If Someone in Your Family Has Asked You to Consider

Genetic Testing

A few honest answers to the questions you're probably asking yourself

A family member has probably asked you to think about genetic testing — not because anything needs to change for you, but
because your results could be the only way for the rest of the family to get a clear answer instead of a guess. That may feel like
a lot to ask. This page walks through what testing would and wouldn't mean, and answers some of the questions people in your
position usually have.

This is not your fault

We each inherit half of our genetic makeup from each parent. We all inherit a mixed bag, and we don't have any control over what
we pass down. Every single person carries genetic variants that are related to disease. Many of us never learn what those variants
are. Carrying a genetic variant or having a genetic condition that's caused by a genetic variant is not a result of anything that you
did or did not do. It is random and unfair.

Questions you might be asking yourself

“What's actually in it for me?” Testing may or may not affect your own medical care. Its biggest value is for your family
members: if a specific genetic variant is found in you that is known to be associated with
the disease in question, this opens up the option for targeted testing for your family
members who want to learn more about their own risks.

“Why can't my family members just Family members can have testing done. Without test results for an affected family

get tested themselves?” member, however, results may be more difficult to interpret. Sometimes, a positive result
can make it possible to make a reasonable assumption about what an affected family
member's results would have been. If results are negative, however, those results are
considered an “uninformative negative.” It's not clear what a negative result means
without the context of a positive result for an affected relative.

“What if | don't want to know The diagnosis is already something you're living with. Testing doesn't change that or
something about my own future?” predict anything new about your course — it identifies the underlying cause, which is
what makes results meaningful for the rest of the family.

“Could this affect my insurance?” A federal law (GINA) protects against health insurance and employment discrimination
based on genetic test results. It does not extend to life, disability, or long-term care
insurance. These considerations are important for unaffected family members. For those
who are already affected, however, a diagnosis has a more important impact on
insurance options than the results of any genetic testing. More at ginahelp.org.

“Do | have to share my results with Your results belong to you. Most people choose to share the specific finding with close

everyone?” relatives, since that's what allows them to get accurate, targeted testing — but how,
when, and with whom is still your decision. A genetic counselor can help you think this
through.

What testing would actually involve

« A conversation with a genetic counselor first — to talk through what's being tested for, what the possible results could mean,
and whether testing makes sense for you. There's no obligation to proceed after that conversation.

« A blood or saliva sample — no procedure, no appointment required beyond the sample itself. A saliva kit can typically be
mailed to you for you to provide a sample.

« A follow-up conversation once results are back, to help you understand what they do and don't mean, for you and for your
family.

The information in this page is general. Talking through the specifics of your situation and your concerns with a genetic counselor can be helpful.
Find one through the National Society of Genetic Counselors at www.nsgc.org (search “Find a Genetic Counselor”) or greygenetics.com.




