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

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

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

promote greater awareness 
and understanding of Moebius syndrome, 

and to advocate for scientific research 
to advance the diagnosis 

and treatment of Moebius syndrome 
and its associated conditions.

Our Mission

Find us on 
Twitter and Facebook!

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

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

Rare Disease Day is a day of 
advocacy to bring attention 

to rare conditions in the US and 
worldwide, and is celebrated on 
the last day of February each 
year. A rare disease affects 
fewer than 200,000 people in 
the US. There are nearly 7,000 
rare conditions that collectively affect 
nearly 30 million Americans. The Moebius 

Syndrome Foundation encourages 
everyone to participate in some 
way, to bring attention to Moebius 
syndrome and the many other 
rare conditions.  
 The National Organization 
for Rare Disorders (NORD)’s 
website for Rare Disease Day, 

www.rarediseaseday.us, contains a wealth 
of ideas and templates to use such as a 
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Our family created a holiday tree for the fund-
raising at Primary Children’s Medical Center’s 
“Festival of Trees.” It is a fundraiser that is done 
in Salt Lake City, Utah every year, and all of the  
proceeds go directly to children in need at 

Primary Children’s Medical Center. 
 A few days after Tate was born we took an ambulance 
ride up the mountain to Primary Children’s Medical Center.  
I didn’t know it at the time, but during Tate’s first year of life 

we would be visiting that hospital on a regular basis. We 
have met with doctors and nurses in so many departments. 

It is the most amazing hospital and we are so 
grateful for all of the wonderful people that we 
have met there.  
 We thought making a tree for the festival 
was the perfect way to show our appreciation  
to Primary Children’s Medical Center and to help 
spread the word about Moebius syndrome. We 
named Tate’s tree “We Smile With Our Hearts.” 
The Moebius Teddy Bears and hearts were the 
perfect theme for our tree, and we also added in 
trains for our little guy. Tate’s tree sold for $1,750! 
It is a good feeling to know that every penny of 
that will go to the children at the hospital that we  
appreciate so much. We are so grateful to have 
Tate in our family: he has made us all better 
people, we love him so much! 

More information about the Festival of the Trees can 
be found at http://www.festivaloftreesutah.org/.

Fundraising: We smile with our hearts
By Brandi Jacobson

Brandi & Travis Jacobson with children 
Tate, Hunter and Lexi.  
Below, Tate with tree at fundraiser.

— Continued page 8
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Letter from the President 
Warm Greetings!

I hope this finds all of you surrounded by loved 
ones during this special season. We’ve had a great 
year with a very successful conference, advances 
in research and the addition of over 100 new 
individuals/families to our ever growing Moebius 

syndrome worldwide mailing list.
 We have much to be thankful for and much more work to do.  
The Moebius Syndrome Foundation Board is currently working on a 
strategic plan to keep us all moving forward.  
 Research continues, thanks to our dedicated Scientific Advisory 
Board and our friends at the NIH. From time to time we are con-
tacted by adults with Moebius syndrome who are interested in help-
ing further research by one day donating their bodies for research.  
This is an incredibly generous, thoughtful gesture to help future 
generations of people who live with Moebius. For anyone interested 
in this, you may contact me at vicki@moebiussyndrome.com and I 
will put you in contact with our researchers.
 Thank you for your ongoing support of the Foundation and of 
each other. Any time someone contacts us asking for information 
or support you are all eager to rush in and help each other. What a 
wonderful, supportive group of caring people. 
 Best wishes for a happy holiday season and a peaceful, healthy 
2013. We look forward to seeing you at the 11th conference to be 
held July 2014 in Bethesda/Washington DC.  

Sincerely,

Vicki McCarrell
President  
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“Effectiveness of Oral-Motor  
Placement Therapy for  
Children with Moebius  
Syndrome”
By Sara Rosenfeld-Johnson, MS, 
CCC-SLP

The questions we had asked in this 
one-year pilot study were:   
1.  Can we improve speech clarity in  
 children with the diagnosis  
 of Moebius syndrome using Oral   
 Placement Therapy (OPT)? 
2.  Can we improve jaw mobility for  
 chewing and speech sound production using OPT?
3.  Can we improve tongue mobility for feeding and speech   
 production using OPT? 4) Can we improve lip closure for
 the production of /m/, /p/ and /b/ using OPT? and 5) Can   
 we improve oral resting posture using OPT?

