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The 6th International Moebius 
Syndrome Conference was 
opened by Phyllis Richards, con-
ference chair, and Vicki McCar-
rell, President of the Moebius 
Syndrome Foundation.  Vicki 
summarized the great accom-
plishments of the last decade:  
the organization’s website, the 
formation of the Medical Advisory 
Board, our membership as a na-
tional organization in NORD, the 
newsletters, and the international 

formation of Moebius Syndrome 
organizations in many countries.  
Lastly, there is the newly created 
Moebius Syndrome International, 
the organization formed of Moe-
bius Syndrome foundations in dif-
ferent counties joining together 
towards goals of information 
sharing and research. 
 
Phyllis Richards introduced Dr. 
Robert Cluck, the mayor of the 
city of Arlington, Texas where 

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

our conference was held.  Dr. 
Cluck offered a very warm wel-
come and as a physician, dis-
cussed his shared concern of the 
need for support, information and 
research for Moebius Syndrome.  
Dr. Cluck also encouraged atten-
dees to enjoy Arlington, pointing 
out its assets and explaining that 
Arlington was recently found to 
be the eighth “fattest” city in the 
nation while Dallas was first! 
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Letter f rom the President 
Dear Moebius Family, 
 
 What a wonderful time we all had in Dallas at our 6th confer-
ence!  For three days in July we again came together from 
around the world to learn, laugh, and share the experiences of 
living with Moebius Syndrome.  343 people attended the confer-
ence from all over the USA, as well as from Canada, Holland, 
England, Mexico, the Philippines and Puerto Rico.  Twenty-eight 
speakers shared their knowledge and time with us.  I’m always in 
awe of the support that we receive from such caring, intelligent 
physicians, therapists and other inspirational speakers. 
    I was especially proud of Sean as he introduced Tim 
McCaughan, our opening speaker. As Sean engaged the audi-
ence with his wit and self confidence, I kept thinking back to the 
baby boy with Moebius Syndrome who couldn’t suck from a bot-
tle, who never crawled but through tenacity just took off walking 
one day when he was 19 months old, who saw the world through 
crooked little eyes for the first 13 months of his life, and who has 
worked hard through the years to just be ‘one of the guys’ with 
his friends.  With role models like Tim, Diane, Peggy, Roland, 
Matthew, Lisa and Kevin, he’s bound to be successful.  Many 
thanks to Tim for opening the conference by sharing his experi-
ences as a producer for CNN. 
   We held our first Medical Advisory Board meeting during the 
conference.  This wonderful group of physicians and therapists is 
committed to helping the Moebius Syndrome Foundation move 
forward and to helping people with Moebius around the world. 
    As we celebrate our 10th anniversary as a Foundation, we 
thank all of you for being part of our success.   We send a spe-
cial thanks to the committed families who contribute their time 
and talents to raise funds for the Foundation so that we can con-
tinue our mission of networking, education and encouraging re-
search.  The next 10 years will bring additional growth, research, 
and awareness.  I believe Dr. Paul Julius Moebius, for whom 
Moebius Syndrome is named, would be extremely proud of all of 
us.  Keep networking, educating others and showing the world 
that our smiles truly do come from our hearts. 
 
Sincerely, 
 
 
 
 
 
 
Vicki McCarrell, President 
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there are theories about the 
cause, the actual cause is not 
known.  Theories include ar-
rested development, some 
type of defective nerve and 
muscle function or a germ 
plasm defect.  Clubfoot occurs 
once in every 1,000 births.  
The goal of treatment is a flexi-
ble, shoeable foot.  Treatment 
can be serial casting (Ponseti  
technique) or PT guided daily 
stretching program (French 
technique) and surgical.  More 
information at www.tsrh.org  
 
Sensory Integration  
Disorder: Ascencion 
Cruz, OT ����   
Asencion Cruz talked about 
sensory integration disorders 
and gave lots of good exam-
ples of what it is, and how to 
help people who have 
them.  She encouraged all par-
ents of children with Moebius 
to have their child evaluated by 
an OT who specializes in sen-
sory integration.  Many chil-
dren with special needs have 
sensory issues - aversion to 
brushing hair, teeth, balance 
issues, proprioceptive and ves-
tibular imbalance, heightened 
sensitivity to textures, avoid-
ance of ©sticky© projects in art, 
etc.   The standing room only 
audience demonstrated the im-
portance of this topic in chil-

“ Living Li fe wi th M oebius” : Tim 
M cCaughan, Opening Speaker  
The keynote speaker, Tim McCaughan, a CNN 
producer, provided an encouraging look into his 
successful life – with Moebius – and a few juicy 
stories about presidents he has covered.  One of 
the most important suggestions offered by Tim was 

that of one’s openness with Moebius in new situations especially 
in a job interview.  Clearly, with Moebius, others do recognize that 
something is different, and Tim explained his position:  be upfront, 
mention it first, show your character and strength.  He admitted 
that the hardest part of having Moebius can be fitting in while 
growing up and acknowledged the importance and gratefulness 
he has had for the support of his parents and family.  Tim encour-
aged people to embrace relationships, especially those with oth-
ers at the conference.  
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Conference Sessions Recap 

A M oebius Syndrome 
Timel ine: M atthew Jof fe 
�  Matthew Joffe, Vice Presi-
dent of the Moebius Syn-
drome Foundation, presented 
a 10 year photo retrospective 
of the Moebius Syndrome 
Foundation, including par-
ents, children and adults who 
have participated in past con-
ferences and events, accom-
panied by “People who need 
People.”   
 
