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This article is reprinted from the 
Winter 1999 edition of the Moebius 
Syndrome News.  Katherine 
McCaughan has just published a 
young adult novel, Natasha Lands 
Down Under.  Read about the new 
novel on page 10 of this newsletter. 
 

When my son, Tim, was in 
college, he wrote a paper entitled 
“Living with Moebius 
Syndrome.”  It received a grade of 
‘A’  and I, as his proud mother, 
sent a copy to my sister-in-law, 
Barbara.  She was a teacher in 
Sydney, Australia and she shared 
the paper with the speech therapist 
who serviced several schools in 
the area.  A few weeks later a 
twelve year old boy, Scott, and his 
mother came into the office of this 
speech therapist at a neighboring 
school. To his mother’s surprise, 
the therapist was able to 
immediately name the condition 
that Scott had – you guessed it, 
Moebius syndrome. 

motherhood, suggested.  I had never 
smoked and as I am allergic to 
sulfur, have never been able to 
drink even a glass of wine.  But yes, 
I felt that Scott’s adoptive mother 
would be free of the burden I only 
realized then that I carried. 
  My next surprising reaction came 
at the meeting.  Tim had been a 
blond-haired baby who had, by age 
twelve, a thick head of straight dark 
blond hair.  Scott’s resemblance to 
Tim at this age was uncanny.   
   When I first laid eyes on Scott, I 
found tears running down my 
cheeks.  I wanted to hug him and 
say, “Tim, darling, I haven’ t seen 
you for so long,”  whereas,  
of course Tim had come to the 
airport to see me off.  His hair had 
curled and darkened to nearly black 
and he wore a beard besides.  
Seeing Scott was like seeing Tim at 
age twelve again – a going back in 
time, a gift that few of us ever have 
the chance to enjoy.  Besides their 
physical similarity, both young men 
shared a certain feistiness of spirit – 
a desire to meet the world head-on 
and deal with any complications of 
their condition in a straightforward 
manner.   
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A Proud Moebius Mom 
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New Book on  
Moebius Syndrome 

 
The Invisible Smile, L iving without 
facial expression 
 
By Jonathan Cole with Henrietta Spaulding 
 
Oxford University Press (205 pgs; $49.95 ) 
 
Continued on page 8 

   Scott’s parents read Tim’s paper 
which they later told me helped 
them enormously, and they 
contacted Barbara.  A bond was 
created between us, so that the 
next time I was on my way to 
Sydney, Barbara organized a 
meeting including Scott’ s parents, 
Scott and me.  Not having met 
many ‘Moebius people’  before I 
was very excited and really 
looking forward to sharing my 
experiences with this family.  
While she was organizing this 
meeting, Barbara casually 
mentioned to me that Scott was 
adopted.  “Oh well,”  I 
immediately thought, “his mother 
won’ t understand the guilt then.”  
   Guilt?  My reaction astounded 
me.  I had never thought that I had 
feelings of guilt about Tim’s 
condition.  I knew logically that I 
had no hand in it.  In fact, as an  
overly cautious first time mother, 
I did everything my doctor and 
every book  I could read on  
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Angel Faces Retreat 
 for Gir ls &  Young Women with Facial 

Disfigurement 

 
 
 

   
Angel Faces Retreat is a one week program for girls and young 
women ages 11 through 19 near Los Angeles.  The award 
winning nonprofit organization offers an annual program to 
young women with facial differences.  It is described as a 
harmonious, tranquil and healing environment in which 
adolescent girls are inspired to achieve their optimum potential.  
The program includes a spa day, yoga, jewelry making, 
corrective cosmetics, and therapeutic art.  Applications for the 
next session (June 21—26, 2009) are due April 15th.  The cost 
is $675, and there are limited scholarships available.  
Volunteers may also apply to work during the session. 
  Information on the Angel Faces Retreat, including their 
brochure and application, can be found on their web site at 
www.angelfacesretreat.org.  They also can be reached at  
760 846-6280. 
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A Proud Moebius Mom 
 
