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Children’s Developmental Disabilities

Appendix B

Databases

	Table B1: Overview of National Education Datasets

	Dataset 
	Longitudinal or 

Cross-Sectional
	Sampled Region 
	Years Conducted
	Frequency of Administration
	Ages of Children
	Approx. Sample Size of Children
	Sample from known EID/Special Ed/Disabled population
	Non-categorical screener
	ADHD
	ASD
	CP
	Emot/Beh
	Hearing
	LD
	MR/DD
	Speech 
	Vision
	SES Information
	Indirect Estimate of 

Early ID Information
	Direct Estimate of 

Early ID Information

	Early Childhood Longitudinal Survey - Birth Cohort                
	L
	N / R 
	2001-2007
	9 mo, 2 yrs, 4 yrs, KG entry
	9 mo- 5 yrs
	>10,600
	 
	 
	
	
	
	
	
	
	
	
	
	
	
	

	Early Childhood Longitudinal Survey - Kindergarten Cohort             
	L
	N / R
	1998-2011
	KG (x2); 1st (x2), 3rd, 5th, 8th, 10th, 12th grades
	5-18 yrs
	22,000
	 
	 
	
	
	
	
	
	
	
	
	
	
	
	

	Individuals with Disabilities Education Act (IDEA) Data: 

Part B    
	CS
	50 states + DC+ US territories
	1976 – 1990
	Annual
	3-21 yrs (3-5; 6-21)          
	6,820,000

(2004)
	
	 
	 
	
	
	
	
	
	
	
	
	
	***                               (crude estimate)
	

	
	
	
	1991 - present
	
	
	
	
	 
	 
	
	 
	
	
	
	
	
	
	
’98+
	
	

	Individuals with Disabilities Education Act (IDEA) Data: 

Part C
	CS
	50 states + DC + US territories
	1987-present
	Annual
	0-2 yrs                                   
	282,700                      (2004)
	
	
	
	
	
	
	
	
	
	
	
	
	***                               (crude estimate;                               non-categorical diagnosis)
	

	National Early Intervention Longitudinal Study (NEILS)             
	L
	N     

(from 20 states)
	1998-2004
	EI entry; one year post-EI entry; age 3; KG entry
	0-31 mos                               
	3338
	
	
	 
	
	
	
	
	
	
	
	
	
	 
	


	Table B1 cont.: Overview of National Education Datasets

	Dataset 
	Longitudinal or 

Cross-Sectional
	Sampled Region 
	Years Conducted
	Frequency of Administration
	Ages of Children
	Approx. Sample Size of Children
	Sample from known EID/Special Ed/Disabled population
	Non-categorical screener
	ADHD
	ASD
	CP
	Emot/Beh
	Hearing
	LD
	MR/DD
	Speech 
	Vision
	SES Information
	Indirect Estimate of 

Early ID Information
	Direct Estimate of 

Early ID Information

	Pre-Elementary Education Longitudinal Study (PEELS)   
	L
	N
	2003 - 2009
	2003, 2005, 2006, 2007, and 2009
	3-5 yrs at start; 8-10 yrs at end                    
	3000
	
	
	
	
	
	
	
	
	
	
	
	
	
	
 (hearing/

vision only)

	Special Education Elementary Longitudinal Study (SEELS)  
	L
	N
	1999-2006
	Years 1, 2 (Wave 1), 3 (Wave 2), and 5 (Wave 3)
	6-13 yrs at start; 11-18 yrs at end
	13,000
	
	
	
	
	
	
	
	
	
	
	
	
	 
	


	Table B2: Overview of National Health Datasets

	Dataset 
	Longitudinal or 

Cross-Sectional
	Sampled Region 
	Years Conducted
	Frequency of Administration
	Ages of Children
	Approx. Sample Size of Children
	Sample from known EID/Special Ed/Disabled population
	Non-categorical screener
	ADHD
	ASD
	CP
	Emot/Beh
	Hearing
	LD
	MR/DD
	Speech 
	Vision
	SES Information
	Indirect Estimate of 

Early ID Information
	Direct Estimate of 

Early ID Information

	National Health Interview Survey

(NHIS)
	CS
	N
	1957-present
	Annual
	0-17 yrs
	12,400

(2004)
	 
	 
	
	
	
	
	
	
	
	
	
	
	
	

