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Pl anning for Next Summer 6s C

Pl anning for next summer
Conference is well underway. In August the Moebius
Syndrome Foundation Board members met for the annual
to face meeting at the Omni Interlocken Resort in Broomfie
Co. where our conference will be held. The Board also me
with 2010 Conference Chair Monica Woodall and Shandy
Staggs of the local Conference Committee.

The Omni Interlocken Resort is a large, family friendly he
with expansive grounds, two swimming pools and beautifu Q‘%
facilities for our upcoming conference. Confirmed speakel Sl
for the conference so far include: 1 i 1

Ethylin Wang Jabs, MB Genetic Research Movmf] MOUHTMHQ {:OT M03b|\19
Elizabeth Engle, M® Genetic ResearéhEyes 9th Moebius Syndrome Conference
Ronald M. Zuker, MD3 Surgery for a Smile :

Marilyn Miller, MD & Pediatric Ophthalmology Bwomﬂeu' Colotado 2010
Sara RosenfeldohnsonMS/CCC/SLE® Oromotor therapy
Edith Zemanick, MD§ Pediatric Pulmonology Issues
Rick Guidottd Positive Exposure / breakout session
Donna M. Jacksah Writing workshop

TonyWilsod Chi |l drends Writing
Kathleen Bogaft Psychology research study

Wendy Roberts, MD Autism & Research

Daniel Hatch, MD3 Club foo® Ponseti Method

Rama Oskouian, DD$ Pediatric Dental Issues

Mithra Gonzalez, MB Adult Ophthalmology

Mary Rive® Quantum Touch (method of natural healing)
Kathleena Gorga Embracing Deep Beauty and individual goarq members: Vicki McCarrell, Lori Thomas,

sessions for women and girls 12 and over with Moebius  Jennifer Garbuzinski, Matthew Joffe, Phyllis Rich-
syndrome ards, Marcia Abbott, Roland Bienvenu, and Jacob
Licht at the Omni Interlocken Hotel in Broomfield
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Many other sessions are being planned including a dynamic
keynote speaker to open the_conference. A complete _Iisting and In This Issue
agenda for the conference will be posted on the Moebius
Syndrome Foundation web site in the spring. Programs for childrgnL € t t

and teens are being developed as well as child care for children up t@é&%i

. . ) Psychol ogy Studi/éééé..
First Time Scholarships Conference Aid Sufggest
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I'n Memory of Donéfgéécéé
Adults with Moebius syndrome or one parent of a child with Moebiusael a Ander son Schol ar
syndrome who are attending the conference for the first time and hal®e nbeam Awar déeeéeeéeé

[

financial hardship may apply to have their registration fee waived
they register to attend the conference next summer.




Moebius Syndrome Foundation
P.O. Box 147

Pilot Grove MO 65276

660 8343406
vicki@moebiussyndrome.com

Official website of the
Moebius Syndrome Foundation:
www.moebiussyndrome.com
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Moebius Syndrome Foundation
Board of Directors

Vicki McCarrell, President
Matthew Joffe, Vice President
Marcia Abbott, Secretary
Jacob Licht, Treasurer
Roland Bienvenu

Jennifer Garbuzinski

Phyllis Richards

Lori Thomas
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Moebius Syndrome Foundation
Medical Advisory Board

Elizabeth Engle, MD
Harvard Medical School
Boston, MA

Ethylin Wang Jabs, MD
Mt Sinai School of Medicine
New York, NY

Marilyn Miller, MD
University of lllinois
Chicago, IL

Richard J. Redett, MD
Johns Hopkins Hospital
Baltimore, MD

Rhonda Robert, PhD
University of Texas

MD Anderson Cancer Center
Houston, TX

Wendy Roberts, MD
The Hospital for Sick Children
Toronto, Ontario

Sara RosenfeldJohnson, MS, CCGSLP

Innovative Therapists International
Tucson, AZ

Ronald M. Zuker, MD
The Hospital for Sick Children
Toronto, Ontario

Moebius Syndrome News
Marcia Abbott, Editor

Moebius Syndrome News
P.O. Box 20354
Oakland CA 9462@354

510 3042302
Newsletter@moebiussyndrome.com

The Moebius Syndrome News is published three times a year.

Articles, photographs, suggestions, questions, and comments welcomed. The
Moebius Syndrome News reserves the right to edit submitted material.

Opinions expressed in the Moebius Sy
not reflect that of the Moebius Syndrome Foundation or the Moebius
Syndrome News.

The newsletter is on the web site in color at: www.moebiussyndrome.com

© Copyright 2009. The Moebius Syndrome Foundation. All rights reserved.
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Tristen Hoekstra from Florida receiving his first stripe in
jui-jitsu in July 2009



Letter from the President

November 2009
Greetings Everyone!

As we reach the end of 2009 and the holiday season, we think of all of the men, women and children with
Moebius syndrome and their families around the world, and are very thankful for our huge worldwide

net wor k. |l tds wonderful to be able to email peo
with new families and individuals as they contact us for information. Thanks to all of you who take the time tt
share your stories and information with these new members of our network. | keep a quote on my desk at
work: APeople wondt always remember what you sai
will always remember the way you made them feel
Moebius syndrome, they do remember that we make them feel welcome and give them hope and informatiol

Plans are well underway for th& Moebius Syndrome Conference to be held July 30, 31 & August 1, 2010 at
the beautiful Omni Interlocken Resort outside of Denver. Monica Woodall, Shandy Skaggs, Marcia Abbott,
Peggy Bakalo, Matthew Joffe and team are hard at work on registration materials, the journal, child care,
securing speakers, working with caterers and the many other tasks required to put together a conference for
over 400 people. We hope to see you there!

The conference scholarship program, set up by Leslie Dhaseleer, continues to grow thanks to your donation
For the first time, one adult per family or one adult with Moebius syndrome with financial need attending a
conference for the first time, will be able to apply to have their registration fee of $200 waived. Thanks Leslie
for your vision and boundless energy in sponsoring this scholarship.

Congratulations to Gretchen Wolking in Indiana who was recently named homecoming queen at her high
school ! We 6 r e | keep thasd enmaifs, cards,|lettevsfandyplwotos coming. . . and best wishes fo
a happy, healthy holiday season.

See you in July. _
Sincerely,

Vit feit((

Vicki McCarrell, President

2008 New Jersey Conference