Continued from Page 1 
 
   Of course, in many other ways, their personalities were totally different, and I soon got over this ‘déjà-vu’  
reaction.  But I can still sometimes relive the feeling I had in those first moments when I saw young Scott – 
and it was wonderful. 
   This all came back to me recently when I traveled to Toronto with Tim to attend the third Moebius 
Syndrome Conference.  I saw several really cute and petite young girls with lovely long blond hair, and 
something about them made it difficult for me to keep them straight at first.  They, too, took the world on 
the chin, ran around the conference center as if they were in charge, and generally didn’ t let a little thing 
like Moebius syndrome get in the way of their enjoyment of life.  Maybe fifteen years from now, at another 
conference, one of their mothers might see a little blonde girl with Moebius who reminds her so much of 
her own daughter at that age that it brings tears to her eyes.  I hope so.  It was an experience I still treasure. 

Letter f rom the President 
March 2009 
 
Greetings Everyone, 
 
   I hope you all had a good holiday season, and you are looking forward to spring.  Many young people with 
Moebius syndrome will be experiencing exciting life changes as they graduate from middle school, high school, 
college, and graduate school this spring. We congratulate all of them.  My son Sean will graduate from high 
school on May 16, then attend the University of Central Missouri to major in journalism this fall.  I’m proud that 
this little guy who started speech therapy at age 2 ½ years of age to learn how to say ‘b, f,  m, p, v & w’  without 
moving his lips will be heard announcing sports on TV/radio one day.  He was honored last week at high school 
senior night for being the ‘Voice of the Tigers’  (sports announcer) for the last five years.   
   We are already planning the next Moebius Syndrome Conference to be held Friday – Sunday, July 30, 31 & 
August 1, 2010 at the Omni Interlocken Resort in Denver.  MARK YOUR CALENDARS now!  Monica Woodall 
and Shandy Staggs have stepped up to the plate to take on the huge job of chairing the Denver conference and 
have locked in some great room rates at the Omni.  We’re booking speakers now.  Please contact Monica at 
coloradomoebius2010@q.com if you have suggestions for topics or specific speakers. 
   We are thankful to everyone who donates to the Moebius Syndrome Foundation.  We have no paid staff, so 
every cent that you donate goes toward our mission of providing information and support to individuals with 
Moebius syndrome and their families, promoting greater awareness and understanding of Moebius syndrome, and 
advocating for scientific research to advance the diagnosis and treatment of Moebius syndrome and its associated 
conditions.   
   Leslie and Allan Dhaseleer of Charlevoix, Michigan generously donated $1,000 toward a new scholarship fund 
so that people with Moebius syndrome who have never attended a Moebius Syndrome Conference can apply for 
financial assistance toward their registration fee.  Those who wish to donate to that fund can note it on their 
donation card. 
   We are blessed to have so many wonderful friends.  With your help we send out packets of information to 
people around the US/world every month.  Some are parents of new babies, some are parents of children/teens 
who have just now found us, some are adults with Moebius who thought they would never find anyone else, some 
are other family members, and many are medical/educational professionals wanting to learn more about Moebius 
syndrome. 
 
With warm wishes, 
 
                         
 Vicki McCarrell, President 

 



 

  

 
 

Poet’s Corner 
 

   Crossed and Crooked 
 
 

My face was different so obvious to see, 
I couldn’ t hide how God had made me. 

 
Born with crossed eyes that were soon mixed with glasses, 

And a crooked smile for everyone who passes. 
 

I wore the shoes I thought were so neat, 
That helped to straighten my crooked little feet. 

 
Doctors!  Doctors of one type or another, 
Hand and hand I went with my mother. 

 
The death of my father at the age of six, 

Changed life as we knew it for my brother and sis. 
 

One day a spark of light appeared, 
I knew I could do it, if I just had no fear. 

 
Day after day I practiced hard, 

Determined to succeed with all of my heart. 
 

Finally, upside down across the land, 
I took off walking on my hands. 

 
Attention no longer stayed on my face, 
I was different alright, all were amazed! 

 
As I grew older I began to see, 
Just how cruel others could be. 

 
At age thirteen with my feet on the ground, 

Life looked better from upside down. 
 

When kids were mean and called me names, 
Mother said “Honey you’ re not to blame.”  

 
My older brother cracked some heads, 

When he learned of the things they had said. 
 

