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   On October 19, 2002 I at-
tended a meeting in Paris at 
the Hospital Brousset of the 
various presidents of the 
Moebius Syndrome Founda-
tions and Associations in 
Europe.  Thierry Chevrot and 
Serge Letisserand of the 
French Moebius Foundation 
coordinated the meeting 
which also included Renzo 
DeGrandi from Italy, Lous 
Schouten from Holland, Linda 
Anderson and Henrietta Spal-
ding from Great Britain, Car-
men Leal and Isabel Lopez 
from Spain, and Rangela 
Fredsjo from Sweden.  I rep-
resented the US and Canada. 
   All of the Moebius groups’ 
representatives shared what 
we’ve been doing in our re-
spective countries then we 
discussed common goals 
worldwide.  Those goals in-
clude: 
· Gathering more information about 

all aspects of Moebius Syndrome 
· Building a bigger and more useful 

database of people with Moebius 
to serve as a common reference 
for the medical profession. 

· Benefiting from the results of 
studies carried out around the 
world as possibilities, interests 
and budgets vary widely from one 
country to another. 

· Applying pressure on the medical 
institutions to increase interna-

tional cooperation. 
· Optimizing public funding 

(especially within Europe). 
· Increasing awareness of Moebius 

Syndrome internationally.   
   Carmen Leal, the President 
of the Spanish group, distrib-
uted the survey that they use 
to all of the other groups for 
us to review.  Our goal is to 
develop one common survey 
for people with Moebius so 
that we’re all gathering the 
same information for research 
purposes.   
   Renzo DeGrandi reported 
that the Italian group is spon-

soring a Moebius Conference 
in Rome July 12 & 13, 2003.  
He is bringing together physi-
cians from around Europe on 
July 11 to discuss and share 
information on Moebius prior 
to the conference. 
   We tried to determine the 
number of individuals who 
have Moebius Syndrome.  At 

this point the following num-
bers have been identified: 
Great Britain – 180; Spain – 
72; Holland – 80; France – 
70; Italy –77; Sweden – 40; 
Norway – 15; Germany – 65; 
Brazil – 300; Canada – 65; 
USA – 800.  At this point, it 
truly looks like people with 
Moebius are one in a million.  
   The European groups have 
the ability to receive funding 
from the European Economic 
Community for research into 
the genetics of Moebius Syn-
drome so they are actively 
pursuing that.  We agreed to 
identify physicians to analyze 
the database we’re establish-
ing.   
   All in all, it was a wonderful 
opportunity to network with 
other Moebius Syndrome 
groups and develop common      
Continued on Page 2 

By Vicki McCarrell, President, MSF 
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The Moebius Syndrome News is pub-
lished two times a year. 
 
Articles, photographs, suggestions, 
questions, and comments welcomed.  
The Moebius Syndrome News re-
serves the right to edit submitted ma-
terial. 
 
Opinions expressed in the Moebius 
Syndrome News are each author’s and 
do not reflect that of the Moebius Syn-
drome Foundation or the Moebius 
Syndrome News. 
 

Letter from the President 

 
 

NO PAPER NEWSLETTER? 
The Moebius Syndrome 
News is posted on the official 
website, www.
moebiussyndrome.com.  If 
you do not wish to have a pa-
per copy mailed to you, 
please contact us at  
moebiusca@aol.com. 

MOEBIUS SYNDROME FOUNDATION 
 MISSION STATEMENT 

 
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 understand-
ing of Moebius Syndrome, and to advocate for scientific re-
search to advance the diagnosis and treatment of Moebius 
Syndrome and its associated conditions. 

During the MSF Board meetings in 2002, the 
official MSF Mission Statement was developed 
and approved.  Our goals for the year 2003 in-
clude the completion of the medical advisory 
board and its first North American meeting, and 
the development and publication of a new 
Foundation brochure (with the Canadian Moe-
bius Association). 
    

vmccarrell@mid-mo.net 
P.O. Box 147 
Pilot Grove, MO  65276 
660-834-3406 

Vicki   
McCarrell and 
son Sean 

From the Editor 

NEXT ISSUE 
 

The next issue of the Moe-
bius Syndrome News will fea-
ture articles on Special Edu-
cation (IEP’s and 504’s) and 
on the psychological aspects 
of having surgery on children.  