 
 
 
 
 
Presenting Our M oebius 
Research: Jenni fer  
Garbuzinsk i  �  Jennifer 
Garbuzinski, a member of the 
Moebius Syndrome Founda-
tion Board, compiled the re-
turned surveys that were in-
cluded in last year’s newslet-

ter.  The survey was designed 
to be a starting point to go for-
ward in an effort for a more 
comprehensive survey to be 
led by the Medical Advisory 
Board.   In all, there were 81 
surveys returned from 33 
states, Canada and Puerto 
Rico.  An interesting finding is 
that of those who declared bi-
lateral facial paralysis, 14 of 17 
mentioned the paralysis to be 
on the left side.  The full re-
sults of this survey will soon be 
on the website, 
www.moebiussyndrome.com. 

Treating Club Foot: John 
Bi rch, M D ����  Dr. John Birch 
of the Scottish Rite Hospital for 
Children in Dallas discussed 
the definition of a club foot 
(congenital dysplasia of all the 
tissues below the knee), fea-
tures of club foot (talipes equi-
novarus) and most importantly 
the treatment options of club-
foot.  He explained that while  
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Promoting  
Independence:  
Karla Hogan ���� ����

����
Karla Hogan©s talk was very 
inspirational!  She is funny, 
bright, engaging and kept the 
audience enthralled with her 
personal experiences.  She is 
an inspiration to our Moebius 
family.  She has a beautiful 
singing voice and gave us all 
tears by singing ©The Rose© 
as well as a song she wrote.   
Karla was great in encourag-
ing parents to allow their chil-
dren do things for themselves 
and allowing them to see how 
far they can go. Her message 
was clear that sometimes we 
create our own obstacles or 
allow others to determine 
what our obstacles will be. 
She told the story of the book 
You Are Special by Max Lu-
cado and encouraged us not 
to let others put labels on us. 

"M oebius Through The 
Years" panel  ����  

The "Moebius Through The 
Years" panel consisted of a 
group of six individuals with 
Roland Bienvenu as modera-
tor.  The participants were: 
Tom Weber, parent of an in-
fant with Moebius; Chelsey 
Thomas, teen with Moebius; 
Kevin Smant, single adult 
with Moebius; Pam Spiegl, 
married adult with Moebius; 
Anne Broussard, sibling of an 
adult with Moebius; and 
David Moffitt, "older" adult 
with Moebius.  Each were 
asked to speak about how 
Moebius has affected them 
and to tell the audience a bit 
about their lives and back-
ground, with questions from 
the audience after the pres-
entation.  

� � � � � � � � � � �� � � �� �� � � ���� � �� � � � � � �
! �� � �� � � 
 � � � �� � � �� � � �� � � � � � � � �
" ��� �

“ The Potential  for  
Increased Facial   

Expression in M oebius 
Syndrome (Trophic 

Stimulation)” :  
Diana Farragher � � �

Diana Farragher OBE, a 
physiotherapist at the Lin-
dens Clinic in Cheshire, Eng-
land discussed her use of tro-
phic electrical stimulation as 
a potential treatment for facial 
expression in Moebius Syn-
drome.  She has found evi-
dence that the facial nerve 
can be active leading her to 
use techniques of electromy-
ography on patients.  This in-
volves microphones on the 
face, listening to facial nerve, 
and directing it back to the 
person, incorporating bio-
feedback.  The electrodes on 
the face are then attached to 
a computer with graphs pick-
ing up minute signals.  The 
goal of the treatment is to 
maximize activity for the 
nerve to feed the developing 
muscle.  More information at 
www.dianafarragher.co.uk.  

M oebius Syndrome Pendants! 
 
These sterling silver Moebius  
Syndrome Foundation pendants were sold at the Moebius Syn-
drome Conference. 
 
To order a sterling silver pendant with a chain, 
send a $55 check to: 
 
Jennifer Garbuzinski 
56 Laurie Ln 
North Attleboro, MA 02760 
 
Questions? jrgarbo@aol.com 
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���� Sara Rosenfeld-Johnson, 
M.S., CCC/SLP discussed 
feeding and speech clarity is-
sues in Moebius Syndrome 
explaining she looks at mus-
cles to see how they impact 
feeding and speech.  She em-
phasized how critical it is to 
work on muscles in the 
mouth.  Oral motor therapy is 
based on getting muscles 
moving, the ability to activate 
nerve-sensory awareness. 
Sara’s work is part of a whole 
concept of sensory programs 
to wake up muscles and then 
make them work.  In her work 
with over 60 people with Moe-
bius, she has found that Moe-
bius Syndrome is usually 
characterized by paresis 
rather than paralysis.  Paresis 
is partial paralysis affecting 
muscular motion but not sen-
sation.  Traditional speech 
therapy teaches children with 
Moebius Syndrome to use the 
tongue or teeth instead of lips 
which can cause teeth to 
move.  Feeding disorders can 
occur with weak jaw, incom-
plete lip closure and problems 
chewing (need to move 
tongue laterally to chew).   

 
   Goals of oral motor therapy 
are to: increase awareness of 
oral mechanism; normalize 
oral tactile sensitivity; teach 
more normal movement pat-
terns; increase differentiation 
of oral movements; improve 
feeding skills and nutritional  
intake; improve speech 
sounds; and improve produc-
tion to maximize intelligibility.  
Lip closure is important for 
feeding and speaking; jaw 
needs to be strong enough for 
lips and tongue to work well.  
Oral motor activities include a 
hierarchy of tasks such as 
blowing through straws, blow-
ing bubbles and using horns 
of differing difficulties to in-
crease muscle strength and 
increase safety of feeding.  
Sara’s one word of warning 
was not to use sippy cups:  
they require drinking with the 
head up and can cause ear 
infections.  More  
information at: 
   www.talktoolstm.com.  

