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Paperwork Reduction Act Statement: The public reporting burden for this information collection has been estimated to average 30
minutes per response, including the time to review instructions and respond to questions. Send comments regarding this burden
estimate or any other aspect of this collection of information, including suggestions for reducing this burden to NIH, Project

Clearance Branch, 6705 Rockledge Drive, MSC 7574, Bethesda, MD 20892-7574, Attn: OMB-PRA 3300000,

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 guestions 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@iqsolutions com.

Would you like to participate in this activity?

Yes

No




ABCD Study Audience Feedback Teams OMB #0925-XXXX | Expiration XX/XX/202X
Teen Web Survey Screenshots

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 guestions 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 regardless 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 learn what makes
some people able to recover from difficult experiences more easily than other people do.

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

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

-
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This first question iz about the social media platfiorms you use.

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

do not hawe a social media account

Facebook

n=stagram

Snapchat

Twitter

YouTube

Finterest

Tumibir

Reddit

TikTok

Multiplayer Videogame Online Chatting

Twitch

WhatsApp

Discord

BeReal

Crther

Don't know
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The next few questions are about your experiences while driving.

Do 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)

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

+ 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:

Never|Rarely|Sometimes|Often|Always

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

Drove between the
hours of 11pm and S5am
without having a
guardian 25 years or
older present.
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Read, ate, talked on a
cell phone, put on
makeup, horsed around
with passengers, or
other such activities
while driving.

Drove 20 or more miles
per hour over the speed
limit.

Drove after drinking
alcohol ar 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 ar using other
drugs not as
prescribed?

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.

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

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

How often you: Read, ate, talked on a cell

If YES, how old were you when you got your phone, put on makeup, horsed around with
provisional driver’s license? (Years, Maonths) passengers, or other such activities while
driving.
Do you have a driver’s license with full How often you: Drove 20 or more miles per
privileges? hour over the speed limit.
If YES, how old were you when you got your How often you: Drove after drinking alcohol
driver’s license? (Years, Months) or using other drugs not as prescribed.

During the last 12 months, how many times

How often you: Drove with passengers my have you ever ridden in a vehicle driven by
age without having someone 25 years ar someone else who had been drinking
older present, such as a parent or relative? 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.

Don't Decline to
Know Answer

Are any firearms now kept in or around your
home?

Are any of these firearms now loaded?

Are any of 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?

4~
Is there anything that is confusing or difficult to understand in these questions?
Yes
No
What is confusing or needs more explanation?
~

I
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Mow we're going to ask about a consent form for a study activity related to DNA or genes.

One of the things we can learn from our DMA is the nisk of getting certain diseases. The ABCD Study
locks at genetic information from people in the study including the risks of getting certain diseases.
The study researchers want to give feens and their families the opfion of learming more about the
resulis of those kind of genetic tests.

The next set of questions will ask you to lock at a sample consent form for teens and their families fo
learn about their genetic test resulis.

What are "DNA Changes™?

All human beings share more than 99% of their DMNA with each other. The tiny bit that is different is part
of what makes each of us unigue. Things like our hair color and eye color depend on the bits of our
DMA that are different between human beings. We call these our DMA changes. We know what some
DMA chamges mean, but we still have a lot to leam. For example, we are still learning what role DMNA
plays in most health conditions. But for a small number of things, we already know a lot about the role
DMHA plays.

e know that certain changes in our DMA can affect our health. For example:

« Certain DNA changes can increase our risk for a few specific health conditions. This could include
zome cancers and types of heart disease.

« Certain changes in our DMNA can increase the risk of passing specific health conditions on to our
children, even if we don't have those conditions.

The more we study our DMA, the more we will learn what DMA changes mean about ws. The ABCD

Study will have specially frained scientists look at your DMNA for changes related to heraditary diseasze
risk.

Do you understand what they mean by "DMA changes" after reading this page?

fes

What questions do you still have?
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Did any of these statements use words that are out of date, not how you would say it, or were
confusing?

Mo

Which ones and what would you use ingtead?

10
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What will my Heredi Disease Risk resulis
y tetl?%e’.;

“four results will hawve information about your DNA and whether you may have a greater risk for developing

some senous health conditions, such a5 cartain kinds of cancer or heaart diseas=.

