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MAINE 
 

Birth Defects Surveillance System 

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

Required? 

Dissent 

Allowed? 

ME STATUTE: 

M.R.S. Title 

22, Subt. 6 
Chpt. 1687 

(§8941 to 

§8945) 
 

RULE: 

10-144, 
Chapter 280 

§8941. Birth Defects Program. There is established, 

within the Bureau of Health, the Birth Defects Program, 

referred to in this chapter as the "program," to identify 
and investigate birth defects in children. The program 

shall identify and research birth defects in children and 

maintain a central registry of cases of birth defects.                                                           
§8943. Central registry. The department shall establish 

and maintain a central registry for cases of birth defects 

to accomplish the purposes of this chapter and facilitate 
research on birth defects. The submission of 

information to and distribution of information from the 

central registry are subject to the requirements of this 
chapter and other provisions of law. Information that 

directly or indirectly identifies individual persons 

contained within the registry is confidential and must be 
distributed from the registry in accordance with rules 

adopted by the department. …                                               
§8943. Central registry. …For a child whose parent or 

legal guardian objects on the basis of sincerely held 

religious belief, the department may not require the 
reporting of information about that child to the central 

registry or enter into the central registry information 

regarding birth defects of that child. [2007, c. 450, Pt. 
A, §9 (AMD).]                             Chapter 280. RULES 

RELATING TO THE MAINE BIRTH DEFECTS 

PROGRAM. …9.0 PARENTAL OBJECTION TO 

PARTICIPATION…9.3 In the event of documented 

parental objection to participation in the Birth Defects 

Program, based upon sincerely held religious beliefs, 
the Program shall not collect or gather any medical 

records relating to birth defects of the fetus, newborn or 

infant. 

§8943. The department shall adopt 

rules according to which it will in a 

timely fashion refer to the Child 
Development Services System children 

with confirmed birth defects who may 

be eligible for early intervention. The 
department and the Department of 

Education shall execute an interagency 

agreement to facilitate the referrals 
under this section. In accordance with 

the interagency agreement, the 

Department of Education shall offer a 
single point of contact for the 

Department of Health and Human 

Services to use in making referrals. 
Also in accordance with the 

interagency agreement, the Child 
Development Services System may 

make direct contact with the families 

who are referred. The referrals may 
take place electronically. For purposes 

of quality assurance and improvement, 

the Child Development Services 
System shall supply to the department 

aggregate data at least annually on the 

number of children referred under this 
section who were found eligible for 

early intervention services and on the 

number of children found not eligible 
for early intervention services. In 

addition, the department shall supply 

data at least annually to the Child 
Development Services System on how 

many children had data entered into 

the registry. 

§8943. The department shall establish 

and maintain a central registry for 

cases of birth defects to accomplish 
the purposes of this chapter and 

facilitate research on birth defects. 

 

§8942. Investigations and 

inspections. The department may 

conduct investigations and 
inspections, including medical, 

demographic, environmental, 

epidemiological and toxicological 
investigations, of current or past 

cases of suspected birth defects in 

order to determine the nature and 
extent of disease or known or 

suspected causes of the birth defects, 
to improve access to services and to 

formulate and evaluate control 

measures to protect the public health. 
Persons requested to provide 

information and access to health care 

and other records for the purposes of 
an investigation or inspection under 

this section shall provide information 

and access.  
 

Chapter 280…7.4 Institutional 

Review Board approval is required 
for any research plan which involves 

either the use or release of any 

information contained in the Birth 
Defects Program… 

 

 

NO YES 
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7.5 In the event a proposed research 

plan involves contacting family 
members, written consent of the 

parent or guardian of any infant or 

fetus will be required as a predicate 
for use or release of any information 

from the Birth Defects Program. 
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Cancer Surveillance System 

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

Required? 

ME STATUTE: 
MRS Title 

22, Subt. 2, 

Part 3 
Chapter 255 

§1401 to 

1407. 
 

 

RULE: 10-
144 Chapter 

255 

§1404. Cancer-incidence registry. The 
Department of Health and Human Services shall 

establish, maintain and operate a statewide cancer-

incidence registry. [1981, c. 507, §1 (NEW); 2003, 
c. 689, Pt. B, §6 (REV).] 

 

§1402. Duty of physicians and hospitals. All 
hospitals and other health care facilities providing 

screening, diagnostic or therapeutic services with 

respect to cancer shall report to the Department of 
Health and Human Services all persons diagnosed 

as having a malignant tumor or certain benign 

tumors as determined by rule no later than 6 months 
from the date of diagnosis. The report must include 

information on the person's usual occupation and 

industry of employment and other elements 
determined by rule to be appropriate. The 

Commissioner of Health and Human Services shall 

adopt rules to implement this section.  

