[other Stait Nonproit organization 3-5years Institutional lawyers or ethics Yes, 1am aware of the. 5 5] Very inorested atn I st 2na 6ih EQ Notsure. very interestod
research committees within your NBSTRN ethicallegal
organization resources
2|State NBS Program Ginical Care Glinical research 3-Syears State lawyers specialzing in No, | am not aware of the 3 4| Very interested ath ard 2nd st ‘Somewhat nterested
healthcare law NBSTRN thicallegal
resources.
Yes, | am aware of the. O 3
NBSTRN ethicallegal
4[other Other Pharmaceutioal industry Loss than 1 year Other No, | am not aware of the 5 5/ Somewhat nterested st 2nd ath ard 6ih 5th ‘Somewhat nterested
(pharma) NBSTRN ethicallegal
resources.
5|State NBS Program More than 10 years Institutional lawyers or ethics Yes, 1 am aware o the. 5 5| Very interested atn st 2nd ard
committess within your NBSTRN ethicalegal
organization resources
6|Stato NBS Program Stait NBS state program research | More than 10 years. Stato lawyers specialzing in No, 1 am not aware of the 5 5 | Very inorested st 2nd ] an o
healthcare law NBSTRN ethicallegal diseases
resources.
P 5-10years Other 1 do both bio and legal Yes, | am aware o the. a 4| Very inorested 2na £ an st
whole genome sequencing
research to primary sources | resources (WGS) in primry health care.
and contacts with individuals. offices, and a particular focus
with shown skils n the areas
in question. supplement to newborn
8|Ciincian Researcher Transiational research 3-5years Other No, | am not aware of the 3 4/ Somewhat nterested 2nd st £ an 6ih £ ‘Somewhat nterested
NBSTRN ethicallegal
Researcher Academicluniversity research | More than 10 years. Institutional lawyers or ethics No, 1 am not aware of the 5 4 Somewhat nterested ord st 2nd ath 6h 5th i
committees within your NBSTRN ethicallegal make individual consent
organization resources. diffcut.
More than 10 years State lawyers specializing in Yes, 1 am aware of the. 3 4 Not at al interested 2nd st 4 ard Sth Various ELS! ssuss re: Not at all nterested.
healthcare law NBSTRN sthicalliegal storage and use of residual
resources o8BS
11 State NBS Program More than 10 years Insttutional lawyers or ethics No, 1 am not aware of the 3 4 Somewhat interested 3 st it
committees within your NBSTRN ethicalegal ic Hoalh offcias that
organization resources. providing deidentiied case
lovel data is OK. Also ran ino
problems whers e wanted
known trat data to soe if
traits were being recorded in
chi's medical record. Got
consent from hospital system
state.
12|Rosearcher Rosearcher ‘Academic/university research Other USPSTF No, 1 am not aware of the 2 3| Vory intorested st £ 2nd an L1 of aduit
NBSTRN ethicalegal screening and gene editing of
resources. newbom screening conditions.
1 am also interested in ethical
justiications of waived
consent for public health
survellancelresearch.
13| Cinician Giinical Care: ‘Academicluniversity research |5 - 10 years. Insttutional lawyers or ethics No, | am not aware of the 5 5 Very inerested ath 3 2nd st very nterested
committaes within your NBSTRN ethicallegal
organization resources.
14 State NBS Program 5-Toyears Insttutional lawyers or ethics 1 am not aware of the 5 4 Very intorested ad st 2nd atn 6h sth
committeos within your NBSTRN ethicalogal incividual level privacy.
organization resources.
15 Rosearchor Rosearcher ‘Academic/university research |3 -5 years Nonprofi organizations such No, 1 am not aware of the 5 4| Somewhat nterested st £ 2na 6in
as APHL NBSTRN ethicallegal patients. While | have opinions.
resources. and particpate in discussions
relating to these policies, my.
work will not directly i
newbom screening ELSI
rolated issues.
16 Researcher Researcher ‘Academic/university research |3 -5 years Insttutionallawyers or ethics No, 1 am not aware of the 4 4/ Somewhat nterested st 20d £ an 6ih ery nterestod
committees within your NBSTRN ethicallegal
organization resources.
7 3-5years Institutional lawyers or ethics No, 1 am not aware of the 5 5 Very inerested ard st 2nd ath
committees within your NBSTRN ethicallegal populations - working with
organization resources. patient advocacy groups, ste.
