
Moebius Syndrome
The Moebius Syndrome Foundation 
is a nonprofit organization founded 
by parents of children with Moebius 

syndrome. The mission of the Moebius 
Syndrome Foundation is to provide 

information and support to individuals with 
Moebius syndrome and their families, 

promote greater awareness 
and understanding of Moebius syndrome, 

and to advocate for scientific research 
to advance the diagnosis 

and treatment of Moebius syndrome 
and its associated conditions.

Our Mission

Find us on 
Twitter and Facebook!

 Join our Facebook 
 Non-Profit Organization Page:  
 Moebius Syndrome Foundation
 http://www.facebook.com/ 
 moebiussyndrome

 Follow us on Twitter:
 @MoebiusSyndrome
 http://twitter.com/
 MoebiusSyndrome 

So here we were. It 
was our 10th interna-
tional conference, a 
milestone for our  
organization. We were 

very fortunate to have two very 
special guests as our opening and closing 
keynote speakers. On Friday afternoon,  
Dr. Francis S. Collins, director of the National  
Institutes for Health (NIH) christened our 
conference with an audio-visual presentation  
entitled, Seeking Molecular Answers to 
Moebius Syndrome. Dr. Collins, who holds 
both doctoral and medical degrees, took us 
on a journey through the amazing but often 
difficult to understand world of genetics.  
 While many in our community are 
both excited and eager to hear about the 
progress, few of us have the background to 
grasp its intricacies and vocabulary. Enter 
Dr. Collins, whose presentation framed 
the topic in understandable language and 
explained the progress made to date as well 
as outlining the work still to be done. But 
he saved the best for last. At the end of his 
talk, he brought out his guitar and played a 

song he had written just for us 
and the conference. A rousing 
song for all the work done in the 
name of the Moebius Syndrome 
community and family, it had the 
whole audience singing along 

and rising to their feet. One could say it was 
an anthem for all of us and our commitment 
to living in the presence of Moebius syn-
drome (http://www.youtube.com/watch?v=
jbbW2BHMwTE&feature=youtu.be). It was 
hard to imagine a more emotionally power-
ful start to our conference! 
 Flash forward to Sunday afternoon. 
It was hard to fathom that the conference 
was coming to an end. Our closing keynote 
speaker was Rick Guidotti, director of 
Positive Exposure (http://www.positiveex-
posure.org/home.html), a New York City 
based non-profit organization, which Rick 
describes as, “Our programs support and 
promote human dignity through Positive 
Exposure’s Spirit of Difference photographic 
image data bank and video interviews of 
persons, particularly children, living with 
genetic conditions.” 
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Rick Guidotti, director of Positive Exposure and closing 
speaker, with good friend and vice president of the Moebius 
Syndrome Foundation, Matthew Joffe.

2012 Conference co-chair Dawn Ang with Kathleen Mc-
Caughan, conference planning committee member and 
volunteer

Continued on page 3
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 Many of us know Rick though our calendar 
with his photos a few years back and for those 
of us lucky enough to visit his studio for a photo 
shoot of a lifetime. A world famous fashion pho-
tographer, Rick is truly a magician whose art is in 
revealing the beauty that is in all of us. His presen-
tation, Positive Exposure, The Spirit of Difference, 
was chock full of pictures and videos which took 

aim at the standard 
notions of beauty  
and helped us see 
how we can transform  
ourselves to see our 
own beauty and then 
show it to the world. 
It  was also an oral  
history of his work  
and organization. 
Here difference was a 
badge of honor for us 
to embrace with pride 
and dignity.
 Dr. Collins and 
Rick Guidotti framed 
the conference in 
their own unique 
styles, bookends for 
what was a special 
three days. 

