵ˱Ɏڂɂͽ̿̿ɟ˱ͮˍΰڂʡ͝ڂǵڂȻ́ǵ̿ɎՈɂɟ̿ͮʡɿʡɟɎڂġɟɎʡɂǵˍڂ�ɟ˱ɟͮʡɂʡͮ͝ձڂS ձ̿ڂġǵ̿ͮʡ˱ɟφڂʡ͝ڂǵ̿ڂɟɂʡ̵ʡɟ˱ͮ́ڂɿͮڂʎɟڂŴɟɎʡǵͮ̿ʡɂڂSɟ̵ǵ̿ͮ-
ment Outstanding Research Award, as well as the David W. Smith Pediatric Trainee Research Award of 
the Western Society for Pediatric Research, among other honors. Dr. Martinez-Agosto is a member of the 
SʡΞʡ͝ʡ́˱́ڂɿڂġɟɎʡɂǵˍڂ�ɟ˱ɟͮʡɂ͝հڂ΢ʎɟ̿ɟڂʎɟڂʎǵ͝ڂ˪ǵʡ˱ͮǵʡ˱ɟɎڂǵڂɂˍʡ˱ʡɂǵˍڂʡ˱ͮɟ̿ɟͮ͝ڂʡ˱ڂʄɟ˱ɟͮʡɂ͝ڂΰ˱Ɏ̿́˪ɟͮ͝ڂʎǵͮڂˍɟǵɎڂ
to neurodevelopmental differences, overgrowth, vascular malformations, and cancer predisposition. His 
laboratory research focuses on novel growth regulatory pathways in progenitor and stem cell maintenance 
and the study of human growth disorders associated with neurodevelopmental phenotypes and cancer 
predisposition.

Čʡ̿˅ڂġɂH̿ɟǵ̿ΰհ̿́�ڂ˪ɟ̿ڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂ�ͽͮͽ̿ɟڂĖɟǵɎɟ հ̿ڂSɟ˱Ξɟ հ̿ڂHľ

Kirk McCreary is a young adult who was diagnosed with TSC at two years of age. Kirk graduated from the 
ƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂżɟɎˍǵ˱Ɏ͝ڂ΢ʡͮʎڂȻǵɂʎɟˍ́̿՟͝ -ʄ̿ǵɎͽڂ�ɿͮɟ̿ڂԇԅԇԅձڂˍʡ̵̿�ڂ˱ʡڂ˱�ɟ̿˪ǵڂǵ˱Ɏڂͽ͝ʡ˱ɟ͝͝@ڂˍȻǵ́ˍ�ڂ˱ʡڂɎɟʄ̿ɟɟ͝ڂ
ation, Kirk worked in the supply chain and logistics industry until he transitioned into a career of teaching 
Ȼͽ͝ʡ˱ɟ͝͝ڂǵͮͮڂʎɟڂʎʡʄʎ͝ڂɂʎ́́ˍڂˍɟΞɟˍձڂSͽ̿ʡ˱ʄͮڂʎɟڂԇԅԇԅڂ́ͮڂԇԅԇԆڂɂǵˍɟ˱Ɏǵ̿ڂΰɟǵ հ̿ڂČʡ̿˅͝ڂɟ̿ΞɟɎڂǵ͝ڂǵڂ�ͽͮͽ̿ɟڂĖɟǵɎɟ̿ڂ
΢ʡͮʎͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂ΢ʎɟ̿ɟڂʎɟհڂǵˍ́˱ʄ͝ʡɎɟڂʎʡ͝ڂɿɟˍˍ́΢ڂ�ͽͮͽ̿ɟڂĖɟǵɎɟ̿͝հ̵́̿ڂɎͽɂɟɎڂǵ˱Ɏ̵̿ڂɟ͝ɟ˱ͮɟɎڂǵ͝ڂɟ̿ʡɟ́͝ڂɿڂ
webinars focusing on young adult TSC-related topics. Kirk is both eager and excited to continue working 
with the TSC Alliance and looks forward to connecting those both directly and indirectly affected by TSC, 
as well as continuing to foster greater awareness of TSC.

ġɟˍΰ͝͝ǵڂġɂŚ˱́ͽʄʎհڂSʡ̿ɟɂͮ́ հ̿ڂ@ɟʎǵΞʡ́̿ڂƉͽ̵̵́̿ͮ͝ڂɿ́̿ڂĩ́̿ͮʎ΢ǵΰڂ�ɂǵɎɟ˪ΰՊH́˪˪ͽ˱ʡͮΰڂ@ɟʎǵΞʡ́̿ڂ
Supports, Brooklyn Park, MN

Melyssa McDonough is the Director of Behavior Supports for Northway Academy–Community Behavior 
Supports. She provides intensive community-based behavior analysis for adults and adolescents living 
in a residential community-based setting. Melyssa supervises more than 10 behavior analysts in their 
service delivery as well as maintains a caseload of her own. In her spare time Melyssa is a long-distance 
̿ͽ˱˱ɟ հ̿ڂ΢ʡɿɟڂǵ˱Ɏͮڂ́ͮڂ˪́˪ڂ΢́ڂΞɟ̿ΰڂǵɂͮʡΞɟڂΰ́ͽ˱ʄڂɂʎʡˍɎ̿ɟ˱ձڂġɟˍΰ͝͝ǵڂ΢ǵ͝ڂɎʡǵʄ˱́͝ɟɎڂ΢ʡͮʎڂƗƉHڂǵ˱ɎڂĖ�ġڂ΢ʎɟ˱ڂ
she was 29 years old and is able to offer a unique perspective of a clinician and someone living with the 
effects of the disease and serves as an Adult Regional Coordinator with the TSC Alliance.. 
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Ɖʎɟˍˍΰڂġɟʡͮφˍɟ հ̿ڂSʡ̿ɟɂͮ́ հ̿ڂH́˪˪ͽ˱ʡͮΰڂ^Ɏͽɂǵͮʡ́˱ڂԧڂżɟ́͝ͽ̿ɂɟ͝հڂƗƉHڂ�ˍˍʡǵ˱ɂɟհڂƉʡˍΞɟ̿ڂƉ̵̿ʡ˱ʄհڂġS

Shelly joined the TSC Alliance in January 2017 after spending 14 years volunteering in the TSC community, 
ʡ˱ɂˍͽɎʡ˱ʄ͝ڂɟ̿Ξʡ˱ʄڂǵ͝ڂH́˪˪ͽ˱ʡͮΰڂ�ˍˍʡǵ˱ɂɟڂHʎǵʡ հ̿ڂƉͮɟ̵̿́�ڂ΢ǵ̿Ɏڂ́ͮڂHͽ̿ɟڂƗƉHڂHʎǵʡ̿ڂʡ˱ڂSɟˍǵ΢ǵ̿ɟՄĖɟʎʡʄʎڂǃǵˍˍɟΰڂ
and Education Parent Mentor. Her background is business management. Her drive and passion have been 
fueled by her two children with TSC, Ashlin and Mason, and her daughter, Mikenna. Experiencing the need 
to advocate educationally and medically for her family when their journey began with TSC two decades 
ago, Shelly realized she wanted to work alongside and empower TSC families by providing resources and 
support to advocate for themselves and their children to secure the services they are entitled to receive 
and to realize their full potential. Shelly completed the Special Education Advocate Training 1.0 and 2.0 
through the Council of Parent Attorneys and Advocates. She supports TSC families, conducts school 
meetings and TSC training sessions and provides tremendous insight as a parent having walked the TSC 
journey – twice.

ć́ǵ˱˱ǵڂĖ́˪ǵ͝ڂġɟΞɟ̿͝հڂŴʎSհڂ@H@�ՔSհڂSʡ̿ɟɂͮ́ հ̿ڂƉɟΞɟ̿ɟڂ@ɟʎǵΞʡ́ հ̿ڂƉɂʎ́́ˍڂH́˱͝ͽˍͮǵͮʡ́˱ڂǵ˱ɎڂHǵ̿ɟڂ
Coordination Programs, Marcus Autism Center/Associate Professor, Emory School of Medicine, 
Department of Pediatrics, Atlanta, GA

S ձ̿ڂĖ́˪ǵ͝ڂġɟΞɟ̿͝ڂʡͮ͝ڂʎɟڂɂͽ̿̿ɟ˱ͮڂSʡ̿ɟɂͮ́̿ڂɿ́̿ͮڂʎɟڂƉɟΞɟ̿ɟڂ@ɟʎǵΞʡ́ հ̿ڂHǵ̿ɟڂH́́̿Ɏʡ˱ǵͮʡ́˱ڂǵ˱ɎڂƉɂʎ́́ˍڂH́˱-
͝ͽˍͮǵͮʡ́˱ڂŴ̿́ʄ̿ǵ˪͝ڂǵͮͮڂʎɟڂġǵ̿ɂͽ͝ڂ�ͽͮʡ͝˪ڂHɟ˱ͮɟ̿ڂʡ˱ͮ�ڂˍǵ˱ͮǵհڂ��ձڂƉʎɟڂʡ͝ڂǵˍ́͝ڂǵ˱́͝͝�ڂɂʡǵͮɟڂŴ̿́ɿɟ́̿͝͝ڂʡ˱ͮڂʎɟڂ
Sɟ̵ǵ̿ͮ˪ɟ˱ͮ́ڂɿڂŴɟɎʡǵͮ̿ʡɂ͝ڂǵͮڂ^˪́̿ΰڂƣ˱ʡΞɟ̿͝ʡͮΰڂƉɂʎ́́ˍ́ڂɿڂġɟɎʡɂʡ˱ɟձڂS ձ̿ڂĖ́˪ǵ͝ڂġɟΞɟ̿͝ڂɂ́˪̵ˍɟͮɟ͝ڂʎɟ̿ڂɂˍʡ˱ʡɂǵˍڂ
work in the Severe Behavior Program where she specializes in the assessment and treatment of severe 
challenging behaviors and toileting training for children diagnosed with developmental disabilities such as 
autism spectrum disorder. In addition to her clinical work, she also conducts research in these areas. She 
has published 30 research articles focused on the assessment and treatment of challenging behavior and 
ͮ́ʡˍɟͮ̿ͮڂǵʡ˱ʡ˱ʄձڂƗʎɟڂġǵ̿ɂͽ͝ڂ�ͽͮʡ͝˪ڂHɟ˱ͮɟ̿՟͝ ڂʎɟͮڂǵɂ̿́͝͝ڂΰɟǵ̿ڂɟ̵̿ڂʡɎ͝˅ڂԋԅڂ˱ʎǵͮڂɟ̿́˪ڂɟɟ͝͝ڂ˪ʄ̿ǵ̵́̿ڂʡˍɟͮʡ˱ʄ́ͮڂ
three different toileting programs which includes two programs that focus on enuresis and one program 
that focuses on encopresis. She has more than 20 years of experience with toilet training individuals with 
ǵͽͮʡ͝˪̵͝ڂɟɂͮ̿ͽ˪ڂɎʡ́̿͝Ɏɟ̿͝ڂԲ�ƉSԼڂǵ˱Ɏͮ́ڂʎɟ̿̿ڂɟˍǵͮɟɎڂɎʡ͝ǵȻʡˍʡͮʡɟ͝ձڂÄ˱ڂǵɎɎʡͮʡ́˱հ͝ڂʎɟڂʎǵ͝ڂȻɟɟ˱ڂǵ΢ǵ̿ɎɟɎ́ڂΞɟ̿ڂ
$1 million in grants to further the advancement of a multidisciplinary treatment for encopresis for children 
with ASD. She has also published on this topic and continues to focus much of her research on the ad-
vancement of toilet training for children with developmental disabilities. 

Debora Moritz, TSC Alliance Volunteer, Scottsdale, AZ

SɟȻ́̿ǵڂġ́̿ʡͮφڂʡ̿͝�ڂ́ͮڂ˪́˪ڂʡɿɿʡ˱հڂǵڂΰ́ͽ˱ʄڂ˪ǵ˱ڂ΢ʡͮʎڂƗƉHձڂڂƉʎɟڂʡ͝ڂǵڂΞ́ˍͽ˱ͮɟɟ̿ڂ΢ʎ́ڂɿ́ɂͽ͝ɟ͝ڂ˱́ڂǵɎΞ́ɂǵɂΰհڂ
scientific literacy and improving the daily lives of people living with TSC. Debora has volunteered with the 
ƗƉHڂ�ˍˍʡǵ˱ɂɟڂǵ͝ڂǵڂ@́ǵ̿Ɏڂ˪ɟ˪Ȼɟ̿ڂǵ˱Ɏ͝ڂɟ̿Ξʡ˱ʄڂǵͮ͝ڂʎɟڂHʎǵʡ̿́ڂɿͮڂʎɟ́�ڂΞɟ̿˱˪ɟ˱ͮڂżɟˍǵͮʡ́˱͝ڂH́˪˪ʡͮͮɟɟڂɿ́ɂͽ͝-
ing on developing grass roots advocates supporting continued funding of the TSCRP.  In Arizona she is 
available help constituents find resources and connect with other families living with TSC.

Robert Moss, President, Seizure Tracker LLC, Springfield, VA

Robert Moss knows first-hand how it feels to have a child with TSC and epilepsy. It was the helpless-
ness he felt in his own situation that inspired him to create Seizure Tracker. He watched his son, Evan, 
have countless seizures and knew there had to be a more effective way to monitor the seizure activity 
and medications than writing them down on paper. Putting his commercial photography business aside 
and teaching himself to be a website developer, he began the career shift that would ultimately provide 
SeizureTracker.com to a global community. Seizure Tracker is a free resource with more than 35,000 users 
ʡ˱ڂǵ͝ڂɿǵ̿ǵ΢ǵΰ̵ڂˍǵɂɟ͝ڂǵ͝ڂƉ΢ɟɎɟ˱հڂćǵ̵ǵ˱հڂŻǵͮǵ̿ڂǵ˱ɎڂÄ˱Ɏʡǵձڂż́Ȼɟ̿ͮڂʡ͝ڂɎɟɎʡɂǵͮɟɎڂ́ͮڂɟ˪̵́΢ɟ̿ʡ˱ʄ̵ڂɟ̵́ˍɟڂˍʡΞʡ˱ʄڂ
with epilepsy and giving back to the community he is also very much a part of.
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ć́ɟˍڂġ́͝͝հڂġSհڂŴʎSհڂƉɟ˱ʡ́̿ڂÄ˱Ξɟͮ͝ʡʄǵͮ́̿ڂǵ˱ɎڂSɟ̵ͽͮΰڂHʎʡɟɿհڂŴͽˍ˪́˱ǵ̿ΰڂ@̿ǵ˱ɂʎհڂĩ Ė@ÄհڂĩÄ հڂ@ɟͮʎɟ͝ɎǵհڂġS

ć́ɟˍڂġ́͝͝հڂġSհڂŴʎSհڂʡ͝ڂSɟ̵ͽͮΰڂHʎʡɟɿڂǵ˱ɎڂƉɟ˱ʡ́̿ڂÄ˱Ξɟͮ͝ʡʄǵͮ́̿ڂʡ˱ͮڂʎɟڂŴͽˍ˪́˱ǵ̿ΰڂ@̿ǵ˱ɂʎհڂĩ Ė@ÄհڂĩÄ ڂǵ˱Ɏڂ
 ɟǵɎ́ڂɿͮڂʎɟڂƗ̿ǵ˱͝ˍǵͮʡ́˱ǵˍڂżɟ͝ɟǵ̿ɂʎڂƉɟɂͮʡ́˱ڂǵ˱ɎͮڂʎɟڂĖΰ˪̵ʎǵ˱ʄʡ́ˍɟʡ́˪ΰ́˪ǵͮ́͝ʡ͝ڂԲĖ�ġԼ̵́̿ڂʄ̿ǵ˪ձڂ ɟڂʄ̿ǵɎͽ-
ated Brandeis University, summa cum laude, and received MD and PhD degrees from New York University 
School of Medicine. He is a member of Phi Beta Kappa and Alpha Omega Alpha. Following his internship 
ǵ˱Ɏ̿ڂɟ͝ʡɎɟ˱ɂΰڂԲġɟɎʡɂʡ˱ɟնڂć́ʎ˱͝ڂ ̵́˅ʡ˱͝Գհڂʎɟڂɂ́˪̵ˍɟͮɟɎ̵ͮ́͝ڂՈɎ́ɂͮ́̿ǵˍڂǵ˱Ɏ̵ڂͽˍ˪́˱ǵ̿ΰڂɿɟˍˍ́΢͝ʎʡ̵͝ڂԲĩ Ė@ÄԼձڂ
He has co-authored more than 800 scientific papers, edited/co-authored books and is co-inventor of pat-
ɟ˱ͮ͝ձڂS ձ̿ڂġ́͝͝ڂ΢ǵ͝ڂǵڂ˪ɟ˪Ȼɟ̿́ڂɿͮڂʎɟڂĩ Ė@ÄڂÄ˱ͮ͝ʡͮͽͮʡ́˱ǵˍڂżɟΞʡɟ΢ڂ@́ǵ̿Ɏڂɿ̿́˪ڂԆԐԏԏՔԇԅԅԍհڂHʎǵʡ̿ڂɿ̿́˪ڂԆԐԐԋՔ
ԇԅԅԍڂǵ˱Ɏڂɂ́Ոǵͽͮʎ́̿ɟɎͮڂɟΫͮ͝ڂ˱́ڂɟͮʎʡɂǵˍڂɂ́˱͝ʡɎɟ̿ǵͮʡ́˱͝ڂʡ˱ڂɂˍʡ˱ʡɂǵˍ̵́ͮ́̿ڂɂ́ˍ͝ձڂS ձ̿ڂġ́͝͝ڂʎǵ̿͝ڂɟɂɟʡΞɟɎڂ˪ͽˍͮʡ̵ˍɟڂ
ǵ΢ǵ̿Ɏ͝հڂʡ˱ɂˍͽɎʡ˱ʄڂƗʎɟڂĖ�ġ́�ڂͽ˱Ɏǵͮʡ́˱ڂǵ΢ǵ̿Ɏ͝հͮڂʎɟڂć́ʎ˱ڂǆձڂǆǵˍ͝ʎڂŴ�żڂ�΢ǵ̿Ɏڂɿ́̿ڂ^Ϋɂɟˍˍɟ˱ɂɟڂɿ̿́˪ڂ�ƗƉڂ
and the New York University Alumni Achievement Award in Basic Science and the Chiba (Japan) Medical 
Society Award. Dr. Moss is an honorary member of the Peruvian Thoracic Society. He is an elected mem-
Ȼɟ̿́ڂɿͮڂʎɟ́͝͝�ڂɂʡǵͮʡ́˱́ڂɿڂ�˪ɟ̿ʡɂǵ˱ڂŴʎΰ͝ʡɂʡǵ˱͝ڂǵ˱Ɏͮڂʎɟڂ�˪ɟ̿ʡɂǵ˱ڂƉ́ɂʡɟͮΰڂɿ́̿ڂHˍʡ˱ʡɂǵˍڂÄ˱Ξɟͮ͝ʡʄǵͮʡ́˱ڂԲ�ƉHÄԼڂ
and served as ASCI Councilor and Vice-President. Dr. Moss was elected to the Johns Hopkins University 
Ɖ́ɂʡɟͮΰ́ڂɿڂƉɂʎ́ˍǵ̿͝ڂԲԇԅԅԐԼձڂ ɟڂʡ͝ڂǵڂ�ɟˍˍ́΢́ڂɿͮڂʎɟڂ�˪ɟ̿ʡɂǵ˱ڂH́ˍˍɟʄɟ́ڂɿڂHʎɟͮ͝ڂŴʎΰ͝ʡɂʡǵ˱͝ڂǵ˱Ɏͮڂʎɟڂ�˪ɟ̿ʡɂǵ˱ڂ
Thoracic Society. Dr. Moss was an editor of the Journal of Biological Chemistry, Journal of Clinical Investi-
gation and the European Respiratory Review. He is currently an editor of CHEST and the American Journal 
́ɿڂżɟ̵͝ʡ̿ǵͮ́̿ΰڂHɟˍˍڂǵ˱Ɏڂġ́ˍɟɂͽˍǵ̿ڂ@ʡ́ˍ́ʄΰձڂ ʡ͝ڂɂˍʡ˱ʡɂǵˍ̵́̿ڂʄ̿ǵ˪ڂɿ́ɂͽ͝ɟ͝ڂ˱́ڂĖ�ġڂǵ˱Ɏڂɂΰͮ͝ʡɂڂˍͽ˱ʄڂɎʡ͝ɟǵ͝ɟ͝ձڂ
Ė�ġ̿ڂɟ͝ͽˍͮ͝ڂɿ̿́˪̵́̿ڂˍʡɿɟ̿ǵͮʡ́˱́ڂɿڂĖ�ġڂɂɟˍˍ͝ڂǵ˱Ɏ́ڂɂɂͽ̿͝ڂ΢ʡͮʎڂʡ˱ɂ̿ɟǵ͝ɟɎڂɿ̿ɟ̻ͽɟ˱ɂΰڂǵ˪́˱ʄڂ΢́˪ɟ˱ڂ΢ʡͮʎڂƗƉHձڂ
S ձ̿ڂġ́͝͝ڂǵ˱Ɏڂɂ́ˍˍɟǵʄͽɟ͝ڂʡ˱ʡͮʡǵˍˍΰڂɟͮ͝ǵȻˍʡ͝ʎɟɎͮڂʎɟڂ˱ǵͮͽ̿ǵˍڂʎʡͮ́̿͝ΰ́ڂɿڂĖ�ġڂ΢ʡͮʎڂɎɟͮǵʡˍɟɎڂɂˍʡ˱ʡɂǵˍ̵ڂʎɟ˱́ͮΰ̵ʡ˱ʄڂ
́ɿڂĖ�ġڂǵ˱ɎڂƗƉH̵ڂǵͮʡɟ˱ͮ͝ڂǵ˱Ɏڂɂʎǵ̿ǵɂͮɟ̿ʡφɟɎͮڂʎɟ̵ڂʎɟ˱́ͮΰ̵ʡɂڂǵ˱Ɏڂʄɟ˱́ͮΰ̵ʡɂڂɿɟǵͮͽ̿ɟ́͝ڂɿڂĖ�ġڂˍͽ˱ʄձ

 ̵́ɟڂĩ́̿ͮʎ̿ͽ̵հڂġSհڂSʡ̿ɟɂͮ́̿ڂǵ˱ɎڂŴ̿́ɿɟ́͝͝ հ̿ڂSʡΞʡ͝ʡ́˱́ڂɿڂġɟɎʡɂǵˍڂ�ɟ˱ɟͮʡɂ͝հڂSɟ̵ǵ̿ͮ˪ɟ˱ͮ́ڂɿڂŴɟɎʡǵͮ̿ʡɂ͝հڂ
ġɂ�́Ξɟ̿˱ڂġɟɎʡɂǵˍڂƉɂʎ́́ˍհڂƣƗ ɟǵˍͮʎհڂ ́ͽͮ́͝˱հڂƗǍ

 ̵́ɟڂĩ́̿ͮʎ̿ͽ̵հڂġSհڂʡ͝ڂǵڂġɟɎʡɂǵˍڂ�ɟ˱ɟͮʡɂʡͮ͝ڂԲHˍʡ˱ʡɂǵˍհڂ@ʡ́ɂʎɟ˪ʡɂǵˍڂǵ˱Ɏڂġ́ˍɟɂͽˍǵ̿Գڂʡ˱ͮڂʎɟڂSɟ̵ǵ̿ͮ˪ɟ˱ͮ́ڂɿڂ
ŴɟɎʡǵͮ̿ʡɂ͝ڂǵͮͮڂʎɟڂġɂ�́Ξɟ̿˱ڂġɟɎʡɂǵˍڂƉɂʎ́́ˍհڂƣƗ ɟǵˍͮʎհڂ ́ͽͮ́͝˱ձڂƉʎɟڂʡ͝ڂŴ̿́ɿɟ́̿͝͝ڂǵ˱ɎڂSʡ̿ɟɂͮ́̿́ڂɿͮڂʎɟڂ
SʡΞʡ͝ʡ́˱́ڂɿڂġɟɎʡɂǵˍڂ�ɟ˱ɟͮʡɂ͝ձڂS ձ̿ڂĩ́̿ͮʎ̿ͽ̵ڂʡͮ͝ڂʎɟڂSʡ̿ɟɂͮ́̿́ڂɿͮڂʎɟڂġɟɎʡɂǵˍڂ�ɟ˱ɟͮʡɂ͝ڂżɟ͝ʡɎɟ˱ɂΰՄ�ɟˍˍ́΢͝ʎʡ̵ڂ
Training Program (1993-present). She has been selected numerous times for inclusion in various publica-
ͮʡ́˱͝ڂɂʡͮʡ˱ʄڂɟΫɂɟˍˍɟ˱ɂɟڂʡ˱ڂɂˍʡ˱ʡɂǵˍڂɂǵ̿ɟڂʡ˱ɂˍͽɎʡ˱ʄڂ@ɟͮ͝ڂŚɂͮ́̿͝ڂʡ˱ڂ�˪ɟ̿ʡɂǵհڂ�˪ɟ̿ʡɂǵ՟͝ ڂƗɟΫǵ͝ڂǵ˱ɎڂŚɂͮ́̿͝ڂƗ̵́ڂ
Super Doctors. In recognition of her teaching excellence, she received the Regents Outstanding Teaching 
�΢ǵ̿Ɏڂɿ́̿ͮڂʎɟڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂƗɟΫǵ͝ڂƉΰͮ͝ɟ˪ڂʡ˱ڂԇԅԆԍձڂS ձ̿ڂĩ́̿ͮʎ̿ͽ̵̿ڂɟɂɟʡΞɟɎͮڂʎɟڂ^Ϋɂɟˍˍɟ˱ɂɟڂʡ˱ڂHˍʡ˱ʡɂǵˍڂƉɂʡɟ˱ɂɟڂ
�΢ǵ̿Ɏڂɿ́̿ڂԇԅԇԅڂɿ̿́˪ͮڂʎɟڂġɂ�́Ξɟ̿˱ڂġɟɎʡɂǵˍڂƉɂʎ́́ˍڂǆ́˪ɟ˱ڂ�ǵɂͽˍͮΰ̿́�ڂͽ˪ձڂS ձ̿ڂĩ́̿ͮʎ̿ͽ̵́ڂȻͮǵʡ˱ɟɎڂǵ˱ڂġSڂ
Ɏɟʄ̿ɟɟڂɿ̿́˪ͮڂʎɟڂġɟɎʡɂǵˍڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂƉ́ͽͮʎڂHǵ̿́ˍʡ˱ǵձڂƉʎɟڂɂ́˪̵ˍɟͮɟɎڂǵڂŴɟɎʡǵͮ̿ʡɂڂżɟ͝ʡɎɟ˱ɂΰڂǵͮڂHʎʡˍɎ̿ɟ˱՟͝ ڂ
ġɟɎʡɂǵˍڂHɟ˱ͮɟ̿ՄƉ́ͽͮʎ΢ɟͮ͝ɟ̿˱ڂġɟɎʡɂǵˍڂƉɂʎ́́ˍڂʡ˱ڂSǵˍˍǵ͝հڂƗɟΫǵ͝հڂǵ˱ɎڂǵڂġɟɎʡɂǵˍڂ�ɟ˱ɟͮʡɂ͝ڂ�ɟˍˍ́΢͝ʎʡ̵ڂǵͮͮڂʎɟڂ
Ä˱ͮ͝ʡͮͽͮɟڂɿ́̿ڂġ́ˍɟɂͽˍǵ̿ڂ�ɟ˱ɟͮʡɂ͝հڂ@ǵΰˍ́̿ڂH́ˍˍɟʄɟ́ڂɿڂġɟɎʡɂʡ˱ɟڂʡ˱ڂ ́ͽͮ́͝˱հڂƗɟΫǵ͝ձڂS ձ̿ڂĩ́̿ͮʎ̿ͽ̵՟͝ ڂɟ͝ɟǵ̿ɂʎ̿ڂ
interests focus on unraveling the basis of neurogenetic diseases, specifically TSC and spina bifida and 
ɎɟΞɟˍ̵́ʡ˱ʄͮڂʎɟ̿ǵ̵ʡɟ͝ڂɿ́̿ڂʄɟ˱ɟͮʡɂڂɎʡ͝ɟǵ͝ɟ͝ձڂƉʎɟڂ΢ǵͮ͝ڂʎɟڂԇԅԅԉڂ΢ʡ˱˱ɟ̿́ڂɿͮڂʎɟڂġǵ˱ͽɟˍڂżձ́�ڂ˪ɟφڂ�΢ǵ̿Ɏڂɿ̿́˪ڂ
the TSC Alliance for her research and clinical contributions in the field of TSC. Dr. Northrup has multiple 
research projects funded through NIH, private foundations and industry. She has authored/co-authored 
˪́̿ɟͮڂʎǵ˱ڂԆԍԅ̵ڂɟɟ̿Ո̿ɟΞʡɟ΢ɟɎڂǵ̿ͮʡɂˍɟ͝ձڂS ձ̿ڂĩ́̿ͮʎ̿ͽ̵ڂʎǵ̵́̿͝ڂΞʡɎɟɎڂ˱ͽ˪ɟ̿́ͽ͝ڂ˱ǵͮʡ́˱ǵˍڂǵ˱Ɏڂʡ˱ͮɟ̿˱ǵͮʡ́˱ǵˍڂ
invited presentations. 
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�˱ʄɟˍǵڂŴɟ̿́˱հڂġSհڂŴʎSհڂ�ƉƉƗڂƉǵ˱ͮʡڂŴǵ́ˍ́ڂɟڂHǵ̿ˍ́հڂƉǵ˱ڂŴǵ́ˍ́ڂƣ˱ʡΞɟ̿͝ʡͮΰڂ ̵́͝ʡͮǵˍհڂġʡˍǵ˱հڂÄͮǵˍΰ

Angela Peron is a clinical geneticist. She earned her MD degree from Vita-Salute San Raffaele University 
ʡ˱ڂġʡˍǵ˱ڂʡ˱ڂԇԅԅԐհڂɂ́˪̵ˍɟͮɟɎڂǵ̿ڂɟ͝ʡɎɟ˱ɂΰڂʡ˱ڂġɟɎʡɂǵˍڂ�ɟ˱ɟͮʡɂ͝ڂǵͮͮڂʎɟڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂġʡˍǵ˱ڂʡ˱ڂԇԅԆԋڂǵ˱Ɏڂɟǵ̿˱ɟɎڂ
her PhD in Clinical Research at the University of Milan in 2021. She is currently an attending physician in 
medical genetics at San Paolo Hospital in Milan (Italy) and an adjunct assistant professor at the University 
́ɿڂƣͮǵʎڂԲƣƉ�ԼձڂƉʎɟ͝ڂɟ̿Ξɟ͝ڂǵͮ͝ڂʎɟڂʄɟ˱ɟͮʡɂʡͮ́͝ڂɿͮڂʎɟ̵ڂɟɎʡǵͮ̿ʡɂڂǵ˱ɎڂǵɎͽˍͮڂƗƉHڂɂˍʡ˱ʡɂ́ڂɿڂƉǵ˱ڂŴǵ́ˍ́ڂƣ˱ʡΞɟ̿͝ʡͮΰڂ
Hospital in Milan and also provides clinics for children and adults with different genetic conditions. Her pri-
mary research interests focus on individuals with TSC and No Mutation Identified, mosaicism in TSC, and 
genotype-phenotype correlations. She is also involved in multiple research studies on epilepsy and autism 
in TSC. In 2017 she organized the 2nd Early-Stage Tuberous Sclerosis Complex Researcher Meeting to-
gether with four other young researchers and was appointed co-chair of the Early Career Researcher Sym-
posium held in 2019. She was part of the scientific committee of the 2020 International Tuberous Sclerosis 
Complex Research Conference.Her other research interests include dysmorphology, genetics of epilepsy 
and autism spectrum disorder and genomic medicine. 

