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Friday July 14 

 
10 am – 5:30 pm      Registration/Information &  Resource / Sales tables open 
                                                                                                                  Regency Foyer 
9:30 am                     Consul tations begin 
 
1:15 pm                    Conference opens                                                          Regency Ballroom 
                                  Opening Remarks & Moebius Syndrome DVD 
                                  Welcome, Vicki McCarrell, President of Moebius Syndrome Foundation  
                                                                                                                       
1:45-2:45 pm             Keynote :“ Spread Your Wings and Fly”  
                               Karla Hogan                                                         Regency Ballroom A&B 
                             Living in a world with barriers and labels takes its toll on us as         

                        we often times struggle to maintain our every day lives.  Karla         
                        Hogan will remind us that we are not bound by those barriers or     
                        labels.  So…get ready to Spread Your Wings and Fly! 

 
3:00-4:00 pm             Benef i ts of  Counsel ing                              Regency Ballroom C 
                                  D iane Ehrensaf t, Ph.D.                   

                        We know what happens in our bodies also affects our emotions.       
             Psychological support and counseling for the challenges that Moebius 
             Syndrome brings with it have proved invaluable for many people with 
             Moebius Syndrome, along with their families.  This workshop will  
             address some of the psychological challenges along with the help that 
             psychological services can provide in offering support and                
             understanding, building resilience, and tackling everyday problems. 
                          

3:00-4:00 pm             Tube to Oral  Transi tion: An Oral  M otor Perspective  
                                  Debra Beckman, M S/CCC                                    Regency Ballroom A&B 
                                  Transitioning from non oral to oral intake is impacted by factors including 

                          safety during the swallow, gastrointestinal tract structure and mobility, sensory 
                          concerns and oral motor skills.  This presentation w ill provide a starting point 
                          for transition.  A  study demonstrating the strategies w ill also be presented. 

 
 

4:15 – 5:15 pm         Emotions and M oebius                             Regency Ballroom A&B 
                                  Paul  Ekman, Ph.D.                                                  
                                  Findings from a study of a dozen persons with Moebius Syndrome  

                        regarding their physiology and subjective experience of emotion. 
 
5:30-7:00 pm             Dinner on your own 
 
7:00—9:00 pm         Conference Reception for Everyone       Poolside Pavilion         
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Saturday July 15 

 
7:00 – 9:00 am          Continental  Breakfast                                                 Poolside Pavilion 
 

8:30 – 9:15 am          Conscious Beauty—Embracing Our True Beauty                 
                              for Adul ts &  Teens w i th M oebius Syndrome                          Harbour B
                              Kathleena Gorga                                                                        

                                       Conscious Beauty™ is a holistic approach to dis-covering, owning, and     
                                       celebrating more of your unique expression of beauty. When we begin to soften 
                                       our self-judgment and accentuate our assets, we radiate beauty, w isdom, and 
                                       power that does not diminish w ith age, life circumstance, or cultural          
                                       expectations. This is conscious beauty. 
 

Throughout              Personal  Enhancement Sessions  
the Day                    for women and teens              Kathleena Gorga                 Harbour B 
                                  Please confirm your scheduled appointment, or sign up 
                                  at the Registration Table or in Harbour B.  A ll women and  
                                  teen girls with Moebius are encouraged to participate in a personal 
                                  enhancement session.  Herb tea will be served and there will be bead 

                              bracelet making as you wait for your appointment, or after your session. 
                                                         

9:00 – 10:00 am        Eye Problems Associated wi th                 Regency Ballroom A & B 
                              M oebius Syndrome/Sequence 
                              M ari lyn M i l ler, M D                                                
                                  Children/ adults with Moebius Syndrome have associated eye movement 

                              disorders (strabismus), although the eyes may appear straight or crossed.  
                              This strabismus may or may not require treatment such as glasses, patches 
                              or surgery.  This talk will summarize the types of strabismus, possible 
                              treatments and other less common eye problems. 

 

9:00 – 10:00 am        Facial  Habi l i tation &  M oebius                   Regency Ballroom C  
                                  D iana Farragher, OBE M Sc. Grad Dip Phys. Dip TP. FCSP 
                                      This talk will look at the evidence regarding the potential for facial  

                              expression in Moebius.  Neural signaling to the muscle is the key factor in 
                              the development of that muscle and the production of facil expression 
                              (Neurotrophism).  These signals can be recorded using simple pain free 
                              test procedures.  The origins and results of treatment using Trophic  
                              Electrical Stimulation will be presented. 