Please submit any com-
ments, questions or sugges-
tions you have on Special 
Education or the psychologi-
cal aspects of surgery to the 
Moebius Syndrome News at 
PO Box 20354, Oakland CA 
94620 or email at  
moebiusca@aol.com. 
 

Continued from Page 1—Paris 
 
goals.  We look forward to 
more meetings and I’ll keep 
you posted on our progress 
as we continue. 

Vicki McCarrell 
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6th International Moebius Conference: 
Texas 2004  

Conference 
Logo  

Contest!! 
 
The 2004 Moebius Syndrome 
Conference Planning Com-
mittee is announcing the first 
Conference Logo Contest.  
Design a logo for the confer-
ence, and submit it by July  
2003 for consideration.  The 
theme is “Deep in the Heart 
of Texas.”  The logo should 
reflect the theme and there 
should be a “heart” some-
where in the drawing.  People 
of all ages are encouraged to 
participate in the contest,    
including children.  Send your 
submission with the enclosed 
form to:  Phyllis Richards, 105 
Chaparral Dr, Burleson, TX 
76028 by July 2003.  Or, 
email your submission to:  
txmoebiu@flash.net.  Good 
luck! 
* * * ** * ** * ** * ** * ** * ** * ** ** * * ** * *  
Name: _________________________ 
 
Address: _______________________ 
 
_______________________________ 
 
Phone _________________________ 
 
Email: _________________________ 
 
Age (if child) ____________________ 
** * ** * ** * ** * ** * ** * ** * ** ** * * ** * *  
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Planning for the 2004 Moe-
bius Syndrome Conference is 
underway.  It will be held in 
Arlington, Texas, near the 
Dallas / Ft. Worth area of 
North Texas on July 9 - 11, 
2004.   Mark your calendars 
now! 
 
The conference committee 
has begun to schedule 
speakers and activities.  
Email them with your ques-
tions, input, and suggestions.  
A special conference hotel 
rate of $109 has been ar-
ranged with the  Wyndham 
Arlington DFW Airport South.  
 
Conference 2004 web sites: 

 
Texas Support Group: 

http://home.flash.net/~txmoebiu/
our_site/Page_27x.html 

 
 

Wyndham Arlington  -    DFW  
Airport South 

www.wyndham.com/hotels/
DFWAS/main.wnt 

 
Arlington Texas 
www.arlington.org 

www.ci.arlington.tx.us 

 

 
July 9, 10, 11, 2004 

 
The Wyndham Arlington 

1500 Convention Center Dr 
Arlington, TX 76011 

 
1-800-WYNDHAM 

 
Committee Chair: 

 
Phyllis Richards 
txmoebiu@flash.net 

 
Co chairs: 

 
Vicki McCarrell 

vmccarrell@mid-mo.net 
 

Kim Roach 
Kroac2@aol.com 

 
Roland Bienvenu 

roland.bienvenu@cityofhouston.net 
 
 

Other committee  
volunteers: 

 
Tom Richards 

 
Jessica Roach 

 
Lisa Erickson 

 
Dale DeLisle 

 
Kathy Hecker 

 
Ken Koke 

 
Sharon & Dan Deveney 

 
Marcia Abbott 
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seeks to return the fa-
vor by keeping her memory 
alive in the form of educational 

Extra Extra!  
Read All About It! 

 
By Matthew S. Joffe 

    Genetic Study—Twins 

Dr. Ethylin Wang Jabs at 
Johns Hopkins University is 
now recruiting families into 
the Moebius syndrome study.  
They are excited by the op-
portunity to study twins.  
Families will be asked to 
complete questionnaires and 
to provide them with blood 
samples.  There are a num-
ber of families with twins, one 
with Moebius Syndrome and 
one without, who have volun-
teered to participate in the 
study.  Any families who 
would like to participate or ob-
tain more information, please 
contact Nisha Isaac, the ge-
netic counselor and clinical 
research coordinator with Dr. 
Jabs.  Contact by phone 410 
955-2021 or email:   
nisaac1@jhmi.edu.  Their 
website is: www.
hopkinsmedicine.org/
craniofacial/Jabslab. 

