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“Having Moebius
syndrome is
extremely rare, it
makes me, me. I
wouldn’t change
it for the world.”
by Sean Barnes

Having Moebius syndrome is extremely rare, it makes me, me. I wouldn’t change it
for the world. I was born in Livingston, Scotland. As a kid growing up my family
always made me feel special and instilled in me that you can do anything that you
put your mind to as long as you work hard. From a very young age I was fascinated
with three things: football (soccer), professional wrestling and technology. I literally
cannot breathe without those in my life daily. Today, at 28, I am a Project Manager
in IT, play soccer regularly and wrestling is still a huge part of my life. I’ve known
what I loved as long as I can remember.
From birth in 1990, my parents eventually found out I had Moebius syndrome
aﬀecting my facial muscles, my eyes and I have a clubbed foot. I had my smile
surgery when I was six years old and again when I was seven, about a year between
them. In 1996 and 1997 this surgery was very invasive taking around 11 hours each
side. Then in the year after each operation, I had learn how to use the facial
muscles. I remember having the bandage wrapped around my head for what seemed
an eternity after the surgery, and the bruising on one side of my face looked huge
and it was black and blue. My mum had to crunch all my food up so I could eat as I
could barely open my mouth. At the time I had photographers from a magazine
from France come over to my home to take photos of me living my life. They got
photos of me playing soccer, practicing smiling, and my family and friends.
Following that, surgeries were plentiful on my face, eyes and foot but I would never
give up.
We all go through diﬃcult times growing up and Moebius could definitely be seen
as a diﬃcult time. There are two approaches you can take: let it defeat you or you
don’t. As Moebius syndrome is from birth, the support of your family is beyond
crucial. Growing up I had the best support I could have hoped for. I believe we are
a product of our experiences and our childhood and I would not be where I am
today if I didn’t have such a great upbringing. If you don’t let this defeat you then
first you have to accept Moebius as a gift and once you do this figure out what
makes you happy then go tunnel vision on making that happen. Live your life for
you and don’t listen to external influences telling you why you can’t.
If you or a loved one has Moebius syndrome there are four points I would like to
leave you with: Accept and love yourself for who you are. Give way more than you
take and expect nothing in return, for expectations are a killer for happiness.
People will always have opinions and will happily express them to us especially
when it is as visible as Moebius. Never value their opinion of you more than you
value your own opinion of you.
Nothing is impossible. Our life is built only by the walls we surround ourselves with.
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A Letter from our President
Happy New Year!
Moebius Syndrome Awareness Day on January 24 was another outstanding success,
with thousands of people worldwide showing their ‘Moebius Pride’ by wearing purple.
Dr. Paul Julius Moebius, the German physician for whom the condition is named and
whose birthday was January 24, would no doubt be amazed. Photos of the celebrations
of MSAD around the USA and the world covered social media, newspapers and magazines.
You will see many of the photos in this newsletter.
2018 was a busy year for the Foundation with our outstanding conference in St. Petersburg,
Florida, in July; a booth at the American Academy of Neurology conference in April; 4 college
students who have Moebius received scholarships; an $80,0000 grant to Dr. Bryn Webb for her
research into the genetics of Moebius syndrome, an outstanding Research Symposium . . . and
2019 will be another great year.
For the first time, this year we will host ‘mini conferences’ in Portland, OR and Ft. Worth, TX
so that people who were unable to attend the large conference in St. Petersburg can gather to
network and share their stories. This is a huge undertaking, but with the help of Jenny
Whitman, our Events and Program Manager, and Dina Scalone, our Executive Director, and the
many wonderful volunteer individuals who have Moebius syndrome and their families, the mini
conferences will be a huge success.
Board member Rebecca Maher and her daughter Jessica will represent the Moebius Syndrome
Foundation at the American Conference of Medical Geneticists in April in Seattle, where they
will man a booth that we are sharing with NORD, and educate hundreds of geneticists about
Moebius syndrome.
We are thankful for our wonderful Scientific Advisory Board and their dedication to individuals
with Moebius syndrome and their families. Dr. Ethylin Wang Jabs, a long time SAB member, is
working to develop a bio registry of the data that researchers have collected over the years. This
is a huge undertaking and we are grateful to her and the research team for doing this.
On behalf of the Board of Directors, thank you for your generosity. Without your unending
support, both financially and through your letters, emails and social media postings, this
Foundation would not be where it is.
Sincerely,
Vicki McCarrell
President/Co Founder

A Letter from our Executive Director
Dear Friends,
Moebius Syndrome Awareness Day was fantastic. I have never witnessed anything
quite like it. There were gatherings around the world, speaking engagements in schools
and on local media and a purple frenzy across social media platforms. Our Moebius
Syndrome Community was out in force to promote awareness and understanding.
Looking forwarding to seeing you at our mini-conferences in Portland and Ft Worth.
My best,

