Children with Special Health Care Needs

Definition: Children with special health care needs are those who have or are at increased risk for chronic physical, developmental, behavioral or emotional conditions and who require health and related services of a type or amount beyond that required by children generally. (Maternal and Child Health Bureau MCHB)

Summary

According to the National Survey of Children with Special Health Care Needs, about 14% (approximately 211,000 children) in Washington State ages 17 and younger have special health care needs. Significantly higher prevalence rates for special health care needs occur among males than females, school-age children compared to those younger than 5 years, whites compared to Asians, and non-Hispanic compared to Hispanic children.

Early diagnosis and access to a variety of medical, community, social, and school services can minimize the effects of chronic and disabling conditions on the growth and development of children with special needs. Receiving services in a “medical home” is important to ensuring the best health outcomes for all children. Because of their extensive use of services, children with special health care needs might be a sentinel population for measuring the impact of social and health system changes.

Background Note

Children with special health care needs may have ongoing health and developmental problems such as cancer, asthma, mental retardation, or attention deficit hyperactivity disorder (ADHD) that affect their physical, cognitive, or mental health. Despite the variation in their diagnoses, many of these children have similar health and educational service needs. As a result, it is useful to consider their circumstances as a group rather than by specific clinical diagnostic categories.

Rates

Estimates of prevalence of children with special health care needs vary depending on the methods used to identify them. Approaches range from evaluating clinical diagnoses using medical records to asking parents to select from a list of medical diagnoses to questionnaires focused on the consequences of a child having a chronic condition.
 For example, the National Survey of Children with Special Health Care Needs (CSHCN) used the CSHCN Screener, a short parent questionnaire that identifies children with special needs based on the consequences of their conditions. 
 Conducted from 2000 to 2002 by the National Center for Health Statistics, this survey generated both state and national estimates of prevalence for households and the total pediatric population. In Washington State, according to this survey, about 14% of children ages 17 and younger (approximately 211,000 children) were identified as having special health care needs. In the 1994 – 1995 National Health Interview Survey Disability Supplement, a broader consequences-based definition identified 17% of Washington children younger than 19 years old as having a special health care need. (See Data Sources and Technical Notes for more detail on these surveys.) A 1993 study conducted by the Washington State Health Care Policy Board generated a similar prevalence rate (18%) based on analysis of clinical diagnoses in 1997 medical encounter data. This study estimated prevalence by severity of chronic condition as follows: about 11% of children had mild conditions, such as asthma or ADHD, which require limited services; about 6% had moderate conditions, such as cleft lip/palate or diabetes; and only 1% of children had conditions of high severity, such as leukemia or chronic ventilator dependency, which require frequent and intensive services.

Healthy People 2010 Goals 

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. (See Data Sources and Technical Notes for information on “medical home.”) 

Age and Gender

According to the National Survey of CSHCN, Washington children younger than five years had a lower prevalence of special health care needs than school-age children. This finding may result in part because many needs—such as ADHD and asthma, the two most prevalent pediatric chronic health conditions—may not be identified until children enter school. Males are also more likely to have a special health care need than females. These Washington prevalence patterns mirror those of the United States as a whole. 
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Race and Ethnicity
Estimates from the National Survey of CSHCN on race and ethnicity indicate that non-Hispanic children are more likely to have a special health care need than Hispanic children, with rates of 14% compared to 10%, respectively.  Asian children (7%) are significantly less likely to be identified as children with special health care needs than white children (15%). Differences between prevalence rates for other racial groups are not statistically significant. 

In a study that analyzed national data from 1979 – 2000, African American children had higher rates of disability than white children, a difference attributed to differences in poverty status.
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Income and Education

Data from the National Survey of CSHCN indicate that about 30% of children with special health care needs in Washington State live in families with incomes less than 200% of the federal poverty level. National data show that children living at or below poverty have an increased prevalence of special health care needs. These data have not been adjusted for other risk factors, however. Results from the 1994 National Health Interview Survey Disability Supplement suggest that children whose parents have a high school education or less have an increased prevalence of special health care needs compared to those whose parents had some college education.

