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Executive Letter

Our VisionOur VisionOur VisionOur VisionOur Vision

The National Foundation for
Ectodermal Dysplasias (NFED)
seeks to enrich the lives of
individuals affected by all forms
of the ectodermal dysplasia
syndromes.

Our MissionOur MissionOur MissionOur MissionOur Mission

The NFED will:

Be the authoritative resource for
information on the ectodermal
dysplasia syndromes.

Provide services that meet the
physical, emotional, informational
and social needs of affected
individuals and their families, and
that help them lead a more normal
life.

Support research on the
ectodermal dysplasia syndromes.

The NFED is the worldwide nonprofit
organization that seeks to enrich the
lives of individuals affected by all forms
of the ectodermal dysplasia syndromes.

The NFED is a private, tax-exempt
nonprofit organization pursuant to
Section 501(c)(3) of the Internal
Revenue Code, and all gifts and
donations to the NFED are tax
deductible. Tax ID number is
37-1112496.

Dear Friends of the National Foundation for Ectodermal Dysplasias,

The ectodermal dysplasia syndromes are a group of about 150 rare, heritable disorders in which two or more ectodermal structures (hair,
teeth, nails & glands) develop and function abnormally.  Missing teeth, the inability to sweat and sparse hair are typical symptoms of
ectodermal dysplasia. However, a host of other challenges are possible, including skin erosion, cleft lip and palate, immunosuppression,
recurring respiratory infections, and lack of breast development. Symptoms of ectodermal dysplasia range from mild to severe. Ectodermal
dysplasia is not limited to any one culture or race. We are not sure how many people are affected by ectodermal dysplasias since there has
never been a study. However, the Birth Defects Encyclopedia estimates that as few as one and as many as 7 out of 10,000 babies are born
affected by ectodermal dysplasia.
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Dear friends,

Other than a smile, I can think of
nothing more endearing than the
dreams of a child.  On these pages,
the dreams of one little girl will
touch your heart.  We all know that
the fulfillment of dreams can be
illusive but there are those golden
moments when preparation and hard
work pay off and dreams come true.

Mark Twain once said, “nothing happens unless first a dream.”  So it was in 1981 when
the National Foundation for Ectodermal Dysplasias began to dream.  We envisioned a
future for all families affected by ectodermal dysplasia that included useful information,
the opportunity to meet, financial assistance for care, and hope for the future.

This report is filled with information that serves as hard evidence of dreams coming
true.  Dreams of getting needed care.  Dreams of academic success.  Dreams of
research.  Dreams of a cure.  In most cases, the dreams have been fulfilled.  As research
advances, even the dream of a cure is now within our grasp.

Just as our little dancer has big dreams….ours, too, continue. With your support, both
moral and financial, we are confident that our dance will continue and cures will be
found.

Most sincerely,

Mary K. Richter Keith Throm
Executive Director President

The photos on the front and back cover and page 22 are
courtesy of Joy Vertz from Shot the Moon Photography,
Mequon, WI.



The NFED began at the kitchen table of a farmwife who had a child affected by ectodermal dysplasia.  Incorporated in 1981,
the NFED is the only charity in the United States helping families affected by ectodermal dysplasia and is the leading
clearinghouse of information on the conditions in the world. The NFED provides services to more than 4,200 clients and
their families in 50 states and 64 countries.
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Helping Our Clients Help Themselves

We seek to provide services that meet the
physical, emotional, informational and social
needs of affected individuals and their families,
and that help them lead a more normal life.

We believe in providing a compassionate
experience for all who come into contact with the
Foundation.

Can I pass ectodermal dysplasia on to my children? What is the best way to get a three-year-
old to wear dentures? Do you know a dentist in my area who has experience in treating
ectodermal dysplasia?

Every day, the staff fields and answers questions such as
those above on the
phone and via e-mail.
They provide clear and
well-researched answers
and can mail families
extensive information.
Every time a person
calls or writes the
Foundation, the most
important thing they
learn is that someone is there for them who understands
what they are going through and is going to help.

•     274 new clients affected by ectodermal dysplasia
contacted the Foundation for the first time in 2005.

Some are seeking financial assistance for treatment, some
want the name of a care
provider and all of them
want any information
they can have on the rare
conditions. Each client
receives the medical
guide series, past issues
of The EDucator,
information on the
numerous NFED services
and the comfort in
knowing they have a
friend and resource in
the NFED.

Family Services

The NFED has 4,242 individuals
on its database representing 40
types of ectodermal dysplasia.

I just wanted to say that I live in
south Florida and I could not find
anyone to help me with my 3-year-
old son. He was missing all of his
top teeth and most of his teeth on
the bottom. I called you and got a
list of doctors in Florida and
found that two of the doctors on
this list were willing to treat him.
I did take the 4-hour drive to get
to one of these dentists and I just
wanted to thank you for his name.
He was wonderful…We had to go
back 4 weeks later and he now
has a full set of
top teeth and he
loves them!

Thanks,
K.B.
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• 65 families (211 individuals) from six countries
participated in the 24th National Family Conference in
Overland Park, Kansas.  They came from Argentina,
Botswana, Canada, Cuba, Mexico, and the United States
for three days of networking and learning.  53
individuals attended with financial assistance from a
Family Conference Scholarship.  Newspaper and
television coverage of the event raised awareness in the
community and resulted in two new families being
identified.

• The children who came to the National Family Conference with their parents engaged in special, age
appropriate programming at Kids’ Camp.  The camp format offers a fun and active opportunity to meet
other young people who are similarly affected.  Through games, activities, and outings, they address the

fear of uncertainty and the sense of isolation
experienced by young people who live each day
with physical and emotional challenges.

• A gift from an anonymous donor enabled us to
mail a copy of our children’s story book about a
lion which is affected by ectodermal dysplasia,
Lionel Learns What Matters Most, to affected
children who are nine years old and younger in the
United States.

• With the completion of
the cognitive study relative
to the ectodermal dysplasia
syndromes done by Saint

Louis University (SLU) staff, there is even more reason to celebrate the academic
achievements of our students affected by ectodermal dysplasia.  The work at SLU
supported our perception that there is no reason to associate learning challenges
with the presence of an ectodermal dysplasia syndrome.  For the 11th year, the NFED
awarded scholarships to help students pursue an education past high school.
$24,000 was awarded to 17 students studying subjects ranging from nursing and
theater performance to law and elementary education.

Dear Mary Kaye and Staff,

I’m very glad all of us came to the Family
Conference. I just wanted to include a note to
say “thank you.” It was an intensive,
exhaustive three days, but it was worth every
minute. We learned a lot, especially our son-
in-laws. The kids had a great time with all the
other kids, and enjoyed the activities provided.
We appreciate so much all the hard work you
put into this effort for all of us.

Thanks again,
N.S.
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We believe in public awareness to
achieve worldwide recognition and
understanding of the ectodermal
dysplasia syndromes.

Raising awareness of the ectodermal
dysplasias is at the heart of every activity
at the NFED. Educating our clients and
building awareness in the medical and
dental community is an ongoing pursuit
and accomplished in several ways.

Eight families helped educate more than 50
professionals from the Kansas City
community about the skin issues faced by

individuals
affected by
ectodermal
dysplasia by participating in a Professional Education Symposium in July. The
format was a Grand Rounds at Children’s Mercy Hospital Department of
Dermatology and was held in conjunction with the 2005 National Family
Conference in Overland Park, Kansas.  This year’s event specifically focused on
the dermatological problems associated with the ectodermal dysplasia
syndromes, the genetic impact of skin formation and wound healing and
treatment options. Case discussions and professional presentations followed
Grand Rounds.

The NFED sponsored a satellite
seminar on Ankyloblepharon-
ectodermal defect-clefting (AEC)
in May at the Society for
Investigative Dermatology Annual
Meeting. Three experts on AEC
shared information on the clinical
and genetic picture of AEC,
current and needed research and
the research needed to understand
the structure of the human skin
and the mechanisms involved in
skin healing to improve outcomes.

Thousands of publications
about the ectodermal dysplasias
were distributed at booths manned
by NFED staff and volunteers at
meetings of the American Academy

Education
Sharing Knowledge. Promoting Understanding.
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of Dermatology, American Academy of
Pediatrics, American Association of
Dental Research, American College of
Medical Genetics, American Public
Health Association, American Society
for Human Genetics, Dermatology
Nurses Association, National
Association of School Nurses, National
Society Genetic Counselors, National
Coalition of Health Professional
Education in Genetics, and the Society
for Investigative Dermatology.  Families
also helped raise awareness by
personally delivering ectodermal
dysplasia brochures to dentists and
dermatologists in their community.  Mary K. Richter’s guest editorial on oral
health care for special care patient populations was published in the
September/October issue of Pediatric Dentistry.

The Foundation’s most successful awareness tool continues to be the web site,
www.nfed.org.  The site features extensive information on the ectodermal
dysplasia syndromes as well as the latest research developments. The site had
39,156 hits for the year.

In addition to the web site, the NFED’s most vital link to families,
professionals, donors and volunteers is the quarterly newsletter, The
EDucator. It provides up-to-date treatment information, research developments
and opportunities and testimonials from families.  More than 23,000 copies
were distributed in 2005.