 After collating the data we learned that improvements 
could be seen in each of the targeted areas but we had to nar-
row our focus if we are going to be able to publish our findings.  
With the information we gathered we are now embarking on 
Phase 2 of this study under the direction of a researcher in 
the field of Speech Science. The new title will be, “Alternat-
ing Treatment Design with Multiple Probes across Behaviors 
and Groups of Children with Moebius Syndrome.” We will 
be submitting this Phase to the Independent Review Board 
(IRB) within the next week and are hoping for approval. This 
final Phase should give us information suitable for publication.  
Once again we will be asking for participants in the study so 
you will be hearing from us shortly.  

"Moebius Syndrome and Microtubule 
Dysfunction"
Presented by David Hunter, MD 
Elizabeth Engle, David G. Hunter, and the Engle Research 
Group, Boston Children’s Hospital, Harvard Medical School

 The congenital cranial dysinnervation disorders (CCDDs) 
are a group of conditions caused by abnormal nerve develop-
ment. In the CCDDs, some of the nerves that normally extend 
from the brainstem to the head and neck do not form normally. 
Moebius syndrome is considered a CCDD because the nerves 
controlling face and eye movements do not form properly. 
Some patients with Moebius syndrome are considered to have 
“atypical Moebius” because in addition to difficulty moving the 
eyes side to side, they cannot move their eyes up and down, 
and they have drooping eyelids. 
 There are several other forms of CCDDs, including 
one known as congenital fibrosis of the extraocular muscles 
(CFeOM), in which the movements of the eyes are severely 
limited in almost all directions. Most patients with CFeOM 
have normal facial movements and so they are not considered 
to have Moebius syndrome. Our group has identified genetic 
mutations that cause many of the known CCDDs, including 
CFeOM. In particular we have found one type of CFeOM 

caused by a mutation in a protein 
that creates microtubules. Micro-
tubules provide internal scaffold-
ing for nerve cells just as wooden 
beams provide internal scaffolding 
within a house, and when they are 
abnormal the nerves get “lost” as 
they grow toward the muscle they 
are destined to activate. 
 We have discovered one par-
ticular microtubule mutation that 
causes both abnormal eye move-
ments and facial weakness. So far 
we have tested 9 patients with 

atypical Moebius syndrome—many of them examined during 
the Moebius syndrome conference—and all nine have this new 
microtubule mutation. The mutation interrupts the normal con-
nection of the brain to the facial muscles and to the muscles 
controlling eye movements in all directions. Patients with this 
microtubule mutation have other conditions as well, including 
an absent sense of smell, drooping eyelids, and malformation 
of internal connections between the right and left halves of 
the brain. We have thus discovered a genetic cause of at least 
one rare type of Moebius syndrome. 

“Ocular Dysmotility and Strabismus Patterns  
in Moebius Syndrome"  
Presented by Darren Oystreck, OC(C)
Darren Oystreck and the Engle Research Group, Boston  
Children’s Hospital, Harvard Medical School

 The congenital inability to fully move the eyes is a hallmark  
of Moebius syndrome (MBS).  Strabismus (misalignment of 
the eyes) is another common feature. We have conducted 
eye examinations on over 100 MBS patients over the past few 
foundation conferences to help us learn new things about the 
eye movement limitations.   
 In patients with “typical” MBS, the eyes do not move 
outward normally. Often the eyes are crossed as a result, but 
sometimes they are straight but do not move outward. The  
upward and downward movements of the eyes are almost 
always normal. Those patients who do have straight eyes (with 
limited outward movement) may also have good 3-D stereo 
vision; otherwise, binocular stereo vision is reduced. We have 
discovered that patients adapt to their limited eye movements 
in several ways. For example, MBS patients will use head 
movements (rather than eye movements) to track moving tar-
gets. We also examined patients with “atypical” MBS who had 
limited or absent vertical eye movements, severe drooping of 
the upper eyelids and exotropia (outward deviation of the eyes). 
 Overall individuals with MBS demonstrate very good use 
of their eyes despite the limited eye movements. The results 
to date have permitted us to paint a much clearer picture of 
the ocular movement and alignment features of typical and 
atypical MBS. Additionally, we have found that patients with 
atypical MBS have associated abnormalities, and some of them 
have a known genetic defect in microtubules.

Moebius Syndrome Foundation Third  Research Symposium
On July 12, 2012, the day before our 
10th Moebius Syndrome Conference, 

the third Moebius Syndrome Research 
Symposium took place in Philadelphia.  

Scientific Advisory Board members 
and other researchers presented 

information on their research into 
Moebius syndrome. Presented here are 

summaries of some of the presentations. 