ġձڂƉɂ́ͮͮڂŴɟ̿̿ΰհڂġSհڂ ɟǵɎ́ڂɿڂĩɟͽ̿́͝ɂʡɟ˱ɂɟ͝հڂH́́˅ڂHʎʡˍɎ̿ɟ˱՟͝ Hɟ˱ͮɟڂˍġɟɎʡɂǵڂ հ̿ڂͮ̿́�ڂǆ́̿ͮʎհڂƗǍ

S ձ̿ڂġձڂƉɂ́ͮͮڂŴɟ̿̿ΰڂʡͮ͝ڂʎɟڂ ɟǵɎ́ڂɿڂĩɟͽ̿́͝ɂʡɟ˱ɂɟ͝ڂǵ˱ɎͮڂʎɟڂSʡ̿ɟɂͮ́̿́ڂɿͮڂʎɟڂ�ɟ˱ɟͮʡɂڂ^̵ʡˍɟ̵͝ΰڂHˍʡ˱ʡɂڂǵͮͮڂʎɟڂćǵ˱ɟڂ
ǵ˱Ɏڂć́ʎ˱ڂćͽͮ͝ʡ˱ڂĩɟͽ̿́͝ɂʡɟ˱ɂɟ͝ڂHɟ˱ͮɟ̿ڂǵͮڂH́́˅ڂHʎʡˍɎ̿ɟ˱՟͝ Hɟ˱ͮɟڂˍġɟɎʡɂǵڂ հ̿ڂͮ̿́�ڂǆ́̿ͮʎհڂƗǍձڂ ɟڂɂ́˪̵ˍɟͮɟɎڂ
his MD at the University of Mississippi School of Medicine and general pediatrics and child neurology train-
ʡ˱ʄڂǵͮڂ^˪́̿ΰڂƣ˱ʡΞɟ̿͝ʡͮΰձڂ ɟڂɂ́˪̵ˍɟͮɟɎڂǵڂHˍʡ˱ʡɂǵˍڂĩɟͽ̵̿́ʎΰ͝ʡ́ˍ́ʄΰڂɿɟˍˍ́΢͝ʎʡ̵ڂǵͮڂġʡǵ˪ʡڂHʎʡˍɎ̿ɟ˱՟͝ -ʡ̵́͝ ڂ
ͮǵˍڂȻɟɿ́̿ɟڂʽ́ʡ˱ʡ˱ʄڂH́́˅ڂHʎʡˍɎ̿ɟ˱՟͝ ڂɟ̵ʡˍɟ̵͝ΰڂɿ́ڂͽ͝ɟڂʎɟͮڂʡ˱ɂˍͽɎɟڂʡ˱ͮɟ̿ɟͮ͝͝ڂɟ͝ɟǵ̿ɂʎ̿ڂǵ˱Ɏڂˍɂˍʡ˱ʡɂǵڂʡ͝ ڂԇԅԅԐձڂ˱ʡڂ
surgery for the treatment of intractable childhood epilepsy and the evaluation and treatment of genetic 
epilepsy syndromes. 

ƉͮɟΞɟ˱ڂŴɟͮɟ̿͝հڂƗƉHڂŴǵ̿ɟ˱ͮհڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂǃ́ˍͽ˱ͮɟɟ հ̿ڂľ΢ǵ́͝͝հڂľČ

Steven Peters is a volunteer for the TSC Alliance where he has served as a Community Alliance Chair, par-
ticipated in the March on Capitol Hill and supported many TSC Alliance fundraising efforts. Steven and his 
wife, Kristy, live in Owasso, OK and have two married daughters. Their youngest daughter, Emilie, age 25 is 
affected with TSC. Among the many challenges of TSC, Steven has spent time navigating the transition for 
his daughter from adolescence in public schools, through college and into the workforce. Steven owns and 
operates an insurance agency. He enjoys spending time with his family, playing golf, and collecting cast 
iron cookware. 

Emily Phan, TSC Alliance Future Leader, Malibu, CA

^˪ʡˍΰڂŴʎǵ˱ڂʡ͝ڂǵڂ΢́̿ˍɎՈɂˍǵ̵͝͝ڂʡǵ˱ʡͮ͝ڂˍʡΞʡ˱ʄڂ΢ʡͮʎڂƗƉHձڂͮ�ڂԍڂ˪́˱ͮʎ́͝ڂˍɎհڂ^˪ʡˍΰ͝ڂͽɿɿɟ̿ɟɎڂɿ̿́˪ڂʡ˱ɿǵ˱ͮʡˍɟ̵͝ڂǵ͝˪͝ڂ
and was subsequently diagnosed with TSC, which caused major cognitive and fine motor skill develop-
mental delays. However, this never stopped her from fighting to live a normal life. With the guidance and 
support of the TSC Alliance, her mother was able to find the best medical care for Emily. To assist with 
normal development, Emily had five different piano teachers, which ultimately supplemented her speech, 
occupational and physical therapy. At the age of 5, she had a dream of spreading beauty and love by uti-
lizing the sound of the piano as her medium. Over the years, Emily caught up with her age milestones. She 
began competing in district, regional and national-level piano competitions. Moving on to college, she was 
accepted to Pepperdine University on a talent-based scholarship, graduating with her Peformance degree 
in 2019. Emily is the recipient of numerous first place piano awards, which have led to invitations to per-
form across Europe, Russia and the United States. Emily has performed in renowned concert halls such as 
Hǵ̿˱ɟʄʡɟڂ ǵˍˍڂʡ˱ڂĩǓHհڂġ́φǵ̿ͮɟͽ˪ڂH́˱ɂɟ̿ͮڂ ǵˍˍڂʡ˱ڂ�ͽͮ̿͝ʡǵڂǵ˱Ɏͮڂʎɟڂżʡɂʎǵ̿ɎڂĩʡΫ́˱ڂĖʡȻ̿ǵ̿ΰڂʡ˱ڂHǵˍʡɿ́̿˱ʡǵձڂƗ́Ɏǵΰհڂ
Emily inspires families, TSC patients and other musicians globally. She aspires to give hope and share her 
light with other families afflicted by TSC. Emily closed Comedy for a Cure 19.5 with a riveting performance 
that brought everyone to their feet.
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Kelly Piacenti, MA, ChSNC®, Head, MassMutual SpecialCare, Springfield, MA

Kelly Piacenti is responsible for the MassMutual SpecialCare program, which includes nearly 500 Spe-
cial Care Planners. She also oversees partnerships between MassMutual and the largest special needs 
˱́˱Ո̵̿́ɿʡͮ̿́ڂʄǵ˱ʡφǵͮʡ́˱͝ڂǵɂ̿́ͮ͝͝ڂʎɟڂɂ́ͽ˱ͮ̿ΰհڂʡ˱ɂˍͽɎʡ˱ʄڂƗʎɟ̿�ڂɂհڂ�ͽͮʡ͝˪ڂƉ́ɂʡɟͮΰհڂ ͽ˱ͮʡ˱ʄͮ́˱՟͝ -Ɖ́ڂSʡ͝ɟǵ͝ɟڂ
ɂʡɟͮΰ́ڂɿڂ�˪ɟ̿ʡɂǵհڂĩǵͮʡ́˱ǵˍڂŚ΢˱ڂƉΰ˱Ɏ̿́˪ɟڂH́˱ʄ̿ɟ͝͝հڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂǵ˱Ɏڂƣ˱ʡͮɟɎڂHɟ̿ɟȻ̿ǵˍڂŴǵˍ͝ΰڂԲƣHŴԼձڂČɟˍˍΰڂ
serves on the National Board of Directors for UCP and was formerly on the National Board of The Arc for 
8 years until 2020. She also serves on the Advisory Board for The Academy of Special Needs Planners as 
well as The American College MassMutual Center for Special Needs. Kelly has spoken at dozens of indus-
try conferences across the country and has been featured as a speaker on several radio talk show pro-
grams. Kelly is also published and quoted in numerous industry publications for the special needs commu-
nity. In May 2017, the Theresa Foundation awarded Kelly as the recipient of the annual 2017 Theresa Award 
for her outstanding community service and advocacy on behalf of people with special needs. And in the 
ɿǵˍˍ́ڂɿڂԇԅԆԋհڂČɟˍˍΰڂ΢ǵ͝ڂǵ΢ǵ̿ɎɟɎͮڂʎɟڂɎʡͮ͝ʡ˱ɂͮʡ́˱ڂȻΰڂգǆ́̿˅ʡ˱ʄڂġ́ͮʎɟ̿դڂ˪ǵʄǵφʡ˱ɟհڂǵ͝ڂǵڂգǆ́̿˅ʡ˱ʄڂġ́ͮʎɟ̿́ڂɿͮڂʎɟڂ
Ǔɟǵ̿դڂʡ˱ͮڂʎɟʡ̿ڂգԆԅԅڂ@ɟͮ͝ڂH́˪̵ǵ˱ʡɟ͝դڂɿɟǵͮͽ̿ɟɎڂǵ̿ͮʡɂˍɟձڂƉʎɟڂʎǵ͝ڂ΢́̿˅ɟɎڂ΢ʡͮʎڂġǵ͝͝ġͽͮͽǵˍ͝ڂʡ˱ɂɟڂćͽˍΰ́ڂɿڂԇԅԆԍձڂ
@ɟɿ́̿ɟڂʽ́ʡ˱ʡ˱ʄڂġǵ͝͝ġͽͮͽǵˍհ͝ڂʎɟڂˍɟɎͮڂʎɟڂġɟͮĖʡɿɟڂHɟ˱ͮɟ̿ڂɿ́̿ڂƉ̵ɟɂʡǵˍڂĩɟɟɎ͝ڂŴˍǵ˱˱ʡ˱ʄհڂ΢ʎɟ̿ɟ͝ڂʎɟڂ΢ǵ͝ڂɟ˪-
̵ˍ́ΰɟɎڂɿ̿́˪ڂԆԐԐԆͮڂʎ̿́ͽʄʎڂԇԅԆԍձڂČɟˍˍΰڂʎ́ˍɎ͝ڂǵڂ˪ǵͮ͝ɟ̿՟͝ Hʎɟͮ͝ɟڂ˱ʡڂɟ͝ʡɎɟ̿͝ڂǵ˱ɎڂɎɟʄ̿ɟɟڂ հ̿ڂĩćڂ΢ʡͮʎڂʎɟ̿ڂʎͽ͝Ȼǵ˱Ɏڂ
and children. She was the mother of a child with special needs for 19 years and possesses the knowledge, 
insight and empathy to act as a mentor and resource for families facing similar challenges.

@̿ɟ˱Ɏǵڂ^ˍǵʡ˱ɟڂŴ́̿ͮɟ հ̿ڂġSհڂŴʎSհڂŴ̿́ɿɟ́̿́͝͝ڂɿڂĩɟͽ̿́ˍ́ʄΰհڂƉͮǵ˱ɿ́̿Ɏڂƣ˱ʡΞɟ̿͝ʡͮΰհڂƉͮǵ˱ɿ́̿ɎհڂH�

S ձ̿ڂŴ́̿ͮɟ̿́ڂȻͮǵʡ˱ɟɎڂʎɟ̿ڂͽ˱Ɏɟ̿ʄ̿ǵɎͽǵͮɟհڂġSڂǵ˱ɎڂŴ SڂɎɟʄ̿ɟɟڂǵͮڂǆǵ͝ʎʡ˱ʄͮ́˱ڂƣ˱ʡΞɟ̿͝ʡͮΰڂʡ˱ڂƉͮձڂĖ́ͽʡ͝ձڂƉʎɟڂ
ɂͽ̿̿ɟ˱ͮˍΰڂʡ͝ڂŴ̿́ɿɟ́̿́͝͝ڂɿڂĩɟͽ̿́ˍ́ʄΰڂǵͮڂƉͮǵ˱ɿ́̿ɎհڂSʡ̿ɟɂͮ́̿́ڂɿڂŴɟɎʡǵͮ̿ʡɂڂ^̵ʡˍɟ̵͝ΰڂǵͮڂĖͽɂʡˍɟڂŴǵɂ˅ǵ̿ɎڂHʎʡˍɎ̿ɟ˱՟͝ ڂ
Hospital and co-director of the Tuberous Sclerosis Complex Clinic at Stanford. Her research is focused on 
ͮʎɟ́̿ڂˍɟ́ڂɿͮڂʎɟڂ�^^ڂǵ͝ڂǵڂȻʡ́˪ǵ̿˅ɟ̿ڂʡ˱ͮڂͽȻɟ̿́ͽ͝͝ڂɂˍɟ̿́͝ʡ͝ڂɂ́˪̵ˍɟΫհڂɎɟΞɟˍ̵́ʡ˱ʄͮڂʎɟ̿ǵ̵ʡɟ͝ڂɿ́̿ͮڂʎɟ̵̿ڂɟΞɟ˱ͮʡ́˱ڂ
of epilepsy and improving neuronal development in TSC. Her passion is trying to understand the role and 
timing of epilepsy surgery for providing the best long-term outcomes for children with TSC. She enjoys 
mentoring residents, fellows and junior faculty at Stanford and through the NIH Child Neurologist Career 
SɟΞɟˍ̵́˪ɟ˱ͮڂČՔԆԇڂ�΢ǵ̿ɎڂŴ̿́ʄ̿ǵ˪ڂԲHĩHSŴՔČԆԇԼձڂ

�͝ʎˍɟΰڂŴ́ͽ˱Ɏɟ̿͝հڂġƉĩհڂ�ĩŴՔHհڂSʡ̿ɟɂͮ́ հ̿ڂġɟɎʡɂǵˍڂ�ɿɿǵʡ̿͝հڂƗƉHڂ�ˍˍʡǵ˱ɂɟհڂġɟ˪̵ʎʡ͝հڂƗĩ

�͝ʎˍɟΰڂʽ́ʡ˱ɟɎͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂʡ˱ڂԇԅԇԅձڂƉʎɟ̿ڂɟɂɟ˱ͮˍΰڂˍɟɎͮڂʎɟڂɎɟΞɟˍ̵́˪ɟ˱ͮ́ڂɿͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟ՟͝ ڂʡ˱ɟˍ˱́ڂɟ΢˱ڂ
գƗƉHڂĩǵΞʡʄǵͮ́̿դڂ́ͮڂˍ́́ͮڂʎɟˍ̵ڂʡ˱ɎʡΞʡɎͽǵˍ͝ڂǵ˱Ɏڂɿǵ˪ʡˍʡɟ͝ڂ˪ǵ˱ɟͽΞɟ̿ͮڂʎɟڂʡ˱ͮ̿ʡɂǵͮɟڂƗƉHڂʎɟǵˍͮʎɂǵ̿ɟ͝ڂΰͮ͝ɟ˪ڂǵ˱Ɏڂ
proactively manage their care. She obtained her MS in Nursing in 2018 from Purdue University and her BS 
in Nursing in 2007 from Baptist College of Health Sciences in Memphis. Ashley served as the lead coordi-
˱ǵͮ́̿ڂɿ́̿ͮڂʎɟڂƗƉHڂHɟ˱ͮɟ̿́ڂɿڂ^Ϋɂɟˍˍɟ˱ɂɟڂǵͮͮڂʎɟڂĖɟ@́˱ʎɟͽ̿ڂHʎʡˍɎ̿ɟ˱՟͝ ڂʎ̿́ͽʄʎͮڂԇԅԆԍڂ˪ɿ̿́ڂġɟ˪̵ʎʡ͝ڂ˱ʡڂˍʡͮǵ̵́͝ ڂ
2019.  In 2018, Ashley played a major role in assisting with the inaugural TSC Nursing Conference in Dallas. 
Ashley also was part of many clinical trials and retrospective research projects.  She received a Daisy 
�΢ǵ̿ɎڂɎͽ̿ʡ˱ʄڂʎɟ̿ͮڂʡ˪ɟڂǵͮڂĖɟ@́˱ʎɟͽ̿ڂɿ́̿ڂɿǵɂʡˍʡͮǵͮʡ˱ʄ̵́̿ڂɂɟ͝͝ڂǵ˱Ɏڂɂ́˪̵ǵ͝͝ʡ́˱ǵͮɟڂɂʎǵ˱ʄɟ͝ڂ́ͮڂȻɟͮͮɟ̿ڂǵ͝͝ʡͮ͝ڂ
the TSC patient population. 

Emily Racenet, TSC Alliance Future Leader Mentor, Wasilla, AK

^˪ʡˍΰڂʎǵ͝ڂȻɟɟ˱ڂǵ̿́ͽ˱ɎڂƗƉH͝ڂʡ˱ɂɟڂʎɟ̿ڂΰ́ͽ˱ʄɟ̿͝ڂʡͮ͝ɟ̿ڂ΢ǵ͝ڂȻ́̿˱ձڂ ɟ̿ڂɿǵ˪ʡˍΰڂɎʡɎ˱՟ͮڂ˅˱́΢́ڂɿڂʎɟ̿ڂɂ́˱Ɏʡͮʡ́˱ڂͽ˱ͮʡˍڂ
well after she was born when they started to notice her staring off at ceiling fans and other odd objects 
ǵ˱Ɏ̿ڂɟǵˍʡφɟɎͮڂʎɟ͝ɟڂ΢ɟ̿ɟڂǵȻ͝ɟ˱ɂɟ͝ڂɟʡφͽ̿ɟ͝ձڂ�ˍǵ͝ʎڂɿ́̿΢ǵ̿ɎڂԆԍڂΰɟǵ̿́ͮ͝ڂ́ͮڂɎǵΰհڂ^˪ʡˍΰ̵͝ڂɟ˱Ɏ͝ڂǵڂˍǵ̿ʄɟ̵ͮ̿́ڂʡ́˱́ڂɿڂ
ʎɟ̿ͮڂʡ˪ɟڂ΢́̿˅ʡ˱ʄڂ΢ʡͮʎͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟͮ́ڂ˱́ڂ̿́ڂʎɟ̿ڂƗƉHՈ̿ɟˍǵͮɟɎڂ˪ǵͮͮɟ̿͝հڂɿ̿́˪ͮڂʎɟڂ�ͽͮͽ̿ɟڂĖɟǵɎɟ̵̿́̿͝ڂʄ̿ǵ˪ڂ
Ŵ́ɟʎˍɟ̿՟͝ڂΰ˪�ڂ΢ʡͮʎڂʡ˱ͮɟ̿Ξʡɟ΢͝ڂ́ͮ -ɿͽ˱Ɏڂɂ́˱ͮʡ˱ͽɟڂ́ͮڂ͝˱ɟ́͝ˍͽͮʡ́̿ڂʡ˱ʄ̵̵́́̿͝ڂ́ͮڂ˱ɂ́˱Ɏʡͮʡ́ڂʎɟͮڂǵȻ́ͽͮڂ͝ˍ�ʡ̿ڂƉ˪ǵ̿ͮڂ
ing for the TSCRP to the largest youth leadership conference in Alaska, the Alaska Association of Student 
�́Ξɟ̿˱˪ɟ˱ͮ͝ձڂ
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Raj Rajaraman, MD, MS, Assistant Professor, UCLA, Los Angeles, CA

żǵʽ͝ɟ˅ǵ̿ڂգżǵʽդڂżǵʽǵ̿ǵ˪ǵ˱հڂġSհڂġƉհڂʡ͝ڂǵ˱͝͝�ڂʡͮ͝ǵ˱ͮڂŴ̿́ɿɟ́̿͝͝ڂʡ˱ڂŴɟɎʡǵͮ̿ʡɂڂĩɟͽ̿́ˍ́ʄΰڂǵͮͮڂʎɟڂƣHĖڂ�ġǵͮͮɟˍڂ
HʎʡˍɎ̿ɟ˱՟͝ ڂɿɟˍˍ́΢͝ʎʡ̵ڂĩɟͽ̵̿́ʎΰ͝ʡ́ˍ́ʄΰڂˍHˍʡ˱ʡɂǵڂɟ͝ʡɎɟ˱ɂΰհ̿ڂĩɟͽ̿́ˍ́ʄΰڂŴɟɎʡǵͮ̿ʡɂڂʎʡ͝ڂɂ́˪̵ˍɟͮɟɎڂɟ ڂʡͮǵˍձ̵́͝ ڂ
ǵ˱Ɏڂ^̵ʡˍɟ̵͝ΰڂɿɟˍˍ́΢͝ʎʡ̵̿ͮڂǵʡ˱ʡ˱ʄڂǵͮڂƣHĖ�ձڂHͽ̿̿ɟ˱ͮˍΰհڂʎʡ͝ڂɂˍʡ˱ʡɂǵˍڂǵ˱Ɏ̿ڂɟ͝ɟǵ̿ɂʎڂʡ˱ͮɟ̿ɟͮ͝͝ڂʡ˱Ξ́ˍΞɟڂǵˍˍڂǵ̵͝ɟɂͮ͝ڂ
́ɿڂʡ˱ɿǵ˱ͮʡˍɟ̵͝ڂǵ͝˪͝հڂǵ͝ڂ΢ɟˍˍڂǵ͝ڂʡͮ͝ڂɟɿɿɟɂͮ͝ڂʡ˱ڂƗƉHڂǵ˱ɎڂHSČĖԋڂSɟɿʡɂʡɟ˱ɂΰڂSʡ́̿͝Ɏɟ ձ̿ڂS ձ̿ڂżǵʽǵ̿ǵ˪ǵ˱ڂʡ͝ڂSʡ̿ɟɂͮ́̿ڂ
́ɿͮڂʎɟڂƣHĖڂ�ƗͽȻɟ̿́ͽ͝ڂƉɂˍɟ̿́͝ʡ͝ڂHɟ˱ͮɟ̿́ڂɿڂ^Ϋɂɟˍˍɟ˱ɂɟڂǵ͝ڂ΢ɟˍˍڂǵͮ͝ڂʎɟڂƣHĖڂ�HSČĖԋڂHɟ˱ͮɟ̿́ڂɿڂ^Ϋɂɟˍˍɟ˱ɂɟձڂ ɟڂ
is the primary investigator of more than a dozen pharmaceutical and investigator-driven clinical trials and 
studies. He has presented research at multiple conferences, including the American Academy of Neurol-
ogy, Child Neurology Society and the American Epilepsy Society, receiving achievements including the 
national 2014 American Epilepsy Society Young Investigator Award. Dr. Rajaraman has multiple publications 
Sڂʡ˱ͮɟ̿ɟͮ͝͝հڂɟ͝ɟǵ̿ɂʎ̿ڂǵ˱Ɏڂˍɂˍʡ˱ʡɂǵڂʎʡ͝ڂ́ͮڂ˱ǵɎɎʡͮʡ́ڂ˱ÄڂԲH@SԼձڂˍɂǵ˱˱ǵȻʡɎʡ́ڂǵ˱Ɏڂ͝˪ǵ̵͝͝ڂʡ˱ɿǵ˱ͮʡˍɟڂ˱́ ձ̿ڂżǵʽǵ̿ǵ˪ǵ˱ڂ
ʡ͝ڂǵ˱ڂǵɂͮʡΞɟڂ˪ɟ˪Ȼɟ̿́ڂɿͮڂʎɟڂ�˪ɟ̿ʡɂǵ˱ڂ�ɂǵɎɟ˪ΰ́ڂɿڂĩɟͽ̿́ˍ́ʄΰڂԲ��ĩԼڂǵ˱Ɏڂ�˪ɟ̿ʡɂǵ˱ڂ^̵ʡˍɟ̵͝ΰڂƉ́ɂʡɟͮΰڂԲ�^ƉԼձڂ
 ɟڂΞ́ˍͽ˱ͮɟɟ̿͝ڂɿ́̿ͮڂʎɟڂ^̵ʡˍɟ̵͝ΰ́�ڂͽ˱Ɏǵͮʡ́˱́ڂɿ̿�ڂɟǵͮɟ̿ڂĖ́͝ڂ�˱ʄɟˍɟ͝հڂʡ˱ɂˍͽɎʡ˱ʄڂʎɟˍ̵ʡ˱ʄڂǵͮͮڂʎɟʡ̿ڂǵ˱˱ͽǵˍڂǆǵˍ˅ڂ́ͮڂ
End Epilepsy at the Rose Bowl, as well as the Epilepsy Awareness Day at Disneyland.

^ձڂƉͮɟΞɟڂż́ǵɂʎհڂġSհڂŴ̿́ɿɟ́̿́͝͝ڂɿڂĩɟͽ̿́ˍ́ʄΰհڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂƗɟΫǵ͝ڂSɟˍˍڂġɟɎʡɂǵˍڂƉɂʎ́́ˍհڂ�ͽͮ͝ʡ˱հڂƗǍ

E. Steve Roach, MD, is Professor of Neurology at the University of Texas Dell Medical School in Austin, TX, 
where he serves as the Associate Chair for Operations of the Department of Neurology and as Chief of 
ͮʎɟڂ˱ɟ΢ˍΰڂɂ̿ɟǵͮɟɎڂƣƗڂ ɟǵˍͮʎڂ�ͽͮ͝ʡ˱ڂŴɟɎʡǵͮ̿ʡɂڂĩɟͽ̿́͝ɂʡɟ˱ɂɟڂHɟ˱ͮɟ̿ڂǵͮڂSɟˍˍڂHʎʡˍɎ̿ɟ˱՟͝ Sڂʡͮǵˍձ̵́͝ ڂ ձ̿ڂż́ǵɂʎڂ
has written or edited 10 books and has published numerous articles, commentaries and chapters, includ-
ing many articles focusing on the clinical manifestations of TSC and other genetic disorders. Dr. Roach 
is a past president of the Child Neurology Society and recently concluded a nine-year term as the edi-
tor-in-chief of Pediatric Neurology. 

ƉͮɟΞɟ˱ڂĖձڂż́Ȼɟ̿Ɏ͝հڂŴʎSհڂHʎʡɟɿڂƉɂʡɟ˱ͮʡɿʡɂڂľɿɿʡɂɟ հ̿ڂƗƉHڂ�ˍˍʡǵ˱ɂɟհڂƉʡˍΞɟ̿ڂƉ̵̿ʡ˱ʄհڂġS

Steven Roberds joined the TSC Alliance staff in 2011 as Chief Scientific Officer. In this role, Steve leads the 
ɎɟΞɟˍ̵́˪ɟ˱ͮڂǵ˱ɎڂɟΫɟɂͽͮʡ́˱́ڂɿͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟ՟͝ -ɂ́˱Ξɟ̿͝ǵڂǵ˱Ɏڂǵ̿ͮ˱ɟ̿͝ʎʡ̵̵͝ڂʎ̿́ͽʄʎͮڂǵͮɟʄΰ̿ͮ͝ڂɟ͝ɟǵ̿ɂʎ̿ڂ
tions with all stakeholders, including individuals and families affected by TSC, basic and clinical research-
ers in academia and industry, healthcare providers, government agencies involved in medical research, 
and other non-profit organizations. Steve led the implementation of the 2012 TSC Clinical Consensus Con-
ference and an update to the consensus guidelines in 2021. Together with the CEO, CFO and Board, he de-
Ξɟˍ̵́ɟɎڂǵ͝ڂɟΞɟ˱Ոΰɟǵ̿ڂżɟ͝ɟǵ̿ɂʎڂ@ͽ͝ʡ˱ɟ͝͝ڂŴˍǵ˱ڂȻɟʄʡ˱˱ʡ˱ʄڂʡ˱ڂԇԅԆԐڂ́ͮڂʄ̿́΢ͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟ՟͝ -̵́̿ڂɟ͝ɟǵ̿ɂʎ̿ڂ
grams, including a Preclinical Consortium to accelerate testing of potential new treatments, a Biosample 
Repository to collect and share biosamples from individuals enrolled in the TSC Natural History Database, 
ǵڂHˍʡ˱ʡɂǵˍڂżɟ͝ɟǵ̿ɂʎڂH́˱́̿ͮ͝ʡͽ˪հڂǵڂƗƉHڂĖɟǵ̿˱ʡ˱ʄڂ ɟǵˍͮʎɂǵ̿ɟڂƉΰͮ͝ɟ˪հڂÄ˱˱́Ξǵͮʡ́˱ڂǆ́̿˅͝ʎ̵́͝հڂɂ́˱ɿɟ̿ɟ˱ɂɟ͝հڂ
and grants. Steve was awarded his PhD in Pharmacology from Vanderbilt University in 1992, after which 
he was introduced to rare disease research as a postdoctoral fellow at the University of Iowa studying the 
Ȼʡ́ˍ́ʄΰڂǵ˱Ɏڂʄɟ˱ɟͮʡɂ́͝ڂɿڂ˪ͽ͝ɂͽˍǵ̿ڂɎΰ̵ͮ̿́͝ʎʡɟ͝ձڂ ɟͮڂʎɟ˱ڂȻɟʄǵ˱ڂǵڂԆԍՈΰɟǵ̿̿ڂɟ͝ɟǵ̿ɂʎڂɂǵ̿ɟɟ̿ڂʡ˱ͮڂʎɟ̵ڂʎǵ̿˪ǵɂɟͽ-
tical industry. Immediately prior to joining the TSC Alliance, Steve was an Associate Research Fellow and 
project leader responsible for driving global project teams toward new human proof-of-concept studies to 
repurpose Pfizer compounds for new indications. 
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SǵΞʡɎڂ�ձڂż́Ɏ̿ʡʄͽɟφՈ@ͽ̿ʡͮʡɂǵհڂġSհ́͝͝�ڂɂʡǵͮɟڂŴ̿́ɿɟ́͝͝ հ̿ڂSʡΞʡ͝ʡ́˱́ڂɿڂ�ɟ˱ɟͮʡɂ͝հڂSɟ̵ǵ̿ͮ˪ɟ˱ͮ́ڂɿڂŴɟɎʡǵͮ̿ʡɂ͝հڂ
ġɂ�́Ξɟ̿˱ڂġɟɎʡɂǵˍڂƉɂʎ́́ˍհڂƗʎɟڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂƗɟΫǵ͝ڂ ɟǵˍͮʎڂƉɂʡɟ˱ɂɟڂHɟ˱ͮɟ̿ڂǵͮڂ ́ͽͮ́͝˱հڂƗǍ

Dr. Rodriguez-Buritica is a board-certified pediatric endocrinology and medical geneticist. He attended 
medical school at his home country Colombia, South America and then moved to the US and pursued 
ͮ̿ǵʡ˱ʡ˱ʄڂʡ˱ڂ�ɟ˱ɟ̿ǵˍڂŴɟɎʡǵͮ̿ʡɂ͝ڂǵ˱ɎڂŴɟɎʡǵͮ̿ʡɂڂ^˱Ɏ́ɂ̿ʡ˱́ˍ́ʄΰڂǵͮڂǆʡ˱ͮʎ̵̿́ڂƣ˱ʡΞɟ̿͝ʡͮΰڂ ̵́͝ʡͮǵˍڂʡ˱ڂĩɟ΢ڂǓ́̿˅հڂ
ɿ́ˍˍ́΢ɟɎڂȻΰڂǵڂġɟɎʡɂǵˍڂ�ɟ˱ɟͮʡɂ͝ڂ�ɟˍˍ́΢͝ʎʡ̵ڂǵͮͮڂʎɟڂSɟ̵ǵ̿ͮ˪ɟ˱ͮ́ڂɿڂ�ɟ˱ɟͮʡɂ͝ڂʡ˱ڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂ�ˍǵȻǵ˪ǵڂǵͮڂ
@ʡ̿˪ʡ˱ʄʎǵ˪ձڂ ɟڂʽ́ʡ˱ɟɎͮڂʎɟڂSʡΞʡ͝ʡ́˱́ڂɿڂġɟɎʡɂǵˍڂ�ɟ˱ɟͮʡɂ͝ڂǵͮͮڂʎɟڂSɟ̵ǵ̿ͮ˪ɟ˱ͮ́ڂɿڂŴɟɎʡǵͮ̿ʡɂ͝հڂġɂ�́Ξɟ̿˱ڂġɟɎ-
ical School of the University of Texas at Houston Medical Center in 2014. He specialized in carbohydrate 
inborn errors of metabolism, hypoglycemia, Disorders of Sexual development, genetic forms of Rickets, 
endocrine abnormalities in TSC, among other topics that combined genetics and endocrinology. He directs 
ͮʎɟڂ�ˍΰɂ́ʄɟ˱ڂƉͮ́̿ǵʄɟڂSʡ́̿͝Ɏɟ̿ڂɂɟ˱ͮɟ̿́ڂɿڂɟΫɂɟˍˍɟ˱ͮڂǵͮͮڂʎɟڂġɂ�́Ξɟ̿˱ڂġɟɎʡɂǵˍڂƉɂʎ́́ˍڂǵ˱Ɏ̵ڂɟ̿ɿ́̿˪͝ڂɟ˱Ɏ́-
crine evaluation for TSC patients at UT TSC Center of Excellence.

