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OREGON 
 

Birth Defects Surveillance System 

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

Authority 

Consent 

Required? 
Dissent 

Allowed? 

OR NONE 

FOUND 

“Birth Defect Registry: Oregon is one of five states without a registry 

used to identify birth defects and provide data in prevention strategies.” 

(Department of Human Services, 2009 – 11 Policy Option Packages, 7-
07-08) 

 

“Establishing a Congenital Defect and Birth Abnormality 

Registration System   
The March of Dimes is supporting the establishment of a birth defects 

registry in Oregon. Senate Bill 873 was introduced to establish a 
congenital defect and birth abnormality registration system that would 

allow the Department of Human Servicesto collect and share information 

from the registry for certain purposes while ensuring the privacy of 
individuals. One use would be for DHS studies about causes of 

congenital defects, birth abnormalities, and poor pregnancy outcomes. 

The Oregon Legislative Fiscal Office has suggested this measure be 
referred for evaluation of budgetary impacts on the State and DHS 

budgets. Oregon EPHT is watching this bill with interest as Birth Defects 
are one of the core public health datasets identified by the CDC for the 

EPHT Network.  

(Environmental Public Health Tracking in Oregon, Issue 4, Spring 2007) 
 

Lorena Barck, Ph.D., J.D., Program Manager, Oregon Department of 

Human Services, Environmental and Occupational Epidemiology, 
Environmental Public Health Tracking: We don’t have a birth defects 

registry in Oregon, and one of the arguments that people have against it 

is that we have such small numbers of individual types of birth defects 
that it wouldn’t do much good in terms of tracking for causes and other 

kinds of things. I’m wondering, if people classically think of birth 

defects registry as what shows up at birth, maybe what we can do is try 
to promote a registry that goes farther in years, so that the structural 

defects show up later and the functional defects show up later.” – Forum 

Question, Birth Defects and Environmental Contaminants, June 30, 

2004 

“The Oregon Genetics Program uses multiple 

data sources and surveys to gather information 

about family history, healthcare provider 
practices, genomics, genetics, and chronic 

disease. By collecting and analyzing population-

based data, our program can monitor health 
trends and use the data for program improvement 

and evaluation.” – Oregon Genetics Data and 

Surveillance, 
http://public.health.oregon.gov/diseasescondition

s/geneticconditions/pages/surveillance.aspx, 

accessed August 17, 2012. 
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Cancer Surveillance System 

 
State Statute/Rule Language Specific to Surveillance 

System 

Data Sharing Research Authority Consent 

Required? 

OR STATUTE: 
ORS Title 36 

Chapter 432 

 
RULE: 

OAR 

Chapter 333 

432.510 Cancer and tumor registry 

system; purpose; rulemaking; duties 

of Oregon Health Authority. (1) The 

The Oregon Health Authority shall 
establish a uniform, statewide, 

population-based registry system for 

the collection of information 
determining the incidence of cancer 

and benign tumors of the brain and 

central nervous system and related 
data. The purpose of the registry shall 

be to provide information to design, 

target, monitor, facilitate and evaluate 
efforts to determine the causes or 

sources of cancer and benign tumors 

among the residents of Oregon and to 
reduce the burden of cancer and 

benign tumors in Oregon… 

 

432.570 No requirement or 

prohibition regarding operation of 

separate cancer and tumor registry. 
Nothing in ORS 432.510 to 432.550 

and 432.900 shall prohibit a health 
care facility from operating its own 

registry for cancer and benign tumors 

of the brain and central nervous 
system or require a health care facility 

to operate its own registry for cancer 

and benign tumors. [1995 c.585 §9; 
2003 c.269 §7] 

 

 
 

 

 
 

 

 
 

 

432.520 Reporting requirement; review of records; special 

studies. (1) Except as provided in subsection (2) of this section, 

any health care facility in which patients are diagnosed or 

provided treatment for cancer or benign tumors of the brain and 
central nervous system shall report each case of cancer or 

benign tumors of the brain and central nervous system to the 

Oregon Health Authority within a time period and in a format 
prescribed by the authority. The authority shall provide, at cost, 

reporting services to any health care facility at the option of the 

health care facility. Health care facilities may also purchase 
reporting services from another facility or commercial vendor. 