About 2 out of 100 peoole will get 3 DMNA result that shows that they have 3 higher risk of developing 3 disease.
For examgle, 2 small number of people may find out they have a version of the BRCA1 gene that increases

their risk for some kinds of cancers, like breast cancer.

e will use the current list developed by the American College of Medical Genstics. |t was specially designed
oy a group of genstic experts to include DMA changes that are very likely to cause diseass or health conditions
for which medical treatment is available and for which early diagnosis is critical for effective treatment. |t does
not include disorders that would typically be diagnosed by a doctor or disorders wherea a lifestyle change would

oe the main freatment (2.g.. avoiding tobaceo use).

Do you understand what your Hereditary Disease Risk resulis will tell you after reading this page?

s

VWhat questions do you still have?

P
Did any of these statements use words that are out of date, not how you would say it, or were
confusing?
Mo
Which ones and what would you use instead?
I

11
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What are the benefits of learning about
o2 hereditary disease risk?

“fou could learn that there is something very important for your health in your DNA. Knowing this could help you
weark with your doctor or health care provider to prevent disease or to detect it 2arly. YWe will only inform you
about OMA results whers there is an established medical frestment to reduce risk. In some cases, knowing this

nformnation can be lifesaving.

"fou could discover something that could help explain the history of a health condition among your blood
relatives. Having this information could help you talk with your family. Everyone's DMNA is different. but sharing
your DMA results with your Blood relatives can help them think about their own health. They can consider if they

want to get tested themselves. This could 2nd up helping them stay healthy.

"fou will be able to talk to a licensed ABCD genetic counselor about your test resulis. Talking to an ABCD

genetic counselor is free.

Do you understand the benefits of receiving your Hereditary Disease Risk resuliz after reading this

page?

Yes

What questions do you sfill have?

e
Did any of these statements use words that are out of date, not how you would say it. or were
confusing?
Mo
Which ones and what would you use instead?
e

12
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Could Tearning about my hereditary disease
rislk gf?ect my %surance’.;y

« Your health ingurance will not be affected. Health insurance cannot use DMA infermation
o decide if they will cover you, change your coverage, cancel your coverage, or charge you
more.

o Afederal law stops them from using DNA information in this way.

« Disability, life and long-term care insurance is different. In most places, disability, life and
long term care insurers can use DMNA information to decide if they will cover you and how
much to charge you.

H Id ' bout '
ls228s ok BHELE e smdtionany s

« You could get information you weren't expecting in your results. For example: You might
discover that you are at risk for a disease that has not been seen in other members of your
family.

« [f you have a certain DMA change, your bloed relatives might have it too. They may or may not
want to know this information.

« Your resulis could make you worried or confused. For example: You may be afraid of passing
a hereditary disease risk on to your children.

If we find your DMA puts you at risk for developing a serious condition we will place you in contact
with a licensed genetic counselor, free of charge, with whom can you can discuss concemns or
questions.

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

Yas

What questions do you still have?

OMB #0925-XXXX | Expiration XX/XX/202X
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Did any of these statements use the wrong words (out of date, mot how you would say if, or were
confusing)?

Which ones? Select all that apply

our health insurance will not be affected. Health

insurers cannot use DMA imformation to decide if

they will cover you, change your coverage, cancel
WOUr coverage, or change you morne.

Disability, life and long-term insurance is differant.
In most places, disability, life and long term care
insurers can use DMA information to decide if they
will cover you and how much to charge you.

“fou could get information you weren't expacting in
your results. For example: ou might discover that
you are at risk for 2 diseass that has not been
seen in other members fo your family

What words would you use instead?

If you hawe a certain DMA change, your blood
relatives might have it too. They may or may not
want to know this information.

“four resulis could make you womed or confused._

For example: You may be afraid of passing a
hemditary disease nsk on fo your children.

If we find your DMA puts you at risk for developing
a serous condition we will place you in contact
with a licensed genetic counselor, free of charge,
with whom can you can discuss concems or
questions.