18State NBS Program Giinical Care: NBS state program ressarch |3-5 years Yes, 1 am aware of the. g 5| Somewhat nterested st

Colleagues doing legal sthcal
research

NBSTRN ethicalliegal
resources
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19| Cinician Giinical Care ‘Academic/university research |5 - 10 years. Coleagues doing legal ethical No, 1am not aware of the 3 3[Somawhat interested st Somewhat inforested
esoarch NBSTRN ethicalogal
resources.
rogram More than 10 years Institutional lawyers or ethics No, 1 am not aware of the 5 5| Somewhat nterested st £ 2nd an Lack of abity 1o do any Somewhat intorested
committees within your NBSTRN ethicallegal research as State has code.
organization resources. preventing "any research on
Newbor Screening without
consent being obtained. The
what research is and simple
straight forward chart reviews
to sce i trait status.
marked/newborn screening
resuts in EMR is profibited.
On a personal issue the more
Newbor Screening
incorporated sequencing into
it's standard practice | believe
true INFORMED consent
should be required - | know
more may refuse but the.
amount of data we are
‘acoumulating/wil aceumuiate
should require consent
21Other Ginical Care: Ginical research Institutional lawyers or ethics No, 1 am not aware of the 3 4 Very interested 2nd 30 st ath Not at all nterested
committees within your NBSTRN ethicallegal
organizatio resources.
22(State NBS Program Staft Nore than 10 years Colleagues doing legal sthcal No, | am ot aware of the 5 3/ Somewhat nterested st 3 2nd @ sth 6ih Not at all nterested
ressarch NBSTRN sthicallegal
resources.
P More than 10 years Colleagues doing legal ethical No, 1 am ot aware of the 5 5| Very inorested st 20d £ an Not at all nterested
research research NBSTRN ethicalogal
resources.
24(Other Rosearcher ‘Academic/university research |5 - 10 years. Insttutional lawyers or ethics o5, 1 am awiare of the 5 | Vory intorested o st 2nd an 6ih EQ Consent, use of residual DBS | Somewhat interested
committees within your NBSTRN ethicalogal
organization resources
rogram 3-5years Nonprofi organizations such Yes, 1am aware of the. 5 3| Somewhat nterested st 20d £ o Not at all nterested
as APHL NBSTRN ethicallegal
resources
26 Patient Parent. Other ore than 10 years Other Yes, [ am aware of the. 5 5| Somewhat nterested ath st ad 2nd ‘Somewhat nterested
NBSTRN ethicallegal
27 Researcher Researcher Transiational research 5-10 years Institutional lawyers or ethics No, 1 am not aware of the 5 5| Somewhat nterested st 2nd ath ard 6 e ‘Somewhat nterested
committees within your NBSTRN sthicallegal
organization resources.
28 Researcher Researcher ‘Academicluniversity research |1 -3 years Colleagues doing legal ethcal No, | am not aware of the 5 4 Somewhat nterested st 20d £ an e 6h Not at all nterested
research NBSTRN athicallegal
resources.
29| Researcher Researcher ‘Academic/university research | More than 10 years Colleagues doing legal ethical No, 1 am not aware of the O 4 Somawhat interested st £ 2nd an E 6th o
research and outcome data to leam
resources. how programs can be
improved.
30|Rosoarchor Rosoarcher ‘Acadomic/universityresearch | More than 10 years. Insttutional lawyers or ethics lo, 1 am not aware of the 0 4| Somowhat nterested an 20d st o
committees within your NBSTRN ethicallegal longitudinal studies that folow
organization resources. patients from pediatric stage
rough adufthood and
into advanced age. Best ways.
once patient s
adut and leaves parents (1
adult contact nfo is missing
especialy), or chan
contact nfo due to other lfe
change, hoiding onto consent
ms across decades (and as
methods change) for active
longitudinal studies and
have valuable and accessible
data. Also concerns in cases
2 data e s lost” or
corrupts. And ethical
recruitment methods via
Social Media.
31State NBS Program Ginical Care Glinical research 3-5years Nonprofi organizations such No, 1 am not aware of the 4 2| Somewhat nterested an 30 2nd st Somewhat intorested
as APHL NBSTRN ethicalogal
resources.
32| Researcher Rosearcher ‘Academic/universit research |3- 5 years Colleagues doing legal ethcal o5, 1 am awiare of the 5 5|Somewhat nterested £ an 2nd Not at all nterested
research NBSTRN ethicallegal
resources
rogram Less than 1 year Institutional lawyers or ethics Yes, 1am aware of the 5 Y ath st 2nd ard 6h EQ /A for now ‘Somewhat nterested
commi NBSTRN ethicallegal
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34| Researcher Researcher Nonprofit organization Collcagues doing legal ethcal No, | am not aware of the 5 5 Very inorested 2na st aa sth 6ih Not at all nterested
research rosearch NBSTRN ethicallogal
resources.