Moebius Syndrome 
Twins Study 

 
410 955-2021 

 
Nisaac1@jhmi.edu 

 
www.hopkinsmedicine.org/

craniofacial/Jabslab 

Correction:  The Fall 2002 
Newsletter incorrectly listed 
the 2002 Conference pres-
entation by Dale DeLisle as 
‘Advancing Through Diver-
sity.’  It should have been: 
‘Advancing Through Ad-
versity.’ 

 

   The Inner Faces have done 
it again. The acting troupe 
and support group, part of 
Forward Face, have just com-
pleted writing their second 
play, The Phoenix Café. They 
are soon beginning the excit-
ing task of casting for this 
wonderful play about taking 
risks, second chances and 
following your dreams. Re-
turning to help them are 
Marty Nelson and Liz 
Swados, who helped make 
their first play, Let’s Face the 
Music, a sold out success Off 
Off Broadway. 
    New York City’s Triad 
Cabaret Theater on West 
72nd Street will be the site of 
this production, June 19-22, 
2003, with evening perform-
ances on Friday and Satur-
day and matinees on Satur-
day and Sunday.   Contact 
Forward Face for more infor-
mation at 212 684-5860 or 
800 FWD FACE or check 
their web site at  
www.forwardface.org.  

Proud winner of American Girl 
doll and book drawing at July 
2002 Conference in St. Charles 

Moebius Syndrome  
Foundation Board  

Seeks Legal Assistance 
 

The Moebius Syndrome 
Foundation Board is seeking 
services of an attorney to 
provide us with legal assis-
tance as needed.  If inter-
ested, please contact  Vicki 
McCarrell, President, at 660 
834-3406 or 
vmccarrell@mail.mid-mo.net 

 

   Moving? 
 

Please send your change of 
address information to the 
Moebius Syndrome News so 
the next newsletter can be 
mailed to your new address.       
The newsletters are not for-
warded by the Post Office.  
   Please email, call, or write 
the Newsletter at: 
 
Moebiusca@aol.com 
 
510 835-1318 
 
PO Box  20354 
Oakland CA 94620 
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The President of the 
Kaela Anderson Memorial 
Foundation, Kelley Anderson 
Huskey, presented the 1st 
annual Moebius Syndrome 
Scholarship Award at the 
MSF conference in July 2002.  
Kelley introduced the new 
scholarship and announced 
Joleen Hague as its first Re-
cipient. Joleen lives in Mingo 
Junction, Ohio.  She is a 
sophomore at West Liberty 
College in West Virginia and 
is studying to be a teacher.  
In her application, Joleen 
wrote how having Moebius 
has influenced her decision to 
be a teacher: "I have chosen 
to be a teacher to influence 
the lives of children in a posi-
tive manner.  Teaching my 
students to respect every sin-
gle person, regardless of their 
differences, is the primary life 
lesson that I intend to instill in 
their hearts."  Joleen will re-
ceive $1000 from the founda-
tion for her college expenses. 

Scholarship 
Awarded 

Joleen Ann Hague 

By Kelley Anderson Huskey 

The Kaela Anderson 
Memorial Foundation offers 
the Moebius Syndrome 
Scholarship Award to stu-
dents who are U.S. citizens 
and have been diagnosed 
with Moebius Syndrome.  The 
Foundation was created by 
Kaela’s family members and 
friends who were touched by 
her life.  For more informa-
tion, go to www.KAMF.org or 
write to: 

Kaela Anderson Memorial  
Foundation 

31855 Date Palm Drive  
Suite 3101 

Cathedral City, CA 92234 

� � � � � � �
� � � � 	 
 � � 
 �

You Will Dream New 
Dreams, by Stanley D. Klein, 
Ph.D. and Kim Shive.  De-
scribed as ‘inspiring personal 
stories by parents of children 
with disabilities,’ this book  in-
cludes 63 separate essays by 
parents.  Organized by the 
age of the child, it begins with 
parents of newborns and 
ends with stories by parents 
of adult children with disabili-
ties.  It is affirming and com-
forting to read the stories.  My  

I’m Smiling on the Inside is 
a 22-page paperback for chil-
dren with a glossy blue cover 
and child-like stick figure 
drawings.  Written by Theresa 
McMillan, an adult with Moe-
bius Syndrome, it was printed 
by FACE of Sarasota, Inc.  
Theresa discusses what it is 
like to smile on the inside 
rather than the outside. 
 
