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CONNECTICUT 
 

 

Birth Defects Surveillance System 

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

Required? 

Dissent 

Allowed? 

CT STATUTE: 

Sec. 19a – 

56a and 56b. 
 

NO 

SPECIFIC 
RULE 

 

GENERAL 
RULE: 

19a-36-A1 

to 19a-36-
A9 

Sec. 19a-56a. (Formerly Sec. 10a-132b). Birth defects surveillance program. 

Collection of birth defects data. Advisory committee. …There is established a 

birth defects surveillance program, within available funds, in the Department of 
Public Health. The program shall monitor the frequency, distribution and type of 

birth defects occurring in Connecticut on an annual basis. The Commissioner of 

Public Health shall establish a system for the collection of information concerning 
birth defects and other adverse reproductive outcomes.  

 

Sec. 19a-53. (Formerly Sec. 19-21). Reports of physical defects of children. 
Each person licensed to practice medicine, surgery, midwifery, chiropractic, 

natureopathy, podiatry or nursing or to use any other means or agencies to treat, 

prescribe for, heal or otherwise alleviate deformity, ailment, disease or any other 
form of human ills, who has professional knowledge that any child under five 

years of age has any physical defect shall, within forty-eight hours from the time 

of acquiring such knowledge, mail to the Department of Public Health a report, 
stating the name and address of the child, the name and address of the child's 

parents or guardians, the nature of the physical defect and such other information 
as may reasonably be required by the department. The department shall prepare 

and furnish suitable blanks in duplicate for such reports, shall keep each report on 

file for at least six years from the receipt thereof and shall furnish a copy thereof 
to the State Board of Education within ten days. 

 

“CT Birth Defects Registry is the primary source of birth defects/adverse birth 
outcomes in CT.  The registry actively collects data through the newborn 

screening program and contains approximately 200 records (annual reporting 

unknown) since its inception in October 2002.  The registry includes the 
following demographic information obtained from medical records:  patient name, 

birth mother’s name and date of birth, address, state file number, race, ethnicity, 

gender, and date of birth (see Database File Layout pgs 17 – 19 of inventory for 
detailed database contents).  Aggregate data is available when generated; internal 

data requests written request to database manager (no patient identifiers); external 

requests IRB/HIC request (no patient identifiers).” - 
http://www.ct.gov/dph/cwp/view.asp?a=3140&q=386980&dphNav_GID=1826 

19a-36-A1. Definitions. (dd.) 

“Reportable disease” means a 

communicable disease, disease 
outbreak, or other condition of 

public health significance 

required to be reported to the 
department and local health 

directors. 

 
Sec. 19a-56a. …In establishing 

the system, the commissioner 

may have access to identifying 
information in hospital 

discharge records. Such 

identifying information shall be 
used solely for purposes of the 

program. The commissioner 
may require general acute care 

hospitals to make available to 

the department the medical 
records of patients diagnosed 

with birth defects or other 

adverse reproductive outcomes 
for the purposes of research 

and verification of data. 

Sec. 19a-56b. 

(Formerly Sec. 10a-

132d). Confidentiality 

of birth defects 

information. Access. 
Access to such 
information shall be 

limited to the 

Department of Public 
Health and persons with 

a valid scientific interest 

and qualifications as 
determined by the 

Commissioner of Public 

Health, provided the 
department and such 

persons are engaged in 
demographic, 

epidemiologic or other 

similar studies related to 
health and agree, in 

writing, to maintain 

confidentiality as 
prescribed in this 

section 

NO NO 



CCHF REPORT 2013: Patient Privacy and Public Trust:                                                                           CONNECTICUT 

How Health Surveillance Systems Are Undermining Both               

 

 

 

Copyright © Citizens’ Council for Health Freedom August 2013      2 
Updated August 2012. All state statutes and department rules originally accessed online July/Aug 2008.  

Statute/Rule data not inclusive. For comprehensive or updated language, access  

complete statute and rules online, at local library or through the state legislature.            www.cchfreedom.org 
 

 

 

Cancer Surveillance System 

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

Required? 

CT STATUTE:  
Sec. 19a-74. 

Sec. 19a-72.  

 
RULE:  

19a-73 

(Occupational 
History) 

 

19a-2a-10 
(Registry data 

system) 

Sec. 19a-72 Connecticut Tumor Registry. Definitions. D 

(Formerly Sec.19-29a). Duties of Department of Public 

Health. Reporting requirements. (b) The Department of 

Public Health shall maintain and operate the Connecticut 
Tumor Registry. Said registry shall include a report of every 

occurrence of a reportable tumor that is diagnosed or treated in 

the state. Such reports shall be made to the department by any 
hospital, clinical laboratory and health care provider in the 

state. Such reports shall include, but not be limited to, 

information obtained from records of any person licensed as a 
health care provider and may include a collection of actual 

tissue samples and such information as the department may 

prescribe. Follow-up data, demographic, diagnostic, treatment 
and other medical information shall also be included in the 

report in a form and manner as the department may prescribe. 

