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“This first question is about the social media platioms you use.

Which of the following social media platorms have you used in the past 30 days? Select al
that apply.

[ ——

[

Instagram

Snapenat

Tuitar

ouTuse

Finrest

Tumie

Recat

Tk

Muliplayer Videogame Orine Chating

Tuien

Dissars

seen

Dontknow
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The next few questions are about your experiences while driving.

IDo you have (or did you have) a provisional driver’s license?

« No
« Yes

If YES, how old were you when you got your provisional driver’s license? (Years, Months)

IDo you have a driver’s license with full privileges?

« No
« Yes

If YES, how old were you when you got your driver’s license? (Years, Months)

In the last 12 months how often did you do each of the following:

INever|Rarely|Sometimes|Often|Always|

Drove with passengers
Imy age without having
someone 25 years or
older present, such as a
lparent or relative?

Drove between the
lhours of 11pm and 5am
without having a
lguardian 25 years or
llder present
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Read, ate, talked on a
lcell phone, put on
Imakeup, horsed around
with passengers, or
lother such activities
while driving

Drove 20 or more miles
Iper hour over the speed
limit

Drove after drinking
lalcohol or using other
ldrugs not as prescribed
During the last 12
Imonths, how many
fimes have you ever
ridden in a vehicle

ldriven by someone else
who had been drinking
lalcohol or using other
ldrugs not as
Iprescribed?

If you were answering these questions, would you be able to complete every question?

Yes
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Which questions would be difficult to answer? Select all that apply.

Do you have (or did you have) a provisional
driver's license?

If YES, how old were you when you got your
provisional driver's license? (Years, Months)

Do you have a driver’s license with full
privileges?

If YES, how old were you when you got your
driver's license? (Years, Months)

How often you: Drove with passengers my
age without having someone 25 years or
older present, such as a parent or relative?

How often you: Drove between the hours of
11pm and 5am without having a guardian 25
years or older present

How often you: Read, ate, talked on a cell
phone, put on makeup, horsed around with
passengers, or other such activities while
driving.

How often you: Drove 20 or more miles per
hour over the speed limit.

How often you: Drove after drinking alcohol
or using other drugs not as prescribed

During the last 12 months, how many times
have you ever ridden in a vehicle driven by
someone else who had been drinking
alcohol or using other drugs not as
prescribed?

Why would it be difficult to answer that question or those questions?
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Is anything confusing or difficult to understand?

No

What word or phrase would you want the question-writers to explain?
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The next few questions are going to ask about gun access in and around your home

on't Decline to

fes No
ow |Answer

“any firearms now kept i or around your
ome?

[Are any of these firearms now loaded?
[are any o these loaded firearms also unlocked?

If you were taking this survey, would you be able to answer these questions?

Yes

What makes it difficult to answer those questions?

Is there anything that is confusing or difficult to understand in these questions?

Yes

No

What s confusing or needs more explanation?
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Now we're going fo ask about a consent form for a study activity related to DNA or genes.
One of the things we can learn from our DNA i the risk of getling certan diseases. The ABCD Study
Iooks at genetic information from people n the study including the risks of geting certain diseases
“The study researchers want {o give teens and their families the option of leaming mre about the
resuls of those kind of genetic tests.

“The next set of questions wil ask you to lock at a sample consent form for teens and thei families o
leam about their genetictest resus

What are "DNA Changes™?

|t human beings share more than 99% of their DNA with each other. The tiny bitthat is difierent s part
Jof what makes each of us unique. Things lie our haircolor and eye color depend on the bis of our
[DMA that are diferent betueen human beings. We cal these our DNA changes. We know what some
IDNA changes mean, but e sl have a ot to leam. For exampl, we are sl leaming what role DNA
Ipays in most health condtions. Butfor @ small number of things, we already know a ot about the role
Ioa piays.

|We know that certain changes in our DNA can affect our health For example

+ Gertain DNA changes can increase ou isk or a few speciic health conditions. This could include|
‘some cancers and types of heart disease.

- Certan changes in our DNA can increase th risk o passing specifi health condiions on to our
chidren, even ifwe don't have those conditions

[The more we study our DNA, the more we willlear what DNA changes mean abou us. The ABCD
[stuay vil have specially traine scientists ook at your DNA for changes related to hereditary isease:
Jisk

Do you understand what they mean by "DNA changes" aftr reading this page?

e

What questions do you il have?
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'Did any of these statements use words that are out of date, not how you wauld say i, or were
confusing?