To order a copy, send $5.00 
to Theresa McMillan, 2636 
Gulf Gate Dr., Sarasota, FL 
34231. 
********************************** 

My Face, a children’s book 
about Moebius Syndrome by 
Marcia Abbott, is now avail-
able at Amazon.com. 

favorite:  “Experts are there to 
help us achieve our dreams.  
They are not there to dream 
for us.” 
********************************* 
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Thank You  
The Moebius Syndrome 
Foundation would like to 
thank the following for their 
generous donations in 2002: 
 
Mart and Cathy Amick, Newark, DE 
in honor of Triton Ramseier 
Laura & Thomas Bartley, Hazlet, NJ 
Eleanor Becker, Washington, DC in 
honor of Christopher Wasilewski 
Anne Marie Boneau, Sunnyvale,,CA 
Elaine Burton, Tucson, AZ in mem-
ory of Burt Minow 
Janice Cataldo, Cranston, RI 
Col. Peter & Maureen Clifford,  
Fairfax, VA in honor of the Lazarte  
Family 
T. Feldman, New York, NY 
Terrence & Jennifer Garbuzinski, 
North Attleboro, MA in memory of 
Mary Beth Garbuzinski 
Gioula Grava, Chalkida, Greece, in 
honor of his son 
Eltrude Elliott Hall, Sublette, KS in 
honor of Sean McCarrell 
Edward & Joan Hanrahan, South 
Windsor, CT 
Holly Kahle, Lyons OH, in memory 
of her son Eric Washer 
Jennifer Kennedy-Scacia, Chat-
ham, NJ 
Susan Koehnlein, Skippack, PA 
David & Beverly Law, Tacoma, WA 
in honor of Tad and Hilary Law 
Michelle Lorenzi, MD, San Juan, 
Puerto Rico in honor of Gustavo 
Gomez 
Bill & Jane McDaid, Canton, MA in 
memory of Mary Beth Garbuzinski 
McDaid Agency, Canton, MA in 
honor of Mike Garbuzinski 
Freddie & Tudy McNabb, St. 
Charles, MO in honor of Trey 
McNabb 
Dr. William S. Morton-Smith, Santa 
Barbara, CA  in honor of Nicholas 
Howard & Betty Nelson, Woodland 
Hills, CA in honor of Natalie Abbott 
Carole Perry, Castro Valley CA in 
honor of Natalie Abbott 
Pfizer Foundation Volunteer Pro-
gram, via Marsha Roach 
United Way of SW Connecticut  
 All donations are used to 
achieve the mission of the Moe-
bius Syndrome Foundation and 
are not for personal use. 

 

Q: Does anyone have infor-
mation on companies that sell 
fashionable child-sized pro-
tective goggles? 

A: Alice Lando at Teeny Tiny 
Optics 
(alice@teenytinyoptics.com; 
www.teenytinyoptics.com) 
provided a box of great  eye 
glasses to consider for my 
daughter Tessa.   

Q: What about glasses for 
adults? 

A: PanOptx has a great prod-
uct for adults—goggles that 
look like eyeglasses.  They 
are found at www.PanOptx.
com. 

     - Donna Kremer, 
             Ortonville, MI 
           BOTSWANNA@aol.com 

ontinued from page 1—Paris 
 

 

 Ask Us... 

