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IRCID 

• Established in 1983 as Iowa Birth 
Defects Registry by: 
Iowa Department of  Human Services 
Iowa Department of  Public Health (IDPH) 
The University of  Iowa (UI) 
 

• Instituted surveillance by change in state code that 
made birth defects reportable conditions in Iowa 
 

• Program of  IDPH chartered to UI College of  Public 
Health  



Legislation – Chapter 136A 

• 136A.1 PURPOSE 
 

• …. initiate, conduct, and supervise screening and 
health care programs in order to detect and 
predict congenital or inherited disorders 
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Legislation – Chapter 136A 

• 136A.2 DEFINITIONS 
 

• "Congenital disorder" means an abnormality 
existing prior to or at birth, including a stillbirth, 
that adversely affects the health and development 
of  a fetus, newborn, child, or adult, including a 
structural malformation or a genetic, 
chromosomal, inherited, or biochemical disorder.  

 
 
 

 
 
 



Birth Defect 

• A major birth defect is an abnormality of  organ 
structure or function, including metabolism, 
present at birth that results in physical disability, 
mental disability, or death 

 

• A minor birth defect is an abnormality that results 
in medically insignificant departure from normal 
development  



Legislation – Chapter 136A 

• 136A.3 ESTABLISHMENT OF CENTER FOR 
CONGENITAL AND INHERITED DISORDERS -- 
DUTIES 
 

• Perform surveillance and monitoring of  congenital 
and inherited disorders to determine the 
occurrence and trends of  the disorders, to 
conduct thorough and complete epidemiological 
surveys, to assist in the planning for and provision 
of  services to children with congenital and 
inherited disorders and their families, and to 
identify environmental and genetic risk factors for 
congenital and inherited disorders. 
 

 
 
 



Legislation – Chapter 136A 

• 136A.6 CENTRAL REGISTRY 
 

• The center for congenital and inherited disorders 
shall maintain a central registry, or shall establish an 
agreement with a designated contractor to maintain 
a central registry, to compile, evaluate, retain, and 
disseminate information on the occurrence, 
prevalence, causes, treatment, and prevention of  
congenital disorders.  Congenital disorders shall be 
considered reportable conditions in accordance with 
rules adopted by the department and shall be 
abstracted and maintained by the registry. 
 

 
 
 



Iowa Department of Public Health 

Center for Congenital and 
 Inherited Disorders 

Regional  
Genetics 

Consultation 
Service 

Neuromuscular 
and Related 
Disorders 
Program 

Iowa Neonatal 
Metabolic 
Screening 
Program 

Expanded 
MSAFP 

Screening 
Program 

Iowa Registry 
 for Congenital and  
Inherited Disorders 

 IRCID 



Regulations – Chapter 4 IAC 

• 4.7(3) IRCID activities 
 

• a. The center shall establish an agreement with the 
University of  Iowa to implement the activities of  the 
IRCID. 
 

• b. The IRCID shall use birth defects, neuromuscular 
disorders, metabolic disorders, and stillbirth coding 
schemes developed by the Centers for Disease 
Control and Prevention (CDC). 



Regulations – Chapter 4 IAC 
• 641—4.7(136A) Iowa registry for congenital and 

inherited disorders (IRCID) 
 

• This program provides active statewide surveillance 
for …. birth defects, neuromuscular disorders, 
metabolic disorders, and all stillbirths. The program 
also may conduct active statewide surveillance of  
live births without a reportable congenital or 
inherited disorder to serve as controls for 
epidemiological surveys. Surveillance activities for 
specific congenital and inherited disorders will be 
conducted for the period of  time that adequate 
financial support is available. 



http://www.ihaonline.org/cah/cahmap.PDF 
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Regulations – Chapter 4 IAC 

• 4.7(3) IRCID activities 
 

• c. The IRCID staff  shall review hospital records, 
clinical charts, physician’s records, vital records, 
prenatal records, and fetal death evaluation 
protocols pursuant to 641—1.3(139A), information 
from the INMSP, RGCS, NMP, and the IMPSP, and any 
other information that the IRCID deems necessary 
and appropriate for congenital and inherited 
disorders surveillance. 



Surveillance Mission 
   Identify 

 
 
 

   Classify 



Birth Defect Surveillance 

• Vital Records (Poor) 
– Use of  birth and fetal death certificates provided by 

state department of  health 
 

• Passive Surveillance (Fair-Good) 
– Use of  medical reports submitted by staff  from 

hospitals, clinics, or other facilities 
 

• Active Surveillance (Best) 
– Use of  trained personnel who systematically review 

records in hospitals, clinics, and other facilities 



Source: Centers for Disease Control and Prevention (CDC) 

BD Surveillance – United States  

Vital Records 
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Iowa Birth Defects 
Ascertainment 

• A record review of  9,080 infants 
identified by the Registry’s active 
surveillance system showed that 
vital records would have 
identified only 1,644 or 18% of  
these infants.  Therefore, for 
these years, if  the Registry relied 
on vital records only for birth 
defect surveillance, on average, 
four out of  every five infants 
diagnosed with a birth defect 
would not have been identified. 

Birth Defect Reports 1998-2002

Active 
Surveillance
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Expand Surveillance Mission 

 

NBS 
 



Research  
Conduct research to 
identify genetic and 
environmental risk 

factors for birth 
defects 

Education 
Promote and 

evaluate education 
activities for the 

prevention of  
birth defects 

Outreach 
Provide outreach to 

appropriate 
clinical, 

educational and 
social services 

 



Iowa Descriptive Study 



In-Vitro Fertilization 



Multistate Multiregistry Study 



Multistate Research Studies 

 



Maternal Exposures 



Medications 

Photos: secondscount.com; snipview.com; thehill.com 







Awards 
 
 
 

 
 
 
 

 
 

• Assigned letter grade to 
birth defect programs  
 

• Grade reflected 
program’s ability to 
conduct surveillance, 
research, and prevention 
activities 

A 
State 

Leadership 
Award 



Source: Centers for Disease Control and Prevention (CDC) 

BD Surveillance – United States  
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Funding for “A” Registries  
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Funding Timeline FY1983-2000 



Coalition-Building 



Birth Certificate Fee Increase 

 
• Four-year effort headed by MOD with assistance 

from IDPH and UI 
 

• Obtain increased and sustained funding for Registry 
 

• In 2003 and 2004, legislation passed and revised to 
add fee increase on birth certificates  



Funding Timeline FY2001-2015 
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Revenue vs. Grant Funding 
FY2003-2015 
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