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In Session:

State Capitol, Suite 510
Juneau, Alaska 99801-1182

SENATOR
DONALD C. OLSON

January 14. 2004

MEMORANDUM

To: Senator Fred Dyson
Senate HESS Committee

From: Senator Donald Olson

Re: Schedule hetiring for SB 217, Slate Genetic Privacy Laws

I respectfully request a Senate HESS Committee hearing of SB 217 at
your earliest convenience. | have developed a blank CS that considerably
refines the language of the bill as it was originally introduced. | have also
attached my sponsor statement and a list of states that already have similar
laws. A sectional analysis is forthcoming. Please contact me if you need

additional information.

Thank you for your attention to this request.

(800) 597-3707
(907) 465-3707

(907) 465-4821 Fax
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SENATOR

DONALD C. OLSON

SPONSOR STATEMENT

SB 217, State Genetic Privacy Laws

We are all familiar on how useful DNA identification has been for law
enforcement and paternity disputes. But there is another side to this new

technology and that is the special need for a geaelic privacy law in Alaska.

On June 26. 2000, The Human Genome Project, a public consortium, and Celera
Genomics, a private company, jointly announced the completion of a “working
draft of the human genome.” Spelling out the 3 billion ‘letters” of the human

genome— the biochemical messages encoded in our DNA for manufacturing and

operating a complete human being.

This is the stepping-stone in deciphering the blueprint that makes us human.
Every human cell (hair, blood, fingernail parings, and body tissue) carries a

complete set of our genes. Consequently, these genetic profiles will yield



information that could be used against us. For example, insurance companies can
decide whether to issue life insurance based upon our gene make-up (i.e

predisposition to cancer, alcoholism, or other health concerns).

We have state laws to restrict access to medical records; however, the State of
Alaska has yet to specify any protection of genetic information. Medical
information is presumed confidential, but the increasing capability to store and

rapidly transfer data escalates the challenge of protecting privacy.

At the present time, there is no national statue regarding genetic privacy laws.
Fifteen states have required informed consent for a third party to perform or
require a genetic lest or to obtain genetic information. Twenty-three states require

informed consent to disclose genetic information.

I have introduced SB 217 to give special consideration to the advancing

biotechnology and protect our genetic privacy rights.



SB 217 - An Act relating to genetic privacy.

Stales that require informed consent for a third party to either perform or require
genetic test or to obtain genetic information:

Arizona New Jersey
Delaware New Mexico
Florida New York
Georgia Oregon
Massachusetts South Carolina
Michigan South Dakota
Nebraska Vermont
Nevada

Stales that require informed consent to disclose genetic information:

Arizona Missouri
Arkansas Nevada
California New Hampshire
Colorado New Jersey
Delaware New Mexico
Florida New York
Georgia Oregon

Hawaii South Carolina
Illinois Texas
Louisiana Vermont
Maryland Virginia
Massachusetts

States that require written authorization to disclose genetic information:

Rhode Island
Washington
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CS FOR SENATE BILL NO. 217( )

IN THE LEGISLATURE OF THE STATE OF ALASKA
TWENTY-THIRD LEGISLATURE - SECOND SESSION

BY

Offered:
Referred:

Sponsors): SENATOR OLSON

A BILL

FOR AN ACT ENTITLED
"An Act relating to genetic privacy."

BE IT ENACTED BY THE LEGISLATURE OF THE STATE OF ALASKA:

* Section 1. The uncodified law of the State of Alaska is amended by adding a new section

to read:
LEGISLATIVE FINDINGS; PURPOSES, (a) The legislature finds that

(1) the deoxyribonucleic acid (DNA) molecule contains information about the

probable medical future of an individual and the individual's blood relatives; this information

is written in a code that is rapidly being deciphered;

(2) genetic information is uniquely private and personal information that

generally should not be collected, retained, or disclosed without the individual's authorization;
(3) the improper collection, retention, or disclosure of genetic information can

lead to significant harm to an individual and the individual's blood relatives, including

stigmatization and discrimination in areas such as employment, education, health care, and

insurance;
(4) an analysis of an individual's DNA provides information not only about
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the individual, but also about blood relatives of the individual, with the potential for affecting

2family privacy, including reproductive decisions;

3
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(5) current legal protections for medical information, tissue samples, and DNA
samples are inadequate to protect genetic privacy and the individual's property interest in

these samples and the information derived from the samples; and

(6) laws for the collection, storage, and use of identifiable DNA samples and
private genetic information obtained from those samples are needed both to protect individual
and family privacy and to permit and encourage legitimate scientific and medical research.