If a health care facility is unable to report in conformance with 

the format and standards prescribed by the authority, the 
authority may, after consultation with the health care facility, 

elect to activate its reporting service for the facility. When 

activated, the authority may enter the facility, obtain the 
information and report it in conformance with the appropriate 

format and standards. In these instances, the facility shall 

reimburse the authority or its authorized representative for the 
cost of obtaining and reporting the information… 

 
      …(3) Any practitioner diagnosing or providing treatment to 

patients with cancer or benign tumors of the brain and central 

nervous system shall report each case to the authority or its 
authorized representative within a time period and in a format 

prescribed by the authority. Those cases diagnosed or treated at 

an Oregon health care facility or previously admitted to an 
Oregon health care facility for diagnosis or treatment of that 

instance of cancer or benign tumors of the brain and central 

nervous system shall be considered by the authority to have 
been reported by the health care practitioner. 

      (4) Any clinical laboratory diagnosing cases of cancer or 

benign tumors of the brain and central nervous system shall 
report each case to the authority or its authorized representative 

within a time period and in a format prescribed by the authority. 

      (5) For the purpose of assuring the accuracy and 
completeness of reported data, the authority shall have the right 

to periodically review all records that would: 

      

 

 

432.520 …(6) The authority may conduct 
special studies of cancer morbidity and 

mortality. As part of such studies, registry 

personnel may obtain additional information 
that applies to a patient’s cancer or benign 

tumors and that may be in the medical record 

of the patient. The record holder may either 
provide the requested information to the 

registry personnel or provide the registry 

personnel access to the relevant portions of 
the patient’s medical record. Neither the 

authority nor the record holder shall bill the 

other for the cost of providing or obtaining 
this information. 

 

432.530 Confidentiality of 

information…(2) All additional information 

reported in connection with a special study 

shall be confidential and privileged and shall 
be used solely for the purposes of the study, 

as provided by ORS 432.060. Nothing in this 
section shall prevent the Oregon Health 

Authority from publishing statistical 

compilations relating to morbidity and 
mortality studies that do not identify 

individual cases or prevent use of this data by 

third parties to conduct research as provided 
by ORS 432.540 (1). 

 

432.540 Use of confidential data; rules. (1) 
The Oregon Health Authority shall adopt 

rules under which confidential data may be 

used by third parties to conduct research and 
studies for the public good. Research and 

studies conducted using confidential data 

from the statewide registry must be reviewed 
and approved by the Committee for the 

Protection of Human Research Subjects 

established in accordance with 45 C.F.R. 46 

NO 
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432.550 Action for damages; license; 

disciplinary action prohibited for 

good faith participation in reporting 

of data. (1) 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 registry data for 

cancer or benign tumors of the brain 
and central nervous system or data for 

cancer morbidity or mortality studies 

in accordance with ORS 432.510 to 
432.540 and 432.900. 

      (2) No license of a health care 

facility or practitioner may be denied, 
suspended or revoked for the good 

faith disclosure of confidential or 

privileged information in the reporting 
of registry data for cancer or benign 

tumors of the brain and central 

nervous system or data for cancer 
morbidity or mortality studies in 

accordance with ORS 432.510 to 

432.540 and 432.900. 
      (3) 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. 
 

 

333-010-0050 Confidentiality and 

Access to Data (1)… Except as 

required in connection with the 

administration or enforcement of 
public health laws or rules, no public 

health official, employee, or agent 

shall be examined in an 

administrative or judicial proceeding 

as to the existence or contents of data 

collected under the cancer registry 

system. 

 (a) Identify cases of cancer and benign tumors, the treatment of 

the cancer or benign tumors or the medical status of any patient 
identified as being treated for cancer or benign tumors; or 

      (b) Establish characteristics of the cancer or benign tumors. 

 
432.540 Use of confidential data; rules. …(2) The authority 

may enter into agreements to exchange information with other 

registries for cancer and benign tumors of the brain and central 
nervous system in order to obtain complete reports of Oregon 

residents diagnosed or treated in other states and to provide 

information to other states regarding the residents of other states 
diagnosed or treated in Oregon. Prior to providing information 

to any other registry, the authority shall ensure that the recipient 

registry has comparable confidentiality protections. 
 

 



CCHF REPORT 2013: Patient Privacy and Public Trust:                                                                           OREGON 

How Health Surveillance Systems Are Undermining Both 

 

Copyright © Citizens’ Council for Health Freedom August 2013      4 
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 
 

Newborn Genetic Testing & Surveillance System 

 
State Statute/Rule Language Specific to Genetic 

Testing and Surveillance System 

Exemption Research Authority Consent 

Required? 

Dissent 

Allowed? 