—Continued page 6



 

 

2012 Conference Sessions: Just for Moms and Just for Dads
More sessions will be summarized in future newsletters and on our website.

“Just for Moms,” by Lori Thomas 
Facilitated by Lori Thomas (ages birth to 5) and Monica 
Woodall (ages 6 to 18)

When my daughter Chelsey was 
born with Moebius syndrome 

24 years ago, I felt completely alone 
and almost helpless. Her prognosis 
was limited by the lack of information 
available not only to me, but also to 
her doctors. Searching for good  
information was difficult and time 
consuming and most of my time  

was spent trying to deal with feeding issues, therapy, doctor 
and specialist visits and surgery. My family and friends were 
supportive, but no one really understood what it was like to 
have a child with a rare condition. There were no books to  
refer to when an issue unique to Moebius came up. I had no 
one to call for advice except for the doctors who knew less 
about Moebius than I did. It was difficult to watch other children 
reach milestones, while wondering when and if Chelsey would 
ever crawl walk, talk, or even eat.
 When I think about how much easier it must be for today’s 
Moebius moms with the wealth of information available on 
the internet, the support offered by the Moebius Syndrome 
Foundation and the opportunity for instant networking I am 
forgetting about the one thing that was missing the most from 
Chelsey’s early years, the understanding. Nothing compares to 
the very first time I met someone else with Moebius. It was an 
instant bond, a relief, an answer. We became family, the  
Moebius family, and our family grows each year. Many of the 
moms in my group joined the family recently and had never 
met another mom who truly understood. The emotion was 
very strong, almost reserved. We had a few seasoned moms 
who had attended before and the session started with the 
reassurance that things get easier and life truly can return to 
normal, even if it means a new normal.  

 The topics covered in our session included feeding  
concerns, autism symptoms and diagnosis, sleep disorders
(including night terrors), developmental delays, therapy, doctors 
and specialists, and speech delays. I referred the moms to the 
upcoming sessions at the conference if I felt their questions  
could be answered by an expert, for instance, Talk Tools.  An-
other topic was relationships: Can marriage survive a child with 
a disability and how to balance time for child and husband.
 Although the conference promised something for everyone, 
the group seemed reluctant to part when the session was over. 
That same feeling that I had many years ago with my first  
meeting was being played out in Philadelphia. The moms met 
again at the end of the conference. The excitement was  
contagious. everyone had a favorite session and something to 
share. The sharing continues today on Facebook with the  
creation of the Moebius Moms page. (‘Moebius Moms’ is a 
closed group on Facebook; to join, go to the group, and request 
to join. It is facilitated by Jessica Jezowski, Emily Wright Calhoon 
and Jennifer Moyer Akers)

“Just for Dads,” by Kevin Smant
Facilitated by Emmet Linn (ages birth to 5) and Kevin Smant 
(ages 6 to 18)

Dads of children with Moebius syndrome have unique chal-
lenges. One thing that struck me was how many parents 

reported that the medical professionals they dealt with in their 
towns and cities sometimes knew very little about Moebius 
syndrome. But, beyond that, some were negative about their 
child’s chances in life. What the conference also taught every-
one is this, though: the medical professionals were at times 
wrong about children with Moebius. What was said they would 
never be able to do, they have done. Parents repeatedly  
reported to me that the progress of their children has been 
amazing, and may not have happened if parents had simply 
given up and accepted negative diagnoses. It is incredibly 
inspiring, and it is a credit to the dedicated parents, and the 

Children – From 2012 Conference

Lori Thomas and daugher Chelsey
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children themselves.
 If you are a parent of a child with Moebius, several things 
will either surely happen or are likely to happen. When your 
child is born, you will become an expert on Moebius syndrome 
and how it affects your child. It is a labor of love, it happens 
naturally, and all of you are amazingly knowledgeable. Remember  
that you as a parent may know more about Moebius syndrome 
than the doctors. This isn’t guaranteed; sometimes you may find 
some incredibly dedicated medical professionals and doctors.

 So parents, proceed with confidence. educate the medical  
personnel you come into contact with about Moebius. Give 
them information, if you have it; or help them to find it. Be  
confident in your knowledge of Moebius syndrome and of your 
child. The conferences offer parents opportunities where you can  
exchange experiences with others and learn so much more.

