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ABOUT

The KBG Foundatlon

= Founded in 2015
= A 501(c) 3 US nonprofit

= Provides support to over 600 members
and their families

= [Funds research efforts
= Tax deducatible Nonprofit
= All Volunteer board



Uncommon ANSWERS
to COMMON questions:

‘ is KBG Syndrome?

KBG Syndrome is a rare genetic disorder caused by a
mutation on the ANKRD11 gene, associated with a -
GENF

spectrum of challenges, including developmental delays,
cognitive disabilities, behavioral disorders, autism, seizures, ANKRD1

hearing loss, skeletal anomalies, heart complications and gastrointestinal

problems. Most people with KBG share at least some physical traits,
including a triangular face, heavy eyebrows, curved fingers and spine, and

short stature.
How M A ﬂy people

have KBG?

Patient reporting tells us that there

are currently over 600 people worldwide
diagnosed with KBG. In 2015, before the
Foundation, there were only 60 identified
cases. This illustrates the importance of

our patient efforts.
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Fundraising
ideas

Sometimes the easiest ideas are the most successful. Don’t discount
the old standards, people are comfortable and know what to expect.

Hold a yard sale! B ,'s -
Bingo the night away! gggggﬂg
Have a bake sale! ggggg 1 ]33 g
Partner with a local eatery!
Create a letter-writing/email campaign!
‘ Host a Golf Tournament!
Hold a social media fundraiser!
Enjoy an ice cream social!
Do a Walkathon or 5K!
Organize a sponsored night out!
Car wash! gmﬂq
Babysit for a parents night out! V
Food truck event!
Hold a paint night with your friends!




Don't hesitate to tell your story, people willing to give always want to know why they are giving
and your story is the most important reason. Answer the question:

Why is so important to you?

There are many ways that your story can impact others, it's not just about making money, it's about
raising awareness and increasing acceptance. Some ways your story has impact:

Sharing your story on , and in local newspapers, raises awareness and lets
others with KBG know they are not alone.

Creating a ,With your story at the center, lets others know why
they should donate. Having a specific personal goal lets them know how their
donation will be used.

It helps be comfortable and accepting of the KBG Diagnosis!

7e// your story

Your words have power

Letter ertlng campalgns are designed to
be hand written or typed letters requesting monetary
Donations, in-kind donations, auction items, sponsorships,
matching corporate donations, volunteer time and more.

Letters should be specific about the goal of your campaign
(what you hope to achieve) and personal enough
to create a meaningful bond between you and the recipient.

Letter writing campaigns can be used year-round and are a
great awareness tool!

If you need help writing your letter, contact
fund@kbgfoundation.com
and we'll send you some samples!




USING
Social Media

#KBGSyndrome #KBGFDN #everylinkmatters =~ @KBGFdn




Keep it close.

While it's sometimes very difficult to ask for help, it's better
to start by asking the people that you know well.

Friends and family,

L ocal Businesses

Be respectful, keep it simple and sincere




THINGS

The Event PLANNING Kit

Event Proposal -
‘Event Checklist -

Volunteer Application -

Sponsorship Levels -

The Style GUIDE

Important email

ADDRESSES *

Fundraising questions and help: :
Press release and media help: :

Marketing material requests:

For general information:



