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Alabama
Alabama Birth Defects Surveillance and Prevention Program (ABDSPP)

Purpose: Surveillance, Research, Referral to
Prevention/Intervention

Partner: Universities, Hospitals, Early Childhood Prevention
Programs, Advocacy Groups

Program status: Currently collecting data

Start year: 1995

Earliest year of available data: 1998

Organizational location: University

Population covered annually: 8,000/vear for 1998-2000 data;
18,009 for 2001 data; 19,261 for 2002 data; 19,322 for 2003 data
Statewide: No; 1998-2000 data: Mobile and Baldwin counties;
2001 data: Autauga, Baldwin, Bullock, Clarke, Coffee, Crenshaw,
Dale, Elmore, Escambia, Geneva, Henry, Houston, Lowndes,
Macon, Mobile, Monroe, Monigomery, and Washington counties;
2002 and 2003 data: add Barbour, Butler, Pike, and Russell
counties to 2001 counties.

Case Definition

Ourcomes covered: Major birth defects and genetic disorders
Pregnancy outcome: Live Births (All gestational ages and birth
weights), Fetal deaths - stillbirths, spontancous abortions, etc. (less
than 20 week gestation, 20 weeks gestation and greater), Elective
Terminations (All gestational ages)

Age: Up to one year after delivery

Residence: 1998-2000 data: Mobile and Baldwin counties; 2001
data: Autauga, Baldwin, Bullock, Clarke, Coffee, Crenshaw, Dale,
Elmore, Escambia, Geneva, Henry, Houston, Lowndes, Macon,
Mabile, Monroe, Montgomery, and Washington counties; 2002 and
2003 data: add Barbour, Butler, Pike, and Russell counties to 2001
counties.

Surveillance Meth

Case ascerminment: Active case ascertainment, Population-based
Case finding/Adentification sources:

Vital Records: Birth certificates, Death certificates, Fetal death
certificates

Delivery hospitals: Disease index or discharge index, Obstetrics
logs (i.e., labor & delivery), Regular nursery logs, ICU/NICU logs
or charts, Pediatric logs, Postmortem/pathology logs, Congenital
Anomaly reporting form

Pediatric & fertiary care hospitals: Disease index or discharge
index, ICU/NICU logs or charts, Pediatric logs, Postmortem/
pathology logs, Congenital Anomaly reporting form

Other specialty facilities: Prenatal diagnostic facilities (ultrasound,
etc.), Cytogenetic laboratories, Genetic counseling/clinical genetics
facilities

Dara sharing agreements with other states: Yes

Case Ascertainment

Conditions warranting chart review in newborn period: Any chart
with a ICD9-CM code 740-759, Any chart with a selected list of
ICDY9-CM codes outside 740-759, Any birth certificate with a birth
defect box checked, Infants with low birth weight or low gestation
(<2500 Gms), All sullborn infants, All neonatal deaths. All elective
abortions, All infants in NICU or special care nursery, All prenatal
diagnosed or suspected cases, 5 minute apgar <7

Conditions warranting chart review beyond the newborn period:
Facial dysmorphism or abnormal facies, Failure to thrive,
Development delay, CNS condition (e.g. seizure), GI condition
(e.g. recurrent blockage), GU condition (e.g. recurrent infections),
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Cardiovascular condition, All infant deaths (excluding
prematurity), Ocular conditions, Auditory/hearing conditions, Any
infant with a codable defect

Coding: Califomnia’s coding system based on BPA

Data Collected

Infant/ferus: ldentification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, etc.),
Birth measurements (weight, gestation, Apgars, ctc.), Tests and
procedures, Infant complications, Birth defect diagnostic
information

Mother: ldentification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, ete.),
Gravidity/panty, llinesses/conditions, Prenatal care, Prenatal
diagnostic information, Pregnancy/delivery complications,
Maternal risk factors, Family history

Father: ldentification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.),
Ilinesses/conditons, Family history

Collection Methods a ']
Data Collection: Printed abstract/report filled out by staff’

Database storage/management: Access

Data Analysis

Data analysis software: SPSS, Access, Excel pivot tables

Quality assurance: Re-abstraction of cases, Doublechecking of
assigned codes, Comparison/verification between multiple data
sources, Clinical review, Timeliness

Data use and analysis: Baseline rates, Rates by demographic and
other variables, Time trends, Needs assessment, Service delivery,
Referral, Grant proposals, Education/public awareness, Prevention
projects

Funding
Funding source: Other funding source 100%

Other

Web site: www.usouthal.edu/genetics/

Additional information on file: Birth Defects Syndromes fact
sheets

Comments: Site linked to International Birth Defect Information
Systems

Contacts

Wiladimir Wertelecki, MD

Director

Alabama Birth Defects Surveillance and Prevention Program
CCCB room 214, 307 University Boulevard

Mobile, AL 36688

Phone: 251-460-7505 Fax: 251-461-1591

E-mail: wwertele@usouthal.edu

Peg Hilliard, BSN

Coordinator

Alabama Birth Defects Surveillance and Prevention Program
CCCB 214, 307 University Boulevard

Mobile, AL 36688

Phone: 251-460-7692 Fax: 251-460-7684

E-mail: philliard@usouthal.edu
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Alaska
Alaska Birth Defects Registry (ABDR)

Purpose: Surveillance

Partner. Local Health Departments, Hospitals, Community
Nursing Services, Early Childhood Prevention Programs,
Advocacy Groups

Program status: Currently collecting data

Start year: 1996

Earliest year of available data: 1996

Organizatienal location: Department of Health (Matemal and
Child Health), Department of Health (Women's, Children’s and
Family Health)

Population covered annually: 10,000

Statewide: Yes

Current legislation or rule: 7 AAC 27.012

Legislation year enacied: 1996

Case Definition

Outcomes covered: I(CD-9 Codes 237.7, 243, 255.2, 277, 279, 282,
284.0, 331, 334, 335, 343, 359, 362.74, 740:760, 760.71
Pregnancy outcome: Live Births (All gestational ages and birth
weights)

Age: Birth to age one; Birth to age six for alcohol-related birth
defects (including fetal alcohol syndrome)

Residence: Alaska residents

Surveillance Methods

Case ascertinment: Passive case ascertainment, Population based;
Active case ascertainment for alcohol-related binth defects
(including fetal alcohol syndrome)

Case finding/identification sources:

Vital Records: Birth certificates

Other state based registries: Programs for children with special
needs, Newborn metabolic screening program, Infant learning
programs, Genetics clinics, Specialty clinics (heart, cleft lip/palate,
neurodevelopmental), MIMR (FIMR), Public health nursing
Delivery haspitals: Reports are generated by the health information
management departments, within hospitals and health care
facilitics, for any child treated or diagnosed with a reportable ICD-
9 code.

Pediatric & tertiary care hospitals: Reponts are generated by the
health information management departments, within hospitals and
health care facilities, for any child treated or diagnosed with a
reportable ICD-9 code.

Third party payers: Medicaid databases. Indian Health Services
Orher specialty facilities: Genetic counseling/clinical genetics
facilities

Orher sources: Physician reports

Case Ascerminment
Conditions warranting chart review in newborn period: Any chart

with an ICD-9 code of 760.71 or 742.1 and other birth defects as
selected for review by the ABDR Program Manager.
Coding: 1CD-9-CM

Data Collected

Infant/fetus: ldentification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, etc.),
Birth measurements (weight, gestation, Apgars, etc.), Birth defect
diagnostic information

Data Collection Methods and Storage

Data Collection: Printed abstract/report filled out by staff, Printed
abstract/report submitted by other agencies (hospitals, ete.),
Electronic file/report filled out by staff at facility (laptop, web-
based, etc.), Electronic file/report submitted by other agencies
{hospitals, etc.)

Database storage/management: Access

Data SIS

Data analysis software: Epi-Info, SPSS, SAS, Access, Excel
Quality assurance: Validity checks, Re-abstraction of cases,
Double-checking assigned codes, Comparison/verification between
multiple data sources, Timeliness

Data use and analysis: Routine statistical monitoring, Public health
program evaluation, Baselme rates, Rates by demographic and
other variables, Time trends, Epidemiologic udies {using only
program data), Needs assessment, Service delivery, Grant
proposals, Education/public awareness

System Integration
System links: Link case finding data to final birth file

Funding
Funding source: 25% General state funds, 75% MCH funds

Other

Web site: hitp://'www epi.hss state.ak.us/mchepi/ ABDR/default.stm
Surveillance reporss on file: Family Health Datalines, ABDR
Surveillance Updates, MCH Fact Sheets (ex: Folic Acid
Knowledge and Use in Alaska), Alaska Maternal and Child Health
Data Book 2003, Alaska Maternal and Child Health Data Book
2005.

Additional information en file: Results of the Alaska Folic Acid
Surveys conducted in 1999 and 2000

Contacts

Amanda L Beery, BS

ABDR Data Manager

MCH EpidemiologyUnit; Section of WCFH
3601 C Street, Suite 424

P.0. Box 240249

Anchorage, AK, 99524-0249

Phone: 907-269-8097 Fax: 907-269-3493
E-mail: amanda_beery@health.state.ak.us
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Arizona
Arizona Birth Defecis Monitoring Program (ABDMFP)

Purpose: Surveillance, Referral to Services, Referral to
Prevention/Intervention

Partner. Local Health Departments, Universities, Hospitals,
Community Nursing Services, Early Childhood Prevention
Programs, Advocacy Groups

Program status: Currently collecting data

Start year. 1986

Earliest year of available data: 1986

Organizational location: Department of Health
(Epidemiology/Environment), Department of Health (Bureau of
Public Health Statistics/Office of Health Registries)

Population covered annually: 95,798 in 2005

Statewide: Yes

Current legislation or rule: Statute: ARS sec. 36-133.

rule: Title 9, Chapter 4, Articles | and 5, Adopted effective 1991.
Legisfation year enacted: 1988

Case Definition

Outcomes covered: 44 composite categories covering the major
birth defects & genetic diseases, as defined by the BPA/CDC codes
Pregnancy outcome: Live Births (All gestational ages and birth
weights), Fetal deaths - stillbirths, spontaneous abortions, etc. (20
weeks gestation and greater, < 20 weeks gestation included if infant
== 500 gms), Elective Terminations (20 weeks gestation and
greater, < 20 weeks gestation included if infant >= 500 gms)

Age: Up to one year after delivery. If the nature of a defect
diagnosed in the first year of life is more precisely diagnosed later
in the child's life, and this information is contained in the chart at
the time of our review (which occurs 2 -4 years after the child’s
birth or fetal death), then the more precise diagnosis is used.
Residence: In-state birth to state resident.

Surveillance Methods

Case ascertainment. Aclive case ascertainment, population based
Case finding/identification sources:

Vital Records: Birth certificates, Fetal death certificates

Other state based registries: Programs for children with special
needs, Newbom metabolic screening program, Cases are identified
through Children Rehabilitation Services Clinics and the Newbom
Intensive Care Program, both of which are in the Office for
Children with Special Health Care Needs.

Delivery hospitals: Disease index or discharge index, Discharge
summaries, Obstetrics logs (i.e., labor & delivery), Regular nursery
logs, ICU/NICU logs or charts, Pediatnic logs, Postmortem/
pathology logs, Mothers charts for stillboms

Pediatric & tertiary care hospitals: Disease index or discharge
index, Discharge summaries, ICU/NICU logs or charts, Pediatric
logs, Postmortem/pathology logs, Mothers' charts for stillborns
Other specialyy facilities: Prenatal diagnostic facilities (ultrasound,
etc.}, Cytogenetic lab, Genetic counseling/clinical genetics facilitics

Case Asceriginment

Conditions warranting chart review in newborn period: Any chart
with a ICD9-CM code 740-759, Any chart with a selected list of
ICD9-CM codes outside 740-759, Any chart with selected
procedure codes, Any chart with selected defects or medical
conditions (e.g. abnormal facies, congenital heart disease), Any
birth certificate with a birth defect box checked, All stillbomn
infants, All neonatal deaths, All prenatal diagnosed or suspected
cases
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Conditions warranting chart review beyond the newborn period:
Facial dysmorphism or abnormal facies, GI condition (e.g.
recurrent blockage), GU condition (e.g. recurrent infections),
Cardiovascular condition, Ocular conditions, Any infant with a
codable defect

Coding: CDC coding system based on BPA

al
Infant/fetus: Identification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, etc.),
Birth measurements {weight, gestation, Apgars, etc.), Tests and
procedures, Birth defect diagnostic information

Mother: ldentification information {name, address, date-of-binth,
etc.), Demographic information (race/ethnicity, sex, ete.),
Illnesses/conditions, Prenatal diagnestic information, Maternal risk
factors, Family history

Father: ldenufication information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.), Family
history

Data Co jon Meth
Data Collection: Printed abstract/report filled out by staff
Database storage/management: Access, Oracle

Data Analysis
Data analysis software: SAS, Access

Quality assurance: Validity checks, Re-abstraction of cases,
Doublechecking of assigned codes, Comparison/verification
between multiple data sources, Data‘hospital audits, Timeliness
Data use and analysis: Routine statistical monitoring, Public health
program evaluation, Baseline rates, Rates by demographic and
other variables, Time trends, Referral, Grant proposals,
Education/public awareress, Prevention projects

Funding
Funding source: General state funds 19%, MCH funds 10%,

Genetic screening revenues 18%, CDC grant 52%

Other

Web site: hitp:/iwww.azdhs.gov/phs/phsiats/bdr/index.htm
Surveillance reporss on file: Annual Reports, 1986 through 1997,
Additional information en file: Copy of legislation, case record
form, case finding log, abstraction forms, quality assurance
procedures.

Contacts

Timothy J. Flood, MD

Medical Director, Arizona Department of Health Services
150 North 18th Ave., Ste. 550

Phoenix, AZ 85007

Phone: 602-542-7331 Fax: 602-364-0082

E-mail: floodt@azdhs.gov

Allison V. James, RN

Program Manager, ABDMP

Arizona Department of Health Services
150 North 18th Ave., Ste. 550

Phoenix, AZ 85007

Phone: 602-542-7335 Fax: 602-542-7447
E-mail: jamesa{@azdhs.gov
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Arkansas
Arkansas Reproductive Health Monitoring System (ARHMS)

Purpose: Surveillance, Rescarch, Referral to
Prevention/Intervention

Partner: Local Health Departments, Universities, Hospitals,
Advocacy Groups, Legislators

Program status: Currenily collecting data

Srart year: 1980

Earliest year of available data: 1980

Organizational location: University, Arkansas Children’s Hospital
Population covered annually: 37,000

Starewide: Yes

Current legislation or rule: Senate Bill Act 214

Legislation year enacted: 1985

Case Definition

Ourcomes covered: Major structural birth defects

Pregnancy outcome: Live Births (All gestational ages and birth
weights), Fetal deaths - stillbirths, spontaneous abortions, etc. (less
than 20 week gestation, 20 weeks gestation and greater), Elective
Terminations (All gestational ages)

Age: two years afler delivery

Residence: In and out of state births to state residents

Surveillance Methods

Case ascertainment: Population-based, Active case ascerainment
Case finding/identification sources:

Vital Records: Birth certificates

Delivery hospitals: Disease index or discharge index, Discharge
summaries, Obstetrics logs (i.e., labor & delivery), Regular nursery
logs, ICU/NICU logs or charts, Pediatric logs

Pediatric & tertiary care hospitals: Disease index or discharge
index, Discharge summanes, ICU/MNICU logs or charts, Pediatnc
logs, Postmortem/pathology logs, Specialty outpatient chnics
Other specialty facilities: Prenatal diagnostic facilities (ultrasound,
ete. ), Genetic counseling/clinical genetics facilities, Maternal serum
screening facilines

Other sources: Physician reporis

Data sharing agreements with other states: Yes

Case Ascertainment

Conditions warranting chart review in newborn period: Any chart
with a ICD9-CM code 740-759, Any chart with a selected list of
1ICD9-CM codes outside 740-759, Any birth certificate with a birth
defect box checked, Stillborns oceurring in the hospital setting
Conditions warranting chart review beyond the newborn period:
Any imfant with a codable defect

Coding: Locally modified BPA/CDC and NBDPS coding system

Data Collected

Infant/ferus: ldentification information (name, address, date-of-
birth, ete.), Demographic information (race/ethnicity, sex, etc.),
Birth measurements (weight, gestation, Apgars, etc.), Tests and
procedures, Birth defect diagnostic information

Mother: Identification information {name, address, date-of-birth,
etc.}, Demographic information (race/ethnicity, sex, etc.),

Gravidity/parity, [llnesses/conditions, Prenatal diagnostic
information, Family history

Father: ldenufication information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, ete.), Family
history

Data Collection Methods and Storage
Data Collection: Electronic file/report filled out by staff at facility

(laptop, web-based, ec.)
Database storage/management. Access

Data Analysis

Data analysis software: SAS, Access, STATA

Quality assurance: Validity checks, Double-checking of assigned
codes, Companson/venfication between multiple data sources,
Clinical review, Timeliness

Data use and analysis: Routine statistical monitonng, Public health
program evaluation, Baseline rates, Rates by demographic and
other variables, Monitoring outbreaks and cluster investigation,
Time trends, Observed vs expected analyses, Epidemiologic studies
(using only program data), [dentification of potential cases for
other epidemiologic swdies, Grant proposals, Education/public
awareness, Prevention projects

System Integration

System links: Link case finding data to final birth file

Eunding
Funding source: General state funds 100%

Other
Web site: www. ARbirthdefectsresearch.uams.edu
Surveillance reports on file: Annual reporis

Contacts

Bridget S. Mosley, MPH

Assistant Scientific Director

Arkansas Reproductive Health Monitoring System
1120 Marshall St, Slot 512-40

Little Rock, AR 72202

Phone: 501-364-8951 Fax: 501-364-5107

E-mail: MosleyBridgetS@uams.edu

Charlotte A. Hobbs, MD, PhD

Associate Professor of Pediatrics

Section Chief, Birth Defects Research, UAMS College of
Medicine;

Arkansas Center for Birth Defects Research and Prevention
1120 Marshall St, Slot 512-40

Little Rock, AR 72202

Phone: 501-364-5000 Fax: 501-364-5107

E-mail: HobbsCharlotte@uams.edu
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California
California Birth Defects Monitoring Program (CBDMP)

Purpose: Surveillance, Research

Partner: Local Health Departments, Universities, Hospitals
Program starus: Currently collecting data

Start year: 1983

Earliest year of available data: 1983

Organizational location: Depariment of Health (Occupational and
Environmental Disease Control). March of Dimes under contract
with the State Department of Health Services, Environmental and
Occupational Disease Control.

Population covered annually: 60,000

Statewide: No. The Program currently monitors a sampling of
California births that are demographically similar to the state as a
whole and whose birth defects rates and trends have been reflective
of those throughout California. Furthermore, the Program has
statutory authority to conduct active surveillance anywhere in the
state when warranted by environmental incidents or concerns.
Current legislation or rule: Health and Safety Code, Division 102,
Part 2, Chapter 1, Sections 103825-103855, effective 1982,
recodified 1996.

Legislation year enacred: 1982

Case Definition

Qutcomes covered: Serious structural birth defects, primarily
encompassed within ICD codes 740-759

Pregnancy outcome: Live Births (All gestational ages and birth
weights), Fetal deaths - stllbirths, spontaneous abortions, ete. (less
than 20 week gestation, 20 weeks gestation and greater), Elective
Terminations {20 weeks gestation and greater)

Age: One year

Residence: In-state births to residents of 1 of 8 counties; does not
include births in military hospitals.

Surveillance Methods

Case ascerminment. Active case ascertainment; Population-based
Case finding/identification sources:

Delivery hospitals: Diseasc index or discharge index, Discharge
summaries, Obstetrics logs (i.e., labor & delivery), Regular nursery
logs, ICU/NICU logs or charts, Pediatric logs,
Postmortem/pathology logs, Surgery logs

Pediatric & rertiary care hospitals: Disease index or discharge
index, Discharge summaries, ICU/NICU logs or charts, Pediatnc
logs, Postmortem/pathology logs, Surgery logs, Laboratory logs
Other specialy facilities: Prenatal diagnostic facilities (ultrasound,
etc.), Cytogenetic laboratones, Genetic counseling/clinical genctics
facilities, Maternal serum screening facilities

Case Ascertainment

Conditions warranting chart review in newborn period: Any chart
with a ICD9-CM code 740-759, Any chart with a selected list of
ICD9-CM codes outside 740-759, Any chart with selected
procedure codes, Any chart with selected defects or medical
conditions {e.g. abnormal facies, congenital heart disease}, All
stillborn infants, All neonatal deaths, All elective abortions, All
prenatal diagnosed or suspected cases, apgar 0-0

Conditions warranting chart review beyond the newborn period:
Facial dysmorphism or abnormal facies, Gl condition {e.g.
recurrent blockage), Cardiovascular condition, All infant deaths
(excluding prematurity), Ocular conditions, Any infant with a
codable defect

Coding: CDC coding system based on BPA
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Data Collected

Infant/fetus: ldentification information (name, address, date-of-
birth, etc.), Demographic information (race/cthnicity, sex, elc.),
Birth measurements (weight, gestation, Apgars, etc.), Tests and
procedures, Infant complications, Birth defect diagnostic
information

Mother: Identification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.),
Gravidity/parity, llinesses/conditions, Family history

Father: Identification information {name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.), Family
history

Data Collection Methods and Storage
Data Coellection: Electronic file/report filled out by staff at facility

(laptop, web-based, et.)
Database storage'management: FoxPro

Data Analysis
Data analysis software: SAS

Quality assurance: Validity checks, Re-abstraction of cases,
Double-checking of assigned codes, Comparison/verification
between multiple data sources, Clinical review, Validity checks are
done on all abstracts.

Data use and analysis: Routine statistical monitoring, Baseline
rates, Rates by demographic and other variables, Monitoring
outbreaks and cluster investigation, Time trends, Observed vs
expected analyses, Epidemiologic studies (using only program
data), [dentification of potential cases for other epidemiologic
studies, Service delivery, Grant proposals, Education/pubhic
AWAreness

System Integration
System links: Link case finding data to final birth file

Funding
Funding source: General state funds 35%, MCH funds 20%, CDC
grant 20%, Other federal funding 25%,

Other

HWeb site: www.cbdmp.org

Surveillance reports on file: Current data on web ste

Additional information on file: Publications Index, Summaries of
research findings, Collaboration Protocol, Confidentiality
Procedures, Cluster Investigation Protocol, Statutes, Video.

LConracts

Mary Jo Campodonica

Data Director

California Birth Defects Monitoring Program
1917 Fifth Street

Berkeley, CA 94710-1916

Phone: 209-384-8388 Fax: 209-384-8118
E-mail: mea@cbdmp.org

Gary M. Shaw, DrPH, MPH

Research Director/Senior Epidemiologist
California Birth Defects Monitoring Program
1917 Fifth Street

Berkeley, CA 94710-1916

Phone: 510-849.5837 Fax: 510-549-4175
E-mail: gshi@cbdmp.org
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Colorado
Colorado Responds To Children With Special Needs: Colorado (CRCSN)

Purpose: Surveillance, Referral to Services, Referral to
Prevention/Intervention

Partner: Local Health Departments, Universities, Hospitals,
Community Nursing Services, Environmental Agencies/ Org, Early
Childhood Prevention Programs, Advocacy Groups

Program status: Currently collecting data

Start year: 1988

Earliest year of available data: 1989

Organizational location: Department of Health
{Epidemiology/Environment)

Population covered annually: 68,700 (2005)

Statewide: Yes

Current legislation or rule: Colorado Revised Statutes (CRS) 25-
1.5-101 - 25-1.5-103

Legislation year enacted: 1985

Case Definition

Qutcomes covered: Structural birth defects, Fetal alcohol
syndrome, Selected genetic and metabolic disorders; Muscular
dystrophy: Selected developmental disabilities; Very low birth
weight (less than 1500 grams); Others with medical and maternal
nisk factors for developmental delay

Pregnancy outcome: Live Births, Fetal deaths - stillbirths,
spontaneous abortions, elc. (less than 20 week gestation, 20 weeks
gestation and greater, less than 20 week limited to selected post-
mortem pathology sites)

Age: Up to the 3nd birthday, (up to the 10th birthday for FAS)
Residence: Events occurring in-state or out-of-state to Colorado
residents

Surveillance Methods

Case ascertainment: Passive case ascertainment, Population-based;
Active for selected data sources and for special projects like fetal
alcohol syndrome

Case finding/dentification sources:

Viral Records: Birth certificales, Death certificates, Fetal death
certificates

Other state based registries: Newbom hearing screening program,
Newbom metabolic screening program

Delivery hospitals: Discase index or discharge index,
Postmoriern/pathology logs, Specialty outpatient clinics, Selected
postmortem pathology sites

Pediatric & rertiary care hospimls: Discase index or discharge
index, Postmortem/pathology logs, Specialty outpatient clinics,
Selected postmortem pathology sites

Other specialty facilities: Cytogenetic laboratories, Genetic
counseling/clinical genetics facilities

Other seurces: Physician reports, Sclected sites for fetal alcohol
syndrome and muscular dystrophy

Case Ascertainment

Conditions warranting chart review in newborn period: Selected
chart reviews for prenatal to age 3: for statistical trends monitoring
(20 conditions - categorics); Selected death and fetal deaths; Fetal
alcohol syndrome (to age 7): Active case ascertainment data
sources (postmortem pathology and specialty clinics); Quality
control (selected procedures); and others as needed.

Coding: ICD-9-CM, extended code utilized to describe syndromes,
further detail of a condition, and to specify status

Data Collected

Infant/fetus: ldentification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, etc.),

Birth measurements (weight, gestation, Apgars, etc.), Birth defect
diagnositic information

Mother: 1dentification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.),
Gravidity/parity, lllnesses/conditions, Prenatal care,
Pregnancy/delivery complications

Father: ldentification information (name, address, date-of-birth,
eic.), Demographic information (race/ethnicity, sex, etc.)

Data Collection Methods and Storage
Data Collection: Printed abstract/report submitted by other

agencics (hospitals, etc.), Electronic file/report filled out by staff at
facihity (laptop, web-based, etc.), Electronic file/report submitted
by other agencies (hospitals, etc.), 99% of data are collected in
electronic format

Database storage/management: Access

Data Analysis
Data analysis software: SAS, Access, ArcView (GIS software),

Maptitude, SaTScan

Quality assurance: Validity checks, Comparison/verification
between multiple data sources, Timeliness, Ongoing quality control
procedures for problematic conditions and situations; Records
linkage and de-duplication.

Data use and analysis: Routine statistical monitoring, Public health
program evaluation, Baseline rates, Rates by demographic and
other variables, Monitoring outbreaks and cluster investigation,
Time trends, Time-space cluster analyses, Capture-recapture
analyses, Observed vs expected analyses, Epidemiologic studies
{using only program data), Identification of potential cases for
other epidemiologic studies, Needs assessment, Referral, Grant
proposals, Education/public awareness, Prevention projects,
Environmental studies

System Integration
System links: Match to vital records files (birth, death, fetal death)

Funding
Funding source: General state funds 25%, CDC grant 75%

Other
Web site: http:/fwww.colorado.gov/ and search on CRCSN

Additional information en file: CRCSN Reference Guide; CRCSN
Community Notification and Referral Program Site Manual;
Information on the web site

Contacts

Margaret Ruttenber, BS, MSPH (in progress)

Program Manager, Colorado Responds to Children with
Special Needs

4300 Cherry Creek Drive

Denver, CO 80246-1530

Phone: 303-692-2636 Fax: 303-782-0904

E-mail: margaret.ruttenber@cdphe.state.co.us

Lisa Ann Miller, MD, MSPH

Medical Director, CRCSN

4300 Cherry Creek Dr

Denver, CO 80246-1530

Phone: 303-692-2663 Fax: 303-782-0904
E-mail: hsa.miller@cdphe.state.co.us
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Connecticut
Connecticut Birth Defecis Regisiry (CTBDR)

Purpose: Surveillance, Research, Referral to Services, Referral 1o
Prevention/Intervention, reporting for MCH Block Grant

Partner. Hospitals, Environmental Agencies/Organizations, Early
Childhood Prevention Programs, Advocacy Groups

Program status: Currently collecting data

Start year: 2002

Earliest year of available data: 2000

Organizational location: Department of Health (Maternal and
Child Health)

Population covered annually: 45,000

Statewide: Yes

Current legislation or rule: Sec. 19a-36a. (Formerly Sec. 10a-
132b). Birth defects surveillance program.; Sec. 19a-54. (Formerly
Sec. 19-21a). Registration of physically handicapped children. Sec.
19a-53. (Formerly Sec. 19-21} Reports of physical defects of
children.