Winter 2013

Chole DeLisa Jacob Licht with his daughter Miriam

Bernadette and Joseph Lennon with their son Christopher

Kay Von Willingh, Roland Bienvenu, and Leslie Dhaseleer

Adult group – From 2012 Conference

Monica and Matt Woodall with daughter Madison

— More conference photos on page 9 —
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Since bringing our precious  
Hannah home in December of 
last year, we’ve had so many 

amazing experiences as we have 
watched her grow and develop; but we 
have also had a LOT of medical  
appointments, surgeries and tests. 
There have been some sobering 
moments where we’ve learned more 
details about how her syndrome will 
 affect her throughout life. We have 
much hope and enthusiasm for the 
future, especially in seeing the confi-
dence and determination that radiates 
out from Hannah’s vibrant personality. 
 The biggest step of her medical 
journey happened this summer when 
we traveled across the country. On 
July 12th, we boarded a plane and 
flew to Philadelphia, PA to attend the 
Moebius Syndrome Conference. It 
was also our very first chance to meet 
other people with Moebius syndrome! 
Walking in to the first session at the 
conference was incredibly overwhelming 
for both of us. 
 For 18 months, Hannah lived in 
 an orphanage, and although we know 
she was loved and cared for, many of 
her symptoms went unnoticed, and 
therefore were never diagnosed.  
She had been characterized by her 
“expressionless” gaze and was labeled 
as “unsocial.” But now, eight months 
later, on the other side of the world, 
we had the privilege of watching her 
enter into a group of people where she 
was seen as perfectly normal. 
 We watched Hannah being  
accepted, and even celebrated amongst 
perfect strangers who understand the 
realities of living with the same medical  

conditions and differences that she has. 
We met so many other parents with 
children the same age as Hannah as well 
as three families who have also adopted 
a child with Moebius syndrome!  
 The talent show on the last night 
of the conference was the best part! 
Anyone with Moebius syndrome could 
get up and perform for the crowd; the 
children, plus some adults, had prac-
ticed their acts all year long; it was truly 
inspiring being in the audience and see-
ing the courage and talent!
 We realize that Hannah has a long 
journey ahead of her in terms of therapy, 
probably more than we had ever 
imagined. Her biggest challenge in life 
will not be medical issues, but instead 
will be social stereotyping from others. 
Although that probably seems obvious, 
we were surprised that we each had to 
work hard at not forming subconscious 
opinions about the cognitive abilities 
of people we met at the conference. 
It was an embarrassing thing to admit, 
but it made us realize that we need to 
do more to help educate other people 
about Moebius syndrome. This issue 
has become one of our new passions: 
to do everything we can to help people 
in Hannah’s life understand so they 
won’t automatically judge her. Instead, 
we hope they will treat her the same as 
any other child, because she really IS 
the same as any other child!  
 Adding Hannah to our family has 
taught us so much more about the 
special needs community as a whole, 
and especially the effort to have all 
people with “differences” accepted 
and welcomed in our society.

Thoughts on our First Conference
By Kevin Lockwood

“Delineating the Genetics of 
Congenital Facial Paresis:  An 
Analysis of HOXB1” 
Presented by Bryn Webb MD 

 Dr. Bryn Webb, Dr. Sherin Shaaban, 
Dr. Harald Gaspar, Dr. elizabeth engle, 
and Dr. ethylin Wang Jabs recently pub-
lished a study in the American Journal of 
Human Genetics where they identified a 
mutation in the gene HOXB1 in patients 
with congenital facial paralysis. Patients 
with this gene change had an autosomal 
recessive form of facial paralysis. These 
patients also had sensorineural hearing 
loss and strabismus. HOXB1 is expressed 
in the developing neural tube in rhom-
bomere 4, the region of the hindbrain 
where the facial nucleus and nerve  
develop.  Mutations in HOXB1 result in 
failure of the facial nerve to form.
 
“Early Detection and  
Intervention of Social  
Communications Disorders in 
Very Young Children with  
Moebius Syndrome” 
Presented by Wendy Roberts MD

 Dr. Wendy Roberts and Dr. Shelly 
Mitchell have found a 29-30% incidence 
of autism in children with Moebius; 50% 
of children with Moebius in their study 
have no autism; 11% have borderline au-
tism spectrum disorder; 7% have Asperg-
ers syndrome. They are looking at early 
risk factors in babies and toddlers in-
cluding language, social communication, 
play interests, visual attention, motor 
skills and sensory motor behaviors, and 
temperament. They have had much 
success with early intervention in these 
children.
 
“Compensatory Expressive 
Behavior of People with Facial 
Paralysis”  
Presented by Kathleen Bogart PhD

 Dr. Kathleen Bogart explained 
that 127,000 Americans are born with 
or develop facial palsy each year.  
Her research shows that people who 
are born with facial paralysis have de-
veloped more adaptive behaviors than 
those with acquired facial palsy (due to 
tumors, accidents, etc.).