(b) The purposes of this act are as follows:

(1) to define the rights of individuals whose genetic informationis collected,

analyzed, retained, or disclosed and the individual's property right in that information;

(2) to define the circumstances under which an individual may be subjected to

genetic testing; and
(3) to define the circumstances under which an individuals genetic
information may be collected, analyzed, retained, or disclosed.
*Sec. 2. AS 18 is amended by adding a new chapter to read:
Chapter 13. Genetic Privacy.
Sec.18.13.010. Genetic testing, (a) Except as provided in (b) of this section,
(1) a person may not collect a DNA sample from a person, perform a
DNA analysis on a sample, retain a DNA sample orthe results of a DNA analysis, or

disclose the results of a DNA analysis unless the person has first obtained the

informed and written consent of the person, or the person's legal guardian or

authorized representative, for the collection, analysis, retention, or disclosure;

(2) a DNA sample and the results of a DNA analysis performed on the
sample are the exclusive property of the person sampled or analyzed.
(b) The prohibitions of (a) of this section do not apply to DNA samples
collected and analysis conducted
(1) under AS 44.41.035 or comparable provisions of another
]

including the identification of

jurisdiction;
(2) for a law enforcement purpose,

perpetrators andthe investigation of crimes and the identification of missing or

Lesse 217( ) 2
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unidentified persons or deceased individuals;

(3) for determining paternity;

(4) to screen newborns as required by state or federal law;

(5) for the purpose of medical or scientific research and education,
including retention of genetic information and samples from anonymous donors if the
anonymous donor was informed at the time of collection of the sample that the sample

would be used for anonymous research and education and the donor consented to the

collection and use of the sample at that time;
(6) for the purpose of emergency medical treatment.
w) A general authorization for the release of medical records or medicr
information may not be construed as the informed and written consent required by thi

section. The Department of Health and Social Services may by regulation adopt

uniform informed and written consent form to assist persons in meeting th

requirements of this section. A person using that uniform informed and writter

consent is exempt from civil or criminal liability for actions taken under the consen
form. A person may revoke or amend their informed and written consent at any time.

Sec. 18.13.020. Private right of action. A person may bring a civil action
against a person who collects a DNA sample from the person, performs a DNA
analysis on a sample, retains a DNA sample or the results of a DNA analysis or
discloses the results of a DNA analysis, in violation of this chapter. In addition to the
actual damages suffered by the person, a person violating this chapter shall be liable to
the person for damages in the amount of $5,000 or, if the violation resulted in profit or
monetary gain to the violator, $100,000.

Sec. 18.13.030. Criminal penalty, (a) A person commits the crime of
unlawful DNA collection, analysis, retention, or disclosure if the person knowingly
collects a DNA sample from a person, performs a DNA analysis on a sample, retains a
DNA sample or the results of a DNA analysis, or discloses the results of a DNA
analysis in violation of this chapter.

(b) In this section, "knowingly™ has the meaning given in AS 11.81.900.

(c) Unlawful DNA collection, analysis, retention, or disclosure is a class A

misdemeanor.

-3 CSSB 217( )
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Sec. 18.13.100. Definitions. In this chapter,
(1) "DNA" means deoxyribonucleic acid, including mitochondrial
DNA, complementary DNA and DNA derived from ribonucleic acid;

(2) "DNA analysis™ means DNA or genetic typing and testing or any
test for determining the presence or absence of genetic characteristics in an individual,
including tests of nucleic acids, chromosomes, or proteins in order to diagnose or
identify a genetic characteristic;

(3) "genetic characteristic" includes a gene, chromosome, or alteration
of a gene or chromosome that may be tested to determine the existence or risk of a
disease, disorder, trait, propensity, or syndrome, or to identify an individual or a blood
"genetic characteristic” does not include family history or a genetically

relative;
transmitted characteristic whose existence or identity is determined other than through

a genetic test.
* Sec. 3. The uncodified law of the State of Alaska is amended by adding a new section to

read:
APPLICABILITY. AS 18.13, enacted by sec. 2 of this Act, applies to any collection,

analysis, retention, or disclosure occurring after the effective date of this Act.

CSSB 217( ) -4-
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FISCAL NOTE

STATE OF ALASKA Fiscal Note Number;

2004 LEGISLATIVE SESSION Bill Version: SB217-ACS-TC-1-22-04
() Publish Date:

Revision Date/Time (Note if correction): Dept. Affected

Title Genetic Privacy '‘BRU Alaska Court System
Component Trial Courts

Sponsor Senator Olson

Requester Component No.