The Commissioner of Public Health shall promulgate a list of 
required data items, which may be amended from time to time. 

Such reports shall include every occurrence of a reportable 
tumor that is diagnosed or treated during a calendar year. On 

or before July 1, 2010, and annually thereafter, such reports 

shall be submitted to the department in such manner as the 
department may prescribe. 

 

Sec. 19a-74. (Formerly Sec. 19-30). Cancer. The Department 
of Public Health may make investigations concerning cancer, 

the prevention and treatment thereof and the mortality 

therefrom and take such action as it deems will assist in 
bringing about a reduction in the mortality due thereto. 

 

 
 

 

 
 

Sec. 19a-72  (c) The Department of Public 
Health shall be provided such access to 

records of any health care provider, as the 

department deems necessary, to perform 
case finding or other quality improvement 

audits to ensure completeness of reporting 

and data accuracy consistent with the 
purposes of this section.      

(d) The Department of Public Health may 

enter into a contract for the storage, holding 
and maintenance of the tissue samples 

under its control and management.      

(e) The Department of Public Health may 
enter into reciprocal reporting agreements 

with the appropriate agencies of other states 

to exchange tumor reports. 
(f) (1) Failure by a hospital, clinical 

laboratory or health care provider to comply 
with the reporting requirements prescribed 

in this section may result in the department 

electing to perform the registry services for 
such hospital, clinical laboratory or 

provider. In such case, the hospital, clinical 

laboratory or provider shall reimburse the 
department for actual expenses incurred in 

performing such services.  (2) Any hospital, 

clinical laboratory or health care provider 
that fails to comply with the provisions of 

this section shall be liable for a civil penalty 

not to exceed five hundred dollars for each 
failure to disclose a reportable tumor, as 

determined by the commissioner. (3) A 

hospital, clinical laboratory or health care 
provider that fails to report cases of cancer 

19a-2a-10. …(c)(1) Routine uses  
(A) Users. The tumor registry data system is 

used by: 

 (i) the department's Occupational Health 
Division;  

(ii) the department's Environmental 

Epidemiology Division;  
(iii) authorized researchers; and  

(iv) the National Cancer Institute.  

 

NO 
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19a-2a-10. Connecticut tumor registry data system: (a)(3) 

Purpose. The purpose is to provide: (A) cancer incidence and 
survival data for Connecticut; (B) data for cancer control 

program evaluation; (C) data for epidemiological studies of 

cancer in Connecticut; and (D) data for the National Cancer 
Institute…(b)(3)The category of people on whom records are 

maintained is cancer patients. 

 

Sec. 19a-73. (Formerly Sec. 19-29b). Occupational history 

of cancer patients in hospital medical records. Regulations. 
The medical records of each hospital, as defined in section 
19a-490, for each patient who has been newly diagnosed as 

having contracted cancer shall include a complete occupational 

history of such patient. The Commissioner of Public Health 
shall adopt regulations…to defined occupational history. 

 

 

 

HISTORY 

(per Tumor Registrars Assn of CT): 
 

• The first hospital-based Cancer Registry in the 
United States was established in 1921 at (Grace) 

Yale-New Haven Hospital in New Haven, 

Connecticut. 

• The Connecticut State Tumor Registry was the first 
central registry established in 1935. 

 

as required in regulations adopted pursuant 

to section 19a-73 by a date that is not later 
than nine months after the date of first 

contact with such hospital, clinical 

laboratory or health care provider for 
diagnosis or treatment shall be assessed a 

civil penalty not to exceed two hundred 

fifty dollars per business day, for each day 

thereafter that the report is not submitted 
and ordered to comply with the terms of this 

subsection by the Commissioner of Public 
Health. (4) The reimbursements, expenses 

and civil penalties set forth in this section 

shall be assessed only after the Department 
of Public Health provides a written notice 

of deficiency and the provider is afforded 

the opportunity to respond to such notice. A 
provider shall have not more than fourteen 

business days after the date of receiving 

such notice to provide a written response to 
the department. Such written response shall 

include any information requested by the 

department. [emphasis added]     
(g) The Commissioner of Public Health 

may request that the Attorney General 

initiate an action to collect any civil 
penalties assessed pursuant to this section 

and obtain such orders as necessary to 

enforce any provision of this section. 

 

19a-2a-10. …(a)(5) Routine sources. 

