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VERMONT 
 

Birth Defects Surveillance System 

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

Required? 
Dissent 

Allowed? 

VT STATUTE: 
Vermont 
Statutes 
Annotated, 
Title 18, Part 
6, Chapter 
103, Sections 
5084 - 5088 
 
NO RULE 
FOUND 

REPEALED 2001: 

§ 5084. Statewide birth defect information system (a) The 

commissioner of health, in collaboration with the March of Dimes, 
shall appoint a birth information council to advise on the need for and 

implementation of a comprehensive, integrated, and confidential birth 

information system.  

ENACTED 2003: 

§ 5087. Establishment of birth information network (a) The 
commissioner of health shall establish a statewide birth information 
network designed to identify newborns who have specified health 
conditions which may respond to early intervention and treatment by 
the health care system. 

(b) The department of health is authorized to collect information for 
the birth information network for the purpose of preventing and 
controlling disease, injury, and disability. The commissioner of health, 
in collaboration with appropriate partners, shall coordinate existing 

data systems and records to enhance the network's 

comprehensiveness and effectiveness, including: 

(1) Vital records (birth, death, and fetal death certificates). 

(2) The children with special health needs database. 

(3) Newborn metabolic screening. 

(4) Universal newborn hearing screening. 

§ 5087. …(e) The network shall be 
designed to follow infants and 
children up to one year of age with 
the 40 medical conditions listed in 
the matrix developed by the birth 
information council which have been 
selected as identifiable via existing 
Vermont data systems and are 
considered to be representative of the 
most significant health conditions of 
newborns in Vermont… 

(f) The network's data system shall be 
designed to coordinate with the data 
systems of other states so that data on 
out-of-state births to Vermont 
residents will be captured for vital 
records, case ascertainment, and 
follow-up services. The 
commissioner of health is authorized 
to enter into interstate agreements 
containing the necessary conditions 
for information transmission. 

(g) The commissioner of health shall 
compile information every two years 
to document possible links between 
environmental and chemical exposure 
with the special health conditions of 
Vermont's infants and children. 

 

§ 5088. Birth 

information network; 

confidentiality (a) The 
birth information 
network shall be 
designed to protect the 
confidentiality of the 
individuals and families 
involved. Information 
from the network shall be 
used only in ways that 
reflect responsible public 
health protocols and 
practice. 

(b) The commissioner 
shall take measures 
necessary to comply with 
the federal "Standards for 
Privacy of Individually 
Identifiable Health 
Information" contained in 
Parts 160 and 164 of 
Title 45 of the Code of 
Federal Regulations, 45 
CFR §§ 160.101 et seq. 
and 45 CFR §§ 164.102 
et seq., and any 
subsequent amendments, 
including the following: 

 

NO Partial 
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(5) The hearing outreach program. 

(6) The cancer registry. 

(7) The lead screening registry. 

(8) The immunization registry. 

(9) The special supplemental nutrition program for women, 
infants, and children. 

(10) The Medicaid claims database. 

(11) The hospital discharge data system. 

(12) Health records (such as discharge summaries, disease 
indexes, nursery logs, pediatric logs, and neonatal intensive care 
unit logs) from hospitals, outpatient specialty clinics, genetics 
clinics, and cytogenetics laboratories. 

(c) The commissioner of health shall refer to the report submitted to 
the general assembly by the birth information council, pursuant to 
section 5086 of this title, for the purpose of establishing guiding 
principles for the research and decision-making necessary for the 
development of the birth information network.  

 

(h) The department of health shall 
develop a form that contains a 
description of the birth information 
network and the purpose of the 
network. The form shall include a 

statement that the parent or 

guardian of a child may contact the 

department of health and have his 

or her child's personally identifying 

information removed from the 
network, using a process developed 
by the advisory committee. (Added 
2003, No. 32, § 2.) [emphasis added] 
 
5089. Advisory Committee. The 
commissioner of health shall appoint 
an advisory committee to comment 
on the effectiveness of the birth 
information network and to gather 
information about funding 
opportunities. The advisory 
committee shall be composed of 
representatives from the primary 
organizations involved in network 
data collection and use. (Added 2003, 
No. 32, § 4.) 

 

(1) security 
procedures limiting 
access to network 
data; 

(2) a confidentiality 
statement to be 
signed by staff 
members; 

(3) encryption of 
identifying 
information; and 

(4) use of 
information for 
research and 
assessment purposes. 
(Added 2003, No. 32, 
§ 3.) 
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Cancer Surveillance System 

 
State Statute/Rule Language Specific to 

Surveillance System 

Data Sharing Research Authority Consent 

Required? 

