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Philadelphia Phillies Host Exceptional Parent’s Disability Awareness Event

Philadelphia, PA August 10, 2005 – The EP Foundation for Education and Exceptional Parent magazine, with the corporate support of First Financial Group/MassMutual and Genzyme Corporation, will present a Disability Awareness event on August 19, 2005 when the Philadelphia Phillies take on the Pittsburgh Pirates at Citizens Bank Park.  For this event, several hundred game tickets have been donated to local disability organizations including Easter Seals and the Muscular Dystrophy Association.  


The night will pay tribute to the contributions of the 54 million Americans with disabilities, their families and caregivers.  At a pre-game ceremony near home plate, the EP Maxwell J. Schleifer Distinguished Service Award will be presented to Janet Fiore, Joanne Gillis-Donavan, PhD and Jim and Jack Stauffer. 
Our first honoree is Janet Fiore, President and CEO of the Sierra Group, a national disability management consultancy dedicated to reversing the rate of unemployment for people with disabilities.  She works to build and maintain links between public and private entities affiliated with disability and vocational rehabilitation efforts. Fiore exhibits ongoing leadership and commitment to assisting individuals with disabilities in their vocational endeavors and has a prominent and extensive background in the areas of public speaking and writing.  She is also the Co-founder and Board Member of The Workplace Technology Foundation, a not-for-profit organization created to help people with disabilities and their family members as they work to attain employment.  
MORE

Harris Fishman and Bruce Sham of the First Financial Group/MassMutual, will present the EP Maxwell J Schleifer Distinguished Service Award to Janet Fiore.


Our second honoree is Dr. Joanne Gillis-Donovan, President and CEO of Melmark, a comprehensive multi-service agency that provides residential, educational, therapeutic and recreational services for children and adults with developmental disabilities.  With a combined staff of 756 people, Melmark serves 278 children and adults with a wide range of developmental disabilities in Pennsylvania and Massachusetts and provides consultation to public schools in Massachusetts, Pennsylvania, and New Jersey. As one of the premier organizations in the country offering services to those with special needs, Melmark encourages individuals to achieve their maximum potential through progressive clinical programs provided with loving care.  In addition to her work at Melmark, Dr. Donovan is a Clinical Associate Professor at the University of Pennsylvania where she has taught Family and Organizational Systems for thirty years and authored numerous publications. Prior to leading Melmark in its pursuit of excellence, Dr. Donovan also practiced family therapy and consulted to private and publicly held corporations for three decades.  Matt Valenzano, vice president of marketing and sales, EP Global Communications, Inc., will present the EP Maxwell J Schleifer Distinguished Service Award to Dr. Joanne Gillis-Donavan.


Our third honorees are Jim and Jack Stauffer.  After breaking his hip in November of 2002, Jim was referred to a Neurologist because he was not progressing with his physical therapy treatment.  In the summer of 2003, he was diagnosed with Pompe disease, a rare, incurable, genetic disorder that can afflict infants, juveniles and adults and causes severe muscle weakness, trouble breathing and heart problems, as glycogen, a thick substance the body makes from sugars and starches, builds up in respiratory and heart muscles.  After being informed by doctors that there was not much that could be done, Jim did his own research on the disease and discovered Genzyme Corporation, which was working on an enzyme replacement for Pompe patients.  This prompted Jim to contact Genzyme and volunteer to assist in establishing a testing protocol to be submitted to the FDA.  Thanks to Genzyme’s efforts, Jim is hopeful that the FDA approval for the enzyme replacement will be in the near future.
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In March of 2002, Jack Stauffer spent 10 days in ICU with respiratory arrest.  He struggled through the flu and numerous colds, while having difficulty lying down and getting his breathe.  After he was released from ICU, Jack underwent numerous tests that resulted in little conclusions.  In September of 2003, Dr. Zachary Simmons, Head of Neurology at the Hershey Medical Center, diagnosed him with Pompe disease.  Also receiving grim news about this incurable disease, Jack contacted Sare Den Besten, patient advocacy with Genzyme Corporation.  Like Jim, Jack volunteered for the observation study.  His experience with the helpful and considerate staff at Genzyme Corporation made this time in the trial study possible and volunteering easy.  And the thought of helping younger people, like Eric Hamlin, who has struggled for most of his 15 years of life, get off of his respirator and out of his wheel chair, made Jack eager and willing to contribute.  Mark Gibson, senior product manager, Genzyme Corporation, will be presenting the EP Maxwell J. Schleifer Distinguished Service Award to Jim and Jack Stauffer.
The award given to Janet Fiore, Dr. Joanne Gillis-Donovan and Jim and Jack Stauffer, is named after the founder and former editor-in-chief of Exceptional Parent, who was an advocate for people with special needs and who passed away in 2000.  Exceptional Parent is this nation’s oldest and most widely referred to publication of its kind, reaching a vast audience of physicians, nurses, therapists, teachers and families involved in the care and development of children and adults with disabilities and special health care needs. 

 “Our goal is to help all Americans understand that we will become a stronger nation and better human beings when we learn to regard people with disabilities and special needs as people to be respected, not as problems to be confronted,” said Valenzano.  


Disability Awareness Night began in the summer of 2002 when Exceptional Parent magazine combined forces with the New York Yankees and Boston Red Sox to create the first event of its kind.  Last season 26 similar events were held in ballparks across the country.  This year, the program has expanded to include minor league parks as well.   

-30-
Contact:
Michelle Nyanko                                    Laurie Carmack


EP Global Communications, Inc.           EP Global Communications, Inc.
mnyanko@eparent.com                          lcarmack@eparent.com
551 Main Street 


Johnstown, PA 15901


Toll Free: (800) 372-7368 


Tel: (814) 361-3860


Fax: (814) 361-3861


www.eparent.com