The 2012 Moebius 
Syndrome Conference 

was our largest ever with 
425 attendees (114 people 
with Moebius). That group 
included 275 adults, 30 
teens, 80 children between 
4 and 12 years old and 40 
children under 4 years old. 
Ninety-six adults and five 
teens were attending for the 
first time. We gathered from 
across the globe representing 
33 states, 1 territory (Puerto 
Rico), and 10 countries: 
Australia, Canada, Cypress, 
Great Britain, Guatemala,  
Israel, South Africa, Sweden,  
United States and Venezuela.
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Letter from the President
Summer 2012

Greetings! Our 10th conference in Philadelphia 
July 13-15, was a huge success with 425 people 
attending from 10 countries; 114 of the attendees 
had Moebius syndrome! For 111 attendees this was 
their first conference. Thirty-five speakers shared 

their knowledge with the participants (speakers came from the U.S., 
Canada, Saudi Arabia, England and Germany), and six physician/ 
research teams held 193 consultations with conference attendees.
 Dr. Francis Collins’ opening presentation gave us an overview 
of how genes work, as well as the work his lab at the National Insti-
tutes of Health is doing on the genetics of Moebius syndrome. His 
touching song written and performed specifically for our worldwide 
Moebius family was a special treat.  
 Two and one-half days of multiple sessions followed Dr. Collins’  
opening presentation. It was wonderful to meet new families and 
individuals with Moebius syndrome, and to see so many old friends. 
I was especially touched seeing the babies, toddlers, children, teens 
and adults having fun with new friends and realizing that they are 
not alone. This was not the norm 20 years ago.
 Chris Wazilewski opened the talent show on Saturday by 
dazzling us with his soccer skills. The show featured many talented 
young musicians, singers, dancers and even a magician! We are so 
proud of all of them. Susana Romero from Caracas, Venezuela closed 
the talent show with a dance proving that she is young at heart.  
 On behalf of the Moebius Syndrome Foundation Board of 
Directors, we extend our deep thanks to Dawn Ang and Emmet 
Linn and their boys Ian and Andrew, for chairing the conference in 
their home city. A special thanks goes out to Marcia Abbott, Monica 
Woodall, Natalie Abbott and Katherine McCaughan for their hard 
work on the conference and to our wonderful Medical Advisory 
Board and all of the speakers who donated their time to make the 
conference so successful. We are also very grateful to all of you who 
raised funds to help support the cost of the conference and to the 
many volunteers who manned the registration, sales, raffle, and 
consult tables. It would be impossible to have a conference of this 
size without all of their support.
 To all of the individuals and families who made the trip to 
Philadelphia to learn more about Moebius syndrome, we thank you. 
It is because of you that research continues and strides are being 
made worldwide to enhance the lives of all people with Moebius 
syndrome.
 Please plan to join us for the 11th Moebius Syndrome Conference 
in Bethesda, Maryland July 18 – 20, 2014. Together we are strong!

Sincerely,

Vicki McCarrell
President  
vickimc@iland.net  •  moebiussyndrome.com
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Opening & Keynote Speaker Francis S. Collins, MD (sixth from left) with Moebius Syndrome Foundation Board  
members (left to right) Lori Thomas, Kathleen Bogart, Kevin Smant, Roland Bienvenu, President Vicki McCarrell, 
Jacob Licht and Matthew Joffe.

Medical Advisory Board members (left to right): Rhonda Robert, PhD, Wendy Roberts, MD, Marilyn Miller, MD, Ethylin 
Wang Jabs, MD, Sara Rosenfeld-Johnson, MS, CCC-SLP and Ronald Zuker, MD  (Missing are Elizabeth Engle, MD 
and Richard Redett, MD.)

Left to right: Kathleen Bogart, Ramona Jablon, Natalie Abbott, Monika Kazmierczak, Jan Law, Robyn Adams,  
Joy Wennerholm and Diane Breton.

Photos taken by Rick Guidotti 
at the conference may now 
be viewed on a password 
protected website. 
Go to http://rickgnyc.
exposuremanager.com/ 
g/moebius_2012, and  

use the password philly. Photos may also be ordered 
from this site.

