Appendix: State Newborn Screening Policies On DBS Samples

Alabama Yes, within 90 days N/A Yes Implied consent for internal uses Valldatlop studies and QA via §22-20-3 and AL Administrative Code F
regional exchange CHAPTER 420-10-1;
o AK Stat. §18.15.200 through §18.15.210
Alask Y thin 2 N/A N N/A N/A F
aska es, within 2 years / © / / and AK Admin. Code Title 7, §27.510
v ithin 90 d cf Statute: Ariz. Rev. Stat. §36-694
Arizona &s, wi ,In afy,s :.xcei or No Yes Implied consent for internal uses Validation studies and QA Regulations: Ariz. Admin. Code §R9-13- F
specimens of Interes 201 through R9-13-208
Stat. Ark. Code Ann. §20-15-301 through
Arkansas Yes, within 2 years N/A No N/A N/A 20-15-304 F
. . . . Statute: Cal. Health and Safety Code
Opt-out t for de-identifiable DBS.| DoH/IRB- d lud|
California No No Yes pr-out consent for de-identiliabie oH/IRB-approved uses including | ¢ <000 yhroueh 125002 Reg: Cal. Code A
Opt-in written for identifiable DBS research X
Regs. Title 17, §6500 through 6508
Statute: §25-4-801 through 25-4-804
_ Yes (may reugest and d §25-4-1001 through
Colorad Yes, within 6 th . Y N/A N/A F
orado €3, Within & montns ownership of sample) s / / 25-4-1006 Reg: Colo. Code Regs. §1005-
4
Connecticut Yes, within 2 years N/A No N/A N/A Statue: Conn. Gen. Stat. §19a-55 F
Statute: Del. Code Ann. Title 16, §122
. Opt-out consent for de-identifiable DBS.| DoH/IRB-approved uses including | (1), 122(3)(h), and Title 29 §7904 Reg:
ReRae Yes, within 3 years No ves Opt-in written for identifiable DBS research 16 Del. Code Regs §4107-1.0 through ¢
4107-11.0
Distrcit of Columbia Yes, within 1 year No No N/A N/A Statute: DC Code §7-831 through 7-840 F
Statute: Fla. Stat. §383.14 Regulations:
Florida Yes, within 6 months No No N/A N/A Fla. Admin. Code Ann. §64C-7.001 F
through 64C-7.012
Statute: Ga. Code Ann. §31-12-5
. Yes, within 12 weeks (up to 2 years for Implied consent for internal QA. Opt-in | DoH/IRB-approved uses including | through 31-12-7 Reg: Ga. Comp. R.
Georgia " No Yes ) . D
positive results) written for outside research research and Regs. 290-5-24.01 through 290-5-
24 04
DoH/IRB d includi Statute: Haw. Rev. Stat. §321-291 Reg:
Hawaii Yes, within 1 year No Yes Opt-in written consent for all research. © approved uses INCIUCiNg | o Code R. §11-143-3 through §11- D
research
143-13
Statute: Idaho Code Ann. §39-909
Idaho Yes, within 18 months No No N/A N/A through 39-912 Regulations: Idaho F
Admin. Code §16.02.12
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Ves. 2 the f | Its and 6 Statute: Ill. Comp. Stat. 410/240
Illinois €s, £ months c]:r noLma reslu san No No N/A N/A Regulations: Ill. Admin. Code Title F
years for abnorma 775661
DoH/IRB d includi Statute: Ind. Code §16-41-17
Indiana Yes, within 3 years No Yes Opt-in written consent for research. © approved uses Including Regulations: 410 Ind. Admin. Code 3-3-1 C
research
through 3-3-8
Opt-in written for identifiable DBS. Opt- DoH/IRB d includi Statute: lowa Code §136A.1 through
lowa Yes, within 5 years No Yes out (implied) consent for de-identifiable ° approved uses Including | 43¢ g Reg: lowa Admin. Code §641- C
research
use. 4.1 through 641-4.3
Statute: Kan. Stat. Ann. §65-180
Kansas Yes, within 1 month No Yes Implied consent for internal uses Validation studies and QA through 65-183 Reg: Kan. Admin. Regs, F
§28-4-501 through 28-4-513
Kentucky Yes, within 2 months (unspecified for No No N/A N/A Statut(?: Ky. Rev. Stat. A.nn. §215.155 E
abnormal results) Regulations: 902 Ky.Admin. Regs. 4:030
Consented for research and Statute: La. Rev. Stat. Ann. §40:1299
Louisiana Yes, within 1 month No Yes Implied consent for internal uses validation studies and QA via through 40: 1299.6. Reg: La. Admin. D
regional exchange Code Title 48 §6301 through 6303
Opt-in consent for third-party research. DoH/IRB d includi Statute: 2008 Maine Rev. Stat. Ann.
