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Recommendations for
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Abbreviated Part 2: Recommended Data Sets
	Environmental Public Health Tracking

Birth Defects 

Changes Incorporated in Versions 3.2 and 3.2.1

	Field Name
	Dictionaries Affected
	Description

	COUNTY
	BD1 – BD3
	The missing value code ‘U’ is now accepted for this field.

	COUNTY
	BD1 – BD3
	The field length was expanded from 3 to 5 for reasons of compatibility with the existing XML schemas.  The state FIPS code is now redundantly embedded in the county FIPS code.

	MATERNAL RACE GROUP
	BD2 – BD4
	The code ‘NS’ (not submitted) has been explicitly added to the allowable codes for this field.  This code is intended to allow the maternal race field to be selectively collapsed, for example, when maternal ethnicity is Hispanic.  This code is not intended to indicate unknown race.

	LIVE BIRTHS WITH DEFECT
	BD1 – BD4
	The unknown value code -999 is now accepted for this field, to cover situations in which a birth count is known for a demographic classification, but a corresponding birth defect count was not determined.

	LIVE BIRTHS + FETAL DEATHS + TERMINATIONS WITH DEFECT
	BD1 – BD4
	The unknown value code -999 is now accepted for this field, to cover situations in which a birth count is known for a demographic classification, but a corresponding birth defect count was not determined.

	LIVE BIRTHS + FETAL DEATHS + TERMINATIONS WITH DEFECT
	BD1 – BD4
	This field is now optional, in order to accommodate data submissions from states that conduct surveillance for live births only.


	Environmental Public Health Tracking

Aggregate Data Set Summary

Birth Defects 

Birth Defect Counts, by Maternal Age and Infant Sex

	Characteristic
	Description

	Data Source
	State Birth Defects Registries

	Purpose
	This data set will be used to calculate prevalence measures for birth defects as described in the Part 1 package, for use on the national public portal.

	Geographic Level
	The smallest geographic unit to be represented in this data set is the county.

	Restrictions
	This is a restricted access data set.

Data will be displayed via the national public portal only when sufficient conditions have been met to protect data privacy.

Only registered users will have direct access to this data set via the national secure portal.


	Environmental Public Health Tracking

Data Dictionary for Aggregate Data
Birth Defects
Birth Defect Counts, by Maternal Age and Infant Sex

	Field Name
	Field Description
	Data Type
	Code Scheme
	Legal Values
	Field Length

	BIRTH DEFECT
	Birth defect category.
	Integer
	1 = Anencephaly
2 = Spina bifida (w/o anencephaly)

3 = Hypoplastic left heart syndrome

4 = Tetralogy of Fallot

5 = Transposition of the great arteries (vessels)

6 = Cleft lip with or w/o cleft palate

7 = Cleft palate w/o cleft lip

8 = Hypospadias

9 = Gastroschisis

10 = Upper limb deficiencies

11 = Lower limb deficiencies

12 = Trisomy 21
	1 – 12
	2

	STATE
	State FIPS code.
	String
	FIPS
	A valid state FIPS code.
	2

	COUNTY
	County FIPS code over which birth defect cases and underlying birth populations are counted.
	String
	FIPS
U = Unknown
	A valid county FIPS code for the state, or ‘U’.
	5

	START DATE 1
	Date on which data aggregation begins.
	Date
	yyyymmdd
	
	8

	END DATE 1
	Date on which data aggregation ends.  
	Date
	yyyymmdd
	
	8

	SURVEILLANCE TYPE
	State birth defects surveillance system uses only active case finding procedures, only passive reporting, or a combination of active and passive methods.
	Text
	A = active
P = passive

PF = passive with follow-up
	A, P, PF
	2

	ASCERTAINMENT
	State birth defects surveillance system routinely ascertains cases of birth defects among live births only, or also covers other outcomes of pregnancy (fetal deaths and/or terminations).
	Text
	L = live births only

LF = live births + fetal deaths

LT = live births + pregnancy terminations

LFT = live births + fetal deaths + pregnancy terminations
	L, LF, LT, LFT
	3

	CODE SET
	Indicates the standard under which birth defects cases are coded and classified.
	Integer
	1 = ICD-9-CM