Francis S. Collins, MD, PhD, director, National Institutes of Health, 
and keynote speaker
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Reflections from Speakers,   Researchers & Attendees
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“The Moebius Syndrome Conference was truly inspiring, and I wish 
I could have stayed for the whole thing!  Lori [Bonnycastle PhD] 
told me how much she had gained by being there and meeting so 
many families. Your help has been central to our own efforts, and 
your offer to continue that assistance is much appreciated. I think  
progress in understanding the genetic factors will be pretty  
interesting in the next couple of years!”   
 ~Francis S Collins MD, PhD, Director,
 National Insitutues of Health

“Thanks very much. It was a pleasure and an honor to participate. 
I have marked my calendar!”
~David Hunter MD

“The conference was fantastic as usual. The talent show incredible. 
I was so happy to be there with Greg [Borschel MD] and Alison 
[Snyder-Warwick MD]. They will be great supporters of the  
organization. It was a true joy for me to take part. Hope we meet 
again soon.” 
~Ron Zuker MD

“Thanks for an uplifting weekend from the Mount Sinai Team 
including Tamiesha Frempong, M.D. pediatric ophthalmologist; 
Janet Rucker, M.D. neurologist and neurophthalmologist; Harald 
Gaspar, M.D. medical geneticist; and Bryn Webb, M.D. pediatri-
cian and medical geneticist. Thank you for all your hard work.”  
~Ethylin Wang Jabs, MD

“It was so nice to meet you [Vicki McCarrell] in person at the  
Moebius event on Saturday. It was an extraordinary conference —  
I can’t stop thinking about the people I met, the conversations I 
had, etc. Here is the first of at least two posts I plan to write about 
the conference:  http://e-patients.net/archives/2012/07/facial-
paralysis-not-personality-paralysis.html. Please share it widely, 
within your network via email if appropriate since I know not 
everyone is on Twitter and Facebook.”  
~Susannah Fox, Associate Director, Pew Research Center’s 
Internet & American Life Project

“Congratulations on an outstanding conference! It’s really remark-
able what you and your colleagues have achieved. So many of the 
families I interviewed spoke of the Moebius Syndrome Foundation 
and Vicki McCarrell in particular as absolutely life-changing influ-
ences and support. I am deeply honored to have been so warmly 
welcomed into the community, and grateful to Vicki and Marcia 
[Abbott] and the rest of the volunteers for everything you did to 
make my study possible. Thank you so much, and I look forward to 
our continued work together.”
~Danielle Spencer

 “What a wonderful time I had in Philadelphia. The conference 
was brilliant—you and your whole committee should be so proud 
of what you've achieved for the Moebius community around the 
world. I really enjoyed myself and it was all just so stimulating. 
I came home with my head buzzing with ideas. Many thanks for 
your kind words—I’m so pleased that I hit the mark!”  
~Henrietta Spalding

And from a few of our conference attendees:

“Amazing.”

“Having Dr. Collins open the conference was fantastic.”

“Thank you to everyone who worked so hard to make this possible.”

“Meeting other parents and talking one on one was the most 
beneficial to me. My daughter with Moebius enjoyed meeting and 
playing with other kids.”

“Renee Roy Hill (oral motor) was very informative. She gave us 
great suggestions to bring back to our therapist.”

“Presentations led by Matthew Joffe and Kathleen Bogart were 
excellent.”

“Kudos to all involved in organizing this great event!”

“We loved the basket raffle.”

“Online registration was user friendly and the email confirmation 
was thoughtful.”

“We appreciated name tags with 'First Time Attendee' and other 
special designations.”

“I found the nerve regeneration and personal stories most helpful.”

“Being positive with Susana Romero was the best!  She is funny 
and outgoing!”

“Talent show and dancing were great!”

“It’s been very informative.  People have been very warm and 
welcoming.”
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The Colchado family: Cody Colchado Jr. and Jolee, with their children Tabatha 
and Cody III on the Monday excursion around Philadelphia.

The Gradillas children Matix and his sister Olivia.

First time attendee moms and their adorable babies: Cerissa Collins with Leah, and 
Krystal Bates with son Daquan.

The Lockwood family: Kevin and Sarah with daughters Katie and Hannah.

Kathy and Jeff Hecker at the conference with daughters Samantha and Erin.

Joy Wennerholm, Karin Sandberg, and Caroline Hakanson, all from Sweden.
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MoebiusConnect.com
This website features an interactive, clickable map so 

anyone in the Moebius community can easily connect with 
other individuals, organizations, foundations, medical profes-
sionals and support groups in their region of the globe. It was 
developed and is hosted by Kevin Lockwood, a parent of a 
child with Moebius syndrome in California.
 Would you like to be featured on the map? If you’re an 
individual with Moebius syndrome (or a parent of a child), a 
support group leader, or medical professional involved in the 
Moebius community, please send an email with your name, 
city/country, website address (if you have one) and your pre-
ferred email address for publication: submissions@Moebius-
Connect.com. MoebiusConnect will put a dot on the map for 
you so others can easily find you, and connect via email.