Legislation year enacted: Sec. 10a-132b: 1991; Sec. 19-21a: 1949
Sec. 19-21: 1949

Case Definition

QOutcomes covered: All major structural birth defects; Biochemical,
genetic and hearing impairment through linkage with Newbom
Screening System; Any condition which places a child at risk for
needing specialized medical care (i.e., complications of
prematurity, cancer, trauma, etc.) [CD-9 codes 740 thru 759.9 and
760.71

Pregnancy oufcome: Live Births (All gestational ages and birth
weights, PDA GE to 2500 gms birth weight)

Age: Up to one year after delivery for birth defects

Residence: In and out of state births to state residents

Surveillance Methods

Case ascertminment: Passive case ascertainment, Population-based
Case finding/identification sources:

Vital Records: Birth certificates, Death certificates, Matched
birth/death file, Inpatient hospitalizations, Ambulatory surgery and
emergency room visits

Other state based registries: Newbomn heaning screening program,
Newbom metabolic screening program, Cancer registry, AIDS/HIV
registry

Delivery hospitals: Disease index or discharge index, Reports from
health care professionals in newbomn nurseries and NICUs,
Pediatric & tertiary care hospitals: Disease index or discharge
index, Reports from health care professionals in pediatric inpatient
and outpatient services planned for future,

Midwifery facilities: Midwifery facilities

Other sources: Physician reports, Mandatory reporting by health
care providers and facilities; CSHCN Programs; Newbomn
Screening System (for genetic disorders and heanng impairment).

Case Ascertainment

Conditions warranting chart review in newborn period: Any chart
with selected defects or medical conditions (e.g. abnormal facies,
congenital heart disease), Any birth certificate with a birth defect
hox checked, Cases from birth admissions where the reporting form
is the sole source of case ascerminment; Cases of multiple
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anomalies without a specified syndrome; Cases where diagnoses
are qualified as preliminary or rule-out; All cases of chromosomal
anomalies lacking confirmation by karyotype, and a 10% random
sample, stratified on birth hospital, of all obvious birth defects that
were not reported from birth admission but documented from
pediatric reports or in the Hospital Discharge database.

Coding: ICD-9-CM

Data Collected
Infant/ferys: ldentification information (name, address, date-of-

birth, etec.), Demographic information {race/ethnicity, sex, eic.),
Birth measurements {(weight, gestation, Apgars, ctc.), Birth defect
diagnostic mformation

Mother: dentification information (name, address, date-of-birth,
etc.), Demographic information (race/cthnicity, sex, etc.),
Gravidity/parity, Prenatal care, Pregnancy/delivery complications,
Matemal nsk factors

Father: ldentification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.)

Data Collection Methods and Storage
Data Collection: Printed abstract/report filled out by stafT, Printed

abstract/report submuitted by other agencies (hospitals, etc.),
Electronic file/report filled out by staff at facility (laptop, web-
based, etc.), Electronic file/report submitted by other agencies
(hospitals, etc.)

Database storage/management: Access, Oracle

Data Analysis

Data analysis software: SAS, Access, STATA, Arc GIS

Quality assurance: Validity checks, Comparison/verification
between multiple data sources, Data/hospital audits, Timeliness
Dara use and analysés: Routine statistical monitonng, Public health
program evaluation, Baseline rates, Rates by demographic and
other variables, Monitoring outbreaks and cluster investigation,
Time trends, Time-space cluster analyses, Capture-recapture
analyses, Epidemiologic studies {(using only program data), Needs
assessment, Service delivery, Referral, Grant proposals, Education/
public awareness, Prevention projects, provider education

System Integration
System links: Link case finding data to final birth file

Funding
Funding source. MCH funds 100%%

Contacts

Chunfu Liu, MSc, MPH

Epidemiologist [TI

Connecticut Department of Public Health, Family Health Div.
410 Capitol Avenue, MS #11MAT

Hartford, CT 06134

Phone: 860-509-7765 Fax: 860-509-7720

E-mail: chun-fu.lin@po.state.ct.us
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Delaware
Delaware Birth Defects Surveillance Project

Purpaose: Surveillance, Referral to Prevention/Intervention
Partner: Hospitals, Early Childhood Prevention Programs
Program starus: Program has not started collecting data yet
Start year: 2000

Earliest year of available data: 2006

Organizational location: Department of Health and Social
Services, Division of Public Health, Family Health Services
Population covered annually: 11,046

Statewide: Yes

Current legislation or rule: House Bill No. 197, an act to amend
Title 16 of the Delaware Code relating to Birth Defects
Legistation year enacted: 1997

Case Definition

Quicomes covered: Birth Defects Registry - All birth defects for
passive surveillance, developmental disabilities if due to a birth
defect, selecied metabolic defects, genetic diseases, infant
mortality, congenital infections

Pregnancy outcome: Live Births (any gestation for live birth),
Fetal deaths - stllbirths, spontaneous abortions, etc. (greater than
20 weeks for fetal death)

Age: Birth to 5 vears

Residence: In-state and out-of-state birth to state resident, and in-
state birth to state non-resident.

Surveillance Methods
Case ascermainment: Passive case ascertainment, Population-based

Case finding/identification sources:

Vital Records: Birth certificates, Death certificates, Hospital
discharge records/data

Other stare based registries: Programs for children with special
needs, Newborn hearing screemng program, Newborn metabolic
screening program, Cancer registry, AIDS/HIV registry
Delivery hospitals: Disease index or discharge index

Pediatric & tertiary care hospitals: Disease index or discharge
index

Other seurces: Physician reports

Case Ascertainment

Conditions warranting chart review in newhorn period: Any chart
with a selected list of ICD9-CM codes outside 740-759, Any chart
with selected defects or medical conditions (e.g. abnormal facies,
congenital heart disease), Any birth certificate with a birth defect
box checked, All stillborn infants, All neonatal deaths

Conditions warranting chart review beyond the newborn period.
All infant deaths (excluding prematunity), Childhood deaths
between | and 6

Coding: ICD-9-CM, six-digit modified BPA/ICD-9 codes

Data Collected

Infant/fetus: Jentificaton information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, ete.),
Birth measurements (weight, gestation, Apgars, etc.), Infant
complications, Birth defect dagnostic information

Mother: ldentification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.),
Gravidity/parity, Prenatal care, Pregnancy/delivery complications,
Maternal risk factors

Father: ldentification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.)

Data Collecti nd Storage

Data Collection: Printed abstract/report submitted by other
agencies (hospitals, etc.), Electronic file/report submitted by other
agencies (hospitals, etc.)

Database storage/management: Electronic birth certificate

Data Analysis

Data use and analysis: Routine statistical monitoring

System Integration

System links: Link to Newborn Metabolic and Hearmg Screening
System integration: Initial check into Newbomn Screening records
with a link which pullsinfo to Birth Defects Registry from
Newborn Screening system.

Funding
Funding source: 100% genetic screening revenues

Other
Web site: hitp:/www.dhss.delaware.gov/dhss/dph/chca/dphbdr/htm]

Lontacts

Mary Carroll McCaffrey

Genetics Coordinator

DE Division of Public Health

417 Federal St.

Dover, DE 19903

Phone: (302) 741-2990 Fax: (302) 741-8576
E-mail: Mary.McCaffrey@siate.de.us

Betsy Voss

Coordinator, Newborn Screening

DE Division of Public Health

417 Federal St.

Dover, DE 19903

Phone: (302) 741-2990 Fax: (302) 741-8576
E-mail: Betsy. Voss(@state.de.us
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District of Columbia
District Of Columbia Birth Defects Surveillance And Prevention Program (DC BDSPF)

Purpose: Surveillance, Research, Referral to Services, Referral to
Prevention/Intervention

Partner. Local Health Depaniments, Universities, Hospitals, Early
Childhood Prevention Programs, Advocacy Groups

Program status: Currently collecting data

Start year: 2003

Earliest year of available dara: 2003

Organizational location: Department of Health (Maternal and
Child Health)

Population covered annually: 15000 (approximately half are to
District residents)

Statewide: Yes

Case Definition

Qutcomes covered: Major birth defects and genetic disorders.
Pregnancy outcome: Live Births (All gestational ages and birth
weights), Fetal deaths - stillbirths, spontaneous abortions, etc. (20
weeks gestation and greater, =500gm)

Age: Up to one year afier birth except in the case of Fetal Alcohol
Syndrome which is up to six years.

Residence: State resident at the time of diagnosis

Surveil ethods

Case ascerttinment: Combination of active and passive case
ascertainment, Population-tased

Case finding/identification sources:

Vital Records: Birth certificates, Death certificates, Matched
birth/death file, Fetal death certficates

Other state based registries: Programs for children with special
needs, Newbom hearing screening program, Newborn metabolic
SCreening program

Delivery hospitals: Diseasc index or discharge index, Discharge
summaries, Obstetrics logs (i.¢., labor & delivery), Regular nursery
logs, ICU/NICU logs or charts, Pediatric logs

Pediatric & tertiary care hospimls: Discharge summaries,
ICU/NICU logs or chans, Specialty outpatient clinics

Third party payers: Medicaid databases

Other specialty facilities: Prenatal diagnostic facilities (ultrasound.
etc.), Genetic counseling/clinical genetics facilities, Maternal serum
screening facilities

Other sources: Physician reports

Data sharing agreements with other states: Yes

Case Ascertainment
Conditions warranting chart review in newborn period: Any chart

with selected defects or medical conditions (e.g. abnormal facies,
congenital heart disease), Any birth certificate with a birth defect
box checked, All stillborn infants, All neonatal deaths, All infants
in NICU or special care nursery, All prenatal diagnosed or
suspected cases, ICD9-CM 740-741.9, 7423, 743.1, 744-T48.5,
749-749.25,750-751.6, 758-758.2, 760.71, 389, 243, 270.1, 270.3,
271.1,282.2, 282.4-63, 282.69, 282.7

Conditions warranting chart review beyond the newborn period.
Facial dysmorphism or abnormal facies, Development delay, All
infant deaths (excluding prematunty), Auditory/hearing conditions,
Any infant with a codable defect

Coding: CDC coding system based on BPA, ICD-9-CM

Dara Collected
Infant/fetus: ldentification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, ete.),
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Birth measurements (weight, gestation, Apgars, etc.), Tests and
procedures, Infant complications, Birth defect diagnostie
information

Mother: 1dentification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.),
Gravidity/parity, lllnesses/conditions, Prenatal care, Prenatal
diagnestic information, Pregnancy'delivery complications,
Maternal nisk factors, Family history

Father: ldentification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, ete.),
llinesses/conditions, Family history

Data tion Methods and Storage

Data Collection: Printed abstract/report submitted by other
agencies (hospitals, ete.), Electronic file/report filled out by staff at
facility (laptop, web-based, etc.)

Darabase storage/management: Oracle

n 1
Data analysis software: Epi-Info, SPSS, SAS
Quality assurance: Validity checks, Re-abstraction of cases,
Double-checking of assigned codes, Comparison/venfication
between multiple data sources, Data/hospital audits, Clinical
review, Timeliness
Data use and analysis: Routine statistical monitoring, Baseline
rates, Rates by demographic and other varables, Monitoring
outbreaks and cluster investigation, Time trends, Time-space
cluster analyses, Observed vs expected analyses, Epidemiologic
studies (using only program data), Needs assessment, Service
delivery, Referral, Grant proposals, Education/public awareness,
Prevention projects

System Integration
System links: Link to other state registries/databases, Link case
finding data to final birth file

Funding
Funding source: MCH funds 100%

Contacts

Michelle Sermon, MS

Program Specialist

DC Department of Health, Maternal and Family Health
Administration

825 N. Capitol Street, NE, 3rd Floor

Washington, DC 20002

Phone: 202-442-9162 Fax: 202-442-4813

E-mail: michelle.sermon@de.gov

Joyce Brooks, MSW, LICSW

Chief, Chuldren with Special Health Care Needs Division
DC Department of Health, Maternal and Farmly Health
Administration

825 North Capitol Street, NE 3rd Floor

Washington, DC 20002

Phone: 202-442-5925 Fax: 202-442-4813

E-mail: joyce.brooks@dc.gov
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Florida
Florida Birth Defects Registry (FBDR)

Purpose: Surveillance, Research, Referral to Services, Referral to
Prevention/Intervention, Educate health care professionals
Partner: Local Health Departments, Universities, Hospitals,
Environmental Agencies/Organizations, Early Childhood
Prevention Programs, Advocacy Groups, Legislators, Federal and
slate agencics

Program status: Currently collecting data

Start year: 1998

Earliest year of available data: 1996

Organizational lecation: Department of Health
{Epidemiology/Environment), Florida Department of Health,
Bureau of Community Environmental Health, Umversity
Population covered annually: 218,045 in 2004

Statewide: Yes

Current legislation ar rule: Section 381.0031(1,2) F.5., allows for
development of a list of reportable conditions. Birth defects were
added to the hist in July 1999.

5 {11 it
Outcomes covered: Major structural malformations and selected
genetic disorders
Pregnancy outcome: Live Births, Fetal deaths - stillbirths,
spontaneous abortions, ete. (20 weeks gestation and greater)
Age: Until age |
Residence: Flonda

Surveillance Methods

Case ascerminment. Combination of active and passive case
ascertainment, Population-based

Case finding/identification sources:

Vital Records: Birth certificates, Death certificates, Matched
birth/death file, Fetal death certficates

Other state based registries: Programs for children with special
needs, Newborn hearing screening program, Newborn metabolic
screening program, Cancer registry

Delivery hospitals: Disease index or discharge index, Discharge
summaries, Obstetrics logs (i.e., labor & delivery), Regular nursery
logs, ICU/NICU logs or charts

Pediatric & tertiary care hospitls: Disease index or discharge
index, Discharge summanes, ICU/NICU logs/charts, Pediatric logs
Third party payers: Medicaid databases, HMOs

Other specialty facilities: Prenatal diagnostic facilities (ultrasound,
etc.), Genetic counseling/clinical genetics facilities

Other sources: Physician reports

a inment
Conditions warranting chart review in newborn period: Any chart
with a ICD9-CM code 740-759, Any chart with a selected list of
ICDY9-CM codes outside 740-759, Any chart with selected
procedure codes, Any chart with selected defects or medical
conditions {e.g. abnormal facies, congential heart disease), Any
birth certificate with a birth defect box checked
Conditions warranting chart review beyond the newborn period:
Facial dysmorphism or abnormal facies, CNS condition (e.g.
seizure), Gl condition {(¢.g. recurrent blockage), Auditory/hearing
conditions, Any infant with a codable defect
Coding: CDC coding system based on BPA, ICD-9-CM

Data Collected
Infant/fetus: Identification info (name, address, date-of-birth, etc.),
Demographic info (race/ethnicity, sex, etc.), Birth measurements

{weight, gestation, Apgars, etc.), Tests and procedures, Infant
complications, Birth defect diagnostic info

Mother: ldentification info (name, address, date-of-birth, etc.),
Demographic info (race/ethnicity, sex, etc.), Gravidity/parity,
IlInesses/conditions, Prenatal care, Prenatat diagnostic info,
Preg/delivery complications, Maternal risk factors, Family history
Father: Identification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.),
Ilinesses/conditions, Family history

Data Collection Methods and Storage
Data Collection: Printed abstract/report submitted by other

agencies (hospitals, eic.), Electronic file/report filled out by staff at
facility (laptop, web-based, etc.), Electronic file/report submitted
by other agencies (hospitals, etc.)

Darabase storage/management: Access, Excel

Dara Analysis
Data analysis software: SPSS, SAS, Access, Excel

Quality assurance: Validity checks, Re-abstraction of cases,
Doublechecking of assigned codes, Comparison/verification
between multiple data sources, Data/hospital audits, Clinical
review, Timeliness

Data use and analysis: Routine statistical monitoring, Public health
program cvaluation, Baseline rates, Rates by demographic and
other variables, Monitering outbreaks and cluster investigation,
Time trends, Observed vs expected analyses, Epidemiologic
studies, ldentification of potential cases for other epidemiologic
studies, Needs assessment, Service delivery, Referral, Grant
proposals, Education/public awareness, Prevention projeds

System Integration
System links: Link to other state registries/databases, Link case

finding data to final birth file, Link to environmental databases

Eunding
Funding source: General state funds 70%, CDC grant 30%

Other

Web site: www.fbdr.org

Surveillance reports on file: "96 Annual Report, NTD Report, Data
Quality Assurance Report, Active Surveillance Report, & Website
Additional information on file: Granis, Progress reports,
educational and health promotion materials, & CD and video tapes
Comments: The FBDR received funding via CDC’s Environmental
Public Health Tracking Program to expand active surveillance of
selected malformations through 2011,

Contacts

Jane A. Correia, B.S.

Environmental Specialist III, Florida Department of Health
4052 Bald Cypress Way, Bin A08

Tallahassee, FL. 32399-1712

Phone: 850-245-4444, ext. 2198 Fax: 850-922-8473

E-mail: Jane_Correia@doh.state.fl.us

Ene Grimm, M.P.A.

Bureau Chief, Florida Department of Health
4052 Bald Cypress Way, Bin AD8
Tallahassee, FL 32399-1712

Phone: 850-245-4115 Fax: 850-922-8473
E-mail: Eric_Grnimmi@doh.state.fl.us
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Georgia
Centers for Disease Control and Prevention, Metropolitan Atlanta Congenital Defects Program (MACDP)

Purpose: Surveillance, Research

Partner. Local Health Departments, Universities, Hospitals,
Environmental Agencies/Organizations, Advocacy Groups
Program status: Currently collecting data

Start year: 1967

Earliest year of available data: 19638

Organizational location: CDC, National Center on Birth Defects
and Developmental Disabilities

Population covered annually: 51,676

Statewide: No. Births to mothers residing within one of five central
counties in the metropolitan Atlanta area of the siate of Georgia
Current legislation or rule: State Laws Official Georgia Code
Annotated (OCGA) 31-12-2

Case Definition

Qutcomes covered: Major structural or genetic birth defects
Pregnancy outcome: Live Births, (>=20 weeks), Fetal deaths -
stillbirths, spontancous abortions, ele. (20 weeks gestation and
greater), Elective Terminations (All gestational ages)

Age: Before 6 years of age

Residence: Births to mothers residing in one of five central
metropolitan Atlanta counties

Surveillance M,

Case ascertainment: Active case ascerminment; Population-based;
Combination of active and passive case ascertainment for cases
ascertained only at perinatal offices

Case finding/identification sources:

Vital Records: Birth certificates, Fetal death certificates

Delivery hospitals: Disease index or discharge index, Discharge
summaries, Obstetrics logs (i.e., labor & delivery), Regular nursery
logs, ICU/NICU logs or charts, Pediatric logs,
Postmortem/pathology logs, induction logs and miscarnage logs
Pediatric & tertiary care hospitals: Disease index or discharge
index, Discharge summanes

Orher specialty facilities: Prenatal diagnostic facilities (ultrasound,
etec.), Cytogenetic laboratories

Case Ascerminment

Conditions warranting chart review in newborn period: Any chart
with a ICD9-CM code 740-759, Any chart with a selected list of
ICD9-CM codes outside 740-759, Any chart with a CDC/BPA
code, Any chart with selected defects or medical conditions (e.g.
abnormal facies, congenital heart discase), Any birth certificate
with a birth defect box checked, Infants with low birth weight or
low gestation (birth weight < 2500 grams or <36 weeks gestation),
All stillborn infants, All neonatal deaths, All elective abortions, All
infants with low APGAR scores, All infants in NICU or special
care nursery, All prenatal diagnosed or suspected cases

Conditions warranting chart review beyond the newborn period:
Facial dysmorphism or abnormal facies, Failure to thrive, CNS
condition {e.g. seizure), Gl condition (e.g. recurrent blockage),
Cardiovascular condition, Ocular conditions, Auditory/hearing
conditions, Any infant with a codable defect

Coding: CDC coding system based on BPA

Data Collected

Infant/fetus: ldentification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, etc.),
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Birth measurements (weight, gestation, Apgars, etc.), Tests and
procedures, Infant complications, Birth defect diagnostic info
Maerther: ldentification information (name, address, date-of-birth,
ete.), Demographic information (race/ethnicity, sex, ete.),
Gravidity/parity, [llnesses/conditions, Prenatal diagnostic
information, Pregnancy/delivery complications, Family history
Father: ldentification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.),
Ilnesses/conditions, Family history

Data Collection Methods and Storage

Data Collection: Printed abstract/report filled cut by staff,
Electronic file/report filled out by staff at facility (laptop, web-
based, etc.)

Database storage/management: Epi-Info, Mainframe

Data Analysis

Data analysis software: SPSS, SAS, Access

Quality assurance: Validity checks, Re-abstraction of cases,
Double-checking of assigned codes, Data/hospital audits, Clinical
review, Timeliness

Data use and analysés: Routine statistical monitoring, Public health
program evaluation, Baseline rates, Rates by demographic and
other variables, Monitoring outbreaks and cluster investigation,
Time trends, Time-space cluster analyses, Observed vs. expected
analyses, Emdemiologic studies (using only program data),
Identification of potential cases for other epidemiologic studies,
Service delivery, Prevention projecis, survival analysis

Integration
System links: Link to other state registries/databases, Link case
finding data to final birth file, Link to environmental databases,
Mational Death Index

Funding
Funding source: Other federal funding 100%

Other

Web site: http://www.cdc.govincbddd/bd/macdp.htm
Surveillance reporss on file: Numerous reports and bibliography
Additional information on file: Rate tables by defect by year
Comments: For surveillance reports and other information
regarding the MACDP, e-mail MACDP@cdc.gov.

Contacits

James E. Kucik M.P.H.

Managing Director, MACDP

Centers for Disease Control and Prevention
1600 Clifton Rd., MS E-86

Atlanta, GA 30333

Phone: 404-498-3806 Fax: 404-498-3040
E-mail: JKucik@ede.gov

Janet D. Cragan, M.D., M.P.H.

Medical Director, MACDP

Centers for Disease Control and Prevention
1600 Clifton Rd., MS E-86

Atlanta, GA 30333

Phone: 404-498-3807 Fax: 404-498-3040
E-mail: JCragani@cde.gov
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Georgia
Georgia Birth Defecis Reporting And Information System (GBDRIS)

Purpose: Surveillance, Research, Referral to Services, Referral to
Prevention/Intervention

FPartner: Local Health Departments, Universities, Hospitals,
Environmental Agencies/Organizations, Advocacy Groups,
Legislators

Program status: Currently collecting data

Start year: 2003

Earliest year of available data: 2004

Organizational location: Department of Health
(Eprdemiology/Environment)

Population covered annually: 138,000

Starewide: Yes

Current legislation or rule: Birth defects are reportable under State
Laws Official Code of Georgia Annotated (OCGA) 31-12-2 and
31-1-3.2 which mandate the reporting of notifiable diseases and
newbomn hearing screening, and Chapters 290-5-3-.02 and 290-5-24
of the Rules of Department of Human Resources, which regulate
the reporting of notifiable diseases and metabolic disorders.
Legislation year enacted: Updated in 2003

Case Definition
Outcomes covered: Major birth defects, genetic diseases, FAS and

CP

Pregnancy outcome: Live Births (All gestational ages and birth
weights), Fetal deaths - stillbirths, spontaneous abortions, etc. (less
than 20 week gestation, 20 weeks gestation and greater)

Age: Up to 6 years of age

Residence: [n and out of state births to state residents

Surveillance Methods

Case ascerainment: Passive case ascertainment, Population-based
Case finding/identification sources:

Vital Records: Birth certificates, Death certificates, Matched
birth/death file, Fetal death certificates

Other state based registries: Programs for children with special
needs, Newbomn hearing screening program, Newhorn metabolic
screening program, Development Disabilities Surveillance
Delivery hospitals: Disease index or discharge index, Discharge
summaries

Pediatric & tertiary care hospitals: Disease index or discharge
index, Discharge summaries

Third party payers: Medicaid databases

Other specialty facilities: Prenatal diagnostic facilities (ultrasound,
etc.). Cytogenetic laboratories, Genetic counseling/clinical genetics
facilities, Maternal serum screening facilities

Other sources: Physician reports

Case Ascertginment

Conditions warranting chart review in newborn period: Any chart
with selected defects or medical conditions (e.g. abnormal facies,
congenital hearl disease)

Coding: 1CD-9-CM

Data Collected

Infant/fetus: ldennfication information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, etc.),
Birth measurements (weight, gestation, Apgars, etc.), Birth defect
diagnostic information

Mother: Identification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.)

Data Collection Methods and Storage
Data Collection: Printed abstract/report submitted by other

agencies (hospitals, etc.), Electronic file/report submitted by other
agencies (hospitals, etc.)
Darabase storage/management: Access

Data Analysis

Data analysis software: SAS, Access

Quality assurance: Validity checks, Re-abstraction of cases,
Doublechecking of assigned codes, Comparison/verification
between multiple data sources, Clinical review, Timeliness

Data use and analysis: Routine statistical monitoring, Public health
program evaluation, Baselme rates, Rates by demographic and
other variables, Epidemiologic studies (using only program data),
Service delivery, Grant proposals, Education/public awareness,
Prevention projects

System Integration
System links: Link to other state registries/databases, Link case

finding data to final birth file

System integration: Newborn Surveillance and Tracking System
(NSTS) is under development. Will integrate multiple children
health systems including birth defects, UNHS, NBS and Children
1st.

Funding
Funding source: General state funds 30%, Other federal funding
T0%

Other

Web sire:

http:/health.state. ga.us/epi/meh/birthdefects/gbdnis/index.asp
Comments: 3" Contact Person: Nicole Alexander, MPH GA
Division of Public Health, MCH Epidemiology Section 2
Peachtree St, NW Suite 14-414 Adanta, GA 30303 Phone: 404-
651-5196 Fax: 404-657-7517 E-mail: ntucker@dhr state.ga.us

Contacts

Debra L. Thompson, MPH

GBDRIS Coordinater

GA Division of Public Health, MCH Epidemiclogy Section
2 Peachtree St., NW Suite 14-404

Atlanta, GA 30303

Phone: 404-651-5131 Fax: 404-657-7517

E-mail: dlhersh@dhr.state.ga.us

Hema Joshi, M Med Sci

Assistant Coordinator

GA Division of Public Health, MCH Epidemiology Section
2 Peachtree St, NW Suite 14-405

Atlanta, GA 30303

Phone: 404-463-0906 Fax: 404-657-7517

E-mail: hjoshi@dhr.state.ga.us
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Hawaii
Hawaii Birth Defects Program (HBDP)

Purpose: Surveillance, Research, Referral to Services, Referral to
Prevention/Intervention

Partner: Local Health Departments, Universities, Hospitals,
Community Nursing Services, Environmental
Agencies/Organizations, Early Childhood Prevention Programs,
Advocacy Groups, Legislators

Program status: Currently collecting data

Start year: 1988

Earliest year of available data: 1986

Organizational location: Combination of DOH/Children With
Special Health Needs Branch and the Research Corporation of the
University of Hawaii.

Population covered annually: ~19,754 average over the last 18 yrs
Starewide: Yes

Current legislation or rule: 8/15/1988 to 6/30/2002 - Hawaii
Revised Statutes (HRS), Sections 321-31 and 338-2 in conjunction,
per Executive Chamber ruling by Governor on 6/16/1989. HRS
Sections 324-1 and 324-2, for additional legislative authority (1990
Amendments). 7/1/02 to Present - Act 252 (2002) - Relating to
Birth Defects (SB 2763, SD 2, HD 2, CD 1).