2 = ICD-9-CM, CDC coding based on BPA
	1, 2


	1

	MATERNAL AGE GROUP
	Five-year maternal age intervals for which cases and underlying birth populations are counted.
	Integer
	1 = <20 years
2 = 20-24 years
3 = 25-29

4 = 30-34

5 = 35-39

6 = (40

9 = Unknown
	1 – 6, 9

	1

	INFANT SEX
	Infant sex for which cases and underlying birth populations are counted.
	Text
	M = Male
F = Female
U = Unknown
	M, F, U

	1

	TOTAL LIVE BIRTHS 2
	Total number of live births.
	Integer
	
	0 to nnnnnnn
	7

	LIVE BIRTHS WITH BIRTH DEFECT
	Number of cases of birth defect among live births only.
	Integer
	-999 = Unknown
	0 to nnnn
-999

Note: The missing value code -999 is appropriate when a birth count is known for a demographic classification, but the birth defect count is unknown.
	4

	LIVE BIRTHS + FETAL DEATHS + TERMINATIONS WITH DEFECT
	Number of cases of birth defect among live births plus fetal deaths and/or pregnancy terminations, in those states that ascertain cases among fetal deaths and/or terminations.
(optional)
	Integer
	-999 = Unknown
	0 to nnnn
-999

Note: The missing value code -999 is appropriate when a birth count is known for a demographic classification, but the birth defect count is unknown.
	4


1 Start dates and end dates will allow for aggregation of more than one year of data when necessary, as well as part-year aggregates.
2 This is the denominator for “prevalence” calculations.  This data may not need to be duplicated as it may be available through some of the vital records datasets as part of EPHT.
Environmental Public Health Tracking

Data Set From Which Measures May be Derived
Birth Defects
Birth Defect Counts, by Maternal Age and Infant Sex
See attached Excel file: BD1.xls (05-02-2008)
Notes on Table Shell

1.
Prevalence measures (and corresponding confidence intervals) can be directly calculated from the proposed data set, at both the level at which the data are provided (the finest level of breakdown) or at higher levels of aggregation (for example, all maternal ages).  Because prevalence measures at higher levels require that numerators and denominators be calculated first (the prevalence measures cannot be directly aggregated) there is limited utility in including pre-calculated measures in this data set.

2.
For each birth defect there is an exhaustive cross-classification between maternal five-year age group and infant sex, with 7 x 3 = 21 mutually exclusive classifications.  It should be possible to assign each specific birth defect case to exactly one maternal age group ( infant sex classification.  An example of the complete cross-classification structure appears in lines 3-23 of the table shell (for anencephaly).
	Environmental Public Health Tracking

Aggregate Data Set Summary

Birth Defects 

Birth Defect Counts, by Maternal Ethnicity/Race and Infant Sex

	Characteristic
	Description

	Data Source
	State Birth Defects Registries

	Purpose
	This data set will be used to calculate prevalence measures for birth defects as described in the Part 1 package, for use on the national public portal.

	Geographic Level
	The smallest geographic unit to be represented in this data set is the county.

	Restrictions
	This is a restricted access data set.

Data will be displayed via the national public portal only when sufficient conditions have been met to protect data privacy.

Only registered users will have direct access to this data set via the national secure portal.


	Environmental Public Health Tracking

Data Dictionary for Aggregate Data
Birth Defects
Birth Defect Counts, by Maternal Ethnicity/Race and Infant Sex

	Field Name
	Field Description
	Data Type
	Code Scheme
	Legal Values
	Field Length

	BIRTH DEFECT
	Birth defect category.
	Integer
	1 = Anencephaly

2 = Spina bifida (w/o anencephaly)

3 = Hypoplastic left heart syndrome

4 = Tetralogy of Fallot

5 = Transposition of the great arteries (vessels)

6 = Cleft lip with or w/o cleft palate

7 = Cleft palate w/o cleft lip

8 = Hypospadias

9 = Gastroschisis

10 = Upper limb deficiencies

11 = Lower limb deficiencies

12 = Trisomy 21
	1 – 12
	2

	STATE
	State FIPS code.
	String
	FIPS
	A valid state FIPS code.
	2

	COUNTY
	County FIPS code over which birth defect cases and underlying birth populations are counted.
	String
	FIPS
U = Unknown
	A valid county FIPS code for the state, or ‘U’.
	5

