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SENATE BILL NO. 66

January 28, 1

997, troduced by Senators A. SM TH and BYRUM
and referred

7, In
to the Commttee on Fi nancial Services.

A bill to regulate access to genetic infornmation about

i ndi vi dual s.
THE PEOPLE OF THE STATE OF MICHIGAN ENACT:

Sec. 1. This act shall be known and may be cited as the
"genetic information privacy act".

Sec. 2. As used in this act:

(a) "DNA sanpl e" neans a deoxyri bonucl eic acid speci nen
taken from an i ndi vi dual .

(b) "Cenetic information" nmeans data derived froman indi-
vi dual or menber of the individual's fam |y about the
i ndi vidual 's genes, gene products, or inherited characteristics.

(c) "Cenetic test" neans a procedure for determ ning the
presence or absence of an inherited genetic characteristic in an
i ndi vidual, and includes but is not limted to a test of

chronobsones, proteins, or nucleic acids such as DNA, RNA, or
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m tochondrial DNA to identify a predi sposing genetic
characteristic.

(d) "Individual" neans a natural person.

(e) "Person" means an individual, partnership, corporation,
associ ation, governnental entity, or other |legal entity.

(f) "RNA" neans nucleic acids that contain ribose and uraci
as structural conponents and are associated with the control of
cellular chem cal activities.

Sec. 3. (1) A person shall not performa genetic test upon
an individual unless the person provides the individual with
witten notice that contains a specific description of the test
to be performed and includes a statenent that identifies all of
the fol |l ow ng:

(a) The purpose of the test.

(b) The potential uses of the test.

(c) The limtations of the test.

(d) The neaning of any results of the test.

(e) The procedures for providing the individual with notice
of the test results.

(f) The rights of the individual to keep the test results
confidential, subject to the exceptions specified in this act.

(2) A person who perforns a genetic test perfornmed upon an
i ndi vidual or who receives the results of a genetic test per-
formed upon that individual shall provide the individual with a
statenent specifying that the test was perfornmed or that the test
results were received. The statenent shall include a notice that

genetic information derived fromthe test nmay not be disclosed to
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persons other than the individual w thout the individual's
witten consent, unless the disclosure is made in accordance with
an exception specified in this act.

(3) This subsection does not apply to an individual who
orders a genetic test or receives the results of a genetic test
performed on hinself or herself.

(4) A person who violates this section is guilty of a m sde-
nmeanor puni shable by a fine of $1,000.00 or inprisonment for not
nore than 6 nonths, or both.

Sec. 4. (1) Genetic information about an individual is the
property of the individual. A person other than the individual
shall not obtain the individual's genetic information w thout the
express witten consent of the individual unless the genetic

information is required for 1 or nore of the foll ow ng purposes:

(a) To establish the identity of an individual by a |aw
enf orcenment agency engaged in a crimnal investigation, or by a
court in a juvenile or crimnal adjudication or proceeding.

(b) To establish the identity of an individual if the acqui-
sition of the genetic information is authorized by federal or
state | aw

(c) To conply with newborn screening requirenments estab-
lished by federal or state |aw.

(d) To determ ne paternity in accordance with the paternity
act, 1956 PA 205, MCL 722.711 to 722.730.

(e) To determne the identity of a deceased i ndividual.
(f) To conduct research in which the identity of the

i ndi vi dual remai ns anonynous.
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(2) A person who violates this section is guilty of a
m sdeneanor puni shable by a fine of $1,000.00 or inprisonnent for
not nore than 6 nonths, or both.

Sec. 5. (1) A person who obtains possession of an
i ndi vidual 's genetic information shall not retain that genetic
information without the express witten consent of the individu-
al, unless the retention is required to achieve 1 or nore of the
pur poses described in section 4. The person shall not retain the
genetic information after a purpose described in section 4 is
achi eved unl ess the individual about whomthe genetic information
rel ates expressly consents in witing to the retention.

(2) A DNA sanple shall be destroyed pronptly after per-
formance of the genetic test for which the sanple was taken,
unless 1 of the following conditions is net:

(a) Retention is required for an ongoing crimnal investiga-
tion, or for a crimnal or juvenile adjudication or proceedi ng.

(b) Retention is authorized by a court having jurisdiction.

(3) An individual's DNA sanple provided for a research
project shall be destroyed inmmediately after conpletion of the
project or upon wthdrawal of the individual fromthe project,
whi chever occurs first. However, this subsection does not apply
if the individual or his or her representative expressly consents
to retention of the sanple after receiving explicit information
about the purpose of that retention.

(4) An individual's DNA sanple provided for an insurance or

enpl oynent purpose shall be destroyed imedi ately after that
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purpose is nmet, unless the destruction is prohibited by a court
order.

(5) A person who violates this section is guilty of a m sde-
nmeanor puni shable by a fine of $1,000.00 or inprisonment for not
nore than 6 nonths, or both.

Sec. 6. An individual or his or her representative may,
within 10 days after naking a witten request, inspect, request
correction of, or obtain a copy of a record of genetic infornma-
tion about the individual. |If a copy of a record is requested,
the individual or his or her representative nay be charged the
actual cost of copying the record.

Sec. 7. This act applies only to genetic information that
can be identified as belonging to an individual or famly. This
act does not affect any |law, contract, or other arrangenent that
determ nes a person's right to conpensation for substances or
data derived froman individual's genetic information.

Sec. 8. (1) Subject to subsection (2), a person shall not
di scl ose, or be conpelled to disclose by subpoena or any ot her
means, either of the follow ng:

(a) The identity of an individual upon whom a genetic test
has been perforned.

(b) Genetic information about an individual that permts
identification of the individual.

(2) The prohibitions described in subsection (1) do not

apply if 1 or nore of the follow ng conditions exist:
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(a) The individual who is the subject of the genetic test or
who provides genetic information expressly consents in witing to
t he di scl osure.

(b) The disclosure is required to neet a purpose descri bed
in section 4.

(c) A court having jurisdiction orders the disclosure.

(d) The disclosure is required to furnish genetic inforna-
tion relating to a decedent for nedical diagnosis of blood rel a-
tives of the decedent.

(e) The disclosure is to an insurer, health care corpora-
tion, or health maintenance organi zati on under contract to pay
all or a portion of the genetic test costs, and the disclosure is
l[imted to identification of the individual and the cost of
obtaining genetic information from or providing a genetic test
to, the individual

(3) A person who violates this section is guilty of a felony
puni shabl e by a fine of $5,000.00 or inprisonment for not nore
than 1 year, or both

Sec. 9. The requirenents inposed under this act for acquir-
ing, retaining, or disclosing genetic information about an indi-
vi dual apply to each acquisition, retention, or disclosure of
genetic information about the individual.

Sec. 10. A person who violates this act is liable for all
actual damages, or $10, 000. 00, whichever is greater, including
damages for econom c or noneconom c injury, established in a
civil action to have been proxi mately caused by the violation,

pl us reasonabl e attorney fees and costs.

00629' 97 Fi nal Page.