NFED staff participated in the American Academy of Dermatology Solutions
Summit and served on the same group’s Patient Advocate Task Force.
Awareness and advocacy efforts are further supported by Mary Kaye Richter’s
service on the Executive Committee of the Friends of the
National Institute of Dental and Craniofacial Research
(NIDCR), the Steering Committee for the National Oral
Health Information Clearinghouse and the Monitoring
Committee for the newly established Patient Based Research
Network organized by the NIDCR.

The NFED plays a strong role in working with other agencies
to reach common goals.  The Foundation is associated with the
following groups: Coalition of Skin Diseases, Friends of the
NIDCR, National Health Council, National Organization for
Rare Disorders, The Genetic Alliance, and Research!America.

The Foundation sponsored its third Ectodermal Dysplasia
Awareness Month in February. Families participated in
various ways from hosting fundraisers, writing letters and emails about
ectodermal dysplasia to family and friends and participating in media stories.
This grassroots movement continues to grow each year with more families
participating.

Among its many volunteer duties, the Scientific Advisory Board oversees the
NFED’s research program, conducts workshops at Family Conferences and helps
further our understanding of the ectodermal dysplasia syndromes.

Thank you for allowing
me to learn more from
a professional view.  As
a practicing dentist
who will need to treat
my son, this experience
was invaluable!

Thank you,
Greg Keene, DMD
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I am

 a big
sister.
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For 24 years, individual supporters have given the NFED its strength. With gratitude, we acknowledge all donors who have made a
contribution during the past fiscal year (January 1, 2005 – December 31, 2005), regardless of the amount. Individuals who have made a
donation of $100 or more are listed below. We regret that space does not allow us to extend recognition to all of our contributors. We
appreciate and depend on all gifts to help the more than 4,200 people diagnosed with ectodermal dysplasia.

Every effort has been made to ensure the accuracy of these listings. If you have given more than $50 through a workplace giving program
and your name is not included below, it is possible your name was not released to us. If there are any errors or omissions in this report,
we sincerely apologize. Please contact the NFED at 618-566-2020 with questions or comments.

Gold BenefactorsGold BenefactorsGold BenefactorsGold BenefactorsGold Benefactors
Donors at this giving level contributedDonors at this giving level contributedDonors at this giving level contributedDonors at this giving level contributedDonors at this giving level contributed
$25,000 or more.$25,000 or more.$25,000 or more.$25,000 or more.$25,000 or more.

Anonymous Friends
Straumann
The Hubbard Broadcasting Foundation

Silver BenefactorsSilver BenefactorsSilver BenefactorsSilver BenefactorsSilver Benefactors
Donors at this giving level contributedDonors at this giving level contributedDonors at this giving level contributedDonors at this giving level contributedDonors at this giving level contributed
$10,000 to $24,999.$10,000 to $24,999.$10,000 to $24,999.$10,000 to $24,999.$10,000 to $24,999.

Automatic Data Processing, Inc.
Peter Cherasia
CIBC World Markets
Don Kikta, Jr.
Ellen Noe
R.W. Pressprich & Co., Inc.
Brian and Evelyn Randall

BenefactorsBenefactorsBenefactorsBenefactorsBenefactors
Donors at this giving level contributedDonors at this giving level contributedDonors at this giving level contributedDonors at this giving level contributedDonors at this giving level contributed
$5,000 to $9,999.$5,000 to $9,999.$5,000 to $9,999.$5,000 to $9,999.$5,000 to $9,999.

Alexander Charitable Foundation, Inc.
Edward Almeida
Anonymous
Astra Tech
Blanche March Foundation
Ethelyn Draser Boyd
Pipeliner’s Golf Tournament for

Charities
Delta Theta Tau International
Kim and Randy Dzierzawski
Stephen and Mary Lacoff
Samuel Molinaro
The Gaffney Foundation
Norm Treonis

GrantorsGrantorsGrantorsGrantorsGrantors
Donors at this giving level contributedDonors at this giving level contributedDonors at this giving level contributedDonors at this giving level contributedDonors at this giving level contributed
$1,000 to $4,999.$1,000 to $4,999.$1,000 to $4,999.$1,000 to $4,999.$1,000 to $4,999.

William and Darlene Aimetti
Francis and Jo Anne Alter
John and Barbara Andersen

Archdale Drug Co.
Joseph and Joyce Baggio
Baha Industries Corp
Barkau & Unverfehrt, P.C.
Robert Barrett
Beau Dietl and Associates
Security & Investigations, Inc.
Shelley Bergman
Terrance and Kristi Berland
Jeffrey Bernstein
Robert and Carol Bicknese
Joe and Gail Bilder
Joy Billhardt
Mr. and Mrs. Edgar Blanch
Steven and Susan Boughner
Gerald and Marguerite Brennan
Brinco America LLC
John Callanan
Capital Technology & Leasing, LLC.
Hope Catalano
Kathleen Cavallo
The James E. and Patricia D. Cayne
Charitable Trust
Pat Cestaro
Ralph Cioffi
Linda and Spencer Cohen
Colgate-Palmolive Company
Comcast
Delivery Logistics, Inc.
Gamma Chi Chapter,

Delta Theta Tau Sorority, Inc.
James Depietro
Melanie Derosa
Jerome Downey
David Driscoll
E.J. Welch Company
Bennett Egeth
Beverly Elge
Engineers Country Club
Howard Engle
Sonia and Henry Erlich
Yan Erlikh
FABENCO, Inc.
Marc Feuer
Robert and Linda Foran
Chris Ford

Robert Frankel
Paul Friedman
Robert and Margaret Gartland
John Garzone
Richard and Robin Gasloli
Gateway Corkball Club
E.E. and Victoria Geduld
Jennifer Geismar
Joy Geismar
Richard and Joanne Gentile
John E. Gilster, DDS
Jeffrey and Kathleen Glass
Paul Goldberg, Corwin, & Greenberg
Dennis Graul and Julie Heberer
Hager Companies
Robert and Suzanne Harwood
James and Mary Heberer
Robert and Janet Heberer
Robert Heberer, II
Ralph and Michele Heiman
Ronald M. Hersch
Hubbardston Lions Club
George and Sandra Hyman
IMTEC Corporation
Ironwood Capital Management
Joan Johnston and John Kirschbaum
JP Morgan Chase
Iris and Saul Katz
Daniel Keating
John and Laurie Knapic
Ellen Kriz
Jack and Paula Kriz
Skip Kriz
Charles and Jody Kronvall
Anne Marie Kruszka
LaBarge Pipe & Steel Company
Lanter Delivery Systems, Inc.
Philip Lanz, Jr.

Kevin Leblang
Marshall Levinson
Kenneth and Lynn Librot
Richard and Rebecca Lindsey
Lesley and Brent Longval
Shirley Malone
Thomas and Amy Marano
Richard Mardirosian
Peter Marone
McGraw-Hill Companies
Maureen McNicholas
Christina Mercurio, DDS
Milberg Weiss Berhad Hynes &

Lerach, LLP
Milestones in Home Care, Inc.
Michael Minikes
Molnlycke Health Care
Morris/Essex County LDA
George and Ruth Moss
Richard and Bettina Moss
Peter Murphy
Theresa and Louis Nees
Robert and Lynda Neff
Karl and Nancy Nelsen
National Institute of Dental and

Craniofacial Research
Novartis Pharmaceuticals

Corporation
August and Madeline Nunziata
Alan and Deirdre Olsen
Page Hill Foundation
Leo and Kathryn Quinn
Edward Raice
Duncan M. Rawls
Matthew and Brenda Redshaw
Regions Bank
Timothy J. Reichert, MD

Our Circle of Friends
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RGH Enterprises, Inc.
Joseph Riccardo
Jonathan Richter
Jackie and Jim Rosbash
David Rothwell
William and Barbara Russo
Christopher Ryan
Donna Santarsiero
Daniel and Carolyn Schaub
Brigitte and George Senkler
Peter and Yvette Shukat
Shukat Arrow Hafer & Weber
Hillary and Kenneth Silverstein
Michael and Rose Stallmeyer
Val and Diana Stefan
Robert Steinberg
Fran Ann Swierczewski
Benedykt and Shelley Szwalbenest
The Duques Family Fund
The Gould-Shenfeld Family

Foundation of New York
The Saint Paul Foundation
Steven Tiddens
Joseph Triarsi
Urban Stitching Associates, Inc.
Nina and Vincent Vinciguerra
The Vora Family
Shai Waisman
Warren Spector Charitable Fund
Washington University Dental

Alumni Association
Michael Zackman
Edward and Denise Zirpola

PatronsPatronsPatronsPatronsPatrons
Donors at this giving level contributedDonors at this giving level contributedDonors at this giving level contributedDonors at this giving level contributedDonors at this giving level contributed
$500 to $999.$500 to $999.$500 to $999.$500 to $999.$500 to $999.

