#FDMatch19
2019 FD Matching Challenge

Fundraiser's Guide

Thank you for signing up to be a fundraiser for our third annual matching challenge!
Last year, because of supporters like you, we easily surpassed our goal and raised
over $270,000. This year our goal is ambitious -- $300,000! In order to achieve this, we
have made it as easy as possible for everyone to become a successful fundraiser. In
this kit, you’ll find:
Step-by-step instructions on how to make a fundraising page through our
fundraising platform, Give Lively. (Page 2)
Tips and Tricks on how best to share the campaign to your friends and
encourage them to participate. (Page 5)
An "FAQs" section with answers to more technical questions regarding the
campaign. (Page 7)
Links to photos and sample posts that you can use when you share. (Page 9)
We are ever grateful for your support and dedication to the FD community! Happy
fundraising!
-The Familial Dysautonomia Foundation Team
info@famdys.org, (212) 279-1066

CAMPAIGN KICK-OFF

MISSION

September 23

With the help of matching grants, our mission is to
leverage the power of online crowdfunding to raise funds
to support the work of the NYU Dysautonomia Center.

#FDMatch19

MATCHING GRANTS

OFFICIAL HASHTAG

and counting

$75,000

$300,000
2019 GOALS

36 Fundraisers

For questions or help setting up your page, contact the office at (212) 279-1066 or info@famdys.org
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HOW TO SET UP YOUR OWN PAGE
Go to our crowdfunding page: http://bit.ly/fdmatch2019
Click on the I Want To Fundraise For
This button. You can choose to
fundraise as part of a team
or on your own. To learn how to join a
team, go to step 6.
Fill out the form with your preferred contact information.
Click on Submit. Congratulations – you’ve just become a
fundraiser for our 2019 campaign!
Shortly, you will receive a confirmation email which has a
shareable link to your fundraising page.

Once your page has been created, you will want to add
the following items:
· Profile Picture (Tip 1)
· Add a Note (Tip 2)
· Set a Fundraising Goal (Tip 3)
· Add a Hero Image (Tip 4)
Tip 1: You can leave the profile picture blank – but including a photo
or image is a good way to remind your donors that this is a cause
you are personally invested in. So go ahead and upload a picture of
yourself – or better yet, take a quick “unselfie” (you’ll see
instructions for this below) and use that!

For questions or help setting up your page, contact the office at (212) 279-1066 or info@famdys.org
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Tip 2: You’ll see a default message that you are welcome to use,
but we encourage you to add your own spin. Explain why helping
find the cure for FD is important or share your own FD-related
story – whichever it is, personal touches are good for your page!

Tip 3: Set a fundraising goal that you know you could
realistically accomplish. It can make the task of raising money
less daunting – and if you don’t reach it, no worries! The default
goal is $1,000 - feel free to leave it there or adjust to whatever
amount you see fit.

Tip 4: You have 3 choices for the main image on your fundraising
page (called Hero Image). You can use:
· the Default Hero Image - this is inherited from the main
campaign page (where you signed up as a fundraiser)
· Your Image - this is a good time to add a personal image that
tells a story about why you are fundraising
· No Image - you can opt to not include a second image on your
page

Once you are satisfied with your page, click Save. You can
update/edit your page at any point by logging into Give
Lively and clicking Edit My Fundraiser.
For questions or help setting up your page, contact the office at (212) 279-1066 or info@famdys.org
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To fundraise as part of a team, you can either join an existing
team or create your own team. Note: if you join or create a
team, this still means that you get to have your own personal
page – the funds you raise will merely get added to the team’s
total. Visitors to your page will know which team you belong
to; the team name is listed under your profile picture. Follow
the steps below to fundraise as part of a team:
A team can be a family, a business, a club or
orgnization, etc.