Talk Tools: Sara Rosenfeld-Johnson, M .S., CCC/SLP  

� � �� � �#� $� �� � �� �� �� � � � � �� � �� � %�� �� &�
� � � � �� �� �' ( ( � �� � � � ��

Recommended  
Children’s Book: 

 
Disabi l i t ies, Dragons &  
Other Magical  Discover-
ies, A Kid’s Guide to Un-
derstanding and Living 
wi th a Disabi l i t y, by Rich-
ard Enright, published by 
Devinjer House.  Highly rec-
ommended by a mother of an 
eight year old with  
Moebius Syndrome.  For more 
information, contact the 
Thames Valley Children’s Cen-
tre in Ontario, Canada at 519 
685-8680 or email at 
tvcc@tvcc.on.ca.  For more in-
formation, go to their website: 
www.tvcc.on.ca/newdocs/ 
Innovations6.html 
 
 



6 

Brain Gym: Eric and 
Paula Biskamp ���� ����
Brain Gym” was presented by 
Eric and Paula Biskamp who 
are from Dallas and are foun-
ders of WorkLife Seminars. 
The room was packed for this 
seminar. Each participant was 
given a glass of water to keep 
with them and sipping it was 
the first step in practicing the 
exercises they were teaching. 
Brain Gym® is a way to im-
prove learning and general 
functioning by moving your 
body certain ways. It is based 
on recent research on how the 
brain works. According to Eric 
and Paula, some schools are 
now using these techniques to 
help students learn and also 
adults use these techniques to 
function better at work, etc. 
They had us do an experiment. 
After we had tried to listen to 
two minutes of lecture we were 
asked to describe what we 
heard to a partner. After we 
practiced Brain Gym exercises 
we tried listening for 2 more 
minutes and then do the same 
thing, telling what we heard to 
our partner. A lot of people in 
the room found it easier the 
second time. Was it the Brain 
Gym? There is a lot of informa-
tion on this. If you search on 
the web for Edu-Kinesthetics 
you will find a lot of resources 
for learning these techniques. 
It was a very interesting semi-
nar. Eric and Paula’s email is 
mail@WorkLifeSeminars.com 

Qual i ty of  Li fe Research: 
Rhonda Robert, PhD 
���� Rhonda Robert, Ph.D., the 
chief psychologist at Shriners 
Burns Hospital for Children in 
Galveston, Texas discussed 
research of burn survivors, 
finding some similarities with 
living with Moebius Syndrome.  
Dr. Robert explained that most 
burns occur in preschool 
years and create a visible dis-
tinction and long term de-
mands: medical, physcial, so-
cial. Facial scars mask ex-
pression.  She discussed the 
importance of counseling 
while social competency de-
mands increase.  Coping with 
burn scars requires energy, 
emotional strength and skills.  
Psychological services include 
school re-entry program, burn 
camp and social skills training 
including image enhancement.   

Fundraising in Your 
Hometown: Dawn Ang &   

Emmet Linn ���� ����
Dawn Ang and Emmet Linn of 
Philadelphia, PA hosted a very 
successful street fair fundraiser 
for the Moebius Syndrome 
Foundation earlier this year and 
offered suggestions and advice 
for others interested in doing 
fundraising in their own towns 
and cities.  Helpful hints in-
cluded:  begin planning early, 
about 8 months before the 
event; solicit businesses at the 
beginning of the year when 
they are looking to commit to 
charities; plan a fundraiser that 
includes something for every-
one (games for children, food 
and music); ask for donations 
of everything (paper goods, 
food, publicity, music).  If busi-
nesses cannot donate prod-
ucts, ask them if you can pur-
chase them at cost.  Ask your 
friends and colleagues to do-
nate their services for the day 
to work at the fundraiser as well 
as whatever you need for the 
event.  Suggestion:  Someone 
from one state volunteer to do 
a fundraiser each year so that 
we have a continual fundraiser 
occurring annually, each one in 
a different state.  Who is next? ����  

Phoenix Café: M atthew 
Jof fe ����   Matthew Joffe 
presented the video from the 
June performance of “The 
Phoenix Café”.  Videos can be 
purchased from Forward Face, 
www.forwardface.org. 
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Nerve Regeneration:  
Rick Redett, M .D. � � �� � �� � �� � � ����
Rick  Redett, MD, a pediatric 
plastic surgeon at the Johns 
Hopkins Hospital discussed 
his interest in nerve repair and 
research explaining nerve 
damage can be congenital or 
as a result of a trauma, de-
generation or stroke.  While 
the central nervous system 
does not have the ability to re-
generate, other nerves may 
have some ability to regener-
ate.  Strategies for nerve re-
generation include stem cell 
therapy, neurotropic factors 
and gene therapy.  With stem 
cell therapy, the embryonic 
cells can turn into any cell in 
the body whereas adult stem 
cell is limited to cell type of 
that tissue of origin.  Growth 
factors, or neurotrophic fac-
tors include growth patterns 
(growth of neurons), with the 
greatest role involving the spi-
nal cord, to cause nerves to 
regenerate.  Gene Therapy is 
needed along with neurotro-
phic factors are both needed 
to cure nerve degeneration.  
While the future holds much 
promise, problems to over-
come for research include 
federal funding for stem cell 
therapy, research with fetal 
tissue and embryonic stem 
cells.   

Coming Soon!  
 