It took some time but eventually I could see, 
What God had really done for me. 

 
He made me “Special”  so different from others, 
To help me understand my sisters and brothers. 

 
Crossed and Crooked was impossible to hide, 

So God gave me love to share from inside 
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If I can make friends of those who stare, 

I get a challenge and it makes them more aware. 
 

Don’ t speak until spoken to!  That’s not my way, 
I always come first with something to say. 

 
To look like Barbie would be such a curse, 

I can’ t think of anything that would be much worse! 
 

Growing up different was tough I could say, 
But I wouldn’ t have had it any other way. 

 
So, thank you God for putting me to test, 
For now I know I have truly been blessed! 

 
 

   By Leslie Van De Car-Dhaseleer 
 
   Leslie can be contacted at viphoto@hotmail.com  

2008 Conference in Parsippany, New Jersey 
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Disability Disclosure and the Job Interview 
 

Reprinted with permission from the American Association of People with Disabilities, AAPD, Newsletter.  
 
By Joyce A. Bender 
 
Q: When I go in for an interview, should I disclose my disability right away? 
 
A: Absolutely not.  Why would you?  You’ re going on the job interview to be hired for your skills.  After you 

have an offer letter or have been employed, it’s your choice to talk about it or not.  Now, many that have a 
visible disability feel the need to talk about it and get it over with so the person will focus on them.  I am 
not opposed to that, but again, I still feel that when a person goes on an interview it should be primarily 
about the job they are interviewing for and their ability to do it.  Should you feel the need to talk about 
your cultural background?  Of course not. 

         
      Another reason to stay focused is because you usually do not get a lot of time for an interview.  If you        
      spend 15 minutes of a 30 minute interview talking about why you have a specific disability, how does that 
      give you an advantage over a person that spends the entire interview talking about their academic               
      background, their skills, and how well they are going to do this job? 
 
Joyce A.Bender is CEO and Founder of Bender Consulting Services, Inc., a firm that provides consulting services to its 
customers and competitive employment opportunities for people with disabilities who are trained in information 
technology, engineering, finance/accounting, human resources, and general business. 

 
Keegan Fitzgerald Wins Herb Bradley Award 

 
  Keegan Fitzgerald of British Columbia, Canada recently won the 
"Spirit of Herb Bradley" trophy.  It is one of the highest honors 
and recognizes him for his courage and hard work.   
  The Spirit of Herb Bradley trophy is given to those who 
persevere over their own personal  hurdles with an inspiring 
attitude to achieve and accomplish their goal of learning to ski.  
  Keegan, not surprisingly, took on an enthusiastic and 
adventurous attitude toward this endeavor. He kept his instructors 
laughing on a regular basis and was eager to advance.  One day 
when teamed with a different instructor, who proceeded to ask 
Keegan if he needed a tether, Keegan promptly replied by saying, 
“Why, can’ t you keep up?”  Keegan’s attitude is amazing and we 
are so very proud of the incredible individual he is and always has 
been – he truly deserved this award.    
  Keegan has also skied in the Herb Bradley Coca Cola classic race 
with the Save-on-Foods team and plans to continue racing events 
with the disabled skiers association in the future. 
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Update: 
Adults and Teens 

San Antonio Get Together 
May 22 — 25, 2009 

 
 
 
 
 
 
 
 
 
 
 
 
By Roland Bienvenu 
 
   An informal get together will take 
place in San Antonio, Texas over 
Memorial Day weekend, May 22nd 
through 25th  for adults and teens 
(16 and up) with Moebius.  (Teens 
younger than 18 must have a parent 
or guardian attending.) 
   There is a special rate of $82.00 
(including tax) per night at the 
Microtel Inn at 3911 IH 35 North in 
San Antonio (210 231-0123).  
Reservations must be made by 
April 22nd to receive the special 
rate; mention “Moebius Syndrome 
Get-Together.”   The Microtel Inn is 
10 miles from the airport and four 
miles from downtown. 
   Transportation may be able to be 
provided to and from the airport.  
However, we recommend that 
everyone budget accordingly for 
ground transportation, meals, 
lodging and incidentals.    
   For additional information or to 
RSVP, please contact Roland 
Bienvenu at (713) 494-7040 or  
e-mail at  roland.bienvenu@ 
cityofhouston.net. 
 