Research Symposium continued from page 3

PAGE
will return in the Summer 2013 newsletter



A

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

A

A

Q

Q

Q

Q

Q

READERS
TO READERSrespond

7Winter 2013

Q

A

STRAMISMUS AND SURGERY 
Q: Is there ever a situation (with a child with Moebius syndrome) 
where the crossed eyes would not be surgically corrected? I am asking  
because I have a great grandchild whose doctor said nothing should 
be done. Should they get a second opinion?
Anonymous

A: It is always almost impossible to make a definite statement without 
examining the patient but there are certain things that cannot be 
achieved in children with eye muscle problems due to Moebius  
syndrome. Often we cannot do much to improve the movement of the 
eyes laterally but sometimes we can decrease the amount of crossing  
when the eyes are looking straight ahead if there is significant 
misalignment looking straight ahead.  If the eyes are straight in this 
position we often do not suggest surgery.
Marilyn Miller, MD, Chicago, IL

MOEBIUS SYNDROME AND SWALLOWING/ 
ASPIRATION PROBLEMS
Q: What is the connection between Moebius syndrome and  
swallowing/aspiration problems?
A: Any involvement of the cranial nerves involving swallow or coordi-
nation of swallow (V, VII, IX, X and XII) lead to swallow problems and 
aspiration. Important to recognize, placing a feeding tube only allows 
adequate nutrition intake until there is further maturation but does 
not stop aspiration of saliva which carries the oral bacteria which 
leads to the pneumonia or bronchitis with a potential for anything 
from asthma-like symptoms to life threatening pneumonia. 
 There are multiple ways to attempt (“attempt” is the operative 
word) to manage this problem and really they are only means to keep 
the child well until further maturation occurs. The best course is 
having an interested speech pathologist who will be on board for the 
duration and adequate nutrition. 
Everet Murphy, MD, Kansas City, MO

editor’s note:  A detailed article that addresses causes of swallow 
dysfunction in infants and small children including Moebius syndrome 
can be found at www.uptodate.com. Search on ‘aspiration,’ and select 
‘aspiration due to swallowing dysfunction in infants and children.’   
The Moebius Syndrome News has requested permission to add the 
article or a link to it on the Foundation’s website.

LOW FOLLICLE STIMULATING HORMONE 
(FSH) AND MOEBIUS SYNDROME
Q: Is there a connection between Moebius syndrome and Low Follicle 
Stimulating Hormone (FSH)?
A:  Moebius has indeed been associated with hypogonadotrophic  
hypogonadism, which in turn can be associated with anosmia or cranial  
nerve I absence or hypoplasia. This is the olfactory nerve which 
causes anosmia. (Note: anosmia is the lack of the sense of smell. In 
Hypogonadotrophic hypogonadism, the male testes or the female 
ovaries produce little or no sex hormones.)
Irini Manoli, MD, National Institutes of Health

NIGHT TERRORS AND MOEBIUS SYNDROME
Q: Is there a connection between stress and night terrors in people 
with Moebius syndrome?
I am inquiring about night terrors in a teen with Moebius syndrome.  
She is 18-years-old and has had night terrors for most of her life. 
She has often been awakened by screams during the night. They 
increased in frequency at times, but as she got a little older, they 
seemed to diminish. She is now in college and is enjoying it tremen-
dously. The night terrors have made a reappearance, and she is in 
counseling now for the dreams. We recall that many Moebius syndrome 
families experienced these night terrors with their children. Do other 
parents have any suggestions or ideas on how to treat this?

A: My son has suffered from sleep problems and night terrors his 
entire life. We have had it under control for a number of years now 
because he takes 100 mg of trazodone prior to bedtime.  It is a mild 
antidepressant which makes him sleepy and allows him to transition 
to ReM sleep without sleep disturbances which used to cause him to 
scream sometimes multiple times during the night. He still has rare oc-
casions where he has a terror, but it is usually stress related. 
Tara Connelly, teejaycee@comcast.net 
A: My teenage daughter has them about three nights per week now, 
but used to have them 5-6 nights per week. Stress seems to trigger it 
to happen more often. Klonapin (generic is Clonazepam) works well 
—when she takes it she doesn't have night terrors.   
Sharon Deveney, sbdeveney@hotmail.com