Personal data in the tumor registry data 
system is routinely obtained from: (A) 

hospitals; (B) death certificates; (C) private 

pathology laboratories; and (D) reports 
from other state central cancer registries.  
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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? 

CT STATUTE: 
Title 19a 

Chapter 

368a 
 

RULE: 

Public 
Health Code 

Section 19-

13-D41 
(under 

revision) 

19a-55. Newborn infant health screening. Tests 

Required. Fees. Regulations. (a) The administrative 

officer or other person in charge of each institution 

caring for newborn infants shall cause to have 
administered to every such infant in its care an HIV-

related test, as defined in section 19a-581, a test for 

phenylketonuria and other metabolic diseases, 
hypothyroidism, galactosemia, sickle cell disease, 

maple syrup urine disease, homocystinuria, 

biotinidase deficiency, congenital adrenal hyperplasia 
and such other tests for inborn errors of metabolism 

as shall be prescribed by the Department of Public 

Health. The tests shall be administered as soon after 
birth as is medically appropriate… The 

Commissioner of Public Health shall (1) administer 

the newborn screening program, (2) direct persons 
identified through the screening program to 

appropriate specialty centers for treatments, 

consistent with any applicable confidentiality 
requirements, and (3) set the fees to be charged to 

institutions to cover all expenses of the 
comprehensive screening program including testing, 

tracking and treatment. …The commissioner shall 

adopt regulations, in accordance with chapter 54, to 

implement the provisions of this section. 

 
 

 

 
 

 

 
 

 

 
 

19a-55. Newborn infant 

health screening. … (c) 

The provisions of this 

section shall not apply to 
any infant whose parents 

object to the test or 

treatment as being in 
conflict with their religious 

tenets and practice. 

 

Sec. 19-13-D42. 

Objection of parents to 

test  

If the parents of an infant 

object in writing to a test 

for phenylketonuria and 
other inborn errors of 

metabolism, as being in 

conflict with their religious 
tenets and practice, such 

fact shall be reported to the 
state department of health 

and a statement on a form 

provided by the state 
department of health 

signed by the parents shall 

be made a part of the 
infant's hospital record. 

 

19a-25-3. Disclosure of identifiable health data 

(a) The department shall not disclose identifiable health 

data unless:…(2) The disclosure is to health care 

providers, the local director of health, the department, 
another state or public health agency, including those in 

other states and the federal government, or other persons 

when deemed necessary by the department in its sole 
discretion for disease prevention and control pursuant to 

section 19a-215 of the Connecticut General Statutes or 

for the purpose of reducing morbidity and mortality 
from any cause or condition, except that every effort 

shall be made to limit the disclosure of identifiable 

health data to the minimal amount necessary to 
accomplish the public health purpose; (3) The disclosure 

is to an individual, organization, governmental entity in 

this or another state or to the federal government, 
provided the department determines that:  

 

(A) Based upon a written application and such other 
information as required by the department to be 

submitted by the requesting individual, organization 
or governmental entity the data will be used solely 

for bona fide medical and scientific research; 

(B) The disclosure of data to the requesting individual, 
organization or governmental entity is required for 

the medical or scientific research proposed;  

(C) The requesting individual, organization, or 
governmental entity has entered into a written 

agreement satisfactory to the department agreeing to 

protect such data in accordance with the 
requirements of this section and not permit 

disclosure without prior approval of the department; 

and  
 

 

 

NO YES 
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Sec. 19-13-D41. (UNDER REVISION) Tests of 

infants for phenylketonuria and metabolic 

errors. Unless the parents object, the administrator or 

other person in charge of any institution providing 

medical care of infants twenty-eight days or less of 
age shall cause to be taken from each such infant a 

blood specimen or specimens satisfactory for tests for 

phenylketonuria and other inborn errors of 
metabolism, subject to the following conditions:  

(a) Materials for the collection of specimens 

shall be of a type furnished by or acceptable to 
the state department of health;  

(b) Specimens shall not be collected until at 

least twenty-four hours after the first milk 
feeding of the infant unless discharged sooner, 

in which case specimens shall be taken not 

earlier than three hours before discharge;  

(c) Specimens shall be submitted to the 

laboratory division of the state department of 

health, or to a laboratory approved for the 
purpose by the state department of health, within 

forty-eight hours after collection;  

(d) Laboratory tests shall be made according to 
methods approved by the state department of 

health;  

(e) Information accompanying each specimen 
shall be sufficient to identify for future reference 

the infant from whom taken;  

(f) Results of tests shall be transmitted to the 
state department of public health within twenty-

four hours after test on forms provided for the 

purpose;  

(g) Records of tests shall clearly indicate the 

tests performed and the results thereof and shall 

be maintained for a period of five years. 