See page 7 for the get together in  
Central Illinois in June. 
 
(Note:  This is an informal event, 
and is not sponsored by the 
Moebius Syndrome Foundation.) 

Inside/Out...voices from the disability 
community—New York Per formances 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
   The remarkable performance of Inside/Out...voices from the 
disability community first took place at the Kennedy Center in 
Washington, D.C. in June 2008. Ping Chong & Company©s Inside/
Out...voices from the disability community will be performed in 
New York City on March 20 and March 21, 2009.  
   The performance is about disabilities performed by people with 
disabilities. Matthew Joffe, the vice president of the Moebius 
Syndrome Foundation, is one of the actors in the play.  
   The New York performances will take place at 7:30 pm at the 
TimesCenter Stage, 242 West 41st St (between 7th and 8th 
Avenues) on Friday March 20 and Saturday March 21, 2009. For 
tickets, go to www.ticketweb.com or call 212 556-4300.  
   Ping Chong and Company produced the play in conjunction with 
VSA arts as part of oral history theater exploring culture and 
identity.  More information on Ping Chong and his work is found at  
www.pingchong.org. 
 
 
 
 
 
 
 
 
 
 

Cast of Inside/Out…, includes Matthew Joffe, vice president of the 
Moebius Syndrome Foundation 

Photos courtesy of Rick Guidotti of Positive Exposure 
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Moebius Syndrome Foundation Financial Summary 2008       
          
Income:  
Donations   
Interest Income  
Calendar Sales  
Conference Scholarship  
Total income   
   
Conference 2008  
Income:  
Registration/meals/tour fees:   
Ads/sales/donations:   
Total Conference Income  
   
Expenses:   
Hotel (food/rooms/AV, etc)  
Registration forms  
Speaker travel & expenses  
Monday bus & speaker transportation  
Child care/journal layout  
T-shirts & other items for sale  
DJ for Sat night party  
Liability Insurance  
Other conference payments  
   
Total conference expenses   
   
General Expenses:   
Research   
Mt. Sinai School of Medicine    
Ethylin Wang Jabs, MD   
   
Oromotor Therapy  
Sara Rosenfeld-Johnson  
   
Sick Kids Foundation  
Wendy Roberts, MD    
Total Research  
   
Newsletter Expenses  
Postage / Envelopes / DVD's   
Moebius Calendar Project   
D&O Insurance  
Website expenses  
Tax preparation  
NORD dues / NIDCR  
AboutFace booklets  
Ameriface conference donation   
Board expenses   
General Expenses  

$121,418.15 
$12,885.38 
$1,163.00 
$1,000.00 
$136,466.53 
 
 
 
$51,802.00 
$33,023.99 
$84,825.99 
 
 
$66,757.55 
$2,703.62 
$10,639.41 
$3,811.50 
$1,810.00 
$4,051.66 
$1,275.00 
$383.00 
$675.00 
 
$92,106.74 
 
 
 
$26,500.00 
 
 
$5,000.00 
 
 
$7,500.00 
 
$39,000.00 
 
$8,301.59 
$2,685.93 
$4,901.29 
$1,380.00 
$2,350.00 
$970.00 
$950.00 
$277.90 
$250.00 
$265.76 
$22,332.47 

Central I llinois  
Get-Together    

June 12  - 15, 2009 
 
  The Banning family will be 
hosting an informal get-together 
for adults and teens (16 and 
over) in Central Illinois this 
summer. (Teens under 18 must 
be accompanied by a parent or 
guardian.) 
  Come back to the Heartland to 
help celebrate the 200th year of 
Abraham Lincoln©s birth with an 
informal get together at the 
home of Dave, Cheryl and 
Kimberly Banning in Decatur, Il. 
The get together will be Friday 
June 12th  through Monday June 
15th. We will be visiting the 
Abraham Lincoln Presidential 
Museum and other Lincoln sites, 
time permitting.  
  Breakfast and an evening meal 
will be provided, and lodging is 
at the Banning’s home on a 
limited basis. Overflow guests 
may sleep in tents.  Space is 
limited, so RSVP early.  Money 
will be needed for museum 
and other entrance fees and noon 
meals. 
  Airports in the area include 
Decatur, Springfield, 
Bloomington and Champaign. 
They are all approximately one 
hour from Decatur and it may be 
possible for rides to be arranged 
from these airports.  St. Louis is 
three hours away, and Chicago 
and Indianapolis are four hours 
away.   
  Please contact Cheryl Banning 
for more information or to RSVP 
at 217-429-5183 or 
banng1@warpnet.net.     
 