	National Health Interview Survey on Disability

(NHIS-D)
	CS
	N
	1994-1995
	2-year supplement to NHIS; 1st admin. of survey
	0-17 yrs
	not specified
	

(phase II)
	 
	 
	
	
	
	
	
	
	
	
	
	
	

	National Survey of Children with Special Health Care Needs  (CSHCN/SLAITS) 
	CS
	50 states + DC
	2001 survey: 10/2000- 4/2002                                        
	Periodic
	0-17 yrs
	 38,000 CSHCN;

> 137,000 non-CSHCN screened
	
	
	 
	
	 
	
	
	
	
	
	 
	
	

(non-categorical diagnosis)
	

	
	
	
	2005-06 survey:  4/2005- 12/2006
	
	
	40,800 CSHCN; >109,000 non-CSHCN screened; 5000 of non-CSHCN interviewed
	
	
	
	
	
	
	
	
	
	
	
	
	
	


	Table B2 cont.: Overview of National Health Datasets

	Dataset 
	Longitudinal or 

Cross-Sectional
	Sampled Region 
	Years Conducted
	Frequency of Administration
	Ages of Children
	Approx. Sample Size of Children
	Sample from known EID/Special Ed/Disabled population
	Non-categorical screener
	ADHD
	ASD
	CP
	Emot/Beh
	Hearing
	LD
	MR/DD
	Speech 
	Vision
	SES Information
	Indirect Estimate of 

Early ID Information
	Direct Estimate of 

Early ID Information

	National Survey of Children's Health (NCHS/SLAITS)  
	CS
	50 states + DC
	2003 survey: 1/2003- 7/2004
	1st admin. of survey                          (2nd admin. planned for 2007-08)
	0-17 yrs                                               
	102,000
	 
	
	
	
	
	
	
	
	
	
	
	
	
	

	National Survey of Family Growth   
	CS
	N
	1973; 1976; 1982; 1988; 1995
	Periodic
	0-18 yrs                                             
	not specified; 12,571 (2002) 

15-44 yrs 
	 
	
	 
	 
	 
	
	 
	 
	 
	 
	 
	
	

(non-categorical diagnosis)
	

	
	
	
	2002
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

(non-categorical diagnosis, except for MR and Emot/Beh)
	

	National Early Childhood Health Study
	CS
	N
	2000
	Once
	4-35 mos.                           
	2,068
	 
	· ((
	 
	 
	 
	(
 
	( 
	 
	 
	(
	( 
	
	
	


	Table B3: Overview of Other Datasets

	Dataset 
	Longitudinal or 

Cross-Sectional
	Sampled Region 
	Years Conducted
	Frequency of Administration
	Ages of Children
	Approx. Sample Size of Children
	Sample from known EID/Special Ed/Disabled population
	Non-categorical screener
	ADHD
	ASD
	CP
	Emot/Beh
	Hearing
	LD
	MR/DD
	Speech 
	Vision
	SES Information
	Indirect Estimate of 

Early ID Information
	Direct Estimate of 

Early ID Information

	National Longitudinal Surveys of Youth (NLSY)
	L
	N
	1979-1996
	2 major admin.; annual interviews (within longitudinal sample)
	14-22 yrs at start; 31-39 yrs at end
	12,600
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	1997-present
	
	12-17 yrs at start; end date not specified
	9,000
	
	
	
	
	
	
	
	
	
	
	
	
	

(non-categorical diagnosis, except for MR and Emot/Beh)
	

	National Survey of America's Families 
	CS
	13 states
	1997; 1999; 2002
	Periodic
	0-17 yrs                                                                    
	34,000-36,000  (total)
	 
	
	 
	 
	 
	 
	 
	 
	 
	 
	 
	
	 

(non-categorical diagnosis)
	

	Panel Study of Income Dynamics - Child Development Supplement
	L
	N
	1997-2003
	1st admin. in 1997; follow-up in 2002-03
	0-12 yrs at start;   

 5-18 yrs at end                  
	3,000
	 
	 
	
	
	 
	
	
	
	
	
	
	
	
	

	Survey of Income and Program Participation 
	CS
	N
	1984-1993; 1996; 2000; 2001; 2004
	Periodic
	0-17 yrs                      (0-6, 6-11, & 12-17)                               
	21,600
	 
	 
	 
	
	
	 
	
	
	
	
	
	
	***                        (crude estimate)
	


Table B4: Selected Questions from National Education Datasets

	Early Childhood Longitudinal Survey - Birth Cohort     

	· Has a doctor ever told you that [CHILD/TWIN] has the following conditions?



