
 

THURSDAY - July 23, 2009 
 
  
  8:00-  5:30 
 

          
        1ST CHARGE Syndrome Conference for Professionals (Conference Center: Trillium 2) 

•   7:00-  9:00   Registration, coffee, and poster setup     
•   9:00-  9:15   Welcome:  Foundation president, conference chair, research committee chair and program chair 
•   9:15-10:30   Platform presentations #1 - #3 
• 10:30-11:00   Break (Beverages, pastries & fruit)  
• 11:00-12:15   Platform presentations #4 - #6 
• 12:15-   1:15  Lunch 
•   1:15-  2:30   Poster presentations (16 posters)   
•   2:30-  3:45   Platform presentations #7 - #9 
•   3:45-  4:10   Break (Beverages & snacks) 
•   4:10-  5:25   Platform presentations #10 - #12 
•   5:25-  5:30   Concluding remarks:  Research committee chair and program chair 

 
 
  12:00- 6:00 

            
      9th International  CHARGE Syndrome Conference   
 
       Conference Registration and Childcare Registration in the Hotel Lobby 
 

   
  7:00-  9:00 
 

          
       9th International CHARGE Syndrome Conference:  
 
        Reception for Families and Professionals (Conference Center: Trillium 1)   
                     [Light snacks, soft drinks & cash bar] 
 



FRIDAY - July 24th, 2009 
 

6:30 – 6:00 Conference Registration & Sales Center open 
7:00 – 9:00 Breakfast—In Trillium Ballrooms  
6:30 – 8:30 Camp Discovery & Camp Explorer registration—Conference Center 

7:30 – 12:00 Camp Discovery (Downstairs in Conference Center) & Camp Explorer  (Downstairs in hotel) Morning session 
9:00 – 6:00 Vendor Fair—Fireplace & Falling Waters Lounges  
9:00 – 9:40 Welcome and opening remarks—Trillium Ballrooms 

9:40 – 10:05 Opening Address – “The History Behind the Discovery of the CHARGE Association / Syndrome” by Brian Hall, MD, Ph.D. 
10:05 – 10:30 Break  
10:30 – 11:45 Breakout Session #1—See below 
11:45 – 1:00 Lunch—In Trillium Ballrooms  
12:15 – 3:30 Sib Shop #1 – Sorrell 2 ballroom 
12:45 – 5:45 Camp Discovery & Camp Explorer afternoon session 
1:00 – 2:00 Breakout Session #2—See below 
2:00 – 2:10 Break 
2:10 – 3:10 Breakout Session #3—See below 
3:10 – 3:40 Break  
3:30 – 5:30 Breakout Session #4—Interact at Information Central 
4:00 – 6:00 Registration for Camp Discovery & Camp Explorer – Conference Center 

7:00 1st Annual “CHARGE Syndrome “CONFERENCE IDOL” Talent Extravaganza – Trillium Ballrooms 
 
 Trillium I Trillium II Trillium III Trillium IV Byrne Jensen Cyperus IV 
 
Breakout 
Session #1 
10:30 – 11:45 

 
  

 
Baha:  Implanted bone-
conduction hearing device 
 
Lisa Christensen  

 
Minding the Gap 
 
 
Gail Deuce & David Brown 

 
CHARGE 101 –  
New Families 
 

  
Grandparent
Meeting 

 
Father’s 
Forum 

 
CHARGE into Vocational 
Training (Young adults 
with CHARGE only !!) 

 
Breakout 
Session #2 
1:00 – 2:00 

 
  
 
    

 
Cochlear Implants for 
children with CHARGE 
syndrome 
 
Beth Tournis

 
Genetic Testing in 
CHARGE syndrome 
 
Jorike Bergman &  
Conny van Ravenswaaj-Arts 

 
CHARGE 102 –  
New Families 
 

  

 
 

Sib Shop # 1 
 

In Sorrell II from  
12:15 – 3:30 

   

 
Young Adults with 

CHARGE syndrome 
 
 

LOUNGE 
 
 
  

 
Breakout 
Session #3 
2:10 – 3:10 

 
Resources for Physical 
Education, Sports & 
Fitness for children with 
CHARGE 
 
 
Lauren Lieberman 

 
Impact of Cochlear 
implants in CHARGE 
syndrome – Preliminary 
findings 
 
Susan Bashinski &  
Kathleen Stremel

 
Wills & Trusts 
 
 
 
 
 
Brian Rubin

 
CHARGE 103 –  
New Families 
 

 
Breakout 
Session #4 
3:30 – 5:30 

Interact at INFORMATION CENTRAL 
Conference presenters will be available to talk to conference participants. 
 17 Poster Presentations will be available. 
FUN Chi demonstration 
Researchers will be available to talk about current projects.

