
Variable Description Format/Codes 

Random ID #
�
Site Reporting Data
�

DATA SOURCE
�

CODING SYSTEM OF DATA SOURCE 

DATE OF DATA SOURCE 

ENCOUNTER TYPE 

ENCOUNTER OTHER 

LENGTH OF STAY 

CASE COMPLETE 

DEMOGRAPHICS 

VITAL STATUS 01=Living 

02=Deceased 

88=unavailable 

99=unknown 

AGE 2-digit age (years) 

SEX 01=male 

02=female 

03=Ambiguous 

04=Other, specify 

88=unavailable 

99=unknown 

HEIGHT (feet, inches) Patient's height 

888=unavailable 

999=unknown 

HEIGHT (centimeters) Patient's height 

888=unavailable 

999=unknown 

BIRTH WEIGHT GRAMS Patient's weight 

88=unavailable 

11=Emory 

12=Massachusetts 

13=New York 

01=Birth Record 

02=Birth Defects Registry 

03=Death Record 

04=Emergency Department 

05=Hospital Discharge 

06=Clinical Database 

07=All Payer Claims Database 

08=Medicaid 

09=Pregnancy Dataset 

10=National Death Index 

11=Medical Record Review 

01=ICD-9 

02=ICD-9-CM 

03=ICD-10 

04=CDC/BPA 

Date of encounter 

88=unavailable 

99=unknown 

01=Inpatient 

02=Outpatient 

03=Emergency Room 

04=Procedural encounter (outpatient) 

05=Mental Health 

06=Other, specify 

Free text 

0-365 days 

888=unavailable 

999=unknown 

Yes/No 



99=unknown 

BIRTH YEAR 4-digit year 

88=unavailable 

99=unknown 

BIRTH MONTH 01-12 

88=unavailable 

99=unknown 

DAY OF BIRTH 01-31 

88=unavailable 

99=unknown 

BIRTH QUARTER (Specify year) 01=1st 

02=2nd 

03=3rd 

04=4th 

88=unavailable 

99=unknown 

AMERIINDALANAT yes/no 

ASIAN yes/no 

BLACKORAA yes/no 

NATHAWORPI yes/no 

WHITE yes/no 

RACEUNAVAILABLE yes/no 

RACEUNKNOWN yes/no 

ETHNICITY 01=Hispanic 

02=Non-Hispanic 

88=unavailable 

99=unknown 

PRIMARY LANGUAGE 01=English 

02=Spanish 

03=Portuguese 

04=Other, specify 

88=unavailable 

99=unknown 

PRIMARY LANGUAGE OTHER Specify 

COUNTY OF RESIDENCE County Codes 

88=unavailable 

99=unknown 

RESIDENCY 01=Known to be out of state/country 

02=Known to be in state, out of catchment area 

03=Residing in catchment area 

EDUCATION 01= 0-8 years 

02= 9-11 years 

03=12 years 

04=13-15 years 

05=16 years or more 

88=unavailable 

99=unknown 

EDUCATION, Adolescents 01=enrolled in special education 

02=not enrolled in special education 

88=unavailable 

99=unknown 

SOCIAL SECURITY INCOME 01=yes 

02=no 

88=unavailable 



99=unknown 

MARITAL STATUS	� 01=Single 

02=Married 

03=Divorced 

04=Widowed 

88=unavailable 

99=unknown 

INSURANCE STATUS	� 01=Self pay 

02=Private 

03=Medicaid 

04=Medicare 

05=Other 

88=unavailable 

99=unknown 

INSURANCE STATUS OTHER	� Free text 

EMPLOYMENT STATUS (ADULTS)	� 01=Employed 

02=Homemaker / parent 

03=Disabled / Unable to work 

04=Student 

05=Retired 

06=Unemployed 

07=Other, specify 

88=unavailable 

99=unknown 

EMPLOYMENT STATUS OTHER	� Specify 

CASE COMPLETE	� yes/no 

DEATH INFORMATION 

YEAR OF DEATH	� 4 digit year of death 

88=unavailable 

99=unknown 

MONTH OF DEATH	� 01-12 

88=unavailable 

99=unknown 

DAY OF DEATH	� 01-31 

88=unavailable 

99=unknown 

STATE OF RESIDENCE, AT TIME OF DEATH	�2-letter postal code 

00=non-US resident 

88=unavailable 

99=unknown 

COUNTY OF RESIDENCE, AT TIME OF DEATH Free text 

00=non-US resident 

88=unavailable 

99=unknown 

CAUSE OF DEATH, PRIMARY	� Code 

Free text 

88=unavailable 

99=unknown 

CAUSE OF DEATH, SECONDARY	� Code 

Free text 

88=unavailable 

99=unknown 

CAUSE OF DEATH, UNDERLYING	� Code 

Free text 



88=unavailable 

99=unknown 

CAUSE OF DEATH, OTHER Code 

Free text 

88=unavailable 

99=unknown 

CASE COMPLETE 

CHD DIAGNOSIS (Specify ICD codes) 

yes/no 

DIAGNOSES Codes 

PROVIDER TYPE 01=Adult congenital cardiologist 

02=Adult non-congenital cardiologist 

03=Pediatric cardiologist 

04=Other general medicine 

05=Other, specify 

88=unavailable 

99=unknown 

DIAGNOSES OTHER 01=Diabetes Mellitus 

02=Hypertension 

03=Hyperlipidemia 

04=Coronary Artery Disease 

05=Other Cardiovascular 

06=Other Endocrine (Non-Diabetes) 