 

10:15 – 11:15 am      Feeding &  Speech Clari ty Issues              Regency Ballroom A & B 
                                  in M oebius Syndrome              
                                  Sara Rosenfeld-Johnson, M S/CCC/SLP              
                                  In this presentation, Sara Rosenfeld-Johnson, MS/ CCC/ SLP will give 

                              practical suggestions for improving feeding safety and speech clarity for 
                              individuals w ith Moebius Syndrome.                                                      
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Saturday July 15 (continued) 

 
10:15 – 11:15 am     Research on M isotropol  in Brazi l             Regency Ballroom A & B 
                              Liana Ventura, M D                                                  
                                  Dr. Ventura will present findings on research involving Moebius  
                                  Syndrome and Misotropol that she has been involved in in Brazil. 
 
 
11:30 am–12:30 pm  Club Foot in M oebius Syndrome:         Regency Ballroom C  
                                    A Surgical  Approach 
                                    M auizio De Pel legrin, M D                                               
                                  Dr. Pellegrin will present surgical techniques currently being used in Italy  

                               for patients with club feet and other orthopedic issues. 
 
11:30 am–12:30 pm  Are Some Chi ldren wi th M oebius Syndrome 
                                M ore at Risk for Autistic l ike Behaviors?  Regency Ballroom A & B 
                                Wendy Roberts, M D,FRCP(C)                               
                                   Research on Moebius Syndrome and autism will be discussed, as well as a 

                               new study Dr. Roberts is involved in at the Hospital for Sick  Children in    
                               Toronto looking at the genetics of Moebius Syndrome. 

 
12:30 – 1:30 pm       Lunch                                                             Poolside Pavilion 
 
 

  1:30 – 2:30 pm         Surgery for a Smi le                                     Regency Ballroom A&B 
                               Ronald M . Zuker, M D, FRCS(C), FACS, FAAP   
                                       A presentation on the gracilis muscle transplant surgery (“ Smile surgery” ) 
                                    which  was pioneered by Dr. Ronald M. Zuker, followed by (prescheduled) 
                                    consultations in the afternoon with parents and children. 
 

1:30 – 2:30 pm         Canine Companions                                                                 Harbour A 

                                    for Independence  
                              Rich Hagan and Kovin 
                                    A presentation about service dogs for adults and children with disabilities, 

                               by a person with a disability and a trainer of service dogs, along with their 
                               service dogs. 

 
1:30—2:30 pm         Infant Signing for Parents                             Regency Ballroom C 
                                    Audrey Plessinger  
                                    Signing is a  way to communicate with children before they are verbal,        

                               and if a child has a speech delay, using signs can become a necessity.           
                               When a child can communicate, there is less frustration on the part of both 
                               the adult and child.  The “ Signing With Your Baby”  program is intended    
                               for use with children who are not expected to use signing as a permanent   
                               means of communication.       
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Saturday July 15 (continued) 

 
2:45 – 3:45 pm        Just for M oms     Linda Gonzalez                               Regency Ballroom C  
                                    An interactive session for mothers of children with Moebius Syndrome 
                                 —of any age. 
 
                                 Just for Dads       Charles Wasi lewsk i                         Regency Ballroom A  
                                 An interactive session for fathers of children with Moebius Syndrome 
                                 —of any age. 
                                              
2:45 – 4:45 pm        The Power of  Creativi ty                                            Harbour A 
                                 Hol ly A lgood PhD &  Ei la A lgood 

                                    In this participatory workshop, we will explore the power of creativity and 
                                    self-expression. Participants will learn about the stages of creativity and     
                                    how to access their most creative selves through an assortment of                
                                    modalities.  For adul ts and teens w i th M oebius only, please. 
 

4:00 – 5:00 pm        School  and IEP Issues                                                Regency Ballroom C 
                                 Shane Dyer  

                                    The presentation will provide informative useful tools to help parents 
                                 become better advocates for their children in the IEP process. 
 
4:00 – 5:00 pm        Sensory Processing Imbalances                          Regency Ballroom A&B 
                             Daniel  Hof f iz, The Sensory Center                                 
                                 This presentation will explain the various ways people exhibit imbalanced 

                              processing of sensory input.  A lso addressed will be methods by which a   
                              person can overcome hurdles resulting from imbalanced processing. 