Expenditures/Revenues (Thousands of Dollars)
Note: Amounts do not include inflation unless otherwise noted below.
OPERATING EXPENDITURES FY 2005 FY 2006
Personal Services

Travel

Contractual

Supplies

Equipment

Land & Structures

Grants & Claims

Miscellaneous
TOTAL OPERATING 0.0 0.0 0.0 0.0 0.0 0.0

FY 2007 FY 2008 FY 2009 FY 2010

ICAPITAL EXPENDITURES

CHANGE IN REVENUES ( ) |
FUND SOURCE (Thousands of Dollars)

1002 Federal Receipts

1003 GF Match

1004 GF

1005 GF/Program Receipts

1037 GF/Mental Health

Other (Specify Type-Do nat abbreviate)

TOTAL 0.0 0.0 0.0 0.0 0.0 0.0
Estimate of any current year (FY2004) cost: 0.0
Mark this box (X) if funding for this bill is Included in the Governor's FY 2005 budget proposal:
POSITIONS
Full-time
P3rt-time
Temporary

ANALYSIS:  (Attach a separate page if necessary)
The Alaska Court System does not anticipate any fiscal impact from the passage of SB 217.

Prepared by:  Doug Wooliver Administrative Attorney Phone

Division Alaska Court System Date/Time 1/22/04 4:27 PM
Approved by:  Stephanie Cole Administrative Director by Doug Wooliver Date 1/22/2004
Agency Alaska Court System

Page 1of 1

(Revised 0/2003 OMB)



FISCAL NOTE

STATE OF ALASKA Fiscal Note Number:

2004 LEGISLATIVE SESSION Bill Version: SB217-ACS-TC-1-22-04
() Publish Date:

Revision Date/Time (Note if correction): Dept. Affected:

Title Genetic Privacy '‘BRU Alaska Court System

'‘Component Trial Courts

Sponsor Senator Olson

Requester Component No.

Expenditures/Revenues (Thousands of Dollars)

Note: Amounts do not include inflation unless otherwise noted below.

OPERATING EXPENDITURES FY 2005 FY 2006 FY 2007 FY 2008 FY 2009 FY 2010
Personal Sen/ices

Travel

Contractual

Supplies

Equipment

Land & Structures
Grants & Claims

Miscellaneous
TOTAL OPERATING 0.0 0.0 0.0 0.0 0.0 0.0

CAPITAL EXPENDITURES

CHANGE IN REVENUES ( ) |
FUND SOURCE (Thousands of Dollars)

1002 Federal Receipts
1003 GF Match

1004 GF

1005 GF/Program Receipts
1037 GF/Mental Health

Other (Specify Type-Do not abbreviate)
TOTAL 0.0 0.0 0.0 0.0 0.0 0.0
Estimate of any current year (FY2004) cost: 0.0
Mark this box (X) if funding for this bill is included in the Governor's FY 2005 budget proposal: i
POSITIONS
Full-time
Part-time
Temporary

ANALYSIS:  (Attach a separate page if necessary)
The Alaska Court System does not anticipate any fiscal impact from the passage of SB 217.

Prepared by:  Doug Wooliver Administrative Attorney Phone

Division Alaska Court System Date/Time 1/22/04 4:27 PM
Approved by:  Stephanie Cole Administrative Director by Doug Wooliver Date 1/22/2004
Agency Alaska Court System

(Homed YABAVB) Page 1of 1_



FISCAL NOTE

STATE OF ALASKA Fiscal Note Number: SB217-LAW-LegsRegs-1

2004 LEGISLATIVE SESSION Bill Version: SB 217
() Publish Date:

Revision Date/Time (Note if correction): Dept. Affected] LAW

Title "An Act relating to genetic privacy, and RDU Administration and Support
amending Rule 82. Alaska Rule of Civil Procedure...." Component Legislation & Regulations
Sponsor Senator Olson

Requester Senate Health, Education & Social Svces Component No.
Expenditures/Revenues (Thousands of Dollars)

Note: Amounts do not include inflation unless otherwise noted below.