(Note:  This is an informal event, 
and is not sponsored by the 
Moebius Syndrome Foundation.) 



Don©t despair! You are 
not a bad parent.  Does 
your son have a case   
manager from the Dept. 
of Mental Health in 

Florida?  If not, contact your   
local Regional Center and get 
one to help you.  Many kids with 
developmental disabilities, 
including Moebius, have   
ADD, ADHD, or are on the 
autism spectrum.  Does he have 
an aide in  school?  If not, ask 
for one.  He sounds like he needs 
one on one help.   

Vicki McCarrell 

vicki@moebiussyndrome.com 

New Book: 
The invisible smile, 
living without facial 

Autism &  ADHD 

Our son is now six 
years old and has been 

struggling with both school work 
and behavior this year in first 
grade.  He was seen by a 
behavioral specialist at All    
Children©s Hospital and was 
diagnosed with mild autism and 
ADHD.    Prescriptions for 
Daytrana were promptly given to 
us before we left the 
appointment.  I am now on day 
two of the patch form and I am    
hoping to see some good results 
in the form of getting him to stay 
focused enough to get him to 
write his spelling words one time 
without constant prompting.  I 
am looking to see if anyone else 
has experience with the 
medication and having these 
diagnoses in addition to the 
Moebius.  I suspected autism 
and assumed that is what caused 
the lack of attention and 
focus.  Any information would 
be greatly appreciated.   

   We also are still struggling 
with dental issues.   He has two 
rows of teeth in some parts of his 
mouth and there is only one 
dentist in the state of Florida 
who I could find that has 
appointments way out for 
months that will even touch 
him.  He is becoming a very 
complex  child to manage and I 
am trying to prioritize what 
needs to be addressed first. I am 
becoming increasingly 
overwhelmed and at times I feel 
there is so much more he needs 
that I cannot provide.  

Allison Smith 
greenizeredhare@yahoo.com 

Please respond to the Moebius 
Syndrome Newsletter  at 
newsletter@moebiussyndrome.
com so we can include your 
response in the next newsletter.  
Thank you. 

Questions and Answers 

8 

 

Continued from Page 1 
 
  This academic text was a 
collaborative effort by British 
residents Jonathan Cole, a 
neuroscientist, and Henrietta 
Spaulding, a teacher/lobbyist 
who has Moebius syndrome. 
  In The Invisible Smile, Living 
without facial expression, 
Moebius syndrome is discussed 
and explained, with an emphasis 
on exploring emotions and 
possibly the lack of emotions in 
people with Moebius syndrome.  
It is important that the authors 
explain up front that the 
information provided in the book 
is anecdotal:  With ten adults 
and five children (and their 
parents) interviewed, the 
information in the book is not 
considered statistically 
significant to the premises or 
conclusions, and the accounts of 
their life experiences are thus 
subjective.  That said, Matthew 
Joffe is quoted:  “Happiness is 
an internal concept and has 
nothing to do with the smile.  A 
smile is a symbol of happiness.  
Real happiness is ephemeral, 
like catching a butterfly.  I 
would not even say in the brain 
because it is within the whole 
person, within the heart and the 
soul.  If I am happy, it is because 
I am satisfied with what has 
happened and this validates me.”  
  Many of the personal 
experiences are relayed by the 
authors while others are 
provided in quotations (in a 
smaller font).   If the book is too 
pricey to purchase, consider 
buying it used, sharing a copy 
with a friend, or ask at your local 
library. 

