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Community Census 2020! 

It only takes 5 minutes to BE COUNTED!
Why Should YOU Participate? You can help us to:

Identify all members of our community, including people 
with Moebius syndrome, parents, family members, 
friends and professionals 

Maintain an accurate accounting of the 
prevalence of Moebius syndrome 

Understand the needs of our community 
to develop research funding priorities 
and our advocacy agenda

Update your communication preferences 
so you can stay informed about research, 
upcoming events and other Foundation work









All data collected will be kept in a database and maintained by the Moebius Syndrome Foundation.

2020 Moebius Syndrome Foundation Community Census!

We need YOU to be counted! This fall we launched the 2020 Moebius Syndrome Foundation 
Community Census! There are so many reasons why this is important for not only you, but for our 
community as a whole. Please take a moment to be counted today!
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The American Psychological Association has shared an excellent 
resource for How Americans with disabilities can cope with the 

COVID-19 crisis. Please visit https://www.apa.org/topics/covid-19/
disability-tip-sheet.

A Letter from our President
Dear Friends, 

How’s your pandemic going? Now, that’s a question none of us 
ever thought we’d ask! We’ve all been dealing with the coronavirus 

outbreak since March of this year, and it has likely changed all of our 
lives in ways large and small that we never imagined. For parents of 

children with Moebius syndrome, maintaining medical care and therapies 
has been a challenge, and maintaining our children’s social and educational 
lives hasn’t been easy either. For individuals with Moebius syndrome, our 
professional and educational lives have been impacted. 

Being part of a rare disorder community can make one feel somewhat isolated, 
and the isolation of the pandemic has only heightened these feelings for many 
of us. The Moebius Syndrome Foundation is trying, in our own small way, to 
combat some of this isolation by bringing our community together in new ways 
to try to maintain some aspects of our special community. We hosted a virtual 
conference, two of our Board members started a Community Chat that brings 
the Moebius community to you by Zoom, and we initiated a community census 
to better keep in touch with our community.

The Moebius Syndrome Foundation has been weathering the pandemic on 
an organizational level alongside you. Our Board and staff have been busy 
with day-to-day operations as well as several special projects, some of which 
are profiled in this newsletter. Although we postponed the Conference, we 
are planning to be together next Summer in Minneapolis. Rescheduling the 
Conference wasn’t easy, but we were able to delay everything that was planned, 
and the hotel was able to secure the same space for us, just one year later 
than expected. The research we support is continuing, and we’ve even funded 
additional important research projects over the past few months. 

While we all hope our lives return to our pre-pandemic status soon, I want to 
assure you that the Moebius Syndrome Foundation is doing our best to be there 
for our community regardless of the challenges we’re facing.

Sincerely, 

Jacob Licht, President

Moebius Syndrome Foundation
PO Box 147
Pilot Grove MO 65276
Phone: 844-MOEBIUS
info@moebiussyndrome.org
www.moebiussyndrome.org

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.
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Congratulations to the Recipients of the 2020 Moebius Educational Scholarships! Well done!

Moebius Syndrome Foundation 
Educational Scholarship Program

Do you have Moebius Syndrome? Do you attend 
college, or do you plan to attend next year? 

This spring the Moebius Syndrome Foundation will 
award four educational scholarships of $2,000 each, 
to individuals who have Moebius syndrome and will 
be attending an undergraduate college/university/ 
post-secondary vocational school. 
Three scholarships will be awarded to 
undergraduates and one to a graduate student!
The deadline to apply is NOW May 15, 2021.

A Letter from our Executive Director
2020 has been a year like no other! It has been wonderful to see the many ways the Moebius 
Syndrome Community has come together in these challenging times. The daily support and 
kindness seen on the online forums, the thoughtful community chats hosted by Steven & 

Kelsey and a fantastic virtual conference are just a few examples.

Thank you again to everyone who participated in 
the virtual conference, what a tremendous success! I 

wanted to acknowledge the efforts of our Events and Program 
Manager, Jenny Whitman! Jenny did an incredible job pulling 
together a virtual event for our community. Her flexibility, 
dedication and positivity enabled us to quickly change gears 
and create a meaningful and memorable experience. We 
appreciate you, Jenny.