  
  



SATURDAY - July 25th, 2009 
 

7:00 – 4:00 Conference Registration & Sales Center open 
7:00 – 9:00 Breakfast—In Trillium Ballrooms  

7:30 – 12:00 Camp Discovery & Camp Explorer morning session 
9:00 – 9:10 Welcome and housekeeping 
9:10 – 9:45 Foundation general board meeting—Updates and Awards 

9:45 – 10:15 Committee Reports 
10:15 – 10:45 Break  
10:45 – 11:45 Breakout Session #5—See below 
11:45 – 1:00 Lunch—In Trillium Ballrooms  
12:45 – 5:00 Camp Discovery & Camp Explorer afternoon session 
1:00 – 2:00 Breakout Session #6—See below 
2:00 – 2:10 Break 
2:10 – 3:10 Breakout Session #7—See below 
3:10 – 3:40 Break  
3:40 – 4:40 Breakout Session #8—See below 
6:00 – 9:30 Dinner, carnival and silent auction – Trillium Ballrooms 

 
 Trillium I  Trillium II Trillium III Trillium IV Cypress IV Sorrell II 

Breakout 
Session #5 
10:45 – 11:45 

 
  

 
 A Smell test to predict 
spontaneous Puberty in 
CHARGE syndrome 
 
Jorike Bergman &  
Conny van Ravenswaaj-Arts 

 
 Parenting children with 
CHARGE syndrome: Perils & 
Promise 
 
Timothy Hartshorne 

 
Constructing 
Meaningful 
Conversations 
 
Diane Haynes 

  
 
Going to college: What do 
I need to know? 
(Young adults with 
CHARGE only !!) 
 

 
Sib Shop #2 
8:45 – 12:00 
 
 
 
 
 

Breakout 
Session #6 
1:00 – 2:00 

 
  

 
The “R” & “G” in 
CHARGE 
 
Joremy Kirk 

 
Person Centered Planning as 
an adjunct to behavior & 
academic ability in CHARGE 
Nancy Salem Hartshorne

Balance: How does it 
work? 
 
Maryann Girardi  

Young Adults with 
CHARGE syndrome 
 
 
LOUNGE 
 
 
  

Breakout 
Session #7 
2:10 – 3:10 

 
 
Pain & Stress: The case of 
CHARGE 
 
 Kasee Stratton 

 
 
The NICU experience: It’s 
impact & implications 
 
Barbara Purvis 

 
Implementation of 
components of the “CHARGE 
Syndrome Professional 
Packet” 
 
Martha Majors & Sharon Stelzer

 
Taking charge of 
your life, developing 
a positive vision for 
employment 
Joe McNulty &  
Mike Fagbemi 

 
Sib Shop #2 
1:00 – 4:15 
 

Breakout 
Session #8 
3:40 – 4:40 

Look at me now: The 
importance of early 
inclusion in outcomes 
 
Jennifer Miller,5 Costellos &  
Donna Consarco  

 
Anesthesia management of 
Individuals with CHARGE 
syndrome 
 
Kim Blake & Jill MacCuspie

 
Nanny 411: Top 10 strategies 
for promoting positive 
behavior in children with 
CHARGE 
Lauri Denno & Deanna Rothbauer

 
Vision issues for 
people with 
CHARGE syndrome 
 
David Brown

EVENING 
 
6:00 – 9:30 

 

Carnival, Dinner and Silent Auction  (Trillium Ballrooms) 



SUNDAY - July 26th, 2009 
 
 

7:00 – 9:00 Breakfast—In Trillium Ballrooms  

8:30 – 12:30 Camp Discovery & Camp Explorer morning session 

9:00 – 9:30 Welcome and housekeeping 

9:30 – 10:00 Special Presentation by Cynthia Antaya 

10:00 – 10:30 Tribute to Marion Norbury 

10:30 – 11:00 Break 

11:00 – 11:15 Message from the National Coalition on Deafblindness 

11:15 – 11:45 Conference farewell message from Michelle Westmaas 

11:45 – 11:55 Deep Thoughts by David Brown 

11:55 – 12:00 2009 Conference Farewell 

 