OPERATING EXPENDITURES FY 2005 FY 2006 FY 2007 FY 2008 FY 2009 FY 2010
Personal Services

Travel

Contractual

Supplies

Equipment

Land & Structures
Grants & Claims

Miscellaneous N . i * Jokokck
TOTAL OPERATING " - e

CAPITAL EXPENDITURES

CHANGE IN REVENUES ( ) |
FUND SOURCE (Thousands of Dollars)

1002 Federal Receipts
1003 GF Match

1004 GF

1005 GF/Program Receipts
1037 GF/Mental Health

Other (Specify Type--Do not abbreviate) -
TOTAL

Estimate of any current year (FY2004) cost: 0.0

Check this box (X) if funding for this bill is included in the Governor's FY 2005 budget proposal:

POSITIONS

Full-time

Part-time

Temporary

ANALYSIS:  (Attach a separate page if necessary)
This bill adds Chapter 13 to AS 18 in order to define the rights of individuals whose genetic information is

collected, retained, or disclosed and the rights of the individuals' blood relatives. It defines the
circumstances under which an individual may be subject to genetic testing and the circumstances under
which such genetic information may be collected, retained, or disclosed, and it protects against
discrimination by an insurer or employer based upon an individual's genetic chare" eristics. It defines the
circumstances under which a DNA sample or genetic information may be used foi research. The bill
allows the Attorney General to bring an action against a person who violates this chapter, or intervene in a
civil action brought under this chapter, if in the opinion of the Attorney General, the action is of general

public importance.

Prepared by:  Kathryn A. Daughhetee._Director Phone 465-3673
Division Administrative Services Date/Time 1/23/04 11:39 AM
Approved by: Kathryn Daughhetee for Gregg D. Renkes, Attorney General Date 1/23/2004
Agency Department of Law.

Page 1of2

(Revised ZIBOVE)



FISCAL NOTE

STATE OF ALASKA BILLNO.
2004 LEGISLATIVE SESSION

ANALYSIS CONTINUATION

In terms of actions brought or an intervention by the Attorney General, this legislation will have no foreseeable fiscal impact on the
Department of Law. There is an indeterminable fiscal impact occuring contingent on to what extent regulations related to this new
chapter impact Department of Law attorneys in their development and finalization.

Page 2 of 2



FISCAL NOTE

STATE OF ALASKA Fiscal Note Number:
2004 LEGISLATIVE SESSION Bill Version: SB217-DPS-L.S-1-23-04
() Publish Date:

Revision Date/Time (Note if correction): Dept. Affected; Public Safety

Title An Act relating to genetic privacy RDU Statewide Support
Component Laboratory Services

Sponsor Senator Olson

Requester Senate Health.Educ.& Social Svcs Component No. 527
Expenditures/Revenues (Thousands of Dollars)

Note: Amounts do not include inflation unless otherwise noted below.

OPERATING EXPENDITURES FY 2005 FY 2006 FY 2007 FY 2008 FY 2009 FY 2010
Personal Services

Travel

Contractual

Supplies

Equipment

Land & Structures
Grants & Claims

Miscellaneous

TOTAL OPERATING 0.0 0.0 0.0 0.0 0.0 0.0

CAPITAL EXPENDITURES

CHANGE IN REVENUES ( )
FUND SOURCE (Thousands of Dallars)

1002 Federal Receipts
1003 GF Match

1004 GF

1005 GF/Program Receipts
1037 GF/Mental Health

Other (specify Type--Do not ablbreviate)
TOTAL 0.0 0.0 0.0 0.0 0.0 0.0

Estimate of any current year (FY2004) cost: 0.0
Mark this box (X) if funding for this bill is Included in the Governor's FY 2005 budget proposal:

POSITIONS
Full-time
Part-time
Temporary

ANALYSIS:  (Attach a separate page if necessary)

This bill requires informed consent of an individual before obtaining genetic information from the wet'ividual's DNA. The bill states
that an individual's genetic information and DNA sample are private and must be protected, and requires that DNA samples from an
individual be promptly destroyed upon the request of that individual. It provides for a criminal penally for unlawfully obtaining,
retaining, or disclosing genetic information (Class A Misdemeanor).

This bill does not appear to affect current DPS DNA collection and handling protocols because DNA and associated genetic
information obtained in connection with AS 44.41.035 (the DNA Registration System) and criminal investigations are exempted (Sec.
18.13.020 27, Sec 18.13.030 12 and 28, Sec.18.13.040 12). Il is noted that the criminal penalties for unlawful disclosure of DNA

information under AS 44.41.035 are more severe.

No fiscal impact is anticipated for the Department of Public Safety.

Phone 269-5743

Prepared by:  Chris W. Beheim
Date/Time 1/23/04 8:50 AM

Division Statewide Services
Approved by:  Commissioner William Tandeske Date 1/23/2004
Agency Department of Public Safety

(Rovisoti 12/2003 omb) Page lof 1__



SECTIONAL ANAYLSIS
CS SB 217 ( )“D” Version, Genetic Privacy

By Senator Olson’s Office

Section 1. The legislative findings and purposes of the act are presented. In the first
instance, it is acknowledged that the uniqueness of the DNA molecule contains
information that is the very essence of an individual’s being. Furthermore, laws to
protect the privacy of this information from unwarranted or improper collection,
retention, and disclosure are inadequate to protect an individual from potential

stigmatization and discrimination.

