BY BETHANY NOELLE MELOCHE




ga \'}&E.Q-T [
ReTweeT

NeTweer

e

© 2013 Glern y McCoy/Dast. by Universal Licick  g21

Don’t worry. Today, you don’t have to Like anything you don’t want
to. I’'m not going to force you to tweet, or chirp, or anything you
aren’t excited to do. What | do want you to do, is show you how to
make your current social media outreach more effective.
[reference previous talks...given you a lot of calls to action...to
spread the word, to find people, to fundraise]

Social media is going to help you do all those things.




The number of active users on Facebook worldwide.

And if we believe 1 in 2500 people have CMT.... of those 1.59 billion
people, of those 1.59 billion people on Facebook then 636,000 of
them on Facebook have CMT. They are liking things. Why not Like
the CMTA!




Currently, 24,000 people have connected to us and follow us on
Facebook alone.

The average Facebook user has about 338 friends.

That means that we can literally reach hundreds of thousands when

people share our post.
This is important, because there are still 600,000 people with CMT

to reach.




Facebook itself lets us find people who are interested in CMT. We
run ads to reach them.

People say... | don’t click on ads...I say.... yes you do... all the time.
Ads have gotten better, and we are able to target them to the
people we really want our ads in front of.
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Reacning the rignt peopie

*| want to advertise to....

*People interested in Charcot-Marie-Tooth disease
*Who live within 50 miles of Los Angeles

| can say....

In fact, | just did that!




n Charcot-Marie-Tooth Assoclation: The Time is il Like Page
Now

Don't miss this Los Angeles event! Hear from special guest David Tannenbaum,
an inspiring and knowledgeable psychotherapist who has CMT.

Learn More

y Like Comment = Share

171 people saw it
40 clicked on it

Because we are reaching the right people!!!

We are going to talk about how | can do this for you too.



People don’t come to Facebook to think, they come to Facebook to
stop thinking. To connect. To be social without having to get out of
their pajamas. So some truth to this. But This is where the people
are. | will show you how to find them, how to engage them, how to
get them to come to your events, and my favorite, how to get them
to give you money.



My Commitment to You
BN ol Ll

AF |
AL A

| am going to go at a steady clip and cover a lot. DON’T PANIC. Don’t
worry about every last button.

| am going to have materials for you.

| am going to host calls.

| will be around to help this weekend, and after we all go back to our
homes.




Funny Name = Serious [

wat| Charcot-Marie-Tooth |

t‘

| ) (G O-Marie-” )

Let’s dive into how to promote your events, and consequently your
Branch on Facebook. For those of you who aren’t leaders, these tips
will apply to any fundraiser you do and want to promote.

If you don’t have FB, give responsibility of FB outreach to someone
in your Branch. Specifically, to someone in your branch who does
use Facebook. Also, these concepts will apply to other social media
sites and other outreach you do.

10



Charcot-Marie-Tooth Association
Closed Group

P -

. | charcot marie tooth france
Cloaad Group
e

Closed Group

m CHARCOT MARIE TOOTH
Closad Group

+ Joined

4 Join

4 Join

CHARCOT MARIE TOOTH - Insieme per capire . Join

g Charcot - Marie - Tooth CMT (www.abcmt.o.. + Joined
Closed Group
Al o I - " !
il

Hh CMTUS - Charcot-Marie-Tooth Disease - A

« Joined

100+ CMT Groups
on Facebook

When | was diagnosed with CMT over a decade ago | scoured the

internet looking for people with CMT. There wasn’t a lot out there...

Now no fewer than 100 groups on FB alone...

CMT groups are one great place to post and find people.
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* Like a Page * Join a Group
* One Official CMTA Page * Infinite number of CMT & CMTA
groups

R RSeS|

‘k("MTA"- _ s Bliceiter Coniecnntina

ChuancorMARIE TOOTH ASSOCIA * CMTA Branch Leaders Group
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EM*E Branc’ﬁ Lead E

First we need to understand the difference between the group and
the page. This is genuinely confusing. I'm sorry.
Page

Don’t post on the Page. It is a post graveyard, where posts go to die.