Dina Scalone
Dina Scalone
Executive Director

Educational
scholarships
deadline
April 30

I would like to ask for your support in
promoting our scholarship program. The
Moebius Syndrome Foundation this spring
will award four (4) educational scholarships of
$2,000 each, to individuals who have
Moebius syndrome and will be attending an
undergraduate college, university or postsecondary vocational school.
Three scholarships will be awarded to
undergraduates and one to a graduate
student. The deadline to apply is April 30,
2019 so we want to make sure all eligible
members of the community are made aware.
https://moebiussyndrome.org/supportresources/msfscholarshipprogram/

Moebius conferences

The Moebius Syndrome Foundation, the nation’s largest organization dedicated to providing information
and support to individuals with Moebius syndrome, is hosting its first Mini-Conferences in Portland,
Oregon and Ft. Worth, Texas. This is an exciting new venture with a goal of bringing a taste of the
national conference to families and individuals across the nation. These small meetings will be more
aﬀordable and accessible to many, and we are proud to be able to support these important events.

April 5-7, 2019
Portland, OR
Portland Mini-Conference
Dates: April 5-7, 2019
Venue: Red Lion Hotel on the River Jantzen Beach
Sleeping Room Rate: $124 + Tax
Child Care Available: Yes

Friday, April 5, 2019
Teen Meet-up
Red Lion Hotel
Saturday, April 6, 2019
General Sessions & Networking
(some separate sessions for
adults, teens, and children)
Red Lion Hotel

2020 Minneapolis, Minnesota National Conference
The Moebius Syndrome Foundation Conference is held
every two years and is the pinnacle event for the
organization. Attracting more than 400 people, the meeting
brings together the Moebius community to learn about the
latest scientific advances, educational sessions, medical
consultations with the nation’s leading physicians and social
activities.
Please save the date and join us in Minneapolis for our next
national event! Registration will open in February 2020

Saturday, April 6, 2019
Rojo the Llama Visit
Red Lion Hotel

Sunday, April 7, 2019
Washington Park Event
Washington Park in Portland

Ft. Worth Mini-Conference
Dates: November 1-3, 2019
What to expect: Educational and Networking
sessions, family friendly activities
All details to be announced soon!

July 17-19, 2020
minneapolis, Minnesota

Friday, April 5, 2019
Adult Meet-up
Jantzen Beach Bar & Grill

Saturday, April 6, 2019
Moebius Family Dance
Red Lion Hotel

November 1-3, 2019
Ft. Worth, TX

Sponsors
GOLD
Marcia and Wayne Abbott
Facial Paralysis Institute
Meredith and Bruce Jones
FRIEND
Kathleen and Beau Bogart
Meredith and Bruce Jones
Portland Children’s Dentistry

Donations

American Cleft Palate Association

Dates: July 17 - 19, 2020
Venue: Minneapolis Marriott Northwest
Sleeping Room Rate: $149 + Tax
Child Care Available: Yes
Highlights: Professional Keynote and Industry Speakers,
Social Events, Educational Sessions, Group Chat Sessions,
Dinner and Talent Show
Interested in being a sponsor or volunteer at any of these upcoming events?
Please email Jenny Whitman at jenny@moebiussyndrome.org
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Moebius syndrome
awareness day
JANUARY 24, 2019
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Celebrated globally each year on January 24th
— the birth date of Professor Paul Julius Moebius,
the doctor who first diagnosed the condition in 1888.
The goal of Moebius Syndrome Awareness Day is to
raise awareness about this rare condition and to
educate the world. Each year participants are
encouraged to wear purple and raise awareness
through various means and channels.

advocacy in
toronto
by Kelsey Ferrill

On December 1 of 2018, I flew to Toronto for
the chance of a lifetime. I had been contacted by
a production company working for the CBC and
after an initial Skype interview, I ended up being
cast on a new TV show that will air this
upcoming September.
On Sunday morning, I got to the studio and was
briefed on the filming process and got to meet
the woman that I was paired up with for the
episode. Penny and I shared the stage, and as we
sat on those two stools answering questions that
the public had sent in, we became close friends
and allies. After meeting her an hour before, I
felt like we had known each other for years. The
show is called You Can’t Ask That and the
concept is simple; it is an open platform for
those with diﬀerences to answer questions from
the public. The questions were sometimes tough
to answer emotionally, but really no one can ask
me anything that I haven’t heard before. It was a
truly amazing experience, and I am so thankful
for such an amazing platform to share my story.
Look for it online in March and broadcast on
CBC nationally in September!

