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Look at what you’ve 
accomplished for Fragile X!

If you are already part of the Community Support 
Network (CSN), you know the NFXF cannot get 
enough of the great community-building 
activities and fundraisers the CSN puts on every 
year. This past year was no exception. In fact, the 
CSN accomplished more than ever before over 
this past year! (Check out our By the Numbers 
section.)

With more than 50 active groups, the CSN 
hosted fundraisers, educational seminars and 
awareness events in local communities across 
the U.S. And, most importantly, provided 
much-needed opportunities for families in their
areas to get to know one another. Thank you to 
each and every one of you who contributed to 
the Network’s success!

The CSN’s growing importance to the Fragile X 
community is clear, so last fall the NFXF brought 
the CSN leaders together for a training summit 
that delivered a clear vision for the future. A 
vision that left leaders feeling empowered and 
ready to achieve even greater outreach in their 
local communities!

THE COMMUNITY 
SUPPORT NETWORK  

SUPPORT

There has never been a better time to join your 
local CSN group. If you need proof, look no 
further than Melissa Welin, co-leader of the 
Eastern Mass CSN group, who told us how the 
CSN changed her life: 

“Becoming a CSN leader changed me in ways 
I never anticipated. It has given me a purpose, 
it has given me a way to take back a little bit of 
the control that I felt I’d lost with the diagnosis 
and it has empowered me. Suddenly, I had a 
network of other parents who were living the 
same life I was and they were not just surviving, 
they were shining. They were generous with 
their time and their praise. For someone who 
had struggled with anxiety and depression for 
decades, the affirmation and support that I got 
from other leaders was exactly what I needed.”

To read Melissa’s full story and others like it, visit 
the Hope & Inspiration page on fragilex.org.

The NFXF is proud of the work each CSN leader 
and member accomplished for FX over the past 
year. By working together we are poised for 
even greater success and outreach over the 
coming years! 

BECOMING A CSN 
LEADER CHANGED ME IN WAYS 
I NEVER ANTICIPATED.
MELISSA WELIN, 
EASTERN MASSACHUSETTS CSN LEADER AND PARENT

CSN
The CSN saw an increase in every area 
over the past year. When we looked back 
at the numbers, the groups held more 
fundraisers, business meetings and 
educational events in 2013 than ever 
before! 

Let’s check out the numbers and take a 
look back at all the great work the CSN 
accomplished over the past year.
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MORE CSN FACTS

CSN GROUPS
AT TEND FIRST- EVER  
TR AINING SUMMIT

LET ’EM KNOW!
DID YOU “LET ‘EM KNOW!” 
ABOUT FRAGILE X? 
An extraordinary number of you sure did. 

What started out a small idea to raise 

awareness for Fragile X quickly grew into a 

nationwide event. Last year more than 1300 

individuals participated in and supported the 

inaugural Let ’Em Know! virtual event to 

educate and promote understanding about 

Fragile X in their local communities.

The excitement around the event was 

infectious as more people joined in on the fun 

of spreading awareness. An impressive 

number of  teams gave a face and a voice 

to Fragile X. The NFXF is thrilled by the spirit 

and success of Let ’Em Know! 

Thank you to everyone who participated and 

made this event such a great experience.

Advocacy plays a key role in funding Fragile X 

research and shaping the future of public 

policy. Each year members of the Fragile X 

community travel to Washington D.C. to meet 

with policy makers and members of Congress 

to explain why funding for Fragile X research is 

so critically important. Our goal is also to 

maintain current levels of funding and pursue 

opportunities to increase federal funding of 

Fragile X research and programming.  

To each of you who participated in NFXF 

Advocacy Day 2013, thank you! Your 

participation is what made the day such a suc-

cess. And to those of you who are thinking of 

joining us next year in Washington, please 

consider this your unofficial invite.

 

Advocacy Day is a meaningful and empower-

ing experience to all those who participate. 

Together we make our voices heard and help 

chart the future of Fragile X research and 

public policy. 

NATIONAL FRAGILE X 
FOUNDATION ADVOCACY DAY

AWARENESS

ADVOCACY

One week post Fragile X diagnosis, I found the courage to Google our 
new life on the internet.  Thankfully, the first site I found was the 
National Fragile X Foundation. I was able to put real faces, real families, 
real stories with my very new, very surreal diagnosis. That first week, 
as I dipped my toe in the waters of Fragile X, I was enveloped in 
friendship, love, and most importantly - Hope.