Group
CMT group is a great place to post and find people.
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% Debi Laude Weber

REMINDER: RE: The Madison, WI Branch ... Tomorrow morning we'll be
gathering, we'll have cofiee, treais, a wonderiui pfesenlauon oy Angle

Thompson from GeneDX, and enjoy the compi = " -~ *
see you all there. Let me know if you need det: m Angie Jacobs Beaumont shared Vidor, Tx CMTA Branch's
post
Like ¥ Comment Fet

Southeas! Texas/Southwest Louisiana. CMTA Branch meeting Saturday
{ m Alani Price 1:30 in Port Arthur. Message me if you have any questions.
ke S S * Vidor, Tx CMTA Branch

Reminder if you are in the Los Angeles area, we have i ., anuary 30 - Vidor, TX, United St
coming for the upcoming meeting this Saturday!

9 i 9 y Don't forget our next meeting is Feb 27 in Port Arthur! | hope 1o see some ol

. and new faces (&)

theranist and =

TTnanminag Duanta p wren

UlJ\-Ullllllb l.l“blll.a o SJ\.-IIG llclﬂpls auu At Luoys near [hﬁ ma” at 130
David Tannenbaum...

Please join us on Saturday, Feb. 27 for a very special present

Tannenbaum, LCSW, a psychotherapist for the past 30 years Like Comment

helping others with the 1ask of growing emotionally and spiritu
challenges. David is a member of the CMTA Advisory Board... () Douglas Rex

You may not realize it... but | watch you all on Facebook! Some of

you guys are ahead of the curve! You already are using Facebook to
outreach for your branch.

You already recognize this resource to find people for your events.

| encourage everyone to use this resource... and... | want to
encourage everyone to do what | do, which is always look for ways
to increase engagement with your posts.
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More engagement = more visibility =
Reaching more of the people you need to reach

The more people engage with a post.... and by engage | mean Liking,
Commenting on, or Sharing it.... the more people Facebook will
show it to.

So you want as many people who see the post to enjoy it and to Like
it.

How do we do this? Well, | want to show you a post from one of you
in this room...

14
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Heather Hawk Frank

Hi everyone! Wondering if some of you can help me. We are having a

N '\ll,\'l N Nl WA
meeting on Wednesday for the Cleveland branch and our topic is the power
of positive attitude. My question for you is what is your favorite positive
quote that helps you push through? Thanks for the help!

- Bl cn B

&

—
A AL CAmmonte

—

Like i Comment

Branch Leader Heather posted in one of the CMT groups and said...

Asking a question. Encourages engagement. BUT Also, note that she
dropped that there is a CMT Branch in Cleveland.

45 Comments...!!

All of those comments mean more people are going to see her post.
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W Trina Mae Life is 10% what happens t0 you, and 90% how you react to it
(«. Like - Reply - ¢ 2 - January 17 n
BREN Cheryl Heck Instead of dwelling on your struggles, focus on all of your
blessings.
Like - Reply - ¥ 2 - January 17 at 2:30pm

" Cheryl Heck Happiness comes alot easier when you stop complaining about
SR your problems and your start bemg gratful for all the problems you don't have.

Like - Reply - &5 3

aurel El-khatib Is this the Cleveland Ohio chapter...if so | would love 10
end how do i get information on where and when?

il
LIRS

ncply l_,.rr_

Heather Hawk Frank Hi Laurel! | just got your e-mail and sent you a
response. We'd love to have you!

Like - Reply - January 17 at 4:18pm

Lovely comments with people sharing their favorite quotes. And,
half-way down is a comment from someone saying Hey, there’s a
Cleveland chapter? I'd love to attend! When and where?

Heather follows up via Facebook and email.

That simple post found a new prospect for Heather’s Branch. And
that particular post didn’t even give any real information about the
event, but she had Cleveland in there and she generated
engagement and views.
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- Make it sound and look interesting and exciting: photo
- Seek engagement: ask for comments, create emotion.

- Respond to comments: like and reply

1. Make it sound and look interesting and exciting. Have a first
sentence that makes you want to read the next sentence. Include a
photo.