The Foundation will have a 
DVD of Tim McCaughan©s 

presentation from the confer-
ence "Living Life with Moe-
bius" for purchase. If you 

might be interested in pur-
chasing one, email or write 

Diane Breton at  
hilltop2200@yahoo.com  

or PO Box 147, 
Prattsburgh, NY 14873 and 

she will let you know the 
details when available. Watch 

the website also for 
further details.  

 
 

Feel ing Good: Hol ly  
A lgood, PhD &  Jodie  
Berl in M orrow, PhD ���� ����
In this session primarily for 
teens and adults with Moebius, 
Holly and Jodie led the partici-
pants through a series of exer-
cises focusing on feeling good 
about yourself.  First, everyone 
went around the circle and told 
the group what makes them 
feel good.  Afterwards, they 
practiced talking to a partner 
about the things they liked in 
life.  When the partner related 
back to them what they had 
said, they could feel the bene-
fits of being listened to. 

M oebius Research:  
Where do we go f rom here?:  

Nisha Isaac, M S ����  

Nisha Isaac, MS, Genetics 
Counselor, provided an up-
date on research from the 
work of Dr. Jabs at the Johns 
Hopkins University.  An in-
crease in the understanding of 
normal and abnormal cranio-
facial development is an out-
come of the research being 
conducted.  Development is 
complex with a malformation 
in 2 –3 % of newborns.  At 23 
to 46 days gestation, there is 
thought to be disruption of the 
vascular system (supply of 
blood) affecting cranial nerve 
development.  Moebius Syn-
drome is considered to be a 
disruption in the development 
with both genetic and environ-
mental factors, that is chromo-
some abnormality and ter-
atagens.  Specific terategens 
studied include Misoprostol 
and Prostaglandin.  Causes 
may be environmental only; 
genetic; or a combination.  
Chromosomes 13, 3 and 10 
are being studied.  Current re-
search is being performed in 
the Twin Study:  families with 
twins with Moebius (usually 
one affected with Moebius 
Syndrome and one not af-
fected) are encouraged to 
participate in the study by 
contacting Nisha Isaac at  
nisaac2@jhmi.edu.  Future di-
rection is a long term study.  
M o r e  i n f o r m a t i o n :  
www.hopkinsmedicine.org/ 
craniofacial/home.  
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Chris Trower, age 16, with First Lady Laura Bush.  He recently 
met with President and Mrs. Bush when his Challenger Little 

League team was invited to play for the President in Washington.  
He also got to take a tour of the White House and visit all the 

monuments. He lives in Lancaster, PA.  

Jacquie Brennan, Attorney, 
discussed the ADA, the com-
prehensive law of 1990 de-
signed to protect 43 million 
people with disabilities.  The 
definition of disability has been 
narrowed by the Supreme 
Court, which is a physical or 
mental impairment that sub-
stantially limits one of life’s ma-
jor activities or regarded as 
having a disability.  There are 
three parts:  Title I, employ-
ment; Title II, programs - gov-
ernment and private entities 
and Title III, public accommo-
dations.  Religious groups are 
not covered.  For employment, 
the person must be “otherwise 
qualified” to perform the es-
sential function of the job.  Pro-
grams and services must be 
accessible and modifications 
(in courses, tests with accom-
modations) allowed.  In public 
accommodations, retail and of-
fices where the public goes 
must be accessible.   

To enforce ADA laws, first 
write a letter and request com-
pliance:  most often entities will 
comply.  Ms. Brennan stressed 
that in a job interview the inter-
viewer cannot ask about a dis-
ability.  However, she encour-
aged  a better strategy, to tell 
them about Moebius Syn-
drome and explain how it will 
not affect your ability to do the 
job.  She clarified it is not the 
ADA but IDEA that protects 
children in school; IDEA is the 
special education stature that 
is made up of a set of services 
children may be determined to 
require.  Section 504 of the 
Rehabilitation Act provides 
equal access and requires 
schools to accommodate 
needs of students.  For help 
with IEPs, go to your state’s 
Protection and Advocacy.  
More information:   
jbrennan@advocacyinc.org.  

The Americans wi th Disabi l i ties Act:  
Jacquie Brennan, Attorney ����  

Kids Communicating 
wi th Sign Language: 

Gina Huf f  ���� ����
Gina Huff presented this infor-
mative session.  She has a 
daughter Katie who is nine 
with Moebius and hearing 
problems.  Katie is fluent in 
sign language. Gina de-
scribed how using sign lan-
guage has decreased frustra-
t i o n  o f  n o t 
being able to communicate 
needs. A lot of the time was 
spent with the audience view-
ing an informative videotape 
that taught signs by going 
through children’s stories 
such as Goldilocks and the 
T h r e e 
Bears and Little Riding Hood. 
Gina believes children 
and families should use as 
many tools as needed to 
make communicating easier. 
Katie also uses TTY on the 
phone. Gina described many 
of the resources available.  It 
is important that children have 
an avenue to express their 
thoughts and feelings. When 
verbal communication is com-
promised or not a possibility, 
or if verbal communication is 
going to be significantly de-
layed, using sign language is 
a viable alternative. The entire 
family can learn some basic 
sign language. The workshop 
had the participants watch 
and mimic  signs that related 
to various emotions. Some 
schools are offering sign as 
an alternative to foreign lan-
guage and there are often lo-
cal resources, such as col-
leges or universities that offer 
classes. ����
����
����
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Autism and  
M oebius Syndrome:  

Wendy Roberts, M D ���� ����
�

Dr. Wendy Roberts presented 
an overview of her research on 
the connection between Au-
tism and Moebius Syndrome.  
She is conducting this re-
search as part of a study 
funded by the National Insti-
tutes of Health (NIH).   
Dr. Roberts always brings a 
warm, human touch to her 
talks because of her interest in  
Moebius Syndrome.     