Legislation year enacted: 1989, 1990 and 2002

Case Definition

Outcomes covered: All ~1,154+ outcomes recommended by CDC
in their May 1987 Birth Defects Branch Six Digit Code for
Reportable Congenital Anomalies, based on B.P.A. Classification
of Diseases (1979) and W H.O. ICD-9 CM (1977).

Pregnancy outcome: Live Births (All gestational ages and birth
weights), Fetal deaths - stillbirths, spontaneous abortions, etc. (less
than 20 week gestation, 20 weeks gestation and greater), Elective
Terminations (All gestational ages). Data collected on all elective
medical terminations that were carried out because a screening test
or diagnostic procedure documented that the fetus was severely
impaired with a birth defect, and the parenis elected not to bring the
baby to term.

Age: Up to one year after delivery, except for Fetal Alcohol
Syndrome which can be diagnosed at any age.

Residence: All in-state Hawaii births (resident and non-resident),

Surveillance Methods

Case ascerminment. Active case ascertainment, Population-based
Case finding/identification sources:

Vital Records: Vital records are used to supplement information
collected from other data sources, but are not used to primarily
identify potential cases. Vital records data are also used as
denominators for determining birth defects rates per 10,000 births.
Orther state based registries: The HBDP supplies aggregate, de-
identified data to the entities listed; they do not supply data to the
HBDP.

Delivery hospitals: Disease index or discharge index, Discharge
summaries, Information from specific logs, laboratories, clinics,
ctc. are usually found in the medical record when doing chart
TEVIEW.

Pediatric & tertiary care hospitals: Discase index or discharge
index, Discharge summaries, Information from specific logs,
laboratories, clinics, ete. are usually found in the medical record
when domg chart review.

Other specialyy facilities: Prenatal diagnostic facilities (ulirasound,
cic.), Cytogenetic lab, Genetic counseling/clinical genetics facilities

Case Ascerainment
Conditions warranting chart review in wewborn period: Any charl

with a ICD9-CM code 740-759, Any chart with a selected list of
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ICD9-CM codes outside 740-759, Any chart with a CDC/BPA
code, Any chart with selected defects or medical conditions (e.g.
abnormal facies, congenital heart disease), All stillbom infants, All
neonatal deaths, All prenatal diagnosed or suspected cases, Medical
terminations and spontaneous abortions where fetus was diagnosed
with a birth defect, and parents elecied not to bring baby to term, or
mother spontanecusly aborted,

Conditions warranting chart review beyond the newborn period:
All infant deaths (excluding prematurity), Childhood deaths
between 1 and 6, Any infant with a codable defect

Coding: CDC coding system based on BPA, ICD-9-CM

@ Coflected

Infant/ferus: Identification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, etc.),
Birth measurements (weight, gestation, Apgars, etc.), Tests and
procedures, Infant complications, Birth defect diagnostic info
Mother: |dentification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.),
Gravidity/parity, llinesses/conditions, Prenatal care, Prenatal
diagnostic information, Pregnancy'delivery complications,
Maternal risk factors, Family history

Father: ldentification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.),
Ilinesses/conditions, Family history

Data Collection Methods an rage

Data Collection: Printed abstract/report filled out by stafT,
Electronic file/report filled out by staff at facility (laptop, web-
based, etc.)

Database storage/management: Access, SQL Server 2000

Data Analysis
Data analysis software: Access, SQL Server 2000

Quality assurance: Validity checks, Re-abstraction of cases,
Doublechecking of assigned codes, Comparison/verification
between multiple data sources, Clinical review, Timeliness

Data use and analysis: Routine statistical monitoring, Public health
program evaluation, Baseline rates, Rates by demographic and
other variables, Monitoring outbreaks and cluster investigation,
Time trends, Epidemiologic studies (using only program data),
Identification of potential cases for other epidemiclogic sudies,
Needs assessment, Grant proposals, Education/public awareness,
Prevention pojects, Publication of 49 articles (as of 2/23/06) in
peer-review professional journals.

Svstem Integration
System links: The HBDP is in the process of implementing a GIS

statistical mapping project.

Funding

Funding Source: General state funds 50%, CDC grant 29%, Other
federal funding (non-CDC grants) 5%, Private foundation 4%,
Birth Defects Special Fund (state non-general fund funding) 12%.
Please note that all the figures above represent average funding
amounts for years 1988 to 2006.

Other

Surveillance reporss on file: Twelve (12) 135+ page Hawaii Birth
Defects Program Statewide Surveillance Data Reports - 1) 1989-
1991, 2) 1988-1993, 3) 1988-1994, 4) 1988-1995, 5) 1987-1996, 6)
1986-1997, 7) 1986-1998, 8) 1986-1999, 9) 1986-2000, and 10)
1986-2001, 11) 1986-2002, and 12) 1986-2003, with 13) 1986
2004 data currently being completed.
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Additienal information on file: HBDP informational brochure:
copies of legislation; abstraction forms; abstraction manual; annual
reports; HBDP data; quality assurance reports (completeness,
accuracy, timeliness): presentation slides; special study reports; and
HBDP articles published in peer-review Jourmls.

Contacts

Ruth D. Merz, M.S.

Administrater, Hawaii Birth Defects Program
76 North King Street, #208

Honolulu, HI 96817-5157

Phone: 808-587-4120 Fax: 808-587-4130
E-mail: hbdp@crch.hawaii.edu

Birth Defects Research (Part A) 76:837-893 (2006)
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Idaho

Program status: No surveillance program

Eﬂﬂfd[‘ﬁ‘

Pam Harder

Research Analyst Supervisor

Idaho Dept of Health & Welfare

450 West State Street

Boise, 1D 83720

Phone: 208 334-6658 Fax: 208-332-7307
E-mail: harderp@idhw.state.id.us

Paige Fincher

Director of Special Projects

Children’s Special Health Program

Idaho Department of Health and Welfarc
450 West State Street

Boise, ID 83720

Phone: 208-334-5962 Fax: 208-332-7307
E-mail: fincherp@idhw state.id.us

Birth Defects Research (Part A) 76:837-893 (2006)
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Illinois
Adverse Pregnancy Outcomes Reporting System (APORS)

Purpose: Surveillance, Referral 1o Services, Referral 1o
Prevention/Intervention

Partner: Local Health Departments, Hospitals, Environmental
Agencies/Organizations, Early Childhood Prevention Programs,
Advocacy Groups

Program status: Currently collecting data

Start year: 1986

Earliest year of available data: 1989

Organizational location: Department of Health
{Epidemiology/Environment)

Population covered annually: 182,000

Statewide: Yes

Current legislation or rule: [llinois Health and Hazardous
Substances Registry Act (410 ILCS 525)

Legistation year enacted: 1985

Case Definition

OQutcomes covered: |CD-9-CM Codes 740.0 through 759.9; Infants
positive for controlled substances; Serious congenital infections;
Congenital endocrine, metabolic or immune disorders; Congenital
blood disorders; Other conditions such as retinopathy of
prematurity, FAS

Pregnancy outcome: Live Births, Fetal deaths - sullbirths,
spontaneous abortions, eic. (20 weeks gestation and greater)

Age: End of newborn hospitalization

Residence: In-state birth to state residents

Surveillance Meth

Case ascerainment. Combination of active and passive case
ascertainment, Population-based; Birth defect diagnoses are
confirmed in a review of medical records by APORS staff.
Case finding/identification sources:

Viral Records: Birth certificates, Fetal death certificates
Delivery hospitals: Disease index or discharge index, Discharge
summaries, Hospitals mandated to identify newborn cases and
report to IDPH

Pediatric & rertiary care hospitals: Disease index or discharge
index, Hospitals mandated to report newboms discharged from any
lo the NICU or specialty units

Case Ascerminment
Conditions warranting chart review in newborn period: Any chart

with a ICD9-CM code 740-759, Any chart with a selected list of
ICD9-CM codes outside 740-759, Any chart with a CDC/BPA
code, Any chart with selected defects or medical conditions (e.g.
abnormal facies, congenital heart disease), Infants with low birth
weight or low gestation, <1500 grams, All nconatal deaths
Coding: CDC coding system based on BPA

Darg Collected

Infant/fetus: ldentification information (name, address, date-of-
birth, ete.), Demographic information (race/ethnicity, sex, etc.),
Birth measurements (weight, gestation, Apgars, etc.), Birth defect
diagnosic information

Mother: ldentfication information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, elc.),
Gravidity/parity

Father: Identification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.}

Data Collection Methods and Storage

Darta Collection: Printed abstract/report filled out by staff, Printed
abstract/report submitted by other agencies (hospitals, eic.),
Electronic file/report filled out by staff at facility (laptop, web-
based, etc.), Electronic file/report submitted by other agencies
(hospitals, etc.)

Database storage/management: Access, Mainframe

Data Analysis

Data analysis seftware: SAS, Access, Arch Map, JoinPoint &
SaTScan

Quality assurance: Vahdity checks, Re-abstraction of cases,
Double-checking of assigned codes, Comparison/verification
between multiple data sources, Data/hospital audits, Timeliness
Data use and analysis: Routine statistical monitonng, Public health
program evaluation, Rates by demographic and other varables,
Monitoring outbreaks and cluster investigation, Time trends,
Epidemiologic studies (using only program data), Needs
assessment, Service delivery, Referral, Grant proposals,
Education/publx: awareness, Prevention projects, Public Use Daia
Set

System Integration
System links: Link case finding data to final birth file

System integration: No

Funding
Funding source: General state funds 68%, CDC grant 29%, Other
federal funds (non-CDC) 3%

Other
Web site: idph.state.il.us/about/epi/aporsmpt.htm
Surveillance reports on file: Available on website

ontacts
Trish Egler, M.P.A.
Manager, [llinois Department of Public Health
605 W. Jefferson Street
Springfield, IL 62761
Phone: 217-785-7133 Fax: 217-557-5152
E-mail: trish.egler(@illinois.gov

Tiefu Shen, M.D., M.P.H., Ph.D.

Division Chief, [llinois Department of Public Health
605 W. Jefferson Street

Springfield, IL 62761

Phone: 217-785-7118 Fax: 217-524-1770

E-mail: uefu.shen@illinois.gov

Birth Defects Research (Part A) 76:837-893 (2006)
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Indiana
Indiana Binh Defects And Birth Problems Registry (IBDPR)

Purpose: Surveillance, Research, Referral to Services

Partner: Universities, Hospitals, Early Childhood Prevention
Programs, Advocacy Groups, Legislators

Program status: Currently collecting data

Start year: 2002

Earliest year of available data: 2003 birth data is available in 2006
Organizational location: Department of Health
(Epidemioclogy/Environment), Department of Health (Maternal and
Child Health), State Health Data Center

Population covered annually: 88 000

Statewide: Yes

Current legislation or rule: IC 16-38-4-7

Rule 410 TAC 21-3

Legislation year enacted: 2001

Case Definition

Qutcomes covered: 1CD-9-CM Codes 740-759.9, Fetal Alcohol
Spectrum Disorder (760.71), Pervasive Developmental Disorder
(299.0}, Fetal deaths, Metabolic and hearing disorders from
Newborn Screening, Selected neoplasms, and congenital blood
disorders, and certain eye disorders.

Pregnancy outcome: Live Births (All gestational ages and birth
weights)

Age: Up to 5 years

Residence: In and out ofstate births to state residents

illance Methods
Case ascertainment. Passive case ascertainment, Population-based,
Combined with selected active confirmation
Case finding/identification sources:
Vital Records: Birth certificates, Death certificates, Matched
birth/death file
Other state based registries: Newbomn hearing screening program,
Newborn metabolic screening program
Delivery hospitals: Disease index or dixcharge index, chart audits
of 45 targeted birth defects
Pediatric & tertiary care hospitmls: Discase index or discharge
index, Chart audits of 45 targeted birth defects
Other specialty facilities: Genetic counseling/clinical genetics
facilities
Orther seurces: Physician reports, Audiologist reporis

Case Ascerfainment

Conditions warranting chart review in newborn period. Any chart
with an ICD9-CM codes with a selected list within 740-759, Any
chart with a selected list of ICD9-CM codes outside 740-759
Conditions warranting chart review beyond the newbern period:
Any infant with a codable defect

Coding: ICD-9-CM, and BPA

Data Collected

Infant/fetus: ldentification information (name, address, date-of-
birth, ete.), Demographic information (race/ethnicity, sex, etc.),
Birth measurements (weight, gestation, Apgars, etc.), Tests and
procedures, Infant complications, Birth defect diagnostic
information
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Mother: [dentification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.),
Gravidity/panty, lllnesses/conditions, Prenatal care, Prenatal
diagnostic mformation, Pregnancydelivery complications,
Maternal nsk factors, Family history

Father: ldentfication information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.), Family
history

a L an [
Data Collection: Electronic file/report submitted by other agencies
{hospitals, etc.), ISDH Chart auditors submit hospital chart audit
information electronically through use of a laptop and a web-based
portal to the Operational Data Store which store and integrates the
data.
Database storage/management: Oracle

Data Analysis

Data analysis software: SAS, Oracle and ArcView GIS
Quality assurance: Validity checks, Re-abstraction of cases,
Double-checking of assigned codes, Comparison/verification
between multiple data sources. Data/hospital audits, Chinical
review, Timeliness

Data use and analysis: This is the first data reported (Annual
Report to the Indiana General Assembly). No other analysis has
been done.

System Integration

System links: Link to other staie registries/databases, Link case
finding data to final birth file

System integration: The database is linked with births, deaths,
newborn hearing screening, newbom metabolic screening data, and
hospital discharge data.

Funding
Funding source: General state funds 3%, MCH funds 72%, Other
federal funds {(non-CDC) 25%

Other
Web site: www.in.gov/isdh/programs/idbpr

Contacts

MNancy B. Meade, RD, MPH

Health Planner/Program Manager
Indiana State Department of Health

2 North Meridian Street 7TE
Indianapolis, IN, 46204

Phone: 317-233-7827 Fax: 317-233-1300
E-mail: nmeade(@isdh.in.gov

Robert R. Bowman, MS, MA
Genomics/Newborn Screening Director
Indiana State Department of Health

2 North Meridian Street 8 C

Indianapolis, IN 46204

Phone: 317-233-1231 Fax: 317-233-1300
E-mail: bobbowman(@isdh.in.gov
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lowa Registry For Congenital And Inherited Disorders (IRCID)

Purpose: Surveillance, Research, Referral to Services, Referral to
Prevention/Intervention, Prevention education programs
Partner: Local Health Departments, Universities, Hospitals,
Environmenial Agencies/Organizations, Legislators
Program starus: Currently collecting data

Start year: 1983

Earliest year of available dara: 1983

Organizational location: University

Population covered annually: 37831 avg. 10 yr

Statewide: Yes

Current legistation or rule: lowa Code 1364, IAC 64147
Legislation year enacted: 1986; Revised 2001, 2003, 2004

Case Definition

Qutcomes covered: Major birth defeets, Duchenne/Becker
muscular dystrophy, Fetal deaths with and without birth defects
Pregnancy outcome: Live Births (All gestational ages and birth
weights), Fetal deaths - stillbirths, spontancous abortions, etc. (less
than 20 week gestation, 20 weeks gestation and greater), Elective
Terminations {All gestational ages)

Age: | year

Residence: Maternal residence in lowa at time of delivery

Surveillance Methods

Case ascersginment: Active case ascertainment, Population-based
Case finding/identification sources:

Viral Records: Birth and death certificates, Fetal death certificates
Other state based registries: Stale perinatal program

Delivery hospitals: Discase index or discharge index, Discharge
summaries, Obstetrics logs (i.e., labor & delivery), Regular nursery
logs, ICU/NICU logs or charts, Pediatric logs, Postmortem/
pathology logs, Surgery logs, Specialty outpatient clinics

Pediatric & tertiary care hospitals: Disease index or discharge
index, Discharge summaries, ICU/NICU logs or charts, Pediatric
logs, Postmortem/pathology logs, Surgery logs, Laboratory logs,
Specialty outpatient clinics

Other specialty facilities: Prenatal diagnostic facilities (ulrasound,
ete. ), Cytogenetic laboratories, Genetic counseling/clinical genetics
facilities, Maternal serum screening facilities

Other sources: Physician reports, outpatient surgery facilities

Data sharing agreements with other states: Yes

Case Ascertainment
Conditions warranfing chart review in newborn period: Any chart

with a ICD9-CM code 740-759, Any chart with a sclected list of
ICD9-CM codes outside 740-759, Any chart with a CDC/BPA
code, Any chart with selected procedure codes, Any chart with
selected defects or medical conditions (e.g. abnormal facies,
congenital heart disease), Any birth certificate with a birth defect
box checked, All stillborn infants, All neonatal deaths, All elective
abortions, All prenatal diagnosed or suspected cases, Muscular
dystrophy

Conditions warranting chart review beyend the newborn period:
Facial dysmorphism or abnormal facies, Failure to thrive,
Development delay, CNS condition (e.g. seizure), GI condition
{e.g. recurrent blockage), Cardiovascular condition, All infant
deaths (excluding prematurity), Ocular conditions,
Auditory/hearing conditions, Any infant with a codable defect
Coding: CDC coding system based on BPA, ICD-9-CM

Data Collected
Infant/ferus: ldentification information (name, address, date-of-
birth, ete.), Demographic information (race/ethnicity, sex, etc.),
Birth measurements (weight, gestation, Apgars, etc.), Tests and
procedures, Infant complications, Birth defect diagnostic info
Mother: Idennfication information (name, address, date-of-birth,
etc. ), Demographic information (race/ethnicity, sex, etc.),
Gravidity/parity, [llnesses/conditions, Prenatal care, Prenatal
diagnostic information, Pregnancydelivery complications,
Maternal nsk factors, Family history

Father: Identification information (name, address, date-of-hirth,
etc.), Demographic information (race/ethnicity, sex, etc.), Family
history

Data Collection Methods and Storage

Data Collection: Electronic file/report filled out by staff at facility
(laptop, web-based, er.)
Database storage/management: Access, Oracle, PC server

Data Analysis
Data analysis seftware: SPSS, SAS, Access, Oracle

Quality assurance: Validity checks, Re-abstraction of cases,
Double-checking of assigned codes, Comparison/verification
between multiple data sources, Clinical review, Timeliness

Data use and analysis: Routine statistical monitoring, Baseline
rates, Rates by demographic and other variables, Monitoring
outbreaks and cluster investigation, Time trends, Capture-recapture
analyses, Observed vs. expected analyses, Epidemiologic studies
(using only program data), Identification of potential cases for
other epidemiologic studies, Needs assessment, Service delivery,
Referral, Grant proposals, Education/public awareness, Prevention
projects

System Integration
System links: Link case finding data to final birth file. For specific

studies, data may be linked with environmental databases or other
state databases.
System integration: No

Fund,
Funding source: General state funds 44%, CDC grant 56%

Other

Web site: hitp://www.public-health.uiowa.edu/ircid

Surveillance reporss on file: Registry reports for 2000, 2002, 2005,
2006

Comments: Former name: lowa Birth Defects Registry

Contacts

Paul A. Romitti, Ph.D.

Director, 1A Registry for Congenital & Inherited Disorders
University of lowa, C21-E GH, 200 Hawkins Dr

Towa City, 1A 52242

Phone: 319-384-5012 Fax: 319-353-8711

E-mail: paul-romitti@uiowa.edu

Bradley D. McDowell, Ph.D.

Deputy Director, IA Registry for Congenital & Inherited Disorders
M107 Oakdale Hall

lowa City, 1A 52242

Phone: 319-335-4107 Fax: 319-335-4030

E-mail: bradley-mcdowell@uiowa.edu

Birth Defects Research (Part A) 76:837-893 (2006)
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Kansas
Birth Defects Reporiing System

Purpose: Registry

Partner: Hospitals

Program status: Currently collecting data

Start year: 1985

Earliest year of available data: 1985

Organizational location: Department of Health (Vital Statistics),
Department of Health (Maternal and Child Health)

Papulation covered annually: 33,353 (Year 2003)

Statewide: Yes

Current legislation or rule: KSA 65-102; KSA 75-3715a(Senate
Bill No. 418)

Legislation year enacted: 1979; 2004

Case Definition

Qutcomes covered: The outcome data below are available from
Office of Vital Statistics, but are not used as part of a birth defects
surveillance system. Twenty-four anomalies are listed on the birth
certificate and are reported, however, these are not linked to ICD
codes.

Pregnancy outcome: Live Births (All gestational ages and birth
weights), Fetal deaths - stillbirths, spontaneous abortions, etc. (less
than 20 week gestation, 20 weeks gestation and greater), Elective
Terminations (All gestational ages)

Age: Passive reporting on congenital malformation reports
continues through the first year oflife

Residence: In and out of state births to Kansas residents and in-
state births to out of state residents

Surveillance Methods

Case ascerminment. Passive, Hospital-based

Case finding/identification sources:

Vital Records: Birth certificates, Fetal death certificates

Other state based registries: Programs for children with special
needs, Newbom hearing screening program, Newborn metabolic
screening program, Development Disabilities Surveillance
Delivery hospitals: Disease index or discharge index, Discharge
summaries, Obstetnics logs (i.e., labor & delivery), Regular nursery
logs, ICU/NICU logs or chans, Pediatric logs,
Postmortem/pathology logs, Surgery logs, Cardiac catherization
laboratories, Specialty outpatient clinics

Pediatric & tertiary care hospitals: Disease index or discharge
index, Discharge summaries, ICU/NICU logs or charts, Pediatric
logs, Postmortem/pathology logs, Surgery logs, Laboratory logs,
Cardiac catherization laboratories, Specialty outpatient clinics
Midwifery facilities: Midwifery facilities

Other specialty facilities: Prenatal diagnostic facilities (ultrasound,
etc.), Genetic counseling/clinical genetics facilities

Other sources: Physician reports

Data sharing agreements with other states: Yes

Data Collected

Infant/fetus: Identification information (name, address, date-of-
birth, ete.), Demographic information (race/ethnicity, sex, etc.),
Birth measurements (weight, gestation, Apgars, etc.), Tests and
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procedures, Infant complications, Birth defect diagnosuc
information

Maother: Identification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.),
Gravidity/parity, lllnesses/conditions, Prenatal care, Prenatal
diagnostic information, Pregnancy'delivery complications,
Matemal nsk factors

Father: Identification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.}

Data Collection Methods and Storage

Data Collection: Printed abstract'report submitted by other
agencies (hospitals, ete.), Electronic file/report filled out by staff at
facility (laptop, web-based, etc.), Electronic file/report submitted
by other agencies (hospitals, etc.), After the birth certificate record
has been registered in vital statistics, Any additional reports of birth
anomalies from hospitals are entered manually into vital certificates
data storage system.

Database storage/management: Mainframe

Data Analysis

Dara analysis software: SAS, ad-hoc summary reports developed
as needed from Crystal Reports.

Quality assurance: Companson/verification between muluple dat@
sources, Office of Vital Statistics conducts verification on birth
certificate data.

Data use and analysis: Routine statistical monitoring, Baseline
rates, Rates by demographic and other variables, Monitoring
outbreaks and cluster investigation, Time trends, Grant proposals,
Ad-hoc upon request

System Integration
System [inks: Link to other state registries/databases

System integration: Our program has a link with vital statistics
records.

Funding
Funding source: MCH funds 100%

Conracis
Jamie S. Kim, MPH

Epidemiologist

Kansas Department of Health & Environment
1000 SW Jackson, Suite 220

Topeka, KS 66612-1274

Phone: 785-296-6467 Fax: 785-296-6553
E-mail: jkim@kdhe.state.ks.us

Greg G. Crawford, BA

Chief, Vital Statistics Data Analysis

Kansas Department of Health & Environment
1000 SW Jackson Suite 130

Topeka, KS 66612-1354

Phone: 785-296-1531 Fax: 785-368-7118
E-mail: gerawfor@kdhe.state.ks.us
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Kentucky
Kentucky Birth Surveillance Registry (KBSR)

Purpese: Surveillance, Referral to Services, Referral to
Prevention/Intervention, Prevention of birth defects

Partner: Local Health Departments, Universities, Hospitals, Early
Childhood Prevention Programs Advocacy Groups, Legislators
Program status: Currently collecting data

Start year: 1996

Earliest year of available data: 1998

Organizational location: Department for Public Health, Division
of Adultand Child Health Improvement, Early Childhood
Development Branch

Population covered annually: 54,500

Statewide: Yes

Current legislation or rule: KRS 211.651-211.670

Legislation year enacted: 1992

ftion
Qutcomes covered: Major birth defects, Genetic diseases, Fetal
mortality
Pregnancy outcome: Live Births (All gestational ages and birth
weights), Fetal deaths - stillbirths, spontaneous abortions, etc. {20
wecks gestation and greater, 20 weeks or 350 gms), Elective
Terminations (20 weeks gestation and greater), elective
terminations prior to 20 weeks are identified in pilot active
surveillance project at 8 hospitals in KY, represents 36% of births
Age: Up to fifth birthday
Residence: All in-state births; out of state births to state residents

Surveillance Methods

Case asceriminment. Combination of active and passive case
ascertamment, Population-based

Case finding/identification sources:

Vital Records: Birth ceruficates, Death certificates, Matched
birth/death file, Fetal death ceruficates, medical laboratory
reporting mandated; Outpatient reporting voluntary

Other state based registries: Programs for children with special
needs, Newhom hearing screening program, Newborn metabolic
SCreening program

Delivery hospitals: Disease index or discharge index, Discharge
summaries, Obstetrics logs (i.e., labor & delivery), ICU/NICU logs
or charts, Specialty outpatient clinics, Laboratory records

Pediatric & tertiary care hospitals: Disease index or discharge
index, Discharge summanes, [CU/NICU logs or charts, Lab records
Other specialty facilities: Prenatal diagnostic facilities (ultrasound,
etc.), Cytogenetic lab, Genetic counseling/clinical genetics facilities
Other sources: Physician reports, Local health departments

Case Ascertainment
Conditions warranting chart review in newborn period: Any chart

with a [CD9-CM code 740-759, Any chart with a selected list of
1CD9-CM codes outside 740-759, Any chart with selected defects
or medical conditions (e.g. abnormal facies, congenital heart
discase), Any birth certificate with a birth defect box checked, All
prenatal diagnosed or suspected cases

Conditions warranting chart review beyond the newborn period:
Facial dysmorphism or abnormal facies, Failure to thrive, CNS
condition (e.g. seizure), Cardiovascular condition, Any infant with
a codable defect

Coding: ICD-9-CM, ICD-10 for Vital Statistics death data

Daia Collected
Infant/fetus: Identification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, etc.),

Birth measurements (weight, gestation, Apgars, etc.), Tests and
procedures, Infant complications, Birth defect diagnostic info
Mother: Identification information (name, address, date-of-birth,
ete.), Demographic information (race/ethnicity, sex, ete.),
Gravidity/panty, llinesses/conditions, Prenatal care, Prenatal
diagnostic information, Pregnancy/delivery complications,
Maternal nisk factors, Family history

Father: ldentification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnictty, sex, etc.}, Family
history

Data Collection Methods and Storage

Data Collection: Electronic file/report filled out by staff at facility
(laptop, web-based, etc.), Electronic file/report submitted by other
agencies (hospitals, etc.)

Database storage/management: Access, Mainframe

Data Analysis

Darta analysis software: SAS, Access

Quality assurance: Re-abstraction of cases, Double-checking of
assigned codes, Comparison/verification between multiple data
sources, Data‘hospital audits, Clinical review, Timeliness

Data use and analysis: Routine statistical monitoring, Public health
program evaluation, Baseline rates, Rates by demographic and
other vanables, Monitoring outbreaks and cluster investigation,
Time trends, Epidemiologic studies {using only program data),
Identification of potential cases for other epidemiologic studies,
Meeds assessment, Service delivery, Referral, Grant proposals,
Education/public awareness, Prevention projects, IRB-approved
research projects

System Integration
System links: Link case finding data to final birth file

System integration: True positives identified by newborn screening
are integrated into the KBSR database.