VT STATUTE: 
18 VSA, 
Chapter 4 
 
RULE:  
CVR 13-
140-052 
 

§ 152. Establishment of cancer 

registry (a) The commissioner 
shall establish a uniform statewide 
population-based cancer registry 
system for the collection of 
information determining the 
incidence of cancer and related 
data. The secretary shall adopt 
rules necessary to effect the 
purposes of this chapter, including 
the data to be reported, and the 
effective date after which 
reporting by health care facilities 
and health care providers shall be 
required. 

(b) All cancers diagnosed or 
treated in the state shall be 
reported to the representative of 
the health department authorized 
by the commissioner to compile 
the cancer data, or any individual, 
agency, or organization designated 
to cooperate with that 
representative. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

§ 153. Participation in program (a) Any health care facility diagnosing 
or providing treatment to cancer patients shall report each case of cancer 
to the commissioner or his or her authorized representative in a format 
prescribed by the commissioner within 120 days of admission or 
diagnosis. If the facility fails to report in a format prescribed by the 
commissioner, the commissioner's authorized representative may enter the 
facility, obtain the information, and report it in the appropriate format. In 
these cases, the facility shall reimburse the commissioner or the 
authorized representative for the cost of obtaining and reporting the 
information. 

(b) Any health care provider diagnosing or providing treatment to cancer 
patients shall report each cancer case to the commissioner or his or her 
authorized representative within 120 days of diagnosis. Those cases 
diagnosed or treated at a Vermont facility or previously admitted to a 
Vermont facility for diagnosis or treatment of that instance of cancer are 
exceptions and do not need to be reported by the health care provider. 

(c) All health care facilities and health care providers who provide 
diagnostic or treatment services to patients with cancer shall report to the 
commissioner any further demographic, diagnostic, or treatment 
information requested by the commissioner concerning any person now or 
formerly receiving services, diagnosed as having or having had a 
malignant tumor. Additionally, the commissioner or his or her authorized 
representative shall have physical access to all records which would 
identify cases of cancer or would establish characteristics of the cancer, 
treatment of the cancer, or medical status of any identified cancer patient. 
Willful failure to grant access to such records shall be punishable by a 
fine of up to $500.00 for each day access is refused. Any fines collected 
pursuant to this subsection shall be deposited in the general fund. (Added 
1993, No. 90, § 2.) 
 
 
 
 
 
 
 
 
 

§ 154. Confidentiality (a) All 
information reported pursuant to this 
chapter shall be confidential and 
privileged. The commissioner shall take 
strict measures to ensure that all 
identifying information is kept 
confidential. (b) All identifying 
information regarding an individual 
patient, health care provider, or health 
care facility contained in records of 
interviews, written reports and 
statements procured by the 
commissioner or by any other person, 
agency or organization acting jointly 
with the commissioner in connection 
with cancer morbidity and mortality 
studies shall be confidential and 
privileged and shall be used solely for 
the purposes of the study. Nothing in 
this section shall prevent the 
commissioner from publishing 
statistical compilations relating to 
morbidity and mortality studies which 
do not identify individual cases or 
sources of information. (Added 1993, 
No. 90, § 2.) 

CVR: 13 140 052 …VI. Procedure 

Manual. In order to facilitate reporting 
and to protect the data collected, the 
VCR will supplement these regulations 
with a VCR Procedure Manual which 
will be made available to all data 
reporters. Any data fields delineated in 
the VCR Procedure Manual will be 
consistent with data sets defined by the 
American College of Surgeons and the 
North American Association of Central 
Cancer Registries. 

NO 
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(c) The commissioner shall 
establish a training program for 
the personnel of participating 
health care facilities and a quality 
control program for cancer data. 
The commissioner shall 
collaborate in studies with 
clinicians and epidemiologists and 
publish reports on the results of 
such studies. The commissioner 
shall cooperate with the National 
Institutes of Health and the 
Centers for Disease Control in 
providing cancer incidence data. 
(Added 1993, No. 90, § 2.) 
 
CVR: 13 140 052 (2.) Data 

Elements. The following data 
categories are required to be 
reported in a machine readable 
format approved by the Director 
of the VCR for each case of 
cancer: 

 A. Patient Identifiers and 
Demographics 

 B. Provider and Facility 
Identifiers 

 C. Cancer Identification 

 D. Extent of Disease at 
Diagnosis 

 E. First Course of Treatment 

 F. Follow-up 

  

No follow-up data needs to be 
reported prior to January 1, 1995. 

