CDKL5 DEFICIENCY DISORDER
MEDIA TOOLKIT

If you would like to share your CDKL5
story with local media, this info
packet may help guide you.
Inside you'll find:
Awareness dates for CDKL5
Tips on how to reach out to the
media
Email and follow-up templates

MEDIA TOOLKIT
Any time is a good time to spread
awareness for CDKL5, but there are
some special dates that you should
be familiar with.
Feb 28 (or 29!) - Rare Disease Day
March 26 - Purple Day for Epilepsy
June - CDKL5 Awareness Month
November - Epilepsy Awareness
Month
You'll want to reach out to your local
media about a month ahead to give
editors and reporters enough time
to put together a story.

TIPS FOR REACHING OUT
1) Contact the right person. Whether for
newspaper, television, or radio, you will
need to contact an editor or reporter.
Typically, this will be the reporter in
charge of Health, Lifestyle or Features.
Their contact information is usually on
the website or you can call the main
number and ask.
2) Email a pitch. You can use the email
template we have created. Follow up if
you haven't gotten a response in a week
or so.
3) Be available to talk. Reporters and
editors work on very tight deadlines. Be
flexible in your availability.

EMAIL TEMPLATE
Subject line: PITCH: Local Family Knows Why Rare Disease Day
Matters
Dear (name of reporter/editor), Would you be interested in a story
about Rare Disease Day and a local family affected by a rare
genetic disorder? Rare Disease Day is February 28th.
I live in (name of town) and my (daughter/son) has CDKL5
Deficiency Disorder. This is a rare genetic condition caused by
mutations in the CDKL5 gene, which provides instructions for
making a protein essential for normal brain and neuron
development. Most children affected by CDKL5 deficiency suffer
from seizures that begin during infancy and continue throughout
their entire lives; most also experience severe physical and
developmental disabilities.
For Rare Disease Day, I am hoping to share my family’s story so
we can raise awareness of CDKL5 Deficiency Disorder and the
struggle of all who live with rare diseases.
If that story would be of interest, please contact me at
(phone/email). Sometimes my child needs my attention so I
cannot pick up, but I will always get back to you quickly.
Sincerely,
(Your name) (Your preferred phone number and email address)

FOLLOW-UP TEMPLATE
Subject line: Follow up on local Rare Disease Day story
Dear (name of reporter/editor),
I wanted to follow up with you to see if there was any interest in
the story I proposed for Rare Disease Day.
If there is, please let me know when it would be a convenient
time for us to talk.
Sincerely,
(Your name) (Your preferred phone number and email address)