SARAH LEMBERG FRIESTH

W H Y  YO U R  S U P P O RT  MATTERS.

word about Fragile X across the U.S. Thank you 
to all who participated by hitting the streets to 
“Let ‘Em Know!”

The year would not be complete without our 
annual National Fragile X Foundation Advocacy 
Day hosted each March in Washington D.C. The 
weather for the day predicted record snowfall 
but nothing - not even record-breaking storms 
- could keep our group of dedicated advocates 
off Capitol Hill. The Hill stayed open regardless 
of impending weather  that day, and since many 
other groups stayed home, we were able to 
meet with and spend more time speaking to 
policy makers and members of Congress about 
Fragile X. Thank you to our advocates for being 
such a dedicated and resourceful group. Your 
commitment to Fragile X advocacy inspires and 
humbles me.

To each of you who played a role in supporting 
the NFXF - thank you for making 2013 such 
a fantastic year! You are the reason we 
are able to accomplish so much for the 
Fragile X community. Together we will continue 
to support one another as we move forward on 
our journey. 

Jeffrey Cohen
Interim Executive Director

It was an honor and a privilege to serve as the 
Interim Executive Director for much of 2013 and 
I am excited for all of us to continue our success 
under the new leadership of CEO Tony Ferlenda.

Thank you to everyone who has made 2013 at 
the NFXF such a success. Together we have 
accomplished so much - as you can see from this 
report! Your efforts - whether it was organizing 
an awareness event, leading a CSN group, 
participating in Let ‘Em Know, or making a 
donation - are what pushes the NFXF forward 
every day. 

This past year we saw a tremendous amount of 
positive energy go into the Community Support 
Network (CSN). Not only was the network 
re-named (from LINKS to CSN) to better align 
with its mission, the CSN also hosted more 
events this past year than ever before, which 
translated into more awareness and more 
support for Fragile X in local communities. To 
each and every member of the CSN, thank you 
for your dedication and support. You are what 
drives the success of the Network. 

The NFXF also hosted a new event in 2013 - the 
Let ‘Em Know virtual 5k. The nationwide virtual 
event was an enormous success and achieved 
its goal of raising awareness and spreading the 

MESSAGE FROM 
JEFFREY

TOGETHER WE WILL CONTINUE TO 
SUPPORT ONE ANOTHER AS WE MOVE 
FORWARD IN OUR JOURNEY.
JEFFREY COHEN, INTERIM EXECUTIVE DIRECTOR

The NFXF itself only exemplifies a family 
community working together, standing 
together and spreading awareness together 
about Fragile X. The NFXF makes a positive 
difference to the lives of those living with 
Fragile X. It has deeply blessed me in more ways 
than I could have ever imagined. I am grateful. 

SHARON MANLICK

BY THE NUMBERS

1,389 
Twitter 
followers

CHECK OUT OUR 2012-2013 
YEAR-OVER-YEAR WEBSITE STATISTICS:

Social Media
Hundreds of posts and 

messages

By Phone
Nearly 500 

one-on-one calls

By Email
More than 1000 personal 

email responses, problems 
solved and questions 

answered

2012 2013
Number of New Visitors

2012 2013

Number of Returning Visitors

131,62097,758

SUPPORT
We often hear on the phone how 
surprised the caller is to hear a human 
voice on the other end, ready to answer 
questions. This is just one of the many 
services your generous donations make 
available to individuals and  families 
living with FX. At the NFXF, you’ll always 
know there’s a real person here for you.

NFXF ONLINE

How often did we handle support questions in 2013?

As the world moves increasingly online, 
we recognize the importance of 
consistently improving our focus on 
technology. The interest in Fragile X and 
the number of people we reach has 
increased significantly since 2012.  Here 
are the numbers illustrating the reach of 
our online activities.
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FINANCIALS

Programs & Activities
$1,111,027

Fundraising
$103,774

Mgmt & General
$187,980

Contributions incl. grants
1,368,672

Program revenue
$34,523

Other
$1,632

CSN LOC ATION F XCRC LOC ATION

Revenue & Support 
$1,404,829

Expenses
$1,402,781

Your confidence in our work is the key to our success! Thank you!

CSN AND FXCRC LOCATIONS ACROSS AMERICA