 

Q: My daughter had eyelid sur-
gery at age 6 months.  She is 
almost 3 now and is unable to 
close her eyes.  She has de-
veloped some scarring on both 
eyes due to dryness but with 
out continuous lubrication of 
her eyes the scarring appears 
to be minimal.  I wonder if the 
constant application of Lac-
rilube, Celluvisc, Refresh Tears 
etc. may cause her problems 
down the road.  She will al-
ways need eye protection of 
some sort.   
   Does anyone have any sug-
gestions, experience, referrals, 
etc. for us?   Perhaps contacts 
would help?  Perhaps a differ-
ent type of ointment, etc.?  
Lacrilube 24/7 is not an option:  
she is still trying to gain confi-
dence with walking.  I believe 
her impaired vision and blurri-
ness due to the ointment are to 
blame.  Also, has anyone de-
veloped a dependence on oint-
ment or developed clogged 
tear ducts due to the ointment?   
Thank you. 
          - Donna Kremer, 
            Ortonville, MI 
             BOTSWANNA@aol.com 
 
A: There is a fairly new lubri-
cant out now called Genteal 
Gel which comes in a tube and 
is thicker than drops.  It does 
not contain the oil that Lac-
rilube does so it will not cloud 
the vision. 
          -From the Internet 
 
Send additional responses to  
Moebiusca@aol.com. 

Adult Get-Together 
Coming Soon — 
May 2003!! 
 
By Roland Bienvenu 

 
   An informal gathering pri-
marily geared towards adults 
with Moebius Syndrome 
(others are welcome) is  be-
ing planned for Memorial Day 
weekend, May 23 through 26,  
2003 in Philadelphia, PA. 
   The plan now is to stay at 
the Embassy Suites, 9000 
Bartram near the Philadelphia 
airport (215 365 4500).      
   For more information or up-
dates when plans are final-
i z e d ,  e - m a i l  r o l a n d .
bienvenu@cityofhouston.net or 
call 281 438-2907. 



7 

Knowing Christine:  A Death in the Family 

   I would like to introduce 
Christine to you.   I speak as 
if she were present, for she 
does still live and could be 
present with us today. 
   Christine was born on 
Easter morning, March 29, 
1964, thus we chose to name 
her Christine.  Soon after her 
birth a neurological exam, 
prompted by Christine’s diffi-
culty in sucking, revealed that 
our tiny, beautiful daughter 
suffered from Moebius syn-
drome.  
   As a child she was a happy, 
lively little girl, who would 
dance with joy on Christmas 
mornings and on every other 
happy occasion.  She had no 
awareness of being different 
and, of course, of the fact that 
her not being able to smile 
nor pucker her lips like her 
sister would be considered 
strange by some people and 
that this might affect how 
these people would look at 
her and even treat her. 
   Changes began to take 
place in this happy little girl 
when she got into grades in 
school where boys began to 
notice girls.  She began to be 
subjected to constant taunting 
and acts of ridicule principally 
by thoughtless, insensitive 
boys.  Finally, when she got 
into her early teen years, ap-
parently with a view to make 
herself more physically attrac-
tive in some way, she began 
to diet and fell victim to the 
very serious illness of Ano-
rexia Nervosa.  Her weight 
decreased to sixty-four 
pounds, and she was 

hospitalized to save her life.       
Over the next two years she 
was hospitalized several 
times for two to three months.  
Finally, she responded to a 
loving and urgent challenge 
issued by her parents and 
she brought her weight up to 
a suitable level, reentered 
high school and graduated 
with her class. 
   She later entered BYU and 
the demanding nursing pro-
gram.  She completed the 
nursing program with com-
mendable grades and suc-
cessfully passed the stiff 
exam to gain status as a reg-
istered nurse.  She had 
shown special aptitude in 
creative writing and poetic ex-
pression.   
   But nursing was not easy 
for her – not because of 
medical skill demands, but 
because of personal human 
relation demands.  She could 
not smile and she had diffi-
culty pronouncing words that 
had consonants that required 
lip tension, and thus she 
seemed strangely different to 
many patients as well as to 
her nursing colleagues.  
Some accepted her fully, but 
to many her strange differ-
ences seemed to make her 
competence as a nurse sus-
pect. 
   Christine was resilient, she 
bore this burden for twelve 
years.  Finally, because of the 
deep depression she had 
fallen into and its effects on 
her physically as well as emo-
tionally, she became suspect 
of her abilities and withdrew 