Funding
Funding source: General state funds 100%

Other

Web site: htp://chifs ky.gov/dph/achkbsr.htm

Surveillance reporss on file: Legislation and regulation; Hospital
Reporting Administrative Manual; Draft confidentiality guidelines;
Conditions definitions, KBSR fact sheet, KBSR brochure

Contacts
Joyce M. Robl, MS, CGC

Branch Manager, Early Childhood Development
Kentucky Department for Public Health

275 East Main Street, HS 2WC

Frankfort, KY 40621

Phone: 502-564-3756 x3768 Fax: 502-564-8389
E-mail: joyce.robli@ky.gov

Sandy G Fawbush, RN

Nurse Consultant/Inspector

Kentucky Department for Public Health

275 East Main Street, HS 2WC

Frankfort, KY 40621

Phone: 502-564-3756 x3563 Fax: 502-564-8389
E-mail: sandy.fawbush@ky.gov
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Louisiana
Louisiana Birth Defecis Monitoring Network (LBDMN)

Purpose: Surveillance, Referral to Services

Partner: Universities, Hospitals, Early Childhood Prevention
Programs, Advocacy Groups

Program status: Currently collecting data

Start year: 2005

Earliest year of available data: 2005

Organizational location: Department of Health (Children’s Special
Health Services)

Population covered annually: Approx. 23,750 for 2006
Statewide: No, for 2006, covering the following parishes:
Ascension, Bossier, Caddo, Calcasieu, Cameron, East Baton
Rouge, East Feliciana, Iberville, Orleans, Pointe Coupee, West
Baton Rouge, and West Feliciana.

Current legislation or rule: LA R.S. 40:31.41 - 40:31 .48. Rule:
LAC 48:V.Chapters 161 and 163

Legistation year enacted: 2001

Case Definition

Outcomes covered: Major structural birth defects; Selected genetic
diseases; Selected blood, endocrine and metabolic disorders
Pregnancy outcome: Live Births

Age: Up to third birthday

Residence: In- and out-of-state births to state residents

Surveillance Methods

Case ascertginment. active case ascertainment, Limited
population-based

Case finding/identification sources:

Vital Records: In progress

Other state based registries: In progress

Delivery hospitals: Disease index or discharge index, Discharge
summaries, Specialty outpatient clinics

Pediatric & tertiary care hospitals: Disease index or discharge
index, Discharge summaries, Specialty outpatient clinics

Third party payers: In progress

Other sources: In progress

ase Ascertainment
Conditions warranting chart review in newbarn period: any chart
with an [CD-9-CM code 740-759, 760.71, or 762.8, plus selected
codes for endocrine, metabolic, immune and blood disorders
Conditions warranting chart review beyond the newborn period:
Any infant with a codable defect
Coding: CDC coding sysiem based on BPA

ta Collect
Infant/ferus: ldentification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, etc.),
Birth measurements {weight, gestation, Apgars, etc.), Tests and
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procedures, Infant complications, Birth defect diagnostic
information

Mother: [dentification information (name, address, date-of-birth,
etc.}, Demographic information (race/ethnicity, sex, elc.),
Gravidity/parity, Illnesses/conditions, Prenatal care,
Pregnancy/delivery complications, Maternal risk factors, Family
history

Father: ldentification infommation (name, address, date-of-birth,
etc.), Demographic information {race/ethnicity, sex, etc.)

Darta Collection Methods and Storage
Data Collection: Printed abstract/repont filled out by staff

Darabase storage/management: Access

Data Analysis

Data analysis software: SPSS, SAS

Quality assurance: Doublechecking of assigned codes,
Comparison/verification between multiple data sources,
Data'hospital audits, Clinical review

Data use and analysis: Routine statistical monitoring

System Integration
System links: in progress

Funding
Funding source: General 100% CSHCN finds

Other

Comments: * Information listed below for primary contact is
temporary; offices were flooded due to Hurricane Katrina and still
have not been permanently relocated.

Contacis

L. Kay Webster, MPH

Program Coordinator, LBDMN
DHH/Office of Public Health

1450 L & A Road

Metairie, LA 70001

Phone: 504-896-1352 Fax: 504-896-1360
E-mail: kwebster@dhh.la.gov

Linda B. Pippins, MCD

Admimstrator, Children's Special Health Services
DHH/Office of Public Health

6110 Bluebonnet Blvd., 2nd floor

Baton Rouge, LA 70810

Phone: 225-765-0155 Fax: 225-765-1052
E-mail: Ipippins@dhh.la.gov
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Maine
Maine Birth Defects Program (MBDP)

Purpose: Surveillance, Referral to Services, Referral to
Prevention/Intervention

Partner- Universines, Hospitals, Community Nursing Services,
Environmental Agencies/Organizations, Early Childhood
Prevention Programs, Advocacy Groups, March of Dimes
Pragram status: Currently collecting data

Start year: 1999

Earliest year of available data: Reporting began May 1, 2003
Organizational locarion: Department of Health (Children with
Special Health Needs, Department of Health and Human Services)
Papulation covered annually: 13,500

Statewide: Yes

Current legislation or rule: 22 MRSA ¢, 1687

Legisiation year enacted: 1999

Case Definition
Outcomes covered: Selected major birth defects: NTD, clefts,

gastroschisis, omphalocele, trisomy 21 and major heart defects
Pregnancy outcome: Live Births (All gestational ages and birth
weights}, Fetal deaths - stillbirths, spontaneous abortions, etc. (20
weeks gestation and greater, prenatally diagnosed at any
gestation). Elective Terminations (prenatally diagnosed at any
gestation)

Age: Through age one

Residence: All in-state births to Maine residents

Surveillance Methods

Case ascertainment: Combination of active and passive case
ascertainment, Population based

Case finding/identification sources:

Vital Records: Birth certificates, Death certificates, Matched
birth/death file, Fetal death certificates

Other state based registries: Programs for children with special
needs, Newbom hearing screening program, Newborn metabolic
screening program

Delivery hospitals: Discase index or discharge index, Specialty
outpatient clinics

Pediatric & tertiary care hospitals: Disease index or discharge
index, ICU/MNICU logs or charts, Pediatne logs, Specialty
outpatient clinics

Midwifery facilities: Midwifery facilities

Other specialty facilities: Prenatal diagnostic facilities (ultrasound,
ete.), Cytogenetic laboratories, Genetic counseling/clinical genetics
facilities, Maternal serum screening facilities

Other sources: MD reports, Children with Special Health Needs

Case Ascertainment
Conditions warranting chart review in newborn period: Any chart

with a ICD9-CM code 740-759, Any chart with selected defects or
medical conditions (e.g. abnormal facies, congenital heart disease),
Any birth certificate with a birth defect box checked, All stillborn
infants, All neonatal deaths, All infants in NICU or special care
nursery, All prenatal diagnosed or suspected cases

Conditions warranting chart review beyond the newborn period.
Cardiovascular condition, All infant deaths (excluding
prematurity), Any infant with a codable defect

Coding: CDC coding system based on BPA, ICD-9-CM

Data Collected

Infant/fetus: ldentification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, etc.),
Birth measurements (weight, gestation, Apgars, etc.), Tests and
procedures, Infant complications, Birth defect diagnostic info

Mother: 1dentification information (name, address, date-of-birth,
ete.), Demographic information (race/ethmicity, sex, etc.),
Gravidity/parity, [llnesses/conditions, Prenatal care, Prenatal
diagnostic information, Pregnancy/delivery complications,
Maternal risk factors, Family history

Farher: ldentification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex. etc.),
Tlnesses/conditions, Family history

Data Collection Methods and Storage

Data Collection: Printed abstract/report submitted by other
agencies (hospitals, etc.), Electronic file/report filled out by staff at
facility (laptop, web-based, ete.), Electronic file/report submitted
by other agencics (hospitals, etc.)

Darabase storage/management: Access, Citrix, University of
Maine/Center for Excellence in Developmental Disabilities
ChildLINK database system electronic abstraction record/hospital
case reports/electronic submission of hospital discharge data. On-
line hospital case report form.

Data Analysis

Data analysis software: SAS, Stat-exact

Quality assurance: Validity checks, Re-abstraction of cases,
Double-checking of assigned codes, Comparison/verification
between multiple data sources, Data‘hospital audits, Clinical
review, Timeliness

Data use and analysis: Routine statistical monitonng, Public health
program evaluation, Baseline rates, Rates by demographic and
other variables, Capture-recapture analyses, Observed vs expected
analyses, Epidemiologic studies (using only program data), Needs
assessment, Service delivery, Referral, Grant proposals,
Education/public awareress, Prevention projects

System Integration

System links: Link to other state registries/databases, Link case
finding data to final birth file

System integration: Newborn Hearing/ Newborn Bloodspot
Screening Programs

Funding
Funding seurce: 100% MCH funds

Other
Web site: http://www.maine.gov/dhhs/boh/cshn/home himl
Additional information on file: Program manual in drafi form

Contacts

Toni G Wall, MPA

Director, Children with Special Health Care Needs
Maine Bureau of Health

11 State House Station, 286 Water St.-Tth floor
Augusta, ME 04333

Phone: 207-287-5350 Fax: 207-287-4743

E-mail: toni.g.wall@maine.gov

Patricia Y. Day, RN

Program Coordinator, MBDP, Maine Bureau of Health
11 State House Station, 286 Water St. 7th floor
Augusta, ME 04333

Phone: 207-287-8424 Fax: 207-287-4743

E-mail: patricia.y day@maine.gov
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Maryland
Maryland Birth Defects Reporting and Informartion System (BDRIS)

Purpose: Surveillance, Research, Referral 1o Services

Partner. Local Health Departments, Universities, Hospitals,
Environmental Agencies/Organizations, Early Childhood
Prevention Programs, Advocacy Groups, Legislators

Program starus: Currently collecting data

Start pear: 1983

Earliest year of available data: 1984

Organizational location: Department of Health (Family Health
Administration, Office for Genetics & Children with Special Health
Care Neads)

Population covered annuaily: 70,000

Statewide: Yes

Current legislation or rule: Health-General Article, Section 18-
206; Annotated Code of Maryland

Legislation year enacted: 1982

Definition
QOurcomes covered: Selected birth defects - anencephaly, spina
bifida, hydrocephaly, cleft lip, cleft palate, esophageal
atresia/stenosis, rectal/anal atresia, hypospadias, reduction
deformity - upper or lower limb, congenital hip dislocation, and
Down syndrome
Pregnancy outcome: Live Births (All gestational ages and birth
weights), Fetal deaths - stillbirths, spontaneous abortions, etc. (20
weeks gestation and greater, or >=500 grams weight, reports
accepted on fetal deaths <500 grams or <20 weeks gestation if sent
to us), Elective terminations (20 weeks gestation and greater, or
>=500 grams weight; reports accepted on terminations <500 grams
or <20 weeks gestation 1f sent to us)
Age: Newbomn
Residence: All in-state irths

Surveillance Methods

Case ascerminment: Passive case ascertainment, multiple sources,
population based

Case finding/identification sources:

Vital Records: Birth certificates, Fetal death certificates

Other state based registries: Programs for children with special
needs, Newbom hearing screening program, Newborn metabolic
screening program, Sickle Cell Disease

Delivery hospitals: Obstetrics logs (i.e., labor & delivery), Regular
nursery logs, ICU/NICU logs or charts, primary source: sentinel
birth defects hospital report form

Pediairic & tertiary care hospitals: Discharge summaries,
ICU/NICU logs or charts, Primary source: sentinel birth defects
hospital report form

Midwifery facilities: Midwifery facilities

Orther specialty facilities: Genetic counseling/clinical genetics
facilities, Maternal serum screening facilities

Case Ascertainment

Conditions warranting chart review in newborn period: Any chart
with a ICD9-CM code 740-759, Any chart with selected defects or
medical conditions (e.g. abnormal facies, congenital heart disease),
Any birth certificate with a birth defect hox checked, All fetal death
certificates

Coding: 1CD-9-CM

Data Collecied

Infant/fetus: [dentification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, etc.),
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Birth measurements (weight, gestation, Apgars, etc.), Tests and
procedures, Birth defect diagnostic information

Mother: [dentification information (name, address, date-of-birth,
etc.), Demographic information (race/ethmeity, sex, etc.),
Gravidity/parity, lllnesses/conditions, Prenatal care, Prenatal
diagnostic information, Pregnancy/delivery complications, Family
history

Father: ldentification information (name, address, date-of-birth,
etc.), Demographic information {race/ethnicity, sex, ete.), Family
history

Dara Collection Methods and Storage

Data Collection: Printed abstract/report filled out by staff, Printed
abstract/report submitted by other agencies (hospitals, etc.)
Database storage/management. Access, Mamframe, Visual
dBASE, SAS, ASCII files

Data Analysis
Data analysis software: SAS

Quality assurance: Validity checks, Double-checking of assigned
codes, Comparison/verification between multiple data sources
Data use and analysis: Routine statistical monitoring, Public health
program evaluation, Baselme rates, Rates by demographic and
other variables, Monitoring outbreaks and cluster investigation,
Time trends, Time-space cluster analyses, Observed vs expected
analyses, Epidemiologic studies (using only program data),
Identification of potential cases for other epidemiologic studies,
Needs assessment, Service delivery, Referral, Grant proposals,
Education/public awareress, Prevention projects

Sysrem Integration
System links: In the process of linkage with other state

registries/databases

Funding
Funding source: General state funds 100%

Other

Web site: hitp://www.fha.state.md.us/genetics (then select Birth
Defecis Reporting Information)

Surveillance repors on file: Provisional surveillance reports 1984-
1992; 1995-2003

Addirional information on file: Copies of publications, legislation,
miscellaneous booklets and other information related o birth
defects surveillance in Maryland.

Contacts
Susan R. Panny, MD

Director, Office for Genetics CSHCN
Maryland Dept. of Health & Mental Hygiene
201 W. Preston Street, Room 421A
Baltimore, MD 21201

Phone: 410-767-6730 Fax: 410-333-5047
E-mail: PannyS@dhmbh.state.md.us

Rosemary A. Baumgardner, BS

Data Manager, Birth Defects Program
Maryland Dept. of Health & Mental Hygiene
201 W. Preston Street, Room 423A
Baltimore, MD 21201

Phone: 410-767-6801 Fax: 410-333-7956
E-mail: BaumgardnerR{@dhmb state.md. us
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Massachusetts
Birth Defect Monitoring Program Massachusens Center For Birth Defects Research And Prevention (MBDMP)

Purpose: Survelllance, Research, Referral to Services, Referral 1o
Prevention/Intervention

Partner: Umversities, Hospitals, Environmental
Agencies/Organizations, Advocacy Groups

Pragram starus: Currently collecting data

Start year: 1997

Earliest year of available dara: 1999 for statewide data
Organizational location: Department of Health (Bureau of Family
and Community Health)

Population covered annually: 81,000

Statewide: Yes

Current legislation or rule: Massachusetts General Laws, Chapter
111, Section 6TE. In 2002 the Massachuseits Legislature amended
this statute, expanding the birth defects monitoring program.
Legislation year enacted: 1963

Case Definition

Outcomes covered: Major structural birth defects and chromosomal
anomalies of medical, surgical or cosmetic significance

Pregnancy outcome: Live Births (All gestational ages and birth
weights), Fetal deaths - stillbirths, spontaneocus abortions, etc.
(==20 weeks gestation or >=350 grams)

Age: Up to one year, up to three years when new legislation
implemented (regulations pending)

Residence: In and out-ofstate births to state residents

Surveillance Methods

Case ascertrinment: Population based, Stale-wide, Combination of
active case ascertainment and administrative review

Case finding/identification sources:

Vital Records: Birth certificates, Death certificates, Fetal death
certificates

Delivery hospitals: Disease index or discharge index, Obstetrics
logs (i.e., labor & delivery), Regular nursery logs, ICU/NICU logs
or charts, Postmortern/pathology logs

Pediatric & tertiary care hospitals: Disease index or discharge
index, ICU/NICU logs or charts, Postmortem/pathology logs,
Specialty outpatient clinics

Other sources: Physician reports

Data sharing agreements with other states: Yes

Case Ascermyinment
Conditions warranting chart review in newborn period: Any chart

with a ICD9-CM code 740-759, Any chart with a selected hist of
ICDY9-CM codes outside 740-759, Any chart with selected defects
or medical conditions (e.g. abnormal facies, congenital hean
disease), All stillborn infants, All neonatal deaths

Conditions warranting chart review beyond the newborn period:
Facial dysmorphism or abnormal facies, All infant deaths
(excluding prematurity), Auditory/hearing conditions, Any infant
with a codable defect

Coding: CDC coding system based on BPA

Data Collected

Infant/fetus: Identification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, etc.),
Birth measurements {(weight, gestation, Apgars, etc.), Tests and
procedures, Infant complications, Birth defect diagnostic info
Morther: ldentification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.),
Gravidity/parity, [linesses/conditions, Prenatal care, Prenatal

diagnostic information, Pregnancy'delivery complications,
Maternal nisk factors, Family history

Father: Identification info (name, address, date-of-birth, eifc.),
Demographic info (race/ethmcity, sex, etc.), Fanuly history

Data Coll nd Storage

Data Collection: Printed abstract/report filled out by staff, Printed
abstract/report submilted by other agencies (hospitals, etc.),
Electronic file/report submitted by other agencies (hospitals, etc.),
Data from printed hospital reporting form is entered into electronic
surveillance database.

Darabase storage/management: Access

Data Analysis
Data analysis software: SAS, Access, Excel

Quality assurance: Validity checks, Re-abstraction of cases,
Double<checking of assigned codes, Comparison/verification
between multiple data sources, Datahospital audits, Clinical
review, Timeliness

Data use and analysis: Routine statistical monitoring, Baseline
rates, Rates by demographic and other variables, Monitoring
outbreaks and cluster investigation, Time trends, Observed vs
expected analyses, Epidemiologic studies (using only program
data), Identification of potential cases for other epidemiologic
studies, Grant proposals, Education/public awareness, 1) selected
cases from surveillance are eligible for CDC's National Birth
Defects Prevention Study 2) craniofacial defects used for grant to
determine cost of these defects

System Integration
System links: Link case finding data to final birth file, 1) fetal death

file, 2) Massachusetts Pregnancy to Eary Life Longitudinal
(PELL) Linkage Project

Funding
Funding source: General state funds 20%, CDC grant 80%

Other

Web site: http://www.mass.gov/birthdefectscenter

Surveillance reporss on file: Latest surveillance report available
online at http://www.mass.gov/dph/fch/birthdefects/surveillance_
report.htm#2000_2001; Prevention and Resource Booklet at
http:/fwww. mass.gov/dph/fch/birthdefects’bdefects.htm
Comments: statewide coverage started October 1998

Contacts

Linda Casey, MS, MPH

Administrative Director of Research and Operations,
MA Department of Public Health

5th Floor, 250 Washington Street

Boston, MA 02108-4619

Phone: 617-624-5507 Fax: 617-624-5574

E-mail: linda.casey(@state.ma.us

Cathy Higgins

Surveillance Coordinator, MA Department of Public Health
5th Floor, 250 Washington Street

Boston, MA 02108-4619

Phone: 617-624-5510 Fax: 617-624-5574

E-mail: cathleen. higgins@state.ma.us
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Michigan
Michigan Birth Defects Registry (MBDR)

Purpose: Surveillance, Research, Referral to Services, Referral to
Prevention/Intervention, incidence and mortality statistics
Partner: Local Health Departments, Universities, Hospitals, Early
Childhood Prevention Programs Advocacy Groups, Legislators
Program status: Currently collecting data

Start year: 1992

Earliest year of available dara: 1992

Organizational location: Department of Health (Epidemiology/
Environment), Department of Health (Vital Statistics)
Population covered annually: 127,000

Statewide: Yes

Current legislation or rule: Public Act 236 of 1988

Legislation year enacted: 1988

Case Definition

Outcomes covered: Congenital anomalies, Certain infectious
diseases, Conditions caused by maternal exposures and other
diseases of major organ systems

Pregnancy ourcome: Live Births (All gestational ages and birth
weights), Fetal deaths - stillbirths, spontaneous abortions, etc.
(Other gestational age and/or birth weight criterion, 20 weeks or
=400} grams)

Age: Up to two years after delivery

Residence: Michigan births regardless of residence, Out of state
births diagnosed or treated in Michigan regardles of residence

Surveillance Methods

Case ascermainment: Combination of active and passive case
ascertainment, Population-based

Case finding/identification sources:

Vital Records: Birth certificates, Death certificates, Matched
birth/death file, Fetal death certificates

Other state based registries: Programs for children with special
needs, Newbom hearing screening program, Newborn metabolic
screening program, Cancer registry, AIDS/HIV registry
Delivery hospitals: Disease index or discharge index, Specialty
outpatient clinics

Pediatric & rertiary care hospitals: Disease index or discharge
index, Specialty outpatient clinics

Third party payers: Medicaid databases

Other specialty facilities: Cytogenetic laboratories, Genetic
counseling/chinical genetics facilities

Case Ascertninment

Conditions warranting chart review in newborn period: Any chart
with a selected list of ICD9-CM codes outside 740-759, Any chart
with selected defects or medical conditions (e.g. abnormal facies,
congenital heart disease), Any birth certificate with a birth defect
box checked

Conditions warranting chart review beyond the newborn period:
Facial dysmorphism or abnormal facies, CNS condition (e.g.
seizure), Gl condition (e.g. recurrent blockage), GU condition (e.g.
recurrent infections), Cardiovascular condition, All infant deaths
(excluding prematurity ), Childhood deaths between 1 and 6, Ocular
conditions, Auditory/hearing conditions, Any infant with a codable
defect

Coding: ICD-9-CM

Data Collected
Infant/fetus: ldentfication information {name, address, date-of-
birth, etc.), Demographic information (race/ethmicity, sex, etc.),
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Birth measurements (weight, gestation, Apgars, etc.), Tests and
procedures, Infant complications, Birth defect diagnostic info
Mother: Identification information (name, address, date-of-hirth,
etc.), Demographic information (race/ethnicity, sex, etc.),
Gravidity/parity, lllnesses/conditions, Prenatal care, Prenatal
diagnostic information, Pregnancy/'delivery complications,
Matemal risk factors

Father: ldentification information (name, address, date-of-birth,
eic.), Demographic information (race/ethnicity, sex, etc.)

Data Collection Methods and Storage
Data Collection: Printed abstract/report filled out by staff, Printed

abstract/report submitted by other agencies (hospitals, etc.),
Electronic file/report filled out by staff at facility (laptop, web-
based, etc.), Electronic file/report submitted by other agencies
(hospitals, etc.)

Database storage/management. FoxPro

Data Analysis

Dara analysis software: SPSS, Access, Fox-pro

Quality assurance: Validity checks, Re-abstraction of cases,
Double-checking of assigned codes, Comparison/verification
between multiple data sources, Data'hospital audits, Timeliness
Data use and analysis: Routine statistical monitoring, Public health
program evaluation, Baseline rates, Rates by demographic and
other variables, Monitoring outbreaks and cluster investigation,
Time trends, Observed vs expected analyses, Epidemiologic studies
Identification of potential cases for other epidemiologic studies,
Needs assessment, Service delivery, Referral, Grant proposals,
Education/public awareress, Prevention projects

System Inregration

System links: Link to other state registries/databases, Link case
finding data to final birth file, CSHCS, WIC

System integration: No, data from vital records and other sources
are extracted and loadad into registry as opposed to truly integrated
database structures.

Eunding
Funding source: General state funds 75%, CDC grant 25%

Other

Web site: http://'www.michigan.gov/mdch/0,1607,7-132-
2944_4670---,00.html

Surveillance reporss on file: Birth defects incidence and mortality
annual reports

Contacts

Glenn Edward Copeland, MBA

Director, Michigan Birth Defects Registry
3423 N. Logan

Lansing, M1 48909

Phone: 517-335-8677 Fax: 517-335-9513
E-mail: CopelandG{@Michigan.gov

Lorme Simmons, RHIT

Field Representative

Michigan Dept. of Community Health
3423 N. Logan St.

Lansing, M1 48909

Phone: 517-335-9197 Fax: 517-335-8711
E-mail: Simmonsl@Michigan.gov
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Minnesota
Minnesota Birth Defects Information System (BDIS)

Purpeose: Surveillance, Research, Referral to Services, Referral to
Prevention/Intervention

Partrer. Local Health Departments, Universities, Hospitals, Early
Childhood Prevention Programs, Advocacy Groups, Legislators
Program status: Currently collecting data

Start year: 2005

Earliest year of available data: 2006

Organizational location: Department of Health
(Epidemiology/Environment)

Papulation covered annually: 71,000

Statewide: No, the surveillance system will be phased in over a
number of years. Implementation will begin in the two largest
counties in Minnesota Hennepin and Ramsey counties. These two
counties account for approximately 50 percent of the births.
Current legislation or rule: MS 144.2215-2219

Legislation year enacted: 2004

Case Definition

Outcomes covered: Major "reported birth defects” as defined by
CDC and ICD-9 codes upto 1 year of age; age 6 for FAS
Pregnancy outcome: Live Births (up to one year); FAS cases will
include children up to 6 years of age

Age: Up to 1 year after delivery

Residence: In-state data

Surveillance Methods

Case ascerminment: Active surveillance will be phased in based on
resources; Passive sources will also be used after validation

Case finding/identification sources:

Vital Records: Birth certificates, Death certificates, Maiched
birth/death file, Fetal death certificates, Infant death records

Ocher state based registries: Programs for children with special
needs, Newborn hearing screening program, Newborn metabolic
screening program

Delivery hospitals: Disease index or discharge index, Discharge
summaries, Obstetrics logs (i.e., labor & delivery), ICU/NICU logs
or charts, Specialty outpatient clinics

Pediatric & tertiary care hospimls: Disease index or discharge
index, Discharge summaries, ICU/NICU logs or charts, Specialty
outpatient clinics

Third party payers: Medicaid databascs, Health maintenance
organization (HMOs)

Other specialty facilities: Genetic counseling/clinical genetics
facilities

Case Ascertainment

Conditions warranting chart review in newborn period. Any chart
with a ICD9-CM code 740-759, Any chart with a selected list of
ICD9-CM codes outside 740-759, Any chart with a CDC/BPA
code, Any chart with selected defects or medical conditions (e.g.
abnormal facies, congenital heart disease), Any birth certificate
with a birth defect box checked, All infants in NICU or special care
nursery

Conditions warranting chart review beyond the newborn period:
Facial dysmorphism or abnormal facies

Coding: CDC coding system based on BPA, ICD-9-CM

Dara
Infant/fetus: Identification information (name, address, date-of-
birth, ete.), Demographic information (race/ethnicity, sex, etc.),

Birth measurements (weighl, gestation, Apgars, etc.), Tests and
procedures, Infant complications, Birth defect diagnostic
information

Mother: Identification information (name, address. date-of-birth,
etc.}, Demographic information {race/ethnicity, sex, etc.),
Gravidity/parity, Prenatal care

Father: ldentification information (name, address, date-of-birth,
¢t¢.), Demographic information {race/ethnicity, sex, etc.)

Data Collection s and Stora)

Data Collection: Electronic file/report filled out by staff at facility
(laptop, web-based, ete.), laptops encrypted and data downloaded
regularly

Database storage/management: Access, final production
format/platform to be determined based on collaborative partners

Data Analysis
Data analysis software: SAS, Access

Quality assurance: Validity checks, Re-abstraction of cases,
Double-checking of assigned codes, Comparison/verification
between multiple data sources, Timeliness, Physician review as
needed

Data use and analysis: Public health program evaluation, Baseline
rates, Referral, Grant proposals, Education/public awareness,
Prevention projects, Full system implementation in 20035; many of
these listed above will be used when full data sets are available

System Integration
System links: Link case finding data to final birth file

System integration: Program plans to integrate with Newborn
Screening/Hearing and collaborate with other regional programs.

Funding
Funding source: General state funds 5%, CDC grant 90%, March
of Dimes in-kind maich 1o CDC grant 5%

Other

Web site: www.health state. mn.us/divs’eh/hirthdefects
Surveillance reporss on file: Data summaries and
services/prevention updates are available on website.
Comments: System will use an opt-out format that will be
monitored regularly to ensure that data trends remain valid.

