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MISSOURI 
Birth Defects Surveillance System 

 
State Statute/Rule Language Specific to Surveillance System Data Sharing Research Authority Consent 

Required? 

Dissent 

Allowed? 

MO NO 

STATUTE 

OR RULE 
FOUND 

From: MO Dept of Health & Senior Services website,, 2012 : 

 

The Department of Health and Senior Services (DHSS) maintains a birth defects registry for 
Missouri resident live births based on linkage of defects reported on birth certificates, death 

certificates, hospital patient abstracts, enrollment data for state programs to assist affected 

families, such as the Hope program (formerly Children with Special Health Care Needs); and 
screening data such as the newborn hearing screening data set. Cases include defects 

diagnosed and reported through the first year of life. 

The registry includes data for all births in the state, but is not complete for some counties in 
which a substantial proportion of residents use out-of-state hospitals. While birth and death 

certificates are available for Missouri residents using out-of-state hospitals, DHSS has limited 

access to patient abstract data from these hospitals. 
Births since 1980 are included in the data set. Because of changes in access to data sets, and 

changes in data items included in each component data source, there are inconsistencies over 

time. For most investigations, DHSS prefers to limit studies to births since 1993. 
The data for a calendar year of births are generally available 20 months after the close of the 

year. The delay is necessary because cases are ascertained through the first year of life. 

Birth defect registry data are used to monitor the health status of Missourians, particularly in 
areas potentially affected by environmental contamination. The data are also used to assist 

public health and educational officials in the development and conduct of programs to assist 
affected families, and to assist families in gaining access to state services. 

http://health.mo.gov/data/birthdefectsregistry/ 

 
From: Missouri Birth Defects 1996-2000”  MO Dept. of Health and Senior Services, August 

2003:  

 
“The Missouri Department of Health and Senior Services (DHSS) established the birth defects 

registry to monitor the incidence of birth defects among Missouri infants, to provide data for 

epidemiological studies, surveillance for potential effects of environmental contamination, 
and to support and evaluate state programs serving ill and disabled children.  Data are 

available for births since 1980, but improvements in the data set make data for births since 

1993 much more complete than data for earlier years (Appendix A). In 1998, DHSS was 
awarded a cooperative agreement with the Centers for Disease Control and Prevention (CDC), 

which enabled DHSS to improve the timeliness of its data and to use registry data to improve 

access to state-provided services.  

See “Research 

Authorized” 

From: 

“Microcephaly: An 

epidemiologic 
analysis”, AJOG, 

June 2003: 

 
In 2003, the results of 

a study on 

microcephaly were 
reported to the 69th 

Annual meeting of 

the Central 
Association of 

Obstetricians and 

Gynecologists. The 
study used the 

Missouri Birth 

Defects Registry to 
“identify 360 

microcephaly cases 
and 3600 control 

cases during 1993 

through 1999”  

NO NO 
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Data presented in this report are for live born Missouri residents. Defects must be diagnosed 

in the first year of life in order to be included in the registry.  The registry is a data collection 
effort in which data available from a number of sources are merged.  Data sources currently 

available are birth certificates, infant death certificates, newborn patient abstracts, pediatric 

patient inpatient and outpatient abstracts, the DHSS data base for children enrolled in 
programs such as Children with Special Health Care Needs, and the Department of Mental 

Health First Steps (early intervention) data base.  Defects reported in each component are 

linked to the birth certificate to avoid duplication.  The birth certificate also provides 
important demographic data not available in most of the individual components and provides 

a basis for producing rates and comparing attributes of infants with and without birth defects.  

  
The Missouri birth defects registry is a passive data collection system; case finding is limited 

to reports provided to DHSS from the sources listed above, and verification of reported 

defects is not undertaken.  It is probable that some Missouri infants have birth defects 
diagnosed in the first year of life that are not reported on any of the data components and are 

not, therefore, included in the registry;”  

 
From: Southern Legislative Conference Question of the Month, Feb 2007: 

The Registry is funded: [federal] MCH Funds – 37%,DService Fees – 54%,DPrivate 

Foundations – 9%  
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Cancer Surveillance System 

 
State Statute/Rule Language Specific to 

Surveillance System 

Data Sharing Research Authority Consent 

Required? 

MO STATUTE: 
M.R.S. 

Chapter 192 

 
RULE: 

19 CSR 70-

21.010  

Cancer information reporting 

system established--purpose -

-rulemaking authority.  
192.650. 1. The department of 
health and senior services shall 

establish and maintain a cancer 

information reporting system to 
collect data required for the 

receipt of federal grant funds 

pursuant to the Cancer 
Registries Amendment Act of 

1992 (42 U.S.C. 280e, et seq.), 

as amended. 
 

