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In 2001 and 2005, two iterations of the National Survey of Children with Special Health Care Needs conducted in Pennsylvania demonstrated that the number of children and youth with special health care needs (CYSHCN) increased from 13% to 15.3%.  Moreover, a Needs and Capacity Assessment sponsored by Pennsylvania’s Title V agency, the Bureau of Family Health, in 2005 found that parents of CYSHCN experienced a high level of frustration in overcoming the geographic, eligibility and cost barriers that made navigating Pennsylvania’s many services, though excellent, extremely difficult.
Pennsylvania has made strong investments towards planning for systemic change.  In 2002 it started a Medical Home Initiative and in 2006 it expanded regional CYSHCN community development activities to become a System of Care program involving mapping, website development and care coordination responsibilities.  The Commonwealth through the Department of Health, created a broadly representative CSHCN Stakeholder Group which completed a set of recommendations in late 2006.  Because of these efforts, Pennsylvania has developed a comprehensive project that addresses three Core Outcomes that will improve the quality and assess ability of services for CYSHCN and their families, while linking two principle state CYSHCN initiatives - System of Care and Medical Home.  The project goals areas are: 
COMMUNITY BASED SERVICE SYSTEMS – Strengthen system capacity that integrates local, regional and state-wide partnerships between professionals and families to advocate for the needs of CYSHCN through the creation and use of tools, partnerships, skills, and policies.  The project will create and support six Regional Action Forums enabling local and regional decision-making.  Parents will assume leadership roles within each Forum. Forum members will also participate in local Learning Collaboratives related to cultural competency, medical homes and transition.
MEDICAL HOME – Expand provider capacity for providing medical homes to CYSHCN via training and support to Pennsylvania’s federally Qualified Health Centers and Rural Health Centers in the best practices of high quality medical homes for CYSHCN.  Create quality improvement networks (pediatric, adult and health centers) that integrate tests of change with community partners.
TRANSITON – Integrate the educational, medical, community systems ensuring that CYSHCN make successful transitions to all aspects of adult life.  The project will build on the existing YSHCN Health Care Checklist and include efforts for its wide distribution and active use by parents, school and medical personnel.
Underpinning these state-wide activities is a strong commitment to plan for and provide quality, accessible services that meet the ever changing needs of Pennsylvania’s racial, ethnic and geographically diverse population.  