Contacts

Myron Falken, Ph.D., M.P.H.

Principal Epidemiologist

Minnesota Department of Health

625 Robert St. N

St. Paul, MN 55155

Phone: 651-201-4898 Fax: 651-201-4606
E-mail: myron.falken(@health.state.mn.us

Daniel Symonik, Ph.D.

Unit Supervisor

Minnesota Department of Health

625 Robert St. N

St. Paul, MN 55155

Phone: 651-201-4928 Fax: 651-201-4606
E-mail: daniel.symonik@health.state.mn.us
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Mississippi
Mississippi Birth Defects Registry (MBDR)

Purpose: Surveillance

Partner: Local Health Departments, Hospitals

Program status: Currently collecting data

Start year: 2000

Earliest year of available data: 2000

Organizational location: Department of Health {Maternal and
Child Health), Department of Health ( Division of Genetic Services)
Papulation covered annually: 42,000

Statewide: Yes

Current legislation or rule: Section 41-21-205 of the Mississippi
Code

Legislation year enacted: 1997

Case Definition

Outcomes covered: A birth defect is an abnormality of structure,
function or metabolism, whether genetically determined or a result
of environmental influences during embryonic or fetal life. A birth
defect may present from the time of conception through one year
after birth, or later in life.

Pregnancy outcome: Live Births (All gestational ages and birth
weights), Fetal deaths - stillbirths, spontaneous abortions, etc. (20
weeks gestation and greater, 350 grams or more)

Age: 0to 21

Residence: In and out of state births to state residents

iffance Methods
Case ascertzinment: passive case ascertainment
Case finding/identification sources:
Vital Records: Binth ceruficates, Fetal death certificates
Other state based registries: Newborn hearing screening program,
Newborn metabolic screening program, Cancer registry
Delivery hospitals: Disease index or discharge index, Discharge
summarics
Pediatric & tertiary care hospitals: Disease index or discharge
index, Discharge summanes
Other sources: Physician reports

Case Ascertginment

Conditions warranting chart review in newborn period: Any chart
with an ICD9-CM code 740-759, Any chart with a selected list of
ICD9-CM codes outside 740-759, Any birth certificate with a birth
defect box checked

Conditions warranting chart review beyond the newborn period:
CNS condition (e.g. seizure), GI condition (e.g. recurrent
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blockage), GU condition (e.g. recurrent infections), Cardiovascular
condition, Ocular conditions, Auditory/heanng conditions, Any
infant with a codable defect

Coding: 1CD-9-CM

1) Ci

Infant/fetus: Identification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, etc.),
Birth defect diagnostic information

Mother: ldentification information {name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.)

Data Collection Methods and Storage
Data Colfection: Printed abstract/report filled out by staff, Printed

abstract/report submitted by other agencies (hospitals, etc.),
Electronic file/report submitted by other agencies (hospitals, etc.}
Database storage/management: Access

Data Analysis

Data analysis software: Access

Quality assurance: Validity checks

Data use and analysis: Routine statistical monitoning,
Education/public awareness

Funding
Funding source: MCH funds 10%, Genetic screening revenues
90%

Contacts

Beryl Polk, M.S.

Director, Genetics Program

Mississippi State Dept. of Health

P.0. Box 1700

Jackson, MS 39215-1700

Phone: 601-576-7619 Fax: 601-576-7498
E-mail: bpolk@msdh.state.ms.us

Pat Terry, L.5.W.

Branch Director

Mississipps State Dept. of Health

P.O. Box 1700

Jackson, MS 392151700

Phone: 601-576-7619 Fax: 601-576-7498
E-mail: pterry@msdh.state. ms.us
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Missouri
Missouri Birth Defects Registry

Purpese: Surveillance, Research, Referral to Services, Referral to
Prevention/Intervention

Partner: Local Health Departments, Universities, Hospitals,
Environmental Agencies/Organizations, Early Childhood
Prevention Programs, Advocacy Groups, Legislators

Program status: Currently collecting data

Start year: 1985

Earliest year of available data: 1980

Organizational location: Department of Health (Vital Statistics)
Population covered annually: 77,000

Statewide: Yes

Current legisiation or rule: None

Case Definition

Outcomes covered: 1CDY codes 740-759, plus genetic, metabolic,
and other disorders

Pregnancy outcome: Live Births (All gestational ages and birth
weights), Fetal deaths - stillbirths, spontaneous abortions, ete. (20
weeks gestation and greater, fetal death certificates are only source
of data)

Age: Up to one year after delivery

Residence: In and out of state births to state residents

Surveillance Methods

Case ascertainment: Passive, Multi-source

Case finding/identification sources:

Vital Records: Birth certificates, Death certificates, Matched
birth/death file, Fetal death certificates

Other state based registries: Programs for children with special
needs, Newbom hearing screening program, Newborn metabdlic
SCTeening program

Delivery hospitals: Discharge summaries

Pediatric & tertiary care hospisals: Discharge summarnies,
Specialty outpatient clinics

Other sources: Enrollment data, Missouri Dept. of Mental Health

inment
Coding: 1CD-9-CM, ICD-10

Data Collected

Infant/fetus: ldentification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, etc.),
Birth measurements (weight, gestation, Apgars, etc.), Tests and
procedures, Infant complications, Birth defect diagnostic
information

Mother: Identification information (name, address, date-of-hirth,
cte.), Demographic information (race/ethnicity, sex, etc.),

Gravidity/parity, [linesses/conditions, Prenatal care,
Pregnancy/delivery complications

Father: [dentification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.)

Data Collection Methods and Storage
Data Cellection: Electronic file/report filled out by staff at facility

(laptop, web-based, etc.), Electronic file/report submitted by other
agencies (hospitals, etc.)
Database storage'management: SAS (Unix)

Data Analysis
Data analysis software: SAS

Quality assurance: Validity checks, Doublechecking of assigned
codes, Companson/verification between multiple data sources
Data use and analysis: Routine statistical monitoring, Baseline
rates, Rates by demographic and other variables, Monitoring
outbreaks and cluster investigation, Time trends, Time-space
cluster analyses, Observed vs expected analyses, Epidemiologic
studies (using only program data), Needs assessment, Service
delivery, Referral, Grant proposals, Education/public awareness,
Prevention projects

System Integration
System links: Link case finding data to final birth file

Other
Web site: http:/Awww.dhss.mo.gov/BirthDefectsRegistry/
Surveillance reporss on file: Missouri Birth Defects 1996-2000

Contacts
Janice M Bakewell, BA

Missouri Dept of Health, Bureau of Health Informatics
PO Box 570, 920 Wildwood

Jefferson City, MO 65102

Phone: 573-751-6286 Fax: 573-526-4102

E-mail: janice.bakewelli@dhss.mo.gov

Andrew Hunter

Missouri Dept of Health,

Bureau of Health Informatics

PO Box 570, 920 Wildwood

Jefferson City, MO 65102

Phone: 573-751-6299 Fax: 573-526-4102
E-mail: andrew.hunter@dhss mo.gov
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Montana
Montana Birth Outcomes Monitoring System (MBOMS)

Purpose: Surveillance, Referral to Services, Referral to
Preventon/Intervention

Partner. Local Health Departments, Hospitals, Advocacy Groups,
private practice physicians

Pragram status: Currently collecting data

Start year: 1999

Earliest year of available data: 2000

Organizational location: Department of Health (Matemnal and
Child Health)

Population covered annually: 11,500

Statewide: Yes

Case Definition

Qutcomes covered: major structural birth defects, Chromosomal
anomalies specified in the CDC 45 reportables for births occurring
in calendar years 2000 through 2004. Registry suspended
beginning with calendar year 2005 births due to loss of CDC
funding.

Pregnancy outcome: Live Births (All gestational ages and birth
weights, =20 weeks gestation & 500 grams), Fetal deaths -
stillbirths, spontaneous abortions, eic. (All gestational ages),
Elective Terminations (All gestational ages)

Age: Birth through age 3

Residence: In-state births and out of state births to MT residenis

Surveillance Methods

Case ascertainment: Combination of active and passive case
ascertainment, Combination of active and passive case
ascertainment

Case findingAidentification sources:

Vital Records: Birth certificates, Death certificates, Fetal death
certificates

Other state based registries: Programs for children with special
needs, Newbom hearing screening program, Newbom metabolic
screening program

Delivery hospitals: Disease index or discharge index

Third party payers: Medicaid databases, SSI referrals

Other specialty facilities: Prenatal diagnostic facilities (ultrasound,
etc.), Cytogenetic laboratories, Genetic counseling/clinical genetics
facilities, Maternal serum screening facilities

Orher sources: Physician reports, fetal pathology

Case Ascertainment

Conditions warranting chart review in newborn period: Any chart
with a ICD9-CM code 740-759, Any birth certificate with a birth
defect box checked
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Conditions warranting chart review beyond the newborn period.
Cardiovascular condition
Coding: 1CD-9-CM

Data Collected

Infang/ferus: dentification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, etc.),
Birth measurements (weight, gestation, Apgars, etc.), Tests and
procedures, Birth defect diagnostic information

Moather: ldentfication information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.),
Gravidity/panity, Prenatal diagnostic information, Maternal risk
factors

Father: 1dentification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.)

Data Collection Methods and Storage

Data Collecrion: Printed abstract/report filled out by staff, Printed
abstract/report submitted by other agencies (hospitals, etc.),
Electronic filefreport filled out by staff at facility (laptop, web-
based, etc.)

Database storage/management. Oracle

Data Analysis

Data analysis software: SAS, ClusterSeer 2

Quality assurance: Doublechecking of assigned codes,
Comparison/verification between mulaple data sources, Clinical
review, Timeliness

Data use and analysis: Routine statistical monitonng,
Epidemiologic studies (using only program daa), Identification of
potential cases for other epidemiologic studies, Refemal, Grant
proposals

System Integration

System links: Link to other state registries/databases

System integration: Integrated with Children with Special Health
Care Needs database

Contacts

Sib Clack, MA

Program Manager, Newborn Screening
FCHB/DFHHS

P.O. Box 202951

Helena, MT 59620-2951

Phone: 406-444-1216 Fax: 406-444-2606
E-mail: sclack@mt.gov
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Nebraska
Nebraska Birth Defects Registry

Purpose: Surveillance, Research, We are in the process of
developing a program of referral to services and prevention
programs.

Partner. Hospitals, Department of Health and Human Services and
MCH

Program status: Currently collecting data

Start year: 1973

Earliest year of available data: 1973

Organizational location: Nebraska Health and Human Services
Regulation & Licensure Data Management Section

Population covered annually: Statewide, 24,000+ births annually
Sratewide: Yes

Current legislation or rule: Laws 1972, LB 1203, §1, §2, §3, §4
(altemate citation: Public Health and Welfare [Codes] §71-645,
§71-646, §71-647, §71-648, §71-649)

Legislation year enacted: 1972

Case Definition
Ourcomes covered: All birth defects, exclusions according to CDC

exclusion list

Pregnancy outcome: Live Births, (Greater than 20 weeks and
greater than 500 grams), Fetal deaths - stillbirths, spontaneous
abortions, etc. (20 weeks gestation and greater)

Age: Birth to 1 year

Residence: In-state and out-of-state birth 1o state residents

Surveillance Methods

Case ascerminment: Combination of active and passive case
ascertainment

Case finding/identification sources:

Vital Records: Birth certificates, Death certificates, Fetal death
certificates

Delivery hospitals: Disease index or discharge index, Discharge
summaries, ICU/NICU logs or charts, Nebraska Birth Defects
Prevention Program Congenital Defects Case Record

Pediatric & rertiary care hospitals: Disease index or discharge
index, Discharge summaries, ICU/NICU logs or charts, Specialty
outpatient clinics, Nebraska Birth Defects Prevention Program
Congenital Defects Case Record

Other specialty facilities: Genetic counseling/clinical genetics
facilities

Other sources: Physician reports

Case Ascerminment

Conditions warranting chart review in newborn period: Any chart
with a [CDY9-CM code 740-759, Any chart with selected defects or
medical conditions (e.g. abnormal facies, congenital heart disease),
Any birth certificate with a birth defect box checked )
Conditions warranting chart review beyond the newborn period.
Facial dysmorphism or abnormal facies, CNS condition (e.g.
seizure), GI condition (e.g. recurrent blockage), GU condition (e.g.
recurrent infections), Cardiovascular condition, Ocular conditions,
Auditory/hearing conditions, Any infant with a codable defect
Coding: CDC coding system based on BPA

Data Collected

Infant/ferus: ldentification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, etc.),
Birth measurements (weight, gestation, Apgars, etc.), Birth defect
diagnostic information

Mother: ldentification information (name, address, date-of-birth,
ete.), Demographic information (race/ethnicity, sex, ete.),
Gravidity/parity

Father: 1dentification information (name, address, date-of-birth,
etc.). Demographic information (race/ethnicity, sex, etc.)

Data Collection Methods and Storage
Data Collection: Printed abstractreport filled out by staff, Printed

abstract/report submitted by other agencies (hospitals, etc.), Defects
taken from paper copies of birth certificates submitted to the

Vital Statistics Office.

Database storage/management: Key-entry 3 and QS technologies

Data Analysis
Data analysis software: SAS and reports from QS technologies
Quality assurance: Re-abstraction of cases, Double<checking of
assigned codes, Comparison/verification between multiple data
sources, Case finding, data coding and entry

Data use and analysis: Bascline rates, Monitoring outbreaks and
cluster investigation, Epidemiologic studies (using only program
data), Identification of potential cases for other epidemiologic
studies, Needs assessment, Grant proposals, Incidence rates, Trend
analysis, Birth defect registry

Funding
Funding source: MCH funds 100%

Other

Surveillance repors on file: 2004 report in Vital Statistics Report.
2005 report will be available in published form in summer of 2007.
Additional information en file: Copy of legislation, congenital
defects case record form

Comments: State legislation introduced to allow release of patient-
identifying information to approved researcher for the purpose of
research; development of a system so that hospitals may use the
electronic birth certificate to ininally alert the surveillance program
of the birth of a child with an anomaly.

Contacts

Carla M. Becker, RHIA

Health Data Manager

Nebraska Health and Human Services System
301 Centennial Mall South P.D. Box 95007
Lincoln, NE 685095007

Phone: 402-471-3575 Fax: 402-471-9728
E-mail: carla.becker{@hhss.ne.gov
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Nevada
Nevada Birth Defects Regisiry

Purpose: Surveillance, Research, Referral to Services, Referral 1o
Prevention/Intervention

Partner: Hospitals, Early Childhood Prevention Programs, Bureau
of Health Planning and Statistics

Program status: Currently collecting data

Start year: 2000

Earliest year of available data: 2000

Organizational location: State Division of Health, Bureau of
Family Health Services (MCH)

Population covered annually: 36 485 in 2005

Statewide: Year 2000 data is for Las Vegas only. Year 2001 -
statewide data completed, Statewide active case review and
abstraction from hospitals and birthing centers started from 2005.
Collection of data for the year 2005 is complete and the process of
analysis 1s in progress.

Current legislation or rule: NRS 442.300 - 442 330 - Birth Defects
Registry Legislation; Regulation=NAC 442

Legislation year enacted: 1999

Case Definition

Ourcomes covered: Major birth defects and genetic diseases
Pregnancy outcome: Live Births (20 weeks of gestation and
greater with all birth weights), Fetal deaths - stillbirths,
spontaneous abortions, etc. (20 weeks gestation and greater, 20
weeks gestation and greater)

Age: Cover from 0-7 years of age

Residence: In-siate births

Surveillance Methods

Case ascerminment: Combination of active and passive
ascertainment initially; restarted Combination case ascertainment in
July 2005, Population-based

Case finding/identification sources:

Vital Records: Birth certificates, Death certificates, Maiched
birth/death file, Hospital medical records, Diagnostic/laboratory
reports

Orher state based registries: Programs for children with special
needs, Newborn hearing screening program, Newbomn metabolic
screening program, Cancer registry

Delivery hospitals: Disease index or discharge index, Discharge
summaries, Obstetrics logs (i.e., labor & delivery), Pediatric logs,
Postmortem/pathology logs, Surgery logs, Cardiac catherization
laboratorics, Specialty outpatient clinics

Pediatric & tertiary care hospifals: Disease index or discharge
index, Discharge summaries

Third party payers: Medicaid databases

Other specialyy facilities: Genetic counseling/clinical genetics
facilities

Other sources: Physician reports

Case Ascermainment

Conditions warranting chart review in newborn period: Any chart
with a ICD9-CM code 740-759, Any chart with a selected list of
ICDY9-CM codes outside 740-759, Any hirth certificate with a birth
defect box checked

Conditions warranting chart review beyond the newborn period:
Facial dysmorphism or abnormal facies, Development delay, CNS
condition (e.g. seizure), GI condition {¢.g. recurrent blockage), GU
condition (e.g. recurrent infections), Cardiovascular condition, Any
infant with a codable defect
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Coding: 1CD-9-CM

Data Collected

Infant/fetus: Identification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, etc.),
Birth measurements (weight, gestation, Apgars, etc.), Tests and
procedures, Infant complications, Birth defect diagnostic
information

Maother: Identification information (name, address, date-of-birth,
ete.), Demographic information (race/ethnicity, sex, etc.),
Iinesses/conditions, Prenatal care, Prenatal diagnostic information,
Pregnancy/delivery complications, Maternal risk factors, Family
history

Father: ldentification information (name, address, date-of-birth,
ete.), Demographic information (race/ethnicity, sex, etc.),
Ilinesses/condiions, Family history

Data Collection Methods and Storage
Data Collection: Printed abstract/report filled out by staff

Database storage/management: Access

Data Analysis

Data analysis software: SPSS, SAS, Access

Quality assurance: Double-checking of assigned codes,
Comparison/verification between multiple data sources,
Data'hospital audits

Data use and analysis: Routine statistical monitoring, Public health
program evaluation, Baseline rates, Rates by demographic and
other variables, Monitoring outbreaks and cluster invesugation,
Time trends, Epidemiologic studies (using only program data),
Identification of potential cases for other epidemiologic gudies,
Service delivery, Referral, Grant proposals, Education/public
awareness, Prevention projects

System Integration
System imtegration: Nevada has a data warehouse which is

currently able to link approximately 30 databases. Plans for this
system indicate eventual capacity to link up to 45 databases.

Funding
Funding source: Service fees 100%

Contacts

Judith Wright

Bureau Chief

Bureau of Family Health Services, State Health Division
3427 Goni Road, Suite 108

Carson City, NV 89706

Phone: (775) 684-4285 Fax: (775) 6844245

E-mail: jwright@nvhd.state.nv.us

Prasanjit Chakma, MBBS, MPH

Health Program Specialist

Nevada Birth Defects Registry

3811 W.Charleston Blvd., Ste.205

Las Vegas, NV 89102

Phone: (702)-<486-6676 Fax: (702)486-6675
E-mail: pchakma@nvhd state.nv.us
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New Hampshire
New Hampshire Birth Conditions Program (NHBCP)

Purpose: Surveillance, Research, Referral 1o Services, Referral to
Prevention/Intervention

Partner: Local Health Departments, Universities, Hospitals,
Environmental Agencies/Organizations, Early Childhood
Prevention Programs, Advocacy Groups, Legislators

Program status: Currently collecting data

Start year: 2003

Earliest year of available dara: 2003

Organizational location: Department of Health (Matemal and
Child Health), Department of Health (Bureau of Special Medical
Services: Bureau of Nutrition and Health Promotion, Department of
Environmental Services Bureau of Env. Health), University
Population covered annually: 14,000

Statewide: Collecting 2005 data for all birth hospitals in the state.
Current legislarion or rule: Working with the NH Chapter of the
March of Dimes and the NH DHHS 1o begin the process of
proposed legislation for birth conditions reporting in NH.

Case Definition

Qurcomes covered: All major birth defects and genetic discases
recommended by the CDC/NBDPN

Pregnancy outcome: Live Births (All gestational ages and birth
weights), Fetal deaths - stillbirths, spontaneous abortions, etc. (20
weeks gestation and greater), Elective Terminations (All
gestational ages)

Age: Fetuses =20 weeks gestation and newboms/infants up to 1
year of age

Residence: All New Hampshire residents, In-state & out-of-state

Surveillance Methods

Case ascerminment: Active case ascertainment, Population based,
Combination of active and passive case ascertainment

Case finding/identification sources:

Vital Records: Birth certificates, Fetal death certificates, hospital
ICD-9 codes for admissions, discharges and transports, fetal
pathology reviews at Dartmouth Hitchcock Medical Center

Other state based registries: Programs for children with special
needs, Newborn hearing screening program

Delivery hospitals: Discharge summaries, Obstetries logs (i.e.,
labor & delivery), Regular nursery logs, ICU/NICU logs or charts,
Specialty outpatient clinics, medical records abstraction of charts of
selected ICD 9 Codes

Pediatric & tertiary care hospitals: Discharge summaries,
ICU/NICU logs or charts, Postmortem/pathology logs, Specialty
outpatient clinics, cytogenetics laboratory, perinatal pathology logs,
Medical Genetics Clinic files, molecular genetics laboratory,
Prenatal Diagnosis Program files

Other specialty facilities: Prenatal diagnostic facilities (ultrasound,
etc.), Cytogenetic laboratones, Genetic counseling/clinical genetics
facihities, Maternal serum screening facilities

Lase Ascertminment

Conditions warranting chart review in newborn period- Any chart
with a ICD9-CM code 740-759, Any chart with a selected list of
ICDS-CM codes outside 740-759, Any chart with a CDC/BPA
code, Any chart with selected defects or medical conditions (e.g.
abnormal facies. congenital heart disease), Any birth certificate
with a birth defect box checked, All stillborn infants, All neonatal
deaths, All infants in NICU or special care nursery, All prenatal
diagnosed or suspected cases

Conditions warranting chart review beyond the newborn period.
Any infant with a codable defect

Coding: CDC coding system based on BPA, ICD-9-CM

Data Collected
Infant/fetus: Identification info (name, address, date-of-birth, etc.),
Demographic info {race/ethnicity, sex, etc.), Birth measurements
(weight, gestation, Apgars, etc.), Birth defeet diagnostic info
Meother: Identification info {name, address, date-of-birth, eic.),
Demographic info (race/ethnicity, sex, etc.), Gravidity/parity,
llinesses/conditions, Prenatal care, Prenatal diagnostic info,
Maternal nisk factors, Family history

Father: Identification info (name, address, date-of-birth, etc.)

Data Collection Methods and Storage
Data Collection: Printed abstract/report filled out by staff,

Electronic file/report filled out by staff at facility

Database storage/management: Oracle, AURIS, a web-based
reporting system curmrently utilized by the NH DHHS Newborn
Hearing Screening Program, has added a module to the currently
operating system to meet the birth defects tracking requirements.

8i5
Data analysis software: SPSS, Access
Quality assurance: Validity checks, Re-abstraction of cases,
Doublechecking of assigned codes, Companson/venfication
between muluple data sources, Clinical review
Data use and analysis: Public health program evaluation, Baseline
rates, Observed vs expected analyses, Statewide data collection
began January 2005 for calendar years 2003 and 2004. Limited data
use and analysis has been completed to date, however we are in the
process of developing a survey to evaluate access to care for infants
born with a reportable birth condition.

System Integration
System integration: Integrated into the NH DHHS Newbom

Hearing Screening Program regidry, a state-wide universal hearing
program for all NH infants.

Funding
Funding source: CDC grant 100%

Other

Web site: In production to be completed 5/2006

Additional information on file: Abstract for a pilot study on the
comparison between birth certificate data and ICD-9 code data
alone and with the use of medical chart abstraction for NH birth
defects surveillance.

Contacts

John B. Moeschler MD, MS

Project Director, Division of Genetics and Child Development,
Dept. of Pediatrics, Dartmouth Hitcheock Medieal Center

1 Medical Center Drive

Lebanon, NH 03756

Phone: 603-653-6053 Fax: 603-650-8268

E-mail: john.b.moeschler@hitchcock.org

Stephanie D. Miller, MPH

Program Coordinator, NH Birth Conditions Program
Dartmouth Medical School, 1 Medical Center Drive
Lebanon, NH 03756

Phone: 603-653-3457 Fax: 603-650-3434

E-mail: sicphanie.d miller@dartmouth.edu
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New Jersey
Special Child Health Services Registry (SCHS REGISTRY)

Purpose: Surveillance, Research, Referral o Services, Referral to
Prevention/Intervention

Partrer: Local Health Departments, Universities, Hospitals,
Environmental Agencies/Organizations, Early Childhood
Prevention Programs, Advocacy Groups. Legislators

Program status: Currently collecting data

Start year: 1928

Earliest year of available data: 1985

Organizational location: Department of Health & Senior Services -
Special Child, Adult, and Early Intervention Services
Population covered annually: 115,000

Statewide: Yes

Current legislation or rule: NJSA 26:8 et seq., NJAC 8:20 -
Enacted 08-04-1983, with effective date of 03-04-1985. Changes
to legislation 1990, 1991, 1992, 2005. Readopted (05/2005.
Legisiation year enacted: 1983

Case Definition

Outcomes covered: All birth defects, including structural, genetic,
and biochemical are required to be reported. While not mandated,
all special needs and any condition which places a child at nisk, e.g.
prematurity, asthma, cancer, developmental delay, are also
reported. Due to an amendment to the legislation (08/05/2005),
severe hyperbilirubinemia is now required to be reported to the
Registry.

Pregnancy outcome: Live Births (All gestational ages and birth
weights)

Age: Mandated reporting of birth defects diagnosed <= age 2,
voluntary reporting of birth defects diagnosed > age 2 and all
children diagnosed with Special Needs condinons who are <= 22
yrs. of age. As part of the amendment on 08/05/2005, children with
mandated conditions are required to be reported through age five.
Residence: In/out NJ births to NJ residents; Because of our link to
the SCHS Case Management system, we also enroll anyone
becoming NJ resident.

Surveillan eth

Case ascertsinment: Passive, Population-based reporting system
with annual quality assurance visits by BDR staff to birthing
hospitals, Birthing centers and, pediatric care facilities; Medical
providers are contacted to confirm questionable diagnoses.
Medical chart review is conducted on all children registered with
any of the defects eligible for participation in the National Birth
Defects Prevention Study.

Case finding/identification sources:

Vital Records: Birth certificates, Death certificates, Matched
birth/death file

Other state based registries: Programs for children with special
needs, Newbomn hearing screening program, Newborn metabeolic
screening program, AIDS/HIV registry

Delivery hospitals: Disease index or discharge index, Discharge
summaries, Obstetrics logs (1.e., labor & delivery), Regular nursery
logs, ICU/NICU logs or charts, Pediatric logs,
Postmortem/pathology logs, Surgery logs, Cardiac catherization
laboratories, Specialty outpatient clinics, Quality assurance visit
consisting of chart review of 3 month period

Pediatric & tertiary care hospitals: Dhsease index or discharge
index, Discharge summaries, ICU/NICU logs or charts, Pediatric
logs, Postmortem/pathology logs, Surgery logs, Laboratory logs,
Cardiac cathenzation laboratones, Specialty outpatient clinics,
quality assurance visit consisting of chart review of 3 month period
Midwifery facilities: Midwifery faciliues
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Orher specialty facilities: Cyiogenetic laboratories, Genetic
counseling/clinical genetics facilities

Other sonrces: Physician reports, Special Child Health Services
county based Case Management units, Parents, Schools, Medical
examiners

Case Ascertainment

Conditions warranting chart review in newborn period: Any chart
with a ICD9-CM code 740-759, Any chart with a selected list of
ICD9-CM codes outside 740-759, All neonatal deaths, all death
certificates for < | year of age

Conditions warranting chart review beyond the newborn period.:
Gl1 condition (e.g. recurrent blockage), GU condition (e.g. recurrent
infections), Cardiovascular condition, All infant deaths (excluding
prematurity), Ocular conditions, Any infant with a codable defect
Coding: 1CD-9-CM

Data Collected

Infant/ferus: ldentification info (name, address, date-of-birth, etc.),
Demographic info (race/ethnicity, sex, etc.), Birth measurements
(weight, gestation, Apgars, etc.), Birth defect diagnostic info
Mother: Identification info (name, address, date-of-birth, eic.)
Father: ldentification info (name, address, date-of-birth, etc.)