19 CSR 70-21.010 Reporting 

of Cancer Cases  
…(2) The administrator or 

designated representative of a 

reporting entity shall report 
every case of cancer—with the 

exception of non-
melanomatous skin cancers—to 

the director of the 

department… 
 

(3) All patients seen, diagnosed 

or treated for cancer for the first 
time by a physician or other 

health care provider on an 

inpatient or outpatient basis are 
to be reported. 

192.650. …2. The director of the department shall promulgate rules 
and regulations specifying the malignant neoplasms which shall be 

reported and accompanying information to be reported in each case. 

Such rules and regulations shall provide for collection of the 
following data: 

(1) For inpatient hospital settings, the data items collected by the 

department of health and senior services as of August 28, 1999, 

and additional data items required to be collected as a condition of 
federal funding for state cancer registries pursuant to the Cancer 

Registries Amendment Act of 1992 (42 U.S.C. 280e, et seq.), as 

amended; and 

(2) For outpatient hospital settings, physician offices, pathology 
laboratories, ambulatory surgical centers, residential care facilities 

and assisted living facilities, intermediate care facilities, skilled 

nursing facilities, and free- standing cancer clinics and treatment 
centers, the data items required to be collected as a condition of 

federal funding for state cancer registries pursuant to the Cancer 

Registries Amendment Act of 1992 (42 U.S.C. 280e, et seq.), as 
amended. Reports of malignant neoplasms, exclusive of 

nonmelanomatous cutaneous malignancies, shall be filed with the 

director within six months of the diagnosis or treatment. The 
department director shall prescribe the form and manner in which 

the information shall be reported… 

 

 

 

 

 

 

 

 

 

 

 

Confidentiality of reports--release of 

reports, requirements --publication, when--

exchange of data agreements with other 

registries permitted, when. 
192.655…3…The department shall provide 

qualified researchers with data from the 

reported information upon the researcher's 
compliance with appropriate conditions as 

provided by rule and upon payment of a fee to 

cover the cost of processing the data. 
 

19 CSR 70-21.010 Reporting of Cancer 

Cases …(4) The minimum data reported on 
each case shall include those data elements 

required by the Centers for Disease Control 

and Prevention (CEC) National Program of 
Cancer Registries (NPCR) and years of 

tobacco use… 

 
(7) A researcher requesting data must provide 

the department with a current curriculum vitae 
and publication list, indicate in precise detail 

the data which are desired, provide a copy of 

the research protocol describing the 
purposes(s) for which the data are to be used 

and a copy of their Institutional Review Board 

(IRB) approval. (A)…[T]he researcher must 
agree in writing to protect the confidentiality 

of the data and to use such data only for 

purposes stated in the written agreement and 
not for any secondary purpose.  

 

 
 

 

 
 

 

 

NO 
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Confidentiality of reports--release of reports, requirements --

publication, when--exchange of data agreements with other 

registries permitted, when. 
192.655…192.655. 1. The department of health and senior services 

shall protect the identity of the patient, physician, health care 
provider, hospital, pathology laboratory, ambulatory surgical center, 

residential care facilities or assisted living facilities, intermediate care 

facilities or skilled nursing facilities, and free-standing cancer clinic 
or treatment center which is involved in the reporting required by 

section 192.653, and such identity shall not be revealed except that 

the identity of the patient may be released only upon written consent 
of the patient, the identity of the physician or health care provider 

may be released only upon written consent of the physician or health 

care provider, and the identity of the hospital, pathology laboratory, 
ambulatory surgical center, residential care facilities or assisted living 

facilities, intermediate care facilities or skilled nursing facilities, or 

free-standing cancer clinic or treatment center may be released only 
upon written consent of the facility. … 

 

4. The department may enter into an exchange of data agreement with 
other cancer registries maintained by federal, state or local 

governmental entities. The provisions of subsection 1 of this section 

shall not apply to such an agreement if the agreement provides that 
the federal, state or local governmental cancer registry shall protect 

the identity… 

 

(B) No follow-back of any type shall be made 

to any individual, institution or agency without 
written authorization by the department. Any 

data released by a researcher shall be restricted 

to aggregate data and shall not identify any 
individual or institution. The department shall 

be given credit as the source of the data. A 

copy of the results of the research shall be 
furnished to the department. 
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Newborn Genetic Testing & Surveillance System 

 
State Statute/Rule Language Specific to Genetic Testing and 

Surveillance System 

Exemption Research Authority Consent 

Required? 