2. Seek engagement, even from people who may not go to the
event. Ask for comments. Create emotion.

3. Engage back! Respond to comments and Like the comments.

This is all in order to maximize engagement on your posts, so that
more people will see them... including people in your area.

| want to go over a couple more examples of what types of posts

you can make. And to do that, | have made some example posts
promoting my hypothetical Branch in London England.
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JUS! now

P romot | on Bethany Noélle Meloche

Exa m ple #1 One of our members at the CMTA London Branch brought these cookies to
our last meeting... are they not the cutest?!! Thank you Cheryl! (&)

(P.S. Anyone here who lives in England, join our Branch's FB group to find
out about upcoming meetings! http/bit.ly/1MpNRJG There may be

s Like @ Comment

18



H Bethany Noélle Meloche
Promotion A R

feot, yoe, | wae bored | Sean McKals, one of the BEST orthotiste for CMT in

the country is going to be speaking at our next Branch Meeting in London!l!
x a | | | p e =) (=) He is going to tell us about the options for braces and inserts, and his
ton 3 gacrate lor finding tha right brara

If you're in the area, please join us! We love seeing new laces!
hitp://bit.ly/1MpNRAG

l
P

So.... What’s working in these posts?

Cute Photo. Lead with something fun, positive, exciting. Something
to Like. Make it personal.

Namedrop your Branch. You may also put in a link to your Branch’s
website, Facebook group, or even post your CMTA email address.
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* Which Facebook Groups?
* How Many Facebook Groups?
*How Often to Post?

So now you have entered my mind space and you’re thinking like a
social media director. Where do you post these?

My suggestion: Experiment. Search for CMT on Facebook and Join
between 2 and 5 groups that most appeal to you. Don’t post to all of
them at the same time, but rotate. Every couple months or when an
event is coming up.

-Make sure to follow-up because you need to respond to questions.
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4 _§, Bethany Home '!
Recent (4 . Mark All Read - New Message

e —
“ Joshua Van Dyke Watzman

If someone sends you a message on Facebook and you are not
Facebook friends it is easy to miss.

Click on your inbox and you will see Message Requests. In that
folder are messages from people who aren’t your friends.
Facebook doesn’t do a good job of telling you you have messages
there, so you have to actively look for them.
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Drivrn vy Coardimer Diddall E Bethany Noélle Meloche with Elizabeth Oueliette
rlhivaly oOTLLINIE ritiall RS B S1L2-8 v |

In Burlington, Varmoe  Wha should see this T! The event has
BN nathany Modlle Malacha with Elzshath Oueliatis raised over $100,000 | h and Chris
A 30, 504 i Ouellette for a fabulo e - . ssionale advocates |

have the privilege i

In Burlington, Viermont for the Second Annual Cycle 4 CMTI The event has
raised over $100,000 and counting. Thank you to Elizabeth and Chris
Ouellette for a fabulous event. You are two of the most passionale advocates |
have the privilege 1o know!

Another pitfall. Your post may accidentally be set so that nobody can
see your posting. Which makes it hard to find new people.

Every post you make on Facebook has a privacy setting attached to
it. When you post on your Facebook profile, your settings are
probably set so that only your Friends can see your post On the left,
you see a post | made about a fundraiser. There is this tiiiny little
icon of a person. If you see that, it means only your Friends can see
your post.

If you are posting and want people to be able to see it when it is
shared, then make your post public. This is especially important if
you ever want to share a post to a group. To change the setting, just
click that little person icon as you see on the right.
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Jolned ~ # Share + Notifications d

Discussion Members Events Photos Files

Write Post Add Photo/Video [l Create Poll  [E] Add File

+
e w IR ERE
H Vicki Pollyea updated the descriptior Message - invite by Email

The Tampa / St Pete area has already identified over 300 folks coping with T.h-.- Tampa / 3 Peta area has already
CMT. We have been meeting for overy ten years. One of our goals is 1o identified over 300 folks c... See Mare
reach out 1o others who do not know of our suppor group. Members drive

How many of you...

Encourage you to do it!

A simple way to invite and remind everyone in the group of the
upcoming meeting and event.