Joanne Adkins
Michael Alix
Geraldine and Michael Allen
Archstone Partnerships
Edgar Bailey
Bank of O’Fallon
Kathleen Beiersdorf, Inc.
Joan and Peter Bergang
Linda and Tim Boyce
Brewers Inc.
Aaron Brown
Robert Brunson
Christopher Burns
Susan and Dan Caldwell
Eugene and Carol Callaghan
Richard and Cheryl Caplin
Camille and Jeffrey Capretta
Carbone Smolan Associates
Matthew and Pamela Chasin
Frank and Elizabeth Codey
Barry Cohen
Marcia Cooper
CSI Leasing
Steven Dantus

Wendy De Monchaux
Fred and Teresa DelGaudio
Eta Province, Delta Theta

Tau Sorority, Inc.
Michael and Yvonne Dietz
Sal Dimaggio
James and Janice Dooley
Anthony Edgar
Robert and Roberta Elson
Jeffrey and Donna Farber
Frank Farrington
Moses Feldberger
Noreen and Christopher Feldmann
Sherry Ferrell
Donna Newton and Seth and Mac

Ferris
Thomas and Susan Flanagan
Michele Flaum
Kelly Tyson-Morgano and

Frank Morgano
Richard Frankel
Michael and Sara Freiberg
Eric and Lisa Frost
Charles Fuller
Judy and Les Genatt
Thomas George
Jackie Goestenkors
Goldman Associates
Gould Flooring, Inc.
Marie Graesser
Jim and Dee Dee Gregory
Joseph and Trudy Grieco
Mary and Garry Haggerty
Scott and Valerie Hamroff
Gregory Hanley
James and Alice Harding
Glenn Herman
Greg Hickman
Jack Hicks
Bridgette Hirsch
Michael Hyatt
Illinois Distributing Co.
Intrnat’l Union of Bricklayers & Allied

Craftworkers
Robert Janukowicz
Jim’s Formal Wear
Michael and Sophia Kaczmarski
Karen Kaikaris
Jennifer and Taso Kalapoutis
Kamco Supply Corp
Susan Kehrt Albrecht and Mark

Albrecht
David and Mary Kelly
Janet Kelso
Kiwanis Club Of Belleville
Roger Klion
Robin and Marten Ladman
Matt Lanzone
Sam and Stephanie Lebowitz
Elizabeth Lewis
David Liebowitz
Gerald Mahaffey

Patrick and Mary Mahon
Gena and Billy Mann
March of Dimes
Harvey Marchbein
Marsh Shipping Supply Co., LLC
Jeffrey Mehl
Beverly and Dave Meier
Frances Middleton
Hugo Monformoso
T. Timothy Murray
Maurice Netemeyer
Gary Newman
Norris Sales Company, Inc.
Seth Orlow, MD
Aldo Parcesepe
Kevin and Suzy Pawlow
Richard Pecorella
Diane Philips Cohen
Print Master
Pulte Homes, Inc.
John Reohr
Robert and Diane Roskind
Royal Pools and Patio, LLC
Ruth and Milt Rubin
Wayne and Ralene Ruyle
Schiffrin & Barroway, LLP
David and Karen Schoenthal
Alan Schwartz
William Schwartz
Susan and Alan Sealove
Robert Seyferth
SHH Inc.
Siemens Caring Hands Foundation
Richard and Merry Slone
Stella Spanakos
Clark Stanford, DDS, PhD
Patricia Stupfel
Dan Taub
The Gift of Life Bone Marrow

Foundation
The MVP Group, Inc.
Keith and Christine Throm
Marc Toscano
Monica Trainor
United Parcel Services
Mr. and Mrs. Bernard Wallis
Bill and Patty Walton
John and CiCi Weinmann
Bill and Roma Wilkinson

SponsorsSponsorsSponsorsSponsorsSponsors
Donors at this giving level contributedDonors at this giving level contributedDonors at this giving level contributedDonors at this giving level contributedDonors at this giving level contributed
$100 to $499.$100 to $499.$100 to $499.$100 to $499.$100 to $499.

A Matter of Good Taste, Ltd
Michael Abatemarco
Jean Abelsky
Sandra Abrahamian

Nathan Adkins
Aero-Tech Corp.
Ron and Carol Agne
Agripride FS Inc
Richard and Susan Ainsberg
Caryn Allen
Charles and Jane Allen
Mr. and Mrs. James Allen
Norman Allen
Stuart and Marcy Alper
Bonnie Alpha
Warren and Hayley Alstodt
Gary and Elizabeth Altiero
Hersch Altman
Stephanie Amanatides
Jon Ambos
David and Holly Amsterdam
Clay and Joanne Anderson
Susan Anderson
Andrews Research Associates, Inc.
Rashad and Pamela Ansari
Jenean Arnold
David and Wendy Aronow
Laura Ash
Associated Pediatric Dentistry, Ltd.
Carl Atkins
Nathan Aviram
Robert Bache
Jeffrey and Lori Bailin
Carole and Jerry Baim
Sheldon Baim
Steven Bain
Peggy Baker
Sayee Bapatla
Vernon Barback
Vern and Sandy Bareman
Joseph Barone
James Bartley
Paul Beard
Alan and Sherrie Beck
Joanne Beck
Becky’s Carpet & Tile Superstore of

Hazelwood, Inc
Clarence Begole
Clyde Beimfohr
Stuart and Suzanne Beretz
Bergheger Chrysler - Dodge
Jaynie Berke
Steven Bernardy
Stephen and Barbara Berry
E. David Bertsche
Moses Silverman and Betty Robbins
Lydia Betz
Gerry and Martha Biasi
Dorothea Bilder
Sarah Bilder
Caryn and Jonathan Bilzin
Martin and Robin Bischoff
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Barbara Bishop
BLB Consulting, Inc.
Gary Bleestein
Bob’s Auto Body
Arline Bodzio
Howard Bogan
Lindsey Bonime
Kathryn Ryan Booth
Anita Jay Borg
Claudia Borg
Mark and Shari Bosswick
William and Beverly Bozsnyak
Roger Bradshaw
Diane P. Brady
Grace Brashier
Brennan Family & Cosmetic

Dentistry
Rosemary Brenner
Arline and Robert Bresler
Jack Brondum
Brooks Family
Bruce and Anita Brown
Kenneth Brown
Lillian Brown
Richard and Vicki Browne
Building Stone Products, Inc.
Clyde Burgard
Burr Oak Bowl
Lee Anne Butler
Mr. and Mrs. Donald Butzner
BWD Group, LLC
Richard Cain
Evelyn Calderon
Doric and Ariadne Capsis
Tim Carey
Dorothy Carson
Barb and Jack Carstens
Cynthia M. Caruso
Randi and Jayme Cecchini
Sal Cefalu
Angelica Cesarini-Chiarelli
Nicole Cestari
Eric and Stacey Chaikin
Betsy Chairman
Edward Chairman
Betty Chait
Lynn and Joseph Chalmers
John Chappelear
Farin Chasin
Elizabeth Chavez-Rios
Ralph Chavira
Children’s Dentistry at Hamilton

Mill
Omar Chisti
Christ Brothers Asphalt
Citizens Community Bank
Julie Claeys
Nancy Clark
Shelly and Gary Clark
Andrew and Barbara Cohen
Doug Cohen
Harry D. Cohen
Jennifer Cohen
Michael Cohen
Peter and Karen Cohen
Sharon Cohen-Miranda
Colgate-Palmolive Company
Collinsville Building And Loan
Anothony Colucci

Ellen and Richard Fox
Jacquie Fox
Eileen Foy
Robert Francis
Kimberly Frankel
Franklin Floors Inc.
Kimberly Frazer Napier
David Freestone and Gwen Zimmer
Dr. and Mrs. James Freestone
Harvey Freiberg
Bill Freilich
Ilona Frieden
Mark Friederich
Stanlee Friedman
Friends of the NIDCR
Lisa Froedge
Hiram Fry
Lynn Fujimoto
Fuller Hair, Inc
James Gaffney
Danielle Gallagher
Sabrina Gallagher-Roszko
Larry J. Gandler
Kenneth Gates
James Gehrs
Keith and Ruth Geismar
Terry Gellert
GeneDx
General Electric Employees Community

Concerns Fund
Georgetown Mortgage Association
Andrea Gerson and Howard

Friedman
Florence Gillis
Patrick Gilmour
John E. Gilster, DDS
Franklin and Anita Glasgall
Cynthia Glendening
Michael Glick
Heidi Godbout
Ilene Goldman
David Goldstein
Jerome Goldstein
Lisa and Robert Goldstein
John Goldthorpe
Alan and Jeri Golus
Aaron and Terry Goodman
Maris and Peter Gordon
Meltzer Gordon
Susan Gordon Ryan
Matthew Gould
Thomas Gracik
Wilma Graesser
Todd Graff
Robert Green
David and Phyliss Greene
Peter and Hester Greene
Greenvale Electric
Marryann Grieco
Alfred Griffin
Richard Grizzetti
Keith Grodeon
Groothuis Family

Mary Conlon
Paul Conlon
Harry Connor
Bruce Cook
Matthew Cooke
Peter Cooke
Lillian Cooper
Zeke Cooper
James Corrado
Alfred Cossavella
Charles Costello
John and Pamela Costidis
 Cottage House, Inc.
James Coulter
Dorothy Cox
Rupert Cox
Jim and Leslie Craige
Createabilities Occupational Therapy, LLC
John and Marcella Crewe
Seth Crippen
Clarence Crowder
Angela Cuce
David Cuming
Paul and Gail Cunningham
Gary and Suzanne Cushman
Francis Cusumano
Christine Cutting
Evelyn Dahler
Jennifer Dahler
Mark and Kathy Dahler
Heather Daniel
Larry Daniell
Babak Dardashti
Angela Daula
James Davidowitz
Del Val Pools & Spas of Turnersville
Kenneth Delegan
Xi Chapter,

