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IMPACT 
Report

Friendships and connections 
bloomed.

The first NFED Advocacy Day 
made history.

Research continues path to viable 
treatments and cures.

      YOUR IMPACT:   Empowerment & Increased Confidence  - Enhanced Sense of Belonging - Improved Health

People attended the 1st 
NFED Advocacy Day on 
Capitol Hill.

Bill to be introduced to U.S. 
Senate by Senator Tammy 
Baldwin to cover dental 
tratments for ectodermal 
dysplasias.

NFED Advocacy Day on 
Capitol Hill on July 18, 2018.

People attended our 2017 
Family Conference, the 
largest in NFED history.

Affected individuals 
registered with the NFED 
in 2017.

People attended the 
NFED Heartland Families’ 
social  meet-up in Iowa.

Toddlers continue evaluation 
for Dr. Holm Schneider’s XLHED 
research project. They show 
signs of sweat and tooth buds.

Family members and medical 
experts met at the NIH 
campus to discuss a new and 
improved ectodermal dysplasias 
classification system.

Dr. Maranke Koster continues  
work on two potential treatments 
for skin erosions and cornea 
transplants.



6 Executive Dr., Ste. 2
Fairveiw Heights, IL 62208-1360

The mission of the NFED is to empower and connect people touched by 
ectodermal dysplasias through education, support and research.

Contributions - $622,645
Special Event Registrations - $53,422

Conference Registrations - $61,167
Investments - $286,217

Sales,In-Kind, Misc. - $83,915

Total Income: $1,107,366 

Support -     $392,948
Research -     $235,317
Treatment -   $148,837 
Fundraising - $119,424
Mgt/General - $14,287

Total Expenses: $910,812

Our supporters are remarkable.

Donor spotlight: Becca

“I give to the NFED in loving memory 
of my mom, who saw her life open up 

after she found the NFED. With the 
little money she left behind, she would 
be elated to know that it went back to 

the organization that gave her a full 
breath again. Thank you!”

Volunteers, sponsors, and 
donors are all vital to the 

NFED community. 

559 active volunteers 
performed 5,000 volunteer 

hours.

Thank you, Annual Platinum 
Sponsors:

Louis J. and June E. Kay Fdn
The Hubbard 

Broadcasting Fdn
The Louis & Gladyce Foster 

Family Fdn
Moss Family Fdn

Donor trends:

194 donors increased their giving in 2017, 270 stayed the same, 565 were new donors, 344 donors came 
back, 37 monthly donors (13% were new),  and 40 family fundraising events were held in 2017 

(up from 23 in 2016).

*Visit nfed.org in June to see the completed audit. 

Help us grow! Visit nfed.org to find out how you can support, get involved and spread the word today!