§1402. Duty of physicians and hospitals. The 

requirements of this section do not apply to health 

care practitioners who provide treatment by 

spiritual means alone. 

10-144 CHAPTER 255: MAINE CANCER 

DEGISTRY RULES AND REGULATIONS: 

 

 

 

§1402. Duty of 

physicians and 

hospitals. A 

physician, surgeon 
or other health care 

practitioner who 

diagnoses or 
provides treatment 

for cancer patients, 

upon notification by 
the Department of 

Health and Human 

Services, shall 
report to the 

department any 

further information 
requested by the 

department 

concerning any 
person now or 

formerly under the 
health care 

practitioner's care, 

diagnosed as having 
or having had a 

malignant tumor. A 

physician, surgeon 
or other health care 

practitioner who 

diagnoses or 
provides treatment 

for cancer patients 

is required to report 
any newly 

diagnosed cancer 

case to the 
department when 

that patient will not 

be referred to a 

§1406. Maine Cancer Registry Data Review Committee  The Maine 
Cancer Registry Data Review Committee, referred to in this section as the 

"committee," is established. The committee is appointed and convened by 

the Bureau of Health to review and advise the administrators of the 
statewide cancer-incidence registry established in section 1404 on the 

release of identifiable data as requested by researchers for the purposes of 

cancer prevention, control and research. 

§1407. Comprehensive cancer prevention, research and treatment 

1. Program established.  The Bureau of Health shall establish a cancer 
prevention and control program to provide leadership for and coordination 

of cancer prevention, research and treatment activities. The program may 

include, but is not limited to: 
 

A. Monitoring cancer prevalence at the state and community levels 

through the cancer-incidence registry under section 1404 and other 
means;  

 

B. Education and training of health professionals on the current methods 
of diagnosing and treating cancer;  

 

C. Patient and family education on how to manage the disease and the 
treatment of the disease; 

 
D. Consultation with and support of community-based cancer 

prevention, research and treatment programs; and  

 
E. Implementation of a comprehensive cancer screening, detection and 

prevention program.  

 

 

 

 

 

 

 

NO 
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…2. INTRODUCTION. The objectives of the 

State of Maine’s Cancer Incidence Registry 
Program (MCR) are to collect case-specific data on 

all persons diagnosed with cancer living in Maine 

and, to the extent feasible, those Maine residents 
who are either diagnosed or die out of state; to 

tabulate and summarize patient data to determine 

the frequency and incidence rates by age, sex, and 
type of cancer for geographic areas; to evaluate 

factors which might determine the incidence of 

cancer or survival of cancer patients; and to assist 
others interested in improving the control of cancer 

among residents of the State of Maine. 

…6. CONFIDENTIALITY OF CANCER 

REGISTRY DATA 

A. … Data on cancer patients whose legal address 
is outside of the State of Maine may be shared with 

other cancer registries if a reciprocal data sharing 

agreement is implemented with that registry.  The 
Maine Cancer Registry will insure that agreements 

with other cancer registries include data 

confidentiality provisions.  

reporting facility for 

diagnosis or 
treatment.  

A facility or 

individual 

complying with the 
reporting 

requirements of this 

section is not liable 
for any civil 

damages as a result 

of such acts.  

 

2. Consultation.  In implementing the program established in subsection 1, 

the Bureau of Health shall consult with the Medicaid program administered 
by the department and with the Department of Education. In addition, the 

bureau shall seek advice from other organizations and private entities 

concerned with cancer prevention, research and treatment. 
 

3. Funding.  The Bureau of Health may accept federal funds and grants for 

implementing the program established in subsection 1 and may contract for 
work with outside vendors or individuals. 

 

4. Comprehensive Cancer Screening, Detection and Prevention Fund; 

funding.  The Comprehensive Cancer Screening, Detection and Prevention 

Fund is established within the department to fund or assist in funding the 

comprehensive cancer screening, detection and prevention program should 
it be established pursuant to subsection 1, paragraph E. Any balance in the 

fund does not lapse but is carried forward to be expended for the same 

purposes in succeeding fiscal years. The fund must be deposited with and 
maintained and administered by the department. The fund may receive 

funds from any non-General Fund source, including grants or contributions 

of money from the public or private sector, to carry out the purposes of 
subsection 1, paragraph E. 

 

5. Rulemaking.  The Bureau of Health shall adopt rules to carry out the 
purposes of this section. Rules adopted pursuant to this subsection are 

routine technical rules as defined in Title 5, chapter 375, subchapter 2-A. 
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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? 