Čǵ̿ʡڂĖͽͮʎɟ̿ڂż́͝Ȼɟɂ˅հڂŴ̿ɟ͝ʡɎɟ˱ͮڂǵ˱ɎڂH^ľհڂƗƉHڂ�ˍˍʡǵ˱ɂɟհڂƉʡˍΞɟ̿ڂƉ̵̿ʡ˱ʄհڂġS

Čǵ̿ʡڂĖͽͮʎɟ̿ڂż́͝Ȼɟɂ˅ڂʽ́ʡ˱ɟɎͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂʡ˱ڂćͽ˱ɟڂԇԅԅԆڂǵ˱ɎڂȻɟɂǵ˪ɟڂŴ̿ɟ͝ʡɎɟ˱ͮڂǵ˱ɎڂH^ľڂʡ˱ڂĩ́Ξɟ˪Ȼɟ̿ڂ
2007. She has been involved in nonprofit fundraising and volunteer management for more than 30 years. 
Sͽ̿ʡ˱ʄڂČǵ̿ʡ՟͝ -̵́̿ڂɟ͝ɟǵ̿ɂʎ̿ڂɂ́˪̵̿ɟʎɟ˱͝ʡΞɟڂǵڂɟͮ͝ǵȻˍʡ͝ʎɟɎڂʡǵ˱ɂɟˍˍ�ڂƗƉHڂʎɟͮڂH^ľհڂǵ˱Ɏڂͮ˱Ŵ̿ɟ͝ʡɎɟڂǵ͝ڂɟ˱ͽ̿ɟͮڂ
gram fostering collaboration with industry and academia to move treatments for TSC forward in a more ex-
̵ɟɎʡͮɟɎڂ΢ǵΰձڂƗʎɟڂգƣ˱ˍ́ɂ˅ͮڂʎɟڂHͽ̿ɟդ̿ڂɟ͝ɟǵ̿ɂʎ̿ͮ͝ڂǵͮɟʄΰڂɿ́ɂͽ͝ɟ͝ڂ˱́ڂ˅ɟΰ̵́ڂʡ˱ͮ͝ڂǵˍ́˱ʄͮڂʎɟڂɎ̿ͽʄڂɎʡ͝ɂ́Ξɟ̿ΰ̵ڂǵͮʎڂ
and has also served as a capital fundraising campaign with more than $19 million raised for TSC research 
since August 2011. Because of her leadership, the organization has taken an active role in educating the 
TSC community about clinical trials to diminish the time for recruitment, including pivotal trials that have 
led to three FDA-approved drugs specifically for TSC. Kari previously served as Executive Vice President, 
overseeing the national volunteer outreach program and was responsible for fund development. She 
developed and implemented a vast national network of more than 30 volunteer branches called Commu-
nity Alliances; increased volunteer participation from 90 individuals to more than 2,000; and through her 
involvement in special events and major gift fundraising, helped increase the annual revenue by more than 
50 percent. 

ġʡɂǵɟˍǵڂż́φɟ˱Ȼɟ̿ʄհڂŴ̿ɟ͝ʡɎɟ˱ͮհڂƗͽȻɟ̿́ͽ͝ڂƉɂˍɟ̿́͝ʡ́͝͝͝�ڂɂʡǵͮʡ́˱ڂʡ˱ڂŴ́̿ͮͽʄǵˍڂԲ�^ƗĩԼհڂŴ́̿ͮͽʄǵˍ

ġʡɂǵɟˍǵڂż́φɟ˱Ȼɟ̿ʄڂʎǵͮ͝ڂ΢́ڂɎǵͽʄʎͮɟ̿͝նͮڂʎɟڂΰ́ͽ˱ʄɟͮ͝ڂ΢ʎ́ڂʡ͝ڂ˱́΢ڂԇԍڂʎǵ͝ڂƗƉHձڂġʡɂǵɟˍǵڂʎǵ͝ڂȻɟɟ˱ͮڂʎɟڂŴ̿ɟ͝-
ʡɎɟ˱ͮ́ڂɿڂ�^ƗĩհͮڂʎɟڂŴ́̿ͮͽʄͽɟ͝ɟڂƗƉHڂǵ́͝͝ɂʡǵͮʡ́˱հڂ΢ʎʡɂʎ͝ڂʎɟڂɿ́ͽ˱ɎɟɎڂ΢ʎɟ˱ڂʎɟ̿ڂɎǵͽʄʎͮɟ̿ڂ΢ǵ͝ڂԆԍڂΰɟǵ̿́͝ڂˍɎձڂ
Ɖʎɟڂͽ˱Ɏɟ̿ͮ́́͝Ɏڂʎ́΢ڂ˪ͽɂʎ̵ڂǵ̿ɟ˱ͮ͝ڂǵ˱Ɏ̵ڂǵͮʡɟ˱ͮ͝ڂ˪ʡ͝͝ڂ΢ʎɟ˱ͮڂʎɟΰڂʎǵΞɟڂ́˱ڂʡ˱Ξ́ˍΞɟ˪ɟ˱ͮڂʡ˱ͮڂʎɟڂǵ́͝͝ɂʡǵͮʡ́˱՟͝ ڂ
ʡ˱ʡͮʡǵͮʡΞɟ͝ձڂġʡɂǵɟˍǵڂʡ͝ڂǵˍ́͝ڂH́ՈHʎǵʡ̿́ڂɿڂƗʎɟڂ^ͽ̵̿́ɟǵ˱ڂƗƉHڂǵ́͝͝ɂʡǵͮʡ́˱ڂԲ^ƗƉHԼڂǵ˱Ɏͮڂ˱́ڂʎɟڂȻ́ǵ̿Ɏ́ڂɿڂɎʡ̿ɟɂͮ́̿͝ڂ
́ɿڂżSՔŴ́̿ͮͽʄǵˍڂԲͮʎɟڂŴ́̿ͮͽʄͽɟ͝ɟڂżǵ̿ɟڂSʡ͝ɟǵ͝ɟ͝ڂ�ɟɎɟ̿ǵͮʡ́˱Գձڂ@́ͮʎڂ�^Ɨĩڂǵ˱Ɏڂ^ƗƉHڂʽͽͮ͝ڂɂɟˍɟȻ̿ǵͮɟɎͮڂʎɟʡ̿ڂԆԅͮʎڂ
anniversaries. Micaela is also involved in the TSC international community and also advocates passionately 
to improve care for TSC patients and their families from around the world by empowering both the patient 
community and the health care professionals. She has been involved in creating national, European and 
worldwide networks between key opinion leaders and local doctors. She has been leading the ETSC DEA 
project (Disseminating Expertise and Achievement) connecting Europe both on medical and patient level. 
She advocates fiercely for inclusion to ensure no family is left out.



ԍԆtscinternational.org

�ǵȻ̿ʡɟˍˍɟڂżͽ͝ʎʡ˱ʄհڂŴʎSհ́͝͝�ڂɂʡǵͮɟڂSʡ̿ɟɂͮ́ հ̿ڂżɟ͝ɟǵ̿ɂʎհڂƗƉHڂ�ˍˍʡǵ˱ɂɟհڂĩǵ͝ʎΞʡˍˍɟհڂƗĩ

�ǵȻ̿ʡɟˍˍɟڂʽ́ʡ˱ɟɎͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟͮ͝ڂǵɿɿڂʡ˱ڂSɟɂɟ˪Ȼɟ̿ڂԇԅԆԐڂǵ˱Ɏڂ΢́̿˅̿͝ڂɟ˪́ͮɟˍΰڂɿ̿́˪ڂĩǵ͝ʎΞʡˍˍɟհڂƗĩձڂ ɟ̿ڂɟɿ-
forts focus on stimulating innovative research and leading the Natural History Database and Biosample Re-
pository projects. She completed her PhD at Vanderbilt University, studying TSC brain tumor development 
ǵ˱Ɏڂ˱ɟͽ̿ǵˍͮ͝ڂɟ˪ڂɂɟˍˍ͝ڂͽ˱Ɏɟ̿ͮڂʎɟڂʄͽʡɎǵ˱ɂɟ́ڂɿڂS ձ̿ڂżɟȻɟɂɂǵڂÄʎ̿ʡɟձڂŴ̿ʡ́̿ڂ́ͮڂʽ́ʡ˱ʡ˱ʄͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟհڂ�ǵȻ̿ʡɟˍˍɟڂ
͝ɟ̿ΞɟɎڂǵ͝ڂŴ̿́ʽɟɂͮڂġǵ˱ǵʄɟ̿ڂɿ́̿ͮڂʎɟڂŴż^SÄHƗڂԻŴʎǵ̿˪ǵɂ́ʄɟ˱́˪ʡɂڂżɟ́͝ͽ̿ɂɟڂɿ́̿ڂ^˱ʎǵ˱ɂɟɎڂSɟɂʡ͝ʡ́˱͝ڂʡ˱ڂHǵ̿ɟڂ
and Treatment) program at Vanderbilt University Medical Center. Before joining the staff, she completed 
an internship at the TSC Alliance in 2017, where she participated in the March on Capitol Hill, contributed 
to the Patient-Focused Drug Development meeting and wrote the research presentation summaries at the 
Ä˱ͮɟ̿˱ǵͮʡ́˱ǵˍڂƗƉHڂżɟ͝ɟǵ̿ɂʎڂH́˱ɿɟ̿ɟ˱ɂɟձڂ�ɎɎʡͮʡ́˱ǵˍˍΰհڂ�ǵȻ̿ʡɟˍˍɟ͝ڂɟ̿ΞɟɎڂǵͮ͝ڂʎɟڂżɟ͝ɟǵ̿ɂʎڂSʡ̿ɟɂͮ́̿ڂɿ́̿ͮڂʎɟڂ
Ɨʎʡ͝Ȼɟڂǵ˱Ɏڂĩ́ǵʎڂƉɂ́ͮͮ́�ڂͽ˱Ɏǵͮʡ́˱ڂɿ̿́˪ڂԇԅԆԍՔԇԅԆԐձڂ

Carlie Russell, TSC Alliance Volunteer, Coppell, TX

Hǵ̿ˍʡɟڂżͽ͝͝ɟˍˍڂʡ͝ڂǵڂԇԍՈΰɟǵ̿Ո́ˍɎڂʄ̿ǵɎͽǵͮɟ́ڂɿڂƗɟΫǵ͝ڂ�ԧġڂƣ˱ʡΞɟ̿͝ʡͮΰڂ΢ʡͮʎڂǵڂɎɟʄ̿ɟɟڂʡ˱ڂH́˪˪ͽ˱ʡɂǵͮʡ́˱ձڂ ɟ̿ڂ
younger sister Anna was diagnosed with TSC at birth. Carlie currently works for Spire Hospitality as its 
Corporate Human Resources Director. She has been involved with the TSC Alliance since she graduated 
college and moved back to the Dallas/Fort-Worth area.

Leslie Russell, TSC Alliance Volunteer, Flower Mound, TX

Ėɟ͝ˍʡɟڂżͽ͝͝ɟˍˍڂˍʡΞɟ͝ڂʡ˱ڂ�ˍ́΢ɟ̿ڂġ́ͽ˱ɎհڂƗɟΫǵ͝ڂǵ˱Ɏڂʡ͝ڂǵڂ˪́ͮʎɟ̿́ڂɿͮڂ΢́ڂʄʡ̿ˍ͝ՌHǵ̿ˍʡɟհڂԇԍհڂǵ˱Ɏڂ�˱˱ǵհڂԇԊհڂǵ˱ڂǵɎͽˍͮڂ
ˍʡΞʡ˱ʄڂ΢ʡͮʎڂƗƉHձڂ�˱˱ǵڂ΢ǵ͝ڂɎʡǵʄ˱́͝ɟɎڂ΢ʡͮʎڂƗƉHڂǵͮڂԏڂ˪́˱ͮʎ́͝ڂˍɎձڂĖɟ͝ˍʡɟڂʎǵ͝ڂȻɟɟ˱ڂʡ˱Ξ́ˍΞɟɎڂ΢ʡͮʎͮڂʎɟڂƗƉHڂ
Alliance for more than two decades and currently serves as the Chair of the TSC Alliance of the Dallas/Ft. 
Worth Area and a Dependent Adult Transition Coordinator. She also served on the Treasure Street Board at 
Texas Scottish Rite Hospital for Children. She and her husband Chris have supported research to improve 
the quality of life for Anna and all other individuals with TSC. They are both also currently volunteers and 
supporters of 29 Acres, which provides a safe and dynamic supported living community where adults with 
ASD and other neuro-diversities live, enabling them to build relationships and to feel value, success and 
happiness in their lives.

Mustafa Sahin, MD, PhD, Director, RSZ Translational Neuroscience Program, Boston Children’s Hospital, 
 ǵ̿Ξǵ̿ɎڂġɟɎʡɂǵˍڂƉɂʎ́́ˍհڂ@́ͮ́͝˱հڂġ�

Mustafa Sahin, MD, PhD, is Professor of Neurology at Harvard Medical School and Director the Rosamund 
Stone Zander Translational Neuroscience Center at BCH. He has established and directs the Multidisci-
̵ˍʡ˱ǵ̿ΰڂƗͽȻɟ̿́ͽ͝ڂƉɂˍɟ̿́͝ʡ͝ڂŴ̿́ʄ̿ǵ˪ڂǵͮڂ˱́ͮ́͝@ڂHʎʡˍɎ̿ɟ˱՟͝ ڂʡ͝ڂǵȻ́̿ǵͮ́̿ΰˍڂ˱Ɖǵʎʡڂʎɟͮڂ˱ʡڂɟ͝ɟǵ̿ɂʎ̿ڂƗʎɟڂʡͮǵˍձ̵́͝ ڂ
directed at understanding the cellular mechanisms of neuronal connectivity and their relationship to 
neurological dysfunction. His research focuses on TSC and related neurodevelopmental disorders using 
cell and animal models as well as clinical investigations. He is the principal investigator of the Rare Diseas-
ɟ͝ڂHˍʡ˱ʡɂǵˍڂżɟ͝ɟǵ̿ɂʎڂĩɟͮ΢́̿˅ڂԲżSHżĩԼհͮ͝ڂͽɎΰʡ˱ʄͮڂʎɟڂɂ́˪̵ǵ̿ǵͮʡΞɟ̵ڂǵͮʎ́Ȼʡ́ˍ́ʄΰ́ڂɿڂƗƉHհڂŴƗ^ĩڂǵ˱ɎڂƉ �ĩČԉڂ
mutations in patients as well as co-PI of the BCH/HMS Intellectual and Developmental Disorders Research 
Hɟ˱ͮɟ̿ڂԲÄSSżHԼձڂ ɟ͝ڂɟ̿Ξɟͮ͝ڂ˱́ڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂ@́ǵ̿Ɏ́ڂɿڂSʡ̿ɟɂͮ́̿͝ڂǵ˱Ɏڂɂʎǵʡ̿͝ڂȻ́ͮʎͮڂʎɟڂƉɂʡɟ˱ɂɟڂǵ˱ɎڂġɟɎʡɂǵˍڂ
Committee and the International Scientific Advisory Board.
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ć́͝ʎͽǵڂƉǵ˪ͽɟˍ͝հڂġSհڂġŴ հڂŴ̿́ɿɟ́̿́͝͝ڂɿڂŴɟɎʡǵͮ̿ʡɂ͝ڂǵ˱ɎڂġɟɎʡɂʡ˱ɟհڂSʡΞʡ͝ʡ́˱́ڂɿڂŴɟɎʡǵͮ̿ʡɂڂĩɟ̵ʎ̿́ˍ́ʄΰڂǵ˱Ɏڂ
 ΰ̵ɟ̿ͮɟ˱͝ʡ́˱հڂġɂ�́Ξɟ̿˱ڂġɟɎʡɂǵˍڂƉɂʎ́́ˍڂǵͮͮڂʎɟڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂƗɟΫǵ͝ڂʡ˱ڂ ́ͽͮ́͝˱հڂƗǍڂ

Joshua Samuels, MD, MPH, is a tenured Professor of Pediatrics and Medicine in the Division of Pediatric 
ĩɟ̵ʎ̿́ˍ́ʄΰڂǵ˱Ɏڂ ΰ̵ɟ̿ͮɟ˱͝ʡ́˱ڂǵͮͮڂʎɟڂġɂ�́Ξɟ̿˱ڂġɟɎʡɂǵˍڂƉɂʎ́́ˍڂǵͮͮڂʎɟڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂƗɟΫǵ͝ڂʡ˱ڂ ́ͽͮ́͝˱ձڂ�ڂ
native Houstonian, Dr. Samuels received his medical degree from Baylor College of Medicine and a Com-
bined Internal Medicine/Pediatric Residency at the University of Rochester. He completed a combined 
adult and pediatric nephrology fellowship in 2003 at the UT Health Science Center at Houston and has 
̿ɟ˪ǵʡ˱ɟɎڂ˱́ڂɿǵɂͽˍͮΰڂɟΞɟ̿͝ڂʡ˱ɂɟձڂS ձ̿ڂƉǵ˪ͽɟˍ͝՟ڂɂˍʡ˱ʡɂǵˍڂǵ˱Ɏ̿ڂɟ͝ɟǵ̿ɂʎڂʡ˱ͮɟ̿ɟͮ͝͝ڂǵ̿ɟڂʡ˱ͮڂʎɟڂɿʡɟˍɎ́͝ڂɿ̵ڂɟɎʡǵͮ̿ʡɂڂʎΰ-
pertension and TSC. He is the clinical nephrologist for the University of Texas Memorial Hermann Tuberous 
Sclerosis Center of Excellence in Houston, where he evaluates and treats both children and adults with 
renal complications of TSC. Dr. Samuels serves on the Professional Advisory Board of the TSC Alliance. Dr. 
Samuels has published more than 80 peer-reviewed scholarly articles with more on the way. He is a Fellow 
of the American Academy of Pediatrics, American Society of Nephrology, and the American Heart Associ-
ation. As a teacher, Dr. Samuels is fellowship director of the UT Houston Pediatric Nephrology and Hyper-
ͮɟ˱͝ʡ́˱̿ͮڂǵʡ˱ʡ˱ʄ̵́̿ڂʄ̿ǵ˪ڂǵ˱Ɏڂǵڂ˪ɟ˪Ȼɟ̿́ڂɿͮڂʎɟ͝ڂɂʎ́́ˍ՟͝ ڂˍɟɎʡɂǵ˪ڂɿ́̿ڂɟɂͮͽ̿ɟ͝ˍڂʄʡΞɟ͝ڂɟ ڂɂ́˪˪ʡͮͮɟɟձڂ˪ɂͽ̿̿ʡɂͽˍͽڂ
students, residents, fellows and faculty not only covering nephrology topics but also epidemiology, critical 
ǵ̵̵̿ǵʡ͝ǵˍڂǵ˱ɎڂɟΞʡɎɟ˱ɂɟՈȻǵ͝ɟɎڂ˪ɟɎʡɂʡ˱ɟձڂ ɟڂʡ͝ڂǵڂ˪ɟ˪Ȼɟ̿́ڂɿͮڂʎɟڂġɂ�́Ξɟ̿˱ڂġɟɎʡɂǵˍڂƉɂʎ́́ˍ՟͝ ڂɿ́ڂ�ɂǵɎɟ˪ΰڂ
ġǵͮ͝ɟ̿ڂ^Ɏͽɂǵͮ́̿͝հڂʎǵ̿͝ڂɟɂɟʡΞɟɎڂ˪ͽˍͮʡ̵ˍɟڂSɟǵ˱՟͝ ڂǵȻ́ͽͮڂɟɂͮͽ̿ɟ̿ˍڂʡ˱ΞʡͮɟɎڂ˱ǵڂ˱Ȼɟɟڂʎǵ͝ڂǵ˱Ɏڂǵ΢ǵ̿Ɏ͝ڂɟǵɂʎʡ˱ʄͮڂ
both pediatric hypertension and TSC at both national and international meetings. 

ġʡ˱ɎΰڂƉɂʎɟʡͮʎǵͽɟ հ̿ڂŴʎSհڂ@H@�ՔSհڂ�@ŴŴհ́͝͝�ڂɂʡǵͮɟڂŴ̿́ɿɟ́͝͝ հ̿ڂ^˪́̿ΰڂƣ˱ʡΞɟ̿͝ʡͮΰڂƉɂʎ́́ˍ́ڂɿڂġɟɎʡɂʡ˱ɟհڂ
Psychologist, Marcus Autism Center, Atlanta, GA

Dr. Scheithauer is a licensed psychologist and doctoral-level board-certified behavior analyst who is board 
certified in behavioral and cognitive psychology. She received her doctorate degree in clinical psychology 
ɿ̿́˪ڂĖ́ͽʡ͝ʡǵ˱ǵڂƉͮǵͮɟڂƣ˱ʡΞɟ̿͝ʡͮΰձڂƉʎɟڂɂ́˪̵ˍɟͮɟɎڂʎɟ̿ڂɎ́ɂͮ́̿ǵˍڂʡ˱ͮɟ̿˱͝ʎʡ̵ڂǵͮͮڂʎɟڂČɟ˱˱ɟɎΰڂČ̿ʡɟʄɟ̿ڂÄ˱ͮ͝ʡͮͽͮɟڂ
through John Hopkins University in the Neurobehavioral Unit and continued this specialization through 
her postdoctoral fellowship in the Severe Behavior Program at the Marcus Autism Center through Emory 
University School of Medicine. Dr. Scheithauer is currently an associate professor in the Division of Autism 
ǵ˱ɎڂżɟˍǵͮɟɎڂSʡ͝ǵȻʡˍʡͮʡɟ͝ڂʡ˱ͮڂʎɟڂSɟ̵ǵ̿ͮ˪ɟ˱ͮ́ڂɿڂŴɟɎʡǵͮ̿ʡɂ͝ڂǵͮڂ^˪́̿ΰڂƣ˱ʡΞɟ̿͝ʡͮΰ՟͝ ڂƉʎɟڂġɟɎʡɂʡ˱ɟձڂɿ́ڂˍƉɂʎ́́ڂ
provides clinical care at the Marcus Autism Center, overseeing outpatient programs and managing cases in 
an intensive outpatient program. These programs use function-based treatments to target behaviors that 
challenge, such as aggression, self-injury, elopement, pica and disruption, exhibited by individuals with de-
velopmental and intellectual disabilities. In addition to providing direct clinical career, Dr. Scheithauer also 
trains doctoral interns, postdoctoral fellows and board-certified behavior analyst trainees. 

^ΞǵڂƉɂʎ́ɟͮɟ̿͝հڂHʎǵʡ հ̿ڂȻɟՈƗƉHհڂH́ՈHʎǵʡ հ̿ڂƗƉHڂÄ˱ͮɟ̿˱ǵͮʡ́˱ǵˍڂԲƗƉHʡԳհڂSʡ̿ɟɂͮ́ հ̿ڂżǵ̿ɟڂSʡ͝ɟǵ͝ɟ͝ڂ@ɟˍʄʡͽ˪հڂ
Mortsel, Belgium

Eva Schoeters is currently director at RaDiOrg, Rare Diseases Belgium. Her involvement in rare diseases 
́̿ʡʄʡ˱ǵͮɟ͝ڂɿ̿́˪ͮڂʎɟڂɎʡǵʄ˱́͝ʡ́͝ڂɿڂʎɟ̿́͝ڂ˱հڂŴɟ̵ʡʽ˱ڂԲ֭ԇԅԅԏԼհڂ΢ʡͮʎڂƗƉHձڂ^ΞǵڂˍɟɎͮڂʎɟڂ΢ǵΰͮڂ́ͮڂʎɟڂɟͮ͝ǵȻˍʡ͝ʎ˪ɟ˱ͮ́ڂɿڂ
the Belgian association for this disease, be-TSC, in 2015 and has been chair of the association since then. 
She became co-chair of TSCi in August 2018. She was, however, trained as an art historian and worked in 
ͮʎɟڂɿʡɟˍɎ́ڂɿ̵̿ڂɟ͝ɟ̿Ξǵͮʡ́˱́ڂɿڂʎʡͮ́̿͝ʡɂǵˍڂ˪́˱ͽ˪ɟ˱ͮ͝ڂɿ́̿ڂ˪ǵ˱ΰڂΰɟǵ̿͝ձڂ ɟ̿ڂ΢́̿˅ڂɿ́̿ڂƗƉHڂɿ́ˍˍ́΢ɟɎڂ^Ξǵ՟͝ -ɂ́˪˪ʡͮڂ
ment to advocacy for rare diseases in general. After working at the sidelines as a volunteer in the Belgian 
rare disease organization, RaDiOrg, she became president in March 2018 and consecutively stepped out 
of this role to become professionally involved in 2019. It has become a mission to contribute actively to 
creating greater awareness and better care for all living with a rare disease, whether it be TSC or another 
́˱ɟ́ڂɿͮڂʎɟڂ˪́̿ɟͮڂʎǵ˱ڂԍԅԅԅڂɎɟɿʡ˱ɟɎ̿ڂǵ̿ɟڂɎʡ͝ɟǵ͝ɟ͝ձ
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żɟȻɟɂɂǵڂćձڂƉɂʎͽˍͮφհڂŴʎSհڂ�ŴżĩհڂHŴĩŴՔŴHհڂ��^Ɖհ́͝͝�ڂɂʡǵͮɟڂŴ̿́ɿɟ́̿͝͝ՄƗɟΫǵ͝ڂǆ́˪ǵ˱՟͝ ڂǵ˱Ɏڂƣ˱ʡΞɟ̿͝ʡͮΰڂ
Assistant Professor/Baylor College of Medicine, Houston, TX

żɟȻɟɂɂǵڂćձڂƉɂʎͽˍͮφ̿ڂɟɂɟʡΞɟɎڂʎɟ̿ڂŴʎSڂʡ˱ڂĩͽ̿͝ʡ˱ʄڂƉɂʡɟ˱ɂɟڂɿ̿́˪ڂƗɟΫǵ͝ڂǆ́˪ǵ˱՟͝ ڂɿ́ڂġǵͮ͝ɟ̿ڂǵ˱Ɏڂƣ˱ʡΞɟ̿͝ʡͮΰڂ
Ɖɂʡɟ˱ɂɟڂʡ˱ڂĩͽ̿͝ʡ˱ʄڂɿ̿́˪ͮڂʎɟڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂƗɟΫǵ͝ڂ�ǵˍΞɟͮ́͝˱ձڂƉʎɟڂʡ͝ڂǵ˱́͝͝�ڂɂʡǵͮɟڂŴ̿́ɿɟ́̿͝͝ڂʡ˱ͮڂʎɟڂH́ˍˍɟʄɟ́ڂɿڂ
ĩͽ̿͝ʡ˱ʄհڂƗɟΫǵ͝ڂǆ́˪ǵ˱՟͝ -ˍH́ڂ̿́ˍǵΰ@ڂǵͮڂŴ̿ǵɂͮʡͮʡ́˱ɟ̿ڂĩͽ̿͝ɟڂŴ̿́ɿɟ́̿͝͝ՄŴɟɎʡǵͮ̿ʡɂڂͮ˱ʡͮ͝ǵ͝͝�ڂ˱ǵڂǵ˱Ɏڂƣ˱ʡΞɟ̿͝ʡͮΰհڂ
ˍɟʄɟ́ڂɿڂġɟɎʡɂʡ˱ɟՄƗɟΫǵ͝ڂHʎʡˍɎ̿ɟ˱՟͝ Sڂʡͮǵˍձ̵́͝ ڂ ձ̿ڂƉɂʎͽˍͮφڂʎǵ͝ڂ˪́̿ɟͮڂʎǵ˱ڂԉԅڂΰɟǵ̿͝՟ڂɟΫ̵ɟ̿ʡɟ˱ɂɟڂǵ͝ڂǵڂŴɟɎʡǵͮ̿ʡɂڂ
Nurse Practitioner, caring for youth with neurological disorders and their families. She is a strong advo-
cate for individualized, family-centered care and acquisition of self-management skills to promote youth 
independence and successful transition to adulthood. Dr. Schultz lectures regularly at the local, state, 
national and international level on transition to adult care and management of seizures in the school. Her 
research interests include access to care, self-management skills, psychosocial impact of chronic illness 
on youth and family and transition from pediatric to adult health care for youth with neurological disorders. 
She serves on the Child Neurology Foundation Board of Directors and the Professional Advisory Board for 
the Epilepsy Foundation, Houston affiliate. She is an active member of the American Academy of Neurolo-
ʄΰڂ^̵ʡˍɟ̵͝ΰڂŻͽǵˍʡͮΰڂġɟǵ͝ͽ̿ɟڂSɟΞɟˍ̵́˪ɟ˱ͮڂǆ́̿˅́̿�ڂͽ̵հͮڂʎɟڂHʎʡˍɎڂĩɟͽ̿́ˍ́ʄΰ́�ڂͽ˱Ɏǵͮʡ́˱ڂƗ̿ǵ˱͝ʡͮʡ́˱ڂŴ̿́ʽɟɂͮڂ
Advisory Committee and the Association of Child Neurology Nurses.

Julie Scroggins, TSC Alliance Volunteer, Burlington, WI

ćͽˍʡɟڂʎǵ͝ڂȻɟɟ˱ڂɎɟɎʡɂǵͮɟɎ̿ڂ́ͮڂǵʡ͝ʡ˱ʄڂǵ΢ǵ̿ɟ˱ɟ͝͝ڂǵ˱Ɏڂɿͽ˱Ɏʡ˱ʄڂɿ́̿ڂƗƉH͝ڂʡ˱ɂɟڂʎɟ̿ڂɎǵͽʄʎͮɟ̿ڂġǵ̿ΰڂ�˱˱՟͝ -́˱Ɏʡǵʄڂ
sis. She founded Bcureful in 2011 and is very proud of all the organization accomplished and its continued 
impact today as the Bcureful Travel Fund at the TSC Alliance. She previously served on the TSC Alliance 
Board of Directors and has participated in the March on Capitol Hill for the past 13 years. Julie was the 
former Community Programs Manager, West for the TSC Alliance. In that role, one of her responsibilities 
΢ǵ͝ڂʄ̿́΢ʡ˱ʄͮڂʎɟڂ�ͽͮͽ̿ɟڂĖɟǵɎɟ̿ڂǵ˱Ɏڂ�Ɏͽˍͮڂżɟʄʡ́˱ǵˍڂH́́̿Ɏʡ˱ǵ̵ͮ́̿́̿ڂʄ̿ǵ˪͝հڂ΢ʎʡɂʎڂ΢ǵ͝ڂʎɟ̿ڂɿǵΞ́̿ʡͮɟ̵ڂǵ̿ͮ́ڂɿڂ
the job.