Rareconnect 
Check out www.Rareconnect.org, a partnership of  

EURORDIS and NORD, in five 
languages. Sign up for the Moebius 
Syndrome Community to share 
information and stories with others with Moebius syndrome.

Races for Faces
The National Foundation for Facial Reconstruction (NFFR) 

in New York City hosted their first annual Races for Faces 
in July as a fundraiser and to raise 
awareness of facial differences. 
People walked in teams, supporting 
their friends and families with  

many craniofacial conditions. Team Moebius Syndrome  
Awareness participated in the walk, wearing our 2012 Confer-
ence t-shirts. You can check out the Races for Faces website  
at www.racesforfaces.org. 

Our New Look!
With the Summer 2012 edition of the Moebius Syndrome 

News, we have begun our newsletter collaboration with 
Jeanne Barnes of Barnes & Liston Creative. With her services, 

we now have an improved look 
to our newsletter as well as 
printing it in full color. Another 
change is that the newsletter 
will be published twice a year, 

and we will mail newsletters to US and Canada residents only. 
We encourage our international members to read the news-
letter on our website.  We have new editorial staff: Moebius 
Syndrome Foundation Board members Matthew Joffe and Lori 
Thomas. Watch for their articles in the next issues.
 As always, we encourage everyone to submit your questions 
& answers, photos, articles and suggestions for our newsletter. 
Please send to newsletter@moebiussyndrome.com, and 
be sure to include your permission for us to publish your 
submission.
~Marcia Abbott, EditorA

A

Q

Q

Q

Q

Q

Q:  SCOLIOSIS AND MOEBIUS SYNDROME
Have you heard of any other Moebius patients developing 
scoliosis? My daughter is 11 and developed this additional  
condition at age 10, yet another problem for us to worry about 
and deal with! It might be interesting to see whether it features 
regularly or whether it is just bad luck! Unfortunately, hers is 
getting worse as she grows so we are heading towards surgery, 
and trying to avoid it at all costs.

Many thanks,
Kathryn Taits, k.taits@btinternet.com

Q:  STOMACH PROBLEMS AND MOEBIUS
I have a 13-year-old son with Moebius syndrome. He has  
had a Trach tube and G-tube since he was three months old.  
He has had ongoing stomach problems for seven years now.  
He complains about feeling full, constipated and possibly having 
a slow digestion process. Because of these issues, he refuses to 
eat regularly according to his schedule. Does anyone know of a 
specialist/doctor or have suggestions that may help? Thank you. 

Silvia Guerrero, guerreroj45@yahoo.com

Q: OSTEOPOROSIS, ARTHRITIS, AND REFLEX 
SYMPATHETIC DYSTROPHY
Over the last 12–18 months my 12-year-old daughter has been 
diagnosed with significant osteoporosis, arthritis and reflex 
sympathetic dystrophy. Her rheumatologist thought it was 
not unexpected because of her limb deformity, even though 
her osteoporosis is systemic. I wondered if anyone knows of 
many, or any, kids with Moebius who suffer with the same? Her 
eyesight has also deteriorated fairly rapidly, and now she only 
has 15 percent vision in her right eye and 30 percent in her left 
(her right side is more affected with Moebius). Again I can’t see 
how it ties in with Moebius, but there aren’t many people I can 
ask here in Australia.

Michelle Turtle, cturtlehome@bigpond.com

Q: HEALTHCARE SPENDING ACCOUNT
Can Moebius Conference fees be submitted & reimbursed 
through a Healthcare Spending Account?
 A:  Great Question!  Many people don’t realize that costs  
associated with medical conferences can be reimbursed 
through a Healthcare Spending Account. For example, many 
people contribute “pre-tax” dollars from their paycheck into 
a Healthcare Spending Account and get reimbursed for office 
co-payments, dental expenses, etc. Since Medical Conferences 
are “Eligible Covered Expenses,” you can also submit the  
receipts and documentation for attending the Moebius  

Conference and get reimbursed for the conference fees 
and transportation costs. If there was airfare and hotel costs 
incurred, you will most likely be asked for a (very simple) 
“statement of medical necessity” (signed by your doctor or 
pediatrician). For more information you can visit http://www.
yourspendingaccount.com/. There is a spot on the website 
where you can input your employer's name and it will provide 
you a link to the Benefits Directory for that employer. You can 
also contact the Benefits Department within your company to 
learn more.