	START DATE 1
	Date on which data aggregation begins.
	Date
	yyyymmdd
	
	8

	END DATE 1
	Date on which data aggregation ends.  
	Date
	yyyymmdd
	
	8

	SURVEILLANCE TYPE
	State birth defects surveillance system uses only active case finding procedures, only passive reporting, or a combination of active and passive methods.
	Text
	A = active

P = passive

PF = passive with follow-up
	A, P, PF
	2

	ASCERTAINMENT
	State birth defects surveillance system routinely ascertains cases of birth defects among live births only, or also covers other outcomes of pregnancy (fetal deaths and/or terminations).
	Text
	L = live births only

LF = live births + fetal deaths

LT = live births + pregnancy terminations

LFT = live births + fetal deaths + pregnancy terminations
	L, LF, LT, LFT
	3

	CODE SET
	Indicates the standard under which birth defects cases are coded and classified.
	Integer
	1 = ICD-9-CM

2 = ICD-9-CM, CDC coding based on BPA


	1, 2
	1

	MATERNAL

ETHNICITY
	Maternal Hispanic ethnicity for which cases and underlying birth populations are counted.
	Text
	H = Hispanic

NH = non-Hispanic

U = Unknown


	H, NH, U


	2

	MATERNAL RACE GROUP
	Maternal race group for which cases and underlying birth populations are counted.
	Text
	W = White

B = Black

O = Other

U = Unknown

NS = Not submitted
	W, B, O, U, NS
Note: The code ‘NS’ is intended to allow the maternal race field to be selectively collapsed, for example, when maternal ethnicity is Hispanic.  This code is not intended to indicate unknown race.
	2

	INFANT SEX
	Infant sex for which cases and underlying birth populations are counted.
	Text
	M = Male
F = Female
U = Unknown
	M, F, U


	1

	TOTAL LIVE BIRTHS 2
	Total number of live births.
	Integer
	
	0 to nnnnnnn
	7

	LIVE BIRTHS WITH BIRTH DEFECT
	Number of cases of birth defect among live births only.
	Integer
	-999 = Unknown
	0 to nnnn
-999

Note: The missing value code -999 is appropriate when a birth count is known for a demographic classification, but the birth defect count is unknown.
	4

	LIVE BIRTHS + FETAL DEATHS + TERMINATIONS WITH DEFECT
	Number of cases of birth defect among live births plus fetal deaths and/or pregnancy terminations, in those states that ascertain cases among fetal deaths and/or terminations.
(optional)
	Integer
	-999 = Unknown
	0 to nnnn
-999

Note: The missing value code -999 is appropriate when a birth count is known for a demographic classification, but the birth defect count is unknown.
	4


1
Start dates and end dates will allow for aggregation of more than one year of data when necessary, as well as part-year aggregates.
2 This is the denominator for “prevalence” calculations.  This data may not need to be duplicated as it may be available through some of the vital records datasets as part of EPHT.
Environmental Public Health Tracking

Data Set From Which Measures May be Derived
Birth Defects
Birth Defect Counts, by Maternal Ethnicity/Race and Infant Sex
See attached Excel file: BD2.xls (05-02-2008)
Notes on Table Shell

1.
Prevalence measures (and corresponding confidence intervals) can be directly calculated from the proposed data set, at both the level at which the data are provided (the finest level of breakdown) or at higher levels of aggregation (for example, all maternal ethnicity/race groups).  Because prevalence measures at higher levels require that numerators and denominators be calculated first (the prevalence measures cannot be directly aggregated) there is limited utility in including pre-calculated measures in this data set.

2.
For each birth defect there is an exhaustive cross-classification between maternal ethnicity/race and infant sex.  A fully expanded ethnicity/race cross-classification structure would contain 3 ethnicity classes (H, NH, unknown) by 4 race classes (W, B, Other, unknown) for a total of 3 x 4 = 12 mutually exclusive classifications.  However, because cases with maternal Hispanic ethnicity will not be simultaneously tabulated by race in this data set, the segment of the maternal ethnicity/race cross-classification structure covering these cases is collapsed from 4 classifications to just 1.  The partially collapsed maternal ethnicity/race cross-classification structure thus has 9 mutually exclusive classifications.  Since infant sex has 3 classes (M, F, unknown) the partially collapsed maternal ethnicity/race ( infant sex cross-classification structure has 9 x 3 = 27 mutually exclusive classifications.  The partially collapsed structure remains exhaustive; it should be possible to assign each specific birth defect case to exactly one maternal ethnicity/race ( infant sex classification.  An example of the partially collapsed cross-classification structure appears in lines 3-29 of the table shell (for anencephaly).