Maine No Yes Yes Opt-out (implied) consent for de- © approve l;ses INCIuaing | ritje 22, §1532 through 1533 Reg: Me. A
identifiable DBS researc Code R. 10-144 Chapter 283
Statute: Md. Code Ann., Health -
. . DoH/IRB-approved uses including | general, §13-101 through 13-112 Reg:
Maryland Yes, up to 25 years Yes Yes Opt-in written consent for all research research Md. Code Regs. 10.52.12.00 through A
10.52.12.15
Opt-in consent for third-party research. DoH/IRB d includi Statute: Mass. Gen. Laws ch. 111,
Massachusetts Yes, up to 21.5 years No Yes Opt-out (implied) consent for de- o approve l:es fncluding §110A Regulations:105 Mass. A
identifiable DBS researc Code Regs. §270.000
Michigan No No Yes Opt-in written consent for all research DOH/IRB-EPF:QE‘;Z(:CESES including Statute: Mich. Comp. Laws §333.5431 A
De-identified i hf Statute: Minn. Stat. §144.125 through
Minnesota Yes, within 71 days Yes Yes Opt-in written consent for all research e-icentl I:h' i‘pec'ims researchior! 144 128 Regulations: Minn. R. A
Ird-party use 4615.0300 through 4616.0760
Statute: Miss. Code Ann. §41-21-201
Missississppi Yes, within 1 year No No N/A N/A through 41-21-205 Reg: 15-4-01 Miss F
Code. R. §38
Oot-out  for de-indentifiabl DoH/IRB d includi Statute: Mo. Rev. Stat. §191.331
Missouri Yes, within 5 years Yes Yes pt-out consen Dgrs e-indentitiable o approve l:es fncluding through 191.332 RegMo. Code Regs. C
researc Ann. Title 19, §25-36.010

Page 2 of 4



Appendix: State Newborn Screening Policies On DBS Samples

Opt-out (implied) t for int | Validation studi dIRB Statute: Mont. Code Ann. §50-19-201
Montana Yes, within 1 year No Yes pt-ou (limp ' ctondsznt orin ernha alication s ;I \es an h through 50-19-212 Reg: Mont. Admin. C
uses and aggregated data researc approved researc R. 37.57.301 through 37.57.321
DoH/IRB d includi Statute: Neb.Rev. Stat. §71-519
Nebraska Yes, within 120 days No Yes Opt-in written consent for all research © approve l;ses including through 71-524 Reg: 181 Neb. Admin. D
researc Code §2-001 through 2-010
DoH/IRB d includi Statute: Nev. Rev. Stat. §442.008 Reg:
New Hampshire Yes, within 6 months No Yes Opt-in written consent for all research © approved uses Including Nev. Admin. Code §442.020 through D
research
442.050
Statute: N.H. Rev. Stat. Ann. §132:10-a
Nevada Yes, within 1 year No No N/A N/A through 132:10-c Reg: N.H. code Admin. F
R. Ann. He-P3008.01 through 3008.17
DoH/IRB d includi Statute: N.J. Rev. Stat. §26:2-110
New Jersey Yes, within 23 years No Yes Opt-in written consent for all research © approve l;ses including through 26:2-111.1 Reg: N.J. Admin. A
researc Code §8:18-1.1 through 8:18-1.14
. - . . Statute: N. M. Stat. §24-1-6
New York Yes, within 27 years Yes Yes Opt-out consent for de-indentifiable DoH/IRB-approved uses including Regulations: N.M. Code R. §7.30.6.1 A
DBS research
through 7.30.6.9
Statute: N.Y. Pub. Health Law §2500-a
New Mexico Yes, within 1 year No Yes N/A N/A RegN.Y. Comp. Codes R. and Regs. Title F
10, §69-1.1 through 69-1.9
Statute: N.C. Gen. Stat. §130A-125
North Carolina Yes, within 5 years No No N/A N/A Regulations: 10A N.C. Admin. Code F
43H.0314
DoH/IRB d includi Statute: ND Cent. Code §23-01-03.1
North Dakota No No Yes Opt-in written consent for all research © approve l;ses including Reg: N.D. Admin. Code §33-06-16-01 A