14
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VhaRRLK Tesulte trom The ABCD Sthdy 3

« The ABCD Study iz a research program. We analyze DMNA for research purposes. If you
receive health-related DMA results from the ABCD Study, those results are not diagnosis. Only

a doctor or health care provider can diagnose you with a health condition and determine how
fo treat you. If you are concemed about your DMNA resulis, it's always good fo discuss them
with your doctor or health care provider

« These results do not tell you whether you have or will get disease. Many factors can confribute
fo whether or not you develop a disease. Your DNA may confribute, but it is not the only
factor.

« We will not inform you of DMNA resulis that put you at risk for disorders for which there is no
current freatment.

« There are a lot of genes that can affect disease risk and we won't look at all of them. There
could even be something we couldnt see or cant understand in the genes that we did look at.
Scientific understanding of DMA and diseases is always growing.

= These results will be based on current scientific understanding. There is a chance they could
be wrong. As we leam more information, ABCD could look at more genes in the future or look
at these genes again to provide new resulis.

Based on this slide, do you understand the limits of the information from the genetic test resulis?

fes

VWhat questions do you still have about the limits of the tests or test results?

15
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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)?

Mo

Which ones? Select all that apply

The ABCD Study is a research program. We
analyze DMA for research purposes. If you
recaive health-related DMA results from the

ABCD Study, those results are not a diagnosis.
Only a doctor or health care provider can
diagnose you with a health condition and

determine how to treat you. If you are concerned
about your DMNA results, it's always good to
discuss them with your doctor or health care
provider.

These resulis do not tell you whether you have or
will get a disease. Many factors can confribute to

whether or not you develop a disease. Your DMA
may coniribute, but it is not the only factor.

We will not inform you of DMA results that put you
at risk for disonders for which there is no current
treatment.

What words would you use instead?

There are a lot of genes that can affect dizease
risk and we won't look at all of them. There could
even be something we couldn't see or can't
understand in the genes that we did look at.
Spienfific understanding of DMNA and disease is
always growing.

These results will be based on current scientific
understanding. There is a chance they could be
wrong. As we leamn more information, ABCD
could look at more genes in the future or look at
thesse genes again to provide new resulis.

16
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What are my choices?

It is your choice whether you want to get your Hereditary Disease Risk results. You can always change this

decision at a later stage.

I'f you say “Yes, | want my Hereditary Disease Risk results™

a0ne of our specially trained scientists will look closely at some of the genes in your DMNA related to serous
health conditions, like certain kinds of cancer and heart disease. They will generate resulis for you based
om what they find.

IIf you =3y, "Moo, | do not want my Hereditary Disease Risk results.”™:

«'fpu will not be contacted about any potential findings from your DMA that relate to serous health conditions

Iif you say, “I'm not swre right now.™:

%ou can come back and decide later

IIf you say, "l would like to speak with 3 genetic counselor before making 3 decision.”

«¥pu will be contacted by a genetic counselor to discuss potential results before deciding if you would like to

recaive OMA resuits

|'."'.I'e will send you messages whan new result types are available.

Do you understand the choices for leaming about the fest results?

fes

What questions do you still have?

17
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Did any of these statements use the wrong words (out of date, mot how you would say it, or were
confusing)?

Mo

Which ones?

If you say, "es, | want my Hereditary Disease
Risk resulis." - One of our specially trained
scientists will look closely at some of the genes in

your DMNA related to senous health conditions, liee
certain kinds of cancer and heart disease. They
will generaie results for you based on what they
fimd.

If you say. "Ma, | do not want my Hereditary
Disease Risk resulis,™ - You will not be contacted
about any potential findings from your DMNA that
relste ton serious health conditions

What words would you use instead?

If you say, "I'm not sure right now” - ¥ou can come
back and decide later

Ifyou say, "l would like to speak with 3 genstic
counselor before making a decision,” - You will be
contacted by a genetic counselor to discuss
results before deciding if you would ke to receive
DMA results

18
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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.

19
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Thank you for taking the time to complete this activityl 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 rpicard@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 adulti—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:

s 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/

s |f 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
hitps://hotline rainn_org/online.

s |f 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 1-800-273-6255

» lIsing the online chat: https./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/

= |f 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:
hitps://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.

20
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We thank you for your time spent taking this survey.
Your response has been recorded.

21