Facebook group is also a way to find new people and get them
into the fold.
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* Add friends who are likely

to attend your branch
meetings.

* Don’t invite all CMT | I M

Add People

contacts © SO S O e FETES

Send Message

: Have people jOin the group . Create Event
during branch meetings. \_// |
Ep—— Add to Favorites |
Naw | Report Group
&E& Hide Group |

Creale New Group

Message - Invite by Em

Once you create a group —and don’t worry, we will be sending you
instructions how -- You can automatically add friends to your
Facebook branch group. But just add friends who are likely to attend
your meetings, and not all of your CMT friends.

* If they are a Facebook user, you need to insist they join because of
how powerful it is to remind them of events.

 How to get people to join (have them join the group at your
meetings, email your group, link to the group in your email
signature)
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Candina NMna ATA
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* Messages are sent to all group

s mtmn b s e

imeimoers.

* A great way to communicate to FB
users in your branch.

+ Ent

R

Message - Invite by Emi

J . f w
(" > ol
~ Share v Notifications

Add People

Add 1o Favorites
Report Group
Hide Group
Create New Group

i
Manage Requests
Send Message
Create Evant

s

This is where the magic starts.

You can easily send a message to all of the members in your
Facebook group. It goes to their inbox, the single best way to

communicate to people on Facebook.
Use this to tell them about upcoming meetings!
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Add Peaple

I
Manage Requests
Send Message

Create Event
+ Ent

Add to Favonites

A ] Report Group
g Hide Group

Message - Invite by Em  Create New Group

Slightly more advanced, if you want to take it to the next level... you
can also create an event within your group. When you do, you can
automatically invite all of the members of your Facebook group to
join the event. If they say they are attending on the fb event, fb will
actually send them automatic reminds about the event.
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. Con:ning December 20.Only on '

€ MUSIC

Events More ~

“ Events 150,711 Subscribg Subscribe

| am also going to be putting your events on our CMTA Facebook
Page. And the reason why, is FB added a really cool SUBSCRIBE
button to company pages where you can subscribe to their events.
This is a picture of Taylor Swift’s page. If | subscribe to Taylor’s
events, whenever a new one is posted in my area FB will let me
know. Powerful stuff. And Taylor has 150,000 subscribers to her FB
events.
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TII'I'IEIS Now

harnty Omanization @ Donate Now « .
EE . o o e ——
Timeline About Likes Events More - + Add Shop Section

"~ Events 84 Subscribers # Share Events {3

We are going to do an experiment and try this for the CMTA. And
get our 24,000 connections to subscribe to your events.

28
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* | use your event descriptions in Facebook promotions
* Make Great Titles and Exciting Descriptions

* Be very clear
* What kind of event is this?
> If} L[IETG d SpeCIal prdKE[ ?
* |Is there a theme or topic?

* What am | going to get out of it?

e WWhat micht | hrina tn it (A oraat +in ~rAanline A
yviiau ||||5||L | Wi llls s l\ ‘ﬂ SICGL llp, \-UU'\“;J' a

 Will there be food? Bring something to pass?

To create these Facebook events, | am going to be pulling the
information from the events you are already posting on the CMTA
website. Which means | need really strong descriptions and titles
that are going to entice strangers — new blood — to attend one of
your events for the first time.

Tell me...
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* A title for a hypothetical branch meeting is:

“London, England April Branch Meeting; Allard Presentation”
* If | know nothing, why is this interesting?
* What will | learn?

* How will | benefit?

So, let’s do a quick exercise together!

| want you to write me a great title for my upcoming Branch
meeting. My London Branch is having a representative from Allard
come and talk about AFOs, which I’'m really excited about but the
title | wrote is a little.... Drab. | want it to be more compelling! So
many notifications. | want something people are going to click on
and want to attend. The title | have is....

I’m going to give you 2 minutes, and | want you to break off in pairs
or groups of 3 and together come up with a better title for my
event. If you come up with something amazing right away, start

discussing what would make a compelling event description.