Q 

A  

Australia Support Group 
 
   The web site and email address 
for the Australian support group 
have changed.  The new web site 
is: 
 

http://kidswithfacialparalysis-
moebiussyndrome.webs.com/ 

 
   The email address now is: 
 
karinsthompson@yahoo.com.au 



In Your Face:  The FACTS 
about Your Features 
      by Donna M. Jackson    

9 

“ In Your Face:  The Facts about your Features”   
 Order Form  

 
Enclosed is my order for : 
 
_____ copies @ $10 each:    Total Enclosed    $   ______ 
 
Mail to: 
 
Name    ______________________________________ 
 
Address  _____________________________________ 
 
City / St ______________________________________ 
 
Zip         ___________-___________ 
 
Send to: 
    Moebius Syndrome News 
    PO Box 20354 
    Oakland CA 94620-0354 

Purchase your copy of “ In Your  Face:  
The Facts about your  Features”  from 
the Moebius Syndrome News for a 
discounted price.  The book usually 
sells for $17.99.  The cost is $10.00 for 
each copy including shipping.  
   To order one or more books, send a 
check made out to the Moebius 
Syndrome Foundation to the Moebius 
Syndrome News. 

9th Moebius Syndrome Foundation Conference in 2010 
   
 
  Mark your calendars now! The 9th International Moebius 
Syndrome Foundation Conference will be held Friday July 30, 
2010 through Sunday August 1, 2010 in Denver, Colorado.  
  The conference will be held at the  Omni Interlocken Resort in 
Broomfield, just outside of Denver, Colorado. 
  Monica Woodall is the Conference Chair.  She can be contacted 
at  303 814-2144 or email at coloradomoebius2010@q.com with 
suggestions or questions.  Ideas on conference sessions and 
speakers, especially local speakers, is welcomed.  More 
information on the hotel and other conference details will be 
provided in the Moebius Syndrome newsletters and on the 
Moebius Syndrome Foundation web site during the year. 
 
  Want more information on Colorado?  Check out: 
       www.denver.org 
       www.bouldercolorado.org 
       www.colorado.com 
 

    

Monica Woodall, Chair of 2010 
Conference and President Vicki 
McCarrell 



Kids’ Page 
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Natasha Lands Down Under  
By Katherine McCaughan 
High-Pitched Hum Publishing, 2009, 250 pages 
Paperback, $12.95 

 
Natasha Lands Down Under chronicles a pivotal year in the life 

of a 10-year-old girl in 1950. Natasha Kiranovsky’s family is Russian but 
they have lived in China all her life.  As her family emigrates to 
Australia, Katherine McCaughan weaves in the historical realities of 
communism in Russia and China in that period. 
  Natasha lives with her parents, two younger sisters and her beloved 
grandmother who is called Babushka.  Natasha faces challenges and 
difficulties being a new immigrant to Australia:  she is teased by 
schoolmates for looking different, being unfamiliar with the culture (as a  
“New Australian”  in a new and different county), and learning English.  
She only speaks Russian when she arrives in Australia. 
  The Russian words spoken mostly by her grandmother make the story 
even more interesting.  Natasha takes to heart her father’s advice to “ look 
to the future, not the past”  when she is melancholy about missing the 
familiar way of life in China.   
   Natasha is impulsive but strong willed and courageous:  her 
impulsiveness causes both her and her parents grief at times, but her 
concern for her family helps her in helping her father and grandmother 
with learning English as an adult and navigating the new country.   
Natasha is instrumental in recognizing a possible disability in a relative, 
and in helping the family to learn and cope with it when it is discovered. 
   Natasha Lands Down Under is a wonderful story as a young adult novel, and will also be appreciated by 
older teens and adults who are interested in a  feisty girl in the 1950’s.  While this book gives us a close 
look at what it might have been like to move to Australia from another continent, it also shows us the 
challenges that immigrants could face today in any new and unfamiliar culture. 
  Available at amazon.com and from High-Pitched Hum Publishing (www.highpitchedhum.net).   Or ask at 
your favorite bookstore. 

 
 
 
Katherine McCaughan has lived in China, Hong Kong, Australia, and 
the U.S.  She is a good friend of the Moebius Syndrome Foundation, and 
is the mother of Tim McCaughan who was the keynote speaker at the 
Moebius Syndrome Foundation conferences in 2004 and 2008.  
 
A portion of the profits of the sales of  “Natasha Lands Down Under”  
will be donated to the Moebius Syndrome Foundation.  