Dental  Concerns: Q &  A: 
Greg Osborne, DDS ����  
Greg Osborne, DDS, dis-
cussed dental concerns in chil-
dren with Moebius Syndrome 
and through a demonstration 
with his daughter explained 
how to care for children’s 
teeth.  Dental problems in 
Moebius Syndrome often are 
decalsified, hypoplastic teeth 
(lack of enamel) that can be 
aggravated by nebulizer treat-
ments with albuterol.  Sugges-
tions include bonding material 
on teeth and sealants on 
chewing surfaces to prevent 
cavities even with primary 
teeth and especially with per-
manent teeth. Dr. Osborne 
emphasized the importance of 
fluoride in preventing decay 
and recommended fluoride in 
water and prescription strength 
topical fluoride.  Goals to mini-
mize cavities in children with 
Moebius Syndrome were of-
fered by Dr. Osborne: clean 
gums one to two times a day in 
infants, introduce toothbrush at 
one year; do not put children to 
sleep with a bottle unless it is 
water and begin a cup at age 
1; help brush child’s teeth after 
every meal and do not drink 
fruit juice from a sippy cup; 
provide healthy balanced 
meals, limit sugar snacks; 
cheese products fight dental 
decay; use ADA approved 
toothpaste; clean teeth after 
medication – rinse with water 
(there is sugar in ventolin); visit 
a dentist at 12 months or six 
months after the first tooth 
eruption; and most important, 
floss.  Other helpful hints:  vi-
brat ion of  an e lectr ic 
toothbrush is good stimulation 
in the mouth;  ask your dentist  

to prescribe a topical gel or 
use ACT; paint fluoride on af-
ter brushing teeth, at bedtime; 
use spongettes in between 
brushing; be more diligent with 
bleeding gums; if child’s mouth 
doesn’t close, keep moist (can 
use Vaseline or other dry 
mouth products).    Orthodon-
tia is recommended earlier 
now, at 9 to 10 for girls and 10 
to 12 for boys. Final hint:  
chew sugar-free gum; it helps 
prevent decay.  More informa-
tion:  greg@oakwelldental.com 
 

) � �� %�#� � � � �� � � �� � � � � � � � �* � � $� � �
 � �� � � �+�� � , � � � %�� � � � �� � � � � � � ���
� � � �� � � � � �+� $� �� ��

� � � � � %�- �� � � � �� %�. � � � �� � � �� � �� � �� �
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Asperger Disorder: The Li ttle Professor Syndrome: 
Vick i  M cCarrel l ����  

Vicki McCarrell, President of 
the Moebius Syndrome Foun-
dation, explained that while 
she isn’t an ‘expert,’ she is a 
mom and had a lot of sugges-
tions and advice to offer, rec-
ommending the book “The Oa-
sis Guide to Asperger Syn-
drome” and those by Dr. Tony 
Attwood.  Vicki explained that 
the foremost symptom with As-
perger Syndrome is being 
“stuck” on particular topics, 
more boys tend to be affected 
and speech is less delayed 
than with Autism.  Some peo-
ple with Moebius Syndrome 
also have Asperger Disorder 
or are on the autism spectrum.  
Suggestions included the 
newsletter, PDD Network, and 
books offered by Future Hori-
zons (www.FutureHorizons-
autism.com).   

Breaking activities or tasks 
down into small steps helps 
children as does a “façade of 
calm”:  act calm, prepare for 
transition, increase comfort 
level and provide structure.  
Use “safety phrases” such as 
asking if they understood and 
help ahead of time; give 
choices to help with the feeling 
of lack of control in a situation.  
Be positive and say “a better 
way to do….” rather than ex-
plaining what was done wrong; 
give clear directions.  Self-
esteem problems, anxiety and 
depression are concerns; try to 
keep children busy and occu-
pied to reduce time spent in an 
obsession.  More information:  
www.asperger.org 
www.udel.edu/bkirby/asperger/ 

Smi le Surgery,  
Facial  Animation:  

Ronald Zuker, M D ���� ����
 
Dr. Ronald Zuker discussed 
the significance of a smile and 
explained his involvement with 
reconstructive techniques to 
allow the face to be animated.  
A clip from the BBC documen-
tary Human Face was shown.  
Dr. Zuker emphasized that the 
smile is crucial to interaction 
and self-image with both a 
physical (lips moving upward) 
and emotional component.  
The technology of microsur-
gery involves transfers of tis-
sue from one part of the body 
to another, reconnecting the 
blood supply.  The trans-
planted muscle is connected to 
a new nerve. This new tech-
nology has changed the con-
cept of treatment of people 
with facial paralysis.  While 
cranial nerves 6, 7, 9, 10, 11 
and 12 may be involved, he fo-
cuses on the 7th.  Surgery is 8 
to 9 hours and often uses part 
of a muscle in the thigh 
(segmental gracilis), with pre-
cise accurate positioning for 
facial movement.  A special 
photo was taken at the confer-
ence of Dr. Zuker and the chil-
dren who had had smile sur-
gery.  More information:  
www.smile-surgery.com  

. � /0 � $� � �! �� � �� � , � � � ��� � �� �� �� � � � � � �( � � �� � � � 1�

 
Contact Information for 

Dr. Ronal Zuker 

 

Hospital for Sick Children 

Toronto, Canada 

Phone:  416 813-6447 

www.smile-surgery.com 
Ronald.zuker@sickkids.on.ca 
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M oebius Unmasked: 
Finding Stories through 

Physical  Theater:  
Ef fy Redman ���� ����

����
Effy showed, both through  
stories of her own life, and 
through small-scale personal 
theater projects (for example, 
in “transforming” objects such 
as a box into something from 
one’s imagination), one could 
discover things about oneself, 
who we are, what is important 
to us, and our own creativity.  

