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It was a disturbing picture. 

According to a 2002 Institute of Medicine report  -- When Children Die: Improving Palliative and End-of-Life Care for Children and Their Families -- seriously ill children and their families faced compromised services, inadequate professional competencies, limited treatment options, poor patient advocacy, cruel choices, and inadequate data to guide efforts toward more effective care.

The Center for Practical Bioethics responded to this report by forming a steering committee to examine the issue in the greater Kansas City area and ultimately develop a program as a Hub of Excellence to address the needs of seriously ill and dying children in this region. 
First, the committee collaborated with 11 regional pediatric care centers in an initial study funded by the Hall Family Foundation. That study identified approximately 450 children who die in Kansas City each year, along with 18,000 who are at risk due to life limiting illnesses.

Armed with that information, the steering committee spent the next two years organizing and developing a program to address those needs. The Center for Practical Bioethics will serve as the lead agency in the program’s implementation. 

The Center’s plan proposes four efforts that, in some measure, address almost every one of the 12 Institute of Medicine recommendations:

1. Improve professional competencies, including the training of 100 professionals in the Kansas City area regional and tertiary acute-care pediatric centers, along with 30 additional professionals from the entire state of Kansas and the entire states of Missouri, Colorado, Texas, Iowa, Nebraska, and Oklahoma.
2. Establish viable family resources, including the coordination of care among professionals across care settings to ease the burdens families face with lack of continuity due to multiple agency involvements and clinical settings.

3. Giving voice and choice to minors in care planning, including conducting advance directive education at 30 high schools to address student, teacher, administrator prejudice and fear regarding risks of in-school Do-Not Resuscitate orders and/or foregoing of emergency (911) interventions. 
4. Engage schools and public entities in policy change and regulatory compliance, including advocating for the rights of children protected by current laws by assisting in the training of school superintendents and administrators about DNR and advance care directives and students’ rights under the law. 

Success of this project will result in a community-based model for coordinated care that addresses the clinical, social, psychological and spiritual needs of children and their families. The initiative will serve as a model-program for other communities and institutional collaborations nationwide.

Founded in 1984, the Center for Practical Bioethics is an independent organization nationally recognized for its work in practical bioethics. More than a think tank, the Center puts theory into action to help people and organizations find real-world solutions to complex issues in health and healthcare.   
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