Mary Ann Scroggins, TSC Adult, Grayslake, IL

After being diagnosed with TSC following a car accident in 2009, Mary Ann partnered with her mother, 
Julie, to establish a TSC nonprofit and has been advocating for TSC patients since. She recruits Research 
ԧڂSɟΞɟˍ̵́˪ɟ˱ͮͮڂǵˍɟ˱ͮڂʡ˱ͮڂʎɟ̵ڂʎǵ̿˪ǵɂɟͽͮʡɂǵˍڂʡ˱Ɏͽͮ̿͝ΰڂ΢ʡͮʎͮڂʎɟڂ˪ʡ͝͝ʡ́˱ڂ́ͮڂʡ˪̵̿́Ξɟ̵ڂǵͮʡɟ˱ͮ՟͝ ڂʡΞɟ͝ձˍڂ

Ɖͽ͝ǵ˱ڂƉʎɟ̿˪ǵ˱հڂġ �հڂ^ΫɟɂͽͮʡΞɟڂSʡ̿ɟɂͮ́̿ڂԧڂH^ľڂƗʎɟڂĖ�ġ́�ڂͽ˱Ɏǵͮʡ́˱հڂHʡ˱ɂʡ˱˱ǵͮʡհڂľ 

Ɖͽ͝ǵ˱ڂƉʎɟ̿˪ǵ˱հڂġ �հڂʡͮ͝ڂʎɟڂ^ΫɟɂͽͮʡΞɟڂSʡ̿ɟɂͮ́̿ڂԧڂH^ľ́ڂɿڂƗʎɟڂĖ�ġ́�ڂͽ˱Ɏǵͮʡ́˱հڂǵڂ˱́˱Ո̵̿́ɿʡ̵ͮڂǵͮʡɟ˱ͮڂǵɎΞ́-
cacy organization with a mission to urgently seek safe and effective treatments, and ultimately a cure, for 
ˍΰ˪̵ʎǵ˱ʄʡ́ˍɟʡ́˪ΰ́˪ǵͮ́͝ʡ͝ڂԲĖ�ġԼͮڂʎ̿́ͽʄʎڂǵɎΞ́ɂǵɂΰڂǵ˱Ɏͮڂʎɟڂɿͽ˱Ɏʡ˱ʄ́ڂɿ̵́̿ڂ˪ʡ͝ʡ˱ʄ̿ڂɟ͝ɟǵ̿ɂʎձڂƣ˱Ɏɟ̿ڂƉͽɟ՟͝ ڂ
eight years of leadership, the Foundation has distributed more than $3.5 million in research funding to 
Ė�ġڂʡ˱Ξɟͮ͝ʡʄǵͮ́̿͝հڂʎ́ͮ͝ɟɎ͝ڂɟΞɟ˱ڂʡ˱ͮɟ̿˱ǵͮʡ́˱ǵˍ̿ڂɟ͝ɟǵ̿ɂʎڂɂ́˱ɿɟ̿ɟ˱ɂɟ͝ڂǵ˱ɎڂĖ�ġ̵́͝ʡͽ˪͝հڂʡ˪̵ˍɟ˪ɟ˱ͮɟɎڂǵ˱ڂ
annual in-person scientific advisory board study section and effectively integrated the patient voice into 
̿ɟ͝ɟǵ̿ɂʎڂɎɟ͝ʡʄ˱ձڂƉͽɟڂʽ́ʡ˱ɟɎڂƗʎɟڂĖ�ġ́�ڂͽ˱Ɏǵͮʡ́˱ڂǵ͝ڂ^ΫɟɂͽͮʡΞɟڂSʡ̿ɟɂͮ́̿ڂʡ˱ڂԇԅԆԉձڂƉʎɟڂʡ͝ڂǵ͝ڂɟǵ́͝˱ɟɎڂʎɟǵˍͮʎ-
care executive who has contributed to the advancement of health and the healthcare industry for more 
than 20 years. She holds a Master of Health Administration from Xavier University in Cincinnati, a Bach-
elor of Science in Biology from Indiana University and was formerly a certified executive coach. She has 
diverse industry expertise including healthcare administration, non-profit management, patient advocacy 
and business development. 
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Sean Shillinger, TSC Alliance Board of Directors, Adamstown, MD

Sean has a 7-year-old daughter, Brynleigh, who has TSC. Sean is the Population Health IT Supervisor at 
Frederick Health in Maryland, with expertise in population health, analytics, electronic health records, 
health information exchange, accountable care, practice transformation, and government health policy.  
 ɟ͝ڂɟ̿Ξɟͮ͝ڂ˱́ڂʎɟڂƉɂʡɟ˱ɂɟڂǵ˱ɎڂġɟɎʡɂǵˍڂǵ˱Ɏ́�ڂΞɟ̿˱˪ɟ˱ͮڂżɟˍǵͮʡ́˱͝ڂH́˪˪ʡͮͮɟɟ͝ڂǵ˱Ɏڂʎǵ̵͝ڂǵ̿ͮʡɂʡ̵ǵͮɟɎͮڂ˱́ڂʎɟڂ
Step Forward to Cure TSC National Walk on the Mall and DC SoundBites planning committees. Sean has 
been active in government advocacy efforts during the annual March on Capitol Hill and the Maryland Ad-
Ξ́ɂǵɂΰڂǵ˱Ɏڂ�΢ǵ̿ɟ˱ɟ͝͝ڂSǵΰձڂڂƉɟǵ˱ڂǵ˱Ɏڂʎʡ͝ڂ΢ʡɿɟڂĖǵͽ̿ɟ˱ڂǵˍ́͝ڂǵɎΞ́ɂǵͮɟɎڂɿ́̿ڂգ@̿ΰ˱ˍɟʡʄʎ՟͝ ڂǵ͝͝ɟɎ̵ڂɟɂɟ˱ͮˍΰ̿ڂ�ɂͮդڂ
into law making Maryland schools seizure safe.

ČǵͮʡɟڂƉ˪ʡͮʎհڂSʡ̿ɟɂͮ́ հ̿́�ڂΞɟ̿˱˪ɟ˱ͮڂԧڂ�ˍ́Ȼǵˍڂ�ɿɿǵʡ̿͝հڂƗƉHڂ�ˍˍʡǵ˱ɂɟհڂƉʡˍΞɟ̿ڂƉ̵̿ʡ˱ʄհڂġS

Čǵͮʡɟڂʽ́ʡ˱ɟɎͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟͮ͝ڂǵɿɿڂʡ˱ڂԇԅԅԍձڂڂƉʎɟڂɂͽ̿̿ɟ˱ͮˍΰ́ڂΞɟ̿͝ɟɟͮ͝ڂʎɟ̿́ڂʄǵ˱ʡφǵͮʡ́˱՟͝ -ͽͮ́ڂˍʡ˱ͮɟ̿˱ǵͮʡ́˱ǵڂ
reach efforts, directs government advocacy efforts and co-chairs TSC International. During her tenure 
΢ʡͮʎͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟհڂČǵͮʡɟڂʎǵ͝ڂʡ˪̵ˍɟ˪ɟ˱ͮɟɎͮڂʎɟ̿́ڂʄǵ˱ʡφǵͮʡ́˱՟͝ ڂɂͽ̿̿ɟ˱ͮˍΰڂ΢ʎʡɂʎڂʄ̿ǵ˪հ̵́̿ڂʡǵ˱ɂɟˍˍ�ڂˍȻǵ́ˍ�ڂ
includes formal partnerships with Israel, Canada, Mexico, Thailand, India and Hungary.

ƉͮɟΞɟ˱ڂŴձڂƉ̵ǵ̿ǵʄǵ˱ǵհڂġSհڂSʡ̿ɟɂͮ́ հ̿ڂŴɟɎʡǵͮ̿ʡɂڂĩɟͽ̿́ˍ́ʄΰڂǵ˱ɎڂżɟʎǵȻʡˍʡͮǵͮʡ́˱ڂġɟɎʡɂʡ˱ɟհڂƉɂ́ͮͮʡ͝ʎڂżʡͮɟڂɿ́̿ڂ
HʎʡˍɎ̿ɟ˱ڂǵ˱Ɏ́͝͝�ڂɂʡǵͮɟڂŴ̿́ɿɟ́͝͝ հ̿ڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂƗɟΫǵ͝ڂƉ́ͽͮʎ΢ɟͮ͝ɟ̿˱ڂġɟɎʡɂǵˍڂHɟ˱ͮɟ հ̿ڂSǵˍˍǵ͝հڂƗǍڂ

Steven P. Sparagana, MD, attained his medical degree at the University of Texas Health Science Center at 
San Antonio after completing his undergraduate and graduate degrees at Texas A&M University. He sub-
͝ɟ̻ͽɟ˱ͮˍΰ̿ͮڂǵʡ˱ɟɎڂʡ˱̵ڂɟɎʡǵͮ̿ʡɂ͝ڂǵͮڂƉͮձڂĖ́ͽʡ͝ڂHʎʡˍɎ̿ɟ˱՟͝ HʎʡˍɎ̿ɟ˱՟͝ڂǵͮڂɟͽ̿́ˍ́ʄΰ˱ڂɂʎʡˍɎڂ˱ʡڂǵ˱Ɏڂʡͮǵˍհ̵́͝ ڂ ڂɟǵˍͮʎ ڂ
in Dallas as part of the neurology program at the University of Texas Southwestern Medical Center. Dr. 
Sparagana is a pediatric neurologist at Scottish Rite for Children where he is the Medical Director of Neu-
rology and Rehabilitation Medicine and Director of the Tuberous Sclerosis Complex Clinic. He has special 
interests in TSC, cerebral palsy, and neurophysiology. He and his team are involved in clinical research on 
neurological matters (epilepsy, subependymal giant cell tumors, neuroimaging), and various aspects of 
renal angiomyolipomas (natural history, biopsies, and embolization) in children with TSC.

Čʡ˪Ȼɟ̿ˍΰڂƉͮ̿ɟɟͮհڂĖġƉǆհڂĖŴĩհڂHHġհڂHˍʡ˱ʡɂǵˍڂHɟ˱ͮɟ̿ڂɿ́̿ڂ�Ɏͽˍͮ͝ڂ΢ʡͮʎڂĩɟͽ̿́ڂSɟΞɟˍ̵́˪ɟ˱ͮǵˍڂSʡ́̿͝Ɏɟ̿͝հڂ
Baltimore, MD

Kimberly Street was previously the Social Worker at the University of Maryland Clinical Center for Adults 
with Neuro-Developmental Disorders, which is a TSC Center of Excellence. Kimberly is also an adjunct 
professor at University of Maryland School of Social Work where she is an alum. Kimberly was the recipient 
́ɿͮڂʎɟڂʄ́ˍɎͮ͝ڂǵ˱Ɏǵ̿Ɏڂʡ˱ͮڂɟǵɂʎʡ˱ʄ̿ڂɟɂ́ʄ˱ʡͮʡ́˱ڂǵ΢ǵ̿Ɏڂɿ́̿ͮڂʎɟڂǵɂǵɎɟ˪ʡɂڂΰɟǵ̿ڂԇԅԆԐՔԇԅԇԅձڂÄ˱ڂǵɎɎʡͮʡ́˱ڂ́ͮڂʎɟ̿ڂ
˪ǵͮ͝ɟ̿՟͝ Ȼǵɂʎɟˍ́̿՟͝ڂˍɎͽǵڂʎ́ˍɎ͝ڂČʡ˪Ȼɟ̿ˍΰڂɎɟʄ̿ɟɟհڂ ڂʡ͝ڂƉʎɟڂɟ̵͝ɟɂͮʡΞɟˍΰձ̿ڂɂʡ́ˍ́ʄΰհ́͝ڂǵ˱Ɏڂ˅΢́̿ڂˍɂʡǵ́͝ڂ˱ʡڂɎɟʄ̿ɟɟ͝ڂ
also a licensed practical nurse who was appointed to the Maryland State Board of Nursing by the governor 
where she served two terms, respectively. Kimberly has worked extensively in the community and man-
ǵʄɟɎڂԇڂĖʡɂɟ˱͝ɟɎ͝͝�ڂʡͮ͝ɟɎڂĖʡΞʡ˱ʄڂɿǵɂʡˍʡͮʡɟ͝ڂʡ˱ڂ@ǵˍͮʡ˪́̿ɟڂH́ͽ˱ͮΰڂɿ́̿ڂԆԉڂΰɟǵ̿͝ձڂŴ̿ʡ́̿ڂ́ͮڂʎɟ̿́̿ڂˍɟڂǵͮڂƣġ@հ͝ڂʎɟڂ
served as the Director of Support Services at Meals on Wheels of Central Maryland overseeing the intern-
ship and case management programs. Kimberly holds a certification in Case Management and co facilitat-
ɟɎͮڂʎɟڂɎʡɎǵɂͮʡɂ͝ڂɿ́̿ͮڂʎɟڂʡ˱ͮɟ̵̿̿́ɿɟ͝͝ʡ́˱ǵˍڂɟɎͽɂǵͮʡ́˱ڂԲÄŴ^Լ̵́̿ڂʄ̿ǵ˪ڂǵͮͮڂʎɟڂŴ̿ɟ͝ʡɎɟ˱ͮ͝ڂHˍʡ˱ʡɂհڂǵ˱ڂÄŴ^ڂʡ˱ʡͮʡǵͮʡΞɟڂ
created by Dr. Perman, Chancellor of the University of Maryland. She currently serves on the TSC Alli-
ǵ˱ɂɟ՟͝ ڂɂǵ̿ɟʄʡΞʡ˱ʄڂɿǵ˪ʡˍΰڂ˱ʡڂʡ˱ͮɟ̿ɟͮ͝ڂ˱ǵڂʎǵ͝ڂ́͝ˍǵڂČʡ˪Ȼɟ̿ˍΰڂɂɟձ̿́�ڂ˅Ɨǵ͝ڂԲ^SԧÄԼڂ˱Ä˱ɂˍͽ͝ʡ́ڂǵ˱ɎڂSʡΞɟ̿͝ʡͮΰڂͽʡͮΰհ̻^ڂ
and blogs about her experience. In her spare time, she enjoys traveling and spending time with her family.
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Ėʡ͝ǵڂƉφʡˍǵʄΰʡհڂSʡ̿ɟɂͮ́ հ̿ڂƗʎɟڂ�ͽ̿ɟˍʡǵ́�ڂͽ˱Ɏǵͮʡ́˱ՈH̿ɟǵͮʡΞɟڂƉͮɟ̵͝ڂ�ɎͽˍͮڂŴ̿́ʄ̿ǵ˪հڂĖ́͝ڂ�˱ʄɟˍɟ͝հڂH�

Ėʡ͝ǵڂʡ͝ڂǵڂɂ̿ɟɎɟ˱ͮʡǵˍɟɎڂƉ̵ɟɂʡǵˍڂ^Ɏͽɂǵͮʡ́˱ڂƗɟǵɂʎɟ̿ڂ΢ʎ́ڂʎǵ͝ڂ΢́̿˅ɟɎ̵̿ڂʡ˪ǵ̿ʡˍΰڂ΢ʡͮʎͮڂɟɟ˱͝ڂǵ˱Ɏڂΰ́ͽ˱ʄڂǵɎͽˍͮ͝ڂ
΢ʡͮʎڂ˪́Ɏɟ̿ǵͮɟ͝ڂ́ͮڂɟΞɟ̿ɟڂɎʡ͝ǵȻʡˍʡͮʡɟ͝ձڂĖʡ͝ǵڂȻɟʄǵ˱ڂʎɟ̿ڂɂǵ̿ɟɟ̿ڂʡ˱̵͝ڂɟɂʡǵˍڂɟɎͽɂǵͮʡ́˱ڂǵɿͮɟ̿ͮڂʎɟڂȻʡ̿ͮʎ́ڂɿڂʎɟ̿ڂ
Ɏǵͽʄʎͮɟ հ̿ڂ^˪ʡˍΰձڂ^˪ʡˍΰڂ΢ǵ͝ڂȻ́̿˱ڂʡ˱ڂԆԐԏԐڂ΢ʡͮʎڂƗƉHձڂĖʡ͝ǵڂ΢́̿˅ɟɎڂǵͮڂġǵˍʡȻͽڂ ʡʄʎ͝ڂɂʎ́́ˍڂɿ́̿ڂ˪́̿ɟͮڂʎǵ˱ڂԆԎڂ
ΰɟǵ̿ͮ͝ڂɟǵɂʎʡ˱ʄͮڂʎɟڂĖʡɿɟڂƉ˅ʡˍˍ͝ڂɂˍǵ͝͝ڂǵ˱ɎڂȻ̿ʡ˱ʄʡ˱ʄڂǵڂŴɟ̿́͝˱ՈHɟ˱ͮɟ̿ɟɎڂǵ̵̵̿́ǵɂʎڂ́ͮڂ΢́̿˅ʡ˱ʄڂ΢ʡͮʎͮ͝ڂͽɎɟ˱ͮ͝ڂ
΢ʡͮʎڂɎʡ͝ǵȻʡˍʡͮʡɟ͝ձڂĖʡ͝ǵڂʎɟˍ̵ɟɎͮ͝ڂǵ̿ͮͮڂʎɟڂ@ɟͮ͝ڂ@ͽɎɎʡɟ͝ڂHˍͽȻڂǵͮڂġǵˍʡȻͽڂ ʡʄʎڂʡ˱ڂԇԅԅԇڂǵ˱Ɏ̿ڂɟ˪ǵʡ˱ɟɎͮڂʎɟڂƉ̵ɟɂʡǵˍڂ
^Ɏͽɂǵͮʡ́˱ڂǵɎΞʡ́̿͝ڂɿ́̿ͮڂʎɟڂɂˍͽȻͮڂʎ̿́ͽʄʎڂԇԅԆԉձڂÄ˱ڂԇԅԆԅհڂĖʡ͝ǵڂɂ́ˍˍǵȻ́̿ǵͮɟɎڂ΢ʡͮʎڂǵڂʄ̿́ͽ̵́ڂɿ̵ڂǵ̿ɟ˱ͮ͝ڂ́ͮڂɿ́ͽ˱Ɏڂ
the Aurelia Foundation, with the goal of creating a quality day program to serve the needs of adults with 
disabilities once they have left the school system. The Creative Steps Community Integration Program 
Ȼɟʄǵ˱ڂʡ˱ڂԇԅԆԉڂǵ˱Ɏڂɂͽ̿̿ɟ˱ͮˍΰ͝ڂͽ̵̵́̿ͮ͝ڂ˪́̿ɟͮڂʎǵ˱ڂԎԋڂǵɎͽˍͮ͝ڂ΢ʡͮʎڂǵڂΞǵ̿ʡɟͮΰ́ڂɿڂɎʡɿɿɟ̿ɟ˱ͮڂɎʡ͝ǵȻʡˍʡͮʡɟ͝ձڂĖʡ͝ǵڂʡͮ͝ڂʎɟڂ
Program Director for the Aurelia Foundation-Creative Steps Day program. The program has locations in 
Ɖǵ˱ͮǵڂġ́˱ʡɂǵհڂǆɟͮ͝ˍǵ˅ɟڂǃʡˍˍǵʄɟՄƗʎ́ͽ͝ǵ˱Ɏڂľǵ˅͝հڂǵ˱Ɏ́ڂͽ̿ڂ˱ɟ΢ɟ̵ͮ́̿͝ڂʄ̿ǵ˪ڂˍ́ɂǵͮʡ́˱ڂʡ˱ڂƗ́̿̿ǵ˱ɂɟձڂĖʡ͝ǵڂʡ͝ڂǵˍ́͝ڂ
a Co-Founder and Co-Director of Hand in Hand, an after-school social skills inclusion program at the Mali-
Ȼͽڂćɟ΢ʡ͝ʎڂHɟ˱ͮɟ̿ڂǵ˱ɎڂƉΰ˱ǵʄ́ʄͽɟձڂÄ˱ڂԇԅԆԆհڂĖʡ͝ǵڂ΢ǵ͝ڂʎ́˱́̿ɟɎڂ́ͮڂȻɟڂǵ̿ڂɟɂʡ̵ʡɟ˱ͮ́ڂɿڂƗʎɟڂġǵˍʡȻͽڂƗʡ˪ɟ͝ڂHʡͮʡφɟ˱͝ڂ
of the Year Dolphin Award for her work with special needs students in the Malibu area. 

Philip Tallman, TSC Alliance Adult Regional Coordinator, Aurora, IL

ŴʎʡˍڂƗǵˍˍ˪ǵ˱̿ڂɟ͝ʡɎɟ͝ڂʡ˱ڂ�ͽ̿́̿ǵհڂÄĖڂ΢ʡͮʎڂʎʡ͝ڂ΢ʡɿɟڂǵ˱Ɏͮڂ΢́ڂɂʎʡˍɎ̿ɟ˱ձڂ ɟڂǵ˱Ɏڂʎʡͮ͝ڂ΢́ڂɂʎʡˍɎ̿ɟ˱ڂȻ́ͮʎڂʎǵΞɟڂƗƉHձڂ
Phil works for an educational technology company as Vice President of Sales. 

Joyce MC Teng, MD, PhD, Professor of Dermatology, Director, Pediatric Dermatology, Stanford School of 
Medicine, Palo Alto, CA

Dr. Teng is a professor of Dermatology and Pediatrics at Stanford University. She also serves as the chief 
of pediatric dermatology as well as the fellowship director. Prior to joining Stanford University, Dr. Teng 
΢ǵͮ͝ڂʎɟڂɂʎʡɟɿ́ڂɿ̵ڂɟɎʡǵͮ̿ʡɂڂɎɟ̿˪ǵͮ́ˍ́ʄΰڂǵͮͮڂʎɟڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂǆʡ͝ɂ́˱͝ʡ˱ՈڂġǵɎʡ́͝˱ձڂS ձ̿ڂƗɟ˱ʄ՟͝ ڂˍɟɂʡǵ̵͝ڂǵڂʎǵ͝ڂ
clinical and research interests in rare genetic skin disorders and directs the multidisciplinary genetic skin 
Ɏʡ́̿͝Ɏɟ̿ڂɂˍʡ˱ʡɂڂǵͮڂƉͮǵ˱ɿ́̿ɎڂHʎʡˍɎ̿ɟ˱՟͝ ڂʎɟͮڂͽ˱Ɏɟ̿ͮ͝ǵ˱Ɏʡ˱ʄڂ˱́ڂɿ́ɂͽ͝ɟ͝ڂɟ͝ɟǵ̿ɂʎ̿ڂˍǵ˱͝ˍǵͮʡ́˱ǵ̿ͮڂɟ̿ ڂɟǵˍͮʎձ ڂ
pathogenesis of genetic diseases and targeted therapy discovery. She is the chief editor of Pediatric 
Dermatology Therapy book, Therapy in Pediatric Dermatology textbook. In addition, she has authorized 
many book chapters as well as peer-reviewed articles. She published the first article in literature using 
topical sirolimus for the treatment of skin manifestations in TSC in 2010 and is the first author of published 
current guideline for the management of dermatologic manifestations in TSC. 
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Elizabeth Thiele, MD, PhD, Director, Pediatric Epilepsy Program and Director, Carol and James Herscot 
Hɟ˱ͮɟ̿ڂɿ́̿ڂƗͽȻɟ̿́ͽ͝ڂƉɂˍɟ̿́͝ʡ͝ڂH́˪̵ˍɟΫհڂġǵ͝͝ǵɂʎͽ͝ɟͮͮ͝ڂ�ɟ˱ɟ̿ǵˍڂ ̵́͝ʡͮǵˍհڂ@́ͮ́͝˱հڂġڂ�

S ձ̿ڂ^ˍʡφǵȻɟͮʎڂ�ձڂƗʎʡɟˍɟڂʡ͝ڂǵڂ˱ɟͽ̿́ˍ́ʄʡͮ͝ڂǵ˱Ɏڂɟ̵ʡˍɟ̵ͮ́ˍ́ʄʡͮ͝ڂǵͮڂġǵ͝͝ǵɂʎͽ͝ɟͮͮ͝ڂ�ɟ˱ɟ̿ǵˍڂ ̵́͝ʡͮǵˍձڂƉʎɟ̿ڂɟɂɟʡΞɟɎڂ
her medical training at Johns Hopkins University School of Medicine in Baltimore, Maryland, and com-
pleted an internship and residency in pediatrics at the Johns Hopkins Hospital. She completed a second 
̿ɟ͝ʡɎɟ˱ɂΰڂʡ˱ڂɂʎʡˍɎڂ˱ɟͽ̿́ˍ́ʄΰڂǵ˱Ɏڂǵ̵ͮ́͝ڂɎ́ɂͮ́̿ǵˍ̿ڂɟ͝ɟǵ̿ɂʎڂɿɟˍˍ́΢͝ʎʡ̵ڂʡ˱ڂ˱ɟͽ̿́ˍ́ʄΰڂǵͮڂHʎʡˍɎ̿ɟ˱՟͝ ڂ˱ʡڂˍʡͮǵ̵́͝ ڂ
Boston. Dr. Thiele organized and established the Herscot Center for Tuberous Sclerosis Complex, a multi-
disciplinary comprehensive clinical program for TSC, as well as a ketogenic diet clinic to treat and manage 
̵ǵͮʡɟ˱ͮ͝ڂ΢ʡͮʎڂɟ̵ʡˍɟ̵͝ΰձڂƉʎɟڂʡ͝ڂǵˍ́ͮ͝ڂʎɟڂSʡ̿ɟɂͮ́̿́ڂɿͮڂʎɟڂŴɟɎʡǵͮ̿ʡɂڂ^̵ʡˍɟ̵͝ΰڂƉɟ̿Ξʡɂɟڂǵͮڂġǵ͝͝ڂ�ɟ˱ɟ̿ǵˍڂǵ˱Ɏڂǵڂ
Ŵ̿́ɿɟ́̿͝͝ڂʡ˱ڂĩɟͽ̿́ˍ́ʄΰڂǵͮڂ ǵ̿Ξǵ̿ɎڂġɟɎʡɂǵˍڂƉɂʎ́́ˍձڂS ձ̿ڂƗʎʡɟˍɟ՟͝ ڂʎɟͮڂʡ˱ɂˍͽɎɟڂʡ˱ͮɟ̿ɟͮ͝͝ڂˍɂˍʡ˱ʡɂǵڂǵ˱Ɏڂɟ͝ɟǵ̿ɂʎ̿ڂ
role of diet in epilepsy treatment, genotype-phenotype correlation in TSC, the role of epilepsy surgery in 
management of intractable epilepsy, outcomes following infantile spasms, and neuropsychological profiles 
in relationship to tuber number and location in TSC.

ĩǵɎʡǵڂSձڂǃǵ˱˱հ̿́ͮͮ�ڂ˱ɟΰհڂĖǵ˱͝ʡ˱ʄհڂġÄ

Nadia D. Vann is an attorney practicing in Michigan. Her practice areas include estate planning and admin-
istration and special needs planning for families. Nadia has practiced in the area of education law, focusing 
on special education law and advocacy. Before entering the legal profession, Nadia worked as a special 
education teacher and teacher consultant in school districts in southeast Michigan. Nadia has trained 
attorneys, advocates and educators in best practices for maintaining harmony among families through 
proper and succinct estate planning and planning for disabled children and adults throughout their lives. 
ĩǵɎʡǵڂɂͽ̿̿ɟ˱ͮˍΰ͝ڂɟ̿Ξɟ͝ڂǵ͝ڂɂʎǵʡ̿́ڂɿͮڂʎɟڂSʡ͝ǵȻʡˍʡͮΰڂżʡʄʎͮ͝ڂH́˪˪ʡͮͮɟɟ́ڂɿͮڂʎɟڂ^ˍɎɟ̿ڂĖǵ΢ڂǵ˱ɎڂSʡ͝ǵȻʡˍʡͮΰڂżʡʄʎͮ͝ڂ
Section of the State Bar of Michigan, where she is a Council member. She also serves on the boards of the 
Epilepsy Foundation of Michigan and MiACRES, a special education advocacy non-profit.

ǃǵ˱ɟ͝͝ǵڂǓձڂǃǵφ̻ͽɟφհڂƗƉHڂŴǵ̿ɟ˱ͮհڂġʡǵ˪ʡհڂ�Ė

ǃǵ˱ɟ͝͝ǵ՟͝ -ʡ˪˪ɟڂƉʎɟڂȻ́̿˱ձڂȻɟʡ˱ʄڂǵɿͮɟ̿ڂ͝˅΢ɟɟڂ΢́ͮڂʽͽͮ͝ڂԇԅԅԏհڂ˱ʡڂƗƉHڂ΢ʡͮʎڂɎʡǵʄ˱́͝ɟɎڂ΢ǵ͝ڂĖͽɂɂǵհڂġǵΫڂհ˱́͝ڂ
diately turned to the TSC Alliance for help, guidance and support. Shortly after, her family hosted their 
ɿʡ̿ͮ͝ڂƉͮɟ̵̿́�ڂ΢ǵ̿Ɏڂ́ͮڂHͽ̿ɟڂƗƉHڂ΢ǵˍ˅ڂǵ˱Ɏڂʎǵ͝ڂȻɟɟ˱ڂʡ˱Ξ́ˍΞɟɎڂɟΞɟ̿͝ڂʡ˱ɂɟձڂġǵΫڂĖͽɂɂǵڂʡ͝ڂǵ˱ڂǵ˪ǵφʡ˱ʄڂ˅ʡɎڂǵ˱Ɏڂ
he inspires his family every day to advocate for those affected, to support those who most need it and to 
ensure our Spanish-speaking community has access to services. Vanessa is honored to serve as Co-Chair 
for the TSC Alliance of Florida and serves on the TSC Alliance Board of Directors and the Equity, Diversity 
ǵ˱ɎڂÄ˱ɂˍͽ͝ʡ́˱ڂԲ^SԧÄԼڂƗǵ͝˅̿́�ڂɂɟձ

Ǫǵɂʡˍڂǃʡˍɂʎʡ͝հڂġSհڂġ͝HհڂHˍʡ˱ʡɂǵˍڂ�ɟ˱ɟͮʡɂʡͮ͝հڂżɟ͝ɟǵ̿ɂʎ͝͝�ڂʡͮ͝ǵ˱ͮڂŴ̿́ɿɟ́͝͝ հ̿ڂƗƉHڂ�ˍˍʡǵ˱ɂɟ́ڂɿڂġɟΫʡɂ́հڂġɣ̿ʡɎǵհڂ
ġɣΫʡɂ́

S ձ̿ڂǪǵɂʡˍڂǃʡˍɂʎʡ͝ڂʡ͝ڂǵڂƉ̵ɟɂʡǵˍʡͮ͝ڂʡ˱ڂġɟɎʡɂǵˍڂ�ɟ˱ɟͮʡɂ͝ڂ΢ʎ́ڂʄ̿ǵɎͽǵͮɟɎڂɿ̿́˪ͮڂʎɟڂ�ͽͮ́˱́˪́ͽ͝ڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂ
ġɟΫʡɂ́ڂǵ˱Ɏڂɟǵ̿˱ɟɎڂǵڂġǵͮ͝ɟ̿՟͝ ڂǓͽɂǵͮǵ˱ձڂɿ́ڂƣ˱ʡΞɟ̿͝ʡͮΰڂ�ͽͮ́˱́˪́ͽ͝ڂʎɟͮڂ˪ɿ̿́ڂɂʡɟ˱ɂɟ͝͝ڂˍȻʡ́˪ɟɎʡɂǵڂ˱ʡڂɎɟʄ̿ɟɟڂ
S ձ̿ڂǃʡˍɂʎʡ͝ڂʡ͝ڂǵڂɿͽˍˍՈͮʡ˪ɟڂżɟ͝ɟǵ̿ɂʎ́͝͝�ڂɂʡǵͮɟڂŴ̿́ɿɟ́̿͝͝ڂǵɿɿʡˍʡǵͮɟɎͮڂ́ͮڂʎɟڂ ͽ˪ǵ˱ڂ�ɟ˱ɟͮʡɂ͝ڂĖǵȻ́̿ǵͮ́̿ΰ́ڂɿͮڂʎɟڂ
Biomedics Research Center of the Autonomous University of Yucatán since 2018 and active member of the 
ġɟΫʡɂǵ˱́͝͝�ڂɂʡǵͮʡ́˱́ڂɿڂ ͽ˪ǵ˱ڂ�ɟ˱ɟͮʡɂ͝ձڂƉʎɟ՟͝ ڂ΢ʎʡɂʎڂǵ˪́˱ʄڂʽɟɂͮ͝հ̵́̿ڂɟ͝ɟǵ̿ɂʎ̿ڂͽˍͮʡ̵ˍɟ˪ڂ΢ʡͮʎڂʡ˱Ξ́ˍΞɟɎڂ˱Ȼɟɟڂ
are the analysis of genomic variants in breast cancer, the genetic analysis of patients with congenital deaf-
ness and is a national expert in TSC. Highlights of her community work include being a Founding Member 
ǵ˱ɎڂH́ՈSʡ̿ɟɂͮ́̿́ڂɿͮڂʎɟڂɿʡ̿ͮ͝ڂƗƉHڂɂˍʡ˱ʡɂڂʡ˱ڂġɟΫʡɂ́հڂǵɂͮʡΞɟ͝ڂʡ˱ɂɟڂԇԅԆԍڂǵ˱Ɏڂǵڂ˪ɟ˪Ȼɟ̿́ڂɿͮڂʎɟڂġɟɎʡɂǵˍڂH́ͽ˱ɂʡˍڂ
́ɿͮڂʎɟڂġɟΫʡɂǵ˱́͝͝�ڂɂʡǵͮʡ́˱́ڂɿڂƗƉHڂԻ�ġ^ƗԼڂǵ˱ɎڂƉɟ˱ʡ́̿ڂ�ɎΞʡ́̿͝ΰڂ@́ǵ̿Ɏ́ڂɿͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟ́ڂɿڂġɟΫʡɂ́ձڂƉʎɟڂ
also serves on the medical council of the Yucatecan Pro-Hearing Impaired Association and collaborator of 
the Yucatan Project which, in collaboration with the Universities of Florida and Oklahoma, supports families 
with congenital deafness since 2014.
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Kristi Viles, PhD, Director Alliance Management, BridgeBio Gene Therapy, Raleigh, NC

Č̿ʡͮ͝ʡڂǃʡˍɟ͝ڂʡͮ͝ڂʎɟڂSʡ̿ɟɂͮ́̿́ڂɿڂ�ˍˍʡǵ˱ɂɟڂġǵ˱ǵʄɟ˪ɟ˱ͮڂɿ́̿ڂ@̿ʡɎʄɟ@ʡ́ڂ�ɟ˱ɟڂƗʎɟ̿ǵ̵ΰڂԲ@@�ƗԼձڂČ̿ʡͮ͝ʡڂˍɟǵɎ̵́̿͝ڂ-
gram management and cross-functional and external scientific alignment activities of the early-stage gene 
therapy programs. She guides and facilitates operational execution of the early-stage pipeline. Kristi is 
passionate about developing novel gene therapies for diseases with significant unmet need. Previously, 
͝ʎɟڂ΢ǵͮ͝ڂʎɟڂƉɟ˱ʡ́̿ڂŴ̿́ʄ̿ǵ˪ڂġǵ˱ǵʄɟ̿ڂɿ́̿ڂŴ̿ɟɂʡ͝ʡ́˱ڂ@ʡ́Ɖɂʡɟ˱ɂɟ͝ڂǵ˱ɎڂǵڂHˍʡ˱ʡɂǵˍڂƗ̿ʡǵˍڂŴ̿́ʽɟɂͮڂĖɟǵɎɟ̿ڂɿ́̿ڂSͽ˅ɟڂ
Ɨ̿ǵ˱͝ˍǵͮʡ́˱ǵˍڂżɟ͝ɟǵ̿ɂʎڂʡ˱ͮ͝ʡͮͽͮɟձڂČ̿ʡͮ͝ʡڂʎǵ͝ڂǵڂŴʎSڂʡ˱ڂ�ɟ˱ɟͮʡɂ͝ڂǵ˱Ɏڂ�ɟ˱́˪ʡɂ͝ڂɿ̿́˪ڂSͽ˅ɟڂƣ˱ʡΞɟ̿͝ʡͮΰձڂƗʎɟڂ
@@�Ɨͮڂɟǵ˪ڂʡ͝ڂ΢́̿˅ʡ˱ʄڂ΢ʡͮʎͮڂʎɟڂƗƉHڂ�ˍˍʡǵ˱ɂɟڂǵ˱ɎڂˍɟǵɎɟ̿͝ڂʡ˱ͮڂʎɟڂƗƉHڂɿʡɟˍɎڂ́ͮڂɎɟΞɟˍ̵́́ڂͽ̿ڂƗƉHڂʄɟ˱ɟͮڂʎɟ̿ǵ̵ΰڂ
to bring it to the clinic and the TSC community.