35| Rosearchor Rosearcher 3-5years Nonprofi organizations such Yes, 1am aware of the. 5 5| Vory inorested 2na £ st an 6ih 5ih if we obtain cCMV positive | very interested
as APHL NBSTRN ethicalogal resuts with an unidentified
resources en, can
roceed? fthe resuts are not
reported, that newborn will
sufer.
3 More than 10 years Nonprofi organizations such Yes, 1am aware of the. 0 4| Very inorested st 20d an o ‘Somowhat nterested
as APHL NBSTRN ethicallegal
resources
7 Cinician Other Other 3-Syears Other fonal societies, many | Yes, | am aware of the 4 Y 2nd st ath ard 5th
NBSTRN ethicalegal Downstream impiications of
resources the information, outside of
medicallclnical use.
her Researcher y More than 10 years Colleagues doing legal ethcal No, 1 am not aware of the 5 4 Somewhat nterested st 2nd £ m Not at all nterested
research NBSTRN ethicallegal
\BS Program 1-3years Nonprofi organizations such Yes, 1 am aware o the. 5 4 Very inerested st EQ 2nd @t 6ih very nterested
as APHL NBSTRN ethicallegal
resources
40 Ciincian Ginical Care Cinical research Less than 1 year Insttutional lawyers or ethics 1 am not aware of the 5 5 Somawhat interested Eg) 2nd Tst an E 6h Not at al nterested
committees within your NBSTRN ethicalogal
organization resources.
41{Researcher Rosoarcher ‘Acadomic/university research | More than 10 years. Yes, 1am aware o the. 5 5| Vory inorested 2na st an o Th constant noed 1o remind | very interestod
NBSTRN ethicallogal my co-investigators that data
resources deposited in the LPDR is de-
identfied.
a2{Other Other Other More than 10 years Other Literature based evidence. | Yes, | am aware of the. 5 5| Very interested st 2nd ad an very nterested
NBSTRN ethicallegal
43| Cinician Researcher Glinical research 5-10years Institutional lawyers or ethics No, 1 am not aware of the 4 4 Somewhat nterested st £l 2nd @ 6ih 5th Not at all nterested
committees within your NBSTRN ethicallegal
organizatio resources.
44 Other Other Nonprofit organization More than 10 years State lawyers specializing in No, | am not aware of the 3 3/ Somewhat nterested ath 2nd £ st Not at all nterested
research healthcare law NBSTRN cthicallegal
resources.
her Researcher 5-10years Other N the 5 3| Somewhat interested st 20d 3 an
NBSTRN ethicalogal there are more positives ina
resources. given ethnic group false
and the evaluations
needed on a population basis
46| Researcher Rosearcher ‘Academic/university research | Less than 1 year Coleagues doing legal ethical Yes, 1am aware of the. 5 5| Vory inorested o i st 2nd e 6ih ery interested
research NBSTRN ethicalegal
resources
47| Researcher Researcher ‘Academic/university research |Less than 1 year Other Logal docs. lo, 1 am not aware of the 5 5| Very inorested st ath 2nd o
NBSTRN ethicallegal program that is obsolete, and
resources. ot standarized. We need to
actualize n nbs aftematives,
and normalize the ethical and
legal issues.
Researcher nprofit organization 3-years Tegal thical N are of the 3 ewhat interested Tt 2nd ES) ot
research research NBSTAN ethicallegal
5-10 years Other We have a Newborn Yes, | am aware of the. 5 5 Very inerested st 2nd £ @ 6ih 5th States
lawsuits regarding research,
contact for issues, andwe | resources specimen storage, and data
also do reach out to our legal storage. We are very mindful
team of what might be considered
unethical i hinew
condtion implementation
practices.
rogram Loss than 1 year Stato lawyers specialzing in 1am aware of the 5 5| Very inorested an 30 st 2na 6ih Somewhat intorested
healthcare law NBSTRN ethicallegal
resources
3 Other More than 10 years Colleagues doing legal ethical Yes, | am aware ofthe. 5 5| Somewhat nterested st 2nd sth ard ‘Somewhat nterested
research NBSTRN ethicallegal
resources
52| Cinician Other ‘Academicluniversity research | More than 10 years Institutional lawyers or ethics Yes, 1 am aware of the. 4 Y 2nd st ad @t Not at all nterested
committees within your NBSTRN ethicallegal
janization resources
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P Other 3-5years Nonprofi organizations such 5 5 Very inorested st EQ it 2nd £ Us
as APHL NBSTRN cthicalogal Sonate
resources
rogram 3-5years Institutional lawyers or ethics No, 1 am not aware of the 2 4| Somewhat nterested 200 st o E ath
research committees within your NBSTRN ethicalogal policy recommendations,
organization resources. advocating for changing
processes around parentl
ke them more
burdensome on parents and
adding more friction nto the
refusal option
Researcher Researcher Academicluniversity research | More than 10 years. Other Allof the above. Note: Select | Yes, | am aware of the. 5 5| Somewhat nterested ord st 2nd Not at all nterested
Researcher Researcher Cinical research 1-3years Colleagues doing legal sthcal No, | am not aware of the 3 3/ Somewhat nterested st 6ih Thosein
resaarch NBSTRN sthicallegal minority groups
resources.