Data Collection Methods and Storage

Data Collection: Printed abstract/report filled out by staff, Printed
abstract/report submitted by other agencies (hospitals, etc.), Plan to
implement web-based reporting within next year

Database storage/management: SAS

Data Analysis
Data analysis software: SAS, Access

Quality assurance: Validity checks, Doublechecking of assigned
codes, Comparison/verification between multiple data sources,
Data'hospital audits, Clinical review, Timeliness, merge registry
with birth certificate registry and the death certificate registry
Data use and analysis: Routine statistical monitoring, Public health
program evaluation, Baselne rates, Rates by demographic and
other variables, Monitoring outbreaks and cluster investigation,
Time-space cluster analyses, Epidemiologic studies (using only
program data), [dentification of potential cases for ather
epidemiologic studies, Needs assessment, Service delivery,
Referral, Grant proposals, Education/public awareness, Prevention
projects

System Integration
System links: Link to other state registries/databases, Link case

finding data to final birth file, Link to hearing screening registry
System integration: Hearing screening registry provides direct feed
into SCHS Registry.

Funding
Funding source: MCH funds §5%, Genetic screening revenues
5%, CDC grant 10%

Other

Web site: hitp://www state.nj.us'health/fhs/scregis.htm
Surveillance reporss on file: Special Child Health Services
Registry 1985-1989; Special Child Health Services Registry 1985-
1991; Special Child Health Services Registry 1985-1994; Special
Child Health Services Registry 1990-1999 {in press).

Additional information on file: Information sheet, case record
form, copy of legislation, quality assurance audit information
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Contacts

Leslie M. Beres-Sochka, MS Hyg

Program Manager Mary M. Knapp, MSN

Special Child Health and Early Intervention Services Coordinator, NJ Deparment of Health and Senior Services
NJ Department of Health and Senior Services, PO Box 364 PO Box 364

Trenton, NJ 08625-0364 Trenton, NJ 08625-0364

Phone: 609-292-5676 Fax: 609-633-7820 Phone: 609-292-5676 Fax: 609-633-7820

E-mail: Leslie.Beres-Sochka@doh.state.nj.us E-mail: mary.knapp(@doh.state.nj.us
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New Mexico
New Mexico Birth Defects Prevention And Surveillance System (NM BDPASS)

Purpose; Surveillance, Research, Referral to Services, Referral to
Prevention/Intervention

Partner. Universities, Hospitals, Environmental
Agencies/Organizations, Early Childhood Prevention Programs,
legislature

Program status: Currently collecting data

Start year: 1995

Earliest year of available data: 1995

Organizational location: Department of Health (Maternal and
Child Health)

Population covered annually: 28,500

Statewide: Yes

Current legislation or rule: In January 2000, birth defects became
a reportable condition. These conditions are updated by the Office
of Epidemiology. This did not involve legislation, only a change in
regulations.

Legislation year enacted: January 1, 2000

Case Definition
Qutcomes covered: 740-760.71

Pregnancy outcome: Live Births (All gestational ages and birth
weights), Fetal deaths - stilibirths, spontaneous abortions, etc. (20
weeks gestation and greater, and terminations included in NTD
counts), Elective Termmations (All gestational ages)

Age: Birth through age 4 years--This was just changed April 20006,
Residence: Births to New Mexico residents. Due to a change in
Vital Records procedures, we only receive birth records for NM
residents with births occurring in-state,

urveillance Methods

Case ascertinment: Combination of active and passive case
ascertainment, Population-based, Combination of active and
passive case ascertainment, Population based

Case finding/identification sources:

Vital Records: Birth certificates, Death certificates, Fetal death
certificates

Other state based registries: Programs for children with special
needs, Newbomn hearing screening program, Newborn metabolic
SCreening program

Delivery hospitals: Disease index or discharge index, Medical chart
review

Pediarric & tertiary care hospitals: Disease index or discharge
index, Specialty outpatient clinics, including neurosurgery and
plastic surgery

Midwifery facilities: Midwifery facilities

Third party payers: Medicaid databases, Health maintenance
organization (HMOs), Indian healthservices, Children’s Medical
Services (CMS)

Orher specialty facilities: Prenatal diagnostic facilities (ultrasound,
ete.)

Orher sources: Physician reporis

Case Ascertainment
Conditions warranting chart review in newborn period: Any chart

with a ICD9-CM code 740-759, Any chart with selected defects or
medical conditions (e.g. abnormal facies, congenital heart disease),
Any birth certificate with a birth defect box checked, All prenatal
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diagnosed or suspected cases, 760.71, any charts with a list of other
ICD9-CM codes selected by CMS

Conditions warranting chart review beyond the newborn period:
All infant deaths (excluding prematurity), Any infant with a
codable defect

Coding: 1CD-9-CM

Data Collected

Infant/ferus: Identification information (name, address, date-of-
hirth, etc.). Demographic information (race/ethnicity, sex, etc.),
Birth defect diagnostic information

Morher: ldentification information (name, address, date-of-birth,
eic.), Demographic information (race/ethnicity, sex, etc.)
Father: ldentification information (name, address, date-of-birth,
eic.), Demographic information (race/ethnicity, sex, etc.)

Data Collection Methods and Storage
Data Collection: Printed abstract/report filled out by staff,

Electronic file/report submitted by other agencies (hospitals, etc.)
Database storage/management: Access, Excel

Dara Analysis

Data analysis software: SAS, Stata

Quality assurance: Validity checks, Doublechecking of assigned
codes, Comparison/verification between multiple data sources
Data use and analysis: Routine statistical monitoring, Baseline
rales, Rates by demographic and other variables, Monitoring
outbreaks and cluster investigation, Grant proposals,
Education/public awareress, Prevention pmjects

System Integration
System links: Link to other state registries/databases, Link case

finding data to final birth file, Link to environmental databases,
Link to death file

System integration: BDPASS is integrated with the Children’s
Chronic Conditions Registry

ther

Web site: www health.state.nm.us

Surveillance repors on file: Birth Defects in New Mexico 1997-
1998; Birth Defects in New Mexico 1995-1999

Contacts

Jean Higgins, MS

Line Manager, Children's Medical Services
NM Department of Health

2040 S. Pacheco

Santa Fe, NM 87505

Phone: 505-476-8859 Fax: 505-476-8896
E-mail: jean.higgins@state.nm.us

Maggi Gallaher, MD, MPH

Medical Director, Farmily Health Bureau
NM Dept of Health

2040 South Pacheco

Santa Fe, NM 87505

Phone: 505-476-8904 Fax: 505-476-8959
E-mail: maggi.gallaher@state.nm.us
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New York
New York State Congenital Malformations Registry (CMR)

Purpeose: Surveillance, Research, Referral to Services, Referral to
Prevention/Intervention, Community outreach and education
Partner: Universities, Hospitals, Early Childhood Prevention
Programs, March Of Dimes

Program starus: Currently collecting data

Start year: 1982

Earliest year of available data: 1983

Organizational location: Department of Health
(EpidemiologyEnvironment)

Population covered annually: 250,000 - 300,000

Statewide: Yes

Current legislation or rule: Public Health Law Art. 2, Title, I1,
Sect 225(5)(1) and Ant. 2 Title [, sect 206(1)(j): Codes, Rules and
Regulations, Chap 1, State Sanitary Code, part 22.3

Legislation year enacted: 1982

Case Definition

Qutcomes covered: Major malformations - a detailed list is
available upon request

Pregnancy outcome: Live Births (All gestational ages and birth
weights)

Age: 2 years

Residence: In-state and out-of-state birth to state resident; In-state
birth to nonresident: All children born in or residing in New York,
up to age 2

Surveillance Methods

Case ascermainment: Combination of active and passive case
ascertainment, population based

Case finding/identification sources:

Other state based registries: NYS Dept. of Health statewide
hospital discharge database

Delivery hospitals: Disease index or discharge index, Discharge
summaries, Obstetrics logs (i.e.. labor & delivery), Regular nursery
logs, Pediatric logs, Postmortem/pathology logs, Surgery logs,
Cardiac catherization laboratories, Specialty outpatient clinics
Pediatric & tertiary care hospirals: Disease index or discharge
index, Discharge summaries, [CU/NICU logs or charts, Pediatnic
logs, Postmortem/pathology logs, Surgery logs, Laboratory logs,
Cardiac catherization laboratories, Specialty outpatient clinics
Orther specialty facilities: Cytogenetic laboratories

Other sources: Physician repons, Hospital discharge data

Case Ascertainment
Conditions warranting chart review in newborn peripd: Charts

with major malformations - a detailed list 1s available upon request
Coding: CDC coding system based on BPA, ICD-9-CM

Data Collected

Infant/fetus: ldentfication information (name, address, date-of-
birth, ete.), Demographic information (race/ethnicity, sex, eic.),
Birth measurements (weight, gestation, Apgars, etc.), Tests and
procedures, Birth defect diagnostic information

Marher: Identification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, elc.)
Father: [dentification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.)

Dara Collection Metheds and Storage

Data Collection: Electronic file/report submitted by other agencies
(hospitals, etc.)
Database storage/management: Access, FoxPro, Sybase

Dara Analysis
Data analysis seftware: SAS, Access, Visual FoxPro

Quality assurance: Validity checks, Double-checking of assigned
codes, Comparison/verification between multiple data sources,
Data/hospital audits, Timeliness

Data use and analysis: Routine statistical monitoring, Baseline
rates, Rates by demographic and other variables, Monitoring
outbreaks and cluster investigation, Time trends, Time-space
cluster analyses, Capture-recapture analyses, Observed vs expected
analyses, Epidemiologic studies (using only program data),
Identification of potential cases for other epidemiologic gudies,
Needs assessment, Service delivery, Grant proposals,
Education/public awareness, Prevention pmjects

System Integration
System links: Link to other state registries/databases, Link case

finding data to final birth file

Funding
Funding seurce: General state funds 13.5%, MCH funds 16.2%,

CDC grant 51.8%, Other federal funding 18.5%

Other
Web site: hitp://www.health.state.ny us/nysdoh/emremrhome. htm
Surveillance reporss on file: Reports for 1983-2003,

Lontacts

Philip K. Cross, BS

Director, Congenital Malformations Registry
New York Department of Health

Flanigan Square, Room 200; 547 River Street
Troy, NY 12180

Phone: 518-402-7990 Fax: 518-402-7769
E-mail: pke02@health.state.ny.us

Charlotte Druschel, MD

Medical Director, Congenital Malformations Registry
New York Department of Health

Flanigan Square, Room 200; 547 River Street

Troy, NY 12180

Phone: 518-402-7990 Fax: 518-402-7769

E-mail: cmd03@health.state.ny.us
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North Carolina
Novih Carolina Birth Defects Monitoring Program (NCBDMP)

Purpose: Surveillance, Research, Referral to Services, Referral to
Prevention/Intervention, Education, Advocacy

Parrner: Local Health Departments, Universities, Hospitals, Early
Childhood Prevention Programs Advocacy Groups, Legislators
Program status: Currently collecting data

Start year: 1987

Earliest year of available data: 1989

Organizational location: State Center for Health Statistics
Population covered annually: 120,000

Starewide: Yes

Current legislation or rule: NCGS 130A-131

Legislation year enacted: 1995

Case Definition

Quicames covered: Major birth defects

Pregnancy eutcome: Live Births (All gestational ages and birth
weights). Fetal deaths - stillbirths, spontancous abortions, etc. (20
weeks gestation and greater), Elective Terminations (All
gestational ages)

Age: Up to one year after delivery

Residence: NC resident births, In-state and out-of-state occurrence

Surveillance Methods

Case ascermainment: Population-based, Active ascertainment
Vital Records: Birth certificates, Death certificates, Maiched
birth/death file, Fetal death ceraficates

Case finding/identification sources:

Other state based registries: Programs for children with special
needs

Delivery haspitals: Disease index or discharge index, Discharge
summaries, Obstetrics logs (i.e., labor & delivery), Specialty
outpatient clinics

Pediatric & tertiary care hospimls: Disease index or discharge
index, Discharge summaries, ICUNICU logs or charts, Specialty
outpatient clinics

Third party payers: Medicaid databases

Other specialty facilities: Prenatal diagnostic facilities (ultrasound,
etc.), Genetic counseling/clinical genetics facilities

Data sharing agreements with orher states: Yes

Case Ascertainment

Conditions warranting chart review in newbern period: Any chart
with a ICD9-CM code 740-759, Any chart with a selected list of
ICD9-CM codes outside 740-759, Any chart with sclected
procedure codes, Any birth certificate with a birth defect box
checked, All stillborn infants, All prenatal diagnosed or suspected
cases

Conditions warranting chart review beyond the newborn period:
Any infant with a codable defect

Coding: CDC coding system based on BPA

Data Collected

Infant/fetus: Identification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, etc.),
Birth measurements (weight, gestation, Apgars, etc.), Tests and
procedures, Infant complications, Birth defect diagnostic
information
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Maother: Identification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, ete.),
Gravidity/panty. llinesses/conditions, Prenatal care, Prenatal
diagnostic information, Pregnancy/delivery complications,
Maternal risk factors, Family history

Father: [dentification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.), Family
history

Dara Collection Methods and Storage

Data Collection: Printed abstract/report submitted by other
agencies (hospitals, etc.), Electronic file/report filled out by staff at
facility (laptop, web-based, etc.), Electronic file/report submitted
by other agencies (hospitals, ete.)

Database storage/management: Access, Mainframe, SAS

Data Analysis
Data analysis software: SPSS, SAS, Access

Quality assurance: Validity checks, Re-abstraction of cases,
Double-checking of assigned codes, Comparison/verification
between multiple data sources, Clinical review, Timeliness
Data use and analysis: Routine statistical monitoring, Public health
program evaluation, Baselme rates, Rates by demographic and
other variables, Monitoring outbreaks and cluster investigation,
Time trends, Time-space cluster analyses, Observed vs expected
analyses, Epdemiologic studies (using only program data),
Identification of potential cases for other epidemiologic sudies,
Service delivery, Referral, Grant proposals, Education/public
awareness, Prevention projects, Advocacy

System Integration
System links: Link to other state registries/databases, Link case

finding data to final birth file, Vital Statistics, Medicaid Paid
Claims, MCH Program Data

Funding
Funding source: General state funds 55%, CDC grant 45%

Other

Web site: www.schs.state.nc.us/SCHS
Surveillance reports on file: Annual reports, Special studies

Contacts

Robert E. Meyer, PhD

NCBDMP Director

North Carolina Center for Health Statistics
1908 Mail Service Center

Raleigh, NC 27699-1908

Phone: 919-733-4728 Fax: 919-715-4489
E-mail: robert.meyer@ncmail.net

Katie Harmsen

Field Supervisor

MNorth Carolina Center for Health Statistics
1908 Mail Service Center

Raleigh, NC 27699-1908

Phone: 919-733-4728 Fax: 919-715-4489
E-mail: Katic. Harmsen@nemail net
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North Dakota
North Dakota Birth Defects Monitoring System (NDBDMS)

Purpose: Surveillance

Partner: Universities, March of Dimes

Program status: Currently collecting data

Start year: 2002

Earliest year of available data: 1994

Organizational location: Department of Health (Vital Statistics),
Department of Health (Maternal and Child Health), ND
Department of Human Services (Children's Special Health
Services)

Population covered annually: 7719

Statewide: Yes

Current legislation or rule: North Dakota Centry code 50-10
Legislation year enacted: 1941

Case Definition

Outcomes covered: selected birth defects (NTDs, congenital heart
defects, clefi lip and palate, chromosomal anomalies) and other risk
factors that may lead to health and developmental problems
Pregnancy outcome: Live Births (All gestational ages and birth
weights, numbers collected and reported via Vital Records), Fetal
deaths - stillbirths, spontaneous abortions, ete. (20 weeks gesation
and greater, numbers collected and reported via Vital Records),
Elective Terminations (less than 20 week gestation, 20 weeks
gestation and greater, numbers collected and reported via Vital
Records)

Age: newborn penod

Residence: in-state resident births and out of state birth receiving
services in ND

Surveillance Methods

Case ascerminment: Passive case ascertainment

Case finding/identification sources:

Vital Records: Birth certificates, Death certificates, Matched
birth/death file, Fetal death certificates

Other state based registries: Programs for children with special
needs, Newbom hearing screening program, Newborn metabolic
screening program. Cancer registry, AIDS/HIV registry, FAS
Delivery hospitals: Birth certificate completion

Pediatric & tertiary care hospitls: Specialty outpatient clinics
Third party payers: Medicaid databases, Health maintenance
organization (HMOs), Private insurers

Other specialty facilities: Genetic counseling/clinical genetics
facilities

Other sources: Physician reporls

Data sharing agreements with other states: Yes

Case Ascerminment

Conditions warranting chart review in newborn period: Any chart
with a ICD9-CM code 740-759, Any chart with selected defects or
medical conditions (e.g. abnormal facies, congenital heart disease),
Any birth certificate with a birth defect box checked

Coding: 1ICD-9-CM, ICD 10

Data Collected

Infant{fetus: ldentification information (name, address, date-of-
birth, etc.), Demographic information (race/cthnicity, sex, etc.),
Birth measurements (weight, gestation, Apgars, etc.), Tests and
procedures, Infant complications, Birth defect diagnostic
information

Mother: ldentification information (name, address, date-of-hirth,
etc.), Demographic information (race/ethnicity, sex, ete.),
Gravidity/parity, [llnesses/conditions, Prenatal care, Prenatal
diagnostic information, Pregnancy/delivery complications,
Maternal nisk factors, Family history

Father: ldentification information (name, address, date-of-birth,
etc.), Demographic information (race/cthnicity, sex, etc.)

Data Collection Methods and Storage
Data Collection: Electronic file/report filled out by staff at facility

(laptop, web-based, etc.), Electronic file/report submitted by other
agencies (hospitals, etc.), Electronic scanming of printed records
Database storage/management: Access, Mainframe, Db2, SPSS,
Excel

Data Analysis

Data analysis saftware: SPSS

Quality assurance: Validity checks, Comparison/verification
between multiple data sources, Clinical review

Data use and analysis: Routine statistical monitoring, Baseline
rales, Rates by demographic and other variables, Time trends,
Needs assessment, Service delivery, Referral, Grant proposals,
Education/public awareress, Prevention projects

Funding
Funding source: SSDI Grant

Other
Web site: www.http://ndhealth.govivital/

Contacts
Devaiah Muthappa Muccatira, MS

Research Analyst I11

ND Department of Human Services Children®s Special Health
Services Unit

600 East Boulevard Avenue, Dept. 325

Bismarck, ND 58505-0269

Phone: 701-328-4963 Fax: T01-328-1645

E-mail: somucd@nd.gov

Tamara Lynn Gallup-Miliner, RN, MPA

Unit Director

ND Department of Human Services Children’s Special Health
Services Unit

600 East Boulevard Avenue, Dept. 325

Bismarck, ND 58505-0269

Phone: 701-328-4814 Fax: 701-328-1645

E-mail: sogalti@nd.gov
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Ohio Connections For Children With Special Needs (OCCSN)

Purpose: Surveillance, Research, Referral to Services, Referral to
Prevention/Intervention

Parmer: Local Health Departments, Universities, Hospitals, Early
Childhood Prevention Programs Advocacy Groups, Legislators
Program status: Program has not started collecting data yet

Start year: 2004

Earliest year of available data: N/A

Organizational location: Department of Health (Matemal and
Child Health)

Population covered annually: System in development

Statewide: No, state will begin collecting data from hospitals in 4
counties of the state in May, 2006.

Current legislation or rule: Ohio Revised Code (ORC) 3705.30 -
3705.36, signed into law in July, 2000. "The Director of Health
shall establish and, if funds for this purpose are available,
implement a statewide birth defects information system for the
collection of information concerning congenital anomalies,
stillbirths, and abnormal conditions of newboms." Administrative
rules became effective June 3, 2005.

Legistation year enacted: 2000

Case Definition
Quicomes covered: 45 disorders recommended by NBDPN

Pregnancy outcome: Live Births (All gestational ages and birth
weights)

Age: Up to 5 years of age

Residence: All children 0-5 years of age seen for medical care ata
hospital in one ofthe 4 counties

Surveillance Methods
Case ascertainment: Passive case ascertainment, Hospital-based

Case finding/identification sources:

Vital Records: Birth certificates

Other state based registries: Programs for children with special
nceds

Delivery hospitals: Hospital electronic data systems for medical
records and billing

Pediatric & tertiary care hospitafs: Hospital electronic data
systems for medical records and billing

LCase Ascerminment
Coding: ICD-9-CM

Data Collected

Infant/fetus: ldentification information (name, address, date-of-
birth, etc.), Demographic information {race/ethnicity, sex, etc.),
Birth defect diagnostic information
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Mother: Identification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, scx, etc.)

Data Collection Methods and Storage

Data Collection: Electronic file/report submitted by other agencies
(hospitals, etc.), Reporting hospitals upload information to ODH
Vid secure internet ransmission. Low volume reporters will have
option of web-based manual data entry screens in October, 2006.
Darabase storage/management: SQL server

Data Analysis

Dara analysis software: SAS

Quality assurance: Comparison/venfication between multiple data
sources, Timeliness, Other QA procedures to be implemented in
Summer, 2006

System Integration
System integration: Shared demographic database with Ohio’s

carly intervention program, but the systems will not be integrated.

Funding
Funding source: CDC grant 100%

Orher

Comments: 3" contact person: Norma J. Ryan, PhD, RN. CHES
Birth Defects Program Coordinator Ohio Department of Health 246
N. High Street Columbus, OH 43215; Phone: 614-752-9523; Fax:
614-728-3616; Email: Norma.Ryan@edh.ohio.gav

Contacts
James Bryant, MD

Chief, Bureau for Children with Medical Handicaps
Ohio Department of Health

246 N. High Street

Columbus, OH 43215

Phone: 614-644-1106 Fax: 614-728-3616

E-mail: James.Bryant{@odh.ohio.gov

Anna E. Starr, BS

Genetic Section Administrator

Ohio Dept. of Health

246 N. High Street

Columbus, OH 43215

Phone: 614-995-5333 Fax: 614-564-2424
E-mail: Anna.Starm@odh.ohio.gov
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Oklahoma
Oklahoma Birth Defects Registry (OBDR)

Purpose: Surveillance, Referral to Prevention/Intervention
Partner: Hospitals, Environmental Agencies/Organizations, Early
Childhood Prevention Programs Cylogenetics/ & Medical Genetics
Program status: Currently collecting data

Start pear: 1992; statewide 1994

Earliest year of available data: 1992

Organizational location: Department of Health (Family Health
Services)

Population covered annualfy: 50,000

Statewide: Yes

Current legislation or rule: 63 0.5, Section 1-550.2

Legislation year enacted: 1992

Case Definition
Outcomes covered: Modified 6-digit ICD-9-CM codes for birth

defects and genetic diseases (CDC/BPA)

Pregnancy outcome: Live Births (>= 20 weeks gestation), Fetal
deaths - stillbirths, spontaneous abortions, ete. (20 weeks gestation
and greater), Elective Terminations (20 weeks gestation and
greater)

Age: 1 years

Residence: In-state births to state residents

Surveillance Methods

Case ascerminment. Active case ascertainment, Population-based
Case finding/identification sources:

Vital Records: Birth certificates, Death cerificates, Fetal death
certificates

Delivery hospitals: Disease index or discharge index, Obsietrics
logs (i.e., labor & delivery), Regular nursery logs, ICU/NICU logs
or charts, Pediatric logs, Surgery logs, Specialty outpatient clinics
Pediatric & tertiary care hospitals: Discase index or discharge
index, ICU/NICU logs or charts, Pediatric logs, Surgery logs,
Specialty outpatient clinics

Midwifery facilities: Midwifery facilities

Third party payers: Indian health services, Military hospitals
delivering babies

Other specialy facilities: Prenatal diagnostic facilities (ultrasound,
ete.), Cytogenetic laboratones, Genetic counseling/clinical genetics
facilines

Datra sharing agreements with other sitates: Yes

Case Ascertainment

Conditions warranting chart review in newborn period: Any chart
with a ICDY9-CM code 740-759, Any chart with a selected list of
ICDY9-CM codes outside 740-759, Any chart with a CDC/BPA
code

Conditions warranting chart review beyond the newborn period:
Any infant with a codable defect

Coding: CDC coding system based on BPA

Data lected

Infant/fetus: ldentification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, etc.),
Birth measurements (weight, gestation, Apgars, eic.), Birth defect
diagnostic information

Marher: Identification information (name, address, date-of-birth,
eic.), Demographic information (race/ethnicity, sex, etc.),
Gravidity/panty, llinesses/conditions, Prenatal care, Prenatal
diagnostic information, Maternal risk factors, Family history
Father: Identification information (name, address. date-of-birth,
etc.}. Demographic information (race/ethnicity, sex, etc.), Family
history

Collection Methods a e
Daza Collection: Printed abstract/report filled out by staff
Database storage/management: Access

Data Analysis
Data analysis software: SAS, Access, ArcView GIS

Quality assurance: Vahidity checks, Re-abstraction of cases,
Double-checking of assigned codes, Timeliness, editing of all
completed abstracts

Data use and analysis: Routine statistical monitoring, Baseline
rates, Rates by demographic and other variables, Monitoring
outbreaks and cluster investigation, Time trends, Time-space
cluster analyses, Needs assessment, Referral, Grant proposals,
Education/public awareness, Prevention projects, program guality
assurance

System Integration
System links: Link 1o environmental databases, 92003 awarded

Environmental Public Health Tracking Grant to link health
outcomes & environmental contamination data - in planning sages.

Eunding
Funding source: General state funds 13%, MCH funds 57%. CDC
grant 30%

Other
Surveillance reports on file: 1992 & 1993 Annual Report -
combined for Oklahoma, Tulsa and Cleveland Counties

1994-1998 Annual Report; Congenital Malformations Tables &
Prevalence Rates/1994-2002

Additional information on file: PRAMS Gram Vol 8 No 3: Folic
Acid Knowledge and Multivitamin Use Among Oklahoma Women;
provisional rate tables for 1994-2002.

Comments: Statewide data collection began in 1994, Additional
information for case definitions residence: 1995 began abstraction
of Oklahoma residents bomn in Fort Smith, Arkansas.

g'ggmm
Kay A. Pearson, MS

Oklahoma Birth Defects Registry Coordinator
Oklahoma State Department of Health

Screening, Special Services & SoonerStart

1000 NE 10th Street, Room 710

Oklahoma City, OK 73117-12%9

Phone: 405-271-9444 Ex 56744 Fax:405-271-4892
E-mail: kayp@health.ok.gov
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Oregon
Program status: No survelllance program

Confacts

Kenneth D. Rosenberg MD, MPH

MCH Epidemiologist

Oregon Health Department

800 NE Oregon Street, Suite 850
Portland, OR 97232

Phone: 971-673-0237 Fax: 971-673-0240
E-mail: Ken.d.rosenberg(state.or.us
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Pennsylvania
Pennsylvania Follow-Up, Outreach, Referral And Education For Families (PA FORE FAMILIES)

Purpose: Surveillance, Referral to Services, Referral to
Prevention/Intervention

Partner. Universities, Hospitals, Community Nursing Services,
Advocacy Groups

Program status: Currently collecting data

Start year: 2003

Earliest year of available data: 2001

Organizational location: Department of Health
(Epidemiology/Environment), Department of Health (Vital
Statistics), Department of Health (Maternal and Child Health)
Population covered annually: 143,404 total live births in 2001;
142,388 1ol live births in 2002; 145,952 101al live births in 2003;
144,500 total live births in 2004 (preliminary).