Join a Team – If you want to join an existing team,
click Join a Team and search for the team name you
want to join. Once you find the team you’d like to
join, click the blue Join button below the team tile.
Before you are officially a member of an existing
team, you will need to click Confirm. If you have not
already set up your fundraising page, you can do so
at this point following the instructions starting at
step 3.
Create a Team – If you want to start a team, click on
Create a Team and either sign-in or create an
account. The next page is where you’ll choose your
team name. You are automatically assumed to be
the team captain, which means you will be notified
when someone joins your team. You will still create
your own fundraising page to collect donations from
your network.

Once you’ve finalized your pages, you are ready to
be a fundraiser and start accepting donations
between September 23 and October 24! Be sure to
check out our Sharing Tips and Tricks below for
more detailed suggestions on how best to promote
the campaign to your community. Happy fundraising!
For questions or help setting up your page, contact the office at (212) 279-1066 or info@famdys.org
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SHARING TIPS AND TRICKS
You can share your page link at any time by copying the URL that shows up at the
top of your browser.
Share your page on social media by clicking the Share This Page button below
the Donate button. You will be prompted to post on Facebook, Twitter or
Linkedin or Copy the Link. Once you click, you will be led to a pop-up prompting
you to customize the message you’d like to share with your network. After you
finish writing your message (we have some samples below that you can use), you
are ready to post to your social media network.

You can also share via email – click on the mail logo below your note to open your
mail application (Outlook, Apple Mail, etc.).
We have photos, sample posts, testimonials, and statistics you can use when
personalizing your page or sharing a post about the campaign on social media.
See below for more details!
You can also ask your friends to make their donation via text! Just tell
them to text FDMatch19 to 44-321 and follow the steps as they are prompted.
Remind your network to choose your fundraising page when they get to the
website.
Have any birthdays or important life events coming up? Consider encouraging
your friends to donate in honor of that special occasion!
Donate to FD for my
birthday!

For questions or help setting up your page, contact the office at (212) 279-1066 or info@famdys.org
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Consider sending your donors a personal thank you after they donate.
Take an “unselfie” for FD and use that on your posts! An “unselfie” is a photo of
yourself, holding up a piece of paper with a few details about the campaign.
Simply take a piece of paper, write down “I support FD because______” and take
a picture!

(See example here ->)

Have any friends who can’t support the campaign financially? Ask them to
become social media ambassadors on your behalf – they can share your posts,
follow our pages, or maybe even take an “unselfie” for you.
Know anyone who might want to participate as a fundraiser – or groups who
might want their own team pages (your co-workers, a local restaurant, etc)?
Simply send them the link to the crowdfunding page, which can be found in the
first step of the instruction lists above (or let the Foundation know and we will
follow up).

http://bit.ly/fdmatch2019

For questions or help setting up your page, contact the office at (212) 279-1066 or info@famdys.org
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FREQUENTLY ASKED QUESTIONS (FAQs)
What exactly is the campaign raising funds for?
The crowdfunding campaign is one of the FD Foundation's largest annual fundraising
initiatives, and proceeds help support many programs and services for the FD
community, including: top-notch medical care at the Dysautonomia Treatment Center at
NYU Langone, cutting edge scientific research, FD awareness campaigns, information
on genetic testing and our annual FD Day Conference that brings together our families
with medical specialists and researchers to learn about the latest treatments. Here are
some examples of how the Foundation invests crowdfunding donations to accomplish
our mission of ensuring enhanced and extended lives for all those who are affected by
FD:

What platform are you using to manage the funds I raise?
For this campaign, the Foundation is using Give Lively, a popular fundraising platform
that will process all monetary transactions and ensure that every donation is attributed
properly to each fundraiser. Give Lively is a secure website that provides crowdfunding
and peer-to-peer tools which enable any member of the community to participate and
fundraise for a specific cause.

When does the campaign start?
The campaign is scheduled to start on September 23, the Monday before
Rosh Hashanah. To allow for participants to build their fundraising page
with support from the FD Foundation team (if needed) fundraiser sign-ups
will open at the beginning of September.