	Early Childhood Longitudinal Survey - Kindergarten Cohort

	· How old was [CHILD] when the first diagnosis of a problem was made?

· What was the month and year when the diagnosis was made?  

IF R DOESN'T KNOW MONTH, ASK: Do you remember the year?  IF THERE WAS MORE THAN ONE DIAGNOSIS, ASK FOR THE EARLIEST.

· Has [CHILD] ever been evaluated by a professional in response to {his/her} ability to pay attention or learn?

· Did you obtain a diagnosis of a problem from a professional?

· What was the primary diagnosis? 

· Was the diagnosis made before 2002?

· Was the diagnosis made before [CHILD] entered elementary school?

· Has [CHILD] ever been evaluated by a professional in response to {his/her} overall behavior and relations to other children and adults?       

· What was the month and year [CHILD]'s hearing was evaluated?  

IF R DOESN'T KNOW MONTH, ASK: Do you remember the year? 

· When [CHILD] was younger, did [he/she] ever have unusual difficulty pronouncing words, communicating with, or understanding others?

· Has [CHILD] been evaluated by a professional in response to [his/her] ability to communicate?    

· Did you obtain a diagnosis of a problem from a professional?

· How old was [CHILD] when the first diagnosis of a problem was made?

· What was the month and year when the diagnosis was made? 

· Has [CHILD]'s vision been evaluated by a professional? 

· Did you obtain a diagnosis of a problem from a professional? 

· How old was [CHILD] when the first diagnosis of a problem was made? 



	Individuals with Disabilities Education Act (IDEA) Data: Part B  

	Within Child Count:

1976-77 through 1990-91

Learning disabled; Speech or language impaired; Mentally retarded; Seriously emotionally disturbed; Hard-of-hearing; Deaf; Orthopedically impaired; Other health impaired; Visually handicapped; Multihandicapped; Deaf-blind.

1991-92 through the present

Specific learning disabilities; Speech or language impairments; Mental retardation; Serious emotional disturbance1; Hearing impairments; Orthopedic impairments; Other health impairments; Visual impairments; Multiple disabilities; Deaf-blindness; Autism; Traumatic brain injury2; Developmental delay3
1    Referred to as emotional disturbance beginning with the 1998-99.

2    Autism and traumatic brain injury were optional disability categories for Federal reporting in 1991-92 and required categories beginning in 1992-93.

3     Permitted as a reporting category in 1997-98.

Race/Ethnicity Data: Reported beginning in 1997-98.

Data by Disability in ages 3-5 group: Reported beginning in 2000-01.

	Individuals with Disabilities Education Act (IDEA) Data: Part C

	Within Child Count:  

Infants 0-2 who are "experiencing developmental delays or have a diagnosed physical or mental condition which has a high probability of resulting in developmental delay.” These infants specifically must fit the following criteria:

a. from birth through age 2 (children who have not yet reached their third birthday), and

b. experiencing developmental delays or have a diagnosed physical or mental condition which has a high probability of resulting in developmental delay, and

c. receiving early intervention services regardless of whether Part C monies are used to provide these services.



	National Early Intervention Longitudinal Study (NEILS)  

	· How many months old was [CHILD] when the concern(s) was (were) first identified? 

IF THERE ARE MULTIPLE CONCERNS RAISED AT DIFFERENT TIMES, WE WANT THE EARLIEST AGE AT WHICH ANY OF THE CONCERNS WAS RAISED. PROBE FOR A WHOLE NUMBER OF MONTHS.



	Pre-Elementary Education Longitudinal Study (PEELS)  

	· Does [CHILD] have a developmental delay or disability?  For example, a delay in learning to talk or a problem understanding things. 

· What is [his/her] developmental delay or disability? / Why does [CHILD] need special education services?

NOTE: IF NO PROBLEM OR DISABILITY OR NOT GETTING ANY SERVICES, ENTER NA.    

· About how old was [CHILD] when someone first expressed concern about [his/her] health, development, or conditions you indicated?  

[NOTE: THIS ITEM DOES NOT REFER TO NORMAL HEALTH CONCERNS (“SHE HAD THE FLU WHEN SHE WAS TWO”); IT REFERS TO THE CONDITIONS LISTED EARLIER.  THE CONCERNS MAY BE IDENTIFIED BY THE R, A PROFESSIONAL, OR ANYONE ELSE.] 

· About how old was [he/she] when [he/she] first started regularly getting special education or therapy services from a professional for a delay or disability?  

[NOTE: IF PARENT ASKS “FOR WHICH DISABILITY,” PARENT SHOULD ANSWER FOR THE EARLIEST SERVICE RECEIVED.] 

· Has [CHILD]’s hearing been tested by a professional? 

· Was a hearing problem diagnosed by a professional? 

· How old was [CHILD] when [his/her] hearing problem was first diagnosed? 




	Special Education Elementary Longitudinal Study (SEELS)

	· [CHILD] is included in this study because the school district indicated at the beginning of the 1999 school year that [he/she] was a special education student. What are [CHILD]’s learning problems or disabilities? 

· Which of these is CHILD’s main learning problem or disability?

· Our records from the school district indicate that at the beginning of the school year CHILD had (a) (DISABILITY/IES ON FILE). Is that correct?

· About how old was [CHILD] when he/she started having this/these difficulty/ies or condition? 

(IF PARENT ASKS WHICH DISABILITY, PARENT SHOULD ANSWER FOR FIRST/EARLIEST DISABILITY). 

· About how old was [CHILD] when he/she started getting special services from a professional for this difficulty?  

· Did [CHILD] receive early intervention services for children ages birth to 3 who have developmental delays or disabilities? Early intervention services means any special services or therapies designed to meet a child’s special needs, when a child is younger than 3 years old.




Table B5: Selected Questions from National Health Datasets

	National Health Interview Survey  (NHIS)

	·  Looking at this list, has a doctor or health professional ever told you that [CHILD] had any of these conditions?  Which ones?  [list of disorders/conditions]

·  Has a doctor or health professional ever told you that [CHILD] had...?  [list of disorders/conditions]

·  Does [CHILD] have any trouble seeing [even when wearing glasses or contact lenses]?

·  Is [CHILD] blind or unable to see at all?

· Overall, do you think that [CHILD] has difficulties in any of the following areas: emotions, concentration, behavior, or being able to get along with other people? 

· Has [CHILD] EVER received ANY treatment or help, [other than medication,] for difficulties with emotions, concentration, behavior or being able to get along with others?   



	National Health Interview Survey on Disability (NHIS-D)

	· In the past 12 months, did [CHILD] use any of the following medical devices or supplies? [list of devices/supplies]

· During the past 12 months, has [CHILD] received special education for any of these conditions?   [list of disorders/conditions]

· During the past 12 months, has [CHILD] been limited in the kind or amount of physical activity (he/she) can do during play because of a physical, mental, or emotional problem?



	National Survey of Children with Special Health Care Needs  (CSHCN/SLAITS)  

	· (Does your child/Do any of your children) need or use more medical care, mental health, or educational services than is usual for most children of the same age? 

· Is [CHILD]'s need for medical care, mental health or educational services because of ANY medical, behavioral, or other health condition? 

· Is this a condition that has lasted or is expected to last 12 months or longer?

· (Does your child/Do any of your children) need or use more medical care, mental health, or educational services than is usual for most children of the same age?

· (Is your child/Are any of your children) limited or prevented in any way in (his or her/their) ability to do the things most children of the same age can do?

· Is [CHILD]'s limitation in abilities because of ANY medical, behavioral, or other health condition?

· (Does your child/Do any of your children) need or get special therapy, such as physical, occupational, or speech therapy?

· (Does your child/Do any of your children) have any kind of emotional, developmental, or behavioral problem for which (he/she/they) need(s) treatment or counseling?

· (2005-06) Does [CHILD] have any difficulty seeing even when wearing glasses or contact lenses?

· (2005-06) Does [CHILD] have any difficulty hearing even when using a hearing aid?

· (2005-06)  Compared to other [CHILD’S AGE]-year-old children, would you say (he/she) experiences any difficulty):

· Learning, understanding, or paying attention?

· Speaking, communicating, or being understood?