researc through 33-06-16-05
) o ) ' DoH/IRB-approved uses but not Statute: Ohio Rev. Code Ann: §3701..501
Ohio Yes, within 2 years No Yes Opt-in written consent for all research consented for research through 3701.503 Reg: Ohio Admin. F
Code 3701-55-01 through 3701-55-20
Dok d includi Statute: Oklahoma State Title 63, §1-53
Oklahoma Yes, within 42 days No Yes Opt-in written consent for all research OF-approve usis including through 1-54 Reg: Okla. Admin. Code D
researc §310:550-1-1 through 310:550-23-1
Dok d includi Statute: Or. Rev. Stat. §433.285 through
Oregon Yes, within 1 year Yes Yes IRB-determined informed consent OF-approve usis including 433.295 Reg: Or. Admin R. 333-024- C
researc 0205 through 333-024-0235
Statute: 35 Pa. Cons. Stat. Ann. §622
Pennsylvania Yes, within 18 months No No N/A N/A through 625 Reg: 28 Pa. Code §28.1 F
through 28.41
s Statute: R.l. Gen. Laws §23-13-14
Rhode Island Yes, within 23 N N N/A N/A F
e Islan es, within 23 years o o / / Reg: (R23-13-MET/HRG)
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South Carolina Yes, within 18 months No Yes Implied consent for internal uses and VaI|dat|or1 studies and QA via Statute: SC Code Ann. §44-37-30 Reg: E
aggregated data research regional exchange SC Code Ann. Regs. 61-80
Statute: SD Codified Laws §34-24-16
South Dakota Yes, within 1 month No No N/A N/A through 34-24-25 Reg: SD Admin R. F
44:19:01:01 through 44:19:04:01
Statute: Tenn. Code Ann. §68-5-401
Yes, within 12 months and indefinitely through 68-5-404 Reg: Tenn. Comp. R.
T N N N/A N/A F
ennessee for abnormal results ° ° / / and Regs. 1200-15-1-.01 through 1200-
15-1.07
. Opt-out consent for inernal research . . Statute: Tex. Health and Safety Code
Texas Yes, within 2 yez:rs.zgarents can request Yes Yes using de-identified DBS. Opt-in consent DoH/IRB-approved l;ses including Ann. §33 Reg: 25 Tex. Admin. Code A
upto 2> years for external uses researc §37.51 through 37.65
L . . Statute: Utah Code Ann. §26-10-6
Utah No Yes Yes Opt-out consent.. Opt—gujc (implied) DoH/IRB-approved uses including Reg: Utah Admin. Code R.398-1-1 A
consent for de-indentifiable DBS research
through 398-1-18
Vermont No No No N/A N/A Statute: Vt. Stat. Ann. Title 18, §115 F
. Statute: Va. Code Ann. §32.1-65 through
Virginia Yes, within E m°"tr;s a"dltlo years for No No N/A N/A 32.1-69.2 Reg:12 Va. Admin. Code §5- F
abnormat results 71-10 through 5-71-190
. . . . . . Statute: Wash. Rev. Code §70.83.010
Opt-in written for identifiable DBS. Opt{ DoH/IRB-approved uses includin,
Washington Yes, until child is age 21 Yes Yes P R P / Pe e through 70.83.050 Reg: Wash. Admin. A
out (impled) consent for other uses. research
Code 246-650-001 through 246-650-991
Statute: W. Va. Code §16-22-1 through
West Virginia Yes, within 3 months No Yes N/A Aggregate data uses 16-22-6 Reg: W.Va. Code R. §64-91-1 F
through 64-91-11
Optei itten for identifiable DBS. Opt. DoH/IRB d includi Statute: Wisc. Stat. §253.13 Reg: Wis.
Wisconsin Yes, within 1 year No Yes P |n.wr| entoridentitiable - Op o approved uses Including Admin Code HFS §115.01 through C
out (impled) consent for other uses. research
115.06
. o Statute: Wyo. Stat. Ann. §35-4-801
w Yes, within 6 th N N N/A N/A F
yoming es, within 6 months o o / / through 45-4-802
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