Just for Dads:  Charles 
Wasi lewski  � �� �� �� � ����

 In a session exclusively for fa-
thers of children with Moebius 
Syndrome, 20 men discussed 
aspects of their lives, including 
their ambitions for their chil-
dren. The one-hour session in-
cluded dads of younger and 
older children. One dad com-
mented he liked this workshop 
that allowed  
fathers time to talk about their 
concerns and issues and was 
great for male bonding. 
   

“ No Excuses:  
Overcoming Li fe’s  

Obstacles” : Randy Snow, 
Keynote Speaker 

The closing speaker, Randy 
Snow of Terrell, Texas, ex-
plained how be became para-
lyzed (in a tractor accident be-
fore college) and discussed 
dealing with adversity, remind-
ing us that one constant is 
change.  About “rehabilitation,” 
Randy said that we are all in 
rehabilitation and that is what 
life is.  Amidst some really hi-
larious stories he encouraged 
us to be responsible – attitude, 
accountability and action – fol-
low those to make your life.  
Attitude is choice:  everything 
starts with a positive attitude.  
Have optimism – once you ac-
cept reality, you can begin to 
change reality.  On being ac-
countable, he stressed to 
avoid victimhood and accept 
what is going on, know your 
strengths and weaknesses.  
Acceptance has nothing to do 
with liking it.  Teamwork is 
compromise and a personal 
commitment to the group’s 
goal and taking action is build-
ing partnerships.  Randy’s new 
book, “Pushing Forward” and 
more information are available 
at www.randysnow.com. 

Inside Moebius:  
living without  

facial expression 
A new book being written by  

Jonathan Cole &  
Henrietta Spalding 

 
In a previous book Jonathan wrote 
about Moebius from the perspec-
tive of the effects of facial visible 
differences, and spoke about them 
to the MSF in 2000.  These narra-
tives were quite stark and may not 
be representative of the commu-
nity’s collective perspective.  Sub-
sequently he became aware of 
other experiences and felt a need 
to explore Moebius more widely.  
For her part, Henrietta, upon read-
ing Jonathan’s book saw the limita-
tions of the accounts of Moebius, 
with which she lives, and wanted to 
write a more representative ac-
count, and to find out and under-
stand more. 
   Oxford University Press has 
agreed to publish a book written by 
the two of them.  This promises to 
be a unique and exciting project, 
being a collaboration between a 
clinician and a person with Moe-
bius.  The aim of the book is to re-
veal to a general audience what it 
is like to live with Moebius and, by 
reflection, show what role and im-
pact the face has in life.  The aim is 
to gather the experiences of a 
cross-section of those with Moe-
bius of all ages and to blend them 
to build up pictures of the lives 
lived and by reflection the experi-
ences of living and coming to terms 
with an impassive face in every as-
pect of life ranging from school to 
forming relationships.   
   They are looking to interview a 
range of volunteers who would like 
to participate in the project and 
share their experiences and feel-
ings.  Contact Jonathan Cole at 
jonathan@colefamily.org.uk if you 
are interested in participating. 
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AAAdditional Conference Speadditional Conference Speadditional Conference Speak-k-k-
ersersers   

����

���� The Young Infant Chi ld: Therapy &  Parent Considerations: Cathy 
Currier, PT���� ����

 

���� Estate Planning for the Chi ld w i th Disabi l i ties:  
Steve Rhatigan, CEP���� ����

����

���� Ophthalmologic Problems associated w i th M oebius Syndrome:  
M ari lyn M i l ler, M D ���� ����

����

���� Nutri tion and the Brain Ci rcui ts: Paula Rochel le, ND/Neuropath ���� ����
����

���� Living w i th M oebius Af fected Sibl ings: Rhonda Robert, PhD ���� ����
����

���� Augmentative Communication: Gina Brown Craig, SLP  ���� ����
����

���� Facial  Reanimation Options: M ichael  K lebuc, M D ����   
����

���� Pick ing Strawberries: Living wi th a Trache: Derri l l  Twomey, RT ����  
����

���� Living w i th Di f ferences: Linda Tate ���� ����
����

� � � �� � � �	 
 
 �� � �� �� �
 �

Q: Moebius & Coates Disease 
Does anyone with Moebius Syndrome also 
have Coates Disease (a rare eye condition 
that causes extra blood vessels to form and 
leak, detached retinas and blindness)? 

Q: Medical Insurance 
What are health coverage options when children 
with Moebius Syndrome or other health conditions 
turn 18 or age off their parents’ coverage? 
 Melanie Miller,  mamillerrn@hotmail.com 

Please respond to the author and to the Moebius Syndrome News at Moebiusca@aol.com 
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A: Dear Lora Lee, 

   Hi, my name is Tim Smith, I’m 
forty years old.  I live in Virginia 
and have Moebius.  I’ve had 
problems with sleep apnea for as 
long as I can remember.  The 
positive side to it is that I have 
some pretty incredible dreams 
with great graphics and plots.  If I 
could figure out a way to attach a 
video recorder to my dreams I 
would be able to crank out at 
least one major motion picture a 
week.  When I can find the time I 
enjoy writing and a lot of my 
ideas and creativity comes from 
my dreams, so it’s not all bad.  
The down side is that a lot of the 
sounds or movements I make in 
my dreams I actually make in real 
life while sleeping.  On occasion I 
will sleep walk and wake up in 
another part of the house, but 
that happens very rarely.  I had a 
sleep study done about ten years 
ago and they could not determine 
the reason for the sleep apnea 
but they put me on Klonipin to 
keep me still at night.  The Klo-
nipin worked but it drained me of 
energy and I was tired for most of 
the day.  I stayed on it for about a 
month, then decided I was better 
off with the sleep apnea.  After 
that I tried other things to calm 
me down at night like Dimetap, 
Nyquil, and Benadryl.  Benadryl is 
the only thing I can take without 
other effects.   