· (2005-06) To the best of your knowledge, does [CHILD] currently have…?  [list of disorders/conditions] 




	National Survey of Children's Health (NCHS/SLAITS)  

	· Does [CHILD] have any kind of emotional, developmental, or behavioral problem for which he/she] needs treatment or counseling?  

· Has a doctor, health professional, teacher, or school official ever told you [CHILD] has a learning disability?

· Has [his/her] emotional, developmental or behavioral problem lasted or is it expected to last 12 months or longer?

· Has a doctor or health professional ever told you that [CHILD] has any of the following conditions?  [list of disorders/conditions]    



	National Survey of Family Growth

	· (2002) Does [CHILD] have a physical disability, an emotional disturbance, or mental retardation? 

· (1995) Does [CHILD] have a physical or mental disability? 

· (1982) At birth or during the first year of his/her life, did [CHILD] have any of the following health conditions?  What about...  

I. Health conditions the child was born with, or congenital conditions?

J. Any other illnesses or conditions? (SPECIFY) ____________________



	National Early Childhood Health Survey

	· Sometimes parents have concerns about their children. Are you concerned a lot, a little or not at all about [list of behaviors including talking, speech, understanding, seeing, hearing, using arms and legs, learning, behavior, emotional well-being




Table B6: Selected Questions from Other Datasets

	National Longitudinal Surveys of Youth (NLSY)  

	· How old was [CHILD] when [condition] was first noticed?    

· Does the [condition] currently limit [CHILD]?      

· (Excluding pregnancy), does [CHILD] have or has ever had any physical, emotional, or mental condition that limits or has limited his/her ability to attend school regularly, do regular school work, or work at a job for pay? 

· Does [CHILD] now have or has ever had a learning or emotional problem that limits or has limited the kind of schoolwork or other daily activities he/she can perform, the amount of time he/she can spend on these activities or his/her performance in these activities? 

· What (is/are) the condition(s)?  (SELECT ALL THAT APPLY.)  [list of disorders/conditions]



	National Survey of America's Families

	· Does [CHILD] have a physical, learning, or mental health condition that limits [his/her] participation in the usual kinds of activities done by most children [his/her] age / limits [his/her] ability to do regular school work?



	 Panel Study of Income Dynamics - Child Development Supplement

	· Has [CHILD]’s doctor or health professional ever said that [CHILD] had…?   [list of disorders/conditions]
Only mark YES for conditions diagnosed by a doctor or health professional. A health professional includes nurse, physician’s assistant, nurse practitioner, social worker, or counselor. 

· Does [CHILD] currently have any physical or mental condition that would limit or prevent [his/her] ability to... 

a. do usual childhood activities such as play, or participate in games or sports?      

b. attend (school/preschool/day care) regularly?     

c. do regular school work?

	Survey of Income and Program Participation

	· Does [CHILD] have:   

a. A learning disability such as dyslexia? 

b. Mental retardation?

c. A developmental disability such as autism or cerebral palsy?   

d. Any other developmental condition for which [HE/SHE] has received therapy or diagnostic services?

· Does [CHILD] have difficulty hearing what is said in a normal conversation with  another person [even when wearing [HIS/HER] hearing aid]? 

· Does [CHILD] have a serious physical or mental condition or a developmental delay that limits ordinary activities?

· Does [CHILD] have difficulty seeing the words and letters in ordinary newspaper print, even when wearing glasses or contact lenses if [HE/SHE] usually wears them?


DESCRIPTIONS OF THE DATABASES

EDUCATION STUDIES

Two early childhood studies are worth mention. While neither of them allows a direct or indirect estimate of the identification of specific early childhood disabilities, they provide vital basic information on general trends in family demographics, community experience, child care and pre-school enrollment and children’s developmental trajectories.

Early Childhood Longitudinal Survey –Birth Cohort – ECLS-B 

(http://nces.ed.gov/ecls/Birth.asp)

The Early Childhood Longitudinal Survey is designed to gather information on children’s early life experiences. While the study is run out of the National Center for Education Statistics, there has been substantial multi-agency input into the study’s design from 12 collaborating education, health and other federal agencies, especially the Office of Indian Education. The ECLS-B is a normative study and it does not focus specifically on children with disabilities. The birth cohort is made up of 14,000 children born in 2001. The sample is nationally representative and diverse. There is oversampling of certain underrepresented minority populations (Asian and Pacific Islander children, American Indian and Alaska Native children, Chinese children).  The study design allowed for oversampling of twins, low and very low birth weight children.