And ask yourselves...
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* Learn about braces for CMT (London, England)
* What You Should Know Before Getting Braces

* Ask The Bracing Expert

L= ==L

* The Life-Changing Magic of Leg Braces

You never quite know what to ask a bracing expert when you meet with
them alone. Instead, ask with a whole group and learn from the
experiences of others. One of our most popular events. Limited seating so
make your reservations today. “I finally got a brace that worked thanks to
this event last year. It changed my life.” — Mabel Hayes

Clear what the event is about. Don’t assume people know what
words mean — even AFO can throw people for a loop.
Demonstrate value and make them feel like they are seriously
missing out if they don’t attend.
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Okay, remember that ad | showed you for LA?

We are also going to pay for one Facebook ad for all of you, for one
of your events this year. When you have a compelling event that you
think will draw people and you want to use that one for an ad, let
your Regional Manager know and they will work with me to set it

up.
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It’s money time!

How many of you are holding a fundraiser this year? Social media is
a great way to invite people and ask for donations even if you are

terminally shy.



WHO IS YOUR BEST AUDIENCE?

Sponsor. Walk. Friends and family.
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Remember the Rules for Engaging

Posts.

Make it sound and look interesting
and exciting

Caalt anoacamant
- N BN \—llbub‘—-.."\-’.“—

Respond to comments
il Like ¥ Comment ~» Share
(© Timmy Dixon, Laura-Jane DeLuca and 63 others

6 shares

View 13 more comments

H Bethany Noélle Meloche

It's a very good day. () 3 1/2 years post-op of having my feet reconstructed,
and not only do | no longer need a wheelchair, today | set a new record by
walking 9 miles! (9.05, but who's counting...)

Join me in Cuesta Park, Mountain View, Sept 13 when | attempt to walk 13.1
miles!

Can't make it? Sponsor me from home. Any amount is appreciated. All
proceeds go 1o Charcot-Marie-Tooth disease research.
www.cmtausa.org/urlbethany

| do a walk every year. Story. How to share on Facebook. Remember

the rules!

- Don’t Lead in With PLEASE SPONSOR ME because if they don’t

they will not Like.

- Lead in with something they can like.

- Tailor to your audience

- Always photos — don’t forget the link
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u Joyce Steinkamp with Clark Semmes and 2 others.

T T T Okay...here it is! My Silly Dance for CMTA! ...and Molly's wondering when I'm
ag, ag, ag gonna STOP?! LOL

) So i'm cailing out Joe Steinkamp, Brianna McCay, Heather Hawk Frank,
YO ure | t I ReaganandShane Mcgee, and Virginia Cafiengliez-Mamone, to do a silly

dance for the CMTA, post it here on FB, and donate $10 to the CMTA!

PR P

L [} [
MGG 3 wic nin

http:/iwww.cmtausa.org/donate/cmta-dance-challenge/

@Joyce Steinkamp

= | -

Tagging is addressing another Facebook user by name. This causes
your post to be dramatically more likely to be seen by that person.

To tag someone who is a Friend, @ and then their name. This is a

post by Joyce, you can tell she tagged people because their names
turned blue.

Tag was not really a CMT friendly game in the past. NOW IT IS!

Speaking of dangers...

While training for my first walk.... Days before... crossing...tripped.
I’'m like ... wait, | can use this!!!
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H Bethany Noélle Meloche
. . . . =
M a ke I t fu n n y, Physical ability is something that can be taken away from you in an instant.

iviine happened io be iaken ai concepiion, wiin a geneiic dupiicaiion oi
B PMP22 on chromosome 17. I've had the tremendous experiencing of
e e D I t r e a regaining some level of ability, and will hopetully be successiul in walking 7
i miles this Sunday to raise money for the CMTA--alter needing a wheelchair
just a few years ago.

Apparently, Life decided | needed a reminder of the fragile nature of my ability.
Yastarday w_ Saa Mora

LY

W

Comment Share

Try to use this to bring in some more cash! Pity donations accepted.

Told the story again. People haven’t necessarily seen your past
posts. Each post needs to stand alone. Ask for donation with link.

Importance of story. Being you. Authentic. And sometimes, funny!
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BB .anet Crombie Benge Love the way you color co-ordinated the blood

Fas shirn before snapping a picture (%)

August 22, 2013 at 4:14pm - Like - &5 1

Poor baby. For real. You are the best Bethany!

