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The RFTS Mission:  Changing the Future of Cerebral Palsy
Cerebral Palsy Facts


Cerebral Palsy is the most common cause of motor disability in the United States, affecting at least 800,000 children, adolescents and adults in America* and is more common than pediatric cancer, Down syndrome and hearing & vision loss.  Cerebral Palsy is not a disease. It is a broad range of neurological disorders that disrupt a person’s ability to move, sit, stand, walk, talk and use their hands.  The severity of the movement disorder and the type of movement difficulties can vary greatly. Some patients have only mild difficulties with balance, walking and fine motor skills, while patients at the other extreme are completely trapped in their own bodies, fighting rigid limbs, and unable to speak or swallow.(*source: UCPRF, NIH/NINDS)
· Cerebral Palsy is INCREASING in this country.  Despite the introductions of modern prenatal testing, improved obstetric care, and newborn intensive care technologies, the prevalence of Cerebral Palsy is not declining, and appears to be increasing in many parts of the country.  Parents of children want to know why and what is being done to find out.
Although the national prevalence of CP is not known, recent estimates from CDC studies indicate that its prevalence is now as high as 3.6 per 1,000 live births (and even higher in certain segments of the population) equating to approximately 1 in 278 8 year-old U.S children – an increase over previous prevalence data.  In contrast, the prevalence of CP is significantly lower, and is declining, in other countries such as Sweden (1.9 per 1,000). (Source: CDC 2002, 2004 ADDM - ATL, WI, AL).
· 75% of individuals with Cerebral Palsy also have one or more additional developmental disabilities including epilepsy, mental retardation, autism and visual impairments or hearing loss.

· In >80% of Cerebral Palsy cases is still unknown. Cerebral Palsy results from an injury to the brain during development and this injury can occur during pregnancy, around the time of birth or anytime within the first two years of life. Contrary to popular belief, only a small percentage of Cerebral Palsy is caused by birth “asphyxia” (lack of oxygen at the time of birth).
· There is currently no cure for Cerebral Palsy and in most cases, it is not preventable.  In over 50 years, treatments for Cerebral Palsy have not progressed much at all.  In fact, today, there remains little consensus among medical professionals regarding what causes CP or how best to treat it. With nearly 800,000 or more Americans with CP, we do not know much more about the root causes or how to prevent them than we did a half century ago causing parents to lose hope and forced to utilized off-label drugs and treatments that haven’t been tested in children such as Botox and Baclofen.
· Living with Cerebral Palsy is EXPENSIVE.  The economic impact of Cerebral Palsy is enormous. Most children and adults with Cerebral Palsy need long-term services or medical care. The average lifetime cost 
for just one person with cerebral palsy is estimated to be well over $1,500,000 above and beyond the cost of living for an average U.S. citizen – including doctor visits, therapy, surgeries, prescriptions, hospital stays, durable medical equipment, prescription drugs, orthotic equipment, education/home/car modifications, and so on.  

It is estimated that the lifetime care and medical costs for all people with cerebral palsy who were born in 2000 alone will total over $13.5 billion*.  Investigating the cause of Cerebral Palsy will significantly reduce the cost – to society, the government and to the hundreds of thousands of families impacted across the U.S. – as ways to prevent CP are uncovered. (*source: UCPRF, Cerebral Palsy Center – St. Louis Children’s Hospital, RIC)
There is a need for federal investment into Cerebral Palsy Research 
The Senate Appropriations Committee included language requesting research from the CDC about Cerebral Palsy research in the FY 2008 Labor, Health and Human Services, and Education Appropriations bill.    
· The Centers for Disease Control and Prevention (CDC) reports that the prevalence of Cerebral Palsy is higher than originally thought and by adding additional funding for Cerebral Palsy to the existing CDC developmental disabilities infrastructure the root causes, and possible prevention of Cerebral Palsy can begin to be discovered.  
· RFTS is asking for federal funding for the CDC to conduct much needed epidemiology research and surveillance for Cerebral Palsy nationwide.  We can find a cure for Cerebral Palsy by understanding the risk factors for CP, what causes CP, at-risk ethnic groups and why different clusters of prevalence and types of CP in different parts of the country exist. 

“Reaching for the Stars. A Foundation of Hope for Children with Cerebral Palsy”, a tax exempt 501c3, was formed in late 2004 and is comprised of a national group of committed parents and family members of children with Cerebral Palsy, concerned that little progress has been made to treat or cure CP.  RFTS, Inc. is the only parent-led, national non-profit education and research foundation for pediatric Cerebral Palsy in the U.S.  
Through RFTS advocacy efforts of parents and caregivers uniting together, Cerebral Palsy is beginning to come to more national awareness including the written support of our efforts from:  The American Academy of Cerebral Palsy & Developmental Medicine, The Child Neurology Society and The United Cerebral Palsy Research Foundation.  In addition, we testified before the House HHS Appropriations sub-committee and met with Washington lawmakers several times about the need for CDC surveillance and epidemiology research of Cerebral Palsy.   
RFTS at A Glance
· Launched in late 2004, RFTS is a national 501c3 and the only pediatric CP foundation in the U.S.
· Made up of 10,000 + parents and caregivers of children with CP across the U.S.
· RFTS was honored with the 2007 Cathleen Lyle Murray Award for education, advocacy and research efforts on behalf of children with Cerebral Palsy by the AACPDM.  2006 winner of this award was Senator Ted Kennedy.  Awardees are selected on the basis of their impact on society through their humanitarian efforts to enhance the lives of persons with severe multiple disabilities
· RFTS Medical Advisory Board made up of leading CP experts around the country (more information  about them available at http://www.reachingforthestars.org/aboards.htm) 
RFTS is currently involved in CP research collaborations across the US: 

· Parent co-collaborator for NIDRR proposal entitled "Effects of Motor-Assisted Cycling in Cerebral Palsy" focusing on children who have cerebral palsy in an effort to improve their level of motor functioning and conditioning. (collaborating with Washington University School of Medicine)

· Parent collaborator of NIH research grant entitled the "Cerebral Palsy Collaborative Project". This will be the first large scale effort to examine the effectiveness of care that these children receive and it is very consistent with RFTS’s mission to improve the lives of children with cerebral palsy through research. (collaborating with Dr. Diane Damiano, Wash U, and Dr. Richard Stevenson, Virginia)
· Parent collaborator in the national FDA Baclofen trial as part of the "Best Pharmaceuticals for Children Act". This trial will lead to effective protocols for the use and dosing of Baclofen in children with cerebral palsy, and will also result in a deeper understanding of how children with more severe forms of cerebral palsy present clinically and are treated medically.
· Co-sponsor of the CDC Birth Defects and Developmental Disabilities Branch CP Awareness Day in 2007 and 2008 (2007 was the first year for a CP Awareness Day of any kind)
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