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Online Resource 1: Focus Group Guide (Abbreviated Version)

10.

Based on your prior experience, what type of information was most important for your decision about
whether or not to have a genetic test?

Our study will provide people with information about “preconception genomic carrier screening.” [Brief
explanation here]. What would be some of the reasons why you would want to obtain this screening? What
sort of actions might you take with this sort of information?

What would be some of the reasons NOT to obtain preconception genomic carrier screening?

We will be asking participants in this study whether they want results for many different kinds of genetic
conditions or only for those that are the most severe. [Discuss categories of results] What do you think
about these categories? How would you decide which types of results you would want to have for
preconception genomic carrier screening?

If you found out that you were a carrier in one of these types of tests, what information would you want
your genetic counselor to provide to you for preconception genomic carrier results?

We will also be asking participants in the study if they want to learn about genetic test results that are
relevant to their own health rather than about genetic conditions that they could potentially pass along to
children. [Explanation comparing preconception genomic carrier screening and incidental findings.] How

would you decide whether you would want to learn about these types of results for incidental findings?

What information would you want your genetic counselor to provide to you for incidental findings?
What actions or choices do you think you might make if you learned you yourself had a condition due to
incidental findings. [E.g., tell family, make lifestyle, related healthcare decisions]

What other sources of information would be helpful to you? [Other patients? Online resources? Written
materials?]

I’d like each of you to pick one thing you want us to be sure and pay attention to when we go over what
you have said in the group today. What would that be? Please take a moment and think about it, and we
will go around the room one by one. Do you have any final questions? / Are there any final thoughts you

would like to share?




