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There are an ever increasing number of claims about how genomic discoveries are improving our lives. Genomics is
now being used to help solve crimes, improve products you use every day, and to promote health, This survey

Sl Eemmimiies asks you to weigh in on whether you think you know all yvou need to know to judge these claims and use genomic

Project Surveys information when called upon to do so.
Home Page We estimate that this survey will take 20 minutes, including the time for reviewing instructions, consenting, and
Map your Social Metwork completing the survey,
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Thanl: you for your interest in this research. To participate you must be 18 years or older.
I werify that T am 18 vears old or older
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These surveys are being conducted by researchers at the National Human Genome Research Institute of the Iational Institutes of Health.

The surveys are being conducted to help researchers understand how people think and feel about 1ssues related to genetics and health. You may complete as many or as
few of the surveys as you wish

Tour response to the surveys is completely voluntary, Tou may end your participation at any time. Any reports of publications based on this research will uze only group
data and will not identify you mdividually, "We will not store any personally identifying mformation within the survey. Tour responses will remain secure to the extent
permitted by law. The privacy and confidentiality of all collected information will be maintained at all times duning the study process.

By clicking on the Accept button below you are indicating that you consent to participate in this research

Accept & Continue == |

|+




[ MHGRI: Social Genomics Proj %

€« cCf Q

genome.gov

(I i /
%WW National Human Genome Research Institute

National Institutes of Health

Research Funding [LESEEE Fl Health | Education | Issues in Genetics = Newsroom | Careers & Training | About | For You H n E,

OWE # 0925-MNEW
Ezpiration Date: smifioong

First, we are going to ask you some questions about yourself. Flease remember that there are no right or wrong s; your 1 t is your
best answer. If the question has a blank, fill in the blank. If the question has a list of choices, please select the response that best reflects your answer.

‘What is your gender?

" Male
" Female

‘What is your cuarent age?

| years

‘Which country do you live in?

If US, which state do you live in?

‘What is your zip code?

Are you Hispanic or Latino?

' Yes
Mo
" Don't Know

‘Which one or more of the following would you say is your race?

7 Black or African

™ Mative Hawaiian or other Pacific Islander
[T White

7 Asian

[7 Indian or Alaska Mative

[ Don't Know
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‘What is your highest level of completed education?
I Less than 8th grade

7 &th grade

7 Some high school (no diploma or ged equivalent)
I High school diploma or ged equivalent

7 Some college (no degree)

7 Technical or Associate degree

7 Bachelors Degree (BA, BS, AB)

™ Masters Degree (RN IS, MA)

" Professional Degree (JD, PhD, WD, ELY)

‘What is your favorite food?

|
Are you adopted?

© Yes
C MNo
I don't know

In general, would you say your health is:

Poor Fair Good  Very Good  Excellent
i 1 2 3 4
s o o s o

On a scale from 1 to 7, where 1 is not at all happy and 7 is very happy, how happy do you feel in general?

Mot at all Very
happy 2 3 4 5 & happy
1 7
© el el © el el ©

On a scale from 1 to 7, where 1 is not at all stressed and 7 is very stressed, how stressed do you feel in general?

Mot at all Very
stressed 2 3 4 5 & stressed
1 7
[l el el [l el el [l

Have you ever had a genetic screening?

© Yes
© No
© 1 don't know
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First, how familiar are you with words related to genetics

Each of the words below are words that you may or may not be familiar with. For each, please rate how familiar you are with each word. For example,
marking " 7" on the scale reflects that you are very faruliar with the word; marking ""1" on the scale means that you are not familiar with the word.

Not at all Completely
fam]J:]iar 2 3 4 5 P Fan‘;i]iar
Genetic « o [ ol « o o
Chromesome: e o [ ol e o o
Susceptibility (ol (ol s (ol (ol (ol [l
Mutation: « o [ o « o o
Warlation: « o 8 ol « o e
Abnormality: [l [l e ol [l [l [l
Heredity: « o [ ol « o e
Sporadic: o o [ ol o o o

How important is it to you to learn more about how your genes — the characteristics that are passed from one generation to the next - affect yowr chance
of getting certain health conditions?

Neither
Very important Very
unimportant or important
unimportant
1 2 3 4 5 6 7
o i« o [ o i« o
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Below are fowr scenarios in which you might be called upon to use what you know about genetics to address a problem. For each of the scenarios, please
rate how confident you are that you could do so effectively based on what you know about genetics right now.

Jury Duty: Tou are selected for a jury. The suspect in the case is on trial for rmurder. Bloody fingerprints left at the scene provided small fragments of DIVA. The DINA
found at the scene shows there were two people with distinct genetic profiles

Based on what you know right now about genetics, how confident are you that vou would be able to decide the suspect's guilt or innocence?

Mot at all Completely
confident confident
1 2 3 4 5 3 7
o o i~ [ [ [ o

Cosmetic Product: You run across a a product called Skintype I For $100, you can send a saltva sample and have your DIA tested. The personalized report will
tell you whether you have versions of genes that mcrease the licelihood that your skin will wnnkle more than other people

Based on what you know nght now about genetics, how confident are you that you would be able to decide whether or not the claims made are true?