The purposes of act are to define the rights of individuals to the privacy of their own
genetic information, the circumstances under which they may be subject to genetic
testing, and the circumstances under which DNA information may be collected, analyzed,

retained, or disclosed.

Section 2. A new chapter is added to AS 18 entitled, Chapter 13, Genetic Privacy. It

contains the following sections:

Sec. 18.13.010. Subsection (a) establishes a person’s right of to genetic privacy.
It prohibits the collection, analyses, retention, and disclosure of DNA information
without the written consent of the individual, their legal guardian, or authorized

representative.

Subsection (b) provides a list of exceptions to the prohibition above. These
exceptions are for DNA collection and analysis for law enforcement purposes,
determination of paternity, medical procedures required by law or for emergency
medical treatment purposes. Exception is also allowed for medical or scientific

research and education if anonymity of the donor is preserved.

In subsection (c), the Department of Health and Social Services may develop a
uniform written consent form. A person using the form to obtain the written
consent requirements of this chapter is exempt from the civil and criminal liability
actions that are established. An individual may revoke or amend their informed

consent at any time.



Sec. 18.13.020. This section specifically creates a right of civil action for
violations of an individual’s right to genetic privacy in 18.13.010. Minimum
liability for damages is set at $5000 or $100,000 if the profit or monetary gain

resulted from the violation.

Sec. 18.13.030. In this section, a criminal action may be brought against person
who knowingly violates an individual’s right to genetic privacy in 18.13.030.
Conviction of the crime is a class A misdemeanor.

Sec.18.18.040 is the definition section.

Section 3 establishes the applicability of the act.



Review of CS for Senate Bill No. 217 ()

Subject: Review of CS for Senate Bill No. 217 ()
Date: Tue, 27 Jan 2004 12:08:01 -0900
From: "Bert Boyer" <ffobbb@uaf.edu>
To: "'David Gray'™ <david_gray@ legis.state.ak.us>
CC: "Bert B Boyer" <beit.boyer@uaf.edu>

Dear Senator Olson,

It was nice talking with Dave Gray about the working draft for Senate
Bill No. 217 this morning.

I applaud your efforts to address the complicated issues of genetic

in Senate Bill 217. The submission of this bill is timely and
have been working towards development of a
participatory research program involving genetic risk to chronic
diseases increasingly prevalent among Alaska Natives for the last 10
years and many of the issues we have faced and discussed are addressed
in the working draft of Senate Bill 217. As a medical research

scientist, | believe it is important that we discuss and collaboratively
develop guidelines to protect the privacy of individuals and use of
their genetic samples, while affording reasonable opportunities for the
medical and research community to make advances in genetic research that

privacy
important for Alaskans. |

will benefit many people in the future.

I would be happy to work with you in the future.
Sincerely,

Bert

Bert Boyer, Ph.D.
Associate Professor of Molecular Biology

Institute of Arctic Biology

Center for Alaska Native Health Research
311 Irving | Bldg.

Fairbanks, Alaska 99775

Phone - .907-474-7733

Fax - 907-474-6967 or -5700

bert.boyerQua f.edu
http://www.iab.uaf.edu/~bert_boyer

http://www.alaska.edu/canhr/

1/27/2004 12:14 PM
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SENATE COMMITTEE REPORT
First Committee of Referral

DATE: 59/3 FURTHER: Judiciary
Date of 5-Day Notice: DATE TURNED
(inaccordance with Uniform Rule 23) INTO OFFICE:

Health, Education and Social Services Committee considered SENATE BILL NO. 217
SB 217 GENETIC PRIVACY
"An Act relatmgfto genet|c rivacy; and amending Rule 82, Alaska Rules of Civil Procedure, and Rule 508,

Alaska Rules of Appellate Procedure.”
and recommends: Senate Bill;
. [ ] same_title
be replaced with CS g\-7 ) new fitle
. House BIill:
[ ] adopt previous _ cs ) same title
technical title
[ ] attached amendment(s) new: SCR #_
[ ] adopt Letter of Intent by Committee
[ ] further referral to Committee
NEW FISCAL NOTE(S): PREVIOUS FISCAL NOTE(S):
Department Date Fiscal Zero FN# Department Date Fiscal Zero FN#
L, AW il 1
t>PS 'kl &
Acs n, 3

[ ] APPROPRIATION - no fiscal note

DO Do NOT

Pass Pass NoREC Amend

AND RECOMMEND TIO
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