
We know there’s a chance that you have never met 
another person affected by ectodermal dysplasias. 
We understand that because of this, you may feel 
that you are all alone in your journey.  

We have created a support network of Family 
Liaisons to give you the opportunity to talk to 
others who have experience living with ectodermal 
dysplasias, and to share your feelings with others 
who understand.  

Family Liaisons are volunteers who are affected by 
ectodermal dysplasia or who are the parent of an 
affected child. 
  
Family Liaisons provide moral support, information 
and practical advice, guidance, education, resource 
information and increase awareness and events for 
families.

We encourage you to reach out to the Family 
Liaison for your region. 

Would You Like to Be A Family Liaison?

If you want to volunteer to support other families, 
please contact:

Kelley Atchison
kelley@nfed.org
618-566-6873

Region 1
Pennsylvania
Kim Hardin, Pittsburgh, Pennsylvania
248-318-4788
hardinkim99@gmail.com

 

Connecticut, Maine, Massachusetts, 
New Hampshire, Rhode Island, 
Vermont

Region 2

Delaware, Maryland, North Carolina, 
South Carolina, Virginia, 
Washington, D.C., West Virginia  
Kristin Matus-Kelso, Burke, Virginia
571-329-9567
kdmkelso@gmail.com
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Region 3

Alabama
Terri Andrews, Reform, Alabama
joeandrews@centurytel.net
205-399-2035 

Tennessee
Diane Fedor, Nashville, Tennessee  
859-663-7377
dfedor105@gmail.com

Arkansas, Louisiana, Mississippi
Randi Walker, Iowa, Louisana 
901-405-8884
randileereed@aol.com

Florida, Georgia
Lauren Tomberlin, Quincy, Florida
850-339-4935
laurenliaisonnfed@yahoo.com

Region 4

Indiana, Kentucky
Russ Wilson, Sheridan, Indiana	
317-517-5143
Wilson_russ@att.net

Illinois
Sue Kluzek, Seneca, Illinois
815-343-8531
kluzek@sbcglobal.net 

Michigan
Sarah Yaroch, Waterford, Michigan
248-909-6480
sarahyaroch@yahoo.com

Missouri
Virginia Higgins, Hazelwood, Missouri
314-839-3030
thatbaldchick@gmail.com

Ohio
Katie and Troy Gulgin, Bowling Green, Ohio
419-807-1067
tkg.reserve@gmail.com

Region 6

Kansas, Oklahoma 
DeAnn Huxman, Moundridge, Kansas
620-386-0523
huxmand23@gmail.com

Colorado, New Mexico
Melva Jeter, Firestone, Colorado
720-938-7086
melvaj20@yahoo.com

Colorado
Marc Steingesser, Aurora, Colordado 
720-767-2341
marcgs@mac.com

Texas
Susan Hamm, Spring, Texas  
281-655-4799
susanhamm425@msn.com

Region 7

Alaska, Idaho, Montana, Oregon, 
Washington, Wyoming
Jack Kriz, Newberg, Oregon
503-538-8533
jackNFED@comcast.net

Region 8

Arizona
Jill Radley, Thatcher, Arizona
928-332-1404
jillnfedliaison@live.com

Nevada, Utah
Janet Johnson, Salt Lake City, Utah
801-556-7424
tayalnes@hotmail.com

Southern California, Hawaii
Gina Quintanar, Burbank, California
818-566-1973
ziggilu@charter.net

Region 5

Iowa, Nebraska, South Dakota
Lindsey James, Osage, Iowa
641-231-1239
lrjames82@gmail.com

Minnesota, North Dakota, Wisconsin
Rachel Buerman, Minneapolis, Minnesota
763-670-6505
rachel.nfed@gmail.com