Dissent 

Allowed? 

MO STATUTE: 
M.R.S. Title 

XII, Chapter 

191 
 

RULE: 

Title 19, 
Division 25, 

 

Genetics program to be established by 

department--rules authorized--procedure. 
191.315. 1. The department is hereby designated as 

administrator of a comprehensive genetics program 
which will provide genetic diagnosis, counseling, 

treatment, education and research… 

 

Genetic diagnostic and counseling services to be 

established --outreach centers, duties--referral for 

abortion, procedure, requirements. 
191.320. The department may contract with tertiary 

genetic centers to … initiate and conduct 

investigations of the causes, mortality, methods of 
treatment, prevention and cure of genetic disorders 

and related birth defects. 

 

Powers and duties of department of health and 

senior services in prevention and treatment of 

genetic diseases and birth defects. 

191.323. The department may:…(4) Maintain a 

central registry to collect and store data to facilitate 
the compiling of statistical information on the causes, 

treatment, prevention and cure of genetic diseases. 

Identifying information shall remain confidential 
pursuant to the provisions of section 191.315. 

Information will be reported to the Missouri board of 

health and other health care agencies so that it may 
be used for the prevention and treatment of genetic 

diseases and birth defects;… 

 

 

 

 

 

 

 

 

 

 

191.331. 4. The provisions of this section shall 
not apply if the parents of such child object to 

the tests or examinations provided in this 

section on the grounds that such tests or 
examinations conflict with their religious 

tenets and practices. 

 
5. As provided in subsection 4 of this section, 

the parents of any child who fail to have such 

test or examination administered after notice of 
the requirement for such test or examination 

shall be required to document in writing such 

refusal. All physicians, certified nurse 
midwives, public health nurses and 

administrators of ambulatory surgical centers 

or hospitals shall provide to the parents or 
guardians a written packet of educational 

information developed and supplied by the 

department of health and senior services 
describing the type of specimen, how it is 

obtained, the nature of diseases being screened, 
and the consequences of treatment and non-

treatment. The attending physician, certified 

nurse midwife, public health facility, 
ambulatory surgical center or hospital shall 

obtain the written refusal and make such 

refusal part of the medical record of the infant. 
 

 

 
 

 

 
 

 

 
 

 

 

191.323. The department 
may:…(3) Conduct or support 

scientific research concerning the 

causes, mortality, methods of 
treatment, prevention and cure of 

genetic diseases which are 

considered to be of major 
importance to the problems of 

genetic disease and birth defects in 

Missouri, in cooperation with 
other public and private agencies, 

except as provided in section 

188.037, RSMo; 
 

191.331…. 9. The department 

shall have authority over the use, 
retention, and disposal of 

biological specimens and all 

related information collected in 
connection with newborn 

screening tests conducted under 
subsection 1 of this section. The 

use of such specimens and related 

information shall only be made for 
public health purposes and shall 

comply with all applicable 

provisions of federal law. The 
department may charge a 

reasonable fee for the use of such 

specimens for public health 
research and preparing and 

supplying specimens for research 

proposals approved by the 
department. 

 

 
 

 

 

NO YES 
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Infants to be tested for metabolic and genetic 

diseases--reports --exceptions--refusal to test--fee 

for screening test, department may impose by 

rule, use of fees--formula provided by department, 

when--assistance available, when. 
191.331. 1. Every infant who is born in this state 

shall be tested for phenylketonuria and such other 

metabolic or genetic diseases as are prescribed by the 
department. The test used by the department shall be 

dictated by accepted medical practice and such tests 

shall be of the types approved by the department. All 
newborn screening tests required by the department 

shall be performed by the department of health and 

senior services laboratories… 
 

2. All physicians, certified nurse midwives, public 

health nurses and administrators of ambulatory 
surgical centers or hospitals shall report to the 

department all diagnosed cases of phenylketonuria 

and other metabolic or genetic diseases as designated 
by the department. The department shall prescribe 

and furnish all necessary reporting forms… 

 

25-36.010 Testing for Metabolic and 

Disorders… (4) Parents who object to testing 
on religious grounds shall state those 

objections in writing. The written objection 

shall be filed with the attending physician, 
certified nurse midwife, public health facility, 

ambulatory surgical center or hospital. Upon 

receipt, the attending physician, certified nurse 
midwife, public health facility, ambulatory 

surgical center or hospital shall send a copy of 

the written objection to the Department of 
Health and Senior Services, Bureau of 

Genetics and Healthy Childhood, PO Box 570, 

Jefferson City, MO 65102-0570 
 

191.317 1. All testing results and personal 

information obtained from any individual, or 
from specimens from any individual, shall be 

held confidential and be considered a 

confidential medical record, except for such 
information as the individual, parent or 

guardian consents to be released; but the 

individual must first be fully informed of the 
scope of the information requests to be 

released, of the risks, benefits and purposes for 

such release, and of the identity of those to 
whom the information will be released. 

