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Using Epidemiologic Data to Estimate the Number of Children Eligible for Part C Services

Finding all the children eligible for services under Part C of IDEA can be challenging for States. Moreover, each State has its own guidelines for determining eligibility. There are, however, three basic categories of underlying conditions that can indicate need for services. These are:

· diagnosed physical or mental conditions which have a high probability of resulting in developmental delay,

· developmental delay,

· children at risk of experiencing a substantial developmental delay if early intervention services are not provided.

States can use a variety of public health data systems to estimate the number of children within the state who may need services under Part C. For example, States can use the Centers for Disease Control and Prevention surveillance system that tracks the number of children, demographic conditions, coexisting conditions, and the incidence rate of disability conditions over time. The Centers also fund States to develop tracking systems for birth defects and developmental disabilities. Although not all States have such systems, those that do not can estimate the number of infants and toddlers with diagnosed risk conditions or birth defects by using data from other States that do have tracking systems. The estimation process relies on prevalence data.

All States have some screening programs such as newborn blood spot screening that will reveal the number of children born each year with metabolic conditions such as PKU and hypothyroidism. Most of these conditions establish a child’s eligibility to receive services under Part C. In fact, some States use this information for direct referral to Part C. In addition, some States have also implemented the Early Hearing Detection and Intervention Program, funded by the Health Resources and Services Administration and CDC. CDC helps States build the data system to track these children.

States can use Medicaid or hospital discharge systems within the State to get an idea of the number of children in the State who have a risk condition. The challenge to States is to use all types of data sources to develop a scheme for the State that will indicate the percentage of children in need of services. The estimates can also be used to measure how well the State is doing at finding these children. 

But knowing that information is available is not enough. How do States use the information available from various data sources to estimate the number of infants and toddlers in need of Part C services? 

Step 1:  Estimate the Number of Children with Diagnosed Conditions

A. Ask the birth defects programs in your State for the prevalence rate of different disabilities such as central nervous system defects, congenital infections, and chromosomal anomalies. 

B. Apply the birth prevalence (the prevalence rate of the condition to the total birth cohort) to determine the number of children eligible for services based on diagnosed conditions. 

For example:

A. Birth defects programs show the prevalence rate for central nervous system defects in the State is 2.5/1000.

B. If the birth cohort is 5,000 live births, then at least 13 infants born within the cohort year should be picked up by Part C.

Repeat this procedure for other diagnosed conditions and sum all of the results. This system will provide a reasonable minimum estimate of children needing services who have diagnosed conditions.

Step 2:  Estimate the Number of Children with Developmental Delay

Estimating the number of children who will need services because of developmental delay is more challenging. This challenge arises because developmental delay is not a specific diagnosis. Additionally, data sources for this disability are few. However, States can still develop a scheme to garner a minimum estimate.

A. Determine the rate of developmental disabilities in older children (ages 3 through 9). You can use national data on developmental disability published by CDC.

B. Subtract the rate of children with diagnosed conditions. (You are already counting them in Step 1.) 

C. The resulting rate will provide a minimum number of infants and toddlers estimated to have developmental delay.

For example:

A. The rate of developmental disability for children ages 3 through 9 is 16/1000.

B. The rate of diagnosed conditions in this same group is 6/1000.

C. The difference between these two rates is 10/1000, so the expected prevalence rate for developmental delay in a given birth cohort is 10/1000.

D. If the birth cohort is 5,000 live births, then at least 50 infants born within the cohort year may need Part C services.

Step 3:  Estimate the Number of Children at Risk of Developmental Delay

If States can access data on birthweight distribution and follow up very low birthweight children (those weighing less than 1000 grams) with developmental disability surveillance data, States can compute the percentage of those very low birthweight children who developed developmental delay by age 3. This percentage can then be applied to the birth cohort to determine how many children are at risk for developmental delay in that cohort. 

Once States have determined prevalence rates for diagnosed conditions, developmental delay, and children at risk for developmental delay, they can determine total prevalence for disabilities among a birth cohort. Although the system is not error free, it will indicate the minimum number of children from the birth year that the State should anticipate serving under Part C. The process should not be affected by in and out migration within the birth cohort, assuming that the proportion of children needing services does not change over time. 