Rahul Vipparthi, Managing Trustee, TSC Alliance of India, Madhapur, Hyderabad

żǵʎͽˍڂǃʡ̵̵ǵ̿ͮʎʡڂʡͮ͝ڂʎɟڂġǵ˱ǵʄʡ˱ʄڂƗ̿ͽͮ͝ɟɟ́ڂɿڂƗƉHڂ�ˍˍʡǵ˱ɂɟ́ڂɿڂÄ˱Ɏʡǵձڂżǵʎͽˍ՟͝ -Ɏʡǵʄڂ΢ǵ͝ڂɎǵͽʄʎͮɟ̿ڂԆԊՈΰɟǵ̿Ո́ˍɎڂ
nosed with TSC in 2007. He is working to help families better manage TSC by building the capacity of the 
TSC community and raising awareness of TSC clinical practices through engaging the various stakehold-
ɟ̿͝ձڂżǵʎͽˍ՟͝ ڂ˱ʡڂȻǵɂ˅ʄ̿́ͽ˱Ɏڂʄ˱́̿ͮ͝ڂǵڂʎǵ͝ڂˍżǵʎͽڂÄ˱ͮ͝ʡͮͽͮʡ́˱͝ձڂ˱Ä˱Ɏʡǵڂ˱ʡڂɟ͝ɟǵ̿ɂʎ̿ڂƗƉHڂʡ˱ʄͮ́˪̵́̿ڂ˱ʡڂʡ͝ڂ˱ǵ͝͝ʡ̵́ڂ
Information Technology and Management.

ǃǵˍɟ̿ʡɟڂġձڂǃ́ˍ˅ɟ̿ͮհڂŴʎSհڂ@H@�ՔSհڂƉʡͮɟڂġǵ˱ǵʄɟ հ̿ڂHʎʡˍɎ̿ɟ˱՟͝ ڂʎɟͮڂǵͮڂ˪Ŵ̿́ʄ̿ǵڂ�ɟɟɎʡ˱ʄڂġͽˍͮʡɎʡ͝ɂʡ̵ˍʡ˱ǵ̿ΰڂ
Marcus Autism Center, Atlanta, GA

ǃǵˍɟ̿ʡɟڂġձڂǃ́ˍ˅ɟ̿ͮհڂŴʎSհڂ@H@�ՔSհ́͝͝�ڂɂʡǵͮɟڂŴ̿́ɿɟ́̿͝͝ڂԲŴɟɎʡǵͮ̿ʡɂ͝Գհڂʡ͝ڂǵ̵͝ڂΰɂʎ́ˍ́ʄʡͮ͝͝ڂʡͮɟڂ˪ǵ˱ǵʄɟ̿ڂʡ˱ͮڂʎɟڂ
HʎʡˍɎ̿ɟ˱՟͝ Hɟ˱ͮɟڂ˪�ͽͮʡ͝ڂġǵ̿ɂͽ͝ڂǵͮڂ˪Ŵ̿́ʄ̿ǵڂ�ɟɟɎʡ˱ʄڂġͽˍͮʡɎʡ͝ɂʡ̵ˍʡ˱ǵ̿ΰڂ ձ̿ڂƉʎɟ̿ڂɟɂɟʡΞɟɎڂʎɟ̿ڂɎ́ɂͮ́̿ǵͮɟڂʡ˱ڂ
͝ɂʎ́́ˍ̵͝ڂΰɂʎ́ˍ́ʄΰڂɿ̿́˪ڂĖ́ͽʡ͝ʡǵ˱ǵڂƉͮǵͮɟڂƣ˱ʡΞɟ̿͝ʡͮΰڂʡ˱ڂԇԅԅԎձڂƉʎɟڂ΢ǵ̵̿͝ڂɟΞʡ́ͽ͝ˍΰڂɿǵɂͽˍͮΰڂǵͮͮڂʎɟڂġͽ˱̿́ɟՈġɟΰ-
er Institute and adjunct faculty at the University of Nebraska at Omaha, where she became the Training 
Director for the Applied Behavior Analysis PhD Program and Center for Autism Spectrum Disorders. In 
2015, Dr. Volkert joined the Marcus Autism Center. She sees patients in the intensive day treatment and 
outpatient clinics of the Feeding Program, supervises interns and residents and pursues lines of clinical 
research. Of particular interest are treatments to increase advanced feeding skills (e.g., chewing), synthe-
sizing the findings of studies on the treatment of pediatric feeding disorders and evaluating alternative ap-
proaches to the treatment of chronic feeding problems (e.g., sensory integration and tube weaning). She 
has authored four book chapters and published 40 peer-reviewed research studies in multiple journals, 
including the Journal of Applied Behavior Analysis, the Journal of Pediatrics, Research in Developmental 
Disabilities, Behavior Modification, and Behavior Analysis in Practice. Dr. Volkert served as the Editorial As-
sistant for the Journal of Applied Behavior Analysis from 2008 to 2010. She serves on the board of editors 
for two journals and as associate editor for the Journal of Applied Behavior Analysis.

ľɎɟɎڂǃ́ˍ́Ξɟˍ͝˅ΰհڂġSհڂŴʎSհڂŴɟɎʡǵͮ̿ʡɂڂĩɟ̵ʎ̿́ˍ́ʄΰڂƣ˱ʡͮڂ ɟǵɎհڂ ǵɎǵ͝͝ǵʎڂ ɟȻ̿ɟ΢ڂƣ˱ʡΞɟ̿͝ʡͮΰڂġɟɎʡɂǵˍڂ
Center, Jerusalem, Israel

Dr. Volovelsky feels privileged to treat patients with TSC and look for novel interventions to alleviate their 
disease. He is currently the head of the pediatric nephrology unit and research lab at Hadassah Hebrew 
ƣ˱ʡΞɟ̿͝ʡͮΰڂġɟɎʡɂǵˍڂHɟ˱ͮɟ̿ڂʡ˱ڂćɟ̿ͽ͝ǵˍɟ˪հڂÄ̿͝ǵɟˍձڂ ɟڂ΢ǵ̿ͮ͝ڂǵʡ˱ɟɎڂǵ͝ڂġSՔŴʎSڂǵ˱Ɏ̵ڂɟɎʡǵͮ̿ʡɂ̿ڂɟ͝ʡɎɟ˱ͮڂǵͮڂ ǵ-
Ɏǵ͝͝ǵʎڂǵ˱Ɏڂǵ͝ڂǵ̵ڂɟɎʡǵͮ̿ʡɂڂ˱ɟ̵ʎ̿́ˍ́ʄΰڂɂˍʡ˱ʡɂǵˍڂɿɟˍˍ́΢ڂǵ˱Ɏ̵ͮ́͝ڂՈɎ́ɂͮ͝ڂͽɎɟ˱ͮڂǵͮڂHʡ˱ɂʡ˱˱ǵͮʡڂHʎʡˍɎ̿ɟ˱՟͝ ڂˍʡͮǵ̵́͝ ڂ
ġɟɎʡɂǵˍڂHɟ˱ͮɟ̿ڂʡ˱ڂľʎʡ́ձڂS ձ̿ڂǃ́ˍ́Ξɟˍ͝˅ΰ՟͝ ڂǵ˱Ɏڂ˱ɂʎʡˍɎ̿ɟڂɿ́ڂɂǵ̿ɟڂɎʡ͝ɟǵ͝ɟڂʡɎ˱ɟΰ˅ڂʡ˪̵̿́Ξɟڂ́ͮڂʡ͝ڂˍʄ́ǵڂɟ͝ɟǵ̿ɂʎ̿ڂ
adults with TSC by revealing novel molecular pathways that control their kidney disease. His professional 
skill set includes an extensive study of the TSC-mTOR pathway in different organs and disease states and 
rich clinical experience in managing kidney disease in pediatric TSC patients. His research interests in this 
field include the mechanisms of TSC cystic kidney disease and the role of TSC in developing kidney and 
parathyroids of patients with kidney disease. In addition to establishing a research lab in the TSC field, 
Dr. Volovelsky co-founded a multidisciplinary unit for pediatric and adult patients with TSC from the region.
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 ́΢ǵ̿ɎڂĖձڂǆɟʡ˱ɟ հ̿ڂġSհڂ��HƉհڂ���Ŵհڂ���ĩƉհڂHʎʡɟɿ́ڂɿڂĩɟͽ̿́͝ͽ̿ʄɟ̿ΰڂǵ˱Ɏڂ�ɟ́̿ʄɟڂ�ձڂŴɟͮɟ̿˅ʡ˱ڂć ձ̿ڂ^˱Ɏ́΢ɟɎڂ
Hʎǵʡ̿ڂʡ˱ڂĩɟͽ̿́͝ͽ̿ʄɟ̿ΰհڂƗɟΫǵ͝ڂHʎʡˍɎ̿ɟ˱՟͝ ڂ̿́ˍǵΰ@ڂĩɟͽ̿́͝ͽ̿ʄɟ̿ΰհڂɿ́ڂHʎǵʡ̿ڂǃʡɂɟڂǵ˱ɎڂŴ̿́ɿɟ́̿͝͝ڂʡͮǵˍհ̵́͝ ڂ
College of Medicine, Houston, TX

 ́΢ǵ̿ɎڂĖձڂǆɟʡ˱ɟ հ̿ڂġSհڂʡ͝ڂHʎʡɟɿ́ڂɿڂĩɟͽ̿́͝ͽ̿ʄɟ̿ΰڂǵ˱Ɏͮڂʎɟڂ�ɟ́̿ʄɟڂ�ձڂŴɟͮɟ̿˅ʡ˱ڂć ձ̿ڂ^˱Ɏ́΢ɟɎڂHʎǵʡ̿ڂǵͮڂƗɟΫǵ͝ڂ
HʎʡˍɎ̿ɟ˱՟͝ ڂHʎǵʡ̿ڂǃʡɂɟڂǵ˱ɎڂŴ̿́ɿɟ́̿͝͝ڂʡ͝ڂǵ˱Ɏڂ͝˱ɟͽ̿́͝ͽ̿ʄɟ́˱ڂɟɎʡǵͮ̿ʡɂ̵ڂʡΫ͝ڂɿ́ڂ˪ɟǵͮڂǵڂɟǵɎ͝ˍڂʎɟڂ΢ʎɟ̿ɟڂʡͮǵˍհ̵́͝ ڂ
of Neurosurgery at Baylor College of Medicine in Houston. Prior to this, he was Professor of Neurosurgery 
ǵͮڂĩǓƣڂĖǵ˱ʄ́˱ɟڂġɟɎʡɂǵˍڂHɟ˱ͮɟ հ̿ڂ΢ʎɟ̿ɟڂʎɟڂ΢́̿˅ɟɎڂɿ́̿ڂԇԎڂΰɟǵ̿͝ձڂ ɟ̿ڂɟɂɟʡΞɟɎڂʎʡ͝ڂ�@ڂɿ̿́˪ͮڂʎɟڂƣ˱ʡΞɟ̿͝ʡͮΰڂ
of Pennsylvania and MD from Cornell University Medical College, graduating from both with the highest 
academic standing in his class. He completed neurosurgery residency and pediatric neurosurgery fel-
ˍ́΢͝ʎʡ̵ڂǵͮڂĩǓƣڂǵ˱Ɏڂ΢ǵͮ͝ڂʎɟڂ��ĩƉڂǃǵ˱ڂǆǵʄɟ˱ɟ˱ڂ�ɟˍˍ́΢ڂʡ˱ͮڂʎɟڂˍǵȻ́ڂɿڂĩʡɂ́ˍɟڂĖɟڂŚͽǵ̿ʡ˱հڂŴʎSհڂʡ˱ڂŴǵ̿ʡ͝ձڂ ɟڂ
conducted basic brain tumor research in the laboratory of HHMI Investigator and Professor Ed Ziff at NYU 
and was awarded an NIH grant. Howard has developed an interest in pediatric epilepsy and brain tumor 
͝ͽ̿ʄɟ̿ΰڂǵ˱Ɏڂʡ͝ڂɂ́˱͝ʡɎɟ̿ɟɎڂǵ˱ڂɟΫ̵ɟ̿ͮڂʡ˱ͮڂʎɟ̿ͮڂɟǵͮ˪ɟ˱ͮ́ڂɿڂƗƉHձڂ ɟڂʎǵ͝͝ڂɟ̿ΞɟɎͮڂ˱́ڂʎɟڂ^Ɏʡͮ́̿ʡǵˍڂ@́ǵ̿Ɏ́ڂɿڂćĩƉյڂ
Pediatrics and Childs Nervous System, completed a term on the Executive Council of the American Society 
of Pediatric Neurosurgeons, serves as an Examiner for the American Board of Neurological Surgeons and 
is a member of the Society of Neurological Surgeons and American Academy of Neurological Surgery. 

Čˍǵͽ͝ڂǆɟ̿˱ɟ հ̿ڂġSհڂŴʎSհڂSʡ̿ɟɂͮ́ հ̿ڂƗƉHڂHɟ˱ͮɟ̿́ڂɿڂ^Ϋɂɟˍˍɟ˱ɂɟհڂSͽ˅ɟڂƣ˱ʡΞɟ̿͝ʡͮΰڂġɟɎʡɂǵˍڂHɟ˱ͮɟ հ̿ڂSͽ̿ʎǵ˪հڂĩH

Dr. Werner is a Pediatric Neurologist with expertise and interest in pediatric headaches and TSC. He has a 
specific interest in cognitive processing/autism in TSC and the continuous need/care of adolescents/adult 
̵ǵͮʡɟ˱ͮ͝ڂ΢ʡͮʎڂƗƉHձڂ ɟͮ͝ڂͽɎʡɟɎڂ˪ɟɎʡɂʡ˱ɟڂʡ˱ڂ�ɟ̿˪ǵ˱ΰڂǵ˱ɎڂǵͮͮڂʎɟڂŴɟɎʡǵͮ̿ʡɂڂ ̵́͝ʡͮǵˍڂż́Ȼɟ̿ͮڂSɟȻ̿ɟڂʡ˱ڂŴǵ̿ʡ͝ڂǵ˱Ɏڂ
ɟǵ̿˱ɟɎڂʎʡ͝ڂġSڂɿ̿́˪ͮڂʎɟڂÄ˱ͮ͝ʡͮͽͮɟ́ڂɿڂŴʎǵ̿˪ǵɂ́ˍ́ʄΰհڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂ˱˱́@ڂ΢ʡͮʎͮڂʎɟͮڂʎɟ͝ʡͮ͝ڂʡͮˍɟڂȻɟʡ˱ʄڂգHʎǵ̿-
ǵɂͮɟ̿ʡφǵͮʡ́˱́ڂɿͮڂʎɟ̵̿ڂɟՈ͝ΰ˱ǵ̵ͮʡɂڂʡ˱ʎʡȻʡͮ́̿ΰ͝ڂɟ̿́ͮ́˱ʡ˱ڂԲԋՔ ƗԼ̿ڂɟɂɟ̵ͮ́̿́ڂɿͮڂʎɟ͝ڂǵ̵ʎɟ˱́ͽ͝ڂΞɟʡ˱ձդڂS ձ̿ڂǆɟ̿˱ɟ̿՟͝ ڂ
̵ɟɎʡǵͮ̿ʡɂ̿ͮڂǵʡ˱ʡ˱ʄڂ΢ǵ͝ڂʡ˱ڂĖ́˱Ɏ́˱ڂǵ˱ɎڂHǵ˪Ȼ̿ʡɎʄɟڂԲƣČԼڂɿ́ˍˍ́΢ɟɎڂȻΰ̿ͮڂǵʡ˱ʡ˱ʄڂʡ˱ڂɂʎʡˍɎڂ˱ɟͽ̿́ˍ́ʄΰڂǵͮͮڂʎɟڂ ́͝-
pital for Sick Children in Toronto. He earned his PhD from the Institute of Child Health, University College 
Ė́˱Ɏ́˱ڂ΢ʡͮʎͮڂʎɟͮڂʡͮˍɟڂգ�ͽɎʡͮ́̿ΰ̵́̿ڂɂɟ͝͝ʡ˱ʄڂʡ˱ͮڂʎɟ͝ڂΰ˱Ɏ̿́˪ɟ́ڂɿڂʡ˱ɿǵ˱ͮʡˍɟ̵͝ڂǵ͝˪͝ձդڂ ɟڂʎǵ͝ڂȻɟɟ˱ڂʡ˱̵̿ڂǵɂͮʡɂɟڂǵ͝ڂ
ǵ̵ڂɟɎʡǵͮ̿ʡɂڂ˱ɟͽ̿́ˍ́ʄʡͮ͝͝ڂʡ˱ɂɟڂԇԅԆԇڂǵ˱ɎڂȻɟɟ˱ڂ˱́ڂɿǵɂͽˍͮΰڂǵͮڂSͽ˅ɟڂƣ˱ʡΞɟ̿͝ʡͮΰ͝ڂʡ˱ɂɟڂԇԅԆԍձڂS ձ̿ڂǆɟ̿˱ɟ̿ڂʡ͝ڂɂͽ̿-
rently the Director of the Pediatric Headache/Botox Clinic and Multi-Disciplinary TSC Center of Excellence 
for children and adults at Duke University. He has served on the Professional Advisory Board for the TSC 
Alliance since 2018. Dr. Werner has been a member of the TSC Clinical Research Consortium since 2018 
and TSC Clinic Committee since 2021. 
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ćǵ˪ɟ͝ڂǆձڂǆʎɟˍɟ͝͝հڂ@ƉɂŴʎǵ̿˪հڂġSհڂ���Ŵհڂ��HŴհڂ���ĩհڂ��^ƉڂŴ̿́ɿɟ́̿͝͝ڂԧڂHʎʡɟɿ́ڂɿڂŴɟɎʡǵͮ̿ʡɂڂĩɟͽ̿́ˍ́ʄΰհڂ
Ėɟڂ@́˱ʎɟͽ̿ڂHʎǵʡ̿́ڂɿڂŴɟɎʡǵͮ̿ʡɂڂĩɟͽ̿́ˍ́ʄΰհڂƣ˱ʡΞɟ̿͝ʡͮΰ́ڂɿڂƗɟ˱˱ɟ͝͝ɟɟڂ ɟǵˍͮʎڂƉɂʡɟ˱ɂɟڂHɟ˱ͮɟ հ̿ڂSʡ̿ɟɂͮ́ հ̿ڂ
Ėɟڂ@́˱ʎɟͽ̿ڂH́˪̵̿ɟʎɟ˱͝ʡΞɟڂ^̵ʡˍɟ̵͝ΰڂŴ̿́ʄ̿ǵ˪ڂԧڂĩɟͽ̿́͝ɂʡɟ˱ɂɟڂÄ˱ͮ͝ʡͮͽͮɟհڂH́ՈSʡ̿ɟɂͮ́ հ̿ڂĖɟڂ@́˱ʎɟͽ̿ڂ
ƗͽȻɟ̿́ͽ͝ڂƉɂˍɟ̿́͝ʡ͝ڂH́˪̵ˍɟΫڂHɟ˱ͮɟ̿́ڂɿڂ^Ϋɂɟˍˍɟ˱ɂɟհڂĖɟڂ@́˱ʎɟͽ̿ڂHʎʡˍɎ̿ɟ˱՟͝ Ɨĩڂġɟ˪̵ʎʡ͝հڂʡͮǵˍհ̵́͝ ڂ

Dr. James Wheless is an experienced neurologist and researcher, whose research is focused on pediatric 
anti-epileptic drug development, the ketogenic diet, epilepsy surgery and magnetoencephalography. Dr. 
ǆʎɟˍɟ͝͝ڂʡͮ͝ڂʎɟڂŴ̿́ɿɟ́̿͝͝ڂǵ˱ɎڂHʎʡɟɿ́ڂɿڂŴɟɎʡǵͮ̿ʡɂڂĩɟͽ̿́ˍ́ʄΰڂǵ˱ɎͮڂʎɟڂĖɟڂ@́˱ʎɟͽ̿ڂHʎǵʡ̿ڂʡ˱ڂŴɟɎʡǵͮ̿ʡɂڂĩɟͽ̿́ˍ-
ogy at the University of Tennessee Health Science Center in Memphis. He also serves as Director of the 
ĩɟͽ̿́͝ɂʡɟ˱ɂɟڂÄ˱ͮ͝ʡͮͽͮɟڂǵ˱ɎͮڂʎɟڂĖɟڂ@́˱ʎɟͽ̿ڂH́˪̵̿ɟʎɟ˱͝ʡΞɟڂ^̵ʡˍɟ̵͝ΰڂŴ̿́ʄ̿ǵ˪ڂɿ́̿ͮڂʎɟڂĖɟڂ@́˱ʎɟͽ̿ڂHʎʡˍɎ̿ɟ˱՟͝ ڂ
Hospital. Dr. Wheless is also an Adjunct Clinical Faculty Member in the Department of Pediatric Medicine at 
ƉͮձڂćͽɎɟڂHʎʡˍɎ̿ɟ˱՟͝ -ɟ̿˪�ڂʎɟͮڂǵ˱ɎڂŴɟɎʡǵͮ̿ʡɂ͝ڂɿ́ڂǵ̿Ɏ́@ڂ˱ɟ̿ʡɂǵ˪�ڂʎɟͮڂɿ́ڂSʡ̵ˍ́˪ǵͮڂǵڂʡ͝ڂɟ ڂʡͮǵˍձ̵́͝ ڂżɟ͝ɟǵ̿ɂʎڂ
ican Board of Psychiatry and Neurology with special qualifications in Child Neurology, Clinical Neurophysi-
ology and Epilepsy. Dr. Wheless is a Fellow of the American Academy of Pediatrics, the American Academy 
of Neurology and the American Epilepsy Society. He is a member of the Editorial Board of Journal of Child 
Neurology, Formulary and Epilepsy.com and serves as reviewer of a number of journals including Neurol-
ogy, Epilepsia, Pediatrics and Epilepsy and Behavior. His primary interests include childhood convulsive 
disorders. He has authored more than 800 chapters, articles and abstracts on these subjects and is the 
editor of four textbooks on epilepsy. Dr. Wheless lectures widely on pediatric epilepsy. He oversees an 
interdisciplinary team of pediatric specialists that treat epilepsy patients with the most effective medical 
treatments available. 

ġʡɂʎǵɟˍڂǆ́˱ʄհڂġSհڂŴʎSհڂ�ˍˍɟ˱ڂŴձڂǵ˱Ɏڂć́͝ɟ̵ʎʡ˱ɟڂ@ձ̿�ڂɟɟ˱ڂŴ̿́ɿɟ́̿́͝͝ڂɿڂŴɟɎʡǵͮ̿ʡɂڂĩɟͽ̿́ˍ́ʄΰհڂǆǵ͝ʎʡ˱ʄͮ́˱ڂ
ƣ˱ʡΞɟ̿͝ʡͮΰڂƉɂʎ́́ˍ́ڂɿڂġɟɎʡɂʡ˱ɟհڂƉͮձڂĖ́ͽʡ͝հڂġľ

ġʡɂʎǵɟˍڂǆ́˱ʄհڂġSհڂŴʎSհڂʡͮ͝ڂʎɟڂ�ˍˍɟ˱ڂŴձڂǵ˱Ɏڂć́͝ɟ̵ʎʡ˱ɟڂ@ձ̿�ڂɟɟ˱ڂŴ̿́ɿɟ́̿́͝͝ڂɿڂŴɟɎʡǵͮ̿ʡɂڂĩɟͽ̿́ˍ́ʄΰڂǵͮڂǆǵ͝ʎ-
ington University School of Medicine. He received a BA in Biology from Princeton University and MD and 
PhD (neuroscience) degrees from University of Texas Southwestern Medical School. He then moved to 
ǆǵ͝ʎʡ˱ʄͮ́˱ڂƣ˱ʡΞɟ̿͝ʡͮΰڂʡ˱ڂƉͮձڂĖ́ͽʡ͝ڂɿ̵́̿ڂɟɎʡǵͮ̿ʡɂڂ˱ɟͽ̿́ˍ́ʄΰ̿ڂɟ͝ʡɎɟ˱ɂΰڂǵ˱Ɏڂɟ̵ʡˍɟ̵͝ΰڂɿɟˍˍ́΢͝ʎʡ̵հڂȻɟɿ́̿ɟڂȻɟ-
coming a faculty member in the Department of Neurology. He is a board-certified pediatric epileptologist 
and clinical neurophysiologist. He is also director of the Washington University Tuberous Sclerosis Center, 
which provides multidisciplinary care for children and adults with TSC and integrates both basic science 
ǵ˱Ɏڂɂˍʡ˱ʡɂǵˍ̿ڂɟ͝ɟǵ̿ɂʎڂʡ˱ڂƗƉHձڂS ձ̿ڂǆ́˱ʄ՟͝ -ɟ̵ڂɿ́ڂ͝˪ɟɂʎǵ˱ʡ͝˪ڂʡ˱Ξɟͮ͝ʡʄǵͮɟ͝ڂʡ˪ǵ̿ʡˍΰ̵̿ڂǵȻ́̿ǵͮ́̿ΰˍڂɂʡɟ˱ɂɟ͝ڂȻǵ͝ʡɂڂ
ileptogenesis and seizure-induced brain injury in genetic and acquired rodent models of epilepsy. His lab-
oratory has been among the leaders in establishing the critical role of the mechanistic target of rapamycin 
Բ˪ƗľżԼ̵ڂǵͮʎ΢ǵΰڂʡ˱ڂɟ̵ʡˍɟ̵ͮ́ʄɟ˱ɟ͝ʡ͝ڂʡ˱ڂƗƉHհڂǵ͝ڂ΢ɟˍˍڂǵ͝ڂʡ˱ڂǵ˱ʡ˪ǵˍڂ˪́Ɏɟˍ́͝ڂɿڂǵɂ̻ͽʡ̿ɟɎڂɟ̵ʡˍɟ̵͝ΰڂɎͽɟڂ́ͮڂȻ̿ǵʡ˱ڂ
injury. Directly related to his basic research, he has served as site principal investigator at Washington Uni-
Ξɟ̿͝ʡͮΰڂɿ́̿ڂǵڂ˱ͽ˪Ȼɟ̿́ڂɿڂɂˍʡ˱ʡɂǵˍ̿ͮڂʡǵˍ͝հ͝ڂͽɂʎڂǵͮ͝ڂʎɟڂ^ǍÄƉƗՔԉ̿ͮڂʡǵˍ́ڂɿͮڂʎɟڂ˪Ɨľżڂʡ˱ʎʡȻʡͮ́̿ڂɟΞɟ̿́ˍʡ˪ͽ͝ڂɿ́̿ڂɟ̵ʡˍɟ̵͝ΰڂ
in TSC (leading to its FDA approval for that indication) and the PREVeNT trial for preventing neurological 
manifestations of TSC. The latter trial is particularly impactful in attempting to develop a first preventative 
anti-epileptogenic drug treatment for epilepsy. He has been funded continuously by NIH and other sources 
for 20 years and has co-authored more than 100 basic and clinical research papers and reviews. He is past 
recipient of the American Academy of Neurology Dreifuss-Penry Epilepsy Research Award and is currently 
an Associate Editor of Epilepsia Open and Chief Editor of Epilepsy Currents. 
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Exhibit Hall and TSC
Resource Center
The conference Exhibit Hall and TSC Resource Center, lo-
ɂǵͮɟɎڂʡ˱̿�ڂǵ˱Ɏڂ@ǵˍˍ̿́́˪ڂHհڂɿɟǵͮͽ̿ɟڂǵڂ΢ʡɎɟڂǵ̿̿ǵΰ́ڂɿ͝ڂɟ̿Ξʡɂɟڂ
providers and vendors who will provide information, prod-
ucts and services most helpful to the TSC community.

Friday, July 29
8 a.m. to 5 p.m.
 
Saturday, July 30
8 a.m. to 5 p.m.

4 Paws 4 Ability
ԇԅԎڂSǵΰͮ́˱ڂ�Ξɟ
Ǎɟ˱ʡǵհڂľ ڂԊԋԉԏԋ
ԐԉԎՔԉԎԊՔԅԉԏԋ
Ԋ̵ǵ΢͝ɿ́̿ǵȻʡˍʡͮΰձ́̿ʄ
 
4 Paws 4 Ability enriches the lives of people with disabil-
ities by placing life changing service dogs.  We breed, 
raise, and train our service dogs in preparation to assist 
their partner with specific tasks and skills that mitigate the 
ʡ˪̵ǵɂͮ́͝ڂɿͮڂʎɟʡ̵̿ڂǵ̿ͮ˱ɟ̿՟͝ ڂΞɟ́ˍڂʎǵ̿Ɏհڂ˅΢́̿ڂǆɟڂڂɎʡ͝ǵȻʡˍʡͮʡɟ͝ձڂ
harder, and play the hardest.

 Boston Children’s Hospital
ԉԅԅڂĖ́˱ʄ΢́́Ɏڂ�Ξɟ˱ͽɟ
@́ͮ́͝˱հڂġڂ�ԅԇԆԆԋ
ԍԆԎՔԉԋԋՔԍԅԅԅ
ɂʎʡˍɎ̿ɟ˱͝ʎ̵́͝ʡͮǵˍձ́̿ʄ
 
HʎʡˍɎ̿ɟ˱՟͝ڂ˱́ͮ́͝@ ڂǵ˱Ɏڂʡ˪̵̿́Ξʡ˱ʄڂ́ͮڂɎɟɎʡɂǵͮɟɎڂʡ͝ڂˍʡͮǵ̵́͝ ڂ
advancing the health and well-being of children around 
the world through its life-changing work in clinical care, 
biomedical research, medical education and community 
engagement.
 
BridgeBio
ԊԇԆڂČʡ̵ˍʡ˱ʄڂƉͮ̿ɟɟͮ
Ŵǵˍ́ڂ�ˍͮ́հڂHڂ�ԐԊԉԅԆ
ԍԋԅՔԉԐԆՔԐԎԊԅ
ʡ˱ɿ́ԺȻ̿ʡɎʄɟȻʡ́ձɂ́˪
Ȼ̿ʡɎʄɟȻʡ́ձɂ́˪
 
@̿ʡɎʄɟ@ʡ́ڂŴʎǵ̿˪ǵڂÄ˱ɂձڂԻ@̿ʡɎʄɟ@ʡ́Գڂʡ͝ڂǵڂɂ́˪˪ɟ̿ɂʡǵˍՈͮ͝ǵʄɟڂ
biopharmaceutical company founded to discover, create, 
test and deliver transformative medicines to treat patients 
who suffer from genetic diseases and cancers with clear 
ʄɟ˱ɟͮʡɂڂɎ̿ʡΞɟ̿͝ձڂ@̿ʡɎʄɟ@ʡ́՟͝ -̵́̿ڂͮ˱ɎɟΞɟˍ̵́˪ɟڂɿ́ڂʡ̵ɟˍʡ˱ɟ̵ڂ
grams ranges from early science to advanced clinical trials.