When I take it I only have prob-
lems with sleep apnea when I’m 
really tired or when I’ve had a 
stressful day.  Since I have on oc-
casion pushed and shoved my 
fiancée, I’m looking for another 
way to control it.   
   From what little I’ve read, there 
are a number of people with Moe-
bius who also have sleep apnea 
so you and I are not alone.  If you 
would like to talk about it more, 
please feel free to e-mail me. 
Take care, 
Tim Smith 
Tsmith1649@aol.com 

� � � �� � � �	 
 
 �� � �� �� �
 �

Q: Night Terrors 

 A:  I’m Sharon, mom to Lau-

ren, who will be 10 years old in 
November.  She had really dis-
turbing night terrors from age 2-4 
years.  We finally got a psychia-
trist to medicate her with 
Clonazepam, which is actually a 
seizure medication.  At one of the 
Moebius Syndrome Foundation 
Conferences, we learned about 
“scheduled awakenings”—we 
took Lauren off her meds after we 
came home and for 6 weeks we 
would go and gently arouse her 
about 30 minutes before the time 
she would begin her night terrors 
(she had them from 11 pm-3 am, 
1-5 per night.  She got horrible 
sleep and I swear that contributed 
to her nastiness during the day.  
The scheduled awakenings 
WORKED!  We don’t do it any-
more and she’s not on meds. 
   She does have “talking fits”, 
where she’s screaming at some-
one or having a conversation 
loudly, about once or twice a 
week. 

   We just had her psychiatrist ap-
pointment, and I asked him (with 
Lauren’s permission) for a 
Clonazepam again—it bothers 
Lauren when she has friends 
over or spends the night at a 
friend’s house for them to com-
plain about waking them up at 
night with her talking and yelling.  
She will only take it when she 
wants to.  Ask any questions you 
want! 
Sharon Deveney 
sbdeveney@hotmail.com 

A:  My name is Tara Connelly 

and I am the mother of a 16 year 
old son with Moebius.  Chris has 
had sleep problems and night ter-
rors all his life, although the ter-
rors are few and far apart these 
days and the sleeping is greatly 
helped by taking 200mg of 
Trazadone nightly.  He has been 
sleeping through the night for a 
number of years now.  He never 
has more than one episode of ter-
rors on any given night and goes 
months without them now.  Natu-
ral methods such as melatonin 
only made them worse.  Many 
folks with Moebius suffer from 
sleep problems and night terrors 
and the theory is that the missing 
cranial nerves are right in the 
same territory of the brain as the 
sleep center, so it stands to rea-
son that it might also be affected. 
  Please feel free to contact me if 
you have any additional ques-
tions. 
Sincerely, 
Tara Connelly 
HEYITSONLYTARA@aol.com 
 

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

Q: Sleep Apnea 
Does anyone with Moebius also 
have sleep apnea?   
Lora Lee Carver 
llc31512@yahoo.com 
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New Chi ldren’s Books about M oebius Syndrome 

Audrey Plessinger, the mother of a 1 year old with Moebius, 
has written 2 children’s books.  Copies of Moebius & Me and 
Moebius Man can be ordered from Audrey.  Send your order 
with a $10 check for each book to: 

Audrey Plessinger 
119 Hilltop Dr 

Greenville, OH 45331   
Questions:  plessinger@bright.net 

 
 

Study of  Chorionic Vi l lus  
Sampl ing-Exposed  

Chi ldren wi th  
M oebius Syndrome 

Lewis B. Holmes, M.D., of the Ge-
netics and Teratology Unit at the 
Mass. General Hospital for Children 
in Boston, MA is doing research on 
children who were exposed to the 
prenatal test called chorionic villus 
sampling (CVS) and who have some 
type of physical malformation or 
birthmark.  One of the malformations 
of interest is Moebius Syndrome.  
They are recruiting CVS-exposed 
children for a follow-up examination, 
as part of a research study to deter-
mine the types of birth defects that 
can occur after the CVS procedure. 
For more information, contact: 
cmgolden@partners.org or toll free 
at 888-287-0738. 

� �� ���� � 	 
 ��
Will return next issue! 

* *********************  
Your ideas for the 

Kids’ Page 
 

Please send your ideas, arti-
cles, poems, word games, and 
drawings for the Kids’ Page to: 

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

New Support Groups  
Forming — 

Florida &  Ohio 
 

New Moebius Syndrome sup-
port groups are now being 

formed in Florida and Ohio.  In 
Florida, please contact Aida 

Rufin (mother of 2 ½ year old 
twins) at ARUFIN@cs.com or  

786 663-7191.  In Ohio, please 
contact Audrey Plessinger at  

plessinger@bright.net or (937) 
316-8145. 