 
5:15 – 6:00 pm        Yoga for Adul ts &  Teens wi th M oebius Syndrome  
                                 Judi th Stark                                                                           Harbour A 

A  gentle yoga session will be conducted.  It is designed for adults and teens 
with Moebius Syndrome, incorporating stretching, flexibility and breathing 
exercises. Participants can be seated or standing and no special equipment 
is needed other than loose clothing and the willingness to have fun. 

 
6:00 – 7:15 pm        Dinner                                                                      Poolside Pavilion 
 
7:30 – 8:00 pm        AXIS Dance Company Performance                    Regency Ballroom 
 
8:00 – 10:00 pm      DJ and Dancing                                                              Regency Ballroom 
 
8:30 – 10:00 pm      Quiet A l ternative for Adul ts                                   Harbour Room  
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Sunday July 16 
 

7:00 – 9:00 am         Continental  Breakfast                                Poolside Pavilion 
 
9:00 – 10:00 am       Dental  Issues of  Adul ts &  Chi ldren        Regency Ballroom A&B  
                             w i th M oebius Syndrome                           
                                 Greg Osborne, DDS                                                
                                 Slides and pictures of typical oral problems associated with Moebius           

                                    Syndrome, stages of dental development, and aggressive preventive           
                                    treatment will be presented.  Sleep apnea, snoring, and appliance therapy  
                                    w ill be discussed. Orthodontic treatment including Invisalign will be          
                                    demonstrated with “ before and after”  pictures. A video of oral hygiene      
                                    home care for daughter Caitlin will be shown. A lso a video of the rationale 
                                    for dental implants will help the audience explore current options for tooth 
                                    replacement. 

 
9:00 – 10:00 am       Therapeutic Horseback Riding                Regency Ballroom C  
                                 Judy Lazarus                                                              
                                 The presentation will address the beginnings of therapeutic horseback riding and 

                                       how it came to be an important modality in helping both mentally and physically 
                                       challenged individuals. There w ill be an overview of the benefits of therapeutic    
                                       riding and how it enhances the lives of our students. This w ill include the roles    
                                       and importance of the horses, instructors and volunteers. 

 
10:15–11:15 am       Nerve Regeneration &  Stem Cel ls          Regency Ballroom A&B  
                             Rick Redett, M D                                                      

                                       The science behind nerve regeneration will be discussed. Strategies that are being 
                                       employed and researched to enhance nerve regeneration - including some of the   
                                       work coming out of Dr. Redett’s  lab will be discussed. 

 
10:15–11:15 am       Planning for the Future of  Your Chi ld wi th Special  Needs        

                               M elvin Honda, M etDesk                                  Regency Ballroom C 
                             Planning for the future of your child is hard enough.  If your child has a disability, 

                                       it is even more difficult.  How will they be cared for after you’re gone?  This          
                                       session discusses special needs estate planning, or “ estate creation”  for those        
                                       w ithout any personal estate already.                

 

11:30 – 12:30 pm       Respi ratory Issues in M oebius Syndrome  
                               Edi th Zemanick, M D                                               Regency Ballroom A&B 
                                    An overview of common respiratory problems facing people with Moebius 
                                    Syndrome will be presented. Topics will include aspiration, lung infections, 
                                    control of breathing and tracheostomy.                
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Sunday July 16 (continued) 
 

12:30—1:30 pm               Lunch / Raf f le / Awards                                 Poolside Pavilion   
 
1:15 pm                            Group Photo—Poolside Pavilion 
 
1:30—2:30 pm                 Research in the Genetics of  M oebius Syndrome  
                                Susan Chang, M D                                          Regency Ballroom A & B 
                                          Susan Chang, MD, will discuss the Moebius Syndrome genetics       

                                                study she and Ethylin Wang Jabs, MD,  are currently conducting at  
                                                Johns Hopkins Hospital in Baltimore. 

                               
 
2:45—3:45 pm                 Closing: “ Our Place in the World”              Regency Ballroom  
                                          David Roche                                                             
                                           
 
3:45—4:00 pm                 Closing Conference Sl ideshow               Regency Ballroom  

                                                Charles Wasi lewsk i        
             
 

M onday July 17 
 

8:45 am—3:00 pm     Excursion to San Francisco 
 
                                     For those who have signed up for the optional  tour          

                                          of  San Francisco, meet just outside the hotel  across          
                                          f rom the garage to board the bus promptly at 8:45 am.  
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