SAMPLE MEDIA PITCH FOR
CTNNB1 AWARENESS DAY

Dear (name of reporter/editor),

Would you be interested in a story about CTNNB1 Awareness Day and a local family affected
by CTNNB1 Syndrome? CTNNB1 Awareness Day is July 25th.

I live in (nhame of town/city) and my (daughter/son) has CTNNB1 Syndrome. This is a rare
genetic condition that affects approximately 3 in 100,000. It is the result of a mutation of the
CTNNB1 gene and causes the body to produce less of a protein called beta catenin. This
causes a wide range of symptoms in essentially every area of development.

[Short paragraph about your child]

CTNNB1 Syndrome is grossly underdiagnosed with no current treatments or cures, but with
greater awareness, increased access to genetic testing, and more support of the research, we
can change the lives of individuals like my (daughter/son).

For CTNNB1 Awareness Day, | am hoping to share my family’s story so we can raise
awareness of CTNNB1 Syndrome. If that story would be of interest, please contact me at
(phone/email).

Sincerely,
(Your name)
(Your preferred phone number and email address)



SAMPLE MEDIA PITCH FOR
RARE DISEASE DAY

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/29th).

I live in (nhame of town/city) and my (daughter/son) has CTNNB1 Syndrome. This is a rare
genetic condition that affects approximately 3 in 100,000. It is the result of a mutation of the
CTNNB1 gene and causes the body to produce less of a protein called beta catenin. This
causes a wide range of symptoms in essentially every area of development.

[Short paragraph about your child]

Like many other rare diseases, CTNNB1 Syndrome is grossly underdiagnosed with no current
treatments or cures. However, with greater awareness, increased access to genetic testing, and
more support of the research, we can change the lives of individuals like my (daughter/son).

For Rare Disease Day, | am hoping to share my family’s story so we can raise awareness of
CTNNB1 Syndrome and the difficulties faced by all who live with rare diseases. If that story
would be of interest, please contact me at (phone/email).

Sincerely,
(Your name)
(Your preferred phone number and email address)



SAMPLE FOLLOW UP TEMPLATE

Dear (name of reporter/editor),

| wanted to follow up with you to see if there was any interest in the story | proposed for
(CTNNB1 Awareness Day / 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)