from her profession.   
   The years after this with-
drawal became years of great 
struggle with the whole gamut 
of the effects of depression.                              
Christine is a person of very 
tender sensitivity, perhaps too  
tender to cope with the harsh 
imperfections of human soci-
ety. 
   I would like to thank the 
people who expressed love 
and concern for Christine and 
to express our deepest grati-
tude to those who have not 
only gone the extra mile but 
many extra miles in their ef-
forts to help Christine.  We 
love you and thank you for all 
your presence here this day. 
   I feel at peace, I know that 
Christine is now in a place 
where all her needs will be 
met and where there will be 
no stares of curiosity or scorn 
but only expressions of pure 
and unfeigned love. 
 
Remarks delivered at Christine 
Dowdle’s funeral, November 29, 
2001, lovingly written by Harold 
L. Dowdle, her father   

Web Sites to Check Out 
 

Bullies to Buddies 
Http://teasingvictims.com 

   
 

New address for UK  
Moebius Syndrome Group: 
www.moebius-support.org.uk 
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Is it safe?  Can I come out? 
I peer from my hiding spot, my eyes searching around me. 
No one out there to fear.  I am alone, secure 
 
Come out!  Come out! 
Inside, I cry to be known...really known 
Boldly, I take a step forward 
 
Fear!… 
A terror suddenly grips my heart 
Who’s out there?  Who will see me? 
Do they know that I am ugly? 
 
That was my identity...Ugly 
Aren’t you afraid of me? 
They lie to me 
Why do they say I am beautiful? 
 
Lies, all lies, surrounding me 
Run, Hide, Don’t let them get you! 
I close my eyes to escape 
 
Don’t touch me! 
I might break…. 
My walls might come down 
 
My tears might flow… 
Like glaciers melting in the hot sun 
Released from their frozen captivity 
 
Perhaps if I’m quiet enough 
No one will know I’m here 
I’ll be invisible 
 
Boo! 
Dancing eyes peer into mine, full of love and laughter 
Compelling me to come out 
 
 
I laugh 
Hey!  You found me! 
Quickly I rise and run 
Hand in hand with my little friend 
 
 
Why should I be a forgotten island? 
Why allow the cobra’s eyes to paralyze me into fear? 
Can this freedom really be mine? 
 
My need for expression forces me to reach out  
Inside, I long desperately for the truth of who I am 
Reflected in the mirror, 
I see the disfigurements that come from a rare syndrome called 
Moebius. 
 
Why should I bear this guilt and shame of being born different? 
Can I take off this horrible mask of pretense? 
Does anyone really care? 

Eyes….Why those eyes? 
I feel them penetrating my heart 
I want them to stop looking at me….I’m ugly 
But they don’t stop…. 
They pierce deep down into depths never reached before.. 
And, finally, I yield to their intensity and relax 
 
What has happened? 
I look into the mirror 
And see a different reflection there 
How have I changed? 
The face I see is not my own 
 
Perhaps this has been an unfair advantage all along 
The master’s hand made no mistake. 
His eyes have embraced my heart 
I am loved…. 
Inside, despite how I look 
 
What I once considered a handicap, I now see as a gift 
Supported by love, I reach out 
I speak to the lie that once held me enslaved 
I am beautiful! 
 
Hey guys, Come out! 
It’s safe! 
It’s safe to come out of the prison we’ve been in 
 
A warm smile fills my heart….stretching forth across my face… 
Reaching beyond the barrier 
I’m free! 
 
                                                         - Diane Folaron 

A Smile 
 
                          By Diane Folaron 
 
So many thoughts surround me, only a year 
ago I was preparing for a life-changing event in 
my life.  What lay before me was a surgery that 
would help answer a life-long cry of my heart...
to smile beautifully.  In the eyes of my family 
and those who loved me I was beautiful.  In my 
eyes, I couldn’t comprehend the fact that I was 
different.  Faces….the faces I could make were 
hideous.  They scared me; what if they were 
permanent?  Imagine being stuck with an iden-
tity you couldn’t change….One year later I see 
the transformation (after smile surgery); and I 
am so thankful.  The pain has been worth it 
all….for a smile. 
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Facing Out 
 
Do not tell me that you don’t notice after you get to know me, 
for even I feel the lack of movement in my face, to my embarrassment, 
but tell me I am beautiful, in my raw form, the way I choose to be. 
 
The times when I remember that my face is different 
are not when I look at magazine covers, with women wearing 
their faces like plastered layers of adornment, 
 
but when last weekend I mingled among 
strangers who looked like me, inviting me into their depths. 
The bland room on Lafayette Street was welcoming, 
 
and concrete walls seemed to turn silver as we challenged the myths 
surrounding us: just by being human, being independent, being there. 
Our faces come in every size, shape and even in various widths; 
 
we are examples of the “triumph over tragedy stories” the newspapers share, 
we have all suffered the taunts of peers who did not realize why their comments tore 
so deep that our faces had to strain in order not to show that we cared. 
 
But we survived this, only to want experiences, education, independence, more. 
I hesitated before I made the trip.  This need for community was something I denied, 
frightened that the others would be unlike me, would be people I might abhor. 
 
Inside we are different, too, but the one experience we share breaches the divide. 
Faces; some smooth, some bumpy with scars, formed an image of strength I could not ignore, 
and the beauty of my own face for once did not need to hide. 
 
                                                                                                          - Natalie Abbott 
 

Abby and Tabatha Misko (Muskego, WI) 

� � � � �	 � � � � � � �� � � � �	 � � � � � � �� � � � �	 � � � � � � �� � � � �	 � � � � � � � ����

Sean McCarrell 
(Pilot Grove, MO) 

Julia and Kristina McMullin 
(Portland, OR) 
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Medical Office 

Sequential  
Frequency Stimulation:  Facial Stimulation 

Botox®: 
New Treatment for Club 
Foot 

Parents of babies with 
Moebius Syndrome  
 
A new bottle option for babies 
with Moebius Syndrome is the 
Pigeon Feeder.  It has a soft 
nipple, is like a normal bottle 
but uses a valve.  For informa-
tion, contact Children’s Medi-
cal Ventures, 203 265-7701 or 
800 766-8443. 

   Dr. Christine Alvarez at the 
British Columbia Childrens’ 
Hospital is involved in a  pilot 
study of Botox®.  It is evaluat-
ing whether the protocol of 
Botox® decreases the rate of 
surgery for club foot by 20%.  
Results so far indicate 100%, 
but that refers to patients with 
a club foot that is not part of a 
syndrome.  Most patients with 
club foot as part of a syn-
drome ultimately need  sur-
gery but it appears that 
Botox® helps make the sur-
gery more successful.   
   Botox® appears to work if 
the problem is related to too 
tight muscles, and does not 
work if due to arthritic joint 
degeneration as in an adult 
with clubfoot.  Dr. Alvarez is 
the only physician using 
Botox® routinely in treatment 
of clubfoot.  Others use the 
same manipulation and cast-
ing technique (Ponseti) but 
cut the tendon instead.  Re-
sults of the Botox® method in 
the Ponseti casting and ma-
nipulation method  have been 
presented at two international 
conferences.  While results 
are early, they appear prom-
ising. 
  For more information, go to 
www.cw.bc.ca/orthopaedics/
index.asp.   

   Diana Farragher, a char-
tered physiotherapist in the 
UK, applied her skills to the 
treatment of chronic facial 
problems in the early 
1980’s.  In addition to her re-
search at Liverpool University 
she has lectured nationally 
and internationally on the 
uses of Trophic Electrical 
Stimulation (TES), as well as 
treating hundreds of patients.   
   The treatment of facial 
palsy can begin within days of 
onset or many years 
later.  Programs are personal-
ized but involve TES, biofeed-
back, exercise, passive 
stretch techniques and eye 
care advice.  The emphasis is 
on home treatment with peri-
odic assessments at the clinic 
or satellite centers.  Very 
good results have been 
achieved with increased tone, 
movement and eye closure. 
The emphasis is on maintain-
ing muscle metabolism during 
nerve regrowth.  Once the 
nerve has re-grown the tran-
sition to function is quickly 
achieved. In some cases it 
can restart the dormant reha-
bilitation process. 
   TES copies the underlying 
signals which nerves in nor-
mally functioning systems 
feed to the muscle to keep it 
in good health.   

   The repeated signal is the 
impetus for the muscle to re-
build itself, but this takes 
time.  However, it can compli-
ment many conventional 
physiotherapy tech-
niques.  Initial treatment 
builds up the red muscle 
which is the first to break 
down in conditions of pain, 
lack of use, or complete dis-
ruption of nerve supply. 
   Over the last five years 
Diana has enrolled 30 Moe-
bius patients in the home 
treatment plan.   The results 
to date have been encourag-
ing and the data on the in-
creases in facial nerve activity 
levels is statistically signifi-
cant.  Older children keep 
diaries of the changes in their 
face and the differences 
achieved by various patterns 
of stimulation.  For more in-
formation:  www.
dianafarragher.co.uk or email 
at dfarragher@ic24.net. 
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**********************  
Your ideas for the 

Kids’ Page 
 

Please send your ideas, 
articles, poems, word 
games, and drawings for 
the Kids’ Page to me: 
 

Kroac2@aol.com 
 

Or 
 

Jessica Roach 
200 River Bend Dr.  #606 
Georgetown, TX  78628 

By Jessica Roach, Editor Winter 2003 

J  P  L  E  A  S  E  R  O 
 
A  O  E  Q  U  N  E  P  D 
 
I  N  K  Y  N  A  D  E  F 
 
G  H  I  E  K  F  O  R  V 
 
P  O  E  M  S  A  E  I  O 
 
U  L  M  N  O  P  D  X  Y 
 
S  C  B  A  W  N  E  H  T 
 
A  T  B  C  D  E  F  G  A 
 
H  I  S  L  A   P  J  K  R 
 
L  D  M  E  N  O  P  Q  T 
 
R  N  S  T  U  V  W  X  W 
 
Y  E  Z  J  E  Q  S  S  O 
 
I  S  T  O  R  I  E  S  R 
 
I  F  H  I  J  K  L  R   K 

This Kids’ Page is all Fun 
Stuff so get a pencil be-
cause you are going to 
need it for some of this! 

These jokes were sent in 
by Elizabeth Reid.  
Thank you! 

Q: Why are there only 25 
letters in the alphabet 
at Christmas time? 

A: “No-el, No-el……..” 
Q: How did the music   
     teacher brush her            
     teeth? 
A: With a “tuba” tooth 
     paste 
Q: Why did the girl eat 

her homework? 
A: She was hungry for 

knowledge 
Q: What kind of candy 

do kids like best at 
school? 

A: Recess Pieces 
Q: What is the most fa-

mous animal in the 
ocean? 

A: The sea star 
Q: What kind of candy 

cares for you? 
A: Care-mal 
 
Repeat over and over 
until you figure it out!!! 
 
OWA  TAGU  SI  YAM! 
 
You’re really not —  
                      Jessica 

� � �� � � �� � � � �� � � 	 
 �� � 
 ��� � 
 �� �
� � �� � � � � �
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Would you like to contribute to the Moebius Syndrome Foundation? 
 
Your support is always appreciated, and will help the Moebius Syndrome Foundation fund important 
activities such as the conferences.  There is no membership fee to join the Moebius Syndrome 
Foundation.  Your contributions are fully tax deductible.  The Moebius Syndrome Foundation is a 
501(c) (3) organization. 
 
Enclosed please find a check in the amount of  $ _________________. 
 
Please make checks payable to the Moebius Syndrome Foundation: 
P.O. Box 147 
Pilot Grove, MO 65276 
 
Name:  ______________________________________________________________________ 
 
Address:  ____________________________________________________________________ 
 
City:  ___________________________________  State:  ______________ Zip:  ___________  
 
Phone:  ________________________________  Email:  _______________________________ 
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