Delta Theta Tau Sooroity, Inc.
Lambda Theta Chapter,

Delta Theta Tau Sorority, Inc.
Eta Mu Chapter,

Delta Theta TauSorority, Inc.
Lambda Alpha Chapter,

Delta Theta TauSorority, Inc.
Omicron Omicron Chapter,

Delta Theta Tau Sorority, Inc.
John and Grace Demartino
Des Plaines Valley Memorial V.F.W.
Post 6863
Design Froce Interiors
John Deuser
Wendi Diamond Sulimani and Ronni Sulimani
Kelvin Dickinson
Renee DiLapo
James Dillard
Tom Dinapoli
Albert Disanto
Gary Distell
John and Shelly Domann
Penny Domow
Stephen Donald
Marisa Donoghue
Claudia and John Donovan
Lewis Dorrington
Brenda Dorsey
William and Margery Doscher
William Dost
Barbara Doty

Renee Doubrovsky
Edward Dover
Michelle and George Drametenos
John Dubeck
Charles Duffy
Karl and Nelly Dunkel
Marilyn Dunlap
Kimberly Durland
Velma Dust
Dyas Toyota
Walter and Rosemarie Dye
Binansa Dzanic
Daniel and Amy Dziemian
Richard Eckhardt
Ira and Susan Edelblum
Eric Edgar
Wayne and Jeanne Edgar
Jodi Edgar Reinhardt and Brad

Reinhardt
Michael and Janis Egan
Martin and Carla Ehrlich
Mark Eisenberg
Herman and Elizabeth Elgarten
Robert Schwartz and

Ellen Sydney Brown
Barry and Julie Engelman
Adam Englander
Bee Epstein-Shepherd
Kara Everly
Ex Tech Industries, Inc.
Dennis Falk
Yevgeniy Falkovich
Keivan Farhadian
Thomas Farley
Timothy and Johanna Farrell
Joel Feffer
James Fels
Nicholas Ferencz
Debra Ferman
Antonio and Sandra Ferri
Tim and Mary Fete
James Finch
Finley Shoe Store
Fir Na Tine Painting
First National Bank of Okawville
Dori and Michael Fishbin
Mechele Flaum
Flowers Balloons, Etc.

I am honored to be named as a recipient of the L. Marie Heard Scholarship. This
funding will be very helpful as I pursue my education at Richard Bland College of the
College of William and Mary.The Foundation has had a strong impact on my life. My
parents have received much support from NFED over the years, which in turn has helped
me to grow into a self confident individual. In the future, I hope to be able to give back
to the organization by helping younger children who have HED.
Sincerely,
A.C.
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Steven Grossman
Christopher Gruber
Susan Gruber
Ronald Gubiotti
Meyer and Susan Haberman
Robert and Muriel Haege
Gerald Hajdusiewicz
Andrew Halbert
Homer Hall
Tom Hanly
Carol and Lawrence Hanover
Norman and Amy-Beth Hanover
Stephen Harasek
Rena Harrell
Collas Harris
Robert Hartley
Haudek Block Grossman Gross LLP
H Don Heavrin
Jeremy Heckerling
Dan and Jean Hejde
Hemme Express, LLC
Heinz Hendriks
Henry Strohminger Family Foundation, Inc.
Daniel and Lynn Heumann
Malinda and Mark Heuring
Mimi and Ken Heyman
Hickey Mem Chapels
Carol Hinkle
Allan Hins
Sharon and Harold Hirsch
Estelle Hochman
Neil Hochman
Rowena Hoffman
Charles Hoffman, DDS, PC
Hoffstot Renovation
Holden Realty, Inc.
Susan Holland Proctor
Kenneth Holt
Mark Hootnick
James M. Hubbert
Michael Hund
Joe and Lola Hutchison
Jonathan and Julie Hutt
Martha Hyde and Patrick Long
Andrew Hyman
Steffanie Hyman
Illinois South Conference United

Church of Christ
Marcie and Fredric Imberman
Raymond Imig

International Carpet Showcase, Inc.
Ital Marble
J & S Supply Corporation
J A M Collections, LLC
Howard and Barbara Jacobs
Elizabeth Jaffe
Maralyn and Robert Janovsky
Larry Jewell
John Haneberg Masonry Cleaning
Betty Johnson
Eli Jones
Richard Jorgenson
Kevin Jusko
Rona and Ed Jutkowitz
Michael and Sophia Kaczmarski
Sandy Kamhi
Beth Kamm
Arlene and Marty Kapelner
Antonietta & Vinay Kapoor
Angie Karna
Melvyn and Phyllis Kass
David Katzman
June and Lawrence Keller
Theodore Kellerman
Thomas Kelly
David Kelnhofer
John Kelso
Mark and Kristin Kelso
Robert Kendig
Kim Kennedy
Pam and Lee Kennedy
Patricia Kenny and Mr. Tim Reilly
James Kilian
Kilian Corporation
Basilio King
Christopher and Catherine Kinney
Kiwanis Club of Fairview Heights
Cathy and Tom Klingelhoefer
Paul and Danielle Klyap
Frederick Knapp
Seth and Elizabeth Konheim
Michael Kornegay
Gordon Kornfeld
Steven Kraemer
Julie La Hair
Roger La Plante
Evelyn and Steve Labriola
J. Lachs
Linda and Brian Lafaman
Landmark Restoration & Construction Corp

Mr. and Mrs. Robert Landreth
Larry’s Design Center Ltd.
Michael Larsen
Allison and Jed Laskowitz
Margaret Latour
Peter Lattman
Michael and Carol Laub
Margaret Laubscher
Michael Lavin
Tisa Lawless
Margaret Lawlis
Andrew Lawrence
Robert and Amy Lawrence
Leal and Spangler, DDS, PA
Alan Leis
Arlene Lembke
John Lentinello
Joanna and Chris Lentz
Todd and Georgia Lerner
Ronald and Shirley Levine
Jeremy and Robin Levine
Rebecca and Leslie Levine
Steven and Linda Levine
Craig Levitz
Walter and Carol Lieb
Rita and Lawrence Lieberman
Stephen Liftman
Martha Liggett
Carl Lind
Jerome and Eleanor Linder
Mark and Shari Linder
Jeffrey Lipman
Damon and Lisa Liss
Karen and Arthur Locus
Donald Lomb
Mark and Helena Lotruglio
Peter Lowe
David Lutz
Frederic Mackler
Benjamin and Hillary Macklowe
Madison County Wood Products
Vince Maestranzi
Laura Mahaffey
Peter Mahally
Christopher and Grace Mahler
John Malaska
James M. Mally
Susan Maloney
Michael and Jennifer Mannino
Beryl Marin
Tara J. Mark
James Martin
Kent Martin
Mascoutah Noon Lions Club
Mattel Children’s Foundation
Terri Matus
Frank and Margaret Mauro
John McCarthy
Floyd McComas
Jason McCoy
Catherine McGrath
Kirsten McGregor
Robert McKimson
Suzann McKinney
William McManigal
Patricia McNaughton
Heather Meier
Evan and Debbie Merberg
Julie Merberg
Joel and Lynne Mesznik
Jennifer Meyer
Mid America Group Incorporated
John and Leigh Middleton
Jessie Mielke
David Miller
Tom Miller
Jamie Minkove
Jeffrey A. Mitchell
Moll Funeral Home, Ltd.
Monsanto Fund
Suzanna Montalbano
Margaret Monteforte
Joshue and Kathleen Moore
Harvey Morgan

Kathleen Morio
Michael Morrissey
Mortgage Assistance
Buzz Moschetti
Kathleen Motil
Robert Motter
Mr. Ben Erlich and Ms. Fay Leder
Christopher Mullen
Jennifer Mumm
Mark Murphy
Diana Murray
Dan Myers
Elena Nadolny
Lynn Nakashian
Virginiee Nasharr
Robert and Lynne Negron
Jacqueline Nehama
Charles G. Neher
Sandy and Rona Nelson
Joseph Nesbit
Dale Nester
Francis Nestor
Mark and Sheri Neubauer
Steven Niethamer
Patricia Nihill
Donald Norrenberns
Arthur J. Nowak
Robert J. Odell
Old Exchange National Bank
Timothy Olley
Deirdre and Alan Olsen
Michael O’Paterny
Oracle Corporation Matching Gifts

Program
Oral & Maxillofacial Surgeons, PC
Barry Orgill
Stanley and Mariam Oringer
Sharon Ovadia
William Owen
Bruce and Rhonda Page
Suzanne Parker
Joanna Parker Lentz
Randy Parmlee
Phyllis Pass
Bhavesh Patel
Edward and Jane Paternostro
Phyllis Pass Paul O’Brien
Michael Pavol
Joan Pellegrini
Lori Pellegrino, MD
Patrick and Pamela Perulli
Richard Peskin
Jennifer and Michael Peskowitz
Mark and Fay Peterson
Frank and Mona Philips
Jason Philips
James and Jolene Piersanti
Ronald and Arlene Pinkus
Alan Pinto
Sherry and George Plevretes
Charlotte Podolsky
Beth and Michael Pond
Adam and Jackie Popper
Port Country Cleaners Corp
John Porter
Paloma Portillo Sarshar
Jill Powell
Paul Prachyl
Candace Preston
Lisa Preston
ProKold
Protective Lining Corp.
Dale Pugh
Salvatore Puliafico
Terese Quinn-Alter
S. Rabinowitz
Howard and Jill Radley
Lisa and Darren Recupero
Brian Reetz
Regent House Dental Assoc.
Carey Rehder
Lawrence Reif
Marilyn Reif
Brad Reifler

Good morning, Mary Kaye,

Just a note of thanks for all the support and materials over
the last few weeks. My husband, Rick, and I have been
able to have a better understanding of Meagan’s condition
and in turn, been able to make informed decisions
concerning Meagan’s care.

