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Instructions
Thank you for being part of our feedback team! We understand your time is important, so we want you to read through the materials before your scheduled interview, to make the most of the discussion time. Please read over the following visuals to get familiar with them before your session.
We look forward to hearing your feedback during your scheduled interview!
Draft Visual Consent Form
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Draft Consent Form to Get Hereditary Disease Risk Results
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STUDY PROCEDURES

Questionnaires & Cognitive Assessments
Interviews Games designed to measure things like:

e Contact Information e Memory

* Mood & Behavior e Language

e Culture & Relationships e Attention

* Substance Use * Problem solving

e Physical & Mental Health e Decision making
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STUDY PROCEDURES
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Safety
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TECH SUB-STUDIES
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CONFIDENTIALITY

We don't tell anyone outside the study
(even your parent) about your answers
to any questions.

If someone is at risk of being harmed, we are
required by law to try to keep them safe.

If we learn you plan to harm yourself or others, or if a child
or elder is being abused, we may need to tell someone
J (such as the authorities) to make sure people are safe.
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You never have to do any part of the
study you don't want to do!

Let the researcher you're working with know if you
want to skip a question, game, or anything else.

You can also stop participating or take a
break from the study anytime if you want.

It's important to us that you feel comfortable & safe during the study!
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The ABCD Study Consent to get Hereditary Disease Risk Results

When you joined the program, you signed a form that says you agree to let scientists study your DNA for 

research, but that no other genetic information would be shared with you. Recently, a new genetic assessment 

was added to the research plan, which gives us the opportunity to return some genetic information back to you.  

Now we want to know if you want the ABCD Study to tell you if we find DNA changes related to health and 

disease risk for you. These are your Hereditary Disease Risk results. The following screens explain:

1.

The choice you have about learning your results. 

2.

Details about different kinds of DNA changes. 

3.

How we will check for them and how long it will take. 

4.

How you can learn about your results.

There are benefits and risks to getting your Hereditary Disease Risk results, and we want you to make the best 

decision for yourself. Before you decide, please review the following information. At the end, you will be asked to 

decide if you want these results. You can decide:

●

Yes (it may take a few years to receive results)

●

No 

●

I’m not sure right now

●

I would like to speak with a genetic counselor before making a decision


ooxmlPackage1.sldx
The ABCD Study Consent to get Hereditary Disease Risk Results

When you joined the program, you signed a form that says you agree to let scientists study your DNA for research, but that no other genetic information would be shared with you. Recently, a new genetic assessment was added to the research plan, which gives us the opportunity to return some genetic information back to you.  



Now we want to know if you want the ABCD Study to tell you if we find DNA changes related to health and disease risk for you. These are your Hereditary Disease Risk results. The following screens explain:

The choice you have about learning your results. 

Details about different kinds of DNA changes. 

How we will check for them and how long it will take. 

How you can learn about your results.



There are benefits and risks to getting your Hereditary Disease Risk results, and we want you to make the best decision for yourself. Before you decide, please review the following information. At the end, you will be asked to decide if you want these results. You can decide:

Yes (it may take a few years to receive results)

No 

I’m not sure right now

I would like to speak with a genetic counselor before making a decision
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What are “DNA Changes”?

All human beings share more than 99% of their DNA with each other. The tiny bit that is different is part of 

what makes each of us unique. Things like our hair color and eye color depend on the bits of our DNA that 

are different between human beings. We call these our DNA changes. We know what some DNA changes 

mean, but we still have a lot to learn. For example, we are still learning what role DNA plays in most health 

conditions. But for a small number of things, we already know a lot about the role DNA plays.

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

● Certain DNA changes can increase our risk for a few specific health conditions. This could include 

some cancers and types of heart disease.

● Certain changes in our DNA 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 DNA, the more we will learn what DNA changes mean about us. The ABCD Study 

will have specially trained scientists look at your DNA for changes related to hereditary disease risk. 


ooxmlPackage2.sldx
What are “DNA Changes”?

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

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

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

Certain changes in our DNA 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 DNA, the more we will learn what DNA changes mean about us. The ABCD Study will have specially trained scientists look at your DNA for changes related to hereditary disease risk. 
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What will my Hereditary Disease Risk results tell me?