By now you have likely heard about the Community Census! We are off to a great start but we need 
YOU to be counted. The information collected will be critical to the success of our future advocacy 
and research efforts. Please take a moment today to update your information by visiting our website at 
moebibussyndrome.org. Thank you in advance for being part of our community and participating in the 
Community Census today!

I hope you have a wonderful fall!

My best, 
Dina Scalone, Executive Director

It has been wonderful 
to see the many ways the 

Moebius Syndrome Community 
has come together in these 

challenging times.

2020 Scholarships Announced

For more information and the scholarship 
application, please visit the Moebius Syndrome 

Foundation website Scholarship page at:  
https://tinyurl.com/y2hhev4j 

Moebius Syndrome Foundation News Fall 2020 3

https://tinyurl.com/y2hhev4j


In an effort to protect the health of the Moebius community and make sessions available to everyone, 
the Moebius Syndrome Foundation revamped the summer conference and created a week of free 
virtual sessions to help educate, encourage, and connect the Moebius community!

We were fortunate to have many wonderful professionals and volunteers share their knowledge and talents with 
us. We are grateful to them and acknowledge that we could not have done this without their generous support.

We invite you to view any sessions you may have missed at:  
https://moebiussyndrome.org/2020virtual.

Save the date!
2020 Virtual Conference

•	 Fitness for All, presented by KiOwana E. Phillips 
•	 Adaptive Technology, presented by Alex Barker 
•	 Moebius Syndrome Research updates, presented by 

Drs. Engle, Jabs, Manoli, and Webb 
•	 Happy Hour / Bingo, moderated by Kelsey Ferrill and 

Jenny Whitman 
•	 Scientific Advisory Board Q&A session, moderated by 

Vicki McCarrell 
•	 Your Personal Image, presented by Susana Romero 
•	 A Bright Future: Looking Beyond Moebius Syndrome, 

by Austin Halls, Jessica Maher, Kevin Smant, PhD, 
Emoni Williams 

•	 Coping Strategies to get through difficult 
times, presented by Dr. Leah Stock-
Landis, PhD 

•	 Art Journaling: A Creative Writing 
Session, presented by Lisa Smant 

•	 Well Being of Parents Within the Moebius 
Community, presented by Will Harrison 

Several chat sessions were private and 
not recorded. These were: Just for... Moms, 
Dads, Parents of Medically Complex 
Children, Women, Men, Canadians, Teens 
...affected by Moebius Syndrome

Moebius Syndrome Foundation News Fall 20204
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The 14th Moebius Syndrome Foundation Conference 
 in Minneapolis, Minnesota is July 23-25, 2021.

“In 2014, I attended my first Moebius Syndrome Conference 
in Washington D.C. It was a life changing experience in 
so many ways! The MSF conference has a little something 
for everyone – informational sessions, consultations with 
professional who are familiar with Moebius, opportunities 
to talk to individuals just like you, and social events that will 
introduce you to new friends. You won’t regret your decision 
to attend! I look forward to seeing you soon. ̕ ̕
	 – Steven Maldonado, Member of the MSF Board of Directors

https://moebiussyndrome.org/events/2021conference

The Moebius Syndrome Foundation is pleased to announce that 
the new dates for the 14th Moebius Syndrome Foundation have 

been confirmed. We will be meeting at the Marriott Minneapolis 
Northwest from July 23-25, 2021 and can’t wait to see you there!

The Moebius Syndrome Foundation is the nation’s largest 
organization dedicated to providing information and support to 
individuals with Moebius syndrome. The purpose of this conference 
is to bring families and individuals affected by Moebius syndrome 
together for education, research, and socialization opportunities.

Join us at the next Moebius Syndrome Foundation Conference!

“The Moebius Conference is an incredible opportunity for individuals 
and families to come together to share common experiences and 
learn from one another! There is so much information specific 
to our community, which was helpful especially as a new parent 
looking for answers. But my favorite is always getting to connect 
with other parents and to see connections made between our 
children. And my daughters’ favorite part is the talent show! ̕ ̕ 
	 -Brittni Jones, Oregon

Save the date!