CLUB FOOT AND MOEBIUS SYNDROME 
Q: My 15-year-old daughter was born with bilateral club foot and has 
had four surgeries to date and is still having problems. She used to play 
competitive soccer but had to stop playing this last year because of foot 
pain. We went to her doctor and got a second oppinion last week and 
both doctors have recommended that she have a triple arthodesis. 
Has anyone had this surgery, and were you happy with the results? I am 
nervous because it seems this is her last option since nothing else has 
helped.
Shaun DeLisa, shaun.delisa@gmail.com

HOW MANY CHILDREN WITH MOEBIUS 
SYNDROME WITH A CLUB FOOT/CLUB FEET 
NEEDED FURTHER CASTING?  
Q: My son had the serial casting done when he was just a baby and 
then the bar brace at night. His orthopedic surgeon is not happy with 
the fact that his foot/ankle is so tight. He wants to do another round 
of serial casting. Just wanted to know if this is common for the club 
foot. Is this perhaps more of a common occurrence for all the repeat-
ing because of the Moebius and the muscle tone issues the kids have?
Andrea Gentry, ashcondyL03@aol.com

A: My son has had the tenotomy and serial casting and boots and 
bars. He just had tendon transfer sugery on his right foot after a lot 
of tightening up. Our orthopedic surgeon said that further surgery is 
a fairly common occurrence for the children with Moebius syndrome 
who had serial casting. After the six weeks in the cast , he will get an 
AFO (ankle foot orthosis) for 2-3 months.
Tiffany Rokeby, tiffyann13@hotmail.com
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College Scholarships for Students with  
Craniofacial Differences

College Scholarships are being  
offered by the Cleft Palate 

Foundation to full time college students 
with craniofacial differences. Go to www.cleftline.org for more 
information on how to apply for the scholarships.

New—Rare Disease Blog

The National Organization for Rare Disorders, NORD, now has 
a blog at http://blog.rarediseases.org/. Information impor-

tant to the rare disease community will be shared on the blog.

Grandparents Support Group

Bobby and Chelle Medow from St. Louis have formed a sup-
port group for other grandparents of children with Moebius 

syndrome. The session for grandparents they 
hosted at the conference in Philadelphia in 
July was an overwhelming success and they 
welcome all grandparents to contact them 
at bobbymedow@yahoo.com.

MoebiusConnect.com

This new website features an 
interactive, clickable map for 

people with Moebius syndrome 
to connect with each other— 
individuals, groups, and organiza-
tions. It is now live for the US.  
To be added, send your information to submissions@Moebius-
Connect.com.

Positive Exposure Exhibit

On October 26, there was an exhibit at Grand Central 
Terminal in New York City by photographer Rick Guidotti.  

Called Hunter in Focus, the Positive exposure™ exhibit has 
moved from New York to Ger-
many, then will go to Poland, and 
is sponsored by Shire Human 
Genetic Therapies, Inc. Several 
people with Hunter syndrome, 
as well as a parent of a child 
with Hunter syndrome, were 
present with Rick to explain the 
rare condition to the hundreds 
of commuters who passed 

through Grand Central Terminal that day. The purpose of the 
project is to increase the sense of community and support and 
increase awareness of the disorder. For more information, go to 
www.HunterInFocus.com.
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The Moebius Syndrome family lost 
one of its own on November 13, 

2012 in Houston, Texas. Leroy “Baby 
Tre” Arizmendi III lost his fight for life at the age of 14 
months. He had Moebius syndrome, hydrocephalus, 
and several other medical conditions. His mother Yanet 
Ramirez contacted me a few days afterward and asked me 
to attend Baby Tre’s funeral service to speak and repre-
sent the Moebius community. Yanet indicated to me that 
they had never met anyone else with Moebius syndrome.
 The service was very touching and emotional. I was 
proud to represent both the Moebius community and the 
Foundation. I spoke briefly about Moebius syndrome and 
discussed how we are like a family. I also mentioned our 
many other little “Moebius Angels” who have passed on 
before Tre. My parents, both now deceased, truly under-
stood what it was like to have a special child.  
 I concluded my remarks by noting the number of 
small children in the room and asked their parents to give 
their kids a special hug that night before putting them to 
bed, and to remember Baby Tre.

In Memory
By Roland Bienvenu

letter to the editor or a news release, school activities, telling 
your story online on their site, and their Handprints Across 
America project.  
 Rare Disease Day is a global event. eURORDIS, Rare 
Diseases europe, is also hosting Rare Disease Day in many  
countries. Check their site www.rarediseaseday.org for  
international plans and events.