The maternal ethnicity/race data structure can be further collapsed to accommodate varying needs, but caution should be taken to ensure that the cross-classification structure remains exhaustive and mutually exclusive.
	Environmental Public Health Tracking

Aggregate Data Set Summary

Birth Defects 

Trisomy 21 Counts, by Maternal Age, Maternal Ethnicity/Race, and Infant Sex

	Characteristic
	Description

	Data Source
	State Birth Defects Registries

	Purpose
	This data set will be used exclusively to calculate prevalence of Trisomy 21 for two special maternal age groups (<35 years old, (35 years old) as described in the Part 1 package, for use on the national public portal.

	Geographic Level
	The smallest geographic unit to be represented in this data set is the county.

	Restrictions
	This is a restricted access data set.

Data will be displayed via the national public portal only when sufficient conditions have been met to protect data privacy.

Only registered users will have direct access to this data set via the national secure portal.


	Environmental Public Health Tracking

Data Dictionary for Aggregate Data
Birth Defects
Trisomy 21 Counts, by Maternal Age, Maternal Ethnicity/Race, and Infant Sex

	Field Name
	Field Description
	Data Type
	Code Scheme
	Legal Values
	Field Length

	BIRTH DEFECT
	Birth defect category.
	Integer
	12 = Trisomy 21
	12 only
	2

	STATE
	State FIPS code.
	String
	FIPS
	A valid state FIPS code.
	2

	COUNTY
	County FIPS code over which birth defect cases and underlying birth populations are counted.
	String
	FIPS
U = Unknown
	A valid county FIPS code for the state, or ‘U’.
	5

	START DATE 1
	Date on which data aggregation begins.
	Date
	yyyymmdd
	
	8

	END DATE 1
	Date on which data aggregation ends.  
	Date
	yyyymmdd
	
	8

	SURVEILLANCE TYPE
	State birth defects surveillance system uses only active case finding procedures, only passive reporting, or a combination of active and passive methods.
	Text
	A = active

P = passive

PF = passive with follow-up
	A, P, PF
	2

	ASCERTAINMENT
	State birth defects surveillance system routinely ascertains cases of birth defects among live births only, or also covers other outcomes of pregnancy (fetal deaths and/or terminations).
	Text
	L = live births only

LF = live births + fetal deaths

LT = live births + pregnancy terminations

LFT = live births + fetal deaths + pregnancy terminations
	L, LF, LT, LFT
	3

	CODE SET
	Indicates the standard under which birth defects cases are coded and classified.
	Integer
	1 = ICD-9-CM

2 = ICD-9-CM, CDC coding based on BPA
	1, 2
	1

	MATERNAL AGE GROUP
	Two categories of maternal age for which cases and underlying birth populations are counted.
	Integer
	1 = < 35 years

2 = ( 35 years

9 = Unknown
	1 - 2, 9
	1

	MATERNAL

ETHNICITY
	Maternal Hispanic ethnicity for which cases and underlying birth populations are counted.
	Text
	H = Hispanic

NH = non-Hispanic

U = Unknown


	H, NH, U
	2

	MATERNAL RACE GROUP
	Maternal race group for which cases and underlying birth populations are counted.
	Text
	W = White

B = Black

O = Other

U = Unknown

NS = Not submitted
	W, B, O, U, NS

Note: The code ‘NS’ is intended to allow the maternal race field to be selectively collapsed, for example, when maternal ethnicity is Hispanic.  This code is not intended to indicate unknown race.
	2

	INFANT SEX
	Infant sex for which cases and underlying birth populations are counted.
	Text
	M = Male
F = Female
U = Unknown
	M, F, U
	1