Other Measures of Impact and Burden

Use of care. 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.
,
 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.4 The National Survey of CSHCN showed that, in Washington in 2001, prescription medications, dental care, and routine medical care were the services most needed by children with special health care needs. Of children with special needs, 52% needed to see a specialist, and about 28% needed mental health care in the 12 months prior to the survey. 

Cost of care. The 1993 Health Care Policy Board study found that 17% of children had special health care needs in Washington, as identified through medical encounter records, and these children accounted for 60% of the medical costs for all children at that time. Children with chronic conditions have medical costs about six times those of children without chronic conditions. Costs also increase with the severity of conditions.

The National Survey of CSHCN found that about a third of families with children with special needs spent less than $250 during the past 12 months for their child’s medical care. But 22% spent more than $500. 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.

Impact on families. Families provide most of the care for their children with special health care needs. Secondary health conditions, such as depression, psychological distress, and declines in physical health are more common among parents and siblings of children with special health care needs. These conditions result from factors such as the increased financial strain, uncertainty about the future, social isolation, and fatigue often associated with meeting the children’s care needs.
 

According to the National Survey of CSHCN, 21% of families with children with special needs in Washington State experienced financial problems due to the child’s condition in 2001. This percentage mirrors the national average of 21%. In addition, 27% 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. Seventeen percent of Washington families with a child with special needs spent more than 11 hours per week providing, arranging, or coordinating care for their child.
Secondary health conditions and other outcomes.  Children with special health care needs may experience secondary health conditions associated with their primary diagnosis, including decubitus ulcers, obesity, contractures, respiratory insufficiency, and depression. These children may also be at increased risk for child abuse and neglect, due in part to the characteristics of their conditions, the psychological and social impacts on families, and their dependency on others for both social interaction and basic needs. 
As they transition into adulthood, children with special needs may have difficulty finding a health care provider who is able to provide services to them. According to the National Survey of CSHCN, only 10% of Washington families of youths (ages 13 – 17 years) with special needs receive the services necessary to make transitions to adult life. Although many of these children will be able to live and work independently as adults, others will be unemployed, socially isolated, or unable to live independently.
 

Child care and school system impacts. Families of children with special health care needs face several constraints when seeking child care, including facilities’ reluctance to enroll children with special needs, insufficient or inadequately trained staff, difficulty adapting physical facilities, and high costs.
 When children with special needs start school, the need for full-time child care may be replaced by a need for before- and after-school programs. While in school, children with special needs, their families, and schools face additional challenges.

Children in special education programs are eligible for educational services from ages 3 to 21, including nursing care, physical therapy, speech therapy, occupational therapy, and special education. According to the National Survey of CSHCN, about 32% of Washington’s children with special needs in this age group were enrolled in special education programs, including more than half of children with special needs identified as having functional limitations. Data from a 1997 survey of school nurses in Washington showed that all school districts in the state serve at least one child with a chronic illness.
 Nationally, children with special health care needs experience three times as many school absences as other children.7 These absences affect the child’s educational progress and may also interrupt school-based therapies and services that promote the child’s overall well being. 
Access Barriers

Thousands of diagnoses can be included in the definition of children with special health care needs, each with a unique set of risk and protective factors. Risk factors for inadequate care and barriers to access are common among all children with special health care needs. 

Early identification. Some conditions are rare and not easily identifiable, while others do not become apparent until later in a child’s development. Lack of awareness among families and health care providers and lack of access to screening and services also may delay diagnosis. 

Complex systems of care. Care can be delayed or services denied because of overlapping or inconsistent eligibility criteria and policies regarding service provision. The complexity of the care system in Washington results in gaps and duplications in services and confusion for families and providers who are trying to understand and work within the various systems.

Community and system capacity. In Washington, 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. Many children with special health needs are served in managed care plans, some of which may have limited experience meeting the health care needs of these children.

Low income. Accessing health care is more difficult for families with low incomes. Among other issues, these families face problems with transportation, difficulty maintaining continuity of providers, and the unwillingness of providers to include in their practice clients who are uninsured or enrolled in Medicaid.
 In the 2002 Washington State Medicaid Client Satisfaction Survey, families with children with special needs were statistically more likely to report problems getting care, medications, occupational, physical or speech therapy, and referral to a specialist than families without children with special needs.