Rebecca Maher, rebecca.maher@ymail.com

Q: EYE GLASS SHIELDS
Does anyone have information about Eye Shields to protect 
the eyes of adults or children with Moebius?
A:  Recently a couple of engineers have graciously given my 
daughter Tessa their time and talent to create custom made 
side shields for her eye glasses using high-tech equipment. 
Through trial and error we are getting close to having a com-
fortable and appropriate fit for Tessa. This firm is interested in 
writing about this project in their internal news and I wonder 
if the Moebius community would also be interested. Perhaps 
there is someone in a similar field that would benefit from this 
whole process. There may be others who need the same type 
of protection as Tessa.  
  My daughter has had eye muscle and eyelid surgeries mak-
ing her eye movements very limited and her ability to close her 
eyes impossible. The shields help to protect her from wind and 
dust which could lead to corneal scars and abrasions.  
How many others in the Moebius community have such eye 
limitations? Can most roll their eyes and/or have partial  
closure at night? What are others doing for protection? 
  There are some glasses on the market that offer wind 
protection but don't allow for Rx lenses. Tessa's new glasses 
with the clear shields should go fairly unnoticed as they are 
standard frames. Up to this point we tried using plastics  
manufactured by Eagle Vision that were fit around her lenses 
and face then secured in wire-framed glasses. Our last attempt 
at eye protection was packaging tape that was sized to fit over 
the tops and bottoms of Tessa's frames and molded to the 
curvature of her face. While fairly easy to fit and replace, the 
tape is not washable or extremely durable. These new shields 
are sturdy plastic and should last the life of her frames.
  If you know of other eye concerns, needs, or folks in  
engineering/design fields that would like more information 
please contact me.

Donna Kremer, donna.kremer@gmail.com
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If you have an answer and/or information about one of the questions in this newsletter, you can respond to 
the email address from the writer.  Also, please copy Newsletter@moebiussyndrome.com on all responses 
so that your letter can be printed in a future newsletter. Thank you.

Moebius Syndrome

What I see . . .
What to write about myself?
I’m a person,
Just like everyone else,
But I look di�erent.
I have challenges in life,
But everyone does.
I like to read, draw, and follow pursuits of 
 the mind.
I guess I don’t really have an inspirational story,
But then again;
No one give themselves as much credit as 
 they deserve.
I just try to be who I am, and who I want to be.
My di�erences don’t de�ne me;
I de�ne myself.

~By Kelsey Harrison
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“Wonder,” by R.J. Palacio, 
is the best middle-grade 
novel I have read. That 

says a lot as I recently finished the 
three latest Schneider Family Book 
Award winners (Wonderstruck, The 
Running Dream and Close to Famous). 
The main character, August, is a boy  
entering 5th grade who has a very  
serious (but specifically unnamed)  
craniofacial condition with significant 
associated conditions. He has always 
been home schooled and begins an 
academic middle school as the novel 
opens.  
 Auggie’s entry into middle school 
and his foray into friendships are 
understandably very, very difficult. 
He encounters positive and negative 
situations with different boys and girls 
from his classes, and experiences the 
not unexpected shunning, teasing, and 
bullying from numerous classmates.  
As some of the kids get to know him 
and as they mature during the year 
they are able to see his intelligence, 
courage, humor and kindness.  
 The story of Auggie’s first year of 
school is first told from his point of 
view, then changes to others who are 
close to him including his sister, her 

friends, and several children at school 
who become friends. I appreciated  
that none were told from either parent’s  
point of view, but the supportive  
parents were always there. I liked  
everything about the novel, including 
the dog and the precepts from fifth 
grade English.  
 I definitely see children with  
Moebius syndrome or any craniofacial  
condition reading this book and taking 
away a lot from it. They will be riveted 
by the story and want to continue  
reading to find out what Auggie will 
encounter and what will eventually  
happen to him and the other kids at  
his school. The outcome should help 
them be courageous as they encounter  
challenges every day. Even though 
“Wonder” is intended for 8- to 12-year-
olds, I see older children with craniofa-
cial conditions reading it as well  
as teens, parents and adults who  
appreciate books with characters  
with disabilities. 