OR STATUTE: 
ORS Title 36, 

Chapter 433 

 
RULE: 

OAR Chapter 

333 

433.285 Policy to control metabolic 

diseases; testing; fees; exemptions; 

waiver of fees; rules. (1) It hereby is 

declared to be a matter of public 
policy of the State of Oregon that in 

the interest of public health and the 

prevention of mental retardation, 
every infant, shall be given tests 

approved by the Oregon Health 

Authority for the detection of the 
disease of phenylketonuria and other 

metabolic diseases. (2) The authority 

by rule shall specify the diseases for 
which infants shall be tested under 

subsection (1) of this section, the 

appropriate time following delivery 
for collecting specimens, the manner 

in which the specimens are to be 

submitted, the persons responsible for 
submitting the specimens, the 

methods of testing and the manner of 
payment of the fees…(5) The 

authority by rule shall prescribe the 

procedure to be followed in cases 
where initial testing for metabolic 

diseases is administered too early to 

detect these diseases, where the 
sample submitted for testing is 

improperly collected and where a 

sample shows an abnormal result. The 
authority, within the limits of funds 

available from fees collected under 

this section, shall institute a pilot 
program for follow-up on abnormal 

test results. 

 
 

 

 
 

 

433.285  (3) The 
testing required by 

subsection (1) of this 

section shall not be 
required if the infant is 

being reared as an 

adherent to a religion 
the teachings of which 

are opposed to such 

testing. The person 
responsible for 

submitting specimens 

under the rules of the 
authority shall be 

responsible for 

submitting a statement 
signed by the infant’s 

parent that the infant is 

being so reared. The 
department by rule 

shall prescribe the form 
of the statement. 

 

333-024-0235 
Religious Exemption 

from Testing  (1) A 

religious exemption 
from testing for 

Metabolic Diseases 

may be claimed if the 
infant is being reared 

as an adherent to in a 

religion the teachings 
of which are opposed 

to such testing.         

 

Unclear. 

Oregon Genetic Privacy LAW: 

 

192.535 Informed consent for obtaining genetic information. (1) A 

person may not obtain genetic information from an individual, or from 

an individual’s DNA sample, without first obtaining informed consent of 
the individual or the individual’s representative, except: 

      … (b) For anonymous research or coded research conducted under 

conditions described in ORS 192.537 (2), after notification pursuant to 
ORS 192.538 or pursuant to ORS 192.547 (7)(b); 

      … (d) As permitted by rules of the Health Authority for newborn 

screening procedures; 

 

192.537 Individual’s rights in genetic information; retention of 

information; destruction of information. …(2)(a) A person may use 
an individual’s DNA sample or genetic information that is derived from 

a biological specimen or clinical individually identifiable health 

information for anonymous research or coded research only if the 
individual: 

      (A) Has granted informed consent for the specific anonymous 

research or coded research project; 
      (B) Has granted consent for genetic research generally; 

      (C) Was notified in accordance with ORS 192.538 that the 
individual’s biological specimen or clinical individually identifiable 

health information may be used for anonymous research or coded 

research and the individual did not, at the time of notification, request 
that the biological specimen or clinical individually identifiable health 

information not be used for anonymous research or coded research; or 

      (D) Was not notified, due to emergency circumstances, in 
accordance with ORS 192.538 that the individual’s biological specimen 

or clinical individually identifiable health information may be used for 

anonymous research or coded research and the individual died before 
receiving the notice. 

 

 
 

 

 

NO YES 
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433.295 Report of cases required; 

forms to be furnished. (1) All 
physicians, public health nurses and 

the administrators of hospitals shall 

report the discovery of cases of 
phenylketonuria to the Oregon Health 

Authority. 

 
 

 

 

(2)(a) In the event a 

religious exemption is 
claimed from the 

requirements for 

testing for Metabolic 
Diseases, the person 

otherwise responsible 

for submitting the 
specimen for testing 

shall be responsible for 

submitting a completed 
statement to the state 

public health 

laboratory signed by 
the infant's parent 

using the following 

language:  

 
STATEMENT OF 

RELIGIOUS 

EXEMPTION 
The undersigned parent 

of_______ states that 

this child is exempt 
from testing for 

detection of 

METABOLIC 
DISEASES in that the 

child is being reared as 

an adherent to a 
religion the teachings 

of which are opposed 

to such testing. 

192.538 Notice by health care provider regarding anonymous or 

coded research. (1) A health care provider that is a covered entity as 
defined in ORS 192.519 (2)(c) and that obtains an individual’s 

biological specimen or clinical individually identifiable health 

information shall notify the individual that the biological specimen or 
clinical individually identifiable health information may be disclosed or 

retained by the provider for anonymous research or coded research….(3) 

The notice must contain a place where the individual may mark the 
individual’s request that the specimen or information not be disclosed or 

retained for anonymous research or coded research before returning the 

notice to the health care provider. 
 