Uninsured/underinsured. In Washington State, about 5% of children with special health care needs have no health insurance coverage. Even with insurance, many children are likely to lack coverage for some of the services needed to manage their condition. Lack of insurance or underinsurance results in increased financial burden to families and postponed or omitted treatment.
 Uninsured children with special health care needs are less likely to have a usual source of care or to have had a physician contact in the past year, and they are more likely to report unmet health care needs.
 

Intervention Strategies 

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 Washington and many other states, and as the State Child Health Insurance Program (SCHIP) was implemented, the public health focus in Washington State shifted to promoting medical homes and integrating services and service delivery systems for children with special health needs.  This focus has helped move Washington toward achieving the Healthy People 2010 Goals and National Performance Measures for children with special needs.

State and community-level assessment. To assure the availability of appropriate services, population-based data are needed on the number, geographic location, diagnoses, health and functional status, service needs, and impacts on families of children with special health care needs.
 The National Survey of CSHCN, which includes both national and state-specific data, provides initial estimates for many of the desired indicators, but it offers no data on variations within states. Additional county-level data, including records from many different state agencies serving children with special needs in Washington, are being developed to provide assessment data for communities across the state.

Assurance of services. State and local maternal and child health programsparticipate with other partners to develop systems of care for children with special needs. These partnerships are essential for broad-reaching and sustainable service delivery. Approaches to system development include:

· Training health care providers.
· Developing care guidelines.

· Promoting and paying for parent consultation in program planning and health policy development.
· Partnering with other state and community agencies to identify and address access barriers.

For example, through the Medical Home Leadership Network in Washington, more than 700 primary care providers have received information on community resources, health system changes, and effective office practices for children with special health care needs.
 From 1999 – 2001, more than 500 public health and school nurses received information and materials through the Children’s Hospital and Regional Medical Center’s Health Consultation Program.
 Providers who participated in these programs reported increased knowledge of community resources and improved skills to provide care to children with special health care needs. Families provide leadership and consultation to the federally funded Washington Integrated Services Enhancement (WISE) Grant on ways to improve the system of care for children with special health care needs.
 

Responding to policy changes. As the health service delivery system in Washington continues to evolve, children with special health care needs might be disproportionately affected because of their increased need for and use of services. Health care costs, changes in managed care plan participation, and provider and clinic availability will all affect health care access for this population. Children with special health needs might be affected by system changes long before the general population of children.

Collaboration among state and community agencies can result in policies that meet the needs of children with special health care needs. For example, in 2000 and 2002, the Washington State Department of Health collaborated with the Department of Social and Health Services Medical Assistance Administration (the state’s Medicaid agency) to measure patient satisfaction among families of children with special health care needs through the agency’s annual Consumer Assessment of Health Plan Survey (CAHPS). The Departments worked together to review findings, and they will share information with health plans to identify areas for improvement. 

Data Sources and Technical Notes

The National Survey of CSHCN is a nationwide household survey conducted by the federal Maternal and Child Health Bureau and the National Center for Health Statistics from 2000 to 2002 to assess the prevalence and impact of special health care needs among children in all 50 states and the District of Columbia. Children were identified using the five-question CSHCN Screener. This survey explored the extent to which children with special health care needs have medical homes, adequate health insurance, and access to needed services. Other topics include care coordination and satisfaction with care. In each state, more than 3,000 households with children were screened to identify 750 children with special needs in that state. The data can be accessed at http://www.cdc.gov/nchs/slaits.htm.
The National Health Interview Survey is a continuing nationwide household survey conducted by the U.S. Census Bureau and the National Center for Health Statistics. During 1994-95, the Disability Supplement was added to collect data on diagnostic conditions, functional status, and service needs of people with disabilities (including children). Additional information on the survey at http://www.cdc.gov/nchs/nhis.htm.

Medical home: According to the American Academy of Pediatrics, a medical home is: “An approach to providing health care services in a high-quality and cost-effective manner. Care is received from a pediatric health care profession whom the family trusts. Care is accessible, family-centered, continuous, comprehensive, coordinated, compassionate, and culturally effective. More information: http://www.aap.org/advocacy/medhome/resourcesmaterials.htm.

For More Information

Washington State Department of Health, Division of Community and Family Health, Children with Special Health Care Needs Program, (360) 236-3571.
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