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The mission of the West Virginia State Implementation Grant (WV SIG) is to build a family-centered, culturally competent and community based system of care for children and youth with special health care needs that is supported and sustained through health information technologies.  This will be accomplished through a collaborative effort among West Virginia University (WVU) Center for Excellence in Disabilities, WVU Department of Pediatrics, WV Primary Care Network, WVU Mountain Doctor Television (MDTV) with the WV Children with Special Health Care Needs Program (WV CSHCN). Families and youth with special health care needs play an integral role in this collaboration. 
West Virginia’s geographic isolation, poverty, and low literacy rates represent multiple barriers to healthcare for children with special health care needs.  According to the 2005/2006 National Survey of Children with Special Health Care Needs, 18.3 % of children in West Virginia have special health care needs as compared to a national average of 13.9%. About half of these children live below 200% of the federal poverty level.  West Virginia, the second most rural state and the only state to lie entirely within Appalachia, has been affected by chronic economic and social distresses, poverty, high unemployment, inadequate infrastructure, lack of social service, transportation issues and health care disparities.  These barriers serve to fragment care and magnify the problems already encountered by children with special health care needs.
Using an interdisciplinary, culturally competent and family-centered approach to care, the WV SIG will develop a model of integrated services supported by health information technologies creating a virtual medical home.  Telehealth clinics will provide a framework for community based partnerships and will improve access to specialty care.  Using MDTV, specialty clinics will be available in the most rural, isolated parts of West Virginia.  Enhancement of the electronic registry of children served through the WV CSHCN clinics will provide data to monitor systems change and improvement.  The use of electronic health records (EHR) has the potential of improving care, providing greater access to medical records and empowering individuals to become partners in their health care.  To prevent a digital divide, Parent Network Specialists will work with families to make sure their needs are addressed and that families and youth are included at every level.  Collaboration with partners will occur to promote the inclusion of transition documents in the EHR.  Educational webinars on disability topics will be distributed.  Families and youth will maintain an active role in the development and evaluation of program activities.  The sustainability of this program lies in systems change that, through evaluation, are proven to be effective. The introduction of the use of Health Information Technologies in the care of children and youth served by WV CSHCN would be difficult without the support of the WV SIG program. 