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

some serious health conditions, such as certain kinds of cancer or heart disease.

About 2 out of 100 people will get a DNA result that shows that they have a higher risk of developing a 

disease. For example, a 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. 

We will use the current list developed by the American College of Medical Genetics. It was specially 

designed by a group of genetic experts to include DNA changes that are very likely to cause disease or 

health conditions for which medical treatment is available and for which early diagnosis is critical for 

effective treatment.  It does not include disorders that would typically be diagnosed by a doctor or 

disorders where a lifestyle change would be the main treatment  (e.g., avoiding tobacco use).
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What will my Hereditary Disease Risk results tell me?



Your results will have information about your DNA and whether you may have a greater risk for developing some serious health conditions, such as certain kinds of cancer or heart disease.



About 2 out of 100 people will get a DNA result that shows that they have a higher risk of developing a disease. For example, a 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. 



We will use the current list developed by the American College of Medical Genetics. It was specially designed by a group of genetic experts to include DNA changes that are very likely to cause disease or health conditions for which medical treatment is available and for which early diagnosis is critical for effective treatment.  It does not include disorders that would typically be diagnosed by a doctor or disorders where a lifestyle change would be the main treatment  (e.g., avoiding tobacco use).
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How will I get my results?

If we find a change in your DNA that increases your risk of a health condition, we will try to contact you 

directly. We will help you make an appointment with an ABCD Study genetic counselor. They will tell you 

your results. They will answer your questions. They will send you a report. They can also send a report to 

your health care provider. If you want, they will help you find a health care provider in your area.

Most people (about 98 out of 100 people) will get a report that says ABCD did not find anything significant 

for their health in the DNA we looked at.

Research that uses your samples and information may not be finished quickly.. There is a chance that you 

will not hear from any researchers. If you do not hear from anyone on the ABCD Study:

●

Your sample may not have been studied yet OR

●

You may not have any of the gene changes that we are studying at this time


ooxmlPackage4.sldx
How will I get my results?

If we find a change in your DNA that increases your risk of a health condition, we will try to contact you directly. We will help you make an appointment with an ABCD Study genetic counselor. They will tell you your results. They will answer your questions. They will send you a report. They can also send a report to your health care provider. If you want, they will help you find a health care provider in your area.



Most people (about 98 out of 100 people) will get a report that says ABCD did not find anything significant for their health in the DNA we looked at.



Research that uses your samples and information may not be finished quickly.. There is a chance that you will not hear from any researchers. If you do not hear from anyone on the ABCD Study:

Your sample may not have been studied yet OR

You may not have any of the gene changes that we are studying at this time
















image15.emf
What are the risks of getting my Hereditary Disease Risk results?

The next three screens will review some important information to consider when making to decision of 

whether to receive Hereditary Disease risk results.

●

If your results show an increased risk of developing a serious health condition, you will be given the 

option to discuss these results and their consequence with a licensed genetic counselor, free of 

charge.

●

A genetic counselor will not provide treatment; however, they may work with your doctor or health 

care provider to recommend changes to your medical care. Those changes could cost more than 

your current care. You can decide what care is right for you. If you do not have a primary health care 

provider, your site can provide you with a list of local health care resources to contact. 


ooxmlPackage5.sldx
What are the risks of getting my Hereditary Disease Risk results?



The next three screens will review some important information to consider when making to decision of whether to receive Hereditary Disease risk results.

If your results show an increased risk of developing a serious health condition, you will be given the option to discuss these results and their consequence with a licensed genetic counselor, free of charge.

A genetic counselor will not provide treatment; however, they may work with your doctor or health care provider to recommend changes to your medical care. Those changes could cost more than your current care. You can decide what care is right for you. If you do not have a primary health care provider, your site can provide you with a list of local health care resources to contact. 











et s f g D sk s





image16.emf
Could learning about my hereditary disease risk affect my insurance?

●

Your health insurance will not be affected. Health insurers cannot use DNA information to decide 

if they will cover you, change your coverage , cancel your coverage, or charge you more. 

