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I am submitting this testimony on behalf of the Massachusetts Consortium for Children with Special Health Care Needs.  Our organization concerns itself with the health-related needs of nearly a quarter million children in Massachusetts:  those who have ongoing physical, mental, emotional, behavioral, and cognitive conditions.

Twenty percent of families in the Commonwealth are raising at least one child with a special health care need.  These 237,000 children require a complex array of health services that cut across provider and financing systems – services that include routine primary care, specialty care, care coordination, respite care, durable medical equipment, prescription medications, mental health services, and specialized therapies.  

Massachusetts can pride itself on assuring insurance coverage and access to medical care for children with special health care needs.  National data indicate that the vast majority of children in the Commonwealth, including those with special health care needs, have health insurance, with more than two-thirds (69.7%) of CSHCN insured through private insurance exclusively.  Yet according to the same data, nearly 33% of families raising children with special health needs find their coverage inadequate to meet their children’s needs. To further exacerbate this problem, 25% of Massachusetts parents of children with special health care needs must reduce work hours or give up working entirely to care for their children. This is generally not because the child is so ill he or she cannot be in school, but because the time required to orchestrate the child’s care is so consistently intensive that it becomes unfeasible to maintain employment. 

There’s much we can do to help families caring for children with special health needs. In fact, the Commonwealth does provide support to some families with services such as care coordination, family supports, catastrophic illness relief funding, and assistance in locating and accessing services. In particular, the Commonwealth can be commended for its support of children with certain types of developmental disabilities and young children who qualify for early intervention services.  And yet, there are many other families with incredibly intensive needs for whom the same level of public investment simply does not exist. 
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Advances in medical technologies and treatments over the last several decades have allowed children to live with complex, chronic health problems much longer than ever before. These children may live with multiple disabilities and chronic conditions; they are sometimes technology-dependent, and are usually high-end users of health services and community supports. Coinciding with this trend has been a shift in our national commitment to individuals with disabilities. As a society we have affirmed a commitment to independence and inclusion for them. This has shifted the burden of care from institutions to families. Unfortunately, there has not been a corresponding shift in resources to support these families.
Here in Massachusetts, we do a superb job supporting children from birth to age three. But after age three, the level and scope of services to families diminishes dramatically.  While school systems are charged with providing education-related services, families are often left to find, engage, coordinate and pay for many health and health-related support services on their own – or do without.  And as a child grows, the complexity of issues that a family manages usually intensifies. One parent described her experience after her child aged out of early intervention on his third birthday as a “freefall.” She said, “It’s as though I’d been pushed over a cliff – there was nothing – I was in a freefall with nothing to hold on to.” 

Another particularly troubling deficit here in Massachusetts is the lack of services relating to transition to adulthood for youth with special health care needs. National survey data indicate that in more than half of Massachusetts families of youth with special health care needs – 53.4% – their youth do not receive transition services. Access to adult health care, effective planning for life after high school, supporting meaningful employment and higher education, and availability of viable community living or residential options for young adults with complex medical needs and disabilities are huge areas of need. And we cannot afford to ignore this issue. While 10% of our children between birth and five have a special health care need, 21% of children in Massachusetts between 12 and 17 have a special health care need. We must do more to help these youth lead happy, productive, and meaningful lives as adults.

Health care related expenditures are the fastest growing component of the state budget. This creates an imperative for all of us to identify ways in which these costs can be reduced. Efficient use of our health resources is essential and shifting resources to new areas may be required. The medical home model provides a strategy for addressing this challenge. Medical home is an approach to providing efficient, quality care in a way that maximizes health outcomes. Although medical home is now receiving considerable attention around the country as a viable option for adult chronic disease management, it actually grew out of the children with special health care needs world. Specific elements of the model relating to children include development of a comprehensive care plan, coordination of comprehensive health and related services, access to information, and education of parent, child, and other family members about management of the child’s condition. Assistance in planning adolescent transition to self-management and adult health care is another important
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component of the model as the child matures. Several states are leading the effort to broaden adoption of medical home for both adults and children. Unfortunately, Massachusetts is not one of them.

EOHHS can establish Massachusetts as a medical home leader by addressing the issues of financing and reimbursement to providers of medical home activities including community-based care coordination and integrated coordination of education and health services for more comprehensive transition planning; by working with medical educators in training future pediatricians and primary care physicians in medical home; and by investing in the public health infrastructure to create and support medical home coalitions among physicians, community-based service providers, and families across the state. The Commonwealth has many opportunities to improve the quality of life for the 237,000 children and youth with special health care needs in Massachusetts and their families. Medical home represents a strategy with the potential for truly achieving a family-centered, comprehensive system of care for them. 

Thank you.

Christina Fluet, MPH, CI, CT

Executive Director