07=Hematologic 

08=Neoplasms 

09=Gastrointestinal 

10=Renal / Other Genitourinary 

11=Neurologic 

12=Immunologic 

13=Rheumatologic 

14=Musculoskeletal 

15=Respiratory / Pulmonary 

16=Central Nervous System 

17=Injury / Trauma 

18=None 

88=unavailable 

OTHER MEDICAL CONDITIONS 

DIAGNOSIS Codes 

CASE COMPLETE yes/no 

FETAL LIFE OF INDEX CASE 

PARITY 1-2 digit parity 

88=unavailable 

99=unknown 

GRAVIDITY 1-2 digit gravidity 

88=unavailable 

99=unknown 

PLURALITY 01=Single 

02=Twin 

03=Other plurality, specify 

88=unavailable 

99=unknown 

FERTILITY TREATMENT 01=yes 

02=no 

88=unavailable 

99=unknown 



COMPLICATIONS 01=Preterm labor 

02=Preterm delivery 

03=Gestational diabetes 

COMPLETIONS OTHER 

04=Gestational hypertension 

05=Pre-eclampsia 

06=Other, specify 

Free text 

INFANT BIRTH STATUS 01A=Live Born A 

01B=Live Born B 

01C=Live Born C 

01D=Live Born D 

01E=Live Born E 

01F=Live Born F 

02A=Fetal Death A 

02B=Fetal Death B 

02C=Fetal Death C 

02D=Fetal Death D 

02E=Fetal Death E 

02F=Fetal Death F 

88=unavailable 

99=unknown 

01C=Live Born C 

BIRTH WEIGHT (INFANT) 01=Specify, grams 

8888=unavailable 

9999=unknown 

GESTATIONAL AGE (INFANT) 2-digit weeks 

88=unavailable 

99=unknown 

INFANT BIRTH DEFECT Codes 

88=unavailable 

99=unknown 

INFANT BIRTH DEFECT TEXT Free text 

INFANT SYNDROMES/GENETIC CONDITIONS 01=Specify 

INFANT SYNDROMES SPECIFY 

PRENATAL CARE 

PRENATAL TYPE 

HIGH RISK CARE 

FETAL ECHOCARDIOGRAM RECEIVED 

02=None 

88=unavailable 

99=unknown 

Specify 

01=Yes 

02=No 

88=unavailable 

99=unknown 

01=Adult Congenital Cardiologist 

02=Adult Non-Congenital Cardiologist 

03=Pediatric Cardiologist 

04=Other General Medicine 

05=Other, Specify 

88=unavailable 

99=unknown 

01=Yes 

02=No 

88=unavailable 

99=unknown 

01=Yes 

02=No 



88=unavailable 

99=unknown 

CASE COMPLETE yes/no 

PREGNANT WOMEN WITH CHD 

FEMALE, PREGNANT? 01=Yes 

02=No 

03=Unknown 

PARITY 1-2 digit parity 

88=unavailable 

99=unknown 

GRAVIDITY 1-2 digit gravidity 

88=unavailable 

99=unknown 

PLURALITY 01=Single 

02=Twin 

03=Other plurality, specify 

88=unavailable 

99=unknown 

FERTILITY TREATMENT 01=yes 

02=no 

88=unavailable 

99=unknown 

COMPLICATIONS 01=Preterm labor 

02=Preterm delivery 

03=Gestational diabetes 

04=Gestational hypertension 

05=Pre-eclampsia 

06=Heart Failure 

07=Arrhythmias 

08=Myocardial Infarction 

09=Pulmonary Hypertension 

10=Thromboembolic events (Stroke, PE) 