C.J.
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BequestsBequestsBequestsBequestsBequests
Bequest money received between January 1, 2005 and December
31, 2005.

The NFED acknowledges bequests from the following, generous
individual who made provisions for the Foundation in her estate
plans. We are deeply appreciative of the dedication of this donor in
taking this step and we are honored to be a part of her legacy.

Bernice Richter

Matching Gift CompaniesMatching Gift CompaniesMatching Gift CompaniesMatching Gift CompaniesMatching Gift Companies
Aon Foundation
Citigroup
ExxonMobil
Mattel
MidAmerican Energy Holdings Company
Monsanto
Oracle Corporation
The Sallie Mae Fund
Wachovia
Williams

Steven Reinemann
John Reinneck
Andrea Reister
Relleke Farms, Inc.
Jane and Jay Remis
Franz Remlinger
Robert Remmert
Brian Reynolds
Sharlin Reynolds
Bob Richardson
Charles Richter
Mary Kaye and Norman Richter
Michael and Jennifer Richter
Ridge Abstract Corp.
Darren Riopelle
William Ritcey-Donohue
William and Irene Rivera
Eugene Roberts
Gregory Roberts
Kenneth and Judy Robins
Catherine Roe
Paula Rogowsky
Janice and Steven Rohlfing
Howard Rombom
Ron’s Automotive
Stephanie Rosen
Daniel and Laura Rosenbaum
Richard and Judith Rosenberg
Edward and Julie Rosenthal
Nancy Roskind
Neil and Wendy Ross
Lynette Rosser
Stuart and Cynthia Rothman
Richard Rowe
Royster Clark
RPM Printing Corp.
Tami and Glen Ruben
David Rubenstein
Howard and Nan Rubin
Miles and Susie Rubin
Seth and Allison Rudman
Regina and Richard Rule
Mark and Deborah Russo
Richard Salamacha
Salix Pharmaceuticals, Inc.
Jacob and Mara Salomon
Amy Salvatori
Glenn Sample
Stan Sandberg
Anna and Richard Sanders
George Sarner
Patrick and Jill Sattler
Dean Sawyer and Kandi Amelon Sawyer
Robert Schachter
Eric and Sharon Schafler
Debra Scheenstra
George and Ellen Schieren
Violet Schiwitz
Kevin Schmidt
James Schnabel
Jack and Donelle Schooling
Ellen Schreiber

Elaine Schuldt
Barbara Schulman
Rona Schultz
Jeffrey Schwab
Susan Scott
Julie Scutaro
Staci and Chris Selletti
Alan Sezer
Hal Shaftel
Adam and Ellen Shapiro
Edward and Penny Shatz
Richard and Tammy Shatz
Suzy Shechtman
Nicole Sheehan
R. Guy Sheetz
James Shefcik
Thafur Shemmeri
Helen Sherman
Leslie Short
Melissa and Bruce Shtulman
Robert Shtulman
Justin Shukat
Wendy and Scott Siegel
Burt Simon
Steven and Sabrina Simon
Philip and Lara Sivin
Brian Sklar
Scott Sklar
Stuart and Diane Sklar
Elyssa and Steven Slutzky
Gloria and Ira Slutzky
Diane Smith
Sarah and Steven Smith
Igor Smolyansky
Soladata, LLC
Michael Solender
James Soltys
Southwest Decoratives
Jeffrey and Jacqueline Spechler
Allen Spigelmeyer
Larry and Pam Spilbeler
Quinten Spivey
David Sporer
St. Clair-Monroe Voiture No. 926
Women of St. Em’s, St. Martin of Tours Lutheran

Church, ELCA
John Stacconi
Dennis Stark
Mark and Pamela Steele
Walter and Anne Steppacher
George Stergiopoulos, Jr.
Stevenson Crane Service, Inc.
Stock Transport, Inc.
Chan and Linda Strickland
Kathleen Strother
Sullivan Electrical Contractors
Evelyn Sussman
Christopher Swierczewski
Eugene Swierczewski
Swing Staging, Inc.
Virginia Sybert
Peter and Rose Takvorian

Carol and James Tarica
Vincent Tavormina
Taylor Packaging Services
Alan and Denise Tennenbaum
Brent Thalacker
The Charlyn Foundation, Inc.
The Christopher William Foundation
The Joseph And Elsie McBride Charitable

Foundation
The Maschhoffs, Inc.
The Paul and Harriet Weissman Family

Foundation
The Bank of Edwardsville
Philip Therrien
Throm Const Co., Inc.
Delores and Charles Tiedemann
Steven Tinklepaugh
Sandra Tisinger
Tony’s Place
David Torchia
Laura and Francisco Torrado
Steven and Roberta Trachtman
Albert and Jacqueline Trageser
Tryax Realty Management, Inc.
Elizabeth Tuccillo
Gwendolyn Tulk
Bill Ullman
William J. Unger
Urban Stitching Associates, Inc.
Joanne Villani
Rowena Villaruel
Jenny Viteritti
Zakhar Volnyanskiy
Eli Wachtel
Paul Walker
Terri Walker
Robert Wall
Beverly Warshowsky and

Howard Yasbin
Brian Watt
Edward and Kathi Weilbacher
Shira Weiner
Ambassador and Mrs. John Weinmann
Rebecca Weis & William R. Stein
Bruce Weny
Bernard Wesselmann
Karen and Jonathan Wesson

George Whiteside
Steve Wilke
Jack and Vivienne Wilkenfeld
Kevin Wilkerson
Jim and Mary Williams
Mark Williams
Ms. Lisa Wilson and Stephen

Kaminsky
Howard Wilson
Ellie and Stephen Wise
Richard Withers
June Wittlich
22nd District Women’s Club
Maryellen and Edward Wrede
Patricia Wynne
Andrew and Laura Yacht
Steven and Stacey Yockel
Jonathan and Suzanne Young
Helena Yuhas
Rafael and Dale Zaklad
Carol Zander
Joseph Zee
Edith Zorn
Daniel Zwirn
Stan and Gloria Zwirn

SupportersSupportersSupportersSupportersSupporters
Donors at this giving levelDonors at this giving levelDonors at this giving levelDonors at this giving levelDonors at this giving level
contributed $50 to $99.contributed $50 to $99.contributed $50 to $99.contributed $50 to $99.contributed $50 to $99.
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Spilios Adamopoulos
Lawrence and Julie Adelman
Carl Adkins
Lawrence and Diane Albin
Penny Alden
Rick Allen
Michael Allen
Jane Allen
Arnold and Patricia Aloi
Amos Security Patrol
Jeffrey Anderson
Chris Anderson
Roselyn Anderson
Aon Foundation
Lawrence Aselage
Kelley Atchison
Marie and James Avallone



Frank Ayers
Michael Ayres
Anna Barone
Robert Belleau
Cheryl Belleau
Susan Benedict
Yossi Ben-Gal
Nannette and Michael Bernstein
Anne and John Beucler
Jerry and Dorothy Bloch
Bobby’s Frozen Custard
John Boeren
Muriel Boughner
Lisa Boughner
Rowdy Bowcutt
Mary Briggs
Christopher Bruno
Robert Buchberger
Mark Bulkley
William Burckhardt
Scott Burden
Gordon and Ruth Bylsma
Rosalinda Calamusa
George and Roseanne Calcagnini
June Calkins
John Campbell
Thomas Campbell
Melchor Cardenas
Nancy Casella
Loraine Cash
Elizabeth Cerrito
T Chacharon
Gordon Cherrington
Childrens Hosp Empl Found.
Roy Christensen
Michele and Todd Churchill
Timothy Cinabro
Amy Clark
Thomas Coco
Danette Colon
Bob Connolly
Michael and Lee Ann Connor
Gordon Cook
Terence Cooke
Linda Corder
James Costello
A. Elizabeth Costello
Mary Coughlin
Country Insurance and Financial Services
Barry Crane
Jackie Crigger
Pamela Crimmins
Paula Curtis-Carter
Jason Dagenhardt
David Dahler
Milton Dahler
Damiel D’Amico
Gerald Daugherty
Alison Davies
Theta Zeta Chapter