Giician Researcher Nonprofit organization More than 10 years Other all but APHL Yes, 1am awar 5 5| Somewhat nterested st 6ih 5th an
research NBSTRN ethicalogal
resources
Cirician Ginical Care ‘Academic/university research | More than 10 years. Coleagues doing legal ethcal . 1am not aware of the 0 | Vory inorested i EQ o Somewhat intorested
research NBSTRN ethicallegal
resources.
Rosearcher Researcher Federally funded research | Less than 1 year Colleagues doing legal ethcal No, 1 am not aware of the 5 4| Very inerested o st 2nd an sth 6ih very nterestod
research NBSTRN ethicallegal
3-Syears Institutional lawyers or ethics No, 1 am not aware of the 1 | Not at al interested ard ath 5th ot st 2nd
committees NBSTRN ethicallegal
organizatio resources.
Girician Ginical Care: Academicluniversity research | More than 10 years. Other all above, the system can only | Yes, | am aware of the. 4 4 Very inerested 2nd st 4 ad very interested
rogram Colleagues doing legal sthcal No, 1 am ot aware of the g 4 Somewhat nterested st 2nd it ad e 6ih a ot of agreements and ‘Somewhat nterested
research 3
resources. ata sharing and other things
DBS for research projects.
rogram More than 10 years Stato lawyers specialzing in 1am not aware of the 5 5|Somewhat nterested 39 h st 2nd 6ih EQ NBS, both s
healthcare law NBSTRN ethicalegal what babies get screened and
resources. in delivery of follow-up care.
rogram 3-5years Insttutional lawyers or ethics No, 1 am not aware of the 5 5| Somewhat nterested st v Z
committees within your NBSTRN ethicallegal out
organization resources.
rogram More than 10 years Institutionallawyers or ethics Yes, | am aware of the. 5 4| Very interested ath £ 2nd st Not at all nterested
committees NBSTRN ethicallegal
organizatio resources
Researcher Ginical Care: Acadenicluniversity research | More than 10 years. Other The lterature for starers, then. | No, | am not aware of the. 4 5 Very inerested st 2nd 5th ath i
, then major adequately protect the privacy.
professional groups, SIMD, | resourcs. of patients, families and
APHL, ACMG providers.
State NBS Program Giinical Care: NBS state program ressarch |5~ 10 years. No, | am not aware of the 5 5| Very inerested 4t 2nd st ad sth
committaes within your NBSTAN sthicallegal
organization resources.
Parent 5-10years Nonprofi organizations such Yes, 1am aware o the. g | Very intorested 2nd st £ an Expansion of NBS for ‘Somewhat nterested
research as APHL NBSTRN ethicallogal loukodystrophies that may
resources have later onset
Parent 3-syears Insttutional lawyers or ethics No, 1 am not aware of the 0 3| Somewhat nterested st 20d an ard Somewhat intorested
research committees within your NBSTRN ethicalogal
organization resources.
rogram 5-10years Institutional lawyers or ethics lo, 1 am not aware of the 0 5| Very inorested an st 2nd o We perform testing for Somewhat intorested
committees within your NBSTRN ethicallegal multiple states and each state
organization resources. has.
reviewing and approving
research requests.
Understanding these systems
s critical to ensure that all
research is approved in
advance of any sharing of
ata or blood spots.
Rosoarchor Rosearcher ‘Academic/university research | More than 10 years. Institutional lawyers or ethics . 1am not aware of the 5 5| Very inorested st 200 £ an Y 6in Somewhat intorested
committees within your NBSTRN ethicallegal
organization resources.
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72| Ressarcher Researcher Pharmaceutical industry More than 10 years Collcagues doing legal ethcal 3 3| Very inorested st 2nd £ @t
(pharma) rosearch NBSTRN ethicalogal genetic information (icluding
resources potentialy Ife saving
interventions) that cannot be
because of privacy.
ssues, insuficient nf
consent or genetic testing
laboratory contracts. Also
diagnosing pater th
having nothing to offer wher
patients do not meet clincal
s o opion for expanded
150 placebo groups
for iical trias for terminal
condtons.
