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Children with Developmental and Medical Needs

Children with developmental and medical needs

Size of the Problem:

According to the National Survey of Children with Special Health Care Needs (CSHCN), about 18% (approximately 181,202 children) in Kentucky ages 17 and younger have special health care needs.1 These are children who have a chronic condition expected to last more than a year causing either a limitation in function, activity or social role; dependency on medication, special diet, medical technology, assistive device or personal assistance to compensate for or minimize limitation of function; or who need medical care or related services over and above the usual for their age. Some of the children have invisible conditions such as diabetes, epilepsy, mental retardation, serious emotional disorder, or asthma; some have visible conditions such as Down syndrome, cerebral palsy or cleft lip and palate. 

Seriousness:

Clinical Impact

Children with complex needs include those who require a network of health, education, social and other services in their homes and communities. The children in this population have a wide range of physical/medical and developmental needs. These children are often chronically ill, medically fragile and dependent on technology.  Early identification of developmental disorders is critical to the well-being of children and their families. Delayed development can be caused by specific medical conditions and may indicate an increased risk of other medical complications. Delayed or disordered development may also indicate an increased risk of behavior disorders or associated developmental disorders. Early identification should lead to further evaluation, diagnosis, and treatment. Early intervention is available for a wide range of developmental disorders; their prompt identification can spur specific and appropriate therapeutic interventions. Identification of a developmental disorder and its underlying etiology may also affect a range of treatment planning, from medical treatment of the child to family planning for their parents.

Children with special health care needs use health services more intensively than the general population. These services include outpatient physician contacts, hospitalizations, and emergency services.2,3 In previous studies, children with special health care needs nationally had more than twice as many physician contacts and five times as many hospital days as other children.  

Economic Impact

Children with chronic conditions have medical costs about six times those of children without chronic conditions. Costs also increase with the severity of conditions.4 The National Survey of CSHCN found that 28% of Kentucky families with children with special needs spent $1000 or more during the past 12 months for their child’s medical care. Families with children with special needs who have functional limitations spend disproportionately more for their child’s care than do those with children who are dependent on medications or services. 

Disparities Impact

According to the National Survey of CSHCN, Kentucky children younger than five years had a lower prevalence of special health care needs than school-age children. Males are also more likely to have a special health care need than females. These Kentucky prevalence patterns mirror those of the United States as a whole. 

Estimates from the National Survey of CSHCN indicate that non-Hispanic children are more likely to have a special health care need than Hispanic children, with rates of 18.4% compared to 12.2%, respectively.  Black children (20.3%) are significantly more likely to be identified as children with special health care needs than white children (18.3%). Differences between prevalence rates for other racial groups are not statistically significant. 

Data from the National Survey of CSHCN indicate that over 42% of children with special health care needs in Kentucky live in families with incomes less than 200% of the federal poverty level. Almost 20% of Kentucky families with children with special needs experienced financial problems due to the child’s condition in 2005. In addition, 22% of children with special needs have families who experienced some type of change in their employment due to the child’s condition. This change included both reducing work hours and stopping work entirely. 
In Kentucky, specialized health services are more available in large urban settings with tertiary care hospitals. A significant number of children with special needs live far from these settings, however. The distances create travel and time hardships for families and make coordination between community providers and specialty care providers difficult. Data from the National Survey of CSHCN indicate that 12.9% of Kentucky children with special health care needs have unmet need for specific health care services or equipment.
Capacity/Resources:

Through our local and state policy makers, the citizens of Kentucky have established a priority to develop a comprehensive, community-based, family-centered system of care to meet the needs of children with chronic illnesses and disabilities and their families. The system is a delicate web of family caregivers, community resources, providers, private payers and public programs. Kentucky has several programs dedicated to helping children with special health care needs and their families, including the Commission on Special Health Care Needs, Early Childhood Mental Health, and First Steps. The Commission provides direct services (such as clinics, therapy, and x-rays/labs), family resources, and educational resources. Early Childhood Mental Health Program is part of the KIDS NOW initiative. The Program provides child-level consultation to early care and education (child care) programs, trains them and families to work with young children with social, emotional, and behavioral needs, and provides therapeutic services (including evaluation and assessment) for children age birth to five and their families. First Steps is statewide early intervention system that provides services to children with developmental delays from birth to age 3 and their families.
· The Commission averages 9,000 referrals a year for diagnostic services. 

· Early Childhood Mental Health Program had 420 children enrolled in 2007, as well as provided over 4500 consultations, performed 1348 direct interventions, and training over 1600 early care and educational professionals. 
· First Steps average enrollment from 2004-2007 is 3592.

Interventions:

Public health interventions for children with special health care needs focus on the core public health function of assuring access to quality care. Historically, public health has paid for or provided some services directly. As Medicaid eligibility expanded to 200% of the federal poverty level in Kentucky, the public health focus in Kentucky shifted to promoting medical homes and integrating services and service delivery systems for children with special health needs.  This focus has helped move Kentucky toward achieving the Healthy People 2010 Goals and National Performance Measures for children with special needs.

Recommendations:

The Healthy People 2010 goals for children with special health care needs include: (1) increasing the proportion of children with special health care needs who have access to a medical home where continuous cost-effective care is provided by a trusted physician and (2) increasing the proportion of territories and states that have service systems for children with or at risk of chronic and disabling conditions.

Other recommendations from the National Performance measures where Kentucky could improve include:

· Screening children early and continuously for special health care needs
· Continuously updating community-based services for ease of use by children with special health care needs and their families
	Child-Level

	

	% of children with CSHCN, ages 0-17



	

	
	Kentucky
	Nation

	Overall
	18.5%
	13.9%

	Urban core
	18.2%
	13.6%

	Suburban
	19.5%
	14.5%

	Large town
	19.3%
	15.0%

	Small town/Rural
	18.1%
	14.0%


Method Note: The geographic categories in this report are based on the Rural Urban Commuting Area (RUCA) rural/urban taxonomy, which is derived from the size and functional relationships of cities and towns as measured by work commuting flows. For more information, go to: http://depts.washington.edu/uwruca/rural.html 
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