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Appendix B. 
CSB Application 

 
Wrestling with Social & Behavioral Genomics Sounding Board 
 
Thank you for your interest in becoming a Hastings Center & Geisinger 'Wrestling with Social & 
Behavioral Genomics' Sounding Board member. 
 
We are a diverse working group of academics interested in gathering community perspectives on 
the risks and potential benefits of an emerging field of research: social and behavioral genomics. 
We are looking for individuals who are interested in working with us to think about how to 
conduct and responsibly communicate this area of DNA research. We will explain how and why 
scientists use genetics to study intelligence, depression, addiction, and income and ask for your 
opinions and reactions. We will pay Sounding Board members $1200 for giving us their 
enthusiastic participation for approximately 2.5 hours per month, over the course of 18 months. 
Our Sounding Board will be a small group of 10-12 people. 
 
Before you complete the application, please take a few moments to read the following overview. 
You can come back to this page at any point: 
 
1. What are social and behavioral genomics? 
Researchers now use genetics to study topics like depression or how many years of schooling 
one completes. Using a small amount of blood or saliva, researchers can generate something 
called a ‘polygenic score.’ When studying a specific topic, like years of schooling, researchers 
use polygenic scores to collect and combine the many areas in people’s DNA that have been 
linked to education. Polygenic scores could be used in research to make it easier to learn about 
how genes, family, and other factors influence people’s lives. These scores could also be used to 
inform how health care, educational, or other resources are given to people. 
 
2. What is a Sounding Board? 
Given that the work we are doing could have an impact on many different kinds of people, we 
need to gain insights from many different perspectives. A Sounding Board is just that – a 
collection of individuals who have different perspectives, do not know much about social and 
behavioral genomics, and have an interest in sharing their thoughts with us. 
 
3. What is the role of a Sounding Board member? 
• Tell us what concerns or excites you about social and behavioral genomics 
• Talk with us about how communities influence your thinking 
• Talk with us about how cultural beliefs influence your thinking 
• Ask questions 
• Create a safe space for voicing opinions and giving/receiving feedback 
• Be open to learning about issues you may know little about 
• Tell us what you need to feel informed! 
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4. Who can become a Sounding Board member? 
Anyone! We especially welcome those who do not know very much about social and behavioral 
genomics and who are not working as professors or researchers. 
 
 
If you are still interested, please share your email below: __________________ 
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Appendix C. 
CSB Survey Items 

 
Statements about SBG Research and Its Applications 

 
This survey is anonymous and cannot be connected to you. We encourage you to share your honest opinions. 
Please do not share the link with anyone. Please only take the survey once.  
 
We are asking you to take this survey because we want to compare the responses from this survey to a similar 
survey that our Working Group members are also taking. We will discuss the results at our next Sounding 
Board meeting and spend time answering your questions.  
    
This survey asks you to share how much you agree or Disagree with several statements. You can select options 
that range from “Strongly Disagree” to “Strongly Agree.” For each question, you have the option to add 
“additional comments.” You can share whatever you like in the “additional comments” sections. For example, 
you could share if something confused you or if there is anything that might change your opinion about the 
statement. We think the survey should take about 20 minutes, but it will depend on whether or not you make 
any additional comments. 
 
 
In the survey, you will have the option to select “neither agree nor Disagree.” Think carefully about whether 
you want to select “neither agree or Disagree” or whether you want to select “no opinion.” These two options 
are slightly different from each other. Imagine the statement you were asked was: “Cantaloupe is a great fruit.” 
If you had never tasted cantaloupe, “no opinion” might be a better choice than “neither agree nor Disagree” 
because you feel like you cannot answer the question with the information you have. You might also choose 
“no opinion” if you feel like you do not understand what the statement is saying.  
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1. Social and behavioral genomics research poses risks to society. Strongly Disagree  

o Disagree  

o Somewhat Disagree  

o Neither agree nor Disagree  

o Somewhat agree  

o Agree  

o Strongly agree  

o No opinion  
 

q1_free1 IF SELECT ONE OF AGREE OPTIONS: You selected that you agree, at least to some extent, that 
social and behavioral genomics research poses risks to society. Which risks are you most concerned about? 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
 
 
q1_free2 ALL ELSE: Additional thoughts on statement 1: 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
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2. Social and behavioral genomics researchers have a responsibility to try and limit the potential risks of their 
work.  