Chemistry Rx
Ԑԋԅڂ ɟ˱Ɏɟ̿́͝˱ڂ@ˍΞɎձ
Folcroft, PA 19032
ԻԏԎԎԼڂԐԏԍՔԊԐԐԍ
΢΢΢ձɂʎɟ˪ʡͮ̿͝ΰ̿Ϋձɂ́˪

Chemistry Rx is a compounding and specialty pharmacy 
dedicated to providing the highest quality of customized 
medication to patients, providers and other organiza-
tions across the entire healthcare continuum. Our team 
of nurses, clinical pharmacists and clinical care support 
work in synchrony with healthcare professionals, insurance 
companies and – most importantly – the patient.

Cincinnati Children’s Hospital
ԉԉԉԉڂ@ͽ̿˱ɟͮڂ�Ξɟ˱ͽɟ
Hʡ˱ɂʡ˱˱ǵͮʡհڂľ ڂԊԋԇԇԐ
ԏԅԅՔԉԊԊՔԇԊԍԇ
ɂʡ˱ɂʡ˱˱ǵͮʡɂʎʡˍɎ̿ɟ˱͝ձ́̿ʄ

Hʡ˱ɂʡ˱˱ǵͮʡڂHʎʡˍɎ̿ɟ˱՟͝ հڂǵڂ˱́˱̵̿́ɿʡͮڂǵɂǵɎɟ˪ʡɂڂ˪ɟɎʡɂǵˍڂɂɟ˱ͮɟ̿ڂ
established in 1883, is one of the oldest and most distin-
guished pediatric hospitals in the United States.  Cincinnati 
HʎʡˍɎ̿ɟ˱՟͝ -ɎɟˍʡΞڂ˪ǵ˱͝ɿ́̿̿ͮڂǵ˱ɎڂʎɟǵˍͮʎڂɂʎʡˍɎڂʡ˪̵̿́Ξɟڂˍˍ΢ʡڂ
ery of care through fully integrated, globally recognized 
research, education and innovation.  For patients from our 
community, the nation and the world, the care we provide 
will achieve the best:  Medical and quality-of-life outcomes/
patient and family experience/and value today and in the 
future.

Cook Children’s
ԏԅԆڂƉɟΞɟ˱ͮʎڂ�Ξɟ˱ͽɟ
ԎԍԆԅԊڂƗɟΫǵ͝ڂǆ́̿ͮʎհڂͮ̿́�
ԍԏԇՔԏԏԋՔԊԅԅԅ
ɂ́́˅ɂʎʡˍɎ̿ɟ˱͝ձ́̿ʄ

H́́˅ڂHʎʡˍɎ̿ɟ˱՟͝ ڂʡ˱̵͝ʡ̿ʡ˱ʄڂ˱ǵڂɟ˪Ȼ̿ǵɂɟ͝ڂ˪Ɖΰͮ͝ɟڂHǵ̿ɟڂɟǵˍͮʎ ڂ
Promise—to improve the health of every child in our region 
through the prevention and treatment of illness, disease 
and injury.

DiRx
ԇڂƗ́΢ɟ̿ڂHɟ˱ͮɟ̿ڂ@ˍΞɎڂՂԆԇ
East Brunswick, NJ 08816
ԏԎԎՔԉԍԎՔԉԊԎԐ
Sʡ̿Ϋʎɟǵˍͮʎձɂ́˪

DiRx is a licensed and accredited online pharmacy based 
and operated in the US. We deliver FDA-approved generic 
medicines right to your door. We believe everyone should 
have access to affordable medicine, and we have worked 
directly with manufacturers to provide the lowest cost 
for the most commonly prescribed medications. DiRx is a 
cash-based pharmacy, therefore you do not need insur-
ance to purchase. We are here to help deliver the medi-
cines you need at a price you can afford.
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Jazz Pharmaceuticals
ԉԆԎԅڂŴ́̿ͮɟ̿ڂS̿ʡΞɟ
Ŵǵˍ́ڂ�ˍͮ́հڂHڂ�ԐԊԉԅԊ
ԍԋԅՔԊԐԍՔԉԎԎԎ
ʽǵφφ̵ʎǵ̿˪ǵձɂ́˪
 
At Jazz Pharmaceuticals, our purpose is to innovate to 
transform the lives of patients and their families. We are 
focused on developing life-changing medicines for people 
with serious diseases — often with limited or no options 
— so they can live their lives more fully. By transforming 
biopharmaceutical discoveries into novel medicines, we are 
working to give people around the world the opportunity 
΢ʎǵͮ՟͝ڂɟɎɟɿʡ˱ɟ̿ڂ́ͮ ڂȻʡʄڂ΢ʡ˱͝դڂˍˍգ͝˪ǵڂʎɟͮڂǵ˅ɟ˪ڂ́ͮڂՊڂʡȻˍɟ̵́͝͝ڂ
again.

The LAM Foundation
ԊԋԇԅڂH̵́́ɟ̿ڂż́ǵɎհڂƉͽʡͮɟڂԉԅԅ
Hʡ˱ɂʡ˱˱ǵͮʡհڂľ ڂԊԋԇԊԇ
ԋԆԉՔԎԎԎՔԍԏԏԐ
ͮʎɟˍǵ˪ɿ́ͽ˱Ɏǵͮʡ́˱ձ́̿ʄ
 
ƗʎɟڂĖ�ġ́�ڂͽ˱Ɏǵͮʡ́˱ڂͽ̿ʄɟ˱ͮˍΰ͝ڂɟɟ˅͝͝ڂǵɿɟڂǵ˱ɎڂɟɿɿɟɂͮʡΞɟڂ
treatments, and ultimately a cure, for lymphangioleiomyo-
˪ǵͮ́͝ʡ͝ڂԲĖ�ġԼͮڂʎ̿́ͽʄʎڂǵɎΞ́ɂǵɂΰڂǵ˱Ɏͮڂʎɟڂɿͽ˱Ɏʡ˱ʄ́ڂɿ̵́̿ڂ˪-
ising research.  We are dedicated to serving the scientific, 
medical and patient communities by offering information, 
resources and a worldwide network of hope and support. 

Le Bonheur Children’s 
Hospital
ԏԊԏڂ�Ɏǵ˪͝ڂ�Ξɟ
Memphis, TN 38103
ԐԅԆՔԇԏԎՔԋԊԉԎ
ˍɟȻ́˱ʎɟͽ ձ̿́̿ʄ

Ėɟڂ@́˱ʎɟͽ̿ڂHʎʡˍɎ̿ɟ˱՟͝ ǵͮʡ́˱՟͝˱ڂʎɟͮڂɿ́ڂɟ˱́ڂʡ͝ڂˍʡͮǵ̵́͝ ڂ ڂȻɟͮ͝ڂ
ɂʎʡˍɎ̿ɟ˱՟͝ ڂǵɿɿհͮ͝ڂǵ˱Ɏڂ͝˱ʎΰ͝ʡɂʡǵ̵ڂɟΫ̵ɟ̿ͮڂɿɟǵͮͽ̿ʡ˱ʄڂʎ̵́͝ʡͮǵˍ͝հڂ
state-of-the-art technology and family-friendly resources. 
ǆɟڂǵ̿ɟڂǵˍ̵́͝ڂǵ̿ͮ́ڂɿͮڂʎɟڂġɟͮʎ́Ɏʡͮ͝ڂĖɟڂ@́˱ʎɟͽ̿ڂ ɟǵˍͮʎɂǵ̿ɟڂ
group of hospitals.

LivaNova 
20 Eastbourne Terrace
London, W2 6LG,
United Kingdom
ԻԏԍԍԼڂԉԉԇՔԆԉԎԋ
΢΢΢ձˍʡΞǵ˱́Ξǵձɂ́˪

ĖʡΞǵĩ́ΞǵڂŴĖHڂʡ͝ڂǵڂʄˍ́Ȼǵˍڂ˪ɟɎʡɂǵˍͮڂɟɂʎ˱́ˍ́ʄΰڂɂ́˪̵ǵ˱ΰ
built on nearly five decades of experience and a relent-
less commitment to improve the lives of patients around 
ͮʎɟڂ΢́̿ˍɎձڂĖʡΞǵĩ́Ξǵ՟͝ -˅Ȼ̿ɟǵڂǵ˱Ɏڂɟɂʎ˱́ˍ́ʄʡɟͮ͝ڂǵɎΞǵ˱ɂɟɎڂ
through treatments provide meaningful solutions for the 
benefit of patients, healthcare professionals and health-
ɂǵ̿ɟ͝ڂΰͮ͝ɟ˪͝ձڂ ɟǵɎ̻ͽǵ̿ͮɟ̿ɟɎڂʡ˱ڂĖ́˱Ɏ́˱հڂĖʡΞǵĩ́Ξǵڂʎǵ͝ڂǵ
presence in more than 100 countries worldwide. The Com-
pany currently employs more than 4,500 employees, inclu-
sive of approximately 900 employed by our CRM business 
ɿ̿ǵ˱ɂʎʡ͝ɟձڂĖʡΞǵĩ́Ξǵ̵́ڂɟ̿ǵͮɟ͝ڂǵͮ͝ڂʎ̿ɟɟڂȻͽ͝ʡ˱ɟ͝͝ڂɿ̿ǵ˱ɂʎʡ͝ɟ͝մ
Cardiac Surgery, Neuromodulation and Cardiac Rhythm 
Management, with operating headquarters in Mirandola 
ԻÄͮǵˍΰԳհڂ ́ͽͮ́͝˱ڂԲƣձƉձ�ձԳڂǵ˱ɎڂHˍǵ˪ǵ̿ͮڂԲ�̿ǵ˱ɂɟԳհ̿ڂɟ̵͝ɟɂͮʡΞɟˍΰձ

Mallinckrodt Pharmaceuticals 
ԍԎԋڂġɂŚ˱˱ɟˍˍڂ@ˍΞɎձ
ƉͮձڂĖ́ͽʡ͝հڂġľڂԍԉԅԊԇ
ԻԉԆԊԼڂԍԋԊՔԇԅԅԅ
΢΢΢ձ˪ǵˍˍʡ˱ɂ˅̿́Ɏͮձɂ́˪

Mallinckrodt is a global business that develops, manufac-
tures, markets and distributes specialty pharmaceutical 
products and therapies. Areas of focus include autoim-
mune and rare diseases in specialty areas like neurology, 
rheumatology, nephrology, pulmonology and ophthalmol-
ogy; immunotherapy and neonatal respiratory critical care 
therapies; analgesics and gastrointestinal products. The 
ɂ́˪̵ǵ˱ΰ՟͝ ڂȻ̿ǵ˱ɎɟɎڂʡ˱ɂˍͽɎɟ͝ڂͮ˱ɟʄ˪ɟ͝ڂǵ˱Ɏ̿͝@ڂƉ̵ɟɂʡǵˍͮΰڂ
˪ɟɎʡɂʡ˱ɟ͝ڂǵ˱Ɏڂʡͮ͝ڂƉ̵ɟɂʡǵˍͮΰڂ�ɟ˱ɟ̿ʡɂ͝͝ڂɟʄ˪ɟ˱ͮڂʡ˱ɂˍͽɎɟ͝ڂ
specialty generic drugs, active pharmaceutical ingredients 
and external manufacturing. To learn more about Mallinck-
rodt, visit www.mallinckrodt.com.
 
Marinus
ԋڂżǵɎ˱́̿ڂH̵́̿́̿ǵͮɟڂHͮ̿
100 W Matsonford Rd
Radnor, PA 19087
˪ǵ̿ʡ˱ͽ̵͝ʎǵ̿˪ǵձɂ́˪
 
Marinus is committed to improving the lives of patients 
with seizure disorders through the development of inno-
vative treatment options and by closely collaborating with 
patients, caregivers and healthcare professionals.
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MassMutual
ԆԇԐԋڂƉͮǵͮɟڂƉͮձ
Springfield, MA 01111
ԏԅԅՔԇԎԇՔԇԇԆԍ
˪ǵ͝͝˪ͽͮͽǵˍձɂ́˪
 
MassMutual is a leading mutual life insurance company 
that is run for the benefit of its members and participating 
policy owners. MassMutual offers a wide range of financial 
products and services, including life insurance, disability 
income insurance, long term care insurance, annuities, 
retirement plans and other employee benefits.
 
Neurelis
ԉԊԉԅڂHǵ̿˪ɟˍڂġ́ͽ˱ͮǵʡ˱ڂżɎڂ
Suite 300
San Diego, CA 92121
ԏԋԏՔԇԋԆՔԇԆԅԅ
˱ɟͽ̿ɟˍʡ͝ձɂ́˪
 
Neurelis is a neuroscience-based company with a unique 
portfolio of product candidates and innovative platform 
technologies. Along with our strategic partners, we are 
dedicated to enhancing therapeutic benefits and address-
ing significant unmet needs in patient care.

Nobelpharma
Ԋԋԇԅڂ^ǵͮ͝Ոǆɟͮ͝ڂ ΢ΰڂƉͽʡͮɟڂԊԅԅ
@ɟͮʎɟ͝ɎǵհڂġSڂԇԅԏԆԊ
ԏԎԎՔԉԎԋՔԅԏԇԋ
˱́Ȼɟˍ̵ʎǵ̿˪ǵձɂ́ձʽ̵Մɟ˱
 
In the pharmaceuticals industry, there are no companies of 
similar scale and age launching as many new drugs as we 
have. It is the pursuit of our unique product planning and 
research and development that has led to this achieve-
˪ɟ˱ͮձڂǆɟڂɟ˱ʄǵʄɟڂʡ˱ͮڂʎɟ̵́̿ڂʽɟɂͮ́͝ڂɿڂգɎ̿ͽʄ͝ڂǵ˱Ɏڂ˪ɟɎʡɂǵˍڂ
ɎɟΞʡɂɟ͝ڂɿ́̿ڂͽ˱˪ɟͮڂ˪ɟɎʡɂǵˍڂ˱ɟɟɎ͝դڂ΢ʎʡɂʎڂǵ̿ɟڂɂ̿ʡͮʡɂǵˍڂȻͽͮڂ
neglected. We chose not to carry out the time-consuming 
and costly basic research. Instead, we conduct license 
negotiations and research activities focusing on patient 
needs and select the best possible candidates (new drug 
candidates) from outside our company. This is because we 
want to deliver the drugs and medical devices for unmet 
medical needs to the medical front as quickly as possible, 
for the benefit of the patients.

Noema Pharma
Barfüsserplatz 3 Basel
@�Ɖ^ĖՔƉƗ�SƗհڂԊԅԋԆڂƉ΢ʡͮφɟ̿ˍǵ˱Ɏ
֕ԊԆՔԋԏԇԆԆԉԊԅԅ
ĩ́ɟ˪ǵ̵ʎǵ̿˪ǵձɂ́˪
 
Noema Pharma is a biotech company developing ground-
breaking therapies to address the most debilitating 
symptoms in orphan conditions of the brain and nervous 
system.

Ovid Therapeutics
ԆԊԍԅڂ@̿́ǵɎ΢ǵΰ
New York, NY 10036
ԍԊԍՔԍԍԆՔԎԍԍԆ
́ΞʡɎ̿Ϋձɂ́˪
 
Ovid Therapeutics is a biopharmaceutical company fo-
cused exclusively on developing impactful medicines for 
patients and families living with rare neurological disorders. 
Ovid Therapeutics is named for the Roman poet,
Publius Ovidius Naso, known for his epic work, Metamor-
̵ʎ́͝ɟ́͝ڂ͝˅́́@ڂ̿́ڂɿڂƗ̿ǵ˱͝ɿ́̿˪ǵͮʡ́˱͝ձڂͮ�ڂľΞʡɎհڂɟǵɂʎڂգľΞʡɎʡ-
ǵ˱հդڂʡ͝ڂǵڂɂǵͮǵˍΰͮ͝ڂɿ́̿̿ͮڂǵ˱͝ɿ́̿˪ǵͮʡ́˱ڂǵ˱Ɏڂɂʎǵ˱ʄɟհڂɂ́˱ͮ̿ʡȻͽͮ-
ing to a diverseenvironment that enhances our knowledge 
and growth. It is the diversity of our people and beliefs
that drives our community and fuels our approach to both 
science and business.

Perfecting Peds
ԏԋԍՔԇԆԎՔԎԋԉԉ
΢΢΢ձ̵ɟ̿ɿɟɂͮʡ˱ʄ̵ɟɎ͝ձɂ́˪
 
ćɟ˱ǵڂŻͽʡ˱˱հڂŴʎǵ̿˪Sհڂ@HŴŴƉհڂʡ͝ڂǵ˱ڂɟΫ̵ɟ̵̿ͮڂɟɎʡǵͮ̿ʡɂ̵ڂʎǵ̿-
macist. She developed the vision for Perfecting Peds 
based on her extensive background in medication man-
agement of pediatric population, personal love for children 
ǵ˱Ɏڂʎɟ̿ڂɎɟ͝ʡ̿ɟ̵ͮ́ڂ́ͮڂʡ˪ʡφɟڂ˪́̿ɟڂɂʎʡˍɎ̿ɟ˱՟͝ ڂɿʡˍɟձ̵́̿ڂˍɟɎʡɂǵ˪ڂ
She has 10 years of safe medication management and 
direct patient care experience in the pharmacy field with 
a wide-ranging background in developing, enhancing and 
managing clinical consulting programs.

Psychogenics
ԇԆԋڂH́ˍˍɟʄɟڂż́ǵɎ
Ŵǵ̿ǵ˪ͽ͝հڂĩćڂԅԎԍԋԇ
ԐԆԊՔԊԅԍՔԏԅԆԐ
Ŵ͝ΰɂʎ́ʄɟ˱ʡɂ͝ձɂ́˪
 
Ŵ͝ΰɂʎ́�ɟ˱ʡɂ͝ڂʎǵ͝ڂȻͽʡˍͮڂǵڂΞʡȻ̿ǵ˱ͮڂɂ́˱ͮ̿ǵɂͮ̿ڂɟ͝ɟǵ̿ɂʎڂȻͽ͝ʡ-
ness based on high-capacity and high-quality testing with 
fast turnaround and delivery of results. Since our founding 
in 1999 we have performed tens of thousands of studies 
for hundreds of clients averaging 350 studies per year. 
Over 90 percent of our clients return for repeat business, 
attesting to the quality of service provided.

Seattle Children’s
ԊԏԅԅڂƉǵ˱ɎڂŴ́ʡ˱ͮڂǆǵΰڂĩ^
Ɖɟǵͮͮˍɟհڂǆڂ�ԐԏԆԅԋ
ԇԅԍՔԐԏԎՔԇԅԅԅ
͝ɟǵͮͮˍɟɂʎʡˍɎ̿ɟ˱͝ձ́̿ʄ
 
ƉɟǵͮͮˍɟڂHʎʡˍɎ̿ɟ˱՟͝ հڂɿ́̿˪ɟ̿ˍΰڂHʎʡˍɎ̿ɟ˱՟͝ -˱żɟʄʡ́ڂǵ˱Ɏڂˍʡͮǵ̵́͝ ڂ
ǵˍڂġɟɎʡɂǵˍڂHɟ˱ͮɟ հ̿ڂɿ́̿˪ɟ̿ˍΰڂHʎʡˍɎ̿ɟ˱՟͝ ڂʡͮǵˍհ̵́͝ ڂľ̿ͮʎ̵́ɟɎʡɂڂ
ʡ͝ڂǵڂɂʎʡˍɎ̿ɟ˱՟͝ ڂɿ́ڂɟʡʄʎȻ́̿ʎ́́Ɏ˱ڂĖǵͽ̿ɟˍʎͽ̿ͮ͝ڂʎɟͮڂ˱ʡڂˍʎ̵́͝ʡͮǵڂ
Seattle, Washington. The hospital specializes in the care 
́ɿڂʡ˱ɿǵ˱ͮ͝հڂɂʎʡˍɎ̿ɟ˱հͮڂɟɟ˱͝հڂǵ˱Ɏڂΰ́ͽ˱ʄڂǵɎͽˍͮ͝ڂǵʄɟɎڂԅՕԇԆڂʡ˱ڂ
several specialties.
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Seizure Tracker
Ŵձľձڂ@́Ϋڂԏԅԅԋ
Ɖ̵̿ʡ˱ʄɿʡɟˍɎհڂǃڂ�ԇԇԆԋԆ
ʡ˱ɿ́Ժ͝ɟʡφͽ̿ɟͮ̿ǵɂ˅ɟ ձ̿ɂ́˪
Ɖɟʡφͽ̿ɟͮ̿ǵɂ˅ɟ ձ̿ɂ́˪
 
Seizure Tracker is dedicated to providing patients, doctors 
and researchers with free comprehensive tools to help 
understand relationships between seizure activity and 
anti-epileptic therapies.

TotalCare Rx
ԇԇԉՔԆԅڂƣ˱ʡ́˱ڂƗͽ̿˱̵ʡ˅ɟ
Żͽɟɟ˱͝հڂĩǓڂԆԆԉԍԊ
ԎԆԏՔԎԍԇՔԎԆԆԆ
ͮ́ͮǵˍɂǵ̿ɟ̿Ϋձɂ́˪
 
Total Care RX, Inc. is a progressive, independently owned 
pharmacy that has the capacity of a major chain with the 
personalized approach of a local pharmacy. We pride our-
selves on being a dedicated partner to physicians, other 
healthcare providers and the medical community and are 
committed to the long-term health and well-being of all our 
patients.
 
TSC Alliance and TSC Alliance 
Endowment Fund
ԏԎԉԎڂH́ˍɟ͝ΞʡˍˍɟڂżɎڂƉͽʡͮɟڂԊԅԅ
ƉʡˍΞɟ̿ڂƉ̵̿ʡ˱ʄհڂġSڂԇԅԐԆԅ
ԉԅԆՔԋԍԇՔԐԏԐԅ
ʡ˱ɿ́Ժͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄ
ͮ͝ɂǵˍˍʡǵ˱ɂɟձ́̿ʄ
 
The TSC Alliance is an internationally recognized nonprofit 
that does everything it takes to improve the lives of people 
with TSC. We are a source of hope and connection for all 
affected by TSC. We drive research, increase care quality, 
improve access and advocate with and for people affect-
ed by the disease. Through our collaboration and part-
˱ɟ̿͝ʎʡ̵͝հڂ΢ɟ՟ΞɟڂǵɎΞǵ˱ɂɟɎڂ�S�Ոǵ̵̵̿́ΞɟɎ̿ͮڂɟǵͮ˪ɟ˱ͮ͝ڂǵ˱Ɏڂ
created support systems around the world, so no one has 
to navigate TSC alone.

The TSC Alliance Endowment Fund 
is a separate fiduciary organization 
specifically chartered to receive gifts 
that will be invested to generate an 
income stream to help fulfill the mission 
of the TSC Alliance. The Endowment 
Fund ensures the TSC Alliance has an 
ongoing source of funding to better serve those touched 
by TSC through research, support services and education.

UCB
ԆԐԋԅڂĖǵ˅ɟڂŴǵ̿˅ڂS ձ̿ڂƉ^
Smyrna, GA 30080
ԏԊԊՔԋԐԐՔH�ż^ڂԻԇԇԎԉԼ
ƣH@Hǵ̿ɟ͝ԺͽɂȻձɂ́˪
ͽɂȻՈͽ͝ǵձɂ́˪
 
UCB has a longstanding commitment to improving the 
lives of people with epilepsy around the world. With over 
20 years of experience in the research and development 
of antiepileptic drugs, our goal is to become a preferred 
partner for the global epilepsy community, improving 
knowledge about and access to effective solutions to help 
patients better manage their individual epilepsy journeys. 
Our rich epilepsy pipeline is part of our continued invest-
ment in finding solutions for patients. At UCB, we are 
inspired by patients, and driven by science in our commit-
ment to support people with epilepsy.

Upsher-Smith
ԍԎԅԆڂ^Ξɟ˱ͮ͝ǵɎڂS ձ̿
ġǵ̵ˍɟ́̿�ڂΞɟհڂġĩڂԋԋԉԍԐ
ԏԅԅՔԍԋԊՔԇԇԐԐ
ͽ̵͝ʎɟ̿Ո͝˪ʡͮʎձɂ́˪
 
ƣ̵͝ʎɟ̿ՈƉ˪ʡͮʎڂĖǵȻ́̿ǵͮ́̿ʡɟ͝հڂĖĖHڂʡ͝ڂǵ̿ͮڂͽͮ͝ɟɎڂƣձƉձ̵ڂʎǵ̿˪ǵ-
ceutical company that has strived to deliver quality, afford-
able generic medications for nearly a century. In June 2017, 
Upsher-Smith was acquired by Sawai Pharmaceutical Co., 
ĖͮɎձհڂǵڂˍǵ̿ʄɟ̵ڂͽȻˍʡɂˍΰ̿ͮڂǵɎɟɎڂʄɟ˱ɟ̿ʡɂ͝ڂɂ́˪̵ǵ˱ΰڂʡ˱ڂćǵ̵ǵ˱
that had been seeking entry into the U.S. market. Upsh-
er-Smith and Sawai share a strikingly similar family history 
and hold many of the same cherished goals and values— 
most importantly, the philosophy of always putting patients 
first. Upsher-Smith will continue to do those things it
does best, which is provide a consistent supply of quality, 
affordable medications and invest in its historically strong 
industry relationships. Ultimately, Upsher-Smith believes 
the acquisition by Sawai represents a tremendous oppor-
tunity to leverage each company for growth worldwide and 
embark together on an exciting new chapter in generics.
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Glossary
Organizational Acronyms 

HSHյ Centers for Disease Control & Prevention
HSġżŴյ Congressionally Directed Medical Research Program 
S^�յ Drug Enforcement Administration
ŚSյ Department of Defense
^ġƣյڂ^ͽ̵̿́ɟǵ˱ڂġɟɎʡɂʡ˱ɟ͝ڂ�ʄɟ˱ɂΰڂԲ^ġƣԼ
  Ɖڂ̿́ڂS  Ɖյ Department of Health and Human Services
�S�յ Food and Drug Administration 
Äż@յ Institutional Review Board
ĩÄ յ National Institutes of Health
ľżSżյ Office of Rare Disease Research
ƉƉÄյ Supplemental Security Income
ƗƉHżŴյ Tuberous Sclerosis Complex Research Program 
ǆ ľյ World Health Organization

Medical Acronyms

�@�յ applied behavioral therapy 
�HƗ յڂadrenocorticotropic hormone
�S Sյ attention-deficit hyperactivity disorder
�ġĖյ angiomyolipoma
�ƉSյ autism spectrum disorder
@H@�յ board-certified behavioral analyst
H@Sյ cannabidiol
HĩƉյ central nervous system
H@Ɨյ cognitive behavioral therapy
HƗڂԲ́̿ڂH�Ɨ͝ڂɂǵ˱Գմ computerized tomography
Echo: echocardiogram
^Čڂ�Բ́̿ڂ^H�Լյ electrocardiogram
^^�յ electroencephalogram
��@�յ gamma-aminobutyric acid 
��żյ glomerular filtration rate
 żڂHƗյ high-resolution computed tomography
ġġŴ յ multifocal micronodular pneumocyte hyperplasia
ĩġÄյڂno mutation identified
ľ@Ք�Ǔĩյ gynecology; obstetrics and gynecology
Ŵǵ˱ĩ^ƗڂԲ́̿ڂŴĩ^ƗԼյڂpancreatic neuroendocrine tumor
Ŵ^Ɨյ positron emission tomography
Ŵ�SSյ patient-focused drug development
ŴČSյ polycystic kidney disease
ŴĩƉյ peripheral nervous system
Ɖ^��յ subependymal giant cell astrocytoma
Ɨ�ĩSյ TSC-associated neuropsychiatric disorders
ƗƉHյ tuberous sclerosis complex 
ǃĩƉյ vagus nerve stimulator
ǃƣƉյڂvariant of unknown significance

acute
Abrupt onset and/or of short duration. Contrast with 
chronic.

ǵɎ̿ɟ˱́ɂ́̿ͮʡɂ̵́ͮ̿́ʡɂڂʎ́̿˪́˱ɟڂԲ�HƗ Լ
�HƗ ڂʡ͝ڂǵڂʎ́̿˪́˱ɟͮڂʎǵͮڂʡ͝ڂʡ˪̵́̿ͮǵ˱ͮڂɎͽ̿ʡ˱ʄͮڂʎɟڂȻ́Ɏΰ՟͝ ڂ
reaction to stress. It can be used as a second-line therapy 
for infantile spasms in TSC if vigabatrin treatment is unsuc-
cessful.

ǵɎΞɟ̿͝ɟڂɟɿɿɟɂͮ͝ն͝ڂʡɎɟڂɟɿɿɟɂͮ͝
An adverse effect is an undesired, often harmful, effect 
resulting directly from a medication/intervention. 

ǵɎΞ́ɂǵɂΰ
Activity that aims to influence decisions within political, 
economic, and social systems/institutions. 

allele
One copy of a gene. Individuals with TSC generally have 
one normal allele and one disease-causing allele.

ǵ̵ʎͮʎ́ͽ͝ڂͽˍɂɟ̿͝ڂԲɂǵ˱˅ɟ̿̿́͝ڂɟ͝Գ 
Small, shallow lesions that may form in the mouth, some-
times as a side-effect of mTOR inhibition therapy. 

ǵ̵̵ˍʡɟɎڂȻɟʎǵΞʡ́̿ǵˍڂǵ˱ǵˍΰ͝ʡ͝ڂԲ�@�Լͮڂʎɟ̿ǵ̵ΰ
�̵̵ˍʡɟɎڂȻɟʎǵΞʡ́̿ǵˍڂǵ˱ǵˍΰ͝ʡ͝ڂԲ�@�Լڂʡ͝ڂǵͮڂΰ̵ɟ́ڂɿͮڂʎɟ̿ǵ̵ΰͮڂʎǵͮڂ
can improve social, communication, and learning skills 
through reinforcement strategies. It is sometimes used as 
an intervention to treat autism. 

angiofibroma 
A nonmalignant tumor composed of blood vessels and 
fibrous tissue typically on the face. They initially appear as 
pink or red bumps and can form a butterfly-shaped distri-
bution around the nose, cheeks, and chin. 

ǵ˱ʄʡ́˪ΰ́ˍʡ̵́˪ǵڂԲ�ġĖԼ
Angiomyolipomas are nonmalignant tumors mainly com-
posed of blood vessels and fatty tissue. In TSC they are 
most commonly found in the kidneys but can also be found 
in the lungs of individuals with lymphangioleiomyomatosis 
ԻĖ�ġԼձڂŴˍɟǵ͝ɟڂ˱́ͮɟմڂÄ˱ͮ́ڂʎɟ̿ڂ˪ɟɎʡɂǵˍڂɂ́˱ͮɟΫͮ́͝ڂͽͮ͝ʡɎɟ́ڂɿڂ
ƗƉHհͮڂʎɟڂǵɂ̿́˱ΰ˪ڂգ�ġĖդڂ˪ǵΰ̿ڂɟɿɟ̿ڂ́ͮڂǵɂͽͮɟڂ˪ΰɟˍ́ʡɎڂˍɟͽ˅ɟ-
mia, a type of malignant blood cancer.

ǵ˱ͮʡՈ͝ɟʡφͽ̿ɟڂ˪ɟɎʡɂǵͮʡ́˱ڂԲ�ƉġԼնڂǵ˱ͮʡՈɟ̵ʡˍɟ̵ͮʡɂڂɎ̿ͽʄڂԲ�^SԼ
Any drug that is prescribed to treat or prevent seizures or 
ɟ̵ʡˍɟ̵͝ΰձڂŴ̿ɟΞʡ́ͽ͝ˍΰհͮڂʎɟͮڂɟ̿˪ڂգǵ˱ͮʡՈɟ̵ʡˍɟ̵ͮʡɂڂɎ̿ͽʄդڂԻ�^SԼڂ
was used more commonly; current practice is to use the 
ͮɟ̿˪ڂգǵ˱ͮʡՈ͝ɟʡφͽ̿ɟڂ˪ɟɎʡɂǵͮʡ́˱դڂԻ�ƉġԼڂ́ͮڂȻɟڂ˪́̿ɟڂʡ˱ɂˍͽ͝ʡΞɟձڂ
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animal model 
A non-human animal (such as a mouse, rat, or zebrafish), 
often genetically modified to mimic human gene mutations, 
used to research human disease. 

astrocyte 
A particular type of glial cell (a type of non-neuron brain 
cell) that is star shaped. 

ǵͮͮɟ˱ͮʡ́˱ՈɎɟɿʡɂʡͮڂʎΰ̵ɟ̿ǵɂͮʡΞʡͮΰڂɎʡ́̿͝Ɏɟ̿ڂԲ�S SԼڂ
ADHD is generally considered to be a developmental disor-
der characterized by persistent inattention and/or hyper-
activity-impulsivity.