Statewide: Yes

Case Definition
Outcomes covered: 740-739.9 and 760.71 1CD-9

Pregnancy outcome: Live Births (All gestational ages and birth
weights), Fetal deaths - stillbirths, spontaneous abortions, ete. (16
weeks gestation and greater)

Age: Birth to 24 months of age

Residence: In-state births to state residents

Surveillance Methods

Case ascertainment: Passive case ascertainment, Population-based
Case finding/identification sources:

Vital Records: Birth certificates, Maiched birth/death file, Fetal
death ceruficates, Hospital discharge data collected by the
Pennsylvania Health Care Cost Containment Council (PHC4-a
separate independent state agency).

Orther state based registries: Programs for children with special
needs, Newbom hearing screening program, Newborn metabolic
screening program, Cancer registry, AIDS/HIV registry

Delivery hospitals: PHC4 data is based on hospital discharge
summaries

Pediatric & tertiary care hospimls: PHC4 data is based on hospital
discharge summaries

Case Ascertainment
Coding: ICD-9-CM, limited to ICD9-CM 74(-759.9 and 760.71.

Dara Collected

Infant/ferus: ldentification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, e1c.),
Infant complications. Birth defect diagnastic information
Mother: Identification information (name, address. date-of-birth,
ele.), Demographic information (race/ethnicity, sex, etc.),
Gravidity/parity, llinesses/conditions, Prenatal care, Prenatal
diagnostic information, Pregnancy/delivery complications,
Maternal nsk factors, Family history

Father: ldentification information (name, address, date-of-hirth,
etc.), Demographic information (race/ethnicity, sex, etc.),
llinesses/conditions. Family history

Data tion Methods and Storage

Data Collection: Electronic file/report filled out by staff at facility
{laptop, web-based etc.), Electronic file/report submitted by other
agencies (hospitals, etc.), Hospitals submit patient discharge data to
the Pennsylvania Health Care Cost Containment Council (PHC4--a
state agency). PA Department of Health receives data from PHC4.
Database storage/management. Access

Data Analysis
Dara analysis software: SPSS, SAS, Access

Quality assurance: Validity checks, Comparison/verification
between multiple data sources, Data‘hospital audits, Timeliness
Data use and analysis: Routine statistical monitoring, Public health
program evaluation, Baselme rates, Rates by demographic and
other variables, Epidemiologic studies (using only program data),
Identification of potential cases for other epidemiologic sudies,
Needs assessment, Service delivery, Referral, Grant proposals,
Education/public awareress, Prevention projects

Funding
Funding source: MCH funds 100%

Other

Web site: hitp://'www dsf.health state.pa.usthealth/cwp/view.asp?
a=179&q=242196& PM=1

Additional information on file: See website URL for written
explanation of birth defects monitoring system data matching and
file building process

Comments: Pennsylvania has developed a PA FORE Families
Handbook that contains general information about how parents and
caregivers of children with special needs can access free or low
cost insurance coverage and specialized support services.

Contacts

Robert F. Staver, PA

Program Manager, Pennsylvania Department of Health
Tth floor East, Health & Welfare Bldg.

Commonwealth Ave. & Forster Street

Harrisburg, PA 17120

Phone: 717-783-8143 Fax: 717-705-9286

E-mail: rstaver@state.pa.us

Ronald A. Tringali, PhD

Epidemiologist, PA Department of Health
Bureau of Epidemiology

933 Health & Welfare Building
Commonwealth Avenue & Forster Street
Harrisburg, PA 17120

Phone: (717) 346-3265 Fax: (717) 346-3286
E-mail: riringalif@state.pa.us
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Puerto Rico
Puerto Rico Folic Acid Campaign And Birth Defects Swrveillance Svstem (PRFAC/BDSS)

Purpose: Surveillance, Research, Referral to Services, Referral to
Prevention/Intervention

Partner: Local Health Departments, Universities, Hospitals,
Community Nursing Services, Early Childhood Prevention
Programs, Advocacy Groups

Program status: Currently collecting data

Start year: 1995

Earliest year of available data: 1995

Organizational location: Department of Health {Matemal and
Child Health), Department of Health (Division of Children with
Spectal Health Care Needs)

Population covered annually: 56,000

Statewide: Yes

Current legislation or rule: Yes, Law 351

Legislation year enacted: September 16th, 2004

Case Definition

Qutcomes covered: neural tube defects (anencephaly,
encephalocele, myelomemngocele and meningocele), cleft lip
and/or cleft palate, gastroschisis, club foot, limb reduction defects,
Down syndrome, omphalocele, ambiguous genitalia, trisomy 13,
trisomy 18, conjoint twins, albimism, and congemital heart defects
Pregnancy outcome: Live Births (All gestational ages and birth
weights), Fetal deaths - stillbirths, spontanecus abortions, ete. (less
than 20 week gestation, 20 weeks gestation and greater), Elective
Terminations (All gestatonal ages)

Age: Up to 6 years after delivery

Residence: In state binth to state residents

Surveillance Methods

Case ascertainment: Active case ascertainment, Population-based
Case finding/identification sources:

Vital Records: Birth certificates, Death certificates, Matched
birth/death file, Fetal death certificates

Other state based registries: Programs for children with special
needs

Delivery hospitals: Discharge summaries, Obstetrics logs (i.c.,
labor & delivery), Regular nursery logs, ICU/NICU logs or charts,
Pediatnic logs, Postmortem/pathology logs, Surgery logs, Specialty
outpatient clinics

Pediatric & tertiary care hospitals: Discharge summaries,
ICU/MNICU logs or charts, Pediatnic logs, Surgery logs, Laboratory
logs

Orher specialty facilities: Prenatal diagnostic facilities (ultrasound,
etc.}, Genetic counseling/clinical genetics facilities

Orher sources: Physician reports

Case Ascertainment

Conditions warranting chart review in newborn period: Any chart
with a ICD9-CM code 740-759, Any chart with selected defects or
medical conditions (e.g. abnormal facies, congenital heart disease),
Any birth certificate with a birth defect box checked, All stillborn
infants, All neonatal deaths, All clective abortions, All infants in
NICU or special care nursery, All prenatal diagnosed or suspected
cases

Conditions warranting chart review beyond the newborn period:
Facial dysmorphism or abnormal facies, Failure to thrive,
Cardiovascular condition, Any infant with a codable defect
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Coding: 1CD-9-CM

Data Collected

Infant/ferus: Identificanon information (name, address, date-of-
birth, etc.), Demographic information (race/cthnicity, sex, eic.),
Birth measurements (weight, gestation, Apgars, etc.), Tests and
procedures, Infant complications, Birth defect diagnostic
information

Mother: Identification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.),
Gravidity/parity, Tllnesses/conditions, Prenatal care, Prenatal
diagnostic information, Pregnancy'delivery complications
Father: Identification infomation (name, address, date-of-birth,
ete.), Demographic information (race/ethnicity, sex, etc.)

Ci tion Methods and Sto,
Data Collection: Printed abstract/report filled out by staff, Printed
abstract/report submitted by other agencies (hospitals, etc.)
Database storage/management: Access

Data Analysis

Data analysis software: SPSS, Access, Excel

Ouality assurance: Validity checks, Re-abstraction of cases,
Double-checking of assigned codes, Comparison/verification
between multiple data sources, Data‘hospital audits, Clinical
review, Timeliness

Data use and analysis: Routine statistical monitoring, Baseline
rates, Rates by demographic and other variables, Time trends,
Epidemiologic studies {using only program data), Needs
assessment, Service delivery, Referral, Grant proposals,
Education/public awareness, Prevention projects

Funding
Funding source: MCH funds 59%, CDC grant 41%

Other

Web site: hitp:/fwww salud.gov.pr/AF/ AFindex.htm
Surveillance reports on file: Description of registry development,
case report form, manual for case report form

E‘gﬂ!ﬂfﬁ

Laureane Alvelo, MS

Epidemiologist

Puerto Rico Folic Acid Campaign/Birth Defects Surveillance
System PR Department of Health

PO Box 70184

San Juan, PR 00936

Phone: 787-274 5671 Fax: 787-764-4259

E-mail: lalvelofwsalud.gov.pr

Diana Valenaia, MS, GC

Genetic Counselor

Puerto Rico Folic Acid Campaign/Birth Defects Surveillance
System PR Department of Health

PO Box 70154

San Juan, PR 00936

Phone: 787-274-5671 Fax: 787-764-4259

E-mail: dvalenciai@salud.gov.pr
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Rhode Island
Rhode [sland Birth Defects Surveillance Program

Purpose: Surveillance, Referral to Services, Referral to
Prevention/Intervention

Partner Hospitals, Early Childhood Prevention Programs,
Advocacy Groups

Program starus: Currently collecting data

Start year: 2000

Earliest year of available data: 1997

Organizational location: Department of Health (Maternal and
Child Health)

Population covered annually: 12,500

Statewide: Yes

Current legistation or rule: Title 23, Chapter 13.3 of Rhode Island
General Laws requires the development of a birth defects
surveillance, reporting and information system that will: a) descnbe
the occurrence of birth defects in children up 1o age five: b) detect
trends of morbidity and mortality; and ¢) identify newborns and
children with birth defects to intervene on a timely basis for
treatment.

Legislation year enacted: 2003

Case Definition

OQutcomes covered: Major birth defects and genetic discases
Pregnancy outcome: Live Births (All gestational ages and birth
weights)

Age: Currently at birth

Residence: R residents

Surveillance Methods

Case ascerainment: Currently, passive case ascertainment
Case finding/Adentification sources:

Vital Records: Birth certificates, Death certificates, Matched
hirth/death file

Other state based registries: Programs for children with special
needs, Newborn hearing screening program, Newborn metabolic
screcning program. R has an integrated database called KIDS
NET, which links data from 9 programs including: Universal
Newbom Developmental Risk Screeming; Universal Newbom
Hearing; Newborn Bloodspot Screening; Early Intervention;
Immunization; Lead Poisoning; WIC; Home Visiting and Vital
Records

Delivery hospitals: Discharge summaries, [ICU/NICU logs or charts
Pediatric & tertiary care hospitals: Specialty outpatient clinics
Other specialty facilities: Cytogenetic laboratories, Genetic
counseling/clinical genetics facilities, Maternal serum screening
facilities

Other sources: Physician repors

Case Ascertainment

Conditions warranting chart review in newborn period: Chart
reviews are conducted for every newborn identified with a birth
defect

Coding: ICD-9-CM

Data Collecred
Infant/ferus: ldentification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, etc.},

Birth measurements (weight, gestation, Apgars, etc. ), Tests and
procedures, Infant complications, Birth defect diagnosiic
information

Mother: Identification information {name, address, date-of-birth,
ete.), Demographic information (race/ethnicity, sex, etc.),
Gravidity/panity, llinesses/conditions, Prenatal care, Prenatal
diagnostic information, Pregnancy'delivery complications,
Maternal nsk factors, Famly history

Father: ldentification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.)

Data Collection Methods and Storage
Data Collection: Electronic file/report filled out by staff at facility

(laptop, web-based, etc.), Electronic file/report submitted by other
agencies (hospitals, etc.)
Database storage/management: Access, Oracle

Data Analysis

Data analysis software: SAS, Access

Quality assurance: Validity checks, Doublechecking of assigned
codes, Companson/verification between multiple data sources,
Data‘hospital audits, Clinical review

Data use and analysis: Routine statistical monitoring, Baseline
rates, Rates by demographic and other vaniables, Time trends,
Needs assessment, Service delivery, Referral, Grant proposals,
Education/public awareness

System Integration

System links: Link to other state registries/databases, KIDSNET
(Universal Newborn Developmental Risk Screening; Umiversal
Newbom Hearing; Newbormn Bloodspot Screening; Early
Intervention; Immunization; Lead Poisoning WIC; Home Visiting;
and Vital Records); Hospital discharge database

ndi
Funding Source: MCH funds 60%, CDC grant 40%, Note: CDC
Grant = no cost extension $ from birth defects surveillance grant

Contacts

Samara Viner-Brown, MS

Chief of Data and Evaluation

Rhode Island Department of Health

3 Capitol Hill, Room 302

Providence, R1 02908-5097

Phone: 401-222-5935 Fax: 401-222-1442
E-mail: samv{@doh.state.ri.us

Michele Quacdvlieg, AS

Data Manager, Rhode Island Department of Health
3 Capitol Hili, Room 302

Providence, RI 02908-5097

Phone: 401-222-4631 Fax: 401-222-1442

E-mail: MicheleQ@dohstate.ri.us
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South Carolina
South Carolina Birth Defects Program (SCBDP)

Purpese: Surveillance, Research, Referral to Services, Referral to
Prevention/Intervention

Partner: Local Health Departments, Universities, Hospitals,
Environmental Agencies/Organizations, Advocacy Groups,
Legislators, Greenwood Genetic Center

Program status: Currently collecting data

Start year; 2006

Earliest year of available data: 1993

Organizational location: Department of Health (Matemal and
Child Health}

Population covered annually: 57,134

Starewide: Yes

Current legislation or rule: A281 R308,H4115

Legislation year enacted: 2004

Case Definition

Qutcomes covered: Neural Tube Defects, cardiac malformations,
limb reduction defects, orofacial clefis program was transitioned
this year from Greenwood Genetic Center to SCDHEC. Additional
defects will be added over time.

Pregnancy outcome: Live Births (All gestational ages and birth
weights), Fetal deaths - stillbirths, spontaneous abortions, etc. (less
than 20 week gestation, 20 weeks gestation and greater), Elective
Terminations (less than 20 week gestation, 20 weeks gestation and
greater)

Age: Up to age 2.

Residence: In-state and out-of-state births to residents of South
Carolina

Surveillance Methods

Case ascertainment: Active case ascertainment

Case finding/identification sources:

Vital Records: Birth certificates, Death centificates, Matched
birth/death file, Fetal death eertificates, Elective termination
certificates

Other state based registries: Programs for children with special
needs, autopsy

Delivery hospitals: Diseasc index or discharge index, Discharge
summaries, Obstetrics logs (i.e., labor & delivery),
Postmortem/pathology logs, Specialty outpatient elinies, ICD-9
codes

Pediatric & tertiary care hospitals: Discharge summarics,
ICU/NICU logs or charts, Pediatric logs, Postmortem/pathology
logs, Specialty outpatient clinics

Other specialty facilities: Prenatal diagnostic facilities (ultrasound,
eic.), Cytogenetic laboratonies, Genetic counseling/clinical genetics
facilities, Maternal serum screening facilities

Other sources: Physician reports

Data sharing agreements with other states: yes

Case Ascertainment

Conditions warranting chart review in newborn period. Any chart
with a ICD9-CM code 740-759, Any chart with a selected list of
ICDY-CM codes outside 740-759, Any chart with selected defects
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or medical conditions (e.g. abnommal facies, congenital heant
disease), Any birth certificate with a birth defict box checked. All
prenatal diagnosed or suspected cases

Conditions warranting chart review beyond the newborn period:
Facial dysmorphism or abnormal facies, Cardiovascular condition
Coding: 1CD-9-CM

Data Collected

Infantffetus: ldentification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, etc.),
Birth measurements (weight, gestation, Apgars, etc.), Tests and
procedures, Infant complications, Birth defect diagnostic
information

Mother: Identification information (name, address, date-of-birth,
ete. ), Demographic information (race/cthnicity, sex, etc.),
Gravidity/parity, [llnesses/conditions, Prenatal care, Prenatal
diagnostic information, Pregnancy'delivery complications,
Matemnal nisk factors, Family history

Father: ldenufication information (name, address, date-of-birth,
elc.), Demographic information (race/ethnicity, sex, ete.),
[llnesses/conditions, Family history

Data Collection Methods and Storage
Dara Collection: Printed abstract/report filled out by staff,

Electronic file/report filled out by staff at facility (laptop, web-
based, etc.)
Database storage/management: Access

Data Analysis

Data analysis software: SAS, Access

Quality assurance: Validity checks, Re-abstraction of cases,
Double-checking of assigned codes, Comparison/verification
between muluple data sources, Clinical review

Data use and analysis: Routine statistical monitonng, Baseline
rates, Rates by demographic and other vanables, Time trends,
Epidemiologic studies (using only program daa), Identification of
potential cases for other epidemiologic studies, Needs assessment,
Grant proposals, Education/public awareness, Prevention projects

Funding
Funding source: General state funds 100%

Contacts

Lyn J. Phillips, LSW

Program Coordinator

SC Birth Defects Program

SC Department of Health & Environmental Control
(SCDHEC)

1751 Calhoun Street

Columbia, SC 29201

Phone: 803-898-1287 Fax: 864-898-2065

E-mail: philliej@dhec.sc.gov
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Program status: No surveillance program

Contacts

Quinn Stein MS, CGC

Genetic Counselor

Sioux Valley Children’s Specialty Clinic
1305 W 18th St.

Sioux Falls, SD 57117

Phone: 605-333-4298 Fax: 605-333-1585
E-mail: STEINQ@siouxvalley.org

South Dakota
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Tennessee
Tennessee Birth Defects Registry (TBDR)

Purpose: Surveillance, Research, Referral to Services, Referral o
Prevention/Intervention

Partner: Universities, Hospitals, Early Childhood Prevention
Programs, Advocacy Groups, Legislators

Proagram sratus: Currently collecting data

Start year: 2000

Earliest year of available data: 1999

Organizational location: Department of Health (Other, please
specify):, Rescarch

Population covered annually: 80,000

Sratewide: Yes

Current legislation or rule: TCA 68-5-506

Legislation year enacred: 2000

Case Definition

Outcomes covered: Major structural birth defects

Pregnancy outcome: Live Births (All gestational ages and birth
weights), Fetal deaths - stillbirths, spontaneous abortions, etc. (500
grams or more, or in the absence of weight, of 22 completed weeks
of gestation or more. )

Age: Diagnosed up to one year after dehivery

Residence: in and out state births to state resident

Surveillance Methods

Case ascerminment: Passive case ascertainment supplemented
with active case ascertainment, Population-based

Case finding/identification sources:

Vital Records: Birth certificates, Death centificates, Matched
birth/death file, Fetal death certificates

Other state based registries: Newborn hearing screening program,
Newhorn metabolic screening program

Delivery hospitals: Disease index or discharge index. Discharge
summaries, Obstetrics logs (... labor & delivery), Regular nursery
logs, ICU/NICU logs or charts, Pediatric logs,
Postmortem/pathology logs, Surgery logs, Cardiac catherization
laboratories. Specialty outpatient clinics

Pediatric & tertiary care hospitals: Disease index or discharge
index, Discharge summaries, [CU/NICU logs or charts, Pediatric
logs, Postmortem/pathology logs, Surgery logs, Laboratory logs,
Cardiac cathenzation laboratories, Specialty outpatient clinics
Third panty payers: Medicaid databases

Data sharing agreements with other states:

Case Ascermainment
Conditions warranting chart review in newborn period: Any chart

with a ICD9-CM code 740-759, Infants with low birth weight or
low gestation (active review sample infants with no known
diagnosis and oversample for low birth weight), ICD9-CM code
760,71

Conditions warranting chart review beyond the newborn period:
Any infant with a codable defect

Coding: ICD-9-CM

Data Collected

Infant/fetus: Identification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, etc.),
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Birth measurements (weight, gestation, Apgars, etc.), Tests and
procedures, Infant complications, Birth defect diagnoste
information

Mother: Identification information (name, address, date-of-hirth,
etc.), Demographic information (race/ethnicity, sex, etc.),
Gravidity/parity, [llnesses/conditions, Prenatal care, Prenatal
diagnostic information, Pregnancy'delivery complications,
Matemal nsk factors

Father: Identification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.)

Data Collection Methods and Storage
Darta Collection: Electronic file/report filled out by registry staff af

facility (laptop, web-based, etc.), Electronic file/report submitted
by other agencies (hospitals, etc.)
Database storage/management: Access, SQL Server

Data Analysis
Dara analysis software: SAS, Access, SQL Server, Arc-GIS

Quality assurance: Validity checks, Re-abstraction of cases,
Double-checking of assigned codes, Companison/verification
between multiple data sources

Darta use and analysis: Routine statistical monitoring, Baseline
rates, Rates by demographic and other variables, Monitoring
outbreaks and cluster invesugation, Time trends, Observed vs
expected analyses, Epidemiologic swdies (using only program
data), Needs assessment. Education/public awareness, Prevention
projects

System Integration
System links: Link case finding data to final birth file

Funding
Funding source: General state funds 100%

Other
Surveillance repors on file: Tennessee Birth Defects 2000-2002

eniacts
John Benjamin Daley M.S.
Director, Tennessee Birth Defects Registry
TN Dept. of Health - PPA
425 Fifth Avenue North, 4th Fir.
Nashville, TN 37247
Phone: 615-253-6863 Fax: 615-253-1688
E-mail: john.daley(@state.tn.us

Dawvid J. Law, PhD

Director of Research

TN Dept. of Health - PPA

425 Fifth Avenue North, 4th Flr.
Washville, TN 37247

Phone: 615-253-4702 Fax: 615-253-1688
E-mail: david law(@state.tn.us
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Texas

Texas Birth Defects Epidemiology And Surveilfance Branch (TBDES)

Purpose. Surveillance, Research, Referral to Services, Referral to
Prevention/Intervention

Partner: Universities, Hospitals, Advocacy Groups
Program status: Currently collecting data

Start year: 1994

Earliest year of available data: 1990

Organizational location: Department of Health
{Epidemiology/Environment)

Population covered annually: 377,374 1n 2003

Starewide: Yes

Current legislation or rule: Health and Safety Code, Title 2,
Subtitle D, Section 1, Chapter 87.

Legislation year enacted: 1993

Case Definition

Qutcomes covered: All major structural birth defects and FAS
Pregnancy eutcome: Live Births (All gestational ages and birth
weights), Fetal deaths - stilibirths, spontaneous abortions, etc. (less
than 20 week gestation, 20 weeks gestation and greater), Elective
Terminations (All gestational ages)

Age: Up to one vear after delivery - FAS up to 6 vears

Residence: In-state births to state residents.

Surveillance Methods

Case ascermminment: Active case ascertainment, Population-based
Case finding/identification sources:

Delivery hospitals: Disease index or discharge index, Discharge
summaries, Obstetrics logs (i.e., labor & delivery), Regular nursery
logs, ICU/NICU logs or charts, Pediatric logs, Postmortem/
pathology logs, Surgery logs, Cardiac cathenzation lab, Specialty
outpatient clinics, genetics logs, stillbarth logs, radiology logs
Pediatric & tertiary care hospitals: Disease index or discharge
index, Discharge summaries, [CU/MNICU logs or charts, Pediatnc
logs, Postmortem/pathology logs, Surgery logs, Laboratory logs,
Cardiac catherization laboratonies, Specialty outpatient clinics,
genetics logs, radiology logs

Midwifery facilities: Midwifery facilities

Other sources: Licensed birthing centers

Case Ascertainment

Conditions warranting chart review in newhorn period: Any chan
with a ICD9-CM code 740-759, Any chart with a selected list of
1CDY9-CM codes outside 740-759, Any chart with selected
procedure codes, Any chart with selected defects or medical
conditions (e.g. abnormal facies, congenital heart disease), Infants
with low birth weight or low gestation, please specify:, (<34 weeks
GA), All stillborn infants

Conditions warranting chart review beyond the newborn period:
CNS condition (e.g. seizure), GI condition (e.g. recurrent
blockage), GU condition (e.g. recurrent infections), Cardiovascular
condition, Any infant with a codable defect

Coding: CDC coding system based on BPA

Dara Collected

Fnfant/fetus: Identification info (name, address, date-of-birth, etc.),
Demographic info (race/ethnicity, sex, ete.), Birth measurements
(weight, gestation, Apgars, ete.), Tests and procedures, Infant
complications, Birth defect diagnostic info

Mother: ldentification info (name, address, date-of-birth, etc.),
Demographic info {race/ethmcity, sex, ete.), Gravidity/parity,
Hinesses/conditions, Prenatal diagnostic info, Pregnancy/delivery
complications, Maternal risk factors, Family history

Father: Identification info (name. address, date-of-birth, etc.),
Demographic info (race/ethnicity, sex, etc.}

Data Collection Methods and Storage
Data Collection: Printed abstract/report filled out by staff
Database storage/management: SQL Server

Data Analysis

Dara analysis software: SPSS, SAS, Access

Quality assurance: Validity checks, Re-abstraction of cases,
Double-checking of assigned codes, Clinical review, Timeliness,
Re-case finding, Re-review of medical records

Data use and analysis: Routine statistical monitoring, Baseline
rates, Rates by demographic and other vanables, Monitoring
outbreaks and cluster invesngation, Time trends, Epidemiologic
studies, Identification of potential cases for other epidemiologic
studies, Referral, Grant proposals, Education/public awareness

i ntegratio
System links: Link registry to vital records for demographic data,
special projects linking to other files (Texas Health Data for
geocodes, Newborn Screening data)

Funding

Funding source: General state funds 58%, MCH funds 42%,
Preventive Health block grant 16% *Note: does not include CDC-
funded Texas Birth Defects Research Center funds

Other

Web site: http:/'www.dshs state.tx.us/birthdefects/default.shtm
Surveillance reports on file: Report of Birth Defects Among 1995
Delivenies. 1996 Birth Defects in the Lower Rio Grande Valley.
Report of Birth Defects Among 1996 and 1997 Delivenes. Report
of Birth Defects Among 1998 and 1999 Deliveries, Among 1999
and 2001 Deliveries. Queniable web based data base:
http://soupfin.tdh state.rx.us/bdefdoc.him

Additional information en file: Legislation; TX Birth Defects
Monitoring Division fact sheet; TX Center for Birth Defects
Research and Prevention fact sheet; FAS brochure (English and
Spanish); Pregnancy Outcome Patterns for Various Defects; Impact
of Including Induced Pregnancy Terminations Before 20 Weeks
Gestation on Birth Defect Rates; Cluster Investigation Reports;
Birth Defects Glossary; Recent Trends in Neural Tube Defects in
TX Birth Defects Risk Factor Series.

Comments: Statewide as of 1999 deliveries. Until 2000, the TX
[DOH also had the TX Neural Tube Defect Surveillance and
Intervention Project along the Texas border with Mexico (active
surveillance and research on neural tube defects for 14 counties).

Contacts

Mark A. Canfield Ph.D.