o Strongly Disagree  

o Disagree  

o Somewhat Disagree  

o Neither agree nor Disagree  

o Somewhat agree  

o Agree  

o Strongly agree  

o No opinion  
 

 
 
q2_free Additional thoughts on statement 2: 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
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3.  Social/behavioral genomics research has some risks. This means that social/behavioral genomics researchers 
have an ethical duty to be more confident about their findings than researchers in other fields before making 
their findings public.  

o Strongly Disagree  

o Disagree  

o Somewhat Disagree  

o Neither agree nor Disagree  

o Somewhat agree  

o Agree  

o Strongly agree  

o No opinion  
 

 
 
q3_free Additional thoughts on statement 3: 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
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4. Social/behavioral genomics research can lead to better policies and practices.  

o Strongly Disagree  

o Disagree  

o Somewhat Disagree  

o Neither agree nor Disagree  

o Somewhat agree  

o Agree  

o Strongly agree  

o No opinion  
 

 
 
q4_free IF AGREE: Why do you think social/behavioral genomics research can lead to better policies and 
practices? What kinds of policies and practices do you have in mind? 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

 
q4_free IF DISAGREE: Why don’t you think social/behavioral genomics research can lead to better policies 
and practices?  

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
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5. A significant risk of social and behavioral genomics research is that it could be used to say that biology can 
explain why different racial groups have different outcomes.  

o Strongly Disagree  

o Disagree  

o Somewhat Disagree  

o Neither agree nor Disagree  

o Somewhat agree  

o Agree  

o Strongly agree  

o No opinion  
 

 

 
q5_free Additional thoughts on statement 6: 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
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6. Polygenic scores should benefit everyone, regardless of background, equally.  
 

o Strongly Disagree  

o Disagree  

o Somewhat Disagree  

o Neither agree nor Disagree  

o Somewhat agree  

o Agree  

o Strongly agree  

o No opinion  
 

 
 
q6_free Additional thoughts on statement 7: 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
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7. Today, polygenic scores do not benefit everyone from different backgrounds equally. Researchers are trying 
to change this, but in the meantime, we should still make polygenic scores available to those who might benefit.  

o Strongly Disagree  

o Disagree  

o Somewhat Disagree  

o Neither agree nor Disagree  

o Somewhat agree  

o Agree  

o Strongly agree  

o No opinion  
 

 
 
q7_free Additional thoughts on statement 7: 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
 

 

 
8. Social and behavioral genomics research that compares different ancestral groups of people (for instance, 
people whose recent ancestors were from Africa and people whose recent ancestors were from Europe) with 
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each other is more concerning than research that compares individuals within the same group (for instance, 
comparing people whose recent ancestors were from Europe to one another).  
 

o Strongly Disagree  

o Disagree  

o Somewhat Disagree  

o Neither agree nor Disagree  

o Somewhat agree  

o Agree  

o Strongly agree  

o No opinion  
 

 
 
q8_free Additional thoughts on statement 8: 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
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9. Both genes and environment are important reasons why people differ in their behavioral and social outcomes 
(for instance, how far they go in school) 

o Strongly Disagree  

o Disagree  

o Somewhat Disagree  

o Neither agree nor Disagree  

o Somewhat agree  

o Agree  

o Strongly agree  

o No opinion  
 

 
 
q9_free Additional thoughts on statement 11: 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
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10. The fact that genes matter for a behavior, or a social outcome does not mean that the behavior or social 
outcome is destiny. For instance, someone with genes that make them likely to have poor eyesight can still have 
20/20 vision with the help of eyeglasses. 

