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West Virginia 

Birth Defects Surveillance System 

State Statute/ 

Rule 

Language Specific to Surveillance 

System 

Data Sharing Research 

Authority 

Consent 

Required? 

Dissent 

Allowed? 

WV STATUTE: 

West 

Virginia 

Code, 

Chapter 16 

Article  40 

 

RULE: 

WV Code 

of State 

Rules 

(CSR), 

Title 64, 

Series 81 

§16-40-2. Expansion and 

implementation of statewide birth 

defects information system. (a) The 

commissioner shall establish and 

implement a statewide birth defects 

information system for the collection of 

information concerning congenital 

anomalies, stillbirths and abnormal 

conditions of newborns. 

§16-40-3. Purposes of system. The 

birth defects information system may be 

used for all of the following purposes: 

(1) To identify and describe congenital 

anomalies, stillbirths and abnormal 

conditions of newborns;  

(2) To detect trends and epidemics in 

congenital anomalies, stillbirths and 

abnormal conditions of newborns;  

(3) To quantify morbidity and mortality 

of congenital anomalies and abnormal 

conditions of newborns;  

                                                             

§16-40-2. 

Expansion and 

implementation 

of statewide 

birth defects 

information 

system. … 

(b) The 

commissioner 

may require 

each physician, 

nurse-midwife, 

hospital and 

freestanding 

birthing center 

to report to the 

system 

information 

concerning all 

patients under 

six years of age 

with a primary 

diagnosis of a 

§16-40-3. Purposes 

of system.  The 

birth defects 

information system 

may be used for all 

of the following 

purposes… 

(4) To stimulate 

epidemiological 

research regarding 

congenital 

anomalies, 

stillbirths and 

abnormal conditions 

of newborns… 

 

 

 

 

 

NO Partial – 

removal of 

“personal 

identifying 

information” 

only.  No 

definition of 

the term is 

provided.  
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(4) To stimulate epidemiological 

research regarding congenital 

anomalies, stillbirths and abnormal 

conditions of newborns;  

(5) To identify risk factors for 

congenital anomalies, stillbirths and 

abnormal conditions of newborns;  

(6) To facilitate intervention in and 

prevention of congenital anomalies, 

stillbirths and abnormal conditions of 

newborns;  

(7) To facilitate access to treatment for 

congenital anomalies and abnormal 

conditions of newborns;  

(8) To inform and educate the public 

about congenital anomalies, stillbirths 

and abnormal conditions of newborns. 

 

 

 

 

 

 

 

 

congenital 

anomaly or 

abnormal 

condition: 

Provided, That 

the 

commissioner 

may not require 

the reporting of 

personal 

identifying 

information or 

enter into the 

system any 

personal 

identifying 

information 

regarding 

congenital 

anomalies or 

abnormal 

conditions of a 

child whose 

parent or legal 

guardian objects 

on the basis of 

religious belief. 

… 

 

 

§16-40-4. 

Confidentiality of 

information (c) (1) 
Access to 

information 

assembled by the 

system is limited to 

the following 

persons and 

government entities: 

(A) The 

commissioner;  

(B) Authorized 

employees of the 

bureau; and  

(C) Qualified 

persons or 

government entities 

that are engaged in 

demographic, 

epidemiological or 

similar studies 

related to health and 

health care 

provision. 
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§16-40-5. Parent or legal guardian 

may require removal of information 

concerning child from system.  

(a) As used in this section, "local board 

of health" means a local board of health 

established under the provisions of 

article two of this chapter.  

(b) A child's parent or legal guardian 

who wants information concerning the 

child removed from the birth defects 

information system shall request from 

the local board of health or the child's 

physician a form prepared by the 

commissioner. On request, a local board 

of health or physician shall provide the 

form to the child's parent or legal 

guardian. The individual providing the 

form shall discuss with the child's 

parent or legal guardian the information 

contained in the system. If the child's 

parent or legal guardian signs the form, 

the local board of health or physician 

shall forward it to the commissioner.  

 

 

 

 

[NO 

LIABILITY]: 

§16-40-2. … 

(d) A physician, 

nurse-midwife, 

hospital or 

freestanding 

birthing center 

that provides 

information to 

the system 

under 

subsection (b) of 

this section is 

not subject to 

criminal or civil 

liability for 

providing the 

information. 

 

 

§64-81-5. 

Confidentiality.  
5.1.  Only those 

persons employed 

by the Bureau for 

Public health 

dealing specifically 

with the birth 

defects registry 

shall have access to 

the database.  All 

others requesting 

data from the 

registry shall 

complete a request 

form detailing what 

information is 

requested and how 

it shall be used.  

The person 

requesting the 

information then 

shall be given 

compiled data with 

no identifying 

information 

attached. 
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On receipt of the signed form, the 

commissioner shall remove from the 

follow-up system any information that 

identifies the child. All personal 

identifying information may be 

removed from the record: Provided, 

That the record itself shall remain in 

the system for reporting and analysis 

purposes. [emphasis added] 

§16-40-7. Rules. …(5) Establish a form 

for use by parents or legal guardians 

who seek to have information regarding 

their children removed from the system 

and a method of distributing the form to 

local boards of health and to physicians. 

The method of distribution must include 

making the form available on the 

internet. 

§64-81-3.  Definitions. …3.2. Birth 

Defects Information System  --  The 

data base that contains individual case 

demographic and diagnostic 

information maintained by the Office of 

Maternal, Child and Family Health 

within the Bureau for Public Health. 

 

 

 

5.2.  Anyone who 

obtains confidential 

information while 

implementing W. 

Va. Code §§16-40-1 

et seq. may disclose 

it only to reporting 

sources, persons 

demonstrating a 

need that is 

essential to health 

related research or 

care of persons with 

congenital 

anomalies and 

abnormal 

conditions, or as 

required or 

permitted by law. 

[emphasis added] 
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§64-81-4.  Reporting Requirements  
…4.4.  If a child’s parent or legal 

guardian wants information concerning 

the child removed from the birth defects 

information system for religious 

reasons:…4.4.a.  The commissioner 

shall remove all identifying information 

from the record, but leave the case in 

the system for reporting purposes… 

 

 

 

 

 