ǵͽͮʡ͝˪̵͝ڂɟɂͮ̿ͽ˪ڂɎʡ́̿͝Ɏɟ̿ڂԲ�ƉSԼڂ
Complex brain disorder characterized by problems with 
social communication, insistence of sameness of activities 
and surroundings, and repetitive patterns of behavior.

autosomal dominant
-ɂʎ̿́ڂǓԼڂ̿́ڂԲǍڂՈ͝ɟΫ˱́˱ڂԇԇڂʎɟͮڂɿ́ڂɟ˱́ڂʡ͝ڂգǵͽͮ́́͝˪ɟդڂ˱�
mosomes in the human genome. Almost all cells in the 
body contain two copies, or alleles, of each of the 22 
autosomes. If a disorder follows an autosomal dominant 
inheritance pattern, it means only one allele needs to be 
mutated to cause said disorder. An affected parent has a 
50% chance of passing the disorder to his or her offspring. 

basic research
Basic research is necessary laboratory research that pro-
vides a foundation of knowledge. Typically, basic science 
research focuses on determining the causal mechanisms 
behind the functioning of the human body in health and 
illness.

benign tumor
A mass of cells that does not invade surrounding tissue 
and usually do not grow back if completely removed. They 
typically grow more slowly than malignant tumors. Al-
though not cancerous, they can cause symptoms and, in 
some cases, may be life-threatening. 

Ȼʡ́Ȼǵ˱˅նڂȻʡ́̿ɟ̵́͝ʡͮ́̿ΰ
A large collection of biological samples or medical data 
collected for distribution for research purposes. 

biochemical pathway
A linked series of chemical reactions driving by enzyme 
within a cell. 

biomarker
A biomarker is any measurable substance (such as blood 
sugar) or characteristic (such as blood pressure) that may 
be indicative of some biological event, disease, or re-
sponse to a certain environment or treatment. 

biospecimen or biosample
A biological sample donated by a patient and collected by 
a biorepository for use in research. 

blood-brain barrier
The blood-brain barrier is a network of blood vessels and 
tissue that surrounds the brain. The barrier is permeable to 
certain substances, such as water, oxygen, carbon dioxide, 
and some general anesthetics, but it is not permeable to 
bacteria and many types of drugs. 

brand-name drug
A drug produced by the original manufacturer who brought 
ͮʎɟ̵́̿ڂɎͽɂͮͮڂʎ̿́ͽʄʎͮڂʎɟ̿́ڂʡʄʡ˱ǵˍڂɂ́ͽ˱ͮ̿ΰ՟͝ -ǵ̵̵̿́Ξڂˍɿɿʡɂʡǵ́ڂ
al process and sold under its trade name. Contrast with 
generic drug.

Ȼͽɂɂǵˍ͝ڂ΢ǵȻնڂɂʎɟɟ˅͝ڂ΢ǵȻ
ɟ՟͝˱́ڂɿ́ڂʡ˱͝ʡɎɟ͝ڂʎɟͮڂ΢ǵȻȻʡ˱ʄ͝ڂɿ́ڂɂɟ̵́̿͝͝ڂ� -ˍɂ́ڂ́ͮڂͽͮʎ́˪ڂ
lect cheek cells for DNA analysis. 

ɂǵ˱˱ǵȻʡɎʡ́ˍڂԲH@SԼ
A specific chemical component occurring naturally in the 
cannabis (hemp or marijuana) plant that can be isolated 
from cannabis or synthesized in a laboratory.  A specific 
ɿ́̿˪ͽˍǵͮʡ́˱́ڂɿڂH@SڂԻ^̵ʡɎʡ́ˍɟΫ֣Գڂ΢ǵ͝ڂǵ̵̵̿́ΞɟɎڂȻΰͮڂʎɟڂ�Sڂ�
in 2020 for treatment of seizures associated with TSC.

ɂǵ˱˱ǵȻʡ͝նڂɂǵ˱˱ǵȻʡ˱́ʡɎڂ
Cannabis is both a general term for products of the hemp 
-ʡ˱ɂˍͽɎڂʄɟ˱ͽ͝ڂǵڂǵ˱ɎڂĖձڂǵͮʡΞǵ͝ڂHǵ˱˱ǵȻʡ͝ڂͮ˱ǵˍ̵ڂǵ̿ʡʽͽǵ˱ǵ˪ڂ̿́
ʡ˱ʄͮڂʎɟ̵͝ڂɟɂʡɟ͝մڂHǵ˱˱ǵȻʡ͝͝ڂǵͮʡΞǵڂĖձڂǵ˱ɎڂHǵ˱˱ǵȻʡ͝ڂʡ˱Ɏʡɂǵձڂ�ڂ
cannabinoid is a chemical molecule naturally occurring in 
the cannabis plant. 

cardiac rhabdomyoma
A nonmalignant tumor composed of muscle tissue that 
occurs in the heart. 

ɂɟ˱ͮ̿ǵˍڂ˱ɟ̿Ξ́ͽ͝͝ڂΰͮ͝ɟ˪ڂԲHĩƉԼ
The CNS consists of the brain and spinal cord. 

ɂɟ̵ʎǵˍʡɂڂɿʡȻ̿́ͽ̵͝ڂˍǵ̻ͽɟ
Ŵ̿ɟΞʡ́ͽ͝ˍΰڂ˅˱́΢˱ڂǵ͝ڂǵڂգɿ́̿ɟʎɟǵɎڂɿʡȻ̿́ͽ̵͝ڂˍǵ̻ͽɟհդͮڂʎɟڂ
cephalic fibrous plaque is similar to an angiofibroma but is 
a larger area of elevated, pink skin typically found on the 
forehead, cheeks or scalp.

chromosome
Chromosomes are tightly coiled packages of DNA (de-
oxyribonucleic acid). Each human has 23 unique pairs 
́ɿڂɂʎ̿́˪́́͝˪ɟ͝հڂԇԇ́ڂɿڂ΢ʎʡɂʎڂǵ̿ɟڂɂǵˍˍɟɎڂգǵͽͮ́́͝˪ɟ͝դڂ̿́ڂ
գǵͽͮ́́͝˪ǵˍڂɂʎ̿́˪́́͝˪ɟ͝ձդڂƗʎɟڂԇԉ̿Ɏ̵ڂǵʡ̿́ڂɿڂɂʎ̿́˪́́͝˪ɟ͝ڂ
is sex-defining and consists of two X chromosomes in 
females or one X and one Y chromosome in males. 

chronic
A condition is chronic if it is long-lasting and does not 
spontaneously resolve. Contrast with acute. 

chyle or chylous effusion 
See: pleural effusion; chylothorax
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circadian rhythm
The mental, physical, and behavioral changes that follow 
a daily (24-hr.) cycle. These changes respond primarily to 
light/darkness—e.g., sleeping at night and being awake 
during the day is a light-related circadian rhythm.

clinical trial 
A study that assigns participants to one or more interven-
tions to determine whether the intervention has an impact 
on health outcomes.

Ŵʎǵ͝ɟڂԆڂɂˍʡ˱ʡɂǵˍ̿ͮڂʡǵˍմڂ́͝ˍ�ڂڂɂǵˍˍɟɎڂǵڂգɿʡ̿ͮ͝Ոʡ˱Ոʎͽ˪ǵ˱ͮ͝ڂͽɎΰհդڂ
a Phase I clinical trial tests a new drug in humans to see if 
it is safe to use. This is typically done in a small number of 
healthy volunteers.

Phase 2 clinical trial:  Tests whether a new drug is at all 
effective in humans. This is typically done in a small num-
ber of people with the disease. There is usually a group of 
participants who receive a placebo.

Ŵʎǵ͝ɟڂԉڂɂˍʡ˱ʡɂǵˍ̿ͮڂʡǵˍմڂ Tests how safe and effective the 
new drug is in a larger group of people with the disease 
and usually includes a group of participants who receive a 
placebo. One or more Phase 3 trials are generally required 
for FDA approval.

Phase 4 clinical trial: Phase 4 studies may be required by 
FDA after approving a new drug to identify and evaluate 
the long-term effects with a larger patient population. 

Hˍʡ˱ʡɂǵˍڂH́˱͝ɟ˱͝ͽ͝ڂ�ͽʡɎɟˍʡ˱ɟ͝ڂɿ́̿ڂSʡǵʄ˱́͝ʡ͝հڂƉͽ̿Ξɟʡˍˍǵ˱ɂɟڂ
and Management for TSC
Most recently updated in 2021, the Updated Internation-
al Tuberous Sclerosis Complex Diagnostic Criteria and 
Surveillance and Management Recommendations are 
a peer-reviewed set of recommendations compiled by 
international TSC experts that outline the internationally 
recognized, evidence-based clinical practices for TSC.  
These guidelines are seen as international gold standards 
for TSC care. 

cognition
Cognition refers to the mental process of thinking, learn-
ing, remembering, being aware of surroundings and using 
judgment. 

ɂ́ʄ˱ʡͮʡΞɟڂȻɟʎǵΞʡ́̿ǵˍͮڂʎɟ̿ǵ̵ΰڂԲH@ƗԼ
CBT is a type of psychotherapy that focuses on talking 
with a mental health professional to investigate current 
problems and their possible solutions. CBT can some-
ͮʡ˪ɟ͝ڂʡ˱Ξ́ˍΞɟڂգʎ́˪ɟ΢́̿˅հդڂ΢ʎʡɂʎڂ˪ʡʄʎͮڂʡ˱ɂˍͽɎɟڂʽ́ͽ̿˱ǵˍʡ˱ʄհڂ
performing certain thought exercises or other techniques a 
therapist might suggest. 

ɂ́˪̵ͽͮɟ̿ʡφɟɎ́ͮڂ˪́ʄ̿ǵ̵ʎΰڂԲHƗԼյڂH�Ɨ͝ڂɂǵ˱
Medical imaging using a radioactive tracer to create 
cross-sectional images of a patient that allow medical pro-
fessionals to see internal organs and their contents without 
ɂͽͮͮʡ˱ʄձڂƉ́˪ɟͮʡ˪ɟ͝ڂɂǵˍˍɟɎڂգH�Ɨդ͝ڂɂǵ˱͝ڂɿ́̿ڂգɂ́˪̵ͽͮɟɎڂǵΫʡǵˍڂ
ͮ́˪́ʄ̿ǵ̵ʎΰդڂ̿́ڂգɂ́˪̵ͽͮɟ̿ڂǵʡɎɟɎ́ͮڂ˪́ʄ̿ǵ̵ʎΰձդ

control group
A control group in an experiment or study does not re-
ceive treatment but may receive placebo and is used as a 
benchmark or comparison point for the study intervention. 

ɂ́˱ͮ̿́ˍˍɟɎ͝ڂͽȻͮ͝ǵ˱ɂɟڂԲ͝ɟɟڂǵˍ́͝ڂƉɂʎɟɎͽˍɟ͝ڂÄՔǃԼ
A chemical or drug whose possession, manufacture, or 
use is regulated by the government. In the United States, 
controlled substances are rated as Schedule I, II, III, IV, or V 
ȻΰͮڂʎɟڂS̿ͽʄڂ^˱ɿ́̿ɂɟ˪ɟ˱ͮڂ�Ɏ˪ʡ˱ʡͮ̿͝ǵͮʡ́˱ڂԲS^�Լձڂ

coordinated care
The coordination of health care across multiple disciplines 
and specialties; often includes a multidisciplinary team.  

cortical tuber
An area of the brain that contains a disorganized collection 
of abnormal cells usually found in the outer layers of the 
Ȼ̿ǵʡ˱ڂԲɂǵˍˍɟɎͮڂʎɟڂգɂ́̿ͮɟΫդԳڂʡ˱̵ڂɟ̵́ˍɟڂ΢ʡͮʎڂƗƉHڂȻͽͮڂɂǵ˱ڂǵˍ́͝ڂ
be found in deeper areas of the brain. 

cyst
A closed sac containing fluid or semisolid material, devel-
oping abnormally in a body cavity or structure. Cysts can 
impair the function of surrounding tissue. 

dental pits
Pits or small areas of decay in the coating protective 
enamel coating of teeth. Not all dental pits are cavities, but 
food may build up in these pits and later lead to a cavity. 

dermatology
Dermatology is the study of the hair, skin, nails and the 
diseases that involve them.  

ɎɟΞɟˍ̵́˪ɟ˱ͮǵˍڂɎɟˍǵΰ
Delay in the normal cognitive and/or physical development 
of a child. 

ɎɟΞɟˍ̵́˪ɟ˱ͮǵˍڂ˪ɟɎʡɂʡ˱ɟ
Developmental medicine (often paired with child neurol-
ogy) concerns itself with improving outcomes of children 
facing developmental and behavioral challenges. 

double-blind clinical trial
A study in which both the investigator and the participant 
are blind to (unaware of) whether the participant is in the 
control group or receiving active treatment.

Drosophila
ڂɿǵ˪ʡˍΰڂɿˍΰդڂɿ̿ͽʡͮڂˍˍգ͝˪ǵڂʎɟͮڂ́ͮڂȻɟˍ́˱ʄʡ˱ʄڂɿˍʡɟ͝ڂɿ́ڂʄɟ˱ͽ͝ڂ�
ԻS̵̿́́͝ʎʡˍʡɎǵɟԳձڂƗʎɟ̵͝ڂɟɂʡɟ͝ڂSձڂ˪ɟˍǵ˱́ʄǵͮ͝ɟ̿ڂʡ̵͝ڂǵ̿ͮʡɂͽ-
larly important to genetic research and is considered an 
animal model. 
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ɟɂʎ́ɂǵ̿Ɏʡ́ʄ̿ǵ˪ڂԲɟɂʎ́Գ
A method for imaging the heart using ultrasound (sono-
gram) technology. 

Eker rat
The Eker rat was one of the earliest animal models for TSC; 
it has a naturally occurring heterozygous mutation in TSC2. 
While they do not have spontaneous epilepsy, they do ap-
pear to have a mild epilepsy phenotype. The Eker rat spon-
taneously develops tumor-like lesions on their kidneys. 

ɟˍɟɂͮ̿́ɂǵ̿Ɏʡ́ʄ̿ǵ˪ڂԲ^Čڂ̿́ڂ�^H�Լ
ʎɟǵ̿ͮ՟͝ڂʎɟͮڂʡͮ́̿ʡ˱ʄ˱́˪ڂɿ́̿ڂɟͮʎ́Ɏ˪ڂ� ڂȻΰڂ˪ʎΰͮʎ̿ڂˍɟˍɟɂͮ̿ʡɂǵڂ
ͽ͝ʡ˱ʄͮڂɟ˱ڂɟˍɟɂͮ̿́Ɏɟ̵͝ڂˍǵɂɟɎڂ˱́ڂǵ̵ڂǵͮʡɟ˱ͮ՟͝ ڂʡ˱ձ˅͝ڂ

ɟˍɟɂͮ̿́ɟ˱ɂɟ̵ʎǵˍ́ʄ̿ǵ˪ڂԲ^^�Լڂ
ڂ́ͮڂͮ˱ǵͮʡɟ̵ڂǵڂ˱́ڂǵɂɟɎˍ̵ڂɟˍɟɂͮ̿́Ɏɟ͝ڂͽ̿ɿǵɂɟ͝ڂͽ͝ɟ͝ڂ�^^ڂ˱�
˪́˱ʡͮ́̿ͮڂʎɟڂȻ̿ǵʡ˱՟͝ ڂˍʎɟˍ̵ɿͽڂʡ͝ڂʡͮڂƉ́˪ɟͮʡ˪ɟ͝ڂǵɂͮʡΞʡͮΰձڂɟˍɟɂͮ̿ʡɂڂ
-ɿͽ̿ڂ́ͮڂ�^^ڂ˱ǵڂɟ̿ɿ́̿˪ʡ˱ʄ̵ڂ́ͮڂ˱ǵɎɎʡͮʡ́ڂ˱ʡڂΞʡɎɟ́ڂǵڂɟɂ́̿Ɏ̿ڂ́ͮ
ther investigate the type and severity of seizure recorded 
Ȼΰڂǵ˱ڂ^^�ձڂ

eligibility criteria
Characteristics required of people who are allowed to par-
ticipate in a particular clinical study, such as age require-
ments, seizure frequency, etc.

endocrinology
Study of the endocrine system (such as pituitary, thyroid, 
and adrenal glands as well as the pancreas, ovaries, and 
testes) and hormones. 

enzyme
An enzyme is a biological catalyst, usually a type of pro-
tein, that helps facilitate biochemical reactions. 

epilepsy
When a person has two or more seizures that have not 
been provoked by specific events such as trauma, infec-
tion, fever or chemical change, he or she is considered to 
have epilepsy. 

epileptology
Study of epileptic seizures and seizure disorders, anticon-
vulsant therapies and monitoring. 

ɟΞɟ̿́ˍʡ˪ͽ͝ڂԲ�ɿʡ˱ʡ֣ͮ́̿ڂʡ˱ͮڂʎɟڂƣƉնڂǪ́̿ͮ̿ɟ֣͝͝հڂǃ́ͮͽȻʡǵ֣հڂ̿́ڂ
Hɟ̿ͮʡɂǵ˱֣ڂɟˍ͝ɟ΢ʎɟ̿ɟԳڂ
Everolimus is an mTOR inhibitor used to treat a variety of 
ɂ́˱Ɏʡͮʡ́˱͝ձڂÄ˱ڂƗƉHհڂʡͮڂʡ͝ڂͽ͝ɟɎ̿ͮڂ́ͮڂɟǵͮڂƉ^��ͮ͝ڂʎǵͮڂɂǵ˱˱́ͮڂȻɟڂ
removed surgically, renal angiomyolipomas and partial-on-
set seizures.

ɿ́̿˪ͽˍǵ̿ΰڂԲǵˍ́͝ڂɂǵˍˍɟɎڂգ̵̿ɟɿɟ̿̿ɟɎդԳ
A list of prescription drugs covered by a prescription drug 
plan or another insurance plan or national health system 
offering prescription drug benefits. Prescription drugs 
ʡ˱ɂˍͽɎɟɎͮڂ˱́ڂʎɟڂɿ́̿˪ͽˍǵ̿ΰڂ˪ǵΰڂǵˍ́͝ڂȻɟ̿ڂɟɿɟ̿̿ɟɎڂ́ͮڂǵ͝ڂգ̵̿ɟ-
ɿɟ̿̿ɟɎդڂɎ̿ͽʄ͝նڂ΢ʎɟ̿ɟǵͮ͝ڂʎ́͝ɟڂͮ́˱ڂʡ˱ɂˍͽɎɟɎͮڂ˱́ڂʎɟڂɿ́̿˪ͽˍǵ̿ΰڂ
ǵ̿ɟڂɂǵˍˍɟɎڂ˱́˱Ոɿ́̿˪ͽˍǵ̿ΰڂ̿́ڂգ˱́˱Ո̵̿ɟɿɟ̿̿ɟɎդڂɎ̿ͽʄ͝ձڂ

ʄǵ˪˪ǵՈǵ˪ʡ˱́Ȼͽͮΰ̿ʡɂڂǵɂʡɎڂԲ��@�Լڂ
ڂɟͽ̿́ͮ̿ǵ˱͝˪ʡͮͮɟ̿Ռ˪ɟǵ˱ʡ˱ʄհ˱ڂʡ˱ʎʡȻʡͮ́̿ΰڂ˱ǵʡ˪ڂʎɟͮڂʡ͝ڂ�@��
it plays an important role in lowering neuronal excitation. 
Ɖ́˪ɟ͝ڂɟʡφͽ̿ɟ͝ڂǵ̿ɟ̿ͮڂɟǵͮɟɎڂȻΰڂʡ˱ɂ̿ɟǵ͝ʡ˱ʄڂ��@�՟͝ -ɟɿɿɟɂͮʡΞɟڂ
ness: vigabatrin works by decreasing the breakdown of 
��@�ձ

gastroenterology
�ǵͮ̿́͝ɟ˱ͮɟ̿́ˍ́ʄΰڂʡͮ͝ڂʎɟͮ͝ڂͽɎΰ́ڂɿͮڂʎɟڂ˱́̿˪ǵˍڂɿͽ˱ɂͮʡ́˱ڂǵ˱Ɏڂ
diseases of the esophagus, stomach, small intestine, colon 
and rectum, pancreas, gallbladder, bile ducts and liver.

gene
A portion of a chromosome used by a cell to guide the 
creation of a protein. 

generic drug
A version of a drug marketed after the original (brand-
name) manufacturer no longer has exclusive rights to 
˪ǵ̿˅ɟͮڂǵڂɎ̿ͽʄձڂ�ɟ˱ɟ̿ʡɂڂɎ̿ͽʄ͝ڂ˪ͽͮ͝ڂɎɟ˪́˱ͮ̿͝ǵͮɟڂ́ͮڂ�Sڂ�
they release the same amount of active ingredient as the 
brand-name drug. 

genetic counselor
�ɟ˱ɟͮʡɂڂɂ́ͽ˱͝ɟˍ́̿͝ڂǵ̿ɟ̵́̿ڂɿɟ͝͝ʡ́˱ǵˍ͝ڂ΢ʎ́ڂʎǵΞɟ̵͝ڂɟɂʡǵˍʡφɟɎڂ
education in genetics and counseling to provide person-
alized help an individual or family may need as they make 
decisions about their genetic health.

genetic disorder
A genetic disorder is a disorder that is caused by one or 
more abnormalities in a gene or chromosome present from 
Ȼʡ̿ͮʎձڂƗʎɟΰڂ˪ǵΰڂȻɟڂʎɟ̿ɟɎʡͮǵ̿ΰڂԲ̵ǵ͝͝ɟɎڂɎ́΢˱ڂɿ̿́˪̵ڂǵ̿ɟ˱ͮ͝՟ڂ
genes) or they can be spontaneous. 

genotype
�ɟ˱́ͮΰ̵ɟ̿ڂɟɿɟ̿ͮ͝ڂ́ͮڂʎɟ͝ڂɟ̻ͽɟ˱ɂɟ́ڂɿڂSĩڂ�ɂ́Ɏɟڂɂ́̿̿ɟ-
̵́͝˱Ɏʡ˱ʄڂ́ͮڂǵ̵ڂɟ̿́͝˱՟͝ ڂʄɟ˱ɟձڂ˱ɂɟ̿ͮǵʡڂǵڂɿ́ڂǵˍˍɟˍɟ͝ڂ

germline DNA
The combining of an egg and sperm cell to create a viable 
ɟ˪Ȼ̿ΰ́ڂʡ͝ڂɂǵˍˍɟɎڂգʄɟ̿˪ʡ˱ǵͮʡ́˱ձդڂSĩڂ�ɂ́˱ͮ̿ʡȻͽͮɟɎڂȻΰڂȻ́ͮʎڂ
ͮʎɟڂ˪́ͮʎɟ̿՟͝ ɿǵͮʎɟ̿՟͝ڂʎɟͮڂǵ˱Ɏڂɟʄʄڂ ڂգʄɟ̿˪ˍʡ˱ɟդڂʡ͝ڂˍˍɂɟڂ˪ɟ̵̿͝ڂ
DNA and becomes the source of DNA for all other cells in 
ͮʎɟڂɂʎʡˍɎ՟͝ ڂȻ́Ɏΰձڂ

ʄʡ˱ʄʡΞǵˍڂɿʡȻ̿́˪ǵ͝
Fibrous nodular growths involving the gingiva (gums) in the 
mouth. 

ʄˍ́˪ɟ̿ͽˍǵ̿ڂɿʡˍͮ̿ǵͮʡ́˱̿ڂǵͮɟڂԲ��żԼ 
Rate at which the kidneys filter fluid, an important mea-
surement of renal function. 

grey matter
�̿ɟΰʡ͝ʎ̵ڂʡ˱˅ͮڂʡ͝͝ͽɟڂʡ˱ͮڂʎɟڂȻ̿ǵʡ˱հڂ΢ʎʡɂʎڂʡ̵̿͝ڂʡ˪ǵ̿ʡˍΰڂ˪ǵɎɟڂͽ̵ڂ
of neuronal cell bodies. 
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ʄΰ˱ɟɂ́ˍ́ʄΰն́ڂȻͮ͝ɟͮ̿ʡɂ͝ڂǵ˱Ɏڂʄΰ˱ɟɂ́ˍ́ʄΰڂԲľ@Ք�ǓĩԼ
�ΰ˱ɟɂ́ˍ́ʄΰڂʡͮ͝ڂʎɟڂ˪ɟɎʡɂǵˍ̵̿ڂǵɂͮʡɂɟڂɎɟǵˍʡ˱ʄڂ΢ʡͮʎͮڂʎɟڂʎɟǵˍͮʎڂ
of female reproductive systems (vagina, uterus, ovaries) 
and the breasts. 

hamartin
Hamartin is the protein encoded by the TSC1 gene. With 
the product of TSC2, tuberin, it is a key component of the 
TSC protein complex, a group of proteins inside a cell that, 
together, regulate mTORC1 activity. 

hamartoma
A benign tumor in an organ composed of tissue elements 
normally found at that site but growing in an abnormal way. 
ʎʡʄʎՈ̿ɟ́͝ˍͽͮʡ́˱ڂɂ́˪̵ͽͮɟɎ́ͮڂ˪́ʄ̿ǵ̵ʎΰڂԲ żڂHƗԼڂ
A high-resolution CT scan is very similar to a normal CT 
scan, though used more often in diagnosis and investiga-
tion of the lungs.

hormone
ƗʎɟڂȻ́Ɏΰ՟͝ -Ȼˍ́́Ɏڂʎɟͮڂ́ͮ˱ʡڂɟˍɟǵ͝ɟɎ̿ڂɟ͝͝ɟ˱ʄɟ̿͝˪ڂˍɂʎɟ˪ʡɂǵڂ
stream by endocrine organs (i.e., pancreas, thyroid gland, 
testes, etc.) to affect processes like growth, metabolism, 
sleep and mood. 

hypomelanotic macule
Patch of skin with less color (hypo = less, melanin = pig-
ment found in skin) than normal and is commonly found in 
TSC. These spots are benign and pose no physical threat.

hypsarrhythmia
Hypsarrhythmia is disorganized, chaotic pattern of brain 
waves that often accompanies infantile spasms.   

immunosuppression
Ɖͽ̵̵̿ɟ͝͝ʡ́˱́ڂɿͮڂʎɟڂȻ́Ɏΰ՟͝ ڂǵȻʡˍʡͮΰڂʡͮ͝ڂǵ˱Ɏڂ˪ΰͮ͝ɟ͝ڂʡ˪˪ͽ˱ɟڂ
to fight infections/other diseases. It may be deliberately 
induced with drugs (e.g., after an organ transplant) or it 
may result from certain diseases.

infantile spasms
A type of seizure that typically occurs between the ages 
of 2 and 24 months. It is identified by sudden jerks caused 
by muscle contractions, flexing of the body and neck and 
stiffening of the limbs. Each of these seizures lasts a very 
short time but can occur in long or short clusters. May be 
referred to by its new classification as either focal, gener-
alized or unknown onset epileptic spasms.  

informed consent
The process by which a person learns about the purpose, 
benefits and potential risks of a medical or surgical inter-
vention or a research study and then agrees to receive the 
intervention or participate in the study.

ʡ˱ͮɟ̿Ξɟ˱ͮʡ́˱ǵˍ̿ڂǵɎʡ́ˍ́ʄΰ
A sub-specialty of radiology using radiographic imaging 
methods to facilitate minimally invasive treatment, for ex-
ample, when treating angiomyolipomas with embolization. 

intractable epilepsy
Äɿڂǵ̵ڂǵͮʡɟ˱ͮ՟͝ ڂǵɿͮɟ̿ڂǵˍˍհڂǵͮڂ̿́ڂ΢ɟˍˍհڂɟ̵́͝˱Ɏ̿ڂͮ́˱ڂɎ́ڂɟʡφͽ̿ɟ͝͝ڂ
attempting multiple anti-epileptic treatments. Sometimes 
ǵˍ́͝ڂɂǵˍˍɟɎڂգ̿ɟɿ̿ǵɂͮ́̿ΰդڂ̿́ڂգͽ˱ɂ́˱ͮ̿́ˍˍɟɎդڂɟ̵ʡˍɟ̵͝ΰձڂ

Ä˱ͮ͝ʡͮͽͮʡ́˱ǵˍڂżɟΞʡɟ΢ڂ@́ǵ̿ɎڂԲÄż@Լڂ
A group of people who review, approve, and monitor the 
protocol of a research study involving human subjects. 
Their role is to protect the rights and welfare of people 
participating in a study.

ketogenic diet
A diet consisting of high-fat, low-carbohydrate foods 
typically prescribed by a physician and monitored by a 
dietician as adjunctive therapy for seizures that have not 
responded to other therapies. 

˅˱́ɂ˅́ͽͮնڂ˅˱́ɂ˅́ͽͮڂ˪́ͽ͝ɟ
An organism, usually a mouse, having a certain genetic 
͝ɟ̻ͽɟ˱ɂɟ̿ڂɟ˪́ΞɟɎհڂ̿́ڂգ˅˱́ɂ˅ɟɎ́ڂͽͮձդڂġǵ˱ΰڂǵ˱ʡ˪ǵˍڂ˪́Ɏɟˍ͝ڂ
are created by knocking out a gene or part of a gene.

laser ablation
A technique using a thin laser probe to heat tissue to kill 
ڂȻ̿ǵʡ˱ձڂʎɟͮڂ˱ʡڂ˱ɿͮɟ́ڂɟ͝ʡ́˱͝հˍڂ̿́ڂ̿́͝˪ͽͮڂԲգǵȻˍǵͮɟդԳڂɟ˪́Ξɟ̿ڂ̿́
Positioning of the probe and monitoring of heat is often 
performed using MRI.

ˍΰ˪̵ʎǵ˱ʄʡ́ˍɟʡ́˪ΰ́˪ǵͮ́͝ʡ͝ڂԲĖ�ġԼ
Ė�ġڂʡ͝ڂǵڂˍͽ˱ʄڂɎʡ͝ɟǵ͝ɟڂɂǵͽ͝ɟɎڂȻΰڂ˪ͽͮǵͮʡ́˱͝ڂʡ˱ͮڂʎɟڂƗƉHԆڂ
or TSC2 genes. It is characterized by an abnormal growth 
of smooth muscle cells, especially in the lungs, lymphat-
ic system and kidneys that primarily occurs in women. 
Unregulated growth of these cells can lead to loss of lung 
function, accumulation of lymph rich-fluid in the chest and 
abdomen and growth of tumors in the kidneys. A person 
ɂǵ˱ڂʎǵΞɟڂĖ�ġڂ΢ʡͮʎ́ͽͮڂ˪ɟɟͮʡ˱ʄڂɂˍʡ˱ʡɂǵˍڂɂ̿ʡͮɟ̿ʡǵڂɿ́̿ڂǵڂƗƉHڂ
diagnosis. 

