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Welcome!

To our Regional Coordinators,

We are excited and grateful that you want to invest your time and energy in planning a
local event to raise awareness and strengthen the Moebius community in your local
area!

This toolkit provides information and resources to assist with planning a social event,
educational session, awareness event, or fundraiser for the Foundation.

If you have questions or need additional support, please contact us at
events@moebiussyndrome.org.

Warmly,

Moebius Syndrome Foundation Team

www.moebiussyndrome.org events@moebiussyndrome.org
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Annual Campaigns and Important Dates

When you begin planning your event, timing and location are two very important
elements. The Moebius Syndrome Foundation has the following campaigns planned for
2026 which may help determine your timing.

Moebius Syndrome Awareness (January)

Moebius Syndrome Awareness Day is an annual day of
celebration held on January 24th each year. We encourage our
community members to consider raising awareness the entire
2. month of January. Any date around January 24th is a great
'EVERY DAY time to plan an event.
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Making a Difference for Moebius (July)

We will focus on all the different ways that we can make a
difference for Moebius. This can be through building
connections, spreading awareness, advocating for disability
rights, and fundraising.

Moves for Moebius (Fall)

Moves for Moebius is a celebratory event that spreads awareness about Moebius
syndrome, raises much-needed funds for the Moebius Syndrome Foundation, and
provides an avenue for members of the Moebius community to come together in
person.

Event ideas can be found on pages 5 and 6. We encourage you to get
creative and plan an event that best suits your interests and community.

Feel free to plan and host an event at any time of the year. We truly stand behind the
“Moebius Syndrome Awareness Every Day” slogan. If you would like to host your
event along with a specific theme, here are a few important dates to consider:

January 24 - Moebius Syndrome Awareness Day

February 28 - Rare Disease Day (https://www.rarediseaseday.orq)

May 16 - 23 - Face Equality Week https:/ /faceequalityinternational.org)
July - Disability Pride Month

September - Craniofacial Acceptance Month

October - Anti-Bullying Month
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Event Ideas
MSF staff members are always willing to guide and
support you in planning and executing these events.

Host a Picnic

This is a very easy event to organize, and may attract a large group of people. You'll want to
choose a location that is free or can be reserved at a low cost, appealing so people will want to
attend your event, and large enough to accommodate a group. You could have an activity for
people to take part in, like horseshoes, a hike, or live music to enjoy. Make it a potluck so
everyone will bring a dish to share! Here are two great potluck resources if you are looking for
easy ways to organize: https://www.perfectpotluck.com/,
https://www.evite.com/signup-sheets/

New School & Workplace Toolkits

We're excited to share two new Moebius Syndrome
Awareness Toolkits - one for schools and one for
the workplace! Each includes ready-to-use
resources to help educate others about Moebius
syndrome, promote inclusion and understanding,
and provide ideas for hosting awareness activities
on Moebius Syndrome Awareness Day (January 24)
or any time of year. Click here!

Moves for Moebius: Move Your Way for a Cause

Each fall, the Foundation hosts Moves for Moebius, a campaign that brings our community
together to celebrate movement, connection, and awareness, while raising essential funds to
support individuals and families affected by Moebius syndrome. You can take part in Moves for
Moebius in whatever way works best for you!

e Host a local event (like a walk, roll, or gathering) to bring your community together
or

e Take on a personal challenge, such as joining a local 5K, hiking, dancing, or walking a set
distance over the month - and invite friends and family to donate toward your efforts in
support of the Moebius Syndrome Foundation.

No matter how you choose to move, you’ll be helping spread awareness and make a
meaningful difference. The Foundation will provide materials, ideas, and guidance to make your
Moves for Moebius experience successful and fun!

www.moebiussyndrome.org events@moebiussyndrome.org



https://www.perfectpotluck.com/
https://www.evite.com/signup-sheets/
https://moebiussyndrome.org/moebius-syndrome-awareness-day/

Enter a “Moebius Syndrome Foundation” Team in a local event

Instead of planning an entire walk-a-thon on your own, gather a local group and enter
a local walk, 5K, or another event as the "Moebius Syndrome Foundation" and wear
purple gear or Moebius t-shirts! Raise funds by directing people to the Moebius
Syndrome Foundation’s official donation page

Bowling, Golfing, Zoo Outings, or other Fun Activity
A day at the bowling alley, golf course, zoo, or even a miniature golf
course can be fun! Contact your local bowling alley or golfing spot a
few months in advance to reserve space - tell them you are hosting
the event for the Moebius Syndrome Foundation. Ask if they have a
x party room that you can use and if you can bring your own food. All
attendees can be responsible for paying their own way and renting
their own shoes/equipment. If you have a group of volunteers to
help you, you could consider turning your event into a fundraiser.

b &

Be Creative!