Birth Defects Surveillance

	STATE
	LEGISLATION
	STATUS

	Alabama
	None
	Operational

	Alaska
	Yes
	Implementing

	Arizona
	Yes
	Operational

	Arkansas
	Yes
	Operational

	California
	Yes
	Operational

	Colorado
	Yes
	Operational

	Connecticut
	Planning
	Implementing

	Delaware
	Yes
	Operational by Spring 2001

	District of Columbia
	None
	None

	Florida
	Yes
	Operational

	Georgia
	Yes
	Operational

	Hawaii
	Yes
	Operational

	Idaho
	None
	None

	Illinois
	Yes
	Operational

	Indiana
	Yes
	Operational

	Iowa
	Yes
	Operational

	Kansas
	Yes
	Operational

	Kentucky
	Yes
	Operational

	Louisiana
	None
	None

	Maine
	Planning
	Inactive (lack of funds)

	Maryland
	Yes
	Operational

	Massachusetts
	Planning
	Implementing

	Michigan
	Yes
	Operational

	Minnesota
	None
	None

	Mississippi
	Yes
	Operational

	Missouri
	None
	Operational

	Montana
	None
	None

	Nebraska
	Yes
	Operational

	Nevada
	Yes
	Operational

	New Hampshire
	None
	None

	New Jersey
	Yes
	Operational

	New Mexico
	Planning
	Operational

	New York
	Yes
	Operational

	North Carolina
	Yes
	Operational

	North Dakota
	Yes
	Operational

	Ohio
	Yes
	None (lack of funds)

	Oklahoma
	Yes
	Operational

	Oregon
	None
	None

	Pennsylvania
	None
	Planning

	Puerto Rico
	None
	Operational

	Rhode Island
	None
	None

	South Carolina
	None
	Operational

	South Dakota
	None
	None

	Tennessee
	Yes
	Operational

	Texas
	Yes
	Operational

	Utah
	Yes
	Operational

	Vermont 
	None
	None

	Virginia
	Yes
	Operational

	Washington 
	Yes
	Operational

	West Virginia
	Yes
	Operational

	Wisconsin
	Yes
	Operational

	Wyoming
	None
	None


Metabolic Screening

	STATE
	CONDITIONS SCREENED FOR

	Alabama
	Phenylketonuria (PKU)

	
	Hypothyroidism

	
	Hemoglobinopathies

	
	Galactosemia

	
	Congenital Adrenal Hyperplasia (CAH)

	Alaska
	Hypothyroidism 

	
	Galactosemia 

	
	Phenylketonuria (PKU) 

	
	Biotinidase Deficiency  

	
	Maple Syrup Urine Disease (MSUD) 

	
	Congenital Adrenal Hyperplasia (CAH) 

	Arizona
	Congenital Hypothyroidism 

	
	Phenylketonuria (PKU) 

	
	Galactosemia 

	
	Hemoglobinopathies 

	
	Biotinidase Deficiency  

	
	Homocystinuria

	
	Maple Syrup Urine Disease (MSUD) 

	Arkansas
	Phenylketonuria (PKU) 

	
	Hypothyroidism

	
	Hemoglobinopathies

	
	Galactosemia

	California
	Phenylketonuria (PKU) 

	
	Galactosemia

	
	Hypothyroidism 

	
	Hemoglobinopathies 

	Colorado
	Hypothyroidism 

	
	Phenylketonuria (PKU) 

	
	Galactosemia 

	
	Hemoglobinopathies 

	
	Biotinidase Deficiency  

	
	Congenital Adrenal Hyperplasia (CAH) 

	
	Cystic Fibrosis

	Connecticut
	Hypothyroidism 

	
	Phenylketonuria (PKU) 

	
	Galactosemia 

	
	Hemoglobinopathies 

	
	Biotinidase Deficiency  

	
	Maple Syrup Urine Disease (MSUD) 

	
	Homocystinuria

	Delaware
	Phenylketonuria (PKU)

	
	Hypothyroidism

	
	Galactosemia

	
	Hemoglobinopathies

	
	Congenital Adrenal Hyperplasia (CAH)

	District of Columbia
	Phenylketonuria (PKU)

	
	Congenital Hypothyroidism

	
	Galactosemia

	
	Maple Syrup Urine Disease (MSUD) 

	
	Homocystinuria

	
	Hemoglobinopathies

	
	Glucose-6-Phosphate Dehydrogenase (G6PD)

	Florida
	Phenylketonuria (PKU) 

	
	Hypothyroidism

	
	Galactosemia

	
	Hemoglobinopathies

	
	Congenital Adrenal Hyperplasia (CAH) 

	Georgia
	Phenylketonuria (PKU) 

	
	Maple Syrup Urine Disease (MSUD) 

	
	Homocystinuria 

	
	Tyrosinemia 

	
	Galactosemia 

	
	Hypothyroidism 

	
	Congenital Adrenal Hyperplasia (CAH) 