§ 155. Disclosure (a) The commissioner may enter into agreements to 
exchange confidential information with other cancer registries in order to 
obtain complete reports of Vermont residents diagnosed or treated in 
other states and to provide information to other states regarding their 
residents diagnosed or treated in Vermont. (b) The commissioner may 
furnish confidential information to other states' cancer registries, federal 
cancer control agencies, or health researchers in order to collaborate in a 
national cancer registry or to collaborate in cancer control and prevention 
research studies. However, before releasing confidential information, the 
commissioner shall first obtain from such state registries, agencies, or 
researchers agreement in writing to keep the identifying information 
confidential and privileged. In the case of researchers, the commissioner 
shall also first obtain evidence of the approval of their academic 
committee for the protection of human subjects established in accordance 
with part 46 of Title 45 of the Code of Federal Regulations. (Added 1993, 
No. 90, § 2.) 

§ 156. Liability (a) No action for damages arising from the disclosure of 
confidential or privileged information may be maintained against any 
person, or the employer or employee of any person, who participates in 
good faith in the reporting of cancer registry data or data for cancer 
morbidity or mortality studies in accordance with this chapter. (b) No 
license of a health care facility or health care provider may be denied, 
suspended or revoked for the good faith disclosure of confidential or 
privileged information in the reporting of cancer registry data or data for 
cancer morbidity or mortality studies in accordance with this chapter. (c) 
Nothing in this section shall be construed to apply to the unauthorized 
disclosure of confidential or privileged information when such disclosure 
is due to gross negligence or willful misconduct. (Added 1993, No. 90, § 
2.) 

All identifying information regarding 
an individual patient, health care 
provider, or health care facility 
contained in records of interviews, 
written reports, and statements procured 
by the Commissioner of Health or by 
any other person, agency, or 
organization acting jointly with the 
Commissioner in connection with 
cancer morbidity and mortality studies 

shall be confidential and privileged 

and shall be used solely for the 

purposes of the study. In accordance 
with the Cancer Registry Law, the 
Commissioner shall, however, be able 
to publish statistical compilations, enter 
into agreements to exchange 
information with other cancer registries, 
and furnish confidential information to 
other states’ cancer registries, federal 
cancer control agencies, or health 
researchers. 
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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? 

VT STATUTE: 
Title 18, 
Chapter 3, 
Section 115 
(Chronic 
Disease) 
 
Title 18, 
Chapter 217, 
Section 9332  
 
RULE: 
CVR 13-140-
057 

Newborn Screening Regulations Website: “These regulations are 
made under the Department of Health’s statutory responsibility and 
authority to develop an early case-finding program, in cooperation 
with the medical profession, concerning chronic diseases.” 
http://healthvermont.gov/regs/newborn_screening_reg.aspx 

§ 115. Chronic diseases; study; program (a) The department of 
health may, in the discretion of the commissioner, accept for 
treatment children suffering from chronic diseases such as cystic 
fibrosis and severe hemophilia. (b) The state board of health is 
authorized to: (1) Study the prevalence of chronic disease, (2) Make 
such morbidity studies as may be necessary to evaluate the over-all 
problem of chronic disease, (3) Develop an early case-finding 

program, in cooperation with the medical profession, (4) Develop 
and carry on an educational program as to the causes, prevention 
and alleviation of chronic disease, (5) Integrate this program with 
that of the state rehabilitation center where possible, by seeking the 
early referral of persons with chronic disease, who are capable of 
being rehabilitated… [emphasis added] 

§ 9332. Genetic testing; limitations …(b) A person may be 
required to undergo genetic testing in connection with insurance 
subject to the limitations imposed under section 9334 of this title or 
if otherwise required by law for the following reasons: …(2) To 
determine the presence of metabolic disorders in a newborn by 
testing conducted pursuant to newborn screening and protocols. … 
(c) Samples collected pursuant to subdivisions (1), (2), (3) or (4) of 
subsection (b) of this section or collected voluntarily pursuant to an 
agreement shall not be utilized for any purpose in connection with 
the state DNA data bank, the state DNA database and CODIS 
unless specifically authorized by subchapter 4 of chapter 113 of 
Title 20. 
 
CVR 13-140-057 I. Authority and Purpose. These regulations are 
made under the Department of Health's statutory responsibility and 
authority to develop an early case-finding program, in cooperation 
with the medical profession, concerning chronic diseases. 
  