11=Cardiac death 

12=Obstetrical Death 

13=Other death within a year of delivery 

14=Other, specify 

COMPLICATIONS OTHER Free text 

INFANT STATUS 01=Liveborn 

02=Fetal death 

88=unavailable 

99=unknown 

BIRTH WEIGHT (INFANT) 01=Specify, grams 

8888=unavailable 

9999=unknown 

GESTATIONAL AGE (INFANT) 2-digit weeks 

88=unavailable 

99=unknown 

INFANT BIRTH DEFECT Codes 

Free text 

88=unavailable 

99=unknown 

INFANT SYNDROMES/GENETIC CONDITIONS 01=Specify 

02=None 

88=unavailable 



99=unknown 

PRENATAL CARE	� 01=Yes 

02=No 

88=unavailable 

99=unknown 

PRENATAL TYPE	� 01=General OB/GYN 

02=High Risk/Perinatology/MFM 

03=None 

04=Specify 

05=Unavailable 

06=Unknown 

HIGH RISK CARE	� 01=Yes 

02=No 

88=unavailable 

99=unknown 

FETAL ECHOCARDIOGRAM RECEIVED	� 01=Yes 

02=No 

88=unavailable 

99=unknown 

CASE COMPLETE	� yes/no 

SURGERIES 

SURGERIES	� codes 

NON-SURGICAL PROCEDURES 

PROCEDURES 

CASE COMPLETE 

SUMMARY RECORD 

codes 

yes/no 

INDEXCASEID 

RECNUM 

CASE COMPLETE 

REPORTING SITE 

DATA SOURCE 

CODING SYSTEM 

DATE OF DATA SOURCE 

ENCOUNTER TYPE 

ENCOUNTER TYPE SOURCE 

LENGTH OF STAY 

VITAL STATUS 

AGE 

SEX 

HEIGHT FEET INCHES 

HEIGHT CENTIMETERS 

BIRTH WEIGHT GRAMS 

BIRTH YEAR 

BIRTH MONTH 

BIRTH DAY 

BIRTH QUARTER 

AMERIINDALANAT 

ASIAN 

BLACKORAA 

NATHAWORPI 

WHITE 

RACEUNAVAILABLE 

RACEUNKNOWN 

ETHNICITY 

yes/no 

yes/no 

yes/no 

yes/no 

yes/no 

yes/no 

yes/no 



PRIMARY LANGUAGE 

PRIMARY LANGUAGE OTHER 

COUNTY RESIDENCE 

RESIDENCY 

EDUCATION 

EDUCATION ADOLESCENT 

SOCIAL SECURITY INCOME 

MARITAL STATUS 

INSURANCE STATUS 

INSURANCE STATUS OTHER 

EMPLOYMENT STATUS ADULT 

EMPLOYMENT STATUS OTHER 

DEATH YEAR 

DEATH MONTH 

DEATH DAY 

DEATH STATE 

DEATH COUNTY 

PRIM CAUSE DEATH CODE 

PRIMARY CAUSE DEATH 

SEC CAUSE DEATH CODE 

SECONDARY CAUSE DEATH 

CAUSE DEATH CODE 

UND CAUSE DEATH CODE 

UNDERLYING CAUSE DEATH 

OTHER CAUSE DEATH CODE 

CAUSE DEATH OTHER 

DIAGNOSIS CODES 

PROVIDER TYPE 

DIAGNOSIS OTHER 

PARITY 

GRAVIDITY 

PLURALITY 

FERTILITY TREATMENT 

COMPLICATIONS 

COMPLICATIONS OTHER 

INFANT BIRTH STATUS 

BIRTH WEIGHT GRAMS 

GESTATIONAL AGE 

INFANT BIRTH DEFECT CODE 

INFANT BIRTH DEFECTS TEXT 

INFANT SYNDROMES 

INFANT SYNDROMES SPECIFY 

PRENATAL CARE 

PRENATAL TYPE 

HIGH RISK CARE 

FETAL ECHO CARDIOGRAM RECEIVED 

PREGNANT STATUS 

CHD PARITY 

CHD GRAVIDITY 

CHD PLURALITY 

CHD FERTILITY TREATMENT 

CHD COMPLICATIONS 

CHD COMPLICATIONS OTHER 

CHD INFANT BIRTH STATUS 



CHD INFANT BIRTH WEIGHT 

CHD GESTATIONAL AGE 

CHD INFANT BIRTH DEFECT 

CHD INFANT SYNDROMES 

CHD PRENATAL CARE 

CHD PRENATAL CARE TYPE 

CHD PRENATAL CARE TYPE SPECIFY 

CHD HIGH RISK CARE 

CHD FETAL ECHO CARDIOGRAM RECEIVED 

PROCEDURES 

SURGERY CODE 

SURGERY CODE1 

SURGERY CODE2 

SURGERY CODE3 

SURGERY CODE4 

SURGERY CODE5 

SURGERY CODE6 

SURGERY CODE7 

SURGERY CODE8 

SURGERY CODE9 

SURGERY CODE10 

SURGERY CODE11 

SURGERY CODE12 

SURGERY CODE13 

SURGERY CODE14 

SURGERY CODE15 

SURGERY CODE16 

SURGERY CODE17 

SURGERY CODE18 

SURGERY CODE19 

SURGERY CODE20 

SURGERY CODE21 

SURGERY CODE22 

SURGERY CODE23 

SURGERY CODE24 

SURGERY CODE25 


