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Mission
To develop and implement a 

birth surveillance registry 
that promotes early and 
accurate identification of 
children with birth anomalies 
and other disabling 
conditions and facilitates 
prevention, planning and 
service delivery in the 
Commonwealth of 
Kentucky.



Legislation

• KRS 211.655-670 passed in 1992 
establishing the birth surveillance registry
– Provide information on the incidence, prevalence, 

and trends of birth defects.
– Provide information about possible causes.
– Facilitate preventive strategies to reduce these 

conditions and secondary complications.
– Establish a program to link affected children and 

families to services.   



Legislation
• Mandates hospital 

reporting for selected 
genetic and disabling 
conditions.   

• Allows medical
record review



KBSR Reportable Codes

All Congenital Anomalies  740 –759
Examples:
Neural tube defects 740-742.0
Cleft lip and palate 749
Gastroschisis/Omphalocele 756.79
Chromosome Disorders 758

Metabolic/Storage Disorders 270-279*
*Excluding codes 274, 276, 278

Dwarfism, 259.4
Not Elsewhere Classified

Hereditary Hemolytic Anemia 282

Neurologic Disorders of Brain
and Cord 334

Cerebral Palsy 343 
Teratogen (noxious influences) 760.7
Fetal Alcohol Syndrome 760.71
Narcotics 760.72
Hallucinogenic Agents 760.73
Cocaine 760.75
Small for Gestational Age 764
Infant of Diabetic Mother 775
Failure to Thrive 783.4



KBSR Database

• Collect congenital anomaly codes and 
disabling conditions

• Birth to five years
• Sources 

– Hospital inpatient discharge (UB-92) 
– Vital Statistics (live births, stillbirths, deaths)
– Genetic Clinics
– Voluntary outpatient reporting
– Laboratory (cytogenetics) reporting



Inpatient Hospital Data
• Hospital Inpatient Discharge Data (UB92)

– 2000- Data collection began. 
– Birthing hospitals sent individual files of data in 

excel for 1998 to 2000.  
– 8,000 records annually
– Now Hospital Association

submits electronic 
file quarterly.



Vital Statistics 

• Vital Statistics Data
– Live Birth, Death and stillbirth
– Received data after year “closed”
– Electronic files received twice per year.
– Now Monthly
– 600 to 700 annually records.



KBSR Sources

• Voluntary Outpatient Reporting
– 2004-Legislation to allow voluntary reporting. 
– Minimal records reported.

• Laboratory (Cytogenics) Reporting
– Mandated Laboratory reporting by cytogentics

labs.
– Challenge to match prenatal to information. 

Laboratory (cytogenetics) reporting 75 to 150 per year
Genetics Clinics-report quarterly



First Generation KBSR Database
• Contracted programmer
• Access database
• Select elements from vital statistic 

records 
• Linked to hospital discharge. 
• Synchronize 



Linkage
• All data tied to “person”
• John Henry Software-DataLever
• Import vital statistic records.
• Currently 92,849 individuals with 95% 

linked to vital statistic birth records
• Linked to hospital discharge. 

– First and Last Name
– DOB
– Sex



Structure

Person

UB92 Data Vital Birth Death Data

Diagnosis Codes Birth File Codes Death Codes



Lessons Learned
• Software Choices Utilized
• Real-time linkage difficult.
• Communication with Programmer 

Essential.
• Hospital Association streamlined 

reporting.



Challenges

• 2004 Birth 
Certificate file format 
changed.

• Required database 
redesign to include 
new fields

• Input on Birth 
certificate change.



KBSR Second Generation
• LinkPlus software utilized for probable 

matching. Still requires manual review.
• All VS data elements imported. 
• One common Person ID.
• Retain original data from sources. 
• Communication with Programmer 

Essential.
• Date and Time Stamp for 

synchronization



KBSR Second Generation
• Quarterly Submission of NTDs to CDC
• Folic Acid Counseling and Supplementation 

Program
• National Birth Defects Prevention Network

• 29 conditions, 1998 - 2007
• Down Syndrome Association
• Environmental Quality Commission
• WHO Collaborative Craniofacial Study
• Research
• Referral to Services



Person Screen



Vital Birth 



Vital Death 

Dora



Still birth

Dora 
Explorer

Dora’s 
Mother

Dora’s 
Father

123 Street



Admission Data
• Software Choices Utilized
• Real time linkage
• Communication with Programmer



Master Diagnosis
• Software Choices Utilized
• Real time linkage
• Communication with Programmer



Reporting



Reporting Output



Moving to Web-based system KBSR 
Third Generation



















Web-based Start
• Potential for improved timeliness
• Sustainability
• Reduction in transcriptional errors
• Less clerical staff needed



Child Info
• Potential for improved timeliness
• Sustainability
• Reduction in transcriptional errors
• Less clerical staff needed



Child/Parent
• Potential for improved timeliness
• Sustainability
• Reduction in transcriptional errors
• Less clerical staff needed



Admission Data
• Potential for improved timeliness
• Sustainability
• Reduction in transcriptional errors
• Less clerical staff needed



Abstracted Diagnoses
• Potential for improved timeliness
• Sustainability
• Reduction in transcriptional errors
• Less clerical staff needed



Letter Creation
• Potential for improved timeliness
• Sustainability
• Reduction in transcriptional errors
• Less clerical staff needed



Benefits...
• Potential for improved timeliness
• Sustainability
• Reduction in transcriptional errors
• Less clerical staff needed
• Linkage real time.
• Business Objects-Vital queries. 



Challenges

• Web-based 
connectivity in rural 
areas. 

• Linking Hospital 
discharge data. 

• Remote access to 
hospital records.



Lessons Learned

• Complicated process.
• Software licenses can be expensive.
• Data always changing.
• Currently still the only consecutively linked 

system in MCH. 
• Work with Vital statistics-MRN#





Primary Goal

• Provide HIE Connectivity
to as many providers as possible
over the next two years with little or 
no startup cost to the providers



Participation Agreements
Hospitals/Physicians by County

135 Signed PA’s
Updated 02/10/2012
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Other Participation Agreements:
•Kentucky Immunization Registry
•Kentucky Cancer Registry
•Kentucky State Laboratory
•Cumberland Medical Lab
•Labcorp



LIVE Connections
Hospitals/Physicians/Labs by County

Updated 02/10/2012
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Others:
•Kentucky Immunization Registry
•State Lab (Microbiology)
•Grundy, VA



KHIE A Value Added Proposition

• Impacting the Healthcare of Kentuckians

• Use of Policy Levers
• Medicaid Claims Data

• KHIE was seeded with two years worth /now three years

• State Laboratory Results
• Microbiology LIVE since July 2011
• Newborn screenings in TEST – projected LIVE Q 2 2012

• Kentucky Immunization Registry
• KHIE offers a LIVE interface for providers to report vaccinations and populate the 

immunization registry

• Managed Care Organizations
• Medicaid requires providers to connect to KHIE

• Access provided to Case Managers for comprehensive case management/improved 
continuity of care



What’s Possible? 
With a Connected Community 

Community
Pharmacy

Imaging
Center

Loosely Affiliated 
Physicians

Hospitals

Patients

Tightly Aligned 
Physicians

Better Coordination
Safer Care
More Cost-Effective Care

Owned Practices/
Clinics

Reference  
Lab

Non-affiliated 
Practices



Contacts
Sandy Fawbush
sandy.fawbush@ky.gov