Mot at all Completely

confident confident —
1 2 3 4 5 6 7
[ o s 8 o [ o

Genetically modified foods: & company has recently patented a genetically modified salmon called Gene Advantage. The salmon is able to reproduce more often and
15 less expensive per pound than other types of salmon.

Based on what you know right now about genetice, how confident are you that you would be able to decide whether or not to choose Gene Advantage over other types
of salmon?

Mot at all Completely
confident cotfident
1 2 3 4 5 3 7
& & e & s & &

Family Health Testing: Tou want to learn about conditions that might run in your family. You bought a DNA testing kit from a company that will provide you with
results about your health riske. The report came back that you have a gene version that doubles your risk for developing dementia at a younger than average age.

Based on what you know right now about genetics how confident are you that you would be able to understand how the results will impact your children's risk for the

condition?
Mot at all Completely
confident cotfident
1 2 3 4 5 3 7

[ o o o o [ o
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Celebrity: You read that a famous actress learned she has a "faulty" gene that greatly mcreases her risk of breast cancer. She has decided to have a double mastectomny to reduce [
her risk.

Based on what you know right now about genetics, how confident are you that you that you could judge whether her decision was justified or not?

Mot at all Completely
confident confident
1 2 3 4 5 ] 7
o o o o o o o

Drug Prescription: You are told by a doctor that you have a serious medical condition. The doctor tells you that because of differences in genetic variation, there is only one drug
to treat the condition that will work for people from your racial group

Based on what you know right now about genetics, how confident are you that you could tell whether the doctor's recommendation was justified or not?

Mot at all Completely
confident confident
1 2 3 4 5 ] 7
o o o o o o o

In yowr opinion, what's important to know about genetics.

Sotnetimes it is easier to understand what you read or hear about genetics if you have some background infortnation about the topic. Would background infortnation about any of
the facts below help you understand what you hear or read about genetics in sources like TV, newspapers or the internet? Pleage select a 'yes' or 'no' for each of the following

staternents? |-
Yes No
How many genes you have: & [
How warfations in genes make indrriduals different from each other: o i«
Where genes are located in the body: e e
How genes influence biological processes such as digesting food or carrying oxygen in the blood: & [
What the relationship iz between genes and chromosomes: & [
How changes in genes influence the development of diseases: o i«
How genes are turned on and off, by the environment, physical developrment, and health habits: e e
Whether an individual's physical or personality attribute is affected by only one or multiple genes: & [
How DNA develops errors that influence the development of disease: & [
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Rate your confidence

Now I'd like for vou to think about the area of genetics and health On a scale from 1 te 7 where 1is Strongly disagree and 7 1s Strongly agree, please rate your response to
each statement.

You are confident in your ability to understand information about genetics.

Strongly Dy Semewhat Weither Somewhat Iamly Strongly
disagree disagree disagree af;:;;c: agree agree Agree
1 2 3 4 5 & 7
& o o &l o & &l

It would be easy for you to get information about genetics if you wanted to.

Neither

Strongly Mlainty Somewhat Somewhat Mainly Strongly
disagree disagree disagree agree nor agree agree Agree
i disagree
1 2 3 4 5 3 7
o e ol o e o o

You would be able to understand information about how genes can affect your health.

Strongly Dy Semewhat Weither Somewhat Mamly Strongly
disagree disagree disagree adi:;rr;zr agree agree Agree
1 2 2 4 5 & 7
ol [ (& o] [ & o]

You have a good idea about how genetics may influence risk for disease generally.

Strongly Ilainly Somewhat Heither Somewhat Mainly Strongly
disagree disagree disagree af;;r:: agree agree Agree
1 2 3 4 5 3 7
o e o « e o «

You have a good idea about how your own genetic make-up might affect yow risk for disease.

Strongly Mainly  Somewhat Weither Somewhat  MMainly Strongly
disagree disagree disagree iiz;;zr agree agree Agree
1 2 3 4 5 & 7
[ o & i~ o & i~

= |
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You would be able to explain to others how genes affect health.

Meither

Strongly Mainly  Somewhat Somewhat  Mainly Strongly
disagree disagree disagrees asree nor agree agree Agree
disagree
1 2 3 4 5 6 7
[l ol o [l [l o [

How good are you with numbers?
For each of the following questions, please indicate the number that best reflects your optnion of how good you are at doing the following,

How good are you at working with fractions?

Mot at all Extrermely
good good
1 2 3 4 5 1 7
[ [ o [ [ o [

How good are you at figuring out how much a shirt will cost if it is 25% off?

Mot at all Extrermely
good good
1 2 3 4 5 i 7
[l ol o [l [l o [
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Thank you for your timne!

We are required by law to make you aware of the following:

Public reporting turden for this collection of information is estitnated to average 20 minutes per response, including the time for reviewing instructions, searching
existing data sources, gathering and maintaining the data needed, and cotnpleting and reviewing the collection of infortnation. An agency may not conduct or
sponsor, and a person iz not required to respond to, a collection of information unless it displays a currently walid OME control number. Send comments regarding
this burden estitnate or any other aspect of this collection of information, including suggestions for reducing this burden, to: NIH, Project Clearance Branch, 6705
Fockledge Drive, M3C 7974, Bethesda, MD 20892-7074, ATTH: PFRA (0925-MEW). Do not return the cotnpleted form to this address.

Done |