Kathryn McCaughan with son Tim and grandson Jackson 



 

 
 
 

 
 

Thank You 
The Moebius Syndrome Foundation would like to thank the 
following 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.  A ll  donations are used to achieve the mission of the Moebius  
Syndrome  Foundation. 
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In Memory of Eric Washer 
  Holly & Chris Kahle / Washer 
In Memory of Caleb A. Wilson 
  Joseph & Dorothy Bartkowski 
  Louis & Patricia Bartoshesky 
  David Belasco 
  Marge Delhey 
  Joan Dembkowski 
  Dewin & Sara Gray 
  Cynthia & Donald Greenamoyer 
  Kenneth & Peggy Hall 
  Dolores Hughes 
  Francis & Diane Klonowski 
  Donald Kukowski 
  John & Jean Lewis 
  Janice & Richard McClafferty 
  Daniel &Melanie McGie 
  Greg & Karen Patterson 
  Richard & Kathleen Phillips 
  Dr. Frank & Phyllis Rawling 
  Jean & John Richards 
  Donna & Larry Sorrell 
  Jack & Lenore Stone 
  Donald Vavrosky 
  John & Karen Weyrauch 
  Jeffrey & Mary Wolff 
In Honor of Natalie Abbott 
  Marcia & Wayne Abbott 
  Bette Baker 
  Cynthia Leathers 
  Carole Perry 
In Honor of  Natalee Ballanger 
  Lee & Jada Ballanger 

In Honor of Kimberly Banning 
  Cheryl & David Banning 
In Honor of Mike Garbuzinski 
  Arbella Charitable Foundation 
  William J. McDaid 
In Honor of  Avery Giannini 
  Janet & Tony Giannini 
In Honor of Benjamin Graf 
  William & Alexa Graf 
In Honor of Miriam Licht 
  Robert (Bobbie & Boppa) 
  Medow 
In Honor of Alyssa Lueckhoff 
  Nancy Lueckhoff 
In Honor of Sean McCarrell 
  Eltrude Hall 
In Honor of Tim McCaughan 
  TimeWarner 
In Honor of Caitlyn Osborne 
  Greg Osborne 
In Honor of Joseph M. Pierre 
  Linda & Jerome Pierre 
In Honor of Lily Richards 
  Phyllis Richards 
In Honor of Tim Rose 
  Dianne Bartas 
In Honor of Elin Towler 
  Robert Towler 
 
Anonymous (2) through 
Network for Good 
GoodSearch 
William & Connie Houston 
Heesoon Lee 
Marshall & Ilsley Corp. 
Stephan Miller 
Marianne Muzio 
Richard M. Redett, MD 
Robert & Phyllis Ricchuiti 
Robert Thabit   

Miscellany 
 

Special Need Books 
 
  The Special Needs Project, 
booksellers in Santa Barbara, 
CA are now selling books on 
special needs at reduced costs.   
  Check them out at 
www.specialneeds.com. 
 

*******************  
  Teens 

 
Thomas Volcheck is an 18 year 
old with Moebius syndrome and 
would like other teens to contact 
him at volcheckt@hotmail.com.   
 

* ******************  
Moving? 

 
Please send your new mailing 
address, phone or email address 
to the Moebius Syndrome News 
at  
newsletter@moebiussyndrome.com, 
call 510 304-2302 or drop us a 
note at PO Box 20354, Oakland 
CA 94620. 

 
 

* ******************  
 

Bibs 
 

Kerchief bibs to discreetly help 
with drooling are available in 
several sizes at www.hipperbib.
com, or email Susan Winfrey at 
okswinfrey@prodigy.net for 
more information. 
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Would you l ike to cont ribute to the Moebius Syndrome Foundat ion?     
 

Your support is always appreciated, and will help the Moebius Syndrome Foundation 
fund important activities such as the conferences and research grants.  The Moebius 
Syndrome Foundation is a 501(c)(3) non-profit organization.  Please use the enclosed 
envelope to donate.  Contributions are also accepted online at  
www.moebiussyndrome.com.  Please call 660 834-3406 with any questions.   
Thank you. 

EIN # 13-3753992 
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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. 

Address Service Requested 