o Strongly Disagree  

o Disagree  

o Somewhat Disagree  

o Neither agree nor Disagree  

o Somewhat agree  

o Agree  

o Strongly agree  

o No opinion  
 

 
 
q10_free Additional thoughts on statement 12: 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
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11. There are lots of social and behavioral traits and outcomes. It is more ethically concerning to study and 
develop “scores” for some of these than for others.   

o Strongly Disagree  

o Disagree  

o Somewhat Disagree  

o Neither agree nor Disagree  

o Somewhat agree  

o Agree  

o Strongly agree  

o No opinion  
 
 
q11_free1 IF SELECT ONE OF AGREE OPTIONS: You answered that you think it is ethically concerning 
for genomics researchers to study and develop “scores” for some behaviors and social outcomes than others. 
What behaviors and social outcomes are you most worried about researchers studying? 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
 
 
q11_free ALL ELSE: Additional thoughts on statement 13: 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
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12. Before polygenic scores are used in the real world, we need to carefully think about the risks and benefits. 
We need to ensure that the positives (benefits) outweigh the negatives (risks). 

o Strongly Disagree  

o Disagree  

o Somewhat Disagree  

o Neither agree nor Disagree  

o Somewhat agree  

o Agree  

o Strongly agree  

o No opinion  
 

 
 
q12_free Additional thoughts on statement 14: 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
 

 

13. Some people think that it is more ethically concerning to study and create “scores” for social and behavioral 
traits than for medical traits. But almost all health conditions—like cancer and heart disease—are affected by 
behavior and culture and so they are also social/behavioral traits. So, these traits are BOTH medical AND 
social/behavioral. Also, genetic information about medical traits can be stigmatizing or lead to discrimination—
for instance, people with a high genetic risk for breast cancer can feel like they have “bad genes”, and they can 
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be denied life insurance or charged higher premiums. Therefore, in deciding which traits it is ethical to study, 
the distinction between medical and social/behavioral traits is not very helpful. 

o Strongly Disagree 
o Disagree 
o Somewhat Disagree 
o Neither agree nor Disagree 
o Somewhat agree 
o Agree 
o Strongly Agree 
o No Opinion 

 
14. It would be wrong to give someone their polygenic score for a behavior or social outcome when there is no 
treatment for it or no way to address it.  

o Strongly Disagree  

o Disagree  

o Somewhat Disagree  

o Neither agree nor Disagree  

o Somewhat agree  

o Agree  

o Strongly agree  

o No opinion  
 

 
 
q14_free Additional thoughts on statement 20: 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
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15. Doctors use “risk calculators” to decide which patients are at higher risk for conditions like diabetes and 
high blood pressure. Doctors can then recommend earlier or more frequent tests for these patients. It is possible 
to include social or behavioral polygenic scores—like one for years of education—into these risk calculators, 
along with other risk factors. Even if including social or behavioral polygenic scores would more accurately 
predict health outcomes like compared to not including them, it would NOT be ethical for doctors to use 
them. 

o Strongly Disagree  

o Disagree  

o Somewhat Disagree  

o Neither agree nor Disagree  

o Somewhat agree  

o Agree  

o Strongly agree  

o No opinion  
 

 

 
q15_free Additional thoughts on statements 22: 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
 
16. In vitro fertilization (IVF) is a way to have babies by combining eggs and sperm in a medical laboratory. 
IVF usually produces several embryos, but only one can be placed in a woman's womb to create a pregnancy. It 



S28             SPECIAL REPORT: The Ethical Implications of Social and Behavioral Genomics 

 

would NOT be ethical to use polygenic scores to pick the embryo that is most likely to have certain social or 
behavioral traits. 

o Strongly Disagree  

o Disagree  

o Somewhat Disagree  

o Neither agree nor Disagree  

o Somewhat agree  

o Agree  

o Strongly agree  

o No opinion  
 

 
 
q16_free Additional thoughts on statements 21: 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
 
 
 
17.  Some people have proposed different ways of using social or behavioral polygenic scores in education. For 
instance, children can get free services to help them with ADHD based on a school evaluation that considers 
many factors. Even if including social or behavioral polygenic scores—like one for years of education or for 
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ADHD itself—could more accurately predict students that could most benefit from these services, society 
should NOT use social or behavioral polygenic scores this way. 