 

(D) The requesting individual, organization or 

governmental entity, upon request of the department 
or after a specified date or event, returns or destroys 

all identifiable health data provided by the 

department and copies thereof in any form. 
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Vaccination Surveillance System 

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

Required? 

Dissent 

Allowed? 

CT STATUTE: 
Title 19a, 

Chapter 

368a, 
Section 19a-

7h 

 
RULE: 

19a-7h-3 to 

7h-5 

Sec. 19a-7h. Childhood immunization 

registry. Regulations. (a) The Commissioner 

of Public Health or his designee may, within the 

limitations of available resources, establish and 
maintain for the purpose of assuring timely 

childhood immunization an ongoing registry of 

all children who have not begun the first grade 
of school including all newborns. The registry 

shall include such information as is necessary to 

accurately identify a child and to assess current 
immunization status. [emphasis added] 

 

(b) For purposes of this section, "health care 
provider" means a person who has direct or 

supervisory responsibility for the delivery of 

immunization including licensed physicians, 
nurse practitioners, nurse midwives, physician 

assistants and nurses. Each health care provider 

who has provided health care to a child listed in 
the registry shall report to the commissioner or 

his designee sufficient information to identify 
the child and the name and date of each vaccine 

dose given to that child or when appropriate, 

contraindications or exemptions to 
administration of each vaccine dose. Reports 

shall be made by such means determined by the 

commissioner to result in timely reporting. Each 
health care provider intending to administer 

vaccines to any child listed on the registry and 

each parent or guardian of such child shall be 
provided current information as contained in the 

registry on the immunization status of the child 

for the purposes of determining whether 
additional doses of recommended routine 

childhood immunizations are needed, or to 

officially document immunization status to meet 
state day care or school immunization entry 

Sec. 19a-7h. Childhood immunization 

registry.…(c) Except as specified in 

subsections (a) and (b) of this section, 

all personal information including 
vaccination status and dates of 

vaccination of individuals shall be 

confidential pursuant to section 19a-25 
and shall not be further disclosed 

without the authorization of the child or 

the child’s legal guardian. The 
commissioner shall adopt regulations, 

pursuant to chapter 54, to specify how 

information on vaccinations or 
exemptions from vaccination will be 

reported in a timely manner to the 

registry, how information on the 
registry will be made available to health 

care providers, parents or guardians, 

and directors of health, how parents or 
guardians may decline their child's 

enrollment in the registry, and to 
otherwise implement the provisions of 

this section. 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

19a-7h-3. Reporting of vaccination by health 

care providers. (a) Health care providers giving 

vaccinations in an outpatient setting shall report to 

the immunization registry information on each 
vaccination given … or when appropriate, 

permanent exemptions from administration of 

each vaccine dose … Health care providers shall 
make similar reports at the request of the 

immunization registry administrator on children 

enrolled in the immunization registry…  
 

19a-7h-4. Release of information by the 

immunization registry. (a) Health care providers 
intending to administer vaccines to a child who 

need to know a child’s immunization history for 

purposes of determining whether additional doses 
of vaccine are needed and health care providers 

who need to officially document a child’s 

immunization status to meet state day care or 
school immunization entry requirements and who 

have signed a written statement on a form 
provided by the department stating that they have 

read section 19a-7h-1 through 19a-7h-5 inclusive 

of the Regulations of Connecticut State Agencies 
and will comply with them shall be allowed to 

obtain information from the immunization registry 

about the immunization status of children in it…. 

NO YES 
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requirements pursuant to sections 10-204a, 19a-

79 and 19a-87b and regulations adopted 
thereunder. Each director of health of any town, 

city or health district shall be provided with 

sufficient information on the children who live 
in his jurisdiction and who are listed on the 

registry to enable determination of which 

children are overdue for scheduled 
immunizations and to enable provision of 

outreach to assist in getting each such child 

vaccinated. 

19a-7h-5. Refusing participation in 

the immunization registry. 

The parent or guardian of any child 

who is listed or eligible to be listed in 

the immunization registry shall receive 
a written informational statement from 

the department about the immunization 

registry at the time of birth or, for 
qualifying children who come to 

Connecticut after birth, at the time of 

their coming to the attention of the 
immunization registry.  Such statement 

shall inform the parent or guardian that 

their child's immunization information 
will be reported to and maintained by 

the immunization registry and that they 

may submit a written request to the 
immunization registry at any time 

requesting that their child's 

immunization record no longer be 
maintained.  Once the request is 

received, the immunization registry 

shall no longer update nor make 
available that child's immunization 

record as specified in section 19a-7h-4 

of the Regulations of Connecticut State 
Agencies. (Added effective May 1, 

2000.) 

 

 