No

Which ones and what would you use instead?
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at will my Herectﬁetﬂ%eﬂ,;sease Risk results

[Yourresuts wil have inormaton about your DIVA and whether you may have 3 geater fis for developing
Jsome sercus nesits conditons, such s setin kings o sznoar o heart disease.

st 2 0t 1 100 pecsle wil et = DA resul st zhows hat ey have = ighsr sk of develaping 3 dsese
[For example. 2 small number of people may find out they have 3 version of the BRCAT gene that increases
v s for zome kincs o szncars, ke brest sznoer

|We wit s e currn st deveiones by the Amarcan Colige of Mesical Genstes. twas spesty cesgnad
Jov 2 aroup o genetic expers to inlude DIA changes that are very Ikl fo cause isease orhealih condisons.
Jforwhich medical ratment is avatable an forwhich eary diagnoss is cril for efecive Festment. i doss:
Jpot inlude disorders iat would typically b diagnosed by a doctor or isorders where 3 Hestyle changs would
o= th= main sestment (=.5. svoiing obscco use),

Do you understand what your Hereditary Disease Risk resuls wil tell you afer reading his page?

e

What questions do you il have?

Did any of these statements use words that are out of date, not how you would say it.or were.
confusing?

No

Which ones and what would you use instead?
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What are the b nefits of Iearmr‘?)about my
here! tary isease risl|

Ve cous team tnat thes = sometng very impsian foryour hesih i your DNA. Knowing this 22 hel you
Jworc it your doctor o heali care provider o prevent disease ot detac  eary. We wil anly inform you
|scout D1 resuts where nare = an estabiznes meciesl rastment o reduse risk. In som csses, knowing s

|riermation s2n se esaving.

[You cous aiscover someting trat coul help expiain the history of a hlth condion among your bload
Jrtatves. Having i informatio couid help you tlkwit your famiy. veryone's DNA s difera,but sharing
Jvour DNA resuits with yourbioodrelaives can help tnem trnk sbout ieir wn heatih. They can consider f ey
[t to gt tested remsehes. This s enc us nelping them sy hesy

[You i e abe o tak o3 icensad ABCD geneticcounselo about you est resus. Talking 0 an ABCD.
Joenetic counselor s ree

Do you understand the benefits of receiving your Hereditary Dissase Risk results after reading his
page?

e

What questions do you il have?

Did any of these statements use words that are out of date, not how you would say it.or were.
confusing?

No

Which ones and what would you use instead?
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Could Tearning about my hereditary disease
Tisk gffect my Mhsurance?

+ Your health insurance will not be affected. Health insurance cannot use DNA information
to decide f they will cover you, change your coverage, cancel your coverage, or charge you
o Afederal law slops them from using DNA information in this way.
+ Disabilty, life and long-term care insurance is different, In most places, disabilly. fe and
long term care insurers can use DNA information to decide ifthey will cover you and how
much to charge you.

Howy could learning about m: here?i
dlsease risk affect ms smotional y"?ry

+ You could getinformation you weren' expecting in your resuls. For example: You might
iscover hatyou sr at sk fo 3 cisease hat s not been seen n ofher mermbers of your
p

+ Ifyou have a cetain DNA change, your bood refatvs might have it too. They may or may nof
wantto know s nformation

. Vour resuls could make you wored orconfused. For exampl: You may b 3aid of passing
2 hereditary disease ik on to your chicren

ifwe find your DNA puts you atrisk for developing a serious condition we will place you in contact
sith 3 lcensed genetic counselor,free of charge, with whom can you can discuss concems or
Jauestions

Do you understand the risks presented to you on this page?

Yes

What questions do you stil have?
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Did any ofthese statements use the wrong words (out of date, not how you would say i, of were
confusing)?

e

Which ones? Select al that apply.

our neath insursnos wil ot be sfectza. Hest

nsurars sanne ues DA mormaton t desie £

they il cover you.change your coverage, cancel
‘yourcoverage. or charge you mre.

Disabify. e and fong-ferm insurance s diferent.
I most laces. dsabily. e and fong fer care
insirers 22n 4ok DA mfomton t decice vy
il cover you and how muoh fo Gharge you.

You coukd gat informaton you werentexpecing n
Yourresus.For example: You might dscover rat
Youare o risk for 2 Gease it has not been
e tnar memaars £ your sty

What words would you use instead?

1600 have 3 cersin ONA shange. your oo
st it nave t oo, They may or mey et
et o e marmason.

Your resuls coud mak you woried o corfused.