How do the matching grants work? Will they match every single donation I raise?
Gifts to #FDMATCH19 will be matched, dollar-for-dollar, until we have exhausted all
available matching funds. If additional gifts are secured, we will announce them during
the course of the campaign.

For questions or help setting up your page, contact the office at (212) 279-1066 or info@famdys.org
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What about privacy? Will my and my friends' information be posted
anywhere online?
Give Lively will store every participant’s data as part of their internal records that only
the FD staff has access to. However, Give Lively does externally publish the names and
rankings of all fundraisers and donors participating in the campaign. If this is an issue for
any of your donors, they have an option to remain anonymous when submitting their
payment.

What sort of marketing plans does the Foundation have to promote the
campaign? Will there be emails, social media posts, etc.?
The Foundation plans to send out email blasts and publish social media posts throughout
the campaign to encourage the community to participate. Please share these posts and
tell your friends to like the Foundations Facebook, Twitter and Instagram pages. The
content will largely focus on the stories of FD community members, especially patients
and their families. Occasionally, if there is an opportunity to do so, the Foundation will
reach out to specific fundraisers to ask to share their personal story, posts or unselfies.

Facebook: @famdys
Twitter: @FamDys
Instagram: @famdysfoundation
Tip 5: Don’t forget to tag the Foundation anytime you post on social media. Not sure
how to tag us? Give us a call and we’ll walk you through it, (212) 279-1066.
Tip 6: Have a story to share? Let us know! info@famdys.org.

Will my (and my friends') donations be tax-deductible?
Dysautonomia Foundation, Inc. is a 501-(c)(3) non-profit organization. All donations
received by the Foundation are 100% tax-deductible to the full extent of the law.

My friends would like to pay offline, is this possible? How will their donation
count towards my fundraising?
Yes! Anyone in your community can send a check to our office made payable to Dysautonomia
Foundation, Inc. with your name in the memo. Our address is:
315 W 39th Street, Suite 701
New York, NY 10018
Through Give Lively, the FD staff can add offline donations to your fundraising total.

How can I contact the foundation if I have any more questions?
For any questions, please email the Foundation at info@famdys.org, or call the office at
(212) 279-1066.

For questions or help setting up your page, contact the office at (212) 279-1066 or info@famdys.org
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SAMPLE CONTENT
(Feel free to use for your posts!)
STATISTICS*

1/30

85%

Ashkenazi Jews
carry the FD gene.

of FD patients require
feeding tubes and do not
drink anything by mouth.

27.6

350

The average age of an FD
patient living today.

Number of people currently
living with FD.

In 1990, a child born with FD had a

90%

of FD patients will suffer
some loss of vision.

1951

The year the Foundation was
founded by parents of FD
patients, shortly after the first
diagnosis.

50%chance of living to their 5th birthday...

...today, the youngest child with FD is 11 months old and the oldest living with FD is over 60.
*Want more statistics? Give us a call and one of the Foundation team members will help you out: (212) 279-1066

POSTS
"Did you know? 90% of FD patients will suffer some loss of vision. Help me
fundraise for the Familial Dysautonomia Foundation's matching grant challenge $180 funds the cost of a retinal specialist performing one eye scan. Donate now!
#FDMatch19"
"This disease might be strong, but its patients are stronger. Join me in helping the
fight against Familial Dysautonomia! Every dollar amount counts - your donation
can go a long way. #FDMatch19"
"The Familial Dysautonomia Foundation has been funding research for FD patients
for the past 50 years - and the chance for a longer life grows every day because of
them! Help me support this amazing cause - check out their page and you'll see
why your gift matters. #FDMatch19"
"You know I'm not one to back down from a challenge - and neither are these
amazing patients! Help me support the Dysautonomia Foundation's campaign today!
#FDMatch19"

PHOTOS
You can find photos that you can download and use for your posts here: bit.ly/fdmatch19photos

For questions or help setting up your page, contact the office at (212) 279-1066 or info@famdys.org
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