Delta Theta Tau Sorority
Mu Kappa Chapter

Delta Theta Tau Sorority, Inc.
Xi Phi Chapter

Delta Theta Tau Sorority, Inc.
Alpha Delta Chapter

Delta Theta Tau Sorority, Inc.
Lambda Eta Chapter

Delta Theta Tau Sorority, Inc.
Michael and Judith Diamond
Michael Digiacomo
Bruce and Susan Dilloian
Sharon and Lawrence Dittelman
Hollye Doane
William Doherty
Patricia Donalty
Patrick Donohue
Kevin Dougherty
Daniel Dutch
Cecelia Dwyer
Juan Echeverri
Juanita Eckert

James Eisdorfer
Eldorado Hair, Etc.
Neil Elmouchi
Russell Elton
EMS Management, Inc.
Glenn and Maxine Epstein
Nancy Ericson
Mark and  Suzzane Erlich
Scott Erskine
James Ervasti
David Evely
Christine Fannon
Jay Feinberg
Iris Feldman
Robert Feldman
Joseph Feldner
First Divine Science Church of Belleville
Maggie Fisher
Glenn Follmer
Rosemary Franck
Barry and Karen Frankel
Doug Frankel
Derek Fullerton
Scott Fulmer
G. R. Hansma Insurance
Ralph Ganzer
Sharon Gardepe
Hillary Garland
Barry Gelber
Patrick Gericke
Julie and Alan Gerstein
Katrina Geslock
Jean Giamonco
Barbara Ginnan
Scott Givens
Arthur Gladen
Bruce and Marjorie Goldner
Jeri Golus
J.B. Grimes
Ann Gubiotti
Randall Haakenson
Rebecca Halvorsen
Jeff Hamilton
George Hanlon
Thomas Harding
Marshal Hawk
Melva Heithaus
Eva Hendriks
Madeline Heumann
Lisa Hickey
Sheryl Hobbs-Brown
Miriam Home
Steve Horras
Linda Hurley
Lucille and Kevin Hussey
Rachel and Michael Hyman
Sharon Indelicato
Innovative Support Services, Inc.
Jerome Jacobsmeyer
Bob and Amy James
Kim James
James Janssen
Jacqueline Jennett
Edwin Jensen
Donna Jessee
Gretchen Johnson
Lois Johnson
Edward and Linda Johnston
Lyn Jones
David Jones
Joseph R. Welch Plumbing & Heating
J. Stephen Junkins
Stephen Kaminsky
Gregory Keene
Nicole and Michael Kelly
Glenn Kelso
Violet Kennedy
Mildred Kimmle
Dennis Kitz
William and Michele Klatch
Mary Lou Klingelhoefer
Jim and Dee Klingelhoefer

John Knott
James Kost
Joseph Kriz
Theresa Kuhlberg
Eric Kurtz
Alfred Labonte
Robin and Marten Ladman
Bettyanne Lambert
Julia Laporta
Marco Lari
John Larocca
Nira Anda Goldstein and Lawrence Kaminsky
John Lewis
Martha Lewis
Leanne Lewis
Richard Lewis
John Liebig
Arthur Liebschutz
Mike Lindenberg
John Lintz
C.  Scott Litch
Christine Lloyd
Marian Lloyd
Mary Jean Long
Nicholas Ludovich
George Luscombe
Ferdinand A. Lyn
Lauren Malone
Lesli Mangeri
Sheryl Manning
Linda Marcus
David and Jane Margulies
Francesco Marino
Marco Mariotti
William Martin
Peter and Barbara Matranga
Ashli Matus-George
Frederick McCready
Vernon and Robin McDermott
John McGlasson
Richard and Cindy McGuire
Stephen McIntyre
Toni-Ann McPartland
Norbert Meier
Aaron Merrifield
Midamerican Energy Foundation
Lucille Migliaccio
James and Diana Miller
Michael Mills
Michael Moeser
Timothy Moore
Joan Morris
Diana Murad
Susan Nathanson
Penelope Neale
Meg Newhouse-Sealove
Dennis and Jo Newnham
Glenn Niessner
Dorothy Norris
Jo O’Connell
Keith Ohlson
Patricia Olds
Thomas Oliphant
Roger Olsen
Susan and George Papaioannou
Stephen Parel
Beverly Pasternack
Patrick Patota
Joan Paula
Performance Strategies Ltd.
Glenn Peterson
Carol Phillips
Irene Pisarczyk
Robert Place
Israel Plasner
Protel II Associates, LLC
Milla and Isak Pulatov
Gary Putney
William and Wendy Quinn
Michael Fortier Rachel Danzing
Priyanshi Ritwik
William Robeson

Warren Rojas
Gerald Romig
Frank Rossano
Manfred Rothstein
Kenneth L. Rubin
George and Tina Ruggiero
Kathryn Sacco
Pasquale and Sandra Santaniello
Jack and Carole Scheckner
Teriann Schiano
Roger Schlueter
Joel and Judy Schmelkin
Kurt Schmitz
Rita and Stephen Schneps
James Schuermann
Michael Schweitzer
Pasquale Sciancalepore
Christine Searl
Second Time Around, Inc.
Tisket Seslar
Harvey Shapiro
Denyse Shimchick
Fredia Shimchick
Roger Shirley
Robert and Ellen Skolnick
Robin and Scott Smilen
Terry Smith
Carole and Howard Smith
Richard Sobel
Gary Soderlund
William Somerville
Dawn Stahlecker
Kristen Staples
Brian Stewart
Elteen Stone
Stone Placement, Inc.
Kurt Studt
Daniel Szymanski
Eric Tabor
Barb Tchaou
Lois Tefft Van Deusen
Harold Thomas
Janice Torre
Dominic and Jill Torres
Claire Treves Brezel
Joyce and Sid Turner
Elizabeth Ujj
Kevin and Jodi Ungar
Verizon Foundation
Richard Walker
Rosemary Waszkiewicz
Myron Watson
James and Bonnie Weddle
Bradley Weiss
Carol and Donald Welsch
Diane West
Robert Wetzel
George Wheeler
Dorothy White
Arlouine Whitmore
Roger Williams
Wayne Wilson
Rachel and Eric Wiseman
Patrick Wolan
Gertrude Woodland
Stephen Woodzell
Write This Way
W. Joel and Pat Wurster
Daniel Yoon
Judy Young
Joan Zander
Evelyn Zealberg
Stacey and William Zeltner
Leonard Zucker
Robert Zwirn
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VVVVVolunteer Board of Dirolunteer Board of Dirolunteer Board of Dirolunteer Board of Dirolunteer Board of Directorsectorsectorsectorsectors
Keith ThromKeith ThromKeith ThromKeith ThromKeith Throm
President of the BoardPresident of the BoardPresident of the BoardPresident of the BoardPresident of the Board
President, E.J. Welch Co., Inc.
Collinsville, Illinois

Kevin PawlowKevin PawlowKevin PawlowKevin PawlowKevin Pawlow
Vice President of the BoardVice President of the BoardVice President of the BoardVice President of the BoardVice President of the Board
Regional Vice President
Lanter Delivery Systems
Edwardsville, Illinois

Garry C. ReuterGarry C. ReuterGarry C. ReuterGarry C. ReuterGarry C. Reuter
Secretary of the BoardSecretary of the BoardSecretary of the BoardSecretary of the BoardSecretary of the Board
Attorney
Greensfelder, Hemker and Gale
Belleville, Illinois

Catherine M. KlingelhoeferCatherine M. KlingelhoeferCatherine M. KlingelhoeferCatherine M. KlingelhoeferCatherine M. Klingelhoefer
TTTTTrrrrreasureasureasureasureasurer of the Boarder of the Boarder of the Boarder of the Boarder of the Board
Senior Vice President/Area Sales Manager
Regions Financial Corporation
Mascoutah, Illinois

Frank C. HazzardFrank C. HazzardFrank C. HazzardFrank C. HazzardFrank C. Hazzard
Staff Liaison of the BoardStaff Liaison of the BoardStaff Liaison of the BoardStaff Liaison of the BoardStaff Liaison of the Board
Assistant District Manager, Penske
Avon, Indiana

Brian FBrian FBrian FBrian FBrian F. Randall. Randall. Randall. Randall. Randall
Financial Advisor of the BoardFinancial Advisor of the BoardFinancial Advisor of the BoardFinancial Advisor of the BoardFinancial Advisor of the Board
Vice President and Trust Specialist
A.G., Edwards and Sons, Inc.
Belleville, Illinois

Richard R. Cain, JrRichard R. Cain, JrRichard R. Cain, JrRichard R. Cain, JrRichard R. Cain, Jr.....
President, Tax Strategies, LLC
St. Louis, Missouri

Frank H. Farrington, DMD, MSFrank H. Farrington, DMD, MSFrank H. Farrington, DMD, MSFrank H. Farrington, DMD, MSFrank H. Farrington, DMD, MS
Professor Emeritus of Pediatric Dentistry
Virginia Commonwealth University
Richmond, Virginia

David Freestone, MDDavid Freestone, MDDavid Freestone, MDDavid Freestone, MDDavid Freestone, MD
Ithaca Family Care Center
Carson Health Network
Ithaca, Michigan

James L. Gehrs, DDSJames L. Gehrs, DDSJames L. Gehrs, DDSJames L. Gehrs, DDSJames L. Gehrs, DDS
Dentist
Belleville, Illinois

The Board of Directors approves and evaluates the NFED’s long term plans and goals, provides financial oversight and works with the
executive director to fulfill the Foundation’s mission. Comprised of volunteers, the board is uniquely represented in equal amounts by
members who are from medical/dental community, who are business people and who are affected by ectodermal dysplasia or is the parent
of an affected child.