ME STATUTE: 
Title 22, 

Subtitle 2, 

Part 3, 
Chapter 261-

A M.R.S. 

§1532 to 1533 
 

RULE: 

10-144, 
Chapter 283 

 

 

§1532. Detection of serious conditions. The department shall require 
hospitals, birthing centers and other birthing services to test newborn 

infants, or to cause them to be tested, by means of blood spot screening 

for the presence of treatable congenital, genetic or metabolic conditions 
that may be expected to result in subsequent cognitive disabilities, 

serious illness or death. The department shall adopt rules to define this 

requirement and the approved testing methods, materials, procedure and 
testing sequences. Reports and records of those making these tests may 

be required to be submitted to the department in accordance with 

departmental rules. The department may, on request, offer consultation, 
training and evaluation services to those testing facilities. The 

department shall adopt rules according to which it shall in a timely 

fashion refer newborn infants with confirmed treatable congenital, 
genetic or metabolic conditions to the Child Development Services 

System as defined in Title 20-A, section 7001, subsection 1-A.  

 
The department shall also adopt rules according to which it shall in a 

timely fashion refer a newborn infant to the Child Development 

Services System if at least 6 months have passed since an initial positive 
test result of a treatable congenital, genetic or metabolic condition 

without the specific nature of the condition having been confirmed. The 
department and the Department of Education shall execute an 

interagency agreement to facilitate all referrals in this section. In 

accordance with the interagency agreement, the Department of 
Education shall offer a single point of contact for the Department of 

Health and Human Services to use in making referrals. Also in 

accordance with the interagency agreement, the Child Development 
Services System may make direct contact with the families who are 

referred. The referrals may take place electronically. For purposes of 

quality assurance and improvement, the Child Development Services 
System shall supply to the department aggregate data at least annually 

on the number of children referred to the Child Development Services 

System under this section who are found eligible for early intervention 
services and on the number of children found not eligible for early 

intervention services. In addition, the department shall supply data at 

least annually to the Child Development Services System on how many 
children in the newborn blood spot screening program as established by 

rule of the department under section 1533, subsection 2, paragraph G 

were screened and how many were found to have a disorder… 

§1532. …The requirement in 
this section that a newborn 

infant be tested for the 

presence of treatable 
congenital, genetic or 

metabolic conditions that may 

be expected to result in 
subsequent cognitive 

disability does not apply to a 

child if the parents of that 
child object on the grounds 

that the test conflicts with 

their religious tenets and 
practices. 

Chapter 283:  9.0 

PARENTAL REFUSAL OF 

THE SCREENING TESTS 
9.1 In the instance of parental 

refusal of the screening tests 

on religious grounds, the 
parental refusal shall be stated 

in writing and made a part of 
the infant’s medical record. 

9.2 The administrator of 

hospitals and birthing centers, 

and principal birthing 
attendants shall ensure that 

the Maine Newborn 

Screening Program, Maine 
Department of Health and 

Human Services is notified in 

writing of the parental refusal 
within 5 days of the infant’s 

birth. 

Chapter 283:  

 

12.0 FILTER PAPER 

STORAGE AND USE 

 

12.2 After testing is completed, 

leftover filter paper specimens 
will be stored indefinitely… 

 

12.5 The information…is used 
to identify infants at risk of 

birth defects in order to 

develop programs to prevent 
and detect such defects. 

 

12.6 Unless the person or 
his/her legal authorized 

representative specifically 

prohibits such use in writing, 
the blood specimen and 

information obtained during the 
testing process becomes the 

property of the State and may 

be used for program evaluation 
or research… 

 

12.7 Filter paper specimens 
may be released for research or 

testing with identifiers intact 

with specific written request or 
consent of a parent/guardian; 

for anonymous research without 

consent as approved by the 
Department with input from the 

program advisory committee; or 

for program evaluation or 
planning without consent. 

NO YES 



CCHF REPORT 2013: Patient Privacy and Public Trust:                                                                           MAINE 

How Health Surveillance Systems Are Undermining Both 

 

Copyright © Citizens’ Council for Health Freedom August 2013      6 
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 
 

 

Vaccination Surveillance System 

 
State Statute/Rule Language Specific to 

Surveillance System 

Exemption Data Sharing Consent 

Required? 

Dissent 

Allowed? 

ME STATUTE: 
Title 22, 

Subtitle 2, 

Part 3, 
Chapter 251, 

Subchapter 

2-A, §1064 
 

RULE: 

10-144, 
Chapter 274 

MRS §1064. 