Photos by
Kelsey Ferrill
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Tips for Great Job Interviews
by Steven Maldonado
Navigating the twists and turns of the job hunting process can be pretty daunting for anyone. In instances where you are
judged by your appearance from the moment you walk in to an interview, having a syndrome where your diﬀerence is
practically written across your face can be particularly challenging. Individuals with Moebius syndrome, however, are as
capable and competent in the workforce as anyone else.
Here are some common questions regarding the job search:

Attempting to find a job can be a daunting task for anyone. While having Moebius Syndrome might
make the job hunt a little more challenging, there are ways to navigate the journey. Good luck!
Steven Maldonado is a 31 year old male with Moebius syndrome living in Houston, TX. He works as a Contracts Administrator for Baylor College of
Medicine, and has a Masters in Business Administration from Texas A&M University. Currently, he serves on the MSF Board of Directors, where he is
fulfilling a lifelong goal of helping others with Moebius syndrome. Feel free to reach out to him with questions at stmaldon@gmail.com
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Should I disclose that I have Moebius syndrome?
This can be tricky. Honestly, you should try to read the room during the interview. If you get the feeling that the interviewer is struggling
to understand what you are saying, or if you feel like they may be curious, feel free to mention Moebius syndrome. Mentioning Moebius
while answering a question about yourself is another option.
Ex. Interviewer: Tell me about a time when you overcame a challenge.
You: Well, I have a condition called Moebius syndrome that limits my facial expressions. I've had to learn to adapt and live my life a little
diﬀerently, but have still achieved X, Y, and Z.
Will employers totally overlook my qualifications due to Moebius syndrome?
Generally, an employer wants to find quality employees that can add value to their team. Legally, they cannot overlook your qualifications
due to Moebius syndrome. This is why it is so important try to feel confident with your job skills and what you can bring to the company
when you interview. You want to sell yourself to them.
This concern of being overlooked is another example of why it can sometimes be beneficial to disclose that you have Moebius syndrome
during your interview.
Ex. Interviewer: What can you oﬀer to our company?
You: Describe your strengths (what skills you have/positive personality traits).
How can I compensate for lack of facial expressions and/or inability to smile?
First, it's important to understand that Moebius aﬀects everyone diﬀerently, so there is no all-in-one answer. The key here is to figure out
how you want to express yourself. In my experience, body languages, vocal inflection, and humor can do wonders for your interview. Bring
out that confidence in a way that's comfortable for you.
Ex. Make sure your handshake is firm and just the right length, and crack an appropriate joke when you meet the hiring manager.
I am very self-conscious about my *appendage(s)* that is affected by Moebius syndrome. What can I wear to my interview that
will not draw attention to something I am self-conscious about?
Traditionally, it is important to dress appropriately for your interview. Typically, you should dress in either business casual or business
attire, depending on where you are interviewing. In fast food/retail, business casual is appropriate. In a mid-level career job interview,
business attire is recommended. As far as wearing attire that will not draw attention to something you are self-conscious about, go for
simple.
Ex. If you are self-conscious about your hands/fingers, you can wear something that has long sleeves. This is actually recommended for
most interviews, anyway.
I believe I am a strong candidate in job interviews, however, I seem to not be getting any calls back after I interview. What can
I do?
First of all, you are not alone in feeling this way. Job hunting is a numbers game. In reality, you’ll probably have to apply to numerous jobs
before you find some luck. For those of us with Moebius, we tend to feel like our lack of job prospects can be attributed to us having
Moebius. Do not get discouraged if this happens! There are important things you can do after an interview to make yourself stand out.
Sending a Thank You Letter, thanking the interviewer for the interview is important. This will keep you fresh in their mind after the
interview. Making a follow up call after the interview is also very appropriate. When calling, be sure to speak
clearly and tell them your name and that you are calling to check the status of your application and see where
you are in the interview process.

Thank you to all of our donors!

MOEBIUS
SYNdrome
Canada group

Thank you to all of our donors! Because of your generous
contributions, the Moebius Syndrome Foundation was able
to award several educational scholarships in 2018, fund more
than $156,000 in research projects which will help identify
the Moebius syndrome gene(s) and financially support many
regional events so that families across the United States
could meet. Donations listed through December 31, 2018.
Thank you for your donations. It is with your generosity
that we can continue supporting our mission: 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.

For all Canadians, we now have a Moebius
Syndrome Foundation Facebook Group
just for you!
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You can find Moebius Syndrome Foundation
Group Canada by going to:

https://www.facebook.com/
pg/moebiussyndrome/groups
and requesting to join.
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CELEBRATING MOEBIUS SYNDROME AWARENESS DAY 2019!