The Scientific Advisory Board provides guidance and counsel to the NFED  about medical, scientific and technical matters.

Keith S. GeismarKeith S. GeismarKeith S. GeismarKeith S. GeismarKeith S. Geismar
Citigroup
New York City, New York

John E. GilsterJohn E. GilsterJohn E. GilsterJohn E. GilsterJohn E. Gilster, DDS, DDS, DDS, DDS, DDS
Emeritus Board Member
Albuquerque, New Mexico

Donald HuebenerDonald HuebenerDonald HuebenerDonald HuebenerDonald Huebener, DDS, MS, DDS, MS, DDS, MS, DDS, MS, DDS, MS
Director of Pediatric Dentistry
St. Louis Children’s Hospital
St. Louis, Missouri

Richard FRichard FRichard FRichard FRichard F. Moss. Moss. Moss. Moss. Moss
President, The Moss Group
Los Angeles, California

Beth PondBeth PondBeth PondBeth PondBeth Pond
Special Education Advocate and Parent
Consultant
Massachusetts Children with
Special Needs Organization
Hubbardston, Massachusetts

Mary Kaye RichterMary Kaye RichterMary Kaye RichterMary Kaye RichterMary Kaye Richter
Ex-Officio Board Member
Executive Director
National Foundation for
Ectodermal Dysplasias
Trenton, Illinois

John A. Stith, MDJohn A. Stith, MDJohn A. Stith, MDJohn A. Stith, MDJohn A. Stith, MD
Director of Pediatric Otolaryngology
Cardinal Glennon Children’s Hospital
St. Louis, Missouri

Sarah A. TSarah A. TSarah A. TSarah A. TSarah A. Tevis, DDSevis, DDSevis, DDSevis, DDSevis, DDS
Dentist
Dallas, Texas

VVVVVolunteer Scientific Advisory Boardolunteer Scientific Advisory Boardolunteer Scientific Advisory Boardolunteer Scientific Advisory Boardolunteer Scientific Advisory Board
TTTTTimothy J. Fimothy J. Fimothy J. Fimothy J. Fimothy J. Fete, Srete, Srete, Srete, Srete, Sr., MD, MPH., MD, MPH., MD, MPH., MD, MPH., MD, MPH
Saint Louis University School of Medicine
Cardinal Glennon Hospital
St. Louis, Missouri

Ronald J. Jorgenson, DDS, PhDRonald J. Jorgenson, DDS, PhDRonald J. Jorgenson, DDS, PhDRonald J. Jorgenson, DDS, PhDRonald J. Jorgenson, DDS, PhD
Retired from Applied Genetics, Inc.
Austin, Texas

Richard A. Lewis, MD, MSRichard A. Lewis, MD, MSRichard A. Lewis, MD, MSRichard A. Lewis, MD, MSRichard A. Lewis, MD, MS
Baylor College of Medicine
Houston, Texas

Kathleen Motil, MD, PhDKathleen Motil, MD, PhDKathleen Motil, MD, PhDKathleen Motil, MD, PhDKathleen Motil, MD, PhD
Baylor College of Medicine
Houston, Texas

Jill Powell, MDJill Powell, MDJill Powell, MDJill Powell, MDJill Powell, MD
St. Mary’s Health Center
St. Louis, Missouri

LLLLLynette L. Rosserynette L. Rosserynette L. Rosserynette L. Rosserynette L. Rosser, MSW, MSW, MSW, MSW, MSW
Children’s Hospital
Pittsburgh, Pennsylvania

Elaine C. Siegfried, MDElaine C. Siegfried, MDElaine C. Siegfried, MDElaine C. Siegfried, MDElaine C. Siegfried, MD
Kids Dermatology
St. Louis, Missouri

Raj SindwaniRaj SindwaniRaj SindwaniRaj SindwaniRaj Sindwani
Saint Louis University School of Medicine
St. Louis, Missouri

Clark Stanford, DDS, PhDClark Stanford, DDS, PhDClark Stanford, DDS, PhDClark Stanford, DDS, PhDClark Stanford, DDS, PhD
University of Iowa
Iowa City, Iowa

VVVVViririririrginia Pginia Pginia Pginia Pginia P. Sybert, MD. Sybert, MD. Sybert, MD. Sybert, MD. Sybert, MD
University of Washington
Group Health Permanente
Seattle, Washington

Barry TBarry TBarry TBarry TBarry Tanneranneranneranneranner, PhD, PhD, PhD, PhD, PhD
Detroit Receiving Hospital and
University Health Center
Detroit, Michigan

StaffStaffStaffStaffStaff
Mary K. RichterMary K. RichterMary K. RichterMary K. RichterMary K. Richter
Executive Director
Carol AgneCarol AgneCarol AgneCarol AgneCarol Agne
Office Assistant
Kelley AtchisonKelley AtchisonKelley AtchisonKelley AtchisonKelley Atchison
Special Projects Coordinator
Jodi Edgar ReinhardtJodi Edgar ReinhardtJodi Edgar ReinhardtJodi Edgar ReinhardtJodi Edgar Reinhardt
Director of Development
Mary Fete, RN, CCMMary Fete, RN, CCMMary Fete, RN, CCMMary Fete, RN, CCMMary Fete, RN, CCM
Research Program Coordinator
Malinda HeuringMalinda HeuringMalinda HeuringMalinda HeuringMalinda Heuring
Director of Education
Beverly MeierBeverly MeierBeverly MeierBeverly MeierBeverly Meier
Director of Finance
Jackie SchmitzJackie SchmitzJackie SchmitzJackie SchmitzJackie Schmitz
Office Administrator
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Research
The NFED is playing an expanding role in ectodermal dysplasia research and directing further scientific discovery. Our
efforts to encourage the scientific and medical community to study the rich complexities of the ectodermal dysplasia
syndromes have been increasingly successful. We built on our history of providing seed grants to researchers by
awarding a record number of dollars for ectodermal dysplasia research in 2005.  The NFED supported seven research
projects in 2005 with $118,000 and access to clients affected by ectodermal dysplasia.

Our program encompasses genetics, clinical research, and quality of life.

TITLE

Characteristic of the p63 Target Gene Perp in the Development
and Function of Ectoderm-Derived Tissues

Do Children with Ectodermal Dysplasias Have Differences in
Quality of Life: An Application of an Age Specific Child Oral
Health Related QOL Assessment Instrument?

Generation of Knock-in Mouse Models Mimicking Hay-Wells
Syndrome

Generation of a Mouse Model for AEC Syndrome

Msx1 Gene and Witkop Syndrome

Oral Development

Women’s Health Survey

INVESTIGATOR / UNIVERSITY AMOUNT

Laura D. Attardi, PhD $9,000
Stanford University

Clark M. Stanford, DDS, PhD $1,600
University of Iowa

Edward Ratovitski, PhD $25,000
John Hopkins University

Caterina Missero, PhD $25,000
TIGEM-Telethon Institute of
Genetics and Medicine, Italy

Marianna Bei, DMD, DMSc $25,000
Harvard University /
Massachusetts General

Clark M. Stanford, DDS, PhD $1,600
University of Iowa

Jill Powell, MD $12,000
Saint Louis University
School of Medicine
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The Foundation participated
in two Patient Advocacy
Days in April in Washington
D.C.  We advocated for
increased funding for the
NIDCR and the NIAMS
which would translate to
increased research for
conditions like ectodermal
dysplasia.

These are the many ways in
which the Foundation is
taking an active role in
advancing research on these
rare disorders to find better
treatments and hopefully, a
cure.

Making Discoveries
Several articles resulting from past NFED funded research projects were
published in professional journals in 2005. These articles helped bring
attention to the conditions, patient needs, and the support for the research
provided by the NFED.  It was an extraordinary year in this regard with a record
number of submissions accepted for publication.....     The published research
established the first collection of auditory information on ectodermal dysplasia,
that children affected by hypohidrotic ectodermal dysplasia have average to above

average cognitive abilities
and the first published
growth patterns of HED.

Some of the most exciting research involves the success of
treating canines affected by HED with a recombinant DNA to
correct symptoms such as missing teeth, nonfunctioning sweat
glands and sparse hair. The next step will be to see if the same
treatment is successful in humans. The NFED will actively seek
ways to support this research which could positively impact
future generations of HED families by leading to a cure.

The data generated
from these projects
helps us provide

more extensive and accurate information on the disorders for our clients
and medical and dental professionals.