Forexample You may be aiaid of passing &
herediary disease ik onfo your chidren

e i your DNA puts you at ik or developing
3 Serous condition we wil place you n contac
with 3 oansed genati counselor, e of charge,
‘Wih whom can you can disouss conoems o
‘questions.
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[TIRIER TeSUS rom the KBCD Brtay 3o~

+ The ABCD Study is a research program. We analyze DNA for research purposes. If you
receive heali-related DNA results from the ABCD Study, those results are not diagnosis. Only
2 doctor or health care provider can diagnose you vith a health condition and determine how
totreat you. I you are concered about your DNA results, its ahvays good to discuss them
with your doctor or health care provider.

+ These resuits do not ell you whether you have or il get disease. Many factors can contribute|
1o whether or not you develop a disease. Your DNA may contrbute, but t s not the only
factor.

+ We will not inform you of DNA results that put you atrsk for disorders for which there is no
current treatment.

+ There are a lot of genes that can affect isease isk and we won't Iook at al of them. There
could even be something we couldn't see of can't understand in the genes that we did look at.
Scientic understanding of DNA and diseases is ahuays growing

+ These resulfs will be based on curren! scientfic understanding. There s a chance they could
be wrong. As we leam more information, ABCD could look at more genes n the future or look
atthese genes again to provide new results.

Based on this siide, do you understand the limis of the information from the genefic test results?

Yes

What questions do you stil have about the imits of the tests or test results?





image16.png
Did any of these statements use the wrong words (out of date, not how you would say it, or were.

confusing)?

e

Which ones? Select al that apply.

The ABCD Study s 2 research program. We.
‘analyze DNA forresearo purposes. 11 you
“etaive hesitreaies ONA resuss om ne

'ABCD Study, those resuts are ot  dagrosis.
"Only  castor o et care proucer an.
Giagnose you wih a heath condon and.

detarmine how o eat you. I you re concernad
about your DNA resuls, s aiways good (o
isouss them with your Goctor o heslt care

providr.

These resuls do ot el you whether you have or
il go s disease.Many factors can conisbuito

‘wheiher o notyou develop a dsease. Your DNA
may conriae, b 115 ot the only facr.

We wil ot nform you of DNA resuts it ut you
Sk o csorsars for i tnere & no et
esment.

What words would you use instead?

Trere are a ot o genes it can afect dsease.
ik 2w won ook 1 51 f k. Thare soutt
‘even be something we couidnt see or cat
ndarstand n the genes that we did look at.
‘Sclentfic understanding of DNA and disezse s
alwzys groving.

These resuts it b2 bssed on currant ssentfc
understanding Trere s a chance hey could be
‘wrong. As we leam more nformaton, ASCD.
couid ook at more genes in e future orlook
‘these genes again o provide new resufs.
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What are my choices?

5 your chcce uheher you want o get your Hereditary Dsease Risk rasufs. You can aiways change tis
Jizcison st = st ssge.

1 y0u say Ves, I want my Heredtary Disease Risk resuts™

+Oe ofour spacialy rained scintsts wil ook closely i some o he gens in your DNA rlated o serious
st conatons, ke artan kinds of cancar and heart sesse. They il gensrate resuls fo you 53520
on what ey fnd

y0u 52y No. 1o not want my Hereditary Disease Risk resufs.”

You wil ot ba contacted sbout any potental findings fom your DNA hat relae o sarious healih condiions.
you say. T not sur right now-
[ P

0u 52y wouid ik to spesic with 2 ganeto counselorbefore maiing 3 desision ™

You wil bs conacted by 2 ganesic counselor o dscuss potental rsults before deciding f you woud ke o
recee ONA resuts

[ i sen you messages when new resut types are avaiabie

Do you understand the choices for learning about th fest results?

Yes

What questions do you stil have?
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Did any of these statements use the wrong words (out of date, not how you would say it, or were.

confusing)?

e

Which ones?

11y say, ~Ves, | want my Heredtary Disease:
Fisk result *_ One of our specially rained
scienists willook closely at Some ofhe genes in

your DNA elted i serous heath condiions, ke

oetsn inds of cancer and heart Gssase. They

‘il generateresuls for you based on what hey.
.

Ify0u z5y. N, | do ot want my Hereitary

Disease Risk resuls* - You wil o be coniacied

about any potental fndings Fom your DNA tat
725 o sene neath sondions.

What words would you use instead?

1you 52y, "Tm ot sue fight now” - You can come.
[

11y0u say. " would ke fo spesk with 2 genetic
counselor before maling 2 decison, - You wil be
‘ontacted by a geneti counseor o disouss
resuls before Geckding you would ke o receve
N st
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Your recruiter gave you an ID number containing both a letter and number (such as Q4).
Please enter your ID number here so you can get credit for completing this activity.