○

A federal 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 DNA information to decide if they will cover you and how much to charge 

you.


ooxmlPackage6.sldx
Could learning about my hereditary disease risk affect my insurance?



Your health insurance will not be affected. Health insurers cannot use DNA information to decide if they will cover you, change your coverage , cancel your coverage, or charge you more. 



A federal 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 DNA information to decide if they will cover you and how much to charge you.
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How could learning about my hereditary disease risk affect me 

emotionally?

●

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

●

If you have a certain DNA change, your blood relatives might have it too. They may or may not want 

to know this information. This could be a particularly important consideration for those with siblings, 

twins, or siblings from a multiple birth.

●

Your results could make you worried or confused. For example:

○

You may be afraid of passing a hereditary disease risk on to your children. 

○

Your results may make you wonder if you are related to a family member in the way you 

thought. Keep in mind that DNA results are not always the same for all blood relatives

If we find your DNA 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 concerns or questions.
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How could learning about my hereditary disease risk affect me emotionally?



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



If you have a certain DNA change, your blood relatives might have it too. They may or may not want to know this information. This could be a particularly important consideration for those with siblings, twins, or siblings from a multiple birth.

 

Your results could make you worried or confused. For example:

You may be afraid of passing a hereditary disease risk on to your children. 

Your results may make you wonder if you are related to a family member in the way you thought. Keep in mind that DNA results are not always the same for all blood relatives



If we find your DNA 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 concerns or questions.
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What are the benefits of learning about my hereditary disease risk?

You could learn that there is something very important for your health in your DNA. Knowing this could 

help you work with your doctor or health care provider to prevent disease or to detect it early. We will only 

inform you about DNA results where there is an established medical treatment to reduce risk. In some 

cases, knowing this information can be lifesaving. 

You 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 DNA is different, but sharing your 

DNA 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 end up helping them stay healthy.

You will be able to talk to a licensed ABCD genetic counselor about your test results. Talking to an ABCD 

genetic counselor is free.


ooxmlPackage8.sldx
What are the benefits of learning about my hereditary disease risk?



You could learn that there is something very important for your health in your DNA. Knowing this could help you work with your doctor or health care provider to prevent disease or to detect it early. We will only inform you about DNA results where there is an established medical treatment to reduce risk. In some cases, knowing this information can be lifesaving. 



You 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 DNA is different, but sharing your DNA 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 end up helping them stay healthy.



You will be able to talk to a licensed ABCD genetic counselor about your test results. Talking to an ABCD genetic counselor is free.
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What are the limits of my Hereditary Disease Risk results from the ABCD 

Study?

●

The ABCD Study is a research program. We analyze DNA for research purposes. If you receive health-

related DNA 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 DNA results, it’s always good to discuss them with your doctor or health care provider.

●

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

or not you develop a disease. Your DNA may contribute, but it is not the only factor.

●

We will not inform you of DNA results that put you at risk for disorders for which there is no current 

treatment.

●

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 couldn’t see or can’t understand in the genes that we did look at. Scientific understanding of 

DNA and diseases is always growing.

●

These results will be based on current scientific understanding. There is a chance they could be wrong. As 

we learn more information, ABCD could look at more genes in the future or look at these genes again to 

provide new results.


ooxmlPackage9.sldx
What are the limits of my Hereditary Disease Risk results from the ABCD Study?





The ABCD Study is a research program. We analyze DNA for research purposes. If you receive health-related DNA 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 DNA results, it’s always good to discuss them with your doctor or health care provider. 



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



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



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 couldn’t see or can’t understand in the genes that we did look at. Scientific understanding of DNA and diseases is always growing.



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

If you say “Yes, I want my Hereditary Disease Risk results”:

●

One of our specially trained scientists will look closely at some of the genes in your DNA related to serious 

health conditions, like certain kinds of cancer and heart disease. They will generate results for you based 

on what they find.

If you say “No, I do not want my Hereditary Disease Risk results”:

●

You will not be contacted about any potential findings from your DNA that relate to serious health conditions

If you say “I’m not sure right now”:

●

You can come back and decide later

If you say “I would like to speak with a genetic counselor before making a decision”:

●

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

receive DNA results

We will send you messages when new result types are available


ooxmlPackage10.sldx
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.

