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SENATE BI LL 5564

St ate of WAshi ngt on 58th Legislature 2003 Regul ar Sessi on

By Senators Deccio, Thibaudeau and Franklin; by request of Departnent
of Social and Health Services

Read first time 01/30/2003. Referred to Conmttee on Health & Long-
Term Car e.

AN ACT Relating to research in the jurisdiction of a state agency;
and anendi ng RCW 42. 48. 010, 42.48.020, and 42. 48. 040.

BE | T ENACTED BY THE LEGQ SLATURE OF THE STATE OF WASHI NGTON:

Sec. 1. RCW 42.48.010 and 1989 1st ex.s. ¢ 9 s 207 are each
anmended to read as foll ows:

For the purposes of this chapter, the follow ng definitions apply:

(1) "Individually identifiable" nmeans that a record contains
i nformati on which reveals or can |ikely be associated wth the identity
of the person or persons to whomthe record pertains.

(2) "Legally authorized representative" neans a person legally
authorized to give consent for the disclosure of personal records on
behalf of a mnor or a legally inconpetent adult.

(3) "Personal record" neans any information obtained or maintained
by a state agency which refers to a person and which is decl ared exenpt
from public disclosure, confidential, or privileged under state or
federal |aw

(4) "Research" neans a ((plannred—and—systematie—soctologieal—
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reH-able—and—val+d—results)) systemmtic investigation, including

research devel opnent, testing, and evaluation, designed to develop or
contribute to qgeneralizable know edge. Activities that neet this
definition are research whether or not they are conducted or supported

under a program that is considered research for other purposes. For
exanpl e, sone denonstration and service prograns nay include research
activities.

(5) "Research in the jurisdiction of a state agency" neans: (a)
Research conducted by an enployee or a contractor of a state agency;
(b) research sponsored by a state agency; or (c) research that involves
access to or disclosure of identifiable personal records obtained or
mai ntained by a state agency.

(6) "Research record" neans an item or grouping of information
obtained for the purpose of research from or about a person or
extracted for the purpose of research froma personal record.

((66))) (7) "State agency" neans: (a) The departnent of social and
health services; (b) the departnent of corrections; (c) an institution
of higher education as defined in RCW 28B.10.016; ((e+)) (d) the
departnent of health; or (e) the departnent of |abor and industries.

Sec. 2. RCW42.48.020 and 1985 ¢ 334 s 2 are each anended to read
as follows:

(1) A state agency nmamy authorize or provide access to or provide
copies of an individually identifiable personal record for research
purposes if informed witten consent for the disclosure has been given
to the appropriate departnment secretary, or the president of the
institution, as applicable, or his or her designee, by the person to
whom the record pertains or, in the case of mnors and legally
i nconpetent adults, the person's legally authorized representative.

(2) A state agency nmay authorize or provide access to or provide
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copies of an individually identifiable personal record for research
pur poses without the informed consent of the person to whomthe record
pertains or the person's |legally authorized representative, only if:

(a) The state agency adopts research review and approval rules
including, but not limted to, the requirenment that the appropriate
departnment secretary, or the president of the institution, as
appl i cabl e, ( (appotnt——a—standing—huran—researeh)) designate a
registered institutional review board conpetent to review research
proposals as to ethical and scientific soundness; and the review board
determ nes that the disclosure request has scientific nmerit and is of
inportance in terns of the agency's programconcerns, that the research
pur poses cannot be reasonably acconplished w thout disclosure of the
information in individually identifiable formand w thout waiver of the
informed consent of the person to whom the record pertains or the
person's legally authorized representative, that disclosure risks have
been m nim zed, and that remaining risks are outwei ghed by antici pated
health, safety, or scientific benefits; and

(b) The di scl osure does not violate federal |aw or regul ations; and

(c) The state agency negotiates with the research professional
receiving the records or record information a witten and legally
bi nding confidentiality agreenent prior to disclosure. The agreenent
shal | :

(1) Establish specific safeguards to assure the continued
confidentiality and security of individually identifiable records or
record information;

(1i) Ensure that the research professional will report or publish
research findings and conclusions in a manner that does not permt
identification of the person whose record was used for the research
Final research reports or publications shall not include photographs or
ot her visual representations contained in personal records;

(1i1) Establish that the research professional wll destroy the
i ndi vi dual identifiers associated wth the records or record
informati on as soon as the purposes of the research project have been
acconplished and notify the agency to this effect in witing;

(tv) Prohibit any subsequent disclosure of the records or record
information in individually identifiable formexcept as provided i n RCW
42. 48. 040; and
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(v) Provide for the signature of the research professional, of any
of the research professional’'s team nenbers who require access to the
information in identified form and of the agency official authorized
to approve disclosure of identifiable records or record i nformation for
resear ch purposes.

Sec. 3. RCW42.48.040 and 1985 ¢ 334 s 4 are each anended to read
as follows:

No research professional who conducts research in the jurisdiction
of a state agency and who has established an individually identifiable
research record from personal record information pursuant to RCW
42.48.020(2), or who has established a research record from data or
information voluntarily provided by ((anragenrey—eHent—or—enployee)) a
research subject wunder ((a)) an_ oral or witten confidentiality
assurance for the explicit purpose of research, may disclose such a
record in individually identifiable formunless:

(1) The person to whomthe research record pertains or the person's
legally authorized representative has given prior inforned witten
consent for the disclosure; or

(2) The research professional reasonably believes that disclosure
will prevent or mnimze injury to a person and the disclosure is
limted to informati on necessary to protect the person who has been or
may be injured, and the research professional reports the disclosure
only to the person involved or the person's guardian, the person's
physi ci an, and the agency; or

(3)(a) The research record is disclosed in individually
identifiable formfor the purposes of auditing or evaluating a research
program and

(b) The audit or evaluation is authorized or required by federal or
state law or regulation or is based upon an explicit provision in a
research contract, grant, or other witten research agreenent; and

(c) No subsequent disclosure of the research record in individually
identifiable formw |l be nmade by the auditor or evaluator except as
provided in this section; or

(4) The research record is furnished in conpliance wth a search
warrant or court order: PROVIDED, That:

(a) The court issues the search warrant or judicial subpoena
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concerning the research record solely for the purpose of facilitating
inquiry into an alleged violation of |Iaw by the research professiona
using the record for a research purpose or by the agency; and

(b) Any research record obtained pursuant to (a) of this subsection
and any information directly or indirectly derived from the research
record shall remain confidential to the extent possible and shall not
be used as evidence in an admnistrative, judicial, or legislative
proceedi ng except against the research professional using the record
for a research purpose or against the state agency.

~-- END ---
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