These are only a few ideas - feel free to get creative! Think about what
would work best in your community and is easy for you to pull together
with the volunteers and resources you have available locally.

Logo Usage

If you are planning to host an event using the MSF logo and name, please contact
events@moebiussyndrome.org to register the event on our Events Calendar and
request resources for the event.

Please note that all individually designed t-shirts, other apparel, or promotional items
that have the Moebius Syndrome Foundation’s logo included, must be approved by the
Moebius Syndrome Foundation.
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Spreading the Word

Good publicity takes time, planning, creativity and effort, so plan ahead! Below are a
few ideas to get you started - but be creative! If you put pizzazz in your promotions
then people will be excited to attend!

- Word of Mouth
Tell everyone you know about the event, and ask them to spread the word as well!

= Social Media
The MSF will create a Facebook event for you, and you

can share it with all of your contacts. More information
about social media can be found on the next page. g @l n r 3
ol | Y
\

= Personal letters or emails
We will send 1-2 emails about your event to your entire region. We encourage you to
send the info to friends, family, co-workers, neighbors, influential leaders, town
officials, local physicians, and others.

= Event Website

Eventbrite.com, Evite.com, and facebook events are all free and easy to use event
registration sites. Plus, you can list the event as a public event for it to be promoted
online in your local area.

= Fliers

Drive around town and surrounding communities to hang fliers in local businesses and
public libraries. Make the fliers look professional and fun. We are happy to help you
create a flier if you'd like!

= Reaching out through the media
There is information about connecting with local media and samples of a press release
and letter to the editor on pages 15-19.

www.moebiussyndrome.org events@moebiussyndrome.org
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Social Media Awareness

Social media platforms such as Facebook, Instagram, SnapChat, Tiktok and LinkedIn
can be useful tools for promoting an event and inviting people to attend. Here are a
few tips for using social media.

Facebook

e The MSF will be happy to create a Facebook event for you that will be shared on
the MSF Facebook page. You will be able to share it with all of your contacts as
well.

e Use fun and engaging posts with an image to share about the event and invite
people to attend and/or donate.

e Create a Story on Facebook with a video or series of pictures about the event.

e Post, post and post some more! Due to social media algorithms and how the
feeds are constantly changing, people won’t always see your post in their feed.
You will need to post about the event multiple times leading up to the event
date. We highly recommend posting reminders the day before and morning of
the event.

Instagram
e Instagram is all about beautiful pictures. Post colorful, detailed pictures with the
event information, the venue, donated items, etc to help draw more attention to
your event.
e Post, post and post some more! As noted above, it is important to post multiple
times before the event date.

Hashtags

Hashtags are a way for posts across various social media sites to be linked together.
The hashtags are included at the bottom of the post text. Here is a list of MSF
hashtags you can use, and you can also create your own.

Moebius Syndrome: #moebiussyndrome

Awareness: #awareness

Kindness is Everything: #MSFKind

Moebius Syndrome Foundation #MSF, #MoebiusSyndromeFoundation
Moebius Syndrome Awareness Day: #MSAD

Making a Difference for Moebius: #Difference4Moebius

Moves for Moebius: #MovesForMoebius

Events Toolkit 8



What are the symptoms of Moebius syndrome?

Some of the symptoms may include:
e Lack of facial expression; inability or only partial ability to smile or frown

e Feeding, swallowing, or choking issues

e Motor delays due to upper body weakness
e Absence of lateral eye movement

¢ Absence of blinking

. Strablismus (crossed eyes) Did you knOW?
e Drooling ] ]

e High palate It is estimated that
e Short or deformed tongue Moebius synd fome
’ Ee”ga' pmb'fms affects 2 to 20 per 1
e Limb anomaly .

e Limited movement of the tongue million peOple'

e Submucous cleft palate
e Hearing impairment
e Autism Spectrum

What is Moebius syndrome?

Moebius syndrome is a non-progressive, rare neurological disorder that is present at birth and
affects the cranial nerves that control facial expression and eye movement. It primarily affects the
6th and 7th cranial nerves, meaning that people with Moebius syndrome are unable to smile, frown,
raise their eyebrows, grimace, move their eyes laterally or blink. Their eyelids may not close
completely when blinking or sleeping, which can result in dry or irritated eyes. Weakness in the
facial muscles may cause problems with sucking and the ability to feed, an early symptom that
arises with newborns. Read more here.