Manager, Birth Defects Epidemiology and Surveillance
Branch, Texas Department of State Health Services
1100 West 49th Street, T 707

Austin, TX 78756-3180

Phone: 512-458-T232 Fax: 512-458-7330

E-mail: mark.canfield@dshs.state.tx.us

Lisa K. Marengo-Robinson, MS

Epidemiologist, Birth Defects Epidemiology and Surveillance
Branch, Texas Department of State Health Services

110H) West 49th Street, T 704.11

Austin, TX 78756-3180

Phone: 512-458-7232 ext. 6657 Fax: 512-458-7330

E-mail: Lisa.Marengo(adshs.state.tx.us
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Utah

Ultah Birth Defect Network (UBDN)

Purpose: Surveillance, Research, Referral to Services, Referral to
Prevention/Intervention, education

Partner: Universitics, Hospitals, Environmental
Agencies/Organizations, Advocacy Groups

Program status: Currently collecting data

Start year: 1994

Earliest year of available data: 1994

Organizational location: University, Departiment of Health
Population covered annually: 50,000

Statewide: Yes

Current legistation or rule: Birth Defect Rule (R398-5)
Legislation year enacted: 1999

Case D itign

OQuicomes covered: 742.000 - 759.000

Pregnancy outcome: Live Births (All gestational ages and birth
weights), Fetal deaths - stillbirths, spontaneous abortions, ete. (20
weeks gestation and greater, Elective Termmations ( All gestational
ages)

Age: 2

Residence: Maternal residence in Utah at time of delivery

Surveillance Methods
Case ascersminment: Combination of active and passive case

ascertainment, Population-based; All medical records are reviewed
for all reported potential cases

Case finding/identification sources:

Vital Records: Binth certificates, Death certificates, Fetal death
certificates

Delivery hospitals: Disease index or discharge index, Discharge
summaries, Obstetrics logs (i.e., labor & delivery), Regular nursery
logs, ICU/NICU logs or charts, Postmortem/pathology logs,
Specialty outpatient clinics, Champions report live births delivered
at their respective hospitals

Pediatric & tertiary care kospitals: Discase index or discharge
index, Discharge summaries, ICU/NICU logs or charts,
Postmortem/pathology logs, Surgery logs. Specialty outpatient
climics

Other specialy facilities: Prenatal diagnostic facilities (ultrasound,
ete.), Cytogenetic laboratories, Genetic counseling/clinical genetics
faciliies

Other sources: Physician reports, lay midwives

Data sharing agreements with other states:

Case Ascertainment

Conditions warranting chart review in newborn period: Any chart
with a ICD9-CM code 740-759, Any chart with a selected list of
ICD9-CM codes outside 740-759, Any chart with selected defects
or medical conditions (e.g. abnormal facies, congenital heart
discase), Any birth certificate with a birth defect box checked, All
stillborn infants, All neonatal deaths, All infants in NICU or special
care nursery, All prenaial diagnosed or suspected cases. all fetal
deaths certificates, NICU reports, infant deaths are reviewed
Conditions warranting chart review beyond the newborn period:
Any infant with a codable defect

Coding: CDC coding system based on BPA

Data Collected

Infanyferus: ldentification information (name, address, date-of-
hirth, etc.), Demographic information (race/ethnicity, sex, etc.),
Birth measurements (weight, gestation, Apgars, etc.), Tests and
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procedures, [nfant complications, Birth defect diagnostic
information

Mother. Idenufication information (name, address, date-of-birth,
cie.), Demographic information (race/ethnicity, sex, ete.),
Gravidity/panity, Illnesses/conditions, Prenatal care, Prenatal
diagnostic information, Pregnancy/delivery complications,
Maternal nsk factors, Family history

Father: Identification information (name, address, date-of hirth.
etc.), Demographic information (race/ethnicity, sex, etc.),
Ilinesses/conditions, Family history

Data Collection Methods and Storage

Data Collection: Printed abstract/report filled out by staff, Printed
abstract/report submitted by other agencies (hospitals, etc.),
Electronic file/report submitted by other agencies (hospitals, etc.)
Database storage/management: Access

Data Analysis
Data analysis software: SPSS, SAS, Access, Epi2000, Stata 8

Quality assurance: Validity checks, Double-checking of assigned
codes, Companson/verification between multiple data sources,
Clinical review, Timeliness, Logical checks, Duplicate check in
tracking and surveillance module, Case record form checked for
completeness, Timeliness through system, Manual review of subset
of surveillance module case data compared to case record form.
Data use and analysis: Routine statistical monitoring, Baseline
rates, Rates by demographic and other variables, Time trends,
Epidemiclogic studies (using only program daa), Identification of
potential cases for other epidemiologic studies, Referral, Grant
proposals, Education/public awareness, Prevention projects, Oral
Facial Cleft Case-Control Study, UT Center for Birth Defects
Research and Prevention

System Integration
System links: Link to birth reconds

Funding
Funding source: MCH funds 80%, CDC grant 20%

Other

Web site: www.health.utah.gov/birthdefect

Surveillance reporss on file: 1994 NTD Surveillance report, 1994-
1996 registry report, Scientific Collaboration Protocol - Data
Sharing Agreement

Additional information on file: Newsletters, hrochure

Conracts
Miland Ned Palmer BS, RHIA

Surveillance Project Coordinator

Utah Birth Defect Network

44 North Medical Dr, PO Box 144697

Salt Lake City, UT 84114-4697

Phone: 801-257-0566 ext 218 Fax: 801-257-0572
E-mail: mpalmer@utah.gov

Marcia Lynn Feldkamp, PA, MSPH

Director, Utah Birth Defect Network

44 N Medical Drive, PO Box 144697

Salt Lake City, UT 841144697

Phone: 801-257-0566 ext 203 Fax: 801-257-0572
E-mail: mfeldkamp@utah.gov
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Vermont
Birth Information Network (BIN)

Purpase: Surveillance, Referral to Services

Partner. Local Health Departments, Universities, Hospitals. Early
Childhood Prevention Programs, Advocacy Groups, VT
Depariment of Banking, Insurance, Securities & Healthcare
Administration; VT Association of Hospitals and Health Systems.
Program status: Program has not started collecting data yet

Start year: 2006

Organizational location: Department of Health (Statistics)
Population covered annually: 6,500

Srarewide: Yes

Current legislation or rule: Act 32 (TITLE 18 VSA §5087)
Legislation year enacted: 2003

Case Definition

Outcomes covered: Major birth defeets and genctic diseases, very
low birthweight {less than 1500 grams)

Pregnancy outceme: Live Births (All gestational ages and birth
weights), Fetal deaths - stillbirths, spontaneous abortions, etc. (20
weeks gestation and greater)

Age: Up 1o one year after delivery

Residence: In and out ofstate births to state residents

Surveillance Methods

Case asceriginment: Passive case ascertainment

Fital Records: Birth certificates, Death certificates, Maiched
birth/death file, Fetal death certificates

Case finding/identification sources:

Ocher state based registries: Programs for children with special
needs, Newbom hearing screening program, Newborn metabolic
screening program

Delivery hospitals: Discharge summaries

Pediatric & tertiary care hospitals: Discharge summaries

Third party payers: Medicaid databases

LCase Ascertainment
Conditions warranting chart review in newborn period: Any chart

with selected procedure codes
Coding: ICD-9-CM

Data Collected
Infant/fetus: ldentification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, etc.),

Birth measurements (weight, gestation, Apgars, etc.), Birth defect
diagnostic information

Mother: 1dentification information {name, address, date-of-birth,
ete.), Demographic information (race/ethnicity, sex, etc.),
Gravidity/parity, Prenatal care, Prenatal diagnostic information,
Maiemal nsk factors

Father: ldentification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.)

Data Collecti ds and Sto

Data Collection: Electronic file/report submitted by other agencies
(hospitals, etc.)

Database storage/management: Access

Dara Analysis
Dara analysis software: SPSS, Access, Excel

Quality assurance: Comparison/verification between multiple data
sources, Data/hospital audits, Clinical review, Timeliness

Funding
Funding source: CDC grant 100%

Contacts

John Burley

Public Health Analyst IT1

Vermont Department of Health

P.O. Box 70, 108 Cherry Street
Burlington VT 05402

Phone: 802-863-7611 Fax: 802-865-7701
E-mail; jburley@vdh.state.vt.us

Peggy Brozicevic

Research & Statistics Chief

Vermont Department of Health

P.O. Box 70, 108 Cherry Street
Burlington, VT 05402

Phone: 802-863-7298 Fax: 802-865-7701
E-matl: pbrozic@vdh.state.vi.us
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Virginia
Virginia Congenital Anomalies Reporing And Education System (VACARES)

Purpose: Survelllance

Partner: Universities, Hospitals, Early Childhood Prevention
Programs

Program status: Currently collecting data

Start year: 1985

Earliest year of available data: 1987

Organizarional location: Department of Health (Pediatric
Screenings and Genetic Services. Div. of Child and Adolescent
Health)

Population covered annually: =100,000

Statewide: Yes

Current legislation or rule: Health Law 32.1-69.1,-69.1:1,-69.2
Legislation year enacted: 1985, amended 1986, 1988, 2006

Case Definition

Ouicomes covered: Major birth defects and genetic diseases
Pregnancy outcome: Live Births (All gestational ages and birth
weighis)

Age: below 24 months of age

Residence: In and out-ofstate births to state residents

Surveillance Methods

Case ascertainment: Passive case ascertainment, Population-based
Case finding/identification sources:

Vital Records: Birth certificates, Death certificates, Matched
birth/death file

Other state based registries: Newborn hearing screening program,
Newbormn biochemical screening program

Delivery haspitals: Discharge summaries, Medical records
abstracts codes from charts

Pediatric & tertiary care hospimls: Discharge summaries, Medical
records abstracts codes from chars

Orher specialty facilities: Genetic counseling/clinical genetics
facilities

Case Ascerminment

Conditions warranting chart review in newborn period: Any chart
with a ICD9-CM code 740-759, Any chart with a selected list of
ICD9-CM codes outside 740-759, Any chart with selected defects
or medical conditions (e.g. abnormal facies, congenital heart
disease), Any birth certificate with a birth defect box checked, All
neonatal deaths, chart review done by the coders in Health
Information Management

Conditions warranting chart review beyond the newborn period:
Any infant with a codable defect

Coding: ICD-9-CM. ICD-10 for death certificate

Data Collected

Infant/fetus: Identification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, etc.),
Birth defect diagnostic information

Maother: [dentification information {name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, ete.)
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Father: ldentification information (name, address, date-of-birth,
ete.), Demographic information (race/ethnicity, sex, etc.)

Data Collection Methods and Storage
Data Collection: Printed abstract/report submitted by other

agencies (hospitals, etc.), Electronic file/report submitted by other
agencies (hospitals, etc.)
Darabase storage/management: Oracle

Data Analysis
Data analysis software: SAS, Access

Quality assurance: Validity checks, Doublechecking of assigned
codes, Comparison/verification between multiple data sources,
Data‘hospital audits, Timeliness

Data use and analysis: Routine statistical monitoring, Baseline
raies, Rates by demographic and other variables, Needs assessment,
Service delivery, Referral, Grant proposals, Prevention projects

System Integration
System links: Link to other stale registrics/databases

System integration: The current system, Virginia Infant Screening
and Infant Tracking System (VISITS), is an integrated database for
VaCARES and the Virginia Newbomn Hearing Screening Program.

Funding
Funding source: MCH funds 70%, CDC grant 30%

Other

Web site: www .vahealth.org/genetics

Additional information on file: Oracle database

Comments: As of January 2005, hospitals are entering data directly
into the Virginia Infant Screeming and Infant Tracking Program
{VISITS), a web-based tracking and data management system.
Additional case ascertainment is currently underway in the three
contracted genetic centers.

Contacts

Sharon K. Williams, MS, RN

Virginia Genetics Program Manager
Virginia Department of Health

109 Governor Street, 8th Floor

Richmond, VA 23219

Phone: 804-864-7712 Fax: 804-864-7721
E-mail: Sharonk.Williams@vdh.virginia.gov

Nancy C. Ford, MPH, RN

Director, Pediatric Screening and Genetic Services
Virginia Department of Health

109 Govemnor Street, 8th Floor

Richmond, VA 23219

Phone: 804-864-7691 Fax: 804-864-7721

E-mail: nancy.ford@vdh.virginia.gov
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Washington
Washington Sate Birth Defects Surveillance System (BDSS)

Purpose: Surveillance, Referral to Services

Partner: Universities, Hospitals, Environmental
Agencies/Organizations

Program starus: Currently collecting data

Start year: 1986- Active and 1991- Passive

Earliest year of available data: 1987

Organizational lecation: Department of Health {(Matemal and
Child Health)

Population covered annually: 80,000

Statewide: Yes

Current legislation or rule: Notifiable Conditions: WAC 246-101
Legislation year enacted: 2000

Case Definition

Outcomes covered: From 1987 10 1991 (active surveillance), and
from 1991 to the 2000 (passive surveillance), the cases reportable
to the Birth Defects Registry included those with ICD-9-CM codes
740-759, selected primary cancers, selected metabolic conditions,
and FAS/FAE. Since the adoption of the Notifiable Conditions law
in 2000, conditions subject to mandatory reporting are neural tube
defects. orofacial clefis, limb deficiencies, abdominal wall defects,
hypospadias/epispadias and Down Syndrome. FAS/FAE, Cerebral
Palsy and Autism are designated as reportable with systems being
established to ascertain cases outside the hospital setting.
Pregnancy outcome: Live Births (All gestational ages and birth
weighis), Fetal deaths - stillbirths, spontaneous abortions, etc. (20
weeks gestation and greater)

Age: To age 4 years ustoncally, We are transitioning lo
asceriainment through 1 year of age for structural defects and to
age ten for FAS/FAE, Cercbral Palsy and Autism.

Residence: Resident births; Children bomn, diagnosed or treated in-
state

Surveillance Methods
Case ascertainment: Passive case ascertainment

Case finding/identification sources:

Other state based registries: Programs for children with special
needs

Delivery hospitals: Disease index or discharge index

Pediatric & tertiary care hospitals: Discasc index or discharge
index

Other sources: University-based FAS/FAE and Autism specialty
centers

Lase Ascertainment
Coding: ICD-9-CM, ICD-9-CM, FAS/FAE coding scheme will be

utilized in data collection and case description for FAS/FAE cases

Data ted

Infant/fetus: ldentification information (name, address, date-of-
birth, etc.), Demographic mformation (race/ethnicity, sex, ete.),
Birth defect diagnostic information

Mother: Identification information (name, address, date-of-birth,
etc.)

Farher: ldentfication info (name, address, date-of-birth, etc.)

Data Collection Methods and Stora

Data Collection: Printed abstract/report submitted by other
agencies (hospitals, ete.), Electronic file/report submitied by other
agencies (hospitals, etc.), Case finding Log listing of all data
elements required for each case are completed by Medical Records
staff, sometimes in conjunction with hospital Information Systems
stall. Several facilities submit print-outs from data query of
internal system of discharge data. Minimal use of diskette or other
forms of electronic data transfer. A web-based reporting system is
currently in development.

Database storage/management. Web-based SQL server

Data Analysis

Data analysis software: SAS, Access, Stata

Quality assurance: Validity checks, Re-abstraction of cases,
Comparison/verification between multiple data sources,
Data‘hospital audits, Timeliness

Data use and analysis: Routine statistical monitonng, Baseline
rates, Monitoring outbreaks and cluster investigation, Time trends,
Observed vs expected analyses, Service delivery, Education/public
awareness, Prevention projects

m_[nt jon
System links: Link case finding data to final birth file, Link to
environmental databases, CSHCN program participant file
System integration: Member of the Environmental Health Tracking
Grant project.

Funding
Funding source: General state funds 40%, MCH funds 60%

Other

Surveillance reports on file: Brighter Futures report available for
1987-1988 data;

Available by June 2006 Washington State Birth Defects
Surveillance System: Status Report 1995 -- 2004

crs
Riley Peters PhD
Manager, MCH Assessment
Washington Dept. of Health; Maternal and Child Health
P.O. Box 47835
Olympia, WA 98504-7835
Phone: 360-236-3553 Fax: 360-236-2323
E-mail: riley.peters@doh.wa.gov

Civillia Winslow Hill, BA, RHIA
Washington Dept of Health

Maternal and Child Health; CSHCN

P.O. Box 47880

Olympia, WA 98504-7880

Phone: 360-236-3518 Fax: 360-586-7868
E-mail: civillia.lill@doh.wa.gov

Birth Defects Research (Part A) 76:837-893 (2006)



890

STATE BIRTH DEFECTS SURVEILLANCE PROGRAM DIRECTORY

West Virginia
Congenital Abnormalities Registry, Education And Surveillance System (CARESS)

Purpose: Surveillance, Research, Referral to Services, Referral to
Prevention/Intervention

Partner: Universities, Hospitals, Early Childhood Prevention
Programs, Advocacy Groups

Pragram status: Currently collecting data

Start year: 1989

Earliest year of available data: 1989

Organizational location: Department of Health
(Epidemiology/Environment), Department of Health (Vital
Statistics), Department of Health (Maternal and Child Health)
Papulation covered annunally: 21 000

Statewide: Yes

Current legislation or rule: State Statute Section 16-5-12a
Legislation year enacted: 1991

Legislation updated: 2002

Case Definition
Outcomes covered: Congenital anomalics of 1CD-9 codes 740-759,

760, 764, 765, M6

Pregnancy outcome: Live Births (All gestational ages and birth
weights), Fetal deaths - stillbirths, spontaneous abortions, etc. (20
weeks gestation and greater), Elective Terminations (20 weeks
gestation and greater)

Age: 0-6 years

Residence: In and out of state births to state residents

Surveillance Methods

Case ascertainment: Passive case ascertainment, Monthly reponts
sent from all state birthing facilities

Vital Records: Birth certificates, Death certificates, Matched
birth/death file, Fetal death certificates, Elective termination
certificates

Other state based registries: Programs for children with special
needs, Newborn hearing screening program, Newborn metabolic
screening program, Development Disabilities Surveillance, Cancer
registry, AIDS/HIV registry, SIDS

Delivery hospitals: Disease index or discharge index, Discharge
summaries, Obstetrics logs (1.e., labor & delivery), Regular nursery
logs, ICU/NICU logs or charts

Pediatric & tertiary care hospiwmls: Discharge summaries,
Specialty outpatient clinics. physicians complete birth defect
reporting forms for those diagnosed after delivery

Orher specialty facilities: Genetic counseling/clinical genetics
facilities

Other sources: Physician reports, pediatric referrals of children
diagnosed after delivery and discharge

Case Ascertainment

Conditions warranting chart review in newborn period: Any chart
with a ICDY9-CM code 740-759, Any chart with a selected list of
ICDY9-CM codes outside 740-759, Any chart with selected
procedure codes, Any chart with selected defects or medical
conditions (¢.g. abnormal facies, congenital hean disease), Any
birth certificate with a birth defect box checked, Infants with low
birth weight or low gestation (less than 2500 grams or less than 37
weeks), All stillborn infants, All neonatal deaths, All elective
abortions, All infants with low APGAR scores, All infants in NICU
or special care nursery, All prenatal diagnosed or suspected cases
Conditions warranting chari review beyond the newborn period:
Facial dysmorphism or abnormal facies, Failure to thrive,
Development delay, CNS condition (e.g. seizure), GI condition
{e.g. recurrent blockage), GU condition (e.g. recurrent infections),
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Cardiovascular condition, All infant deaths (excluding
prematurity), Childhood deaths between 1 and 6, Ocular conditions,
Auditory/hearing conditions. Any infant with a codable defect
Coding: ICD-9-CM, ICD-10-CM

Data Collected

Infani/fetus: ldentification information (name, address, date-of-
birth, etc.), Demographic information (race/ethnicity, sex, elc.),
Birth measurements (weight, gestation, Apgars, etc.), Tests and
procedures, Infant complications, Birth defect diagnostic info
Maother: Identification information (name, address, date-of-birth,
elc.), Demographic information (race/ethnicity, sex, etc.),
Gravidity/parity, [llnesses/conditions, Prenatal care, Prenatal
diagnostic information, Pregnancy/delivery complications,
Maternal risk factors, Family history

Father: ldentification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, ete.),
Ilnesses/conditions, Family history

Data Collection Methods and Storage
Data Collection: Printed abstract/report filled out by staff, Printed

abstract/report submitted by other agencies (hospitals, etc.),
Electronic file/report fitled out by staff at facility (laptop, web-
based, etc.), Electronic file/report submitted by other agencies
(hospitals, etc.)}

Database storage/management: Access, Mainframe

Data Analysis
Data analysis software: Access

Quality assurance: Validity checks, Comparison/verification
between multiple data sources, Timeliness

Data use and analysis: Routine statistical monitoring, Baseline
rates, Rates by demographic and other variables, Time trends,
Observed vs expected analyses, Epidemiologic studies (using only
program data), Needs assessment, Referral, Grant proposals,
Education/public awareness, Prevention projects

Syste I ion

System links: Link to other state registries/databases, Plans are
underway to link several programs housed in the Office of
Maternal, Child and Family Health.

Funding
Funding source: Title V Block Grant funds 100%

Other
Web site: www.wvdhhr.org

Contacts

Kathryn G. Cummons M.S.W.
Director, OMCFH

350 Capitol St.

Charleston, WY 25301

Phone: 304-558-T171 Fax: 304-558-3510
E-mail: kathycummons@wvdhhr.org

Melissa A. Baker, MA

Epidemiologist, OMCFH

350 Capitol St.

Charleston WV 25301

Phone: 304-558-7247 Fax: 304-558-3510
E-mail: melissabaker@wvdhhr.org
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Wisconsin
Wisconsin Birth Defects Registry (WBDR)

Purpose: Surveillance, Research, Referral to Services
Parener: Local Health Depariments, Universitics, Hospitals, Early
Childhood Prevention Programs, Advocacy Groups
Program status: Currently collecting data

Start year: 2004

Earliest year of available dara: 2004

Organizational location: Department of Health and Family
Services (CYSHCN)

Population covered annually: ~70,000

Starewide: Yes

Current legislation or rule: Statute 253.12

Rules: HES 116--Took effect Apnil 1, 2003

Legislation year enacted: 2000

Case Definition

Outcomes covered: Structural malformations, deformations,
disruptions, or dysplasias; genetic, inherited, or biochemical
diseases.

Pregnancy outcome: Live Births (All gestational ages and birth
weights), Fetal deaths - stillbirths, spontaneous abortions, etc. (20
weeks gestation and greater)

Age: birth to 2 years

Residence: Statute mandates reporting of birth defects diagnosed or
treated in Wisconsin regardless of residence status

Surveillance Methods

Case ascertainment. Passive case ascertainment, Population-based
Case finding/identification sources:

Fital Records: Birth certificates, Death centificates, Matched
birth/death file. Fetal death certificates

Other state based registries: Newhorn hearing screening program,
Newbom metabolic screening program

Delivery hospitals: Case reports from nursery managers

Pediarric & tertiary care hospitals: Case reports from pediatric
specialty climcs

Midwifery facilities: Midwifery facilities

Third party payers: Medicaid databases

Other specialty facilities: Genetic counseling/clinical genetics
facilities

Other sources: Physician reports, Hospital discharge data through 2
yrs of age

Case Ascertainment
Coding: 1CD-9-CM

Data Collected

Infant/fetus: Identification information (name, address, date-of-
birth, ete.), Demographic information (race/cthnicity, sex, etc.),
Birth measurements (weight, gestation, Apgars, etc.), Birth defect
diagnostic information

Mather: 1dentification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, etc.)

Father: Identification information (name, address, date-of-birth,
ete.), Demographic information (race/ethnicity, sex, eic.)

Data Collection Methods and Storage

Data Collection: Printed abstract/report submitied by other
agencies (hospitals, etc.), Electronic file/report filled out by staff at
facility (laptop, web-based, etc.), Electronic file/report submitted
by other agencies (hospitals, etc.)

Database storage/management. Oracle

Data Analysis
Data analysis sofrware: SAS

Quality assurance: Validity checks, Companson/verification
between multiple data sources

Dara use and analysis: Baseline rates, Rates by demographic and
other variables, Monitoring outbreaks and cluster investigation,
Time trends, Caplure-recapture analyses, Observed vs expected
analyses, Epidemiologic studies (using only program data),
Identification of potential cases for other epidemiologic studies,
Needs assessment, Service delivery, Referral, Grant proposals,
Education/public awareness, Prevention projects, NOTE: ltems
checked above are the ones lkely to be used.

System Integration
System links: Would like to link to birth records, the Newborn

Screening Program and the Newborn Hearing Screening Program
in the future.

Funding
Funding source: General state funds 50%, MCH funds 50%

Other

Web site: htips://wbdr.han.wisc.edu

Surveillance reporss on file: Birth and Developmental Outcome
Monitonng Program 1990-91,Birth and Developmental Cutcome
Monitoring Program 199(-94

Comments: The new program requires complete specification
through an Advisory Council and Admmistrative Rule. The
Council meets quarterly. Admimstrative rules took effect April 1,
2003,

Contacts

Elizabeth Oftedahl, MPH

CSHCN Epidemiologist, Division of Public Health,
Department of Health and Family Services

1 West Wilson, PO Box 2659

Madison, W1 53701

Phone: 608-261-9304 Fax: 608-267-3824

E-mail: OftedEJ@ dhfs.state.wi.us

Peggy Helm-Quest, MSEd, MHA, CHES
CSHCN Supervisor, Division of Public Health,
Department of Health and Family Services

1 West Wilson, PO Box 2659

Madison, W1 53701

Phone: 608-267-2945 Fax: 608-267-3824
E-mail: helmgp@dhfsstate.wi.us
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Wyoming
Program status: Interested in developing a surveillance program

Contacts

Dorothy Ailes RN, MSN, PNP
Community and Family Health Division,
WY Department of Health

4020 House Avenue

Cheyenne, WY 82002

Phone: 307-777-5413 Fax: 307-777-7215
E-mail: dailes(@state.wy.us

Birth Defects Research (Part A) 76:837-893 (2006)
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US Department of Defense
United States Department Of Defense (DoD) Birth And Infant Health Regisiry

Purpose: Surveillance, Research

Partner: Universities, Hospitals, CDC

Program status: Currently collecting data

Start year: 1998

Earliest year of available data: 1998

Organizational locarion: DoD Center for Deployment Health
Research, Naval Health Research Center, San Diego, CA
Population covered annually: Approx 95,000 per year
Statewide: No, National/Worldwide; DoD beneficiaries, includes
all uniformed services personnel who are eligible for health care
benefits

Current legislation or rule: Assistant Secretary of Defense, Health
Affairs Policy Memorandum

Legislation year enacted: 1998

Case Definition

Outcomes covered: Birth defecis included in the case definition of
the National Birth Defects Prevention Network

Pregnancy outcome: Live Births (All gestational ages and birth
weights)

Age: Birth to | year

Residence: Worldwide: any birth 1o a US military bencficiary

Surveillance Methods

Case ascerssinment: Combination of active and passive case
ascertainment. Population-based; electronic diagnostic codes from
all inpatient and outpatient healthcare encounters of US military
beneficianes

Case finding/identification sources:

Delivery hospitals: Disease index or discharge index, Discharge
summaries, Specialty outpatient clinics, all inpatient and oupatient
encounters are captured in standardized DoD data

Pediatric & tertiary care hospitals: Disease index or discharge
index, Discharge summaries, Specialty outpatient clinics, All
mpatient and outpatient encounters are captured in standardized
DoD data

Third party payers: All inpatient and outpatient encounters are
captured n standardized DoD data

Orher sources: Validation of standardized electronic data
performed by active case ascertainment and chart review of a
random sample of births from both military and civilian facilities

Case Ascertainment

Conditions warranting chart review in newborn period: Any chart
with a ICD9-CM code 740-759, Any chart with a selected list of
ICD9-CM codes outside 740-759, Validation of standardized
electronic data performed by active case ascertainment and chan
review of a random sample of births from both military and civilian
healthcare facilities

Conditions warranting chart review beyond the newborn period.
Any infant with a codable defect

Coding: ICD-9-CM

Data Collected
Infant/ferns: Identfication information (name, address, date-of-
birth, etc.), Demographic information (race/ethmicity, sex, etc.).

Tests and procedures, Infant complications, Birth defect diagnostic
information

Mothker; Identification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity. sex, etc.),
IInesses/conditions, Prenatal diagnostic mformation,
Pregnancy/delivery complications

Father: ldentification information (name, address, date-of-birth,
etc.), Demographic information (race/ethnicity, sex, ete.),
Illnesses/conditions

Data Collection Methods and Storage

Data Collection: Electronic file/report submitted by other agencies
(hospitals, etc.)

Darabase storage/management: Access, SAS

Data Analysis

Data analysis software: SAS

Quality assurance: Validity checks, Re-abstraction of cases,
Doublechecking of assigned codes, Comparison/verification
between multiple data sources, Clinical review

Data use and analysis: Routine statistical monitoring, Baseline
rates, Rates by demographic and other variables, Time trends,
Observed vs expected analyses, Epidemiologic studies (using only
program data), [dentification of potential cases for other
epidemiologic studics, Grant proposals, Prevention projects

System Integration
System links: DoD databases

System integration: DoD databases

Funding
Funding sonrce: Other federal funding (non-CDC) 100%

Other

Web site:

hitp:/Awww.nhre.navy.mil/rsch/code2 S/projects/birthdefects.htm
Surveillance reports on file: DoD/Health Affairs policy
memorandum; annual reports

Contacts

Margaret Ryan, MD, MPH

Director, DoD Birth and Infant Health Registry
DoD Center for Deployment Health Research,
Code 25, Naval Health Research Center

P.O. Box 85122

San Diego, CA 92186-5122

Phone: 619-553-8097 Fax: 619-553-7601
E-mail: ryani@nhre.navy.mil

DaoD Birth and Infant Health Registry
NHRC, PO Box 85122

San Diego, CA 92186-5122

Phone: 619-553-9255 Fax: 619-553-7601
E-mail: birthregistry@nhrc.navy.mil
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