Immunization 

information system. The 

department shall establish 
an immunization 

information system and 

require all immunization 
providers who participate 

in the department's 

immunization distribution 
system to submit to the 

department a record of 

each immunization 
administered… 

The department may 

establish an immunization 

system. The department 
must pursue federal 

funding to support the cost 

of the information system. 
Any state match required 

to secure federal funding 
must be made available 

from existing budget 

resources. 

 

 

 

§1064. Immunization information system. The department shall 
adopt rules to implement this section. The rules must include, but 

are not limited to, provisions for: permitting a person or the parent 

or guardian of that person to choose not to be included in the 
system; the format for reporting information; the confidentiality of 

information in the system; penalties for unauthorized disclosure of 

information; immunity for good-faith disclosure of information; 
data transmission; and the confidentiality of information of persons 

who have chosen not to be included in the system, except that the 

department may have access to this information to control an 
outbreak of a disease preventable by immunization. Rules adopted 

pursuant to this section are routine technical rules as defined in 

Title 5, chapter 375, subchapter II-A. 

10-144…4. …D. All Patients will be informed during an initial 
immunization encounter with an Immunization Provider of the 

inclusion of their immunization record and demographic 

information into the IIS, and will be provided with the opportunity 
to opt-out of the IIS. All Patients will automatically have their 

immunization and demographic information maintained in the IIS, 

unless a Patient states in writing on a form prescribed by the 
Department, that he or she wants to opt out of the IIS. 

Chapter 274, …6. Individual’s Right To Opt Out Of The 

Immunization Information System:  A. Any individual may 
choose to be excluded from the IIS, thereby limiting future access 

to his or her Immunization Records and Demographic Information 

from the IIS, by submitting a signed and witnessed document to his 
or her Immunization Provider on a form prescribed by the 

Department…  

 

10-144…4. Establishment Of The 

Immunization Information System: 

 

A. All children born in Maine and 
registered in the Electronic Birth 

Certificate system shall have their 

demographic data entered into the 
Immunization Information System 

(hereinafter referred to as the “IIS”).  

 
B. The Department may use any birth 

record, Medicaid record, school record, or 

immunization record for the purposes of 
obtaining and individual’s Immunization 

and Demographic Information and 

entering that Information into the IIS. 
 

C. An Immunization Provider who 

administers immunizations with vaccines 
provided by the Department shall record 

or report all immunizations administered 
directly into the Immunization 

Information System, or through other 

methods as approved by the Department, 
within five (5) working days of 

administering the immunization. 

 
 

 

 
 

 

 
 

 

 
 

NO YES 
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Chapter 274 

Immunization 

Information System 

(IIS)Rules 

1. Intent: The 

Immunization Information 
System is intended to be a 

repository for accurate and 

up to date immunization 
records for all persons 

born, residing or receiving 

vaccine in the State of 
Maine. The primary 

purpose of the system is to 

collect data related to 
vaccine administration, 

and to promote effective 

and cost efficient 
prevention of vaccine 

preventable diseases. 

…Administration of the 
system shall be performed 

by the Department’s 

Immunization Program. 

 

B. The Patient is responsible for notifying any Immunization 

Provider at each encounter of the decision to be excluded from 

the IIS. No Immunization Provider or health plan shall be liable 

for entering a previously excluded Patient into the Registry if that 

Patient did not provide that Immunization Provider or health 
plan with written notice of the exclusion. This rule does not 

relieve the excluded Patient from the obligation to comply with 

current immunization requirements set forth in State Law. 
[emphasis added] 

C. Upon being notified that a Patient wants to be excluded from 

the IIS, the Immunization Provider is responsible for opting out 

that Patient from the IIS, and continues to be responsible for the 
maintenance of appropriate immunization record keeping for the 

Patient. 

 
D. In the event that an individual does not have an Immunization 

Provider, that Patient shall notify the Department directly in 

writing on the prescribed form of his or her decision to be excluded 
from the IIS.  

 

 

Chapter 274 … 5. Confidentiality Of 

The Immunization Information System 

A. Identifying information contained in 
the IIS shall only be disclosed to 

Authorized Users and the individual that 

it identifies, except in the case of an 
authorized exchange (as specified in 

Section 10-C), or in the event of a public 

health emergency, as defined by statute. 
 

B. Authorized Users must sign a user 

agreement in a form prescribed by the 
Department that sets forth the terms for 

using the IIS. Any such Agreement shall 

include a confidentiality clause, as well as 
provisions related to penalties for 

unauthorized disclosure. 

 
C. Authorized Users shall not disclose 

information from the IIS about an 

individual except to another Authorized 
User when allowed by these rules, or by 

state and federal laws addressing patient 

confidentiality.  

 

 