How common is Moebius syndrome?

The causes of Moebius syndrome are unknown, although the condition probably results from a
combination of environmental and genetic factors. Researchers estimate that the condition affects 2
to 20 per 1 million people.

Are there treatments available?
There is no cure for Moebius syndrome but there are treatments available. Children and adults with

Moebius syndrome usually benefit from physical and speech therapy to improve their gross motor
skills and coordination, and to gain better control over speaking and eating, as well as occupational
and sensory integration therapies. Strabismus (misalignment of the eyes) is usually correctable with
surgery. Limb and jaw differences may often be improved through surgery. Moebius syndrome is
not progressive and will not get worse over time.

For more information, visit www.moebiussyndrome.org

www.moebiussyndrome.org events@moebiussyndrome.org
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ltems from the MSF Store

The MSF online store has a variety of shirts in different styles and colors, hats, mugs,
and other accessories. All purchases help support the MSF's mission by funding

awareness, education, advocacy, and research for Moebius syndrome. These items
make great giveaways or raffle prizes at your event!

To purchase online visit:
https:/ /www.bonfire.com/store/moebius-syndrome-foundation-store/

heas)

o

MOEBIUS
€7\ sYNDROME
FOUNDATION

Event-Specific T-shirt
If you would like to design a custom t-shirt for your event with the Moebius Syndrome
Foundation logo, please submit the design and event details to

events@moebiussyndrome.org at least 30 days prior to your event for approval!

Events Toolkit
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MSF Giveaways

With adequate notice, the Moebius Syndrome Foundation staff can send you some
giveaways (such as stickers, bracelets, pens) and foundation materials (such as
brochures and pass along cards) for your event. Contact us for promotional items for
your event. Please give us three weeks notice so we have time to mail you the items
you need. *Promotional items will vary and certain items might not always be
available upon request.

Donations and Silent Auction

We highly encourage you to ask local businesses, restaurants
and stores to donate items for the event. This could be a

:jl location for the event, food, beverages, decorations, and other
supplies. If you need help writing a solicitation letter, please

; j? contact us.

y

In addition, businesses will often donate items or a gift card
for a silent auction. Hosting a silent auction is an easy and fun
way to raise money for the MSF. You can provide the business
with an in-kind donation receipt for their tax records. Please
contact us if someone requests an in-kind donation receipt
and we will issue one.

Raffles: Raffles are very popular, but there are different laws in each state about
holding a raffle because it is considered a form of gambling. Often, a fee must be paid
and paperwork must be submitted before receiving permission to hold a raffle. It may
not be worthwhile for the kinds of events we are holding, and if the rules aren’t
strictly followed, the MSF could be liable. If you are interested in holding a raffle,
please contact MSF staff first to discuss.

Financial Support - We want to help!

In 2026, the Moebius Syndrome Foundation will provide some financial support for
approved regional events. The amount of support provided will depend on the size,
length, location and purpose of the event. To request financial support, complete the
online financial request application at least 30 days prior to the event.

www.moebiussyndrome.org events@moebiussyndrome.org
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Fundraising at Your Event

The Moebius Syndrome Foundation is a 501(c)(3) organization and is dedicated to
improving the lives of those living with Moebius syndrome. Donations help us
achieve our mission in so many ways. Click here for much more information.
https://moebiussyndrome.org/donate/

Ideas for incorporating a fundraising component into your event:

e An admission charge for each attendee/family attending if the event cost is
beyond what the MSF is funding

e Hosting a silent auction for donated items (jewelry, books, t-shirts, items
donated from local businesses, etc.)

e Sponsors - for example, at a Moves for Moebius event, each walker/participant
could raise funds (through GoFundMe or Fundraise.com)

e Local businesses providing donations/sponsorships

Checks can be made out to "Moebius Syndrome Foundation”. Online donations are
appreciated and are currently being accepted here: There are many different avenues
for online giving. https://moebiussyndrome.org/waystogive/.

Please mail all funds raised to:
Moebius Syndrome Foundation
1312 17th Street, #976
Denver, CO 80202

Include a note with the event name. For online donations, include the
fundraiser name in the memo box, so we know which event the money is
coming from. Thank you!
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Sample Event Planning Timeline

These are all suggestions. Feel free to pick and choose
what you do depending on your comfort level.