Statistical data compiled without reference to 

the identity of any individual shall not be 
declared confidential. Notwithstanding any 

other provision of law to the contrary the 

department may release the results of newborn 
screening tests to a child’s health care 

professional. 

 

 

 

191.317  2. The specimen shall be 

retained for five years after initial 
submission to the department. 

After five years, the specimen 

shall be destroyed. Unless 
otherwise directed under this 

section, a biological specimen 

may be released for purposes of 
anonymous scientific study…3. A 

biological specimen released for 

anonymous study under this 
section shall not contain 

information that may be used to 

determine the identity of the 
donor.  
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191.317.  …2 … At the time of collection, the 

parent or legal guardian of the child from 
whom a biological specimen was obtained may 

direct the department to:                                    

(1) Return a biological specimen that remains 
after all screening tests have been performed; 

(2) Destroy a biological specimen in a 

scientifically acceptable manner after all 
screening tests required under section 191.331 

or rule promulgated thereunder have been 

performed; or                                                      
(3) Store a biological specimen but not release 

the biological specimen for anonymous 

scientific study.  
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Vaccination Surveillance System 

 
State Statute/Rule Language Specific to Surveillance 

System 

Exemption Data Sharing Consent 

Required? 

Dissent 

Allowed? 

MO STATUTE: 
M.R.S. Title 

XII, Chapter 

192 
 

NO RULE 

FOUND 

Advisory committee on childhood 

immunization--members--public 

meetings, costs--appointment--

duties. 
192.630  

3. … The advisory committee shall:  

(1) Identify existing immunization 

record-keeping systems and their 
suitability for inclusion in a 

comprehensive monitoring system, 

computerized and linked to regional, 
state or federal systems;                     

(2) Determine how demographic and 

immunization data on all children 
under the age of five years shall be 

obtained and entered into the computer 

system and how it shall be kept up to 
date;                                                    

(3) Determine how the data collected 

on immunizations shall be analyzed 
and communicated to parents, health 

care providers, and public officials 
while maintaining the confidentially of 

patient records. 

From: 
Frequently Asked Questions, 

Missouri Department of Health 

and Senior Services: 
 

“The Missouri Department of 

Health and Senior Services 
maintains an immunization 

registry. Staff members who work 

with immunizations will gladly 
look up records for people with a 

need to know this information. 

However, participation in this 
system is voluntary. Most 

Missourians are not in the system, 

and most of the people in the 
system are young children.  

 

No agency or professional is 
required to keep these records, so 

it is always best to keep your own 
record in a safe place.”  

 

Accessed 12/17/08. 

19 CSR 20-28.010 Immunization Requirements for 

School Children… (3) The parent or guardian shall furnish 

the superintendent or designee satisfactory evidence of 

immunization or exemption from immunization. (A) 
Satisfactory evidence of immunization means a statement, 

certificate, or record form a physician or his or her 

designee, other recognized health facility, immunization 
registry, school record, or child care record stating that the 

require immunizations have been given to the person and 

verifying the type of vaccine. 
 

19 CSR 20-28.040 Day Care Immunization Rule … (4) 

The parent or guardian shall furnish the day care 
administrator satisfactory evidence of completion of the 

required immunizations, exemption from immunization, or 

progress toward completing all required immunizations. 
(A) Satisfactory evidence of immunization means a 

statement, certificate, or record form a physician or his or 

her designee, other recognized health facility, 
immunization registry stating… 

 
 

From:  

Powerpoint presentation at a 2005 CDC Conference 
describing data sharing in the Missouri Health Strategic 

Architectures and Information Cooperative (MOHSAIC) 

system:  
 

“Export of required data to CDC and other entities in a 

format consistent with national standards and/or local 
requirements”  

 

“Summary may be accessed by providers, local public 
health agencies, Medicaid managed care plans and the state 

health department.” – Patty Osman, MO Dept of Health 

and Senior Services 
Accessed 8/25/08. 

NO YES 

 