Why should you attend a conference? Here’s what past attendees had to say:

We hope you will make plans to attend 
next summer. Start planning your 
conference experience by visiting:
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It’s time to start thinking about 2021 Moebius Syndrome Awareness Day (MSAD)! 

Join Steven Maldonado and Kelsey Ferrill each week 
as they host Community Chats! This Facebook live 

series features guests and topics that are relevant and 
meaningful to the Moebius syndrome community and 
episodes are usually held each Saturday. 

If you have any topics that you would like them to discuss 
or if you’d like to be a guest, please let either Steven or 
Kelsey know! 

Episodes of Community Chats can be found weekly 
on the Moebius Syndrome Foundation Facebook page. 
Please also visit and like the Community Chats Facebook 
page @MSFCommunityChats.

We’re very excited to announce that the Moebius Syndrome Foundation is partnering 
with the National Organization for Rare Disorders (NORD) to create a Moebius 

syndrome registry as part of the IAMRARETM Registry Program. NORD, a 501(c)(3) 
organization, is a patient advocacy organization dedicated to individuals with rare 
diseases and the organizations that serve them. This registry will be a ‘home’ for all 
Moebius-syndrome related research data. The data gathered will be used for a natural 
history study – following patients with Moebius syndrome over the course of their 
lifetimes. We hope to have registration available for this registry by the summer of 2021.

Additionally, the Moebius Syndrome Foundation has continued to support multiple Moebius 
syndrome research projects. In my laboratory at Mount Sinai in New York, the Moebius 
Syndrome Foundation has assisted with costs to perform whole genome sequencing on 
patients with Moebius syndrome or related congenital facial weakness disorders. Additionally, Dr. Zhongyang Zhang at 
Mount Sinai has received funding to assess for structural variants in sequencing data from Moebius syndrome patients. 
Both of these projects are aimed to better understand the etiology of Moebius syndrome. 

Dr. Gregory Borschel at the Hospital for Sick Children in Toronto received funding to further develop surgical techniques 
to enhance dynamic eyelid closure in patients with Moebius syndrome. Lastly, Dr. Kathleen Bogart at Oregon State 
University recently received funding for her proposal to research disclosing Moebius syndrome and other facial 
differences. All awardees will be updating the Moebius syndrome research community on their research findings at the 
next Moebius Syndrome Foundation conference scheduled for the summer of 2021 in Minneapolis!

MSF Community Chats on Facebook!

Research Update from Dr. Bryn Webb

Moebius Syndrome Awareness Day (MSAD)! 

Moebius Syndrome Awareness Day is an annual 
event 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.

How can you raise awareness? see the next page 
for some ideas:
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MSAD – continued 
•	 Host a virtual gathering within your region. Happy 

hours are fun!
•	 Add the Moebius Syndrome Foundation 2021 

MSAD Facebook frame to your profile picture.
•	 Pass out information about Moebius syndrome at 

school, or organize a school function to raise awareness. 
•	 Start a fundraiser to raise awareness and support 

for MSAD! 
•	 Share MSAD and how you’re raising awareness with 

your local news media and radio stations. Don’t 
forget to tag us so we can share your stories, too!

If you would like to host an event for Moebius Syndrome 
Awareness Day and would like support, please contact 
jenny@moebiussyndrome.org, or view our helpful toolkit 
at https://moebiussyndrome.org/events/moebius-
syndrome-awareness-day. The Moebius Syndrome 
Foundation can send swag gear and offer some financial 
support to approved gatherings.

Let’s make a big purple splash and 
spread awareness in 2021!

Thank You 
	  -to all of our donors!

