Talking With Your Family About Genetic Testing

A guide for starting a hard conversation — and keeping it going

Asking a family member to consider genetic testing — especially one who is already living with a diagnosis — can feel intrusive
or even unkind. It usually isn't received that way if it's framed clearly: testing them isn't about them alone. It's often the only
way to get answers for everyone else in the family who's wondering about their own risk. This page is meant to help you
open that conversation, not finish it in one sitting.

Why it usually starts with the person who's affected

Genetic testing is most informative when it starts with someone who already has the condition. If a specific genetic cause is
found in them, everyone else in the family can get a simple, targeted, and far less ambiguous test for that exact change. If an
unaffected relative tests first instead, a negative result doesn't fully rule out inherited risk — it just may mean the family's cause
hasn't been identified yet. In other words: their willingness to test is what makes everyone else's results meaningful.
That's the frame worth returning to — this isn't a favor being asked of them for curiosity's sake; it's the one piece only they can
provide.

Common hesitations — and how to respond

“What difference does it make It may not change their own care much — but it can tell their kids and grandkids whether
now?” they're even at risk, years before symptoms would ever appear.

“I don't want to know something Reassure them the diagnosis itself is already known; testing just identifies the cause. It's

bad about myself.” about naming what's already there — not learning something new about their future.
“What if it affects my The federal GINA law protects against health insurance and employment discrimination
insurance?” based on genetic test results (it does not cover life, disability, or long-term care insurance

— worth naming honestly). More at ginahelp.org.

“This feels like it's just for the That's true — and it's okay to say so plainly. Framing it as a gift to the next generation,
kids' benefit, not mine.” rather than a personal medical need, is often the most honest and least defensive way in.
“I'm not ready to talk about Testing doesn't have to happen this weekend. The goal of this conversation can simply be
this.” opening the door — not a decision on the spot.
Tips for the conversation Things you might say
« Pick a calm, private moment — not a holiday or a « “I've been thinking about our family and wanted to talk about
moment of conflict. something — not to upset you, but because it matters for the
« Lead with connection, not the ask: share why you're rest of us, especially your grandkids.”
bringing it up before you ask anything of them. « “A genetic counselor mentioned that if you were open to
« Expect a range of reactions — denial, guilt, anger, relief testing, it could give the rest of us a real answer instead of a
— and try not to take the first reaction personally. guess.”

o “This isn't about anything changing for you. It's about the
difference it could make for what comes next in the family.”

o “There's no pressure to decide today — | just wanted you to
know it's an option, and why it matters to me.”

Offer, don't push. If they say no, it's their choice to make
on their own timeline.

Let a genetic counselor be the technical expert, so you
don't have to be.

This page is a starting point, not a script — use what fits your family. A genetic counselor can talk with any family member directly, answer
questions privately, and help sort out next steps once someone is ready. Find one through the National Society of Genetic Counselors at
www.nsgc.org (search “Find a Genetic Counselor”) or greygenetics.com.



