FAMILY LIAISON PROGRAM

A Caring Community Who Understands Where You Are

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 either in your state or the same syndrome.

Ankyleblepharon-Ectodermal Ectrodactyly-Ectodermal Dysplasia-
Defects-Cleft Lip and/or Palate (AEC) Clefting (EEC) Syndrome

Syndrome

Kansas

DeAnn Huxman
Moundridge, Kansas
620-386-0523

Missouri

Virginia Higgins
St. Peters, Missouri
314-541-9775

thatbaldchick@gmail.com ) huxmand23@gmail.com
facebook.com/virginiaonfb, facebook. Facebook: DeAnn Huxman
com/thatbaldchick, twitter.com/
thatbaldchick, pinterest.com/ e

. regon
thatbaldchick, Instagram.com/ Jack Kriz

thatbaldchick Newberg, Oregon

503-708-6996
3fingerjack@comcast.net

Facebook: Jack Kriz

Virginia

Kristin Matus-Kelso
Burke, Virginia
571-329-9567 (mobile)
703-543-7323 (home)
kdmkelso@gmail.com

Colorado
Marc Steingesser, Aurora, Colordado
marcatnfed@icloud.com

nfed

Supporting you. Supporting each other.
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Focal Dermal Hypoplasia (Goltz)

Rachel Buerman,
Minneapolis, Minnesota
763-670-6505
rachel.nfed@gmail.com
Twitter: @rbuerman
Facebook: Rachel Buerman

[llinois

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

Hypohidrotic Ectodermal Dysplasia

(HED)

Pennsylvania

¥ Chris Gasloli

cwgasloli@gmail.com

Utah

Janet Johnson

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

Arizona

Jill Radley

Thatcher, Arizona
928-332-1404
jilinfedliaison@live.com
Facebook: Jill Glawe Radley

Louisiana

Randi Walker

lowa, Louisana
337-405-8884
randileereed@aol.com

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

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