8-12 weeks before the event:

Confirm the event date, time and location.

Make any payments/deposits required to reserve the location.

Notify the MSF of your event plans at events@moebiussyndrome.org.
Build a list of everyone you want to invite and how you want to spread the
word.

6-8 weeks before the event:
e Invite everyone you know to the event. Assist MSF staff in figuring out details
that will be sent in a Constant Contact email to members in your region.
e Begin asking local businesses to sponsor or donate items for the event.
e This is the time you want to build your media list and start reaching out to
reporters. Will your local radio station run a free PSA?

4-6 weeks before the event:
e Finalize the flier and send it to MSF for approval, or ask us to help you create
one. Hang them up all over town.
e Buy the supplies you need for the event. Save your receipts and track expenses!
e Contact MSF if you want materials or giveaways for your event.
e Begin posting about the event on social media.

2 weeks before the event:
e Send out your press release to the local media.
e Make sure there are enough volunteers to help at the event.
e More social media posts about the event. Ask MSF to post on their pages as
well.

Week of the event:
e Directly call or email media outlets or reporters to follow up on the press release
and personally invite them to the event.
e Make a sign-in sheet for your event. A template can be shared with you.
e More social media posts about the event. Ask MSF to post as well.

Day of the event:
e Have fun and please take pictures!

www.moebiussyndrome.org events@moebiussyndrome.org
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After Your Event

First, take a few days and RELAX!
Congratulations on planning a successful event!

Please send an event recap and pictures to us
(events@moebiussyndrome.orqg) to post on social media and potentially the
website and newsletter.

How many attendees did you have?

How much money did you raise?

Was it a success? Why?

What would you do differently next time?

Did MSF provide enough support? What can we do differently next time?
Did you receive any media coverage? Send us the links so we can promote
it on the MSF website!

LA X X X X 2

Send thank you emails or cards to all attendees,
volunteers, sponsors and donors.

Please share any participant contact information
that you received during the event. You can send

your sign-in sheet directly to us at events@moebiussyndrome.org.

Send all money raised at the event to:

Moebius Syndrome Foundation

1312 17th Street, #976

Denver, CO 80202

Please include a note with the money so we know which event it is coming from.

All checks should be made out to: “"Moebius Syndrome Foundation.”

Email the event expense tracking and copies of your receipts to MSF

(events@moebiussyndrome.orqg) for financial reimbursement up to the

amount pre-approved per the financial request form.
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Working with Local Media

Working with the local media can increase the success of your
event. It also increases awareness of Moebius syndrome and
educates local families about what resources and support
services are available to them.

Media relations may seem like a daunting task, but here are
some tips & tools to get you started!

1. Start with a good media list

Include your daily newspaper, community newspapers, as well as television and radio
stations. In choosing whom to approach, it is important to consider who is likely to cover
health issues. Most of the time, you want to contact the health/science reporter. This is a
great resource for building media lists: www.mondotimes.com and it's FREE as long as
you find the contacts yourself.

2. Prepare talking points

Before calling a reporter, you want to know what you’re going to say. Come up with 2 or 3
talking points that describe the event and why you are raising awareness of Moebius
syndrome. Your chances of local coverage are greatly increased if there is a local adult or
family who is willing to share their story with the media.

3. Introduce yourself

Once you have a media list and talking points, start reaching out to the reporters and
introduce yourself. Let them know that you are planning an event and ask how they like
to receive information and invite them to join you.

4. Write a Press Release

A press release provides reporters with the basics they need to develop a news story.
There is a sample press release and cover “pitch” letter included in this toolkit - just fill in
your information and it’s ready to send!

5. Write a Media Alert

A media alert (sample on page 17) gives reporters brief answers to the “who, what, when,
where, and why” of your event. Use this tool to get your information into local community
calendars as well as a last-minute reminder to get media to your event.

6. Don’t be afraid to ask for coverage
While you don’t want to be too pushy, it's not wrong to ask for media coverage. Let
reporters know that Moebius syndrome is a rare but important story.

7. Write a Letter to the Editor
You want to keep letters short & sweet; under 200 words is best.

www.moebiussyndrome.org events@moebiussyndrome.org




Finding Local Media Contacts

Building a media list does not have to take a long time but you want to include as much
information as you can find!

Start by writing a list of all the surrounding communities/towns you think may be
interested in attending your event.

Make a list of all the newspapers, TV stations, and radio stations that cover those
communities.

