How to Plan and Carry Out a
Successful Program in Your Region

With Jan Fisher, CO/WY MSF Regional Coordinator

Welcomel!




Why Do We Need Regional Volunteers?

e The Foundation staff is small in number - we need volunteer help
with organizing events.

e The MSF currently has 15 Regional Coordinators across the
country.

e Why do you think it's important to Make A Difference

bring the Moebius community
together for in-person events?

Let's brainstorm - there are no wrong
answers!




We are a small community, due to the rarity of Moebius

You probably have had to explain what Moebius is to multiple people,
many times

Important to educate the broader community about Moebius
syndrome

Increased awareness and education leads to more understanding,
and will also help lead to more medical professionals being aware of
Moebius.



People crave the company of other people,
especially others who look like them, and who
won't judge them.

People with Moebius really enjoy spending time
together - it is affirming to know that you're not

alone.

Adults with Moebius in particular have been
asking for more social time together.



Raising funds helps the Foundation with:
e Educational scholarships, and scholarships to attend conferences

e Supporting scientific research

e Providing resources and networking opportunities for adults,
young adults, and families living with Moebius syndrome

e Working with families with newborns who have been recently
diagnosed as well as those with older children

e Sending packets of information and gifts to all new members.



Event Themes and When to Plan

You can plan a Moebius community event ANY time, but there are
certain times of year and specific happenings that may make it easier:

Moves for Moebius - September and October
Moebius Syndrome Awareness Day - January 24
Rare Disease Day - February 28

Face Equality Week - 3rd week of May



How Do | Plan This Event?

Assemble a Team

e Do you know someone else in the
Moebius community who would want
to help?

e Ask friends and family to help you. It
would be ideal to have at least two
others helping out, but the more the
merrier!

e Host an organizational meeting, either
in person or online. This can be helpful
in sorting out all the details.

Select a Theme - Sky is the Limit!
e Potluck at the park, Hike and lunch, Zoo
or Aquarium get-together, Sporting
event or Dance Party

Food Requirements

Will you provide a meal or snacks?
Choose your time of day keeping this in
mind.

Potluck options work well too

Budget

Figure out your costs

Are you renting a pavilion or other
gathering space?

How much food might be donated?
Do you want to purchase decorations?

Tasks
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Divvy up Tasks so it's easier on everyone

e Who will procure the venue?
e Who will be in charge of refreshments?

e \Who can help solicit and ask local vendors for donations?
All donors will receive a tax statement from the MSF.

e Who will work on marketing and publicizing the event?

e Who will take care of little details, like remembering name tags,
pens, sign-in sheet, trash bags, etc?

e Who will help with set-up and clean-up?



How the MSF Will Assist You

There are many ways in which the Moebius Syndrome Foundation staff will
support you for your event to ensure its success!

e Guidance - schedule a call, Zoom or email event staff any time to discuss details and
brainstorm ideas

e There isfinancial reimbursement for costs associated with your event

e FEvent swag - awareness bracelets, informational pass-along cards, pamphlets, stickers,
fliers, etc.

e Emails to members of your region, marketing via the MSF's social media
channels, and postcards mailed to members (if we don't have their

email) if requested.
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e Request the Event Planning Handbook - it is full of ideas and resources!
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