o Strongly Disagree  

o Disagree  

o Somewhat Disagree  

o Neither agree nor Disagree  

o Somewhat agree  

o Agree  

o Strongly agree  

o No opinion  
 

 
 
q17_free Additional thoughts on statements 23a-b: 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
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18. Studying the genomics of social and behavioral traits—like years of education, income, personality, 
addiction, or mental illness—is more ethically concerning than studying the genomics of medical traits like 
kidney cancer.  

o Strongly Disagree  

o Disagree  

o Somewhat Disagree  

o Neither agree nor Disagree  

o Somewhat agree  

o Agree  

o Strongly agree  

o No opinion  
 

 
 
q18_free Additional thoughts on statement 27: 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
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19.  Research addressing some scientific questions is too socially risky for public funders to fund. 

o Strongly Disagree  

o Disagree  

o Somewhat Disagree  

o Neither agree nor Disagree  

o Somewhat agree  

o Agree  

o Strongly agree  

o No opinion  
 

 
 
q19_free Additional thoughts on statement 31: 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
 

 



S32             SPECIAL REPORT: The Ethical Implications of Social and Behavioral Genomics 

 

20. Research addressing some scientific questions is too socially risky for the media to report the results. 

o Strongly Disagree  

o Disagree  

o Somewhat Disagree  

o Neither agree nor Disagree  

o Somewhat agree  

o Agree  

o Strongly agree  

o No opinion  
 

 
 
q20_free Additional thoughts on statement 37: 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
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21. Some scientific questions are too socially risky for researchers to try to answer. 

o Strongly Disagree  

o Disagree  

o Somewhat Disagree  

o Neither agree nor Disagree  

o Somewhat agree  

o Agree  

o Strongly agree  

o No opinion  
 

 
 
q21_free Additional thoughts on statement 36: 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
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22. Researchers should only conduct social and behavioral genomics research if they see specific benefits that 
could come from it. They should not conduct research just out of curiosity or just to better understand the world.  

o Strongly Disagree  

o Disagree  

o Somewhat Disagree  

o Neither agree nor Disagree  

o Somewhat agree  

o Agree  

o Strongly agree  

o No opinion  
 

 
 
q22_free Additional thoughts on statement 32: 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
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23. The potential benefits of social and behavioral genomics research are NOT worth the risks. 

o Strongly Disagree  

o Disagree  

o Somewhat Disagree  

o Neither agree nor Disagree  

o Somewhat agree  

o Agree  

o Strongly agree  

o No opinion  
 

 
 
q23_free Additional thoughts on statement 43: 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
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24. Industry uses of social and behavioral genomics research are concerning because industry is driven by profit 
and does not have as much regulation. For example, social and behavioral genomics research could be used to 
create products that won’t be equally accessible to everyone, or it could be used to drive profits.    

o Strongly Disagree  

o Disagree  

o Somewhat Disagree  

o Neither agree nor Disagree  

o Somewhat agree  

o Agree  

o Strongly agree  

o No opinion  
 

 
 
q24_free Additional thoughts on statement 46: 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
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25. A significant risk of social and behavioral genomics research is that polygenic scores are not very predictive 
for individuals, but industry is returning polygenic scores to people anyway.   

o Strongly Disagree  

o Disagree  

o Somewhat Disagree  

o Neither agree nor Disagree  

o Somewhat agree  

o Agree  

o Strongly agree  

o No opinion  
 

 
 
q25_free Additional thoughts on statement 47: 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
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Appendix D. 
CSB Survey Results 

 
 Questions are ordered from greatest agreement between CSG and AWG responses to least agreement. 
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 If value in ‘difference’ column is positive, it means the CSB agrees with the statement more than the AWG agrees 
with the statement. 

 If value in ‘difference’ column is negative, it means the AWG agrees more with the statement than the CSB 
agrees with the statement. 

 ‘No opinion’ answers have been removed from analysis. 