 Check out the author’s website  
for more information about the book 
and what inspired her to write it:  
www.rjpalacio.com. 

“Wonder”— A Book Review

Wonder
By R.J. Palacio 

315 pp.  Random House. $15.99

CHOOSE KIND
A New Anti-Bullying Initiative  

by Random House

Random House has created a new 
blog to help raise awareness about 

some of the issues in “Wonder” 
and as an anti-bullying initiative.  

You can find the blog at:
http://choosekind.tumblr.com
 You can sign the anti-bullying 
pledge, and print labels and a 
certificate to CHOOSE KIND.

“Rich and memorable...It’s Auggie and the rest of the children who are the real heart of ‘Wonder,’ and 
Palacio captures the voices of girls and boys, fifth graders and teenagers, with equal skill.”

~The New York Times

ASSISTANCE DOG and 
HEARING AID FOR DOLLS

American Girl now has an assistance dog! The  
service dog, named Chocolate Chip, comes with a 

handle and “treats.” They also have hearing aids that fit 
all the American Girl dolls.  The hearing aids must be 
fitted at an American Girl retail location, but they are 
removable.  More information on both can be found at 
www.americangirl.com. 

2012 CONFERENCE DONATIONS

The Moebius Syndrome Foundation would like to thank the individuals listed here for their  
generous donations. Donations listed have been received since the last newsletter was published. 
If we have missed you, please let us know so that we can acknowledge your generous gift.  

IN MEMORY OF. . . 
Hannah Jade Devine

Susan Knox
Jason Duarte

Jamison Hartsock
Terry Garbuzinski

Ed McDaid

IN HONOR OF. . . 
Kimberly Banning

Cheryl & David Banning
Lauren Deveney

Laura Dean
Michael Garbuzinski

Linda McDaid

Samantha Jezowski
Lori Grossberg

Matthew Joffe
Laura Greenwald & Arkady Teilans

Tessa Kremer
Lorraine Parker

Jacob Middendorf
Andrea Bartles

Kevin Nievesmassol
Valerie Rosen

Joey Pierre
Linda Pierre

Logan Reed
Anne Marie Anthony
Barbara Bald
Patricia Cain

Carol Dadura
Jacqueline Hutchins
Lisa Slock
Anne Marie Sydow
Linda Wilman

Kaylee Grace Roberts-Lush
Glenda Roberts-Lush

Tim Rose
Pam Rose

Mike Van Lare
Mary Jane Chermak & family

Kylie VanderVeer
Gary & Carleen Wargowsky

OTHER DONATIONS
Anonymous
Kathy Bradley
Melanie Fanning
Landon W Frye
Andrea Hurley
Stephen Miller
Mark J Sullivan
Bank of America Matching Gifts
Bank of Montreal
Computershare
Fidelity National Information Services
The Soverign Military Order of the 
Temple of Jeruselum
United Health Group Giving Campaign
United Way of Pierce County

PAGE
donors
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Complimentary copies of “My Face”
You may request up to 35 copies of the children’s book 

“My Face” from the Moebius Syndrome Foundation. 
(Mailed to US addresses only.  International 

residents may request 2 complimentary copies.) 
The books can be for your child’s class, your friends & 

relatives, and the professionals who work with your child.

The books are complimentary, 
but donations are always welcome. 

MOEBIUS
marketplace

10 11

 Please make checks payable to: 
Moebius Syndrome Foundation

Mail form and payment to:
Moebius Syndrome Foundation

PO Box 20354
Oakland CA 94620-0354

Questions?  
Email us at marcia@moebiussyndrome.com 

or call 510 304-2302.

Name:

Address:

City:          State:      Zip: 

Telephone:              (We will contact you only if we have a question.) Email: 

  Ship to same address

  Ship to different address: 

Name:

Address: 

City:          State:    Zip: 

 This is a gift.  Please include the following note: 

  

Please send me                  copies of “My Face”

How to order:  
To receive your complimentary copies of 

“My Face” complete and return this order form 
to the address below, or send an email to 
marcia@moebiussyndrome.com.  