˪ǵʄ˱ɟͮʡɂ̿ڂɟ́͝˱ǵ˱ɂɟڂʡ˪ǵʄʡ˱ʄڂԲġżÄԼڂ
MRI technology makes use of the hydrogen found abun-
Ɏǵ˱ͮˍΰڂ΢ʡͮʎʡ˱ڂǵ̵ڂǵͮʡɟ˱ͮ՟͝ ڂ΢ǵͮɟ̿Գձڂǵ˱ɎڂɿǵͮڂԲ˱ǵ˪ɟˍΰհڂʡ͝͝ͽɟͮ͝ڂ
The tube-like machine surrounds the patient with a power-
ful magnet to measure subtle changes induced in the body 
by the magnetic field, enabling experts to visualize struc-
tures inside the body at very high resolution. 

malignant tumor
A malignant tumor is cancerous. The primary hallmarks of 
malignant tumors are unregulated cell growth, stimulation 
of new blood vessel growth to feed the tumor and invasion 
of tissues, or metastasis. 

metastasis
The abnormal spread of cells or a tumor from an original 
location to a new site within the body.
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mosaicism
When a mutation in a gene is present in some, but not all, 
cells in the body.

mTOR inhibitors 
ڂɿ́ڂǵ̿ʄɟͮͮڂգ˪ɟɂʎǵ˱ʡͮ͝ʡɂڂʎɟͮڂʡ˱ʎʡȻʡͮڂʎǵͮͮڂɎ̿ͽʄ͝ڂɿ́ڂɂˍǵ͝͝ڂ�
̿ǵ̵ǵ˪ΰɂʡ˱դڂԲ˪ƗľżԼհ͝ڂͽɂʎڂǵ̿͝ڂǵ̵ǵ˪ΰɂʡ˱ڂԲǵˍ́͝ڂ˅˱́΢˱ڂǵ͝ڂ
sirolimus) and everolimus.

mTOR pathway
Ɨʎɟڂգ˪ɟɂʎǵ˱ʡͮ͝ʡɂͮڂǵ̿ʄɟͮ́ڂɿ̿ڂǵ̵ǵ˪ΰɂʡ˱դڂԲ˪ƗľżԼڂʡ͝ڂǵ˱ڂ
enzyme regulating cellular metabolism and growth. The 
mTOR pathway is comprised of dozens, and maybe 
hundreds, of proteins that directly or indirectly regulate 
˪Ɨľż՟͝ -ʡ˱Ɏʡڂ̿́ڂɎʡ̿ɟɂͮˍΰڂʎɟ˪͝ɟˍΞɟͮ͝ڂǵ̿ɟڂʎǵͮͮڂ̿́ڂɿͽ˱ɂͮʡ́˱հڂ
̿ɟɂͮˍΰ̿ڂɟʄͽˍǵͮɟɎڂȻΰڂ˪Ɨľż՟͝ ɿͽ˱ɂͮʡ́˱ձڂ

˪ͽˍͮʡɿ́ɂǵˍڂ˪ʡɂ̿́˱́Ɏͽˍǵ̵̿ڂ˱ɟͽ˪́ɂΰͮɟڂʎΰ̵ɟ̵̿ˍǵ͝ʡǵڂԲġġŴ Լ
MMPH consists of an overgrowth (hyperplasia) of pneu-
mocytes (a specific cell type in the lung). MMPH typically 
does not produce clinical symptoms but is often seen in 
ƗƉHڂǵ˱Ɏڂ˪ǵΰڂȻɟ̵̿ڂɟ͝ɟ˱ͮڂ΢ʡͮʎڂ̿́ڂ΢ʡͮʎ́ͽͮڂĖ�ġձڂ

mutation
A change in the structure of a gene, whether a single base 
change in DNA or a deletion, insertion or rearrangement of 
a larger section of DNA.  

˱ǵͮͽ̿ǵˍڂʎʡͮ́̿͝ΰڂɎǵͮǵȻǵ͝ɟڂԲƗƉHڂ�ˍˍʡǵ˱ɂɟڂĩǵͮͽ̿ǵˍڂ ʡͮ́̿͝ΰڂ
SǵͮǵȻǵ͝ɟڂǵ˱ɎڂƗ́ƉH�Լ
A systematic compilation of information about how a dis-
ease affects different individuals over time. The TSC Alli-
ance Natural History Database and the Tuberous SClerosis 
̿ɟʄʡͮ̿͝ΰڂ́ͮڂʡ˱ɂ̿ɟǵ͝ɟڂɎʡ͝ɟǵ͝ɟڂ�΢ǵ̿ɟ˱ɟ͝͝ڂԲƗ́ƉH�Լڂǵ̿ɟͮڂ΢́ڂ
examples of multicenter, international disease registries 
to assess manifestations, interventions and outcomes in 
patients with TSC. 

nephrology
Study of the kidneys, including diseases of the kidneys 
and normal kidney functioning. 

neuro-oncology
Neuro-oncology is the study of tumors or cancer in the 
brain and spinal cord. 

neurology
Neurology is the study of the nervous system, including 
the brain, spinal cord and peripheral nerves. 

neuron
An electrically active cell that communicates information to 
other cells. The brain contains the highest concentration 
of neurons, but neurons extend from the spinal cord into 
every part of the body. 

neurotransmitter
A chemical messenger released by a neuron used to com-
municate with other cells. Different neurotransmitters have 
different effects depending on the receptor protein with 
which the neurotransmitter interacts. 

newborn screening
A process for testing all infants shortly after birth for a de-
fined set of disorders that benefit from early treatment be-
fore the disorder is likely to be detected clinically. Newborn 
screening programs are often run by regional or national 
governments who define the set of disorders to be tested.

ڂԲĩġÄԼڂʡɎɟ˱ͮʡɿʡɟɎڂ˱ͽͮǵͮʡ́˪ڂ́˱
A situation in which a person meets the clinical criteria for 
diagnosis of a genetic disorder, but genetic testing fails 
to detect a disease-causing mutation. This may be due to 
mosaicism or the presence of mutations in a region of DNA 
not included in the genetic test. 

occupational therapy
Therapy to help a person recover or develop skills needed 
for the activities of daily life. It can help develop, improve, 
sustain or restore independence. 

̵́ʎͮʎǵˍ˪́ˍ́ʄʡͮ͝͝ն̵́ͮ́ڂ˪ɟͮ̿ʡͮ͝͝ն̵ͮ́ڂʡɂʡǵ˱͝
Ophthalmologists are physicians who are experts in dis-
eases of the eye. Optometrists are licensed to conduct eye 
exams, detect certain abnormalities and prescribe contact 
lenses and glasses. Opticians are medical technicians who 
are trained to design, verify and fit eyeglass lenses, frames 
or contact lenses.

orphan drug
A medicinal product intended to treat a rare medical condi-
ͮʡ́˱հ̵̿́ڂ̿́ڂʎǵ˱ڂɎʡ͝ɟǵ͝ɟձڂ˱�ڂգ̵́̿ʎǵ˱ڂɎʡ͝ɟǵ͝ɟդڂʡ͝ڂǵ̿ڂǵ̿ɟڂɎʡ͝-
ease for which the population is so small that treatments 
may not be developed by the pharmaceutical industry for 
economic reasons.

̵ǵ˱ɂ̿ɟǵͮʡɂڂ˱ɟͽ̿́ɟ˱Ɏ́ɂ̿ʡ˱ɟͮڂͽ˪́̿ڂԲŴǵ˱ĩ^ƗնڂŴĩ^ƗԼڂ
Neuroendocrine tumors arise from cells of the endocrine 
(hormonal) and nervous system. While many are benign, 
some are malignant. Pancreatic NETs are different than the 
usual form of pancreatic cancer.

̵ǵͮʎ́ʄɟ˱ʡɂڂ˪ͽͮǵͮʡ́˱ն̵ڂǵͮʎ́ʄɟ˱ʡɂڂΞǵ̿ʡǵ˱ͮ
A mutation in DNA known to cause a genetic disorder. In 
TSC, more than 1,500 unique pathogenic mutations have 
been found, but all lead to loss of function of TSC1 or 
TSC2 proteins. 

pathology
Pathology is the study of disease. Clinical pathology is a 
medical specialty concerned with the diagnosis of disease 
based on laboratory analysis of bodily fluids and tissues. 
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̵ǵͮʡɟ˱ͮՈɿ́ɂͽ͝ɟɎڂɎ̿ͽʄڂɎɟΞɟˍ̵́˪ɟ˱ͮڂԲŴ�SSԼڂ
Ŵ�SSڂʡ͝ڂǵ̵́̿ڂʄ̿ǵ˪ڂ́ͮڂɟ˱͝ͽ̿ɟͮڂʎǵ̵ͮڂǵͮʡɟ˱ͮ͝՟ڂɟΫ̵ɟ̿ʡɟ˱ɂɟ͝հڂ
perspectives, needs and priorities are captured and mean-
ingfully incorporated into drug development and evalua-
tion by FDA. The TSC Alliance sponsored a PFDD meeting 
in June 2017. A Voice of the Patient Report, a detailed 
summary of this meeting, was submitted to the FDA and is 
available on our website.   

̵ɟ̿ʡ̵ʎɟ̿ǵˍڂ˱ɟ̿Ξ́ͽ͝͝ڂΰͮ͝ɟ˪ڂԲŴĩƉԼ
Comprised of neurons extending beyond the CNS, includ-
ing sensory neurons for touch and pain, and motor neurons 
which regulate muscle function. 

̵ʎǵ̿˪ǵɂΰڂɎ̿ͽʄڂˍʡͮ͝ڂԲŴSĖԼ
A list of prescription drugs that your specific insurance 
plan covers. This can be found in your plan terms. 

phenotype
Ɨʎɟڂɂʎǵ̿ǵɂͮɟ̿ʡͮ͝ʡɂ͝ڂǵ́͝͝ɂʡǵͮɟɎڂ΢ʡͮʎڂǵ̵ڂɟ̿́͝˱՟͝ ڂɂ́˱Ɏʡͮʡ́˱ձڂ
Two people can have the same phenotype but different 
genotypes, or the same genotype but different pheno-
types. Both of these situations can be observed in TSC.

placebo
An inactive substance given to the control group in a re-
search study. 

̵ˍɟͽ̿ǵˍڂɟɿɿͽ͝ʡ́˱ڂԲɂʎΰˍ́ͮʎ́̿ǵΫԳ
Pleural effusion is a leakage and accumulation of fluid, 
chyle, into the chest cavity. Chyle is a milky-white bodi-
ly fluid circulated by the lymphatic system Chylothorax 
occurs when chyle leaks into the chest cavity surrounding 
the lungs.

pneumonitis 
Inflammation of the lungs that can be a serious or rare 
complication of certain medications or infections. 

̵˱ɟͽ˪́ͮʎ́̿ǵΫ
A collapsed lung characterized by pain and difficulty 
breathing due to air leaking into the space between the 
lung and the chest wall.  

̵́ˍΰɂΰͮ͝ʡɂڂ˅ʡɎ˱ɟΰڂɎʡ͝ɟǵ͝ɟڂԲŴČSԼڂ
A genetic disorder characterized by multiple cysts with-
in each kidney. The cysts grow and multiply over time, 
leading to loss of kidney function. Because the TSC2 gene 
is adjacent to one of the PKD genes, a few individuals have 
both disorders, characterized by early-onset and severe 
PKD with various manifestations of TSC.

polymorphism
The occurrence of two or more different forms of a gene in 
the normal population.

̵́͝ʡͮ̿́˱ڂɟ˪ʡ͝͝ʡ́˱́ͮڂ˪́ʄ̿ǵ̵ʎΰڂԲŴ^ƗԼ
Ŵ^Ɨ͝ڂɂǵ˱͝ڂɎɟͮɟɂͮڂ˱ͽɂˍɟǵ̿̿ڂǵɎʡǵͮʡ́˱ڂɟ˪ʡͮͮɟɎڂȻΰڂǵڂգͮ̿ǵɂɟ̿դڂ
molecule ingested by or injected into a person to detect 
where the tracer molecule goes. The tracer used depends 
on what type of activity needs to be detected.

preclinical research
This refers to research performed on a drug before it can 
be tested in humans in a Phase 1 clinical trial. Preclinical 
research typically includes testing in animal models.

protein
Ėǵ̿ʄɟڂȻʡ́˪́ˍɟɂͽˍɟ͝ڂɂ́˪̵̿ʡ͝ɟɎ́ڂɿڂǵ˪ʡ˱́ڂǵɂʡɎ͝ձڂHɟˍˍ͝ڂɂ̿ɟǵͮɟڂ
ǵ̵ͮ́̿ڂɟʡ˱ڂȻɟʄʡ˱˱ʡ˱ʄڂ΢ʡͮʎڂգʡ˱ͮ̿͝ͽɂͮʡ́˱͝դڂɟ˱ɂ́ɎɟɎڂȻΰڂǵڂʄɟ˱ɟڂ
΢ʡͮʎʡ˱ͮڂʎɟڂɂɟˍˍ՟͝ Sĩ�ձڂ

protocol  
The written description of how a clinical study or experi-
˪ɟ˱ͮڂ΢ʡˍˍڂȻɟڂɂ́˱ɎͽɂͮɟɎհڂʡ˱ɂˍͽɎʡ˱ʄͮڂʎɟͮ͝ڂͽɎΰ՟͝ ڂȻʽɟɂͮʡΞɟ͝հ́ڂ
design and methods.

psychiatry
Psychiatry is the branch of medicine for physicians 
focused on the diagnosis, treatment and prevention of 
mental, emotional and behavioral disorders.

psychology
Psychology is the study of the mind and behavior. Psychol-
ogists are professionals but not necessarily physicians. 

̿ǵ˱Ɏ́˪ʡφǵͮʡ́˱ն̿ڂǵ˱Ɏ́˪ʡφɟɎ
Method of distributing participants by chance to all arms of 
a clinical trial.

rapamycin 
Rapamycin is a large molecule discovered in a soil sample 
from Easter Island in 1975. It is now manufactured and 
marketed as a drug named sirolimus and is approved by 
�S̿ͮڂ́ͮڂ�ɟǵͮڂĖ�ġձڂ

rare disease
A rare or orphan disease is one that affects a small propor-
tion of the population. In the United States, a rare disease 
is defined as a condition that affects fewer than 200,000 
people. In the European Union, it is defined as a disease 
that affects fewer than 1 in 2,000 people. There are more 
ͮʎǵ˱ڂԍհԅԅԅ̿ڂǵ̿ɟڂɎʡ͝ɟǵ͝ɟ͝ձڂ

refractory epilepsy
See: intractable epilepsy

regulatory body 
�́Ξɟ̿˱˪ɟ˱ͮǵˍ̿́ڂʄǵ˱ʡφǵͮʡ́˱̿ڂɟ̵́͝˱͝ʡȻˍɟڂɿ́̿ڂɟ˱ɿ́̿ɂʡ˱ʄڂˍǵ΢͝ڂ
ɂ́˱ɂɟ̿˱ɟɎڂ΢ʡͮʎ̵ͮ́̿ڂɟɂͮʡ˱ʄͮڂʎɟ̵ڂͽȻˍʡɂ՟͝ ڂΫǵ˪̵ˍɟ͝մ^ڂʡ˱ͮɟ̿ɟͮ͝ձڂ
�́́Ɏڂǵ˱ɎڂS̿ͽʄڂ�Ɏ˪ʡ˱ʡͮ̿͝ǵͮʡ́˱ڂԲ�S�Լհڂ^ͽ̵̿́ɟǵ˱ڂġɟɎʡɂʡ˱ɟ͝ڂ
�ʄɟ˱ɂΰڂԲ^ġƣԼձڂ
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renal cell carcinoma
ڂǵɎɟ˱́ɂǵ̿ɂʡ˱́˪ǵհդڂˍգ̿ɟ˱ǵڂ̿́ڂɂǵ˱ɂɟ̿դڂգ˅ʡɎ˱ɟΰڂǵ͝ڂ˱΢́˱˅ڂ́͝ˍ�
̿ɟ˱ǵˍڂɂɟˍˍڂɂǵ̿ɂʡ˱́˪ǵڂԲżHHԼڂʡ͝ڂǵڂ˪ǵˍʡʄ˱ǵ˱ͮհ́ڂɿͮɟ˱ڂǵʄʄ̿ɟ͝͝ʡΞɟհڂ
tumor in the kidney. Fat-poor angiomyolipomas can appear 
similar to RCC on an MRI, so it is important to obtain an 
accurate diagnosis because the risks and treatments of 
each are very different. 

respite care
Planned or emergency temporary care provided to care-
givers of a person (child or adult) who is unable to care of 
themselves. 

retinal hamartoma
A non-malignant tumor in the retina of the eye commonly 
associated with TSC. 

Schedule I, II, III, IV, V
The DEA classifies drugs/substances into one of five 
͝ɂʎɟɎͽˍɟ͝ڂɎɟ̵ɟ˱Ɏʡ˱ʄͮڂ˱́ڂʎɟڂɎ̿ͽʄ՟͝ ڂʡͮ͝ڂǵ˱Ɏڂͽ͝ɟڂˍɟɎʡɂǵ˪ڂ
abuse or dependency potential. Schedule I substances are 
considered to be the most abuse-prone and least valuable 
medically. Schedule V drugs have relatively low potential 
for abuse. Most drugs have little abuse potential and are 
not scheduled.

sclerotic bone lesion
An abnormal increase in density, hardening or thickening of 
the bone. 

seizure
Abnormal and unusually intense bursts of electrical activity 
in the brain, usually of sudden onset, that may cause 
strange sensations, emotions, behaviors, muscle spasms 
and possible loss of consciousness. 

shagreen patch
Abnormal patches of skin resembling an orange peel, 
usually found on the lower back or on the back of the neck. 
Shagreen patches may be present on other parts of the 
body as well. 

͝ʡ̿́ˍʡ˪ͽ͝ڂԲżǵ̵ǵ˪ͽ˱ɟ֣Գ 
See rapamycin.

́͝ɿͮڂɿʡȻ̿́˪ǵ͝ڂԲ͝˅ʡ˱ͮڂǵʄ͝Գڂ
Some individuals with TSC may have soft growths on the 
neck, trunk, armpits or groin. They may also have smooth, 
skin-colored bumps on the neck, armpits and near the 
flexure of the limbs.

specialty pharmacy
Specialty pharmacies manage, dispense and distribute 
high-cost, difficult-to-store, or highly regulated medica-
tions.

sporadic mutation
A sporadic mutation is a mutation in DNA not inherited 
ɿ̿́˪ڂǵ̵ڂɟ̿́͝˱՟͝ ڂ͝ˍʡ˱ɎʡΞʡɎͽǵڂɿ́ڂ΢́Ոͮʎʡ̿Ɏͮ͝ڂƗƉHհڂ˱Äڂǵ̿ɟ˱ͮ͝ձ̵ڂ
with the disease have no familial history of TSC. The other 
one-third of patients can trace their inheritance to an 
affected parent. 

standard of care
Treatment that is accepted by medical experts as a proper 
treatment for a certain disease and that is widely used by 
healthcare professionals. 

status epilepticus
A single epileptic seizure lasting more than five minutes 
ڂʎɟͮڂ΢ʡͮʎ́ͽͮڂˍʡ˱ͮɟ̿ΞǵڂɿʡΞɟՈ˪ʡ˱ͽͮɟڂǵڂ˱΢ʡͮʎʡڂɟʡφͽ̿ɟ͝͝ڂօԇڂ̿́
individual returning to his or her normal/baseline state 
between them. Can be of focal, generalized or unknown 
onset.

͝ͽȻɟ̵ɟ˱Ɏΰ˪ǵˍڂʄʡǵ˱ͮڂɂɟˍˍڂǵͮ̿́͝ɂΰͮ́˪ǵڂԲƉ^��Լ
A nonmalignant tumor found in the brain of individuals with 
ƗƉHձڂƉ^��ͮ͝ڂΰ̵ʡɂǵˍˍΰڂʄ̿́΢ڂ˱ɟǵ̿ڂ̿́ڂʡ˱ͮڂʎɟڂΞɟ˱ͮ̿ʡɂˍɟ͝ڂǵ˱Ɏڂ
can cause hydrocephalus (increased pressure in the brain) 
ʡɿͮڂʎɟΰڂȻˍ́ɂ˅ͮڂʎɟڂɿˍ́΢́ڂɿڂɂɟ̿ɟȻ̵̿́͝ʡ˱ǵˍڂɿˍͽʡɎڂԲHƉ�Լձڂ

subependymal nodule
A non-cancerous collection of cells located along the edge 
́ɿͮڂʎɟڂȻ̿ǵʡ˱՟͝ ڂʄ̿́΢ڂ˱ɂǵڂɎͽˍɟ́͝˱ڂˍƉͽȻɟ̵ɟ˱Ɏΰ˪ǵڂΞɟ˱ͮ̿ʡɂˍɟ͝ձڂ
ʡ˱ͮ́ڂƉ^��͝ڂǵ˱ɎՄ́̿ڂȻɟɂ́˪ɟڂɂǵˍɂʡɿʡɟɎڂԲɿʡˍˍɟɎڂ΢ʡͮʎڂǵڂɂǵˍɂʡͽ˪ڂ
deposit). 

synapse
The area between two connected neurons. Neurotransmit-
ters are typically exchanged in this area. 

TAND
See TSC-associated neuropsychiatric disorders.  

topical rapamycin 
A mixture of rapamycin (sirolimus) in an ointment, cream, 
or gel which may be prescribed and applied directly to the 
skin to treat facial angiofibromas. A specific formulation of 
sirolimus topical gel (HyftorTM) was approved by the FDA in 
2022. For many years, rapamycin has been compounded 
by pharmacists into various topical formulations. 

transition age
The period during which a person shifts from childhood to 
young adulthood or from mid-late teens into the early 20s. 
This includes the age when an individual ceases to be the 
legal responsibility of a parent or guardian and assumes 
legally recognized adult rights and responsibilities, in ad-
dition to medical transitions from pediatric to adult spe-
cialists, educational transitions from high school to college 
or employment and other social, housing and employment 
transitions.  
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translational research
Translational research is the process of moving and ap-
plying knowledge gained from the basic sciences to its 
application in clinical and community settings, often sum-
˪ǵ̿ʡφɟɎڂȻΰͮڂʎɟ̵ڂʎ̿ǵ͝ɟڂգȻɟ˱ɂʎՈͮ́ՈȻɟɎ͝ʡɎɟձդڂ

ƗƉHՈǵ́͝͝ɂʡǵͮɟɎڂ˱ɟͽ̵̿́͝ΰɂʎʡǵͮ̿ʡɂڂɎʡ́̿͝Ɏɟ̿͝ڂԲƗ�ĩSԼնڂ
TAND Checklist
TAND includes aggressive behaviors, autism spectrum 
disorders, intellectual disabilities, psychiatric disorders 
neuropsychological problems, and school and occupation-
al difficulties that are often expressed by individuals with 
TSC. A result of the 2012 TSC Clinical Consensus Confer-
ence was the creation of the TAND Checklist as a tool to 
̿́ͽͮʡ˱ɟˍΰڂɟΞǵˍͽǵͮɟڂƗƉH՟͝ -ΰɂʎʡ̵͝ڂǵ˱ɎڂˍȻɟʎǵΞʡ́̿ǵڂɂ́ʄ˱ʡͮʡΞɟհڂ
atric impact on an individual. 

TSCure
An international research collaboration focused on early 
intervention and prevention of TSC manifestations in chil-
dren and adults.  

TSC Biosample Repository
The TSC Biosample Repository is operated by the TSC Alli-
ance to collect and distribute DNA from cheek cells, blood 
samples and tissue taken from surgeries.

tuberin
Tuberin is the protein encoded by TSC2. With the product 
of TSC1, hamartin, it forms the TSC protein complex, a 
group of proteins that, together, regulate mTORC1 activity. 

ultrasound
A procedure that uses high-energy sound waves to look 
at tissues and organs inside the body. The sound waves 
make echoes that form pictures of the tissues and organs 
on a computer screen (sonogram). 

ungual fibroma
Benign fibrous tumors found in the areas around the fin-
gernails and toenails. 

urology
Study of the male and female urinary tract system includ-
ing kidneys, adrenal glands, ureter, bladder, urethra and 
the male reproductive organs.

Ξǵʄͽ͝ڂ˱ɟ̿Ξɟͮ͝ڂʡ˪ͽˍǵͮʡ́˱ڂԲǃĩƉԼ
An implanted medical device that involves delivering elec-
trical impulses to the vagus nerve as an adjunctive treat-
ment for certain types of intractable epilepsy. 

Ξǵ̿ʡǵ˱ͮ́ڂɿڂͽ˱˅˱́΢˱͝ڂʡʄ˱ʡɿʡɂǵ˱ɂɟڂԲǃƣƉԼ
A mutation or change in a gene sequence that is neither 
known to be disease-causing nor known to be found in 
people without a particular disease.

ΞʡʄǵȻǵͮ̿ʡ˱ڂԲƉǵȻ̿ʡˍ֣հڂǃʡʄǵɎ̿́˱ɟ֣Գ
�˱ͮʡɟ̵ʡˍɟ̵ͮʡɂڂɎ̿ͽʄͮڂʎǵͮڂʡ˱ʎʡȻʡͮͮ͝ڂʎɟڂȻ̿ɟǵ˅Ɏ́΢˱́ڂɿڂ��@�ձڂڂÄͮڂ
is considered first-line therapy for infantile spasms asso-
ɂʡǵͮɟɎڂ΢ʡͮʎڂƗƉHձڂ�ɟ˱ɟ̿ʡɂڂΞɟ̿͝ʡ́˱́͝ڂɿڂΞʡʄǵȻǵͮ̿ʡ˱ڂȻɟɂǵ˪ɟڂ
available in 2017.

Ξʡ͝ͽǵˍڂɿʡɟˍɎ
The entire area a person can see when his or her eyes are 
fixed in one position, including the peripheral (side) area. 

Ξʡ͝ͽǵˍڂɿʡɟˍɎڂˍ́͝͝
When used in reference to vigabatrin, visual field loss re-
fers to progressive loss of peripheral (side, top or bottom) 
vision, starting on the outside and working its way in.

white matter
Ėʡʄʎͮɟ̿ڂɂ́ˍ́̿ɟɎͮڂʡ͝͝ͽɟڂ΢ʡͮʎʡ˱ͮڂʎɟڂȻ̿ǵʡ˱̵͝ڂ̿́ڂʡ˱ǵˍڂɂ́̿Ɏڂɂ́˱-
sisting primarily of neuronal axons and surrounding glial 
cells. 

Wood’s lamp
An ultraviolet light (UV, or blacklight) used to examine skin 
for hypopigmented macules in a darkened room. 

φɟȻ̿ǵɿʡ͝ʎڂԲSǵ˱ʡ́̿ڂɟ̿ʡ́Գ
A small freshwater fish commonly used in biological re-
search as an animal model. 
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Seizure Terms 101
Ի�Ɏǵ̵ͮɟɎڂɂ́ͽ̿ͮɟ͝ΰڂ^̵ʡˍɟ̵͝ΰ́�ڂͽ˱Ɏǵͮʡ́˱Գ

Naming Structure: 
where seizures originate in the brain + awareness [if focal onset] + symptoms

focal onset: ʡ˱ͮ͝ɟǵɎ́ڂɿ̵ڂǵ̿ͮʡǵˍնڂգɿ́ɂǵˍդ̿ڂɟɿɟ̿͝ڂ́ͮڂ΢ʎɟ̿ɟڂʡ˱ͮڂʎɟڂȻ̿ǵʡ˱ͮڂʎɟ͝ڂɟʡφͽ̿ɟڂȻɟʄʡ˱͝ձ́�ڂɂǵˍ͝ڂɟʡφͽ̿ɟ͝ڂɂǵ˱ͮ͝ڂǵ̿ͮڂʡ˱́ڂ˱ɟڂǵ̿ɟǵڂ̿́ڂ
group of cells in one side of the brain. 

 focal onset aware: individual is awake/aware during a seizure—formerly: simple partial seizure. 

 focal onset impaired awareness: individual is confused/awareness is affected in some way during a focal 
 seizure—formerly: complex partial seizure

 focal to bilateral tonic-clonic seizures: specific type of seizure that spreads from one side of the brain (focal) to 
 both (bilateral) while phasing from tonic (rigid muscles) to clonic (muscles contract/relax rapidly) motor features—
 formerly: secondarily generalized seizure

generalized onset:ڂǵˍˍڂʄɟ˱ɟ̿ǵˍʡφɟɎ͝ڂɟʡφͽ̿ɟ͝ڂǵɿɿɟɂͮڂǵ̵ڂɟ̿́͝˱՟͝ -ɟɂ̵͝ڂ́ͮڂɟɟɎ˱ڂ́˱ڂ́͝ڂ΢ǵΰڂɟ˪́͝ڂ˱ʡڂɂ́˱͝ɂʡ́ͽ͝˱ɟ͝͝ڂ̿́ڂǵ΢ǵ̿ɟ˱ɟ͝͝ڂ
ʡɿΰڂգʡ˪̵ǵʡ̿ɟɎڂǵ΢ǵ̿ɟ˱ɟ͝͝դՌʄɟ˱ɟ̿ǵˍʡφɟɎ́ڂ˱͝ɟͮ͝ڂɟʡφͽ̿ɟ͝ڂǵɿɿɟɂͮڂȻ́ͮʎ͝ڂʡɎɟ́͝ڂɿͮڂʎɟڂȻ̿ǵʡ˱ڂɿ̿́˪ͮڂʎɟڂȻɟʄʡ˱˱ʡ˱ʄ́ڂɿͮڂʎɟڂɟΞɟ˱ͮձڂ

unknown onset: ʡɿڂǵ͝ڂɟʡφͽ̿ɟ՟͝ -ɎɟڂȻɟڂ˱ɂǵڂʡͮڂǵˍ́˱ɟՄǵ͝ˍɟɟ̵Գڂˍʡ˱ɎʡΞʡɎͽǵڂԲɟձʄձհڂȻ͝ɟ̿ΞɟɎ́ڂͮ́˱ڂ̿́ڂ˱΢́˱˅ڂͮ́˱ڂʡ͝ڂɟͮՄȻɟʄʡ˱˱ʡ˱ʄ͝˱́ڂ
scribed as unknown (and later reclassified if appropriate) 

Seizure Symptoms:
motor symptoms: 
 • clonic: rhythmic, jerking motions 
 • tonic: tense/rigid muscles
 • tonic-clonic Բɿ́̿˪ɟ̿ˍΰմڂʄ̿ǵ˱Ɏڂ˪ǵˍԳ
 • myoclonic: brief muscle twitching 
 • myoclonic-tonic-clonic new term
 • myoclonic-atonic
 • atonic: muscles that become weak or limp
 • epileptic spasms: body flexes and extends repeatedly 
 • automatisms: repeated, automatic movements, e.g., clapping, rubbing hands together, lip smacking, chewing, etc. 
 • hyperkinetic: agitated thrashing or leg pedaling movements

nonmotor symptoms: Բɿ́̿˪ɟ̿ˍΰմڂǵȻ͝ɟ˱ɂɟ͝ڂΰ˪̵ͮ́˪͝Գ
 • typical absence: Բɿ́̿˪ɟ̿ˍΰմ̵ڂɟͮʡͮڂ˪ǵˍԳ
 • atypical absence: slow duration/termination of absence
 • myoclonic absence
 • eyelid myoclonia
 • ȻɟʎǵΞʡ́̿ڂǵ̿̿ɟͮ͝մ cessation of motor activity 

Quick Conversion:

 Old Term New Term
 absence seizure .............. generalized absence
 atonic / drop attack ......... focal/generalized atonic
 complex partial ................ focal impaired awareness
 simple partial ................... focal aware
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Thank you to 
Roy D. Elterman, MD, President, 
and W. Donald Shields, MD, 
Vice President, of the Pediatric Epilepsy 
Research Foundation for your support of 
the TSC Clinic Nurse Coordinator Meeting 
at our 2022 World TSC Conference.
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The Friends of Eric Parkes
are honored to come together

to support the World TSC Conference!

 
The Parkes family has managed the

challenges of TSC with
determination and grace
for more than 30 years!
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Ray Chan thanks
Kari Luther Rosbeck
and the TSC Alliance 
team for their
tireless fight to 
find a cure for TSC.
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Make a 
di!erence 
in people’s 
lives far into
the future 
with a
planned 
gift.
What will your planned gift accomplish?
Your planned gift can ensure a legacy of support, such as the TSC Alliance’s:
 • support of programs and resource information that strives to improve the lives of 
  individuals with tuberous sclerosis complex (TSC) and their families.
 • work to create and implement public and professional education programs 
  designed to heighten awareness of the disease.
 • programs to fund and drive research on the cause, detection and treatment of TSC.

A planned gift may include:
Bequests  •  Gift Annuities  •  Life Insurance  •  tangible Personal Property
Real Estate  •  Donor-Advised Funds  •  Publicly Traded Stock  •  Mutual Funds

For more information, please contact Lisa Moss at:
lmoss@tscalliance.org or 301-562-9890  •  800-225-6872



Members of the Board of Directors for
the TSC Alliance and the TSC Alliance

Endowment Fund are proud to sponsor
The 2022 World TSC Conference.
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Hope no matter how complexTM

The sta! at the TSC Alliance is honored
to be the Entertainment Sponsor of the
2022 World TSC Conference!
Kari Luther Rosbeck
Cynthia Arcuri
Steve Roberds
Dean Aguiar
Ryan Beebe
Christen Bell
April Cooper
Landon Cox
Zoë  Fuchs
Emebet G/Micheal
Jaye Isham
Carly Kaye

Dan Klein
Justin Martucci
Shelly Meitzler
Lisa Moss
Jo Anne Nakagawa
Ashley Pounders
Gabrielle Rushing
Gail Saunders
Katie Smith
Rachel Wojnilower
Anne Wolfe
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Additional Support From





Jazz Pharmaceuticals is proud to be the
Title Sponsor for the 2022 TSC World Conference

Hope no matter how complex

Jazz Pharmaceuticals is a global biopharmaceutical 
company whose purpose is to innovate to transform the lives 
of patients and their families. We are dedicated to developing 
life-changing medicines for people with serious diseases — 
often with limited or no therapeutic options.

www.jazzpharmaceuticals.com

Jazz Pharmaceuticals is a global biopharmaceutical 
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