If you say “Yes, I want my Hereditary Disease Risk results”:

One of our specially trained scientists will look closely at some of the genes in your DNA related to serious health conditions, like certain kinds of cancer and heart disease. They will generate results for you based on what they find.

If you say “No, I do not want my Hereditary Disease Risk results”:

You will not be contacted about any potential findings from your DNA that relate to serious health conditions

If you say “I’m not sure right now”:

You can come back and decide later

If you say “I would like to speak with a genetic counselor before making a decision”:

You will be contacted by a genetic counselor to discuss potential results before deciding if you would like to receive DNA results

We will send you messages when new result types are available
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Would you like to get your Hereditary Disease Risk results?

Yes, I want my Hereditary Disease Risk results.

You will be able to see your results once they are ready, which may take a few years to generate. ABCD will contact 

you when your results are ready. If we find your DNA puts you at risk for a Hereditary disease we will place you in 

contact with an expert genetic counselor (free of charge) to discuss results.

No, I do not want my Hereditary Disease Risk results.

You can always change your decision later.

I’m not sure right now.

If you are not ready to decide, you can choose to get these results later.

I would like to speak with a genetic counselor before making a decision.

We will place you in contact with an expert genetic counselor (free of charge) who can answer your questions 

before you make a decision

You can always change this decision at a later stage. 


ooxmlPackage11.sldx
Would you like to get your Hereditary Disease Risk results?



Yes, I want my Hereditary Disease Risk results.

You will be able to see your results once they are ready, which may take a few years to generate. ABCD will contact you when your results are ready. If we find your DNA puts you at risk for a Hereditary disease we will place you in contact with an expert genetic counselor (free of charge) to discuss results.

No, I do not want my Hereditary Disease Risk results.

You can always change your decision later.

I’m not sure right now.

If you are not ready to decide, you can choose to get these results later.

I would like to speak with a genetic counselor before making a decision.

We will place you in contact with an expert genetic counselor (free of charge) who can answer your questions before you make a decision

You can always change this decision at a later stage. 
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Would you like to speak with a Genetic Counselor?

An expert genetic counselor may be able to assist in answering questions you may have about potential DNA 

results. Would you like to speak with a genetic counselor, free of charge, before receiving any DNA results?

Yes, I would like to talk with a genetic counselor 

before

receiving results

This may give you an opportunity to discuss and further understand what DNA results you may 

receive.

No, I would 

not

like to be contacted with a genetic counselor 

before

receiving results

I would not like to speak with a genetic counselor to discuss potential findings from DNA.

Regardless of your answer here. If you have decided to receive your Hereditary Disease risk results and we find 

your DNA puts you at risk for a serious health condition, you will automatically be placed in contact with a free 

genetic counselor after you receive your results to discuss what this means for you.


ooxmlPackage12.sldx
Would you like to speak with a Genetic Counselor?



An expert genetic counselor may be able to assist in answering questions you may have about potential DNA results. Would you like to speak with a genetic counselor, free of charge, before receiving any DNA results?

Yes, I would like to talk with a genetic counselor before receiving results

	This may give you an opportunity to discuss and further understand what DNA results you may 	receive.

No, I would not like to be contacted with a genetic counselor before receiving results

I would not like to speak with a genetic counselor to discuss potential findings from DNA.

Regardless of your answer here. If you have decided to receive your Hereditary Disease risk results and we find your DNA puts you at risk for a serious health condition, you will automatically be placed in contact with a free genetic counselor after you receive your results to discuss what this means for you.
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GOALS OF THE ABCD STUDY

ABCD is the largest study of its kind in the US, following
over 11,000 kids as they go through adolescence.

The study will help scientists answer questions like:

e What does the trajectory of "typical brain development" really look like?

e How do experiences & environment (like sleep patterns, screen time,
sports, substance use, social relationships, & many more) interact with
each other and with the brain & biology?

* What effects do these factors have on brain development, health, &
other outcomes?

Many others-ABCD'S Open Science model means any scientist u
can access the data to explore their research questions!
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