
Kleefstra Syndrome is a rare
genetic condition caused by a
change or deletion on the
EHMT1 gene. It can affect
development, speech, learning,
muscle tone, and sometimes
health and behaviour. Every
person with Kleefstra Syndrome
is unique, and with the right
support many children and
adults thrive, learn new skills,
and enjoy full, happy lives.

Meet them where they are.
Celebrate strengths, follow
their pace, and use clear,
simple communication.

Create calm and consistency. Routines, visual cues, and quiet spaces
reduce anxiety and help learning.

Work as a team. Involve family, teachers, and professionals so support is
joined-up and focused on what matters most to them.

For help and support, contact Kleefstra Syndrome UK,
speak to your child’s SEN team or health

professionals, and connect with other families
through online KS communities and support groups.