A Cost Analysis of Dental TA Cost Analysis of Dental TA Cost Analysis of Dental TA Cost Analysis of Dental TA Cost Analysis of Dental Trrrrreatment for Ectodermal Dysplasiaeatment for Ectodermal Dysplasiaeatment for Ectodermal Dysplasiaeatment for Ectodermal Dysplasiaeatment for Ectodermal Dysplasia
Journal of the American Dental Association, September 2005
Jessica Y. Lee, DDS, MPH, PhD

ConferConferConferConferConference Report: Skin Erence Report: Skin Erence Report: Skin Erence Report: Skin Erence Report: Skin Erosion and Wosion and Wosion and Wosion and Wosion and Wound Healing inound Healing inound Healing inound Healing inound Healing in
Ankyloblepharon-Ectodermal Defect-Cleft Lip and/or Palate (AEC)Ankyloblepharon-Ectodermal Defect-Cleft Lip and/or Palate (AEC)Ankyloblepharon-Ectodermal Defect-Cleft Lip and/or Palate (AEC)Ankyloblepharon-Ectodermal Defect-Cleft Lip and/or Palate (AEC)Ankyloblepharon-Ectodermal Defect-Cleft Lip and/or Palate (AEC)
Archives of Dermatology, December 2005
Elaine Siegfried, MD, Alana Bree, MD, Virginia Sybert, MD

Do Children with Ectodermal Dysplasias Have Differences in Quality of Life: An Application ofDo Children with Ectodermal Dysplasias Have Differences in Quality of Life: An Application ofDo Children with Ectodermal Dysplasias Have Differences in Quality of Life: An Application ofDo Children with Ectodermal Dysplasias Have Differences in Quality of Life: An Application ofDo Children with Ectodermal Dysplasias Have Differences in Quality of Life: An Application of
an Age Specific Child Oral Health Related QOL Assessment Instrument?an Age Specific Child Oral Health Related QOL Assessment Instrument?an Age Specific Child Oral Health Related QOL Assessment Instrument?an Age Specific Child Oral Health Related QOL Assessment Instrument?an Age Specific Child Oral Health Related QOL Assessment Instrument?
Poster Presentation at the 2005 International Association for Dental Research in Washington, DC,
March 10-12
Clark M. Stanford, DDS, PhD and Cindy Asmussen, RN

Growth and Nutritional Status of Children with Ectodermal DysplasiasGrowth and Nutritional Status of Children with Ectodermal DysplasiasGrowth and Nutritional Status of Children with Ectodermal DysplasiasGrowth and Nutritional Status of Children with Ectodermal DysplasiasGrowth and Nutritional Status of Children with Ectodermal Dysplasias
Pediatrics, August 2005
Kathleen Motil, MD, PhD

Immune Function in Canine Ectodermal DysplasiasImmune Function in Canine Ectodermal DysplasiasImmune Function in Canine Ectodermal DysplasiasImmune Function in Canine Ectodermal DysplasiasImmune Function in Canine Ectodermal Dysplasias
Veterinary Immunology and Immunopathology, August 2005
Margret L. Casal, VMD, PhD

Psychoeducational Characteristics of Children with Hypohidrotic Ectodermal DysplasiaPsychoeducational Characteristics of Children with Hypohidrotic Ectodermal DysplasiaPsychoeducational Characteristics of Children with Hypohidrotic Ectodermal DysplasiaPsychoeducational Characteristics of Children with Hypohidrotic Ectodermal DysplasiaPsychoeducational Characteristics of Children with Hypohidrotic Ectodermal Dysplasia
Poster Presentation at the 2005 Pediatric Academic Society’s Meeting in Washington, DC, May 14–17.
Rolanda Maxim, MD
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The ectodermal dysplasia syndromes can have
significant dental manifestations ranging from
multiple missing and misshapen teeth to
defective enamel.  At the National Family
Conference and one-on-one, the NFED
encourages and educates families to seek
treatment as early as a child’s 3rd birthday.
We have evidence that children can wear
dentures successfully at this age, leading to
improved speech, nutrition, facial
appearance and emotional well being.

Families affected by ectodermal dysplasia
know first hand that achieving a normal
appearing smile can come at a hefty
price..often more than $50,000.  While the
NFED has always had anecdotal evidence
of this reality, an NFED funded research
project by Dr. Jessica Lee at the
University of North Carolina at Chapel

Hill helped establish them as facts. Her data
showed that dental treatment for ectodermal
dysplasia had a marked financial impact on
families and varied depending on type and
duration of treatment.

Given the importance of early and ongoing
treatment, the NFED provides financial

assistance to families for
the care they need.
Treatment may include
dentures, orthodontics,
dental implants or
medical care.

In 2005, the NFED helped a record number of clients
through the Treatment Fund. We awarded more than
$247,000 to 38 individuals for care.

In addition to cost, travel distances to see a provider and a
lack of qualified providers were identified as obstacles at a
2004 Access to Oral Health Care Meeting of dental
professionals which the NFED sponsored.  The NFED
revamped and expanded its Dental Implant Program in 2005
to address those obstacles. We recognized that collaborating

Treatment
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Dear NFED,

We would like to thank you for your dental assistance

program. Our son, Ryan, has ED. We couldn’t afford

to have the needed dental work which he required. I

am so grateful to learn about the Foundation and all

of the various programs it has to offer. Through the

dental program, Ryan now has his lower teeth which

greatly improved his confidence, appearance and

speech. In school, Ryan’s speech therapy slowed

because he was not capable of making the necessary

sounds to enunciate properly. Now, Ryan can continue

to advance with his lessons. We are so happy to see

our son so thrilled with his new teeth. He proudly

smiles to show them off. Thank you again for all that

you do.

Sincerely,

The Martin Family



with the oral health community and dental supply
companies was going to be key in making the
program successful.

We have partnered with seven universities
throughout the United States who have agreed to
treat ectodermal dysplasia patients.  This network
of treatment sites will also work toward a shared
system of data collection for research purposes.
The program is still in the initial stages and the
Foundation will further develop it in 2006.

In addition, we are working with the American
College of Prosthodontists which has reached out
to its membership for support in treating the
complex dentitions of our clients.

Straumann, an international company which offers
products and services for dental implants,

stepped forward with a
$25,000 gift to support our
efforts to improve access to
oral health care.

All of these efforts help us to
accomplish our goal of making
quality oral health care
available and affordable to all
families affected by ectodermal
dysplasia syndromes.

Dear NFED,
I want to thank the

review committee from
the NFED for giving
me the opportunity to
finish the rest of my
needed procedures so I
could finally smile
after all these years
with confidence…I
don’t have to worry
about having any loose
teeth that might fall out
some day.  As a young
teen and now a young
woman, this was a
terrible thing to have
to worry about all the
time. The best part of
this was all so simple,
for the first time in my
life, I was able to bite
into an apple instead of
using a knife!

Sincerely grateful,
H.J.

Helping Clients Through  the Treatment Fund

2000 2001 2002 2003 2004 2005

$18,262.36
$43,463.15

$98,704.96
$129,176.00 $133,990.69

$247,737.50
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One POne POne POne POne Person Can Make a Differerson Can Make a Differerson Can Make a Differerson Can Make a Differerson Can Make a Differenceenceenceenceence
How YHow YHow YHow YHow You Can Helpou Can Helpou Can Helpou Can Helpou Can Help

When you support the National Foundation for
Ectodermal Dysplasias, you become part of a
network of people who are committed to
helping individuals affected by ectodermal
dysplasia live a normal life. You help us fund
pioneering research that leads to lifesaving
discoveries. You empower us to share
knowledge and resources with people wherever
they are in the world – including your
community. You provide vital services that help
families affected by ectodermal dysplasia in your
town and around the world.

Thank you for supporting our efforts. We invite
you to continue your generous support by
giving in any way that is convenient for you.

Direct DonationsDirect DonationsDirect DonationsDirect DonationsDirect Donations
Make a donation by phone at 618-566-2020,
online at www.nfed.org or by mail at P.O. Box
114, Mascoutah, IL 62258—0114. You can also make your gift in honor or in memory of someone special.

Planned Giving and Estate PlanningPlanned Giving and Estate PlanningPlanned Giving and Estate PlanningPlanned Giving and Estate PlanningPlanned Giving and Estate Planning
Become a partner in assuring the NFED’s future by including the Foundation in your will and making a bequest. For more
information, contact us at 618-566-2020.

Special EventsSpecial EventsSpecial EventsSpecial EventsSpecial Events
Support events like the Halloween Bash, golf tournaments, the raffle and other fundraisers. You’ll have fun and your contributions
go a long way in helping ectodermal dysplasia families. To support an event, call 618-566-2020 or visit www.nfed.org.

The NFED is the worldwide
nonprofit organization that seeks to
enrich the lives of individuals
affected by all forms of the
ectodermal dysplasia syndromes.

The NFED is a private, tax-exempt
nonprofit organization pursuant to
Section 501(c)(3) of the Internal
Revenue Code, and all gifts and
donations to the NFED are tax
deductible. Tax ID number is 37-
1112496.

To receive a copy of complete
financial statements, contact the
NFED at info@nfed.org or 410 E.
Main St., P.O. Box 114, Mascoutah,
IL  62258-0114.

Treatment 35%

Administration
6%

Fundraising
5%

Education
15%

How the NFED Spends DonationsHow the NFED Spends DonationsHow the NFED Spends DonationsHow the NFED Spends DonationsHow the NFED Spends Donations

Research 23%

Family
Services

16%
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based on 2005 audit figures
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