In Honor of Natalie Abbott
Marcia & Wayne Abbott

In Memory of Shirley Barnett-Dantic
Malonte Barnett
Linda Boling
Linda Richards
Kristi Tapp,  
Family First Rehab Services

In Honor of Benjamin Becker
Linda & George Becker

In Memory of Hannah Jade Devine
Mark & Susan Knox

In Memory of Mary Dillner
Janice Critchlow
Bobby & Chelle Medow
John and Sally Virgo

In Memory of Joyce E. (Peris) Gephart
Kathryn Peris

In Honor of Avery Marie Giannini
Janet & Tony Giannini

In Memory of Michael Fuller Graham
Susan Graham Conway
Jean and Edward Graham

In Memory of Barbara Cody Heimel
Phillip and Linda Romanzi

In Memory of Christopher Lennon
Christopher & Bernadette Lennon

In Honor of Mirium Licht
Jeremy Epstein

In Memory of Kaylee Grace Roberts Lush
Glenda Lush

In Honor of Allen Marshall
Linda Marshall

In Honor of Sean McCarrell
Vicki McCarrell

In Memory of Burton Minow
Mary Minow

In Honor of Harrison Ray
Autumn Ray
Carol Ray

In Honor of Xavier Tinius
Ann Sandve

In Honor of Elin Tower
Lena Scott

In Honor of Michael VanLare
Sandra Blakey

In Honor of Ev Wright
Lynda Plunkett-Wright

Maya Allen
Gina Alvino
Amazon Smile Foundation
Brianne Battina

The Benevity Community Impact Fund
Gregory Borschel, MD
Juliann Brooks
Nicolas Haber
Joseph Haschka
James Holden
David Idell
Jablon Foundation
Stephanie Jusczak
Margaret Kaczmareic
Jan Law
Robert & Gracie Layton
James O. Lloyd-Butler
Gailmarie Mattison
Sam Mauro
Marilyn T. Miller, MD
Network For Good
Linda Romanzi
Crystal Sanders
Julie Santamaria
Paul & Kristine Santilli
Ellen Skinner
Jill & Anthony Smolen
Carlos Torres
United Way of Metro Chicago
United Way Tucson & SOAZ
Gary & Carleen Wargowsky
Megan Weber
Jenny Whitman

A special thank you to 
KiOwana Phillips and all of 

the participants in the the 4th 
annual Steps for Khaleb!

Thank you to all of our donors! Because of your generous 
contributions, the Moebius Syndrome Foundation was able 
to again award six educational scholarships in 2020, fund 
more than $111,000 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 
October 16, 2020.

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.
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Dr. James Richard John Partridge OBE, passed away suddenly, but 
peacefully on Sunday 16th August 2020. James was a social 

entrepreneur, author, loving husband, father, grandfather, and the architect 
of the global face equality movement.
He was a wonderful and devoted husband to Carrie, father to Simon, 
Charlotte and Harriet, brother to Alison, Clare and David and ‘grand-dog’ to 
Callum, Imogen, Juliet, Zoe, Leo and Zadie. 
In 1992, after writing his first memoir which reflects upon the lessons learnt 
after sustaining life changing burns, aged 18, James then founded the Charity 
‘Changing Faces’, which took its name from ‘the book he wished he could 
have had to help him through his own recovery’. 
To this day, Changing Faces is the UK’s leading charity supporting people 
with disfigurements. Founded by James in 1992, the charity provides specialist 
psycho-social support for individuals and their families. 
A fond and defining moment for James was the success of a campaign which 
saw posters of people with distinctive appearances appearing across the London underground. His ground-breaking 
work and unwavering commitment to improving the lives of others will no doubt continue on through the countless 
friends and allies he has made. This year, James released his second book, ‘FACE IT’, which is a memoir, a manual and 
a manifesto for change. The book dissects facial prejudices, the discrimination people so often face, and lays out the 
changes that need to happen on a global scale to bring about face equality. 
A mentor, a friend, and an inspiration to so many people, he brought immense positivity and laughter with him 
wherever he went. He will be tremendously missed and forever present in the lives of so many. James made the world a 
better, safer place for men, women and children with unique faces. He will be forever missed.

Moebius Syndrome Foundation 
The Home for the Moebius Community™ 
P.O. Box 147 Pilot Grove, MO 65276 
Address Service Requested 

conference@moebiussyndrome.org 
844-MOEBIUS

Follow Us

Dr James Richard John Partridge 
OBE, architect of the global face 

equality movement

The passing of Dr James Richard John Partridge
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