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Osteogenesis Imperfecta Foundation to Fund Research in Delaware
Nemours/Alfred I. duPont Hospital for Children to participate in national study of this genetic disorder
Wilmington, DE – Nemours/Alfred I. duPont Hospital for Children has received funding from the Osteogenesis Imperfecta Foundation (OIF) for two research projects. Osteogenesis imperfecta (OI), commonly referred to as “brittle bone disease,” is a genetic disorder characterized by fragile bones that break easily. A person is born with this disorder and is affected throughout his or her life time. Because mild OI often goes undiagnosed, it is difficult to know exactly how many Americans are affected with OI. The range is thought to be between 25,000 and 50,000 people.
The first project is a 2-year study exploring the use of an FDA approved vibration platform in children with mild, Type 1 OI. “This device has previously been shown to increase bone mineral density in post-menopausal woman,” explains Michael Bober, MD, pediatric geneticist at Nemours/Alfred I. duPont Hospital for Children. “This study at the duPont Hospital will look at whether or not this non-invasive technique can lead to improvement in bone strength in the pediatric population.” 
“Continuing care of patients with OI includes frequent visits to the duPont Hospital’s Orthopedic Clinic, which offers some of the most innovative surgical techniques,” says Richard Kruse, DO, an orthopedic specialist at Nemours/Alfred I. duPont Hospital for Children. “To explore this cutting edge technology in the hopes of improving these remarkable children’s quality of life is very exciting.”
The duPont Hospital is once again partnering with the University of Delaware’s Human Performance Lab for this research study.  “Christopher Modlesky, PhD and his ongoing studies with daily vibration treatment were instrumental in bringing the vibration platform here to the hospital,” says Dr. Bober. 

 “Studies such as this that allow collaboration between the University of Delaware and its biomedical and clinical partners—in this case the duPont Hospital—are representative of the translational research fostered by the Delaware Health Sciences Alliance (DHSA),” explains Mr. Modlesky, who is also an Assistant Professor in the University of Delaware’s Department of Health, Nutrition, and Exercise Sciences. “The DHSA looks to support and expand these ‘bench to bedside’ collaborations to develop new diagnostics, preventive therapies, and interventions.” 
The duPont Hospital has also become part of OIF’s Linked Clinical Research Centers (LCRC), collecting and analyzing health information from adults and children with OI. Successful natural history studies require a large number of participants. Because OI is so rare, it is impossible for longitudinal studies to take place in one location or even in one region. To accomplish their goal, the OIF has selected and funded linked centers, where all data is collected in exactly the same way and entered into an LCRC secure, anonymous data base. “We are thrilled to be linked with the Kennedy-Kreiger Institute in Baltimore, says Dr. Kruse. “Thanks to the OI Foundation’s funding of these linked centers we hope to reveal treatable problems early as well as understand long term effects of different treatments.”
Both of these research projects will be officially announced on Tuesday, April 13, 2010, at 11:00 a.m. in the main lobby of the duPont Hospital. Joining in the announcement will be Mallie Holman, who is being treated for OI at the duPont Hospital, along with her mom Leigh and dad Greg, who is also member of the OIF Board of Directors.
About OIF Research
Since 1970, the OI Foundation has doubled funding for research every five years, for a total investment of more than $3.3 million. Funding is available for postdoctoral fellowships to encourage new investigators to begin a career in OI research, and seed grants for preliminary research. All applications are reviewed by the Foundation's Scientific Review Committee, which includes many preeminent OI researchers and clinicians. Funding also supports the OI Registry and the Linked Clinical Research Centers. The potential for results in OI research is growing, with recent advances in gene therapy, a new diagnostic test, and drug therapies under study.

The Nemours/Alfred I. duPont Hospital for Children

The Alfred I. duPont Hospital for Children is a division of Nemours, which operates one of the nation’s largest health systems devoted to pediatric patient care, teaching and research.  Set on a beautiful 300-acre campus near Wilmington, Delaware, the 180-bed duPont Hospital for Children offers all the specialties of pediatric medicine, surgery and dentistry.

Nemours is dedicated to achieving higher standards in children’s health. Nemours offers an integrated spectrum of clinical treatment coupled with research, advocacy, and educational health and prevention services extending to all families in the communities it serves. Starting with Alfred I. duPont’s bequest over seventy years ago, Nemours has grown into a multi-dimensional organization offering personalized clinical and preventive care focused on children.  For more information, please visit Nemours.org.
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