	
	Hemoglobinopathies

	Hawaii
	Hypothyroidism 

	
	Phenylketonuria (PKU) 

	
	Galactosemia

	
	Maple Syrup Urine Disease (MSUD) 

	
	Biotinidase Deficiency  

	
	Hemoglobinopathies

	
	Congenital Adrenal Hyperplasia (CAH)

	Idaho
	Hypothyroidism 

	
	Galactosemia 

	
	Phenylketonuria (PKU) 

	
	Biotinidase Deficiency  

	
	Maple Syrup Urine Disease (MSUD) 

	Illinois
	Phenylketonuria (PKU)

	
	Hypothyroidism

	
	Galactosemia

	
	Congenital Adrenal Hyperplasia (CAH)

	
	Biotinidase Deficiency

	
	Hemoglobinopathies

	Indiana
	Phenylketonuria (PKU) 

	
	Galactosemia

	
	Maple Syrup Urine Disease (MSUD) 

	
	Homocystinuria

	
	Hypothyroidism

	
	Hemoglobinopathies

	Iowa
	Congenital Hypothyroidism

	
	Galactosemia

	
	Phenylketonuria (PKU)

	
	Hemoglobinopathies

	
	Congenital Adrenal Hyperplasia (CAH)

	Kansas
	Phenylketonuria (PKU)

	
	Galactosemia

	
	Hypothyroidism

	
	Hemoglobinopathies

	Kentucky
	Phenylketonuria (PKU)

	
	Galactosemia

	
	Hypothyroidism 

	
	Hemoglobinopathies

	Louisiana
	Phenylketonuria (PKU)

	
	Hypothyroidism

	
	Hemoglobinopathies

	
	Biotinidase Deficiency

	Maine
	Phenylketonuria (PKU)

	
	Hypothyroidism

	
	Galactosemia

	
	Maple Syrup Urine Disease (MSUD) 

	
	Homocystinuria

	
	Congenital Adrenal Hyperplasia (CAH)

	
	Biotinidase Deficiency

	
	Medium-Chain Acyl Co-A Dehydrogenase Deficiency (MCAD)

	
	Hemoglobinopathies (on request)

	
	

	Maryland
	Phenylketonuria (PKU)

	
	Maple Syrup Urine Disease (MSUD)

	
	Galactosemia

	
	Biotinidase Deficiency

	
	Hypothyroidism

	
	Homocystinuria

	
	Hemoglobinopathies

	
	Tyrosinemia

	Massachusetts
	Congenital Hypothyroidism

	
	Phenylketonuria (PKU)

	
	Hemoglobinopathies

	
	Congenital Toxoplasmosis

	
	Biotinidase Deficiency

	
	Galactosemia

	
	Maple Syrup Urine Disease (MSUD)

	
	Homocystinuria

	
	Congenital Adrenal Hyperplasia (CAH)

	
	Medium-Chain Acyl Co-A Dehydrogenase Deficiency (MCAD)

	Michigan
	Phenylketonuria (PKU)

	
	Galactosemia

	
	Maple Syrup Urine Disease (MSUD)

	
	Biotinidase Deficiency

	
	Hypothyroidism

	
	Hemoglobinopathies

	
	Congenital Adrenal Hyperplasia (CAH)

	Minnesota
	Phenylketonuria (PKU)

	
	Galactosemia

	
	Hypothyroidism

	
	Hemoglobinopathies

	
	Congenital Adrenal Hyperplasia (CAH)

	Mississippi
	Phenylketonuria (PKU)

	
	Hypothyroidism

	
	Galactosemia

	
	Hemoglobinopathies

	Missouri
	Phenylketonuria (PKU)

	
	Hypothyroidism

	
	Galactosemia

	
	Hemoglobinopathies

	
	

	Montana
	Hypothyroidism 

	
	Phenylketonuria (PKU) 

	
	Galactosemia 

	
	Cystic Fibrosis (voluntary basis)

	Nebraska
	Phenylketonuria (PKU) 

	
	Biotinidase Deficiency

	
	Hypothyroidism

	
	Galactosemia

	
	Hemoglobinopathies

	Nevada
	Hypothyroidism 

	
	Galactosemia 

	
	Phenylketonuria (PKU) 

	
	Biotinidase Deficiency  

	
	Maple Syrup Urine Disease (MSUD) 

	
	Hemoglobinopathies

	New Hampshire
	Phenylketonuria (PKU) 

	
	Galactosemia 

	
	Homocystinuria 

	
	Maple Syrup Urine Disease (MSUD) 

