Oregon Genetics-Related Laws and Legislation

Background

Oregon laws are called “statutes.” The compilation of all Oregon laws is called
the “Oregon Revised Statutes” or “ORS.” The statutes are numbered, and a new
list of statutes is published in hard copy and posted on the Internet at
www.leqg.state.or.us/ors/home.htm after each biannual legislative session. The
current edition is for 2001. The ORS were renumbered early in 2002.

Many statutes require a state agency to write “Administrative Rules,” a document
detailing how the legislation should be implemented. Administrative Rules must
go through a public hearing process and be approved by the head of the
designated agency. Administrative Rules are published in hard copy and posted
on the Internet at arcweb.sos.state.or.us/banners/rules.htm.

“‘Measures” (a.k.a. “bills” or “legislation”) introduced into the Oregon State Senate
or Oregon House of Representatives are numbered. The number is preceded by
“SB” if the measure is introduced in the Senate and “HB” if it is introduced in the
House. Measures can impact one or more statutes. The measure numbers are
not related to the statute numbers (however, the statute numbers affected by a
measure are included in the measure).

2001 Oregon Revised Statutes Relating to Public Health Genetics
The following ORS have sections relating to public health genetics issues. In

most cases, the genetics-related issues are only a small part of the entire statute.
The descriptions in the following table are copied from the ORS.

ORS # Description of Entire Statute (not just the genetics-related portion)

659A.300 | Requiring breathalyzer, polygraph, psychological stress or brain-wave test or
genetic test prohibited; exceptions.

659A.303 | Employer prohibited from obtaining, seeking to obtain, or using genetic information.

659.121 | Prohibits first cousin marriages

192.531 | Definitions for ORS 192.531 to 192.549.

192.533 | Legislative findings; purposes.

192.535 | Informed consent for obtaining genetic information.

192.537 | Individual’s rights in genetic information; retention of information; destruction of
information.

192.539 | Disclosure of genetic information; exceptions.

746.135 | Genetic tests and information; rules.

433.285 | Policy to control metabolic diseases; diseases specified by rule; testing; fees;
exemptions; waiver of fees.

433.290 | Department to conduct educational program concerning metabolic diseases.

433.295 | Report of cases required; forms to be furnished.

106.020 | Prohibited and void marriages.

In addition, there are a number of statutes relating to DNA testing for criminal and
forensic purposes that are not listed individually here.
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Genetics-related measures passed in the 2001 Oregon regular legislative

session

The measures listed in the table below passed in the 2001 regular legislative

session. The first four measures relate to genetic privacy and insurance

discrimination and are described more completely in “The History of Oregon
Genetics Privacy Legislation” section below. The 2001 ORS that the measures
affect are listed in the table above. The last three measures relate to the use of

DNA in criminal and forensic investigations.

Measure Impact

HB2268 | Allowed the public health laboratory to increase the fee for newborn screening,
providing funding to implement tandem mass spectrometry technology.

except to “determine a bona fide occupational qualification.”

HB2352 | Prohibits employers from using, obtaining, or seeking to obtain genetic information

clinical diagnosis.

HB3126 | Genetic information does not constitute a preexisting condition in the absence of a

was obtained.

SB114 | Imposes civil penalties for violations of genetic privacy statutes. Creates crime of
unlawfully obtaining, retaining or disclosing genetic information. Punishes by
maximum of one year's imprisonment, $5,000 fine, or both. Establishes research
procedures. Creates Advisory Committee on Genetic Privacy and Research.
Extends protections to blood relatives of individuals from whom genetic information

HB2664 | Expands list of crimes for which blood or buccal samples must be obtained.

HB2663 | Extends statute of limitations for some crimes.

for petition is innocence established by DNA evidence.

SB667 | Provides that petition for post-conviction relief may be made at any time if grounds

HB 2917, which added provisions prohibiting insurers from requesting, obtaining,
or using genetic information about an applicant for insurance in connection with
an application for insurance, was introduced during the 2001 legislative session

but died in committee.

History of Oregon Genetics Privacy Legislation

In 1995 Oregon passed a genetic privacy act (Senate Bill 276)—the first

legislation of its kind in the nation. It aimed to protect the privacy and

confidentiality of genetic information and to protect against discrimination by
health insurers and employers based on the results of genetic testing. It included
a property clause that specified “an individual’s genetic information and DNA
sample are the property of the individual except when the information or sample

is used in anonymous research.” In general, the legislation:’

= Prohibited health insurers from utilizing genetic information to reject, deny,
limit, cancel, refuse to renew, increase rates of, or affect the terms and

conditions of health insurance policies

! From the Legacy Cancer Prevention and Risk Assessment Program
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» Provided for informed consent for testing and release of genetic
information

= Prohibited employers from subjecting any employee or prospective
employee to genetic screening, directly or indirectly

* Prohibited employers from seeking to obtain or using the genetic
information of an employee, or prospective employee, to distinguish
between or discriminate against the employee or prospective employee

Concerns arose that the property clause may be inhibiting genetic research and
the development of the biotech industry in Oregon. In 1999 the governor
appointed members (health professionals, researchers, business leaders,
consumers, and ethicists) to the Genetic Research Advisory Council (GRAC) to
address concerns raised by the property clause. The GRAC found that a property
clause was not essential to protecting genetic privacy, and in 2001, Senate Bill
114 passed the legislature. The bill removed the property clause, and instituted
civil and criminal penalties for violating genetic privacy rights. SB 114 also
expanded protection to an individual’s blood relatives, established rules for
consent, notification and opt-out provisions for anonymous research, and
expanded coverage to not only the genes but also the gene products (i.e. protein
and mRNA levels). SB 114 also called for a new fourteen member Advisory
Committee on Genetic Privacy and Research to develop administrative rules for
informed consent for genetic research, develop guidelines for anonymous and
encrypted genetic research, study the issue of discrimination based on family
medical history, and educate and obtain input from the public about genetic
privacy issues. The committee has met monthly since, and is now drafting its first
report to the legislature.

National genetics-related legislation affecting Oregon

On the federal level, there have been a variety of policies, bills, rules, executive
orders, and judicial opinions relating to genetics. However, currently, no federal
laws directly protect against genetic discrimination or assure the privacy of
genetic information. Two laws and one executive order that address concerns
related to genetics policy are:

= American with Disabilities Act of 1990: Forbids employers, government
agencies and public accommodations from discriminating against people
with disabilities.

= The Health Insurance Portability and Accountability Act of 1996 (HIPAA):
Governs the release of individually identifiable health information,
including genetic health information.
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* In February 2000, President Clinton issued an executive order that
prohibits discrimination against federal employees based on “protected
genetic information, or information about a request for or receipt of genetic

services.”
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