Be sure to include the number of copies you would like.

“I Am Smiling” Bears @ $8 $ 

 Shipping (see box)  $ 

Necklaces:

 Heart Necklace on purple ribbon @ $10 $

 Round Silver Necklace @ $30 $ 

 Shipping (see box; any number ordered)  $

2012 Conference T-shirt — Check Size:

	  Youth Medium  @ $5 $  

		 Youth Large @ $5 $ 

   Adult Small @ $5 $   

	  Adult Large @ $5 $

 Shipping (see box)  $ 

Wristbands — sizes are limited (includes shipping)  

		 Small @ $2 $
    (older children & small adults)

     TOTAL ENCLOSED:  $ 

Moebius Marketplace Order Form

T-SHIRTS
2012 Conference T-shirts
Sizes are limited, order quickly.  

Cost is $5 each.  
If ordering with a teddy bear 

or necklace, 
no additional postage.  

If ordering separately, postage is $2.
TEDDY BEARS

Our adorable Moebius Syndrome 
Teddy Bears are wearing a purple 

t-shirt with the words “I’m smiling on 
the inside!” along with a little heart in 

the logo. They measure 11” tall.
Cost is $8 each, plus shipping.  

PARACORD 
BRACELETS
Purple & White 
Paracord bracelets 
still available!  
Cost is $5 each, plus 
shipping.  

Please specify which size you need:  Small, Medium, or 
Large (adults) or one “child” size available as well. The 
bracelets are made by 11-year old Jessica Maher who sold 
them at the recent conference. Email your request for 
paracord bracelets directly to Jessica at: 
rebecca.maher@ymail.com. 

All proceeds from wristbands will be donated to the 
Moebius Syndrome Foundation.

COMPLIMENTARY COPIES OF 
CHILDREN’S BOOK “MY FACE”
Up to 35 copies of the children’s 
book “My Face” may be requested 
from the Moebius Syndrome 
Foundation. (Mailed to US addresses 
only. International residents may 
request 2 complimentary copies.) 
The books can be for your child’s 
class, your friends & relatives, and 
the professionals who work with 
your child.  See ordering 
information on Order Form to 
the right.

The books and shipping are complimentary, 
but donations are always welcome.  

WRISTBANDS
Our purple wristbands are designed 

with the words “I’m smiling on the 
inside” on one side, and the Moebius 

Syndrome website on the other.
Cost is $2 each and 
includes shipping.  

NECKLACES
Heart necklaces (shown at right) are 

sterling silver with the 
MSF logo, on a light purple ribbon.

Cost is $10 each, plus shipping.  

Round sterling silver necklaces (shown at left)
are on an 18” chain.

Cost is $30 each, plus shipping.  
  

Round sterling 
silver necklace

Heart necklace

SHIPPING RATES IN US:
  1-2 Bears $4  
  3-4 Bears $8  
  5-6 Bears $10
  Necklace(s)  $5.35 
  T-shirt* $2

*No additional shipping charge for T-shirts ordered with necklaces or bears.

INTERNATIONAL SHIPPING: 
For questions/costs, Email us at marcia@moebiussyndrome.com 

or call 510 304-2302.



Will YOU contribute to the 
Moebius Syndrome Foundation?

Your support is always appreciated, and will 
help the Moebius Syndrome Foundation 

fund important efforts such as the 
conferences and research grants. 

 
The Moebius Syndrome Foundation 
is a 501(c ) (3) nonprofit organization.  

Please use the enclosed envelope to donate.  
Contributions are also accepted online at 

www.moebiussyndrome.com.
  

Please call us at 660 834-3406 
with any questions.

EIN # 13-3753992

PO Box 20354

Oakland CA 94620-0354

Address Service Requested

— The Spirit of 2012  — 
Our 10th Moebius Syndrome

International Conference

Left: Conference attend-
ees and volunteers Chris 
Wasilewski with his father 
Charles Wasilewski.

Below: Madeline Deveney, 
Lauren Deveney, Claire  
Altman, and Grace Deveney.

Story and more 
photos inside.