	
	Hypothyroidism

	
	Toxoplasmosis

	
	Hemoglobinopathies

	New Jersey
	Phenylketonuria (PKU)

	
	Hypothyroidism

	
	Galactosemia

	
	Hemoglobinopathies

	New Mexico
	Hypothyroidism

	
	Congenital Adrenal Hyperplasia (CAH)

	
	Phenylketonuria (PKU)

	
	Galactosemia 

	
	Hemoglobinopathies 

	
	Biotinidase Deficiency

	New York
	Phenylketonuria (PKU)

	
	Maple Syrup Urine Disease (MSUD) 

	
	Galactosemia

	
	Homocystinuria

	
	Biotinidase Deficiency

	
	Hypothyroidism

	
	Hemoglobinopathies 

	
	Human Immunodeficiency Virus (HIV)

	North Carolina
	Congenital Adrenal Hyperplasia (CAH) 

	
	Hypothyroidism

	
	Hemoglobinopathies 

	
	Phenylketonuria (PKU)

	
	Galactosemia

	North Dakota
	Phenylketonuria (PKU)

	
	Galactosemia

	
	Hypothyroidism

	
	Congenital Adrenal Hyperplasia (CAH) 

	
	Medium-Chain Acyl Co-A Dehydrogenase Deficiency (MCAD)

	Ohio
	Phenylketonuria (PKU)

	
	Homocystinuria

	
	Galactosemia

	
	Hypothyroidism

	
	Hemoglobinopathies 

	Oklahoma
	Phenylketonuria (PKU)

	
	Hypothyroidism

	
	Galactosemia

	
	Hemoglobinopathies 

	Oregon
	Hypothyroidism 

	
	Galactosemia 

	
	Phenylketonuria (PKU) 

	
	Biotinidase Deficiency  

	
	Maple Syrup Urine Disease (MSUD) 

	
	Hemoglobinopathies

	Pennsylvania
	Phenylketonuria (PKU)

	
	Hypothyroidism

	
	Maple Syrup Urine Disease (MSUD)

	
	Hemoglobinopathies

	
	Galactosemia

	
	Congenital Adrenal Hyperplasia (CAH)

	Rhode Island
	Phenylketonuria (PKU)

	
	Hypothyroidism

	
	Galactosemia

	
	Maple Syrup Urine Disease (MSUD)

	
	Homocystinuria

	
	Biotinidase Deficiency

	
	Hemoglobinopathies

	
	Congenital Adrenal Hyperplasia (CAH)

	South Carolina
	Phenylketonuria (PKU)

	
	Congenital Hypothyroidism

	
	Galactosemia

	
	Congenital Adrenal Hyperplasia (CAH)

	
	Hemoglobinopathies

	
	Medium-Chain Acyl Co-A Dehydrogenase Deficiency (MCAD)

	South Dakota
	Phenylketonuria (PKU) 

	
	Hypothyroidism

	
	Galactosemia 

	Tennessee
	Phenylketonuria (PKU) 

	
	Galactosemia

	
	Hypothyroidism

	
	Congenital Adrenal Hyperplasia (CAH)

	
	Hemoglobinopathies

	Texas
	Hemoglobinopathies

	
	Hypothyroidism 

	
	Phenylketonuria (PKU) 

	
	Congenital Adrenal Hyperplasia (CAH)

	
	Galactosemia 

	Utah
	Hypothyroidism 

	
	Phenylketonuria (PKU) 

	
	Galactosemia 

	
	Hemoglobinopathies (as of July 2001)

	Vermont
	Biotinidase Deficiency  

	
	Hypothyroidism 

	
	Galactosemia 

	
	Homocystinuria 

	
	Maple Syrup Urine Disease (MSUD)  

	
	Phenylketonuria (PKU)

	
	Hemoglobinopathies

	Virginia
	Phenylketonuria (PKU)

	
	Hypothyroidism

	
	Galactosemia

	
	Biotinidase Deficiency

	
	Hemoglobinopathies

	
	Maple Syrup Urine Disease (MSUD)

	
	Homocystinuria

	
	

	
	

	Washington
	Phenylketonuria (PKU) 

	
	Congenital Hypothyroidism 

	
	Congenital Adrenal Hyperplasia (CAH) 

	
	Hemoglobinopathies 

	West Virginia
	Phenylketonuria (PKU) 

	
	Galactosemia 

	
	Hypothyroidism 

	
	Hemoglobinopathies

	Wisconsin
	Biotinidase Deficiency 

	
	Congenital Adrenal Hyperplasia (CAH)