	TOTAL LIVE BIRTHS 2
	Total number of live births.
	Integer
	
	0 to nnnnnnn
	7

	LIVE BIRTHS WITH BIRTH DEFECT
	Number of cases of birth defect among live births only.
	Integer
	-999 = Unknown
	0 to nnnn
-999

Note: The missing value code -999 is appropriate when a birth count is known for a demographic classification, but the birth defect count is unknown.
	4

	LIVE BIRTHS + FETAL DEATHS + TERMINATIONS WITH DEFECT
	Number of cases of birth defect among live births plus fetal deaths and/or pregnancy terminations, in those states that ascertain cases among fetal deaths and/or terminations.
(optional)
	Integer
	-999 = Unknown
	0 to nnnn
-999

Note: The missing value code -999 is appropriate when a birth count is known for a demographic classification, but the birth defect count is unknown.
	4


1
Start dates and end dates will allow for aggregation of more than one year of data when necessary, as well as part-year aggregates.
2 This is the denominator for “prevalence” calculations.  This data may not need to be duplicated as it may be available through some of the vital records datasets as part of EPHT.
Environmental Public Health Tracking

Data Set From Which Measures May be Derived
Birth Defects
Trisomy 21 Counts, by Maternal Age, Maternal Ethnicity/Race, and Infant Sex
See attached Excel file: BD3.xls (05-02-2008)
Notes on Table Shell

1.
Prevalence measures (and corresponding confidence intervals) can be directly calculated from the proposed data set, at both the level at which the data are provided (the finest level of breakdown) or at higher levels of aggregation (for example, all maternal ages).  Because prevalence measures at higher levels require that numerators and denominators be calculated first (the prevalence measures cannot be directly aggregated) there is limited utility in including pre-calculated measures in this data set.

2.
This table shell supports special tabulations for Trisomy 21 only, involving a cross-classification of broad maternal age groupings (< 35 years, ( 35 years, unknown) ( maternal ethnicity/race ( infant sex.  The special maternal age groups are crossed with a partially collapsed maternal ethnicity/race structure (see note 2 [in this document] for table shell BD2.xls) and infant sex for a total of 3 ( 9 ( 3 = 81 classifications.  An example of the complete cross-classification structure appears in lines 3-83 of the table shell.
	Environmental Public Health Tracking

Aggregate Data Set Summary

Birth Defects 

Birth Defect Counts, by Maternal Age, Maternal Ethnicity/Race, and Infant Sex

	Characteristic
	Description

	Data Source
	State Birth Defects Registries

	Purpose
	This data set will be used to calculate prevalence measures for birth defects as described in the Part 1 package, for use on the national public portal.

	Geographic Level
	The smallest geographic unit to be represented in this data set is the state.

	Restrictions
	This is a restricted access data set.

Data will be displayed via the national public portal only when sufficient conditions have been met to protect data privacy.

Only registered users will have direct access to this data set via the national secure portal.


	Environmental Public Health Tracking

Data Dictionary for Aggregate Data

Birth Defects
Birth Defect Counts, by Maternal Age, Maternal Ethnicity/Race, and Infant Sex

	Field Name
	Field Description
	Data Type
	Code Scheme
	Legal Values
	Field Length

	BIRTH DEFECT
	Birth defect category.
	Integer
	1 = Anencephaly

2 = Spina bifida (w/o anencephaly)

3 = Hypoplastic left heart syndrome

4 = Tetralogy of Fallot

5 = Transposition of the great arteries (vessels)

6 = Cleft lip with or w/o cleft palate

7 = Cleft palate w/o cleft lip

8 = Hypospadias

9 = Gastroschisis

10 = Upper limb deficiencies

11 = Lower limb deficiencies

12 = Trisomy 21
	1 – 12


	2

	STATE
	State FIPS code.
	String
	FIPS
	A valid state FIPS code.
	2

	START DATE 1
	Date on which data aggregation begins.
	Date
	yyyymmdd
	
	8

	END DATE 1
	Date on which data aggregation ends.  
	Date
	yyyymmdd
	
	8

	SURVEILLANCE TYPE
	State birth defects surveillance system uses only active case finding procedures, only passive reporting, or a combination of active and passive methods.
	Text
	A = active