 
 
 
 

CVR 13-140-

057 III  

B. Screening 
tests shall be 
performed on 
newborn 
infants, except 
that after being 
informed of the 
reasons for the 
tests, the 
parents, 
guardians, or 
custodians may 
refuse in 
writing to have 
the tests 
performed. The 
written 
objection shall 
be sent to the 
Vermont 
Department of 
Health, 
Vermont 
Newborn 
Screening 
Program. 

Chapter 217  § 9332. Genetic testing; 

limitations…(b) A person may be required to 
undergo genetic testing in connection with 
insurance subject to the limitations imposed under 
section 9334 of this title or if otherwise required 
by law for the following reasons: …(2) To 
determine the presence of metabolic disorders in 

a newborn by testing conducted pursuant to 
newborn screening and protocols. …  

…(d) Except for the provisions of subsection (b) 
of this section, no genetic testing shall be 
performed on any individual or body parts of any 
individual nor shall any bodily materials be 
released for purposes of genetic testing without 
the prior written authorization and informed 
consent of the individual to be tested except for 
medical research where the identity of the subject 
is unknown or, if the research shall be conducted 
with anonymized medical information where 
individual identifiers are encrypted or encoded 
and the identity of the individual is not disclosed, 
or if the identity of the individual is known, where 
standards of protection are equal to those 
contained in regulations promulgated by the 
federal Office for Protection from Research Risk 
(OPRR). [all emphasis added] 

NO YES 
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II. DEFINITIONS 
 
Newborn Screening Program: The Vermont Department of Health's 
program to assure that infants born in the state are tested for certain 
metabolic diseases for which early identification and treatment will 
prevent mental retardation and/or death, and, for those affected, to 
assure timely initiation of treatment services. 
 
Newborn Screening Test: A laboratory procedure capable of 
detecting the possible presence of one of the diseases specified in 
section III.A. 
 
Screening: The presumptive identification of unrecognized disease 
or defect by the application of tests, examinations, or other 
procedures which can be applied rapidly. 
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Vaccination Surveillance System 

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

Required? 

Dissent 

Allowed? 

VT STATUTE: 
Title 18, 
Chapter 21 
 
RULE: 
CVR 13-
140-021 

§ 1129. IMMUNIZATION REGISTRY 

(a)  A health care provider shall report to the department all 
data regarding immunizations of adults and of children under 
the age of 18 within seven days of the immunization, provided 
that required reporting of immunizations of adults shall 
commence within one month after the health care provider has 
established an electronic health records system and data 
interface pursuant to the e-health standards developed by the 
Vermont information technology leaders.  A health insurer shall 
report to the department all data regarding immunizations of 
adults and of children under the age of 18 at least quarterly. All 
data required pursuant to this subsection shall be reported in a 
form required by the department. [emphasis added] 

 
(b)  The department may use the data to create a registry of 

immunizations.  Registry information regarding a particular 
adult shall be provided, upon request, to the adult, the adult’s 
health care provider, and the adult’s health insurer.  A minor 
child’s record also may be provided, upon request, to school 
nurses, and upon request and with written parental consent, to 
licensed day care providers, to document compliance with 
Vermont immunization laws.  Registry information regarding a 
particular child shall be provided, upon request, to the child 
after the child reaches the age of majority and to the child’s 
parent, guardian, health insurer, and health care provider…   
 

 § 1129. …(b)… Registry information shall be kept 
confidential and privileged and may be shared only 
in summary, statistical, or other form in which 
particular individuals are not identified. 
 
13-140-021. Section VIII. Acceptable Records. 

The following will be accepted as evidence of a 
child or student's immunization history: 
 
* A record from any public health department 
listing the individual immunizations and the 
complete date (mm/dd/yyyy) each immunization 
was administered. 
 
* A record from State Immunization Registry or 
other registry approved by the Department listing 
the individual immunizations and the complete date 
(mm/dd/yyyy) each immunization was 
administered. 
 
Section XI. Retention, Transfer and Release of 

Records.…(5) Upon request and with written 
parental consent the child care administrator may 
have read-only access to the child care section in 
the Immunization Registry identifying vaccinations 
which are complete or incomplete. 
 
(6) For purposes of these regulations school nurses 
are considered health personnel per 18 V.S.A. § 
1124 and shall be granted access to student 
immunization records, including records from 
physician offices, public health departments and 
the Immunization Registry when access is required 
in the performance of official duties related to 
immunizations. 
 

NO NO 

 
 