	
	Congenital Hypothyroidism 

	
	Cystic Fibrosis 

	
	Galactosemia 

	
	Phenylketonuria (PKU)

	
	Fatty Acid Oxidation Disorders (7)

	
	Organic Aciduria Disorders (7)

	
	Hemoglobinopathies

	Wyoming
	Hypothyroidism 

	
	Phenylketonuria (PKU) 

	
	Galactosemia 

	
	Hemoglobinopathies 

	
	Biotinidase Deficiency  

	
	Cystic Fibrosis


Hearing Screening

	STATE
	LEGISLATION 
	SPECIFICATIONS

	Alabama
	None
	(58% screened in 2000)

	Alaska
	None
	(42% screened in 2000)

	Arizona
	None
	Voluntary Screening (97% screened in 2000)

	Arkansas
	Passed (1999)
	Operational (66% screened in 2000)

	California
	Passed (1998)
	Full Implementation by December 2002 (12% screened in 2000)

	Colorado
	Passed (1997)
	Operational (99% screened in 2000)

	Connecticut
	Passed (1997)
	Full Implementation by July 2001 (99% screened in 2000)

	Delaware
	None
	Voluntary Screening (92% screened in 2000)

	District of Columbia
	None
	(39% screened in 2000)

	Florida
	Passed (2000)
	Operational (27% screened in 2000)

	Georgia
	Passed (1999)
	Full Implementation by July 1, 2001 (37% screened in 2000)

	Hawaii
	Passed (1990)
	Operational (99% screened in 2000)

	Idaho
	None
	(80% screened in 1999)

	Illinois
	Passed (1999)
	Full Implementation by December 2002 (68% screened in 2000)

	Indiana
	Passed (1999)
	Operational (94% screened in 2000)

	Iowa
	None
	(80% screened in 2000)

	Kansas
	Passed (1999)
	Operational (72% screened in 2000)

	Kentucky
	Passed (2000)
	Operational (55% screened in 2000)

	Louisiana
	Passed (1999)
	Operational (57% screened in 2000)

	Maine
	Passed (2000)
	Full Implementation by November 2001 (47% screened in 2000)

	Maryland
	Passed (1999)
	Full Implementation by July 2001 (67% screened in 2000)

	Massachusetts
	Passed (1998)
	Operational (98% screened in 2000)

	Michigan
	Pending
	(67% screened in 2000)

	Minnesota
	None
	(45% screened in 2000)

	Mississippi
	Passed (1997)
	Operational (96% screened in 2000)

	Missouri
	Passed (1999)
	Full Implementation by January 1, 2002 (14% screened in 2000)

	Montana
	None
	(65% screened in 2000)

	Nebraska
	Passed (2000)
	Operational (26% screened in 1999)

	Nevada
	None
	(16% screened in 2000)

	New Hampshire
	Passed (2000)
	Operational (25% screened in 2000)

	
	
	

	New Jersey
	Passed (2000)
	Full Implementation by January 1, 2002 (57% screened in 2000)

	New Mexico
	Pending
	Voluntary Screening (92% screened in 2000)

	New York
	Passed (1999)
	Operational (10% screened in 2000)

	North Carolina
	Passed (1999)
	Operational (80% screened in 2000)

	North Dakota
	None
	(41% screened in 2000)

	Ohio
	Pending
	(22% screened in 2000)

	Oklahoma
	Passed (2000)
	Operational (77% screened in 2000)

	Oregon
	Passed (1999)
	Operational (30% screened in 2000)

	Pennsylvania
	Pending
	(29% screened in 2000)

	Puerto Rico
	None
	(4% screened in 2000)

	Rhode Island
	Passed (1992)
	Operational (100% screened in 2000)

	South Carolina
	Passed (2000)
	Full Implementation by January 2002 (41% screened in 2000)

	South Dakota
	None
	(54% screened in 2000)

	Tennessee
	Pending
	(62% screened in 2000)

	Texas
	Passed (1999)
	Full Implementation by April 2001 (32% screened in 2000)

	Utah
	Passed (1998)
	Operational (98% screened in 2000)

	Vermont
	Pending
	(12% screened in 2000)

	Virginia
	Passed (1998)
	Operational (71% screened in 2000)

	Washington
	Pending
	(29% screened in 2000)

	West Virginia
	Passed (1998)
	Operational (95% screened in 2000)

	Wisconsin
	Passed (1999)
	Fully effective by July 1, 2003 (29% screened in 2000)

	Wyoming
	Passed (1999)
	Operational (99% screened in 2000)


� See CFR Section 303.16 for definitions of these terms.