Visit www.mondotimes.com. This resource will help you expand that list (you’ll find
media outlets you never even heard of!) as well as provide you with a link to each
media outlet. You want to include daily newspapers, community/weekly
newspapers, television, and radio stations.

Visit each of the media websites and look for contact information. You will be
looking for reporters who cover local news. This may take a while, as some media
outlets don’t make it easy to contact them!

Tip: Read your local paper to figure out which reporter may be interested in

covering your event. Use online searches to find contact information that may be
hard to find!

Sample Letter to the Editor

Dear Editor:

[Please insert your personal story/connection] - i.e. "I am a mom to [insert child’s name),
who was born with a rare condition called Moebius syndrome.”

Moebius syndrome is a rare disorder that affects both young children and adults
and it is my hope that I can educate teachers, classmates, friends and
colleagues about Moebius syndrome. Individuals with Moebius syndrome cannot smile
or frown, and do not have lateral eye movements. Many individuals have skeletal
involvement with limb abnormalities, respiratory problems, speech and swallowing
disorders and sleep disorders.

[Join us on DATE] and meet some of the Moebius families in our community.

Signed by,
[Name]
[Phone Number/Email]
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Sample Media Alert

FOR IMMEDIATE RELEASE Media Contact:
DATE [Add your name and contact information]

[Your City/State/Region] Hosts First Annual Mighty Moebius Walk & 5K

Who: More than [Approximate number of attendees] Moebius Syndrome
Foundation families from across [State] gather together to participate in
the First Annual Mighty Moebius Walk & 5K.

What: [Describe your event]
When: [Date and time]

Where: [Location of the event. Be as specific as possible here]

For more information...[Do people have to register? Describe how they
should register. If there will be refreshments, please include them here.]

Moebius syndrome is a non-progressive craniofacial/neurological disorder that
manifests itself primarily in facial paralysis. Individuals with Moebius syndrome cannot
smile or frown, and do not have lateral eye movements.

[Name of the event] is being held in conjunction with the Moebius Syndrome
Foundation, the Home for the Moebius Community™. Founded in 1994, the Moebius
Syndrome Foundation provides information and support to individuals with Moebius
syndrome and their families. The Foundation promotes greater awareness and
understanding of Moebius syndrome and advocates for scientific research to advance
the diagnosis and treatment of Moebius syndrome and its associated conditions. For
more information on Moebius syndrome, the Foundation or becoming a member,
please visit www.moebiussyndrome.org.

#H#
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Sample Press Release

FOR IMMEDIATE RELEASE Media Contact:
DATE [Add your name and contact information]

[Your City/State/Region] Moebius Syndrome Families Gather Together

[City, State] - On DAY, DATE, community members from across [City] will be
gathering at [Name of Event] at [Location of the event].

[Use this paragraph to describe the details of your event - special activities
planned, times, who's invited/open to all.]

Moebius syndrome is a non progressive craniofacial/neurological disorder that manifests
itself primarily in facial paralysis. Individuals with Moebius syndrome cannot smile or
frown, and do not have lateral eye movements. The causes of Moebius syndrome are
unknown, although the condition probably results from a combination of environmental
and genetic factors. Researchers estimate that the condition affects 2 to 20 per 1
million people.

[Describe how people should register. If there will be refreshments, please
include them here.]

For more information, please [Website/email contact/phone?]

[Name of the event] is being held in conjunction with the Moebius Syndrome
Foundation, the Home for the Moebius Community™. Founded in 1994, the Moebius
Syndrome Foundation provides information and support to individuals with Moebius
syndrome and their families. The Foundation promotes greater awareness and
understanding of Moebius syndrome and advocates for scientific research to advance
the diagnosis and treatment of Moebius syndrome and its associated conditions. For
more information on Moebius syndrome, the Foundation, or becoming a member, please
visit www.moebiussyndrome.org.

#H#
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Thank you!

We appreciate your time and dedication to spreading awareness
about Moebius syndrome and supporting others through events
and fundraisers!

Contact us with any questions.
We want to support you in any way we can!

Moebius Syndrome Foundation
www.moebiussyndrome.org
events@moebiussyndrome.org
844-663-2487 ext. 704

Copyright and Usage Notice

Unauthorized copying, distribution, or modification of this content is prohibited. If you
would like to add any of the Moebius Syndrome Foundation resources to your website,
please get in touch with info@moebiussyndrome.org for express permission.

Photos and logos from this document or any Moebius Syndrome Foundation marketing
materials and publications may not be replicated, altered, or used in any way without
express written consent.
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