 What to wear? Consider Moebius 
syndrome t-shirts from Moebius 
Syndrome Awareness Day or from 
any of our past conferences. Check 

out the “I’m smiling on the inside” labels you can print from the 
Moebius Syndrome Foundation website (they print in purple, 
using labels size 2”x 4,” 10 per page). They can be worn on a 
t-shirt, used for making a poster, etc. The Moebius Syndrome 
Teddy Bears have the same logo on their t-shirts. Download 
the “I’m smiling on the inside” label at (http://www.moebi-
ussyndrome.com/go/news/rare-disease-day-2013).

Rare Disease Day, continued from page 1

“I’m smiling on
  the inside!”

Moebius Syndrome Foundation



In MeMory of. . . 
Hannah Jade Devine

Susan Knox
Terry Garbuzinski

Patricia Garbuzinski
Linda McDaid

Leo & Pat McCarrell
Mary Dillner
Elizabeth & Robert Heys

Burton Minow
Elaine Burton-Resnick
Mary Minow &  
 James Robenolt

Kaylee Grace roberts Lush
Glenda Roberts Lush

In Honor of 
Jake

Erin Boyle
natalie Abbott

Carole Perry
Luke Calhoon

Emily Calhoon
Michael Garbuzinski

William McDaid
Avery Marie Giannini

Janet & Tony Giannini

ozzie Harms
Laura Harms

ramona Jablon
Jablon Family Foundation

Allison Johnson
Tony & Mary Gentine

Samantha Jezowski
 Lori Grossberg 
Hudi & Miriam Licht

Bobby & Chelle Medow
Alyssa Lueckhoff

Nancy Lueckhoff
Sean & Vicki McCarrell

Fred & Jeanne Barnes
Eltrude Elliott Hall

Dustin McGowan
Jack & Judy McGowan

Bobby & Chelle Medow
Judy & Rachel Taylor  
 & Family

Dakotah Mitchell
Paula Endicott
Lisa Horton-Taylor
Darlene Jones
Kathyrn Marshall
MVP/Madeira High School

Joey Pierre
Linda Pierre

Barbara Stormer Moriarta 
and in memory of her  
beloved mother

Martina Ropog
elin Towler

Robert Towler
Maya Uzuanis

Sandra Kubik
Mike Van Lare

Mary Chermak
William Van Lare

oTHer DonATIonS
Bank of Montreal
Jermey Barr
Emily Calhoon—Thirty-One  
 Bags Fundraiser
Elizabeth Engle, MD
Regina Fitzsimmons
Georgeson, Inc.
Nancy Gibbons
Goodsearch
Alfred & Kathleen Graf
Lori Grossberg

Andrea Hurley
JMA Machine Corp
Stephen Miller
Dionne Read
Richard Redett MD 
Tiffany Rokeby
Paul & Kristine Santilli
Thomas Sauer / AT&T United  
 Way Employee Giving
The Shaw Family  
 Endowment Fund
Michelle Simmons
Anthony Smolen
Stephen Szemenyei
Robert Thabit
United Health Group Employee  
 Giving Campaign
United Way of Pierce   
 County

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

supporters/donors. 
Our members have done 
some creative fundraisers 

this year, including a 
Zumbathon, Riders for 

Moebius motorcyle ride, 
dress down days at work, 

purse sales, and a Walk for 
Moebius by a high school 

entrepreneur class. 
Many thanks to everyone 
for your ongoing support. 
All donations are used to 
further the mission of the 

Moebius Syndrome 
Foundation. 

We have no administrative 
overhead, as all work is 

done by volunteers.

Moebius Syndrome Foundation 2012 Financial Summary

INCOME
Donations $122,999.05

Conference ads & donations  $  17,222.30

Conference registration fees $  62,082.42

Conference raffle & sales $    6,660.00

Refund for materials $    1,700.00  

Interest $    2,962.79

TOTAL INCOME 2012 $213,626.56

 

EXPENSES
Conferences expenses $110,318.32

Research expenses  $121,844.92

General expenses $  18,220.58

TOTAL EXPENSES 2012 $250,383.82

 

EXPENSES DETAIL

TOTAL CONFERENCE EXPENSES: $110,318.32

RESEARCH EXPENSES:
 Research expenses at conference  $  24,179.92
  (food/rooms/lab expenses) 
 Research:  
  Wendy Roberts, MD  $  49,400.00
  Roxana Weksberg, MD $  16,265.00
  Elizabeth Engle, MD $  27,000.00
  SRJ Therapies, LLC  $    5,000.00
TOTAL RESEARCH EXPENSES: $121,844.92
   
