
Let’s talk about...

Understanding a Genetic 
Condition
When a child is diagnosed with a genetic

condition, there are often many unknowns. 
Having clear information can help. 

What is a genetic condition?
■ Our bodies are made of millions of tiny building

blocks called cells. We have different types, like
brain cells, skin cells, and hair cells.

■ As a baby grows, these cells sometimes change
or “mutate.” These changes cause the genetic
condition.

■ This might mean the child’s life looks different than
what was originally expected.

Tips for explaining a condition 
to others:
■ Start with the basics: Share the name of the

condition and any common words people might
hear. Remind them that you can’t “catch” a genetic
condition like a cold.

■ Explain physical differences: Talk about what
might look different on the outside, like how the
child moves or grows.

■ Talk about medical gear: Explain why the child
might have things like feeding tubes or monitors.
When people know what these tools do, they are
less scary.

■ Explain the “inside”: Use simple words to
describe how the child’s body works. If their brain
grew differently, explain how that affects things like
eating, walking, or talking. If the condition means
the child may have a shorter life, be honest about
that, too.

■ Focus on the positives: Don’t forget to share
what the child can do. Talk about how the family
can still play, cuddle, and love them.

■ It’s okay to not have all the answers: You can
say, “I don’t know right now.” Let them know you
will share more once you learn it.

For more information or to connect 
with a Child Life Specialist, please 
visit: http://ucdavis.health/childlife

http://ucdavis.health/childlife