Before we conclude, we wanted to offer one more space for you to share any additional
thoughts about anything you saw in this activity. Remember, please don't share your full
name, school, contact information, or anything else that would connect you as an individual
with your responses.





image20.png
Thank you for taking the time to complete this activity! The team greatly appreciates your
feedback. What you shared today will help investigators ask questions in the best way
possible to understand teens’ experiences and development

We look forward to your participation in future feedback team activities. If you have
additional feedback or questions about your feedback team participation, please contact
Rachael Picard by email at picard@igsolutions.com

Some of the questions or topics covered in this activity can bring up intense feelings or
memories. Talking about these feelings with a trusted adult—such as a teacher, parent, or
coach—can help.

If you need additional help with these feelings, or want to talk about them with someone
who is trained in helping others, here are some places you can go:

For mental health support 24/7, you can reach the Crisis Text Line by texting HOME to
741741 or on WhatsApp or Facebook messenger: https://www crisistextline org/

If you want to talk to someone about sexual violence: the National Sexual Assault
Telephone Hotline is available at 800-656-HOPE (4673) and through online chat at
https://hotline rainn.org/online

If you are thinking about suicide, worried about a friend or loved one, or need
emotional support, you can reach the National Suicide Prevention Lifeline by

Dialing 988 or 1-800-273-8255

Using the online chat: hitps://suicidepreventionlifeline.org/chat/

The Trevor Project is a 24/7 hotline for LGBTQ young people with phone, web chat,
and text options for connecting to trained counselors:
https://www.thetrevorproject.org/get-help/

If you need peer support and counseling services for Black, Indigenous, and People of
Color, reach out to BlackLine at 1-800-604-5841. Available call times can be found at
https://www.callblackline.com/

For mental health services provided by specially trained counselors, including
Spanish-speaking counselors, connect with Boys Town National Hotline at 800-448-
3000 or text VOICE to 20121

Please click the arrow below to complete the survey and record your answers.
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We thank you for your time spent taking this survey.
Your response has been recorded.
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[Paperwork Reduction Act statement: The public reporting burden for this information collection has been estimated to average 30
Iminutes per response, including the time to review instructions and respond to questions. Send comments regarding this burden

Jestimate or any other aspect of this collection of information, including suggestions for reducing this burden to NIH, Project

|clearance ranch, 6705 Rockledge Drive, MSC 7574, Bethesda, MD 20852-7974, Attn: OMB-PRA XXOOCXKKX.

Why Are We Asking These Questions?
This project includes questions about health, life experiences, and identities. This activity is the first
part of your help with the teen feedback team. The team will also discuss some of these questions
with you in live, virtual discussions with other teens of your same age. We are asking for your help
because we would like to hear the perspectives of teens from different backgrounds from all over the
country. Later this year, teens like you from across the country will answer these questions. Your
honest feedback will help the investigators ask questions in the best way possible.

Parts of this activity are a little different from other surveys you may have taken. We are interested in
your thoughts on how study materials or questions are written instead of your answers to the
questions themselves. If something feels uncomfortable or confusing—we want to know. Please
don't worry about being polite or holding back. We value your feedback, whether you agree or

disagree, as we want to hear a wide range of opinions

Your responses will be kept private. For open-ended questions, please do not enter any information
that could identify you, such as your name or email address.

If you have questions, please email Rachael Picard at rpicard@igsolutions.com

Would you like to participate in this activity?

Yes
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Welcomel Thank you for participating in this exciting opportunity to contribute to research
on teen health and developmentl We are so grateful for your commitment to this valuable
project. Your role is to give feedback on questions we ask of participants in the Adolescent
Brain Cognitive Development (ABCD) Studysu

In the ABCD Study®, researchers will work with youth for 10 years starting at ages 9 and
10 to understand the different influences that affect brain development and general health.
As part of the study, researchers will use questionnaires to ask youth about their physical
and mental health; various life experiences such as playing sports, using social media, or
trying drugs; and their family, school, and neighborhood environments, among other
things.

The youth participating in the ABCD Study are as diverse as the United States. They come
from 17 different states, from big cities and small towns, and from different economic
backgrounds. The questions are asked of all participants regardiess of their race, ethnicity,
national origin, religion, sexual orientation, or gender identity. A large and diverse study like
this makes it possible to investigate what contributes to differences in brain development, to
understand what puts some people at risk for health problems, and to leam what makes
some people able to recover from difficut experiences more easily than other people do.

Your feedback will help ensure the success of the ABCD Study in its quest to understand

the many experiences that impact teen health and development and may help future
generations of teens to live better, healthier lives.