Data collection points for the ECLS-B are at nine months (2001), 2 years (2003), 4 years (2005), kindergarten (2006-7). The extensive data set includes information from the children, their mothers and fathers, teachers and schools. The key addressed are 1) children’s physical, cognitive and socioemotional development, 2) health status at birth and at regular intervals, 3) transitions to non-parental care and early education, 4) kindergarten readiness.

The ECLS-B is a restricted use data set that requires a specific license for prospective research users. There are minimal questions on the identification of hearing and vision problems.   

Early Childhood Longitudinal Survey – Kindergarten Cohort –ECLS-K

(http://nces.ed.gov/ecls/kindergarten/studybrief.asp)

The ECLS-K is a nationally representative longitudinal study following a cohort of children from kindergarten through 12th grade. Like the ECLS-B, it is a normative study of American children designed to understand their experiences as they make their way through school. Data collection points are: the fall and the spring of kindergarten (1998-99), the fall and spring of first grade (1999-2000), the spring of  the third (2002), 5th (2004), 8th (2007) 10th (2009) and 12th (2011) grades. The sample is composed of 22,000 children from approximately 100 school sites chosen to create a nationally representative sample. 

The ECLS-K includes precise questions on early identification of specific conditions and provides detailed information on who made the early diagnoses. Our review did not identify any major study exploring this information. A report at http://nces.ed.gov/ecls/kindergarten/studybrief.asp) did look in great detail at regional differences in the creation of Individualized Education Plans (IEPs) for children of different minority and socioeconomic backgrounds. The researchers found that the percentage of IEPs varied with the socio-economic status of the area’s population. The more wealthy a locale or region, the more likely that a higher percentage of the children (40 percent for high SES vs 20 percent for low SES) had had IEPs in prekindergarten, suggesting that SES is related to the early provision of special education services.  

ANNUAL SPECIAL EDUCATION REPORTS TO CONGRESS

http://www.ideadata.org/index.html 

Since the 1977 implementation of the Education for All Handicapped Children Act (PL 94-142) now known as the Individuals with Disabilities Education Act, the Office of Special Education has prepared an extensive annual report on the characteristics of the children served by the public schools in special education. These reports give a high level view of the experience of children in special education. Because they are based on aggregate data, their usefulness is at the macro rather than the micro level. Nonetheless they do help to understand some secular trends.

The U.S. Department of Education is currently funding a series of studies to determine the impact and outcomes of IDEA (the Individuals with Disabilities Education Act). These studies have already resulted in the creation of a number of rich data bases on children with disabilities. 

National Early Intervention Longitudinal Study – NEILS (http://www.sri.com/neils/).

SRI International is conducting the National Early Interventional Longitudinal Study. The research team is following 3338 children with or at risk for disabilities from 0 to 31 months. The children were recruited from 20 states. The data were collected from parents by telephone interview within 16 weeks of entry into early intervention. The study assesses the demographics of the children, the types and costs of early intervention services, child outcomes especially as they relate to child and family characteristics. There are socio-demographic data available. A major finding is the over-representation of children from poor and minority groups in the “at risk” category and under-representation of these same groups in the “early diagnosis” of disabling conditions category.   A public use data tape is available.  
Pre-Elementary Education Longitudinal Study - PEELS (http://www.peels.org/default.org). 

Westat manages this study for the Department of Education’s Center for Special Education Reseach, following nearly 3,000 children with disabilities as they progress through preschool and into their early elementary years. The first data collection was carried out in 2003. Subsequent data collection is planned for winter 2005, 2006, 2007 and 2009. The sample children were 3 to 5 years old at the beginning of the study. Data collection for the PEELS includes telephone interviews with parents of preschoolers with disabilities, one-on-one assessments of the children, and mailed surveys with the children's teachers and other service providers and school and state educational administrators. The PEEL’s main research questions address the characteristics of the children in preschool special education, the programs and services they receive, transitions from EI to preschool and preschool to school, achievement in preschool, kindergarten and school, factors that produce improved results. 