 

Oregon Genetic Privacy RULE: 

333-025-0140 Informed Consent Procedures  (1) Unless exempted by 
ORS 192.535(1)(a)-(f), all persons collecting genetic information must 

conform to standards of informed consent… 

333-025-0155 Retention for the Purpose of Newborn Screening 

Procedures Oregon Health Authority may retain the blood samples of 
newborns collected for the control of metabolic diseases, as provided in 

ORS 433.285, for up to one year. 
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Vaccination Surveillance System 

 
State Statute/ 

Rule 

Language Specific to 

Surveillance System 

Exemption Data Sharing Consent 

Required? 

Dissent 

Allowed? 

OR STATUTE: 
ORS, Title 

36, Chapter 

433 
 

RULE: 

OAR 
Chapter 

433 

433.094 Development of 

immunization registry 

and tracking and recall 

system; standards. The 
Oregon Health Authority, 

a local health department, 

or both, or their agents or 
other providers may 

develop an immunization 

registry and an associated 
tracking and recall 

system to include, but not 

be limited to, children 
and young adults. 

333-049-0020 Purpose 
and Intent (1)…(a) 
Authorizes the Public 

Health Division to 

develop a registry for all 
children and adults born 

or living in Oregon … 
(2) In order to increase 

appropriate 

immunizations among 
preschool age children, it 

is the intent that, as soon 

as practical, all children 
born in the state will be 

automatically enrolled in 

the registry using 
information derived from 

birth certificates… 

333-049-0030  
Enrollment  (1) All 

children born in the state 

shall be enrolled in the 
registry. 

433.092 Purpose of ORS 433.090 to 433.102; waivers of 

consent to release certain medical information. The purpose of 

ORS 433.090 to 433.102 is to waive the requirement of consent 

for release of information from, or providing information to, the 
immunization record of a client of any immunization registry and 

to waive issues of confidentiality in regard to this information. 

333-049-0120 Deletion of Information in the Registry and 
Tracking and Recall System.  A client who is 18 years of age or 

older may request to have their record sealed or removed from the 

registry. The election of whether to seal the record or remove the 
record is at the sole discretion of the client. 

(1) Process. A client requesting sealing or removal of their registry 

record must submit a form approved by the Manager for that 
purpose. The client may elect to have their record sealed or 

removed from the registry. If the client does not elect either option 

then their record will be removed from the registry. 

(2) The request for sealing or removal of a client’s record must 

also include a legible photocopy of one piece of photo 

identification. Acceptable identification includes any of the 
following: a valid state-issued driver’s license or identification 

card; a passport; or a U.S. military identification card. 

(3) If a client elects to have their registry record sealed, the 

information will remain in the registry but will not be released to 

authorized users. In the case of a declared public health 
emergency, the Manager may release the information to public 

health officials for the sole purpose of responding to the declared 

emergency. A client may request that their record be unsealed by 
submitting the form approved by the Manager along with a 

photocopy of an approved document that verifies the client’s 

identity. A record that is removed from the registry cannot be 
recovered. 

(4) When an immunization record is removed from the 

registry, certain pieces of demographic information, including 

a client’s name and date of birth, must be kept on file in order 

to keep the immunization record from being repopulated. 
[emphasis added] 

433.100 Parental consent not required for 

enrollment in registry; rules; fees. (1) The 

Oregon Health Authority shall adopt rules 

pertaining to the development and 
implementation of the immunization 

registries and their associated tracking and 

recall systems. The rules shall include a 
process that allows a client who is 18 years of 

age or older, a custodial parent or guardian to 

control the transfer of information from the 
immunization record or the immunization 

tracking and recall record when such control 

is necessary to protect the health or safety of 
the family or the client. 

(2) Nothing in this section requires the 

consent of a parent or guardian prior to 
enrolling the child in the registry or restricts 

the registry from providing tracking and 

recall information to a custodial parent or 
guardian. 

333-049-0050 Reporting to the 
Immunization Registry (1) Any provider 

who participates in the registry and who 

administers immunizations identified by the 
Manager shall report such immunization to 

the registry within fourteen (14) calendar 

days of such immunization. 

433.098 Non-liability for disclosing or 

using information; confidentiality of 

information; removal of information. (1) 
An authorized user and the employees or 

agents of an authorized user are not liable for 

sharing information from the immunization 
record or using information from the 

immunization tracking and recall record for 

purposes of tracking immunizations of clients 
and for outreach to clients who have missed 

immunizations. 

NO YES 

 