* � � � �� � � �� �� � � �� � � � �
2�� � � � � � �� ��  

New Regional  M oebius Syndrome Web Si tes 
Ohio: 
Although it is specifically for people in Ohio, it has useful  
information for everyone.   
The address is:  http:/www.ohiomoebiussupport.com 
Northern California: 
The new & improved Northern California website is still at: 
http://www.moebiussyndrome.com/california 
 

National Foundation of  
Dentistry for the  

Handicapped Program 
 
For people without dental in-
surance who need significant 
dental work, this program pro-
vides one-time approval for 
any type of dental intervention 
(including dentures) but is not 
for ongoing preventative care.  
Participants must meet medi-
cal and financial criteria to par-
ticipate.  For more information, 
go to: 
http://www.nfdh.org.  
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Thank YouThank YouThank You   
The Moebius Syndrome Foundation would like to thank the following for their generous donations in 2004. 

All donations are used to achieve the mission of the Moebius Syndrome Foundation and are not for personal use. 

In Memory of Steve Clarke 
 Mrs. S Banfield 
  Mr. &  Mrs. Chevrot 
  Mr. &  Mrs. BJ Davenport 
  JD & LR Fletcher 
 Phil &  Sara Johnson 
 Mr. &  Mrs. Lee 
 Debbie & Steve Moult 
 Mr. &  Mrs. K Southall 
 Dr. &  A Starbuck 
 Mrs. J.A. Thorton 
In Memory of Michael  Karam 
 Chevrolet 73 
 Friends at Boeing Project Engineering 
 James & Nancy Gailey 
 Roswell Holmes, Jr. 
 James & E. Elaine Hoover 
 John & Kathleen Karam 
 Kristen Manthey 
 Francis & Carol McKay 
 Joseph Michaelx 
 Jeanne Miller 
 Kenneth & Evelyn Small 
 Anthony & Patty Small 
 James & Mary Thomas 
 William & Mary Vignola 
 Katherine Villanova 
Friends of Ian Linn 
  John & Helen Andrade 
  Arraya Solutions, Inc 
  Vincent &  Caroline Campanga 
  Commerce Bank, King of Prussia, PA  
 Gary & Karen Bilotti 
  Peter Delmage 
 Daniel Gallagher 
 Chris & Dawn Giarla 
 David & Andreas Giarla 
 M ichael &  Gina Gilbert 
 M ichael Harrington 
 Halsey Herreshoff 
 David Jaffe 
 Katherine Keene 
 David Kemmy 
 Fraser & Betty Lang 
 Marian & Eric Larson 
 Paula Larson 
 Emmet Linn & Dawn Ang 
 James & Sheryl Linn 
 Susan Loving 
    
  
 

To Emmet Linn 
and Dawn Ang 
and their many 

friends and  
family members, 
for the Moebius 

Syndrome 
Awareness Street 
Festival, in honor 

of Ian Linn. 

 Maritime Info Systems, Inc. 
 Jennifer &  Patrick Mooney 
 Gordon & Norma Morrison 
 Joseph & Jennifer Natoli 
 Tom Reiley & Co. 
 Reliable Pest Controls Carolinas, LLC 
 Cynthia Roberts 
 Thomas & Tania Rorke 
 WSC Activities Committee 
In Honor of Li ly Richards 
 Boyd & Nina Covey 
 Dr. &  Mrs. W.A. Frederickson 
 Martha Lott 
 Hal &  Kathy Maddoux 
 CB & Carolyn McCauley 
 Ronald E. McCauley, Sr. 
 Betty Richards 
 Joy Richards 
 Dedric & Monica Roberts 
 Terry Shaw 
 Donads & Beatriz Welch 
Bren Rofkahr Fundraiser— Saron Rofkahr 
 Other Donations: 
Sue Atkins 
Amy Atkins, in honor of Susan Atkins 
Jeanne & Fred Barnes, in honor of Vicki &  Sean McCarrell 
Johanna Danaher 
Wennie Estrada, in honor of Savanna Estrada 
A lice Frecon, in honor of Matthew Frecon 
Edward & Ann Grega, in honor of Erin Hecker 
Mr. &  Mrs. Henry Jones III,   in memory of  
Wm Johnson Towler 
Susan Isaacson 
Jacob & April Iverson, in honor of Austin Iverson 
Melody Jones, in honor of Natalie Abbott 
Douglas Koch 
Kenneth Koehnlein 
Mr. &  Mrs. Henry LeBouef, Jr., in honor of Jason LeBouef 
Maria Mikeli, in honor of A thina Ameredes 
Leonard & Jeanna Matthews 
Linda McDavid, in honor of M ike Garbuzinski 
Tudy & Freddy McNabb, in honor of Trey McNabb 
Pauline Miglaccio, in honor of Antonio Migliaccio 
Mary Minow, in honor of Burton Minow  
Nell M inow, in honor of Burton Minow 
David Ott 
Kathy Peirce, in honor of Jacob Willman 
RFW Financial Corp, in honor of Chris Wasilewski 
Kimberley Roach, in honor of Jessica Roach 
David & Beth K. Shaw, in honor of Jacob Shaw 
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Would you l ike to contribute to the Moebius Syndrome Foundat ion? 
 
Your support is always appreciated, and will help the Moebius Syndrome Foundation fund impor-
tant 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  $ _________________ 
Gift In Honor of _________________________________________________ 
Gift In Memory of _______________________________________________ 
 
Please make checks payable to: Moebius Syndrome Foundation 
     P.O. Box 147 
     Pilot Grove, MO 65276-0147 
 
Name:  ______________________________________________________________________ 
Address:  ____________________________________________________________________ 
City:  ___________________________________  State:  ______________ Zip:  ___________  
Phone:  ________________________________  Email:  _______________________________ 
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