Special Education Elementary Longitudinal Study- SEELS (http://www.seels.net/grindex.html)

The Special Education Elementary Longitudinal Study is being conducted for the U. S. Department of Education by SRI International. Begun in 1999, SEELS is a longitudinal assessment of children enrolled in special education consisting of three waves of data collection in 1999-2000, 2002-2003, 2004-2005. The sample is 13, 000 special education students who were 6 through 12 at the beginning of the study and will be 11 to 18 at the end of the study. The children were chosen randomly from the special education rosters of LEAs and state operated schools for the deaf and blind who agreed to participate in the study. 

Data have been collected at multiple points and include parent/guardian interviews, teacher surveys, school program surveys, school characteristics surveys, direct assessments of the children (reading, math, self-concept, attitude towards school), and school transcripts. The SEELS includes a direct question about the age at which the child first had the condition and a follow question about when the child first received services for the condition.  Many of the questions in the dataset are identical to those on national studies of the general school population to allow for direct comparisons. 

HEALTH STUDIES   

National Health Interview Survey – NHIS 

(http://www.cdc.gov/nchs/nhis.htm) 

The National Health Interview Survey has been fielded annually since 1957. The survey asks whether a doctor or health professional has every told the family that their child had any of a list of categorical conditions (mental retardation, other developmental delay, attention deficit disorder, Down’s syndrome, cerebral palsy, muscular dystrophy, cystic fibrosis, sickle cell anemia, autism, diabetes, arthritis, congenital heart disease, other health conditions). There are also questions about whether the child has had chicken pox, asthma, hay fever, allergies, anemia, three or more ear infections, seizures, repeated diarrhea, headache, migraines, hearing, vision or speech problems, sadness, depression or nervousness.  The NHIS also has a series of questions which help determine whether any of the conditions is functionally limiting.  Until the launch of the SLAITS CSHCN study, most estimates of chronic condition prevalence were derived from the NHIS. Because of the essential consistency of the questions on the NHIS over time, it offers opportunities for time trend analysis of the prevalence of conditions. The questionnaires back to 1962 are available on the Internet at http://www.cdc.gov/nchs/about/major/nhis/quest_doc.htm.  
National Health Interview Survey on Disability – NHIS-D

(http://www.cdc.gov/nchs/about/major/nhis_dis/nhis_dis.htm)

In 1994-1995, the National Health Interview Survey included a supplement on disability on a sample of children 0-17. This supplement allowed a more in depth view of specific disabilities.

National Health Survey of Children with Special Health Care Needs – CSCHN. (http://www.cdc.gov/nchs/about/major/slaits/cshcn.htm and http://www.cdc.gov/nchs/about/major/slaits/cshcn_05_05.htm ) 

The State and Local Area Integrated Telephone Survey (also known as SLAITS) is sponsored by the Maternal and Child Health Bureau of the Health Resources and Services Administration to examine the physical and emotional health of children ages 0-17 years of age. This special module of the State and Local Area Integrated Telephone Survey (SLAITS) was designed to assess prevalence and impact of special health care needs among children in all 50 States and the District of Columbia. In the initial round of the study conducted in 2000-2001, a non-categorical approach to diagnostic labels was used. Using the FACCT CSHCN Screener,* the survey established that 13 percent of U.S. children meet the criteria for CSHCN as delineated by the Maternal and Child Health Bureau. These 9 million children  “have or are at increased risk for a chronic physical, developmental, behavioral, or emotional condition and who also require health and related services of a type or amount beyond that required by children generally.” During the second round of the study which is now in the field (the 2005-2006 CSHCN SLAITS), questions similar to those on the NHIS about the presence of acute and chronic conditions were reintroduced so that estimates of categorical conditions can now be derived. 

In 2001 in each state, the CDC interviewers selected 3000 households for the study using the random digit dial technique. They administered the CSHCN screener to the family and if a family answered the questions positively, the family (n = 750 per state or 38,000 total) was designated for the CSHCN survey questions (a more in-depth series of questions than those posed to the 137,000 children who were non-CSHCN). The CSHCN survey focused on service delivery: medical homes, health insurance coverage and access to needed services.

The sample design for the 2005-2006 study is slightly different. The same large number of households is being screened to net approximately 850 CSHCN per state (or 41,000 nationally). For the comparison group, a national sample of approximately 5,000 children without special health care needs will also be selected for a full interview, so that characteristics of CSHCN may be compared with characteristics of children without special health care needs.

There are no questions on the CSHCN that refer directly to the identification of the children’s special health care needs.  