GENERAL EXPENSES:
 Newsletters  $    6,743.03
 Postage  $    2,454.16
 Website $    2,832.00
 10,000 MSF pamphlets  $    1,627.38
 Baby t-shirts & bibs with logo  $    1,250.00
 Tax preparation  $    1,295.00
 MSF stationery  $       583.30
 D&O insurance  $       744.00
 NORD dues/meeting expense  $       334.00
 General expenses  $       357.71
TOTAL GENERAL EXPENSES $  18,220.58

TOTAL EXPENSES 2012 $250,383.82
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More Conference Photos — All conference photos in this newsletter are courtesy of Rick Guidotti, Positive Exposure™

Tara Connelly and son Chris Trower Jennifer and Matthew Wise with son Zayden Sherilyn and Haydee Sandoval

Beatrice Schultz with Alyssa and Nancy Lueckhoff

Moebius Syndrome News

T-SHIRTS
2012 Conference T-shirts

Sizes are limited, order quickly.  
Cost is $5 each, 

includes shipping.

TEDDY BEARS
Our adorable Moebius 

Syndrome Teddy Bears are 
wearing a purple t-shirt with 
the words “I’m smiling on the 

inside!” along with a little 
heart in the logo. They 

measure 11” tall.
Cost is $8 each, plus 

shipping.  

WRISTBANDS
Our purple wristbands are designed with the words 

“I’m smiling on the inside” on one side, and the 
Moebius Syndrome website on the other.
Cost is $2 each and includes shipping.  

NECKLACES
Heart necklaces (shown at right) are 

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

Cost is $10 each, includes shipping.  

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

Cost is $30 each, includes shipping.  

Round sterling 
silver necklace

Heart necklace

PARACORD BRACELETS
Purple & White Paracord bracelets still available!  
Cost is $5 each, plus shipping.  
Please specify which size you need:  Small, Medium, or 
Large (adults) or one “child” size available as well. The 
bracelets are made by 11-year old Jessica Maher who 
sold them at the recent conference. Email your request for paracord bracelets 
directly to Jessica at: rebecca.maher@ymail.com. 

All proceeds from wristbands will be donated to the Moebius Syndrome Foundation.
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Gloria Costello with her children Cory, Corrine, Matthew and Bella
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Complimentary copies of “My Face”
You may request up to 35 copies of the children’s book 

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

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

relatives, and the professionals who work with your child.

The books are complimentary, 
but donations are always welcome. 
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 Please make checks payable to: 
Moebius Syndrome Foundation

Mail form and payment to:
Moebius Syndrome Foundation

PO Box 20354
Oakland CA 94620-0354

Questions?  
Email us at marcia@moebiussyndrome.com 

or call 510 304-2302.

Name:

Address:

City:          State:      Zip: 

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

  Ship to same address

  Ship to different address: 

Name:

Address: 

City:          State:    Zip: 

 This is a gift.  Please include the following note: 

  

Please send me                  copies of “My face”

How to order:  
To receive your complimentary copies of 

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

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

“I Am Smiling” Bears @ $8 $ 

 Shipping (see box)  $ 

Necklaces (includes shipping):

 Heart Necklace on purple ribbon @ $10 $

 Round Silver Necklace @ $30 $ 

2012 Conference T-shirt (includes shipping) — Check Size:

	  Youth Medium  @ $5 $  

		 Youth Large @ $5 $ 

   Adult Small @ $5 $   

	  Adult Large @ $5 $

Wristbands — (includes shipping):  

		 Regular @ $2 $

     TOTAL ENCLOSED:  $  

Moebius Marketplace Order Form

ShiPPiNg RATES iN US:
  1-2 Bears $4  
  3-4 Bears $8  
  5-6 Bears $10
  Necklace(s)  No shipping charge 
  T-shirt* No shipping charge

iNTERNATiONAL ShiPPiNg: $10 on any order 
For questions/costs, Email us at marcia@moebiussyndrome.com 

or call 510 304-2302.

More Conference Photos — All conference photos in this newsletter are courtesy of Rick Guidotti, Positive Exposure™



PO Box 20354

Oakland CA 94620-0354

Address Service Requested

Friday through Sunday  
July 18 – 20, 2014

Mark your calendars NOW!

Washington DC
Bethesda North Marriott Hotel & 
Conference Center
5701 Martinelli Rd, Bethesda, MD
Conference Chairs:  Jacob & Panina Licht

Will yOu contribute to the 
Moebius Syndrome Foundation?

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

fund important efforts such as the 
conferences and research grants. 

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

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

www.moebiussyndrome.com.
  

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

eIN # 13-3753992