P = passive

PF = passive with follow-up
	A, P, PF

	2

	ASCERTAINMENT
	State birth defects surveillance system routinely ascertains cases of birth defects among live births only, or also covers other outcomes of pregnancy (fetal deaths and/or terminations).
	Text
	L = live births only

LF = live births + fetal deaths

LT = live births + pregnancy terminations

LFT = live births + fetal deaths + pregnancy terminations
	L, LF, LT, LFT


	3

	CODE SET
	Indicates the standard under which birth defects cases are coded and classified.
	Integer
	1 = ICD-9-CM

2 = ICD-9-CM, CDC coding based on BPA


	1, 2


	1

	MATERNAL AGE GROUP
	Five-year maternal age intervals for which cases and underlying birth populations are counted.
	Integer
	1 = <20 years

2 = 20-24 years

3 = 25-29

4 = 30-34

5 = 35-39

6 = (40

9 = Unknown
	1 – 6, 9

	1

	MATERNAL

ETHNICITY
	Maternal Hispanic ethnicity for which cases and underlying birth populations are counted.
	Text
	H = Hispanic

NH = non-Hispanic

U = Unknown


	H, NH, U


	2

	MATERNAL RACE GROUP
	Maternal race group for which cases and underlying birth populations are counted.
	Text
	W = White

B = Black

O = Other

U = Unknown

NS = Not submitted
	W, B, O, U, NS

Note: The code ‘NS’ is intended to allow the maternal race field to be selectively collapsed, for example, when maternal ethnicity is Hispanic.  This code is not intended to indicate unknown race.
	2

	INFANT SEX
	Infant sex for which cases and underlying birth populations are counted.
	Text
	M = Male
F = Female
U = Unknown
	M, F, U


	1

	TOTAL LIVE BIRTHS 2
	Total number of live births.
	Integer
	
	0 to nnnnnnn
	7

	LIVE BIRTHS WITH BIRTH DEFECT
	Number of cases of birth defect among live births only.
	Integer
	-999 = Unknown
	0 to nnnn
-999

Note: The missing value code -999 is appropriate when a birth count is known for a demographic classification, but the birth defect count is unknown.
	4

	LIVE BIRTHS + FETAL DEATHS + TERMINATIONS WITH DEFECT
	Number of cases of birth defect among live births plus fetal deaths and/or pregnancy terminations, in those states that ascertain cases among fetal deaths and/or terminations.
(optional)
	Integer
	-999 = Unknown
	0 to nnnn
-999

Note: The missing value code -999 is appropriate when a birth count is known for a demographic classification, but the birth defect count is unknown.
	4


1 Start dates and end dates will allow for aggregation of more than one year of data when necessary, as well as part-year aggregates.
2 This is the denominator for “prevalence” calculations.  This data may not need to be duplicated as it may be available through some of the vital records datasets as part of EPHT.
Environmental Public Health Tracking

Data Set From Which Measures May be Derived
Birth Defects
Birth Defect Counts, by Maternal Age, Maternal Ethnicity/Race, and Infant Sex
See attached Excel file: BD4.xls (03-02-2008)
Notes on Table Shell

1.
Prevalence measures (and corresponding confidence intervals) can be directly calculated from the proposed data set, at both the level at which the data are provided (the finest level of breakdown) or at higher levels of aggregation (for example, all maternal ages).  Because prevalence measures at higher levels require that numerators and denominators be calculated first (the prevalence measures cannot be directly aggregated) there is limited utility in including pre-calculated measures in this data set.

2.
This table shell involves a simultaneous cross-classification of all maternal and infant demographic factors (maternal age in 5-year groupings, a partially collapsed maternal ethnicity/race classification structure, and infant sex) at the state-level only.  (See note 2 [in this document] for table shell BD2.xls for a description of the partially collapsed maternal ethnicity/race structure having 9 classes.)  The proposed cross-classification structure has 7 ( 9 ( 3 = 189 classifications.  Selected segments of the cross-classification structure appear in lines 3-62 of the table shell.
3.
This is the only birth defects data set currently proposed that includes a cross-classification at the indicated level of demographic detail.  While the special Trisomy 21 county-level data set (described above) also incorporates a simultaneous cross-classification of all demographic factors, the maternal age groupings proposed for that data set (< 35 years, ( 35 years) are very broad.
Version 3.2.1 (May 2nd 2008)