National Survey on Children’s Health – NSCH. (http://www.cdc.gov/nchs/about/major/slaits/nsch.htm)  
Staff from the Centers for Disease Control administered this national household telephone survey with a focus on disability in 2003. The survey included questions looking at the availability of medical homes, how families interact, parental health, school and after-school experiences, and the safety of the neighborhoods the children live in. There are specific probes for disabilities and follow up questions on whether a doctor or health professional has ever told the family that the child has a particular disability. This is the so-called NSCH/SLAITS 2003 survey. 

National Survey of Family Growth - NSFG
http://www.nichd.nih.gov/about/cpr/dbs/res_national5.htm
The National Survey on Family Growth is a study sponsored by NICHD that focuses primarily on childbearing, contraception, and related aspects of maternal and child health. The first two cycles of the NSFG were fielded in the 1970s with three additional cycles in 1982, 1988 and 1995. The subjects of the survey were women ages 15-44. Several questions relate to disability among the women’s children. The NSFG allows analysis of the relationship between childhood disabilities and pregnancy and birth events.  

National Survey of Early Childhood Health  (http://www.cdc.gov/nchs/about/major/slaits/nsech.htm ) 

While this study is more about the process and content of early childhood health care delivery than about specific health conditions, there are important data elements and insights. Sponsored by the American Academy of Pediatrics and the Maternal and Child Health Bureau, this survey on health care delivery in the first three years of life was fielded once in 2000. The sample was the families of 2068 children age 4-35 months. African-American and Hispanic children were oversampled to ensure precise estimates from these traditionally underrepresented groups. The study’s focus was the quality of well child care. It provides a baseline of data on how well pediatric practices are reaching out to parents for their ideas and interests in the health care of their children. While identification of disabling conditions is not the focus of this study, it provides indirect insight into some of the processes around early identification. Parents were asked specifically about developmental assessment (with only 45 percent reporting that they recalled a formal developmental assessment of their child). In addition, there are several generic health and developmental questions that establish the level of parental concern about their children. The developmental section included questions from the PEDS screener by Frances Glascoe. 

OTHER STUDIES 

National Longitudinal Survey of Youth -NLYS

(http://nber.org/~kling/surveys/NLSY97.html 

The National Longitudinal Survey of Youth has been fielded in two waves, one in 1979 and one in 1997. The subjects were 14-22 at the start of the 1979 collection and 31-39 at the end of the annual surveys. The 1997 group were 12-17 years of age. The sample size was 12,000 in 1979 and 9,000 in 1997. This rich set of longitudinal data includes a parent questionnaire with some basic questions on the onset of emotional/behavioral disorders, learning disabilities and mental retardation. 

National Survey of America’s Families  

(www.urban.org/content/research/newfederalism/aboutANF/aboutANF.htm) 

Conducted by the Urban Institute, the National Survey of America's Families is a comprehensive look at the experience of families in 13 states. The study is particularly interested in revealing differences in the lives of different families and in determining the role that low income plays in the creation of those differences. The study is cross-sectional with several waves; 1997, 1999 and 2002. The large sample size of about 35,000 children 0-17 allows the exploration of some of the relationships between SES, race and the outcomes of interest. There is a general question on disability but no specific probe on identification.

Panel Study of Income Dynamics – Child Development Supplement

(www.psidonline.isr.umich.edu/CDS)

The Institute for Social Research of the University of Michigan is conducting the Panel Study of Income Dynamics. They added a Child Development Supplement in 1997. The CDS is a nationally representative, longitudinal study of children and their families. The researchers are studying developmental outcomes and relating them to variables in the family, neighborhood, and school environment. So far there have been two waves of data collection on the children – one involving 3563 children (ages 0-12) in 1997 and a follow on in 2002 with re-interviews of 2907 children (ages 5-17). The surveys do assess whether the children have chronic physical or mental conditions that limit his or her activities.

Survey of Income and Program Participation – SIPP.

(http://www.sipp.census.gov/sipp/ )

The U.S. Bureau of the Census carries out periodic national studies that include questions related to childhood disability. The Survey of Income and Program Participation – SIPP is fielded every 3 to 6 years. With a large study population of about 20,000 children aged 0-17, the SIPP may allow some indirect estimation of incidence and prevalence of childhood disorders over the time period back to 1984.
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