73 Researcher Researcher Transiational research Colleagues doing legal ethcal No, 1 am not aware of the 4 5 Very inerested 2nd st 4 ard 6th e
research NBSTRN ethicallegal information needs, informed
resources. consent, data sharing for
rosearch
74 Other Other Technology development |5~ 10 years. Insttutional lawyers or ethics No, | am not aware of the 5 5| Somewhat nterested 2nd st £ @t sth 6h
research committess within your NBSTRN ethicalegal DNA samples using SNP is.a
organization resources. problem when running
research.
75| Rosearcher Researcher ‘Academic/university research | More than 10 years. Coliagues doing legal ethical . 1am not aware of the 2 1/ Notat all nterested st 2nd ] an Tfind that
research NBSTRN ethicalegal 1RBs aro a time-consuming
resources. and morale-sapping activy.
Too much attention s paid o
form and to issues at the.
asymptote of concem.
76 inician Ginical Care ‘Academic/university research |3~ 5 years Institutional lawyers or ethics No, 1 am not aware of the 3 2| Somewhat nterested o st 2nd an Somewhat intorested
committees within your NBSTRN ethicallegal
organization resources.
77 State NBS Program Researcher NBS state program research | More than 10 years Colleagues doing legal ethcal No, 1 am not aware of the 5 4| Very interested st ath £ sth 6ih 2nd
research NBSTRN ethicallegal should be available to
resources. carrier infants.
and/or their parents.
5-10years Other The top 3- cannot sslect more | Yes, | am aware of the. 5 5 Very inerested ath £ st 2nd The current issue s of sickle | Somewhat nterested
forthis the NCAA
auestion. resources requirement for “proof of
status*. Doos the NBS result
qually to meet that "proof”.
i8S Program Nore than 10 years Institutional lawyers or ethics Yes, 1 am aware of the. 5 5| Somewhat nterested st 30 2nd @ ‘Somewhat nterested
committaes within your NBSTRN sthicalliegal
organization resources
80| Cinician Ginical Care: Cinical research More than 10 years Insttutional lawyers or ethics No, 1 am not aware of the g 4 Somewhat nterested st 3 2nd an ‘Somewhat nterested
committees within your NBSTRN ethicallogal
organization resources.
81|Rosearchor Rosearcher ‘Academic/university research | More than 10 years. Insttutional lawyers or ethics o5, 1 am awiare of the 0 5| Vory inorested st 2nd £ atn
committees within your NBSTRN ethicallogal
organization resources
rogram 3-5years Colleagues doing legal othcal No, 1 am not aware of the 0 4| Somewhat nterested st £ 2nd an £ 6ih it
research NBSTRN ethicallegal always a struggle to be able to
resources. identity families/obtain
consent to be racor
be consented for clinical NBS
research using methods lie.
surveys and interviews) as our
NBS program is set up with an
opt-out approach.
8 i8S Program More than 10 years State lawyers specialzing in No, | am not aware of the 5 5 Very inerested st 2nd £ ‘Somewhat nterested
healthcare law NBSTRN athicallegal
resources.
84 Researcher Researcher Other 3-Syears Other he O 4 Somawhat interested £ o it Tst all of the above of course | Somawhat nterested
1find that depend on the perspoctive
there is a lot of scope creep | resources. and rigor of the material. |
conservatism i the fied and rank discussion as the most
its overly restriting, whie important because it has the
loosing sight of the intent and est chance of unearthing real
letter of nitial guidance. orid s, especialy in grey.
areas vs taking the easy way
side of a very conservatively
arawn fine.
rogram More than 10 years State lawyers specialzing in No, 1 am not aware of the O 4 Very inorested an £ 2nd Tst 6ih E esidual
healthcare law NBSTRN ethicalogal blood specimens.
resources. Unintended consequences of
ot NBS technologies.  Public
erceptions of NBS ressarch.
rogram Loss than 1 year 3 the 5 5| Vory inorested st ath £ 2na 6ih EQ
committees within your NBSTRN ethicallegal
organization resources.
87 Parent Parent. Nonprofit organization More than 10 years Nonprofi organizations such No, 1 am not aware of the 3 4|Not atal interested m 20d £ st Not at all nterested
research as APHL NBSTRN ethicallegal
88| Researcher Researcher Transiational research ore than 10 years Nonprofi organizations such Yes, 1am aware of the 5 5 Somewhat interested ad 2nd Tt The basic principles of ethical, |Not at al interested
as APHL NBSTRN ethicallegal legal, and equitable standards.
resources always be observed in
public health research.
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