Joshua Frase Foundation Educational Teleconference Series
____________________________________________________
JFF hosts it’s first ever educational teleconference series this fall!  To the best of our knowledge, this is the first free, open-access conference ever held in the USA on myotubular/centronuclear myopathy (MTM/CNM)! Don’t miss out! This series is designed primarily for families affected by MTM/CNM, but is also open to physicians, researchers, health care professionals and others who would like to learn more about the disease.  Mark your calendars now, and please join us on the following dates to listen to these informative speakers:

Sunday, September 17 at 7:30 PM to 8:30 PM Eastern Time, USA
Dr. Alan Beggs, PhD will speak on current issues in myotubular/centronuclear myopathy research.  Dr. Beggs is an Associate Professor of Pediatrics at Harvard Medical School, where he runs a world renowned research lab in the Genetics Division at Children’s Hospital Boston.   Dr. Beggs is one of the USA’s top researchers on MTM/CNM.  He leads a group of physicians and scientists dedicated to understanding and curing MTM/CNM and other congenital myopathies.  This discussion will include research, not clinical medical advice.

Sunday, September 24 at 7:30 PM to 8:30 PM Eastern Time, USA
Elizabeth Taylor, M.S., Genetic Counselor and Research Study Coordinator at Children’s Hospital Boston, will speak on the topic of “The genetics of centronuclear/myotubular myopathy: what we know and what we think we know.” 
Sunday, October 15 at 7:30 PM to 8:30 PM Eastern Time, USA
Dr. John Bach, MD, will speak on prevention of medical complications in myotubular/centronuclear myopathy.  Dr. Bach is based at New Jersey Medical School, where he is a Professor of Physical Medicine and Rehabilitation (PM&R), Vice-Chairman of PM&R, Professor of Neurosciences, Director of Research and Associate Medical Director of the Department of PM&R, Co-Director of the MDA Clinic at University Hospital, and Medical Director of the Center for Noninvasive Mechanical Ventilation Alternatives and Pulmonary Rehabilitation. Dr. Bach is internationally recognized for his ground-breaking work in noninvasive mechanical ventilation.  

Each call will begin promptly at 7:30 PM.  You may join the conference up to 10 minutes prior to the call.  There are up to 24 spots for callers to both listen and talk during the call.  Once the first 24 spots are filled, the call will be opened to up to 75 listen-only participants.  
To join the call:

1. Dial 1-877-286-7894 (toll free in the USA)
2. Enter code “2222”

3. If the system says, “No more speaker lines available” hang up and dial the number again and this time enter code “3333”
For international callers:  

1. Dial (310) 46405218

2. Enter the conference call number 877-286-7894

3. Enter code “2222”

4. If the system says, “No more speaker lines available” hang up and dial the number again and this time enter code “3333”
If you would like to submit questions for the speakers in advance or have questions about the teleconference please contact Sarah at Research@JoshuaFrase.org. 
Also log unto our web site to update family contact info at www.joshuafrase.org