August 22, 2013 at 6:17pm - Like

H Diane Meloche Justusson Look at that knee!! () I'm going to donate more.

Two of my favorite comments.

Brought in $300 more.
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Recruit Others [ s e e i,

t O P O S t On August 25, my girifriend Bethany will be walking 7 miles in order to raise
money for the CMT Association. Heip support her and the CMTA's research!

Her very ability to do this walk is amazing given that she needed a wheeichair

10 get by just a couple of years ago; | am of course immensely proud of her for

@ AS'( famllv fo tag people doing this walk &

CMT is the most commenly inherited peripheral neuropathy, affecting an
estimated 2.6 million peopie. The GMTA is currently conducting pre-ciinical

H drug trials for the type ol CMT that she has, and has lound several promising
* Ask family to post s
m Bothany Walke to Bun

Bethany Walke to Hun
1 CMT s the most commanly inherfted peripheral
neuropathy, afecting an estimated 2.6 millon people
- M | Click here 1o support Bethany's walk

* Make it personai
* Write the message for
them if need be!

D Renee Tah Meloche, Eric Justusson and 17 others

- Michael Kiippar Good luck. 1T help out the cause.
y 31, 2013 at 5:58pm - Like 32

Ask family to post about your fundraiser and tag their friends to join
you or support you.

Give your family the words.
| want it personal. Tailored to their audience.

| will write it for you. | will post it for you.
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- Jeana Sweeney Bev. OfreeRooney

You are so sweet and generous Bev! Thanks for giving to my b-day bash! And
thank vou faor nlwauq Ql mmmnn me and the CMTA! (=

See you in September!

| saw Jeana doing this... genius....

Put the thank you on the donor’s Facebook page. It makes them
look good and inspires their friends. Add the link. If Jeana wanted to
really take this to the next level, have a picture of a child holding up
a hand written note thanking them by name.




15 M v

H Diane Meloche Justusson shared Thomas Meloche's photo.

Keep Posting e .
Still ime 10 contribute! Go to Bethany Noeélle Meloche page !

Niirinag anA

[ AV ENN IS (PRR AW

After Events

~» Share

iy Like W Comment

D Eric Justusson, Susan Reilly and 6 others

| ask people to post live during my walks. Final reminder! Always get
more during. Fun for donors who can’t attend.



Bethany Noélle Meloche (&) fealing thankful with Sarah Watzman

and 6 others

\/

DA~+ ~1 1 ) _ )
r' U D L ' U u l I's been a week and a half since | completed my hall-marathon walk. | am still

overwhelmed by the ing level of support | received from friends, family,
o e - and strangers. And not only did | survive the 13.1 miles, the Walk raised
SUCEESS SLONES e

s Like Comment #» Share

D Mary Ann Railly Jr., James P. Melocha and 64 others

Also post your success! Makes your supporters feel good. Thank and
tag people. If you didn’t reach your goal, say how close you are. |
always have donations trickle in after.
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) Jinterest

Charcot-Marie-Tooth Association

s n

Bare Your Brace
405
-7 = -
S ——
Join

4 BAT pMS E0A

MTAthletes the CMTA Conversation! Fashi

Undoi low Unfol low

e Stressful,
Soasiiing
=

L B
You

: il ':'t g o - ==
Y Okl B & R0 oA

I’m going to wrap up in a moment, but first | want to quickly
mention three other social media resources.

Pinterest!
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cmtausa A

CharcotMarieTooth Asscciation The CMTA is devoted to "a world without CMT
www.cmtausa.org

59 posts 491 followers 394 following

Instagram! Started by one of our summer interns. Tell the young

people in your group.
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Recent Updates

Charcot-Marie-Tooth Association Julianna's story about choosing heaven over hospital

featured in People magazine and CNN) made the world aware of CMT. Now she is asking for

your help. hitps./ir ZPTGAU

4 " Heaven over Hospital | You heard her story. Now she
needs your help.

crowdrise.com Julianna’s story about choosing heaven over
»; - - hospital made the world aware of CMT. Now she is askina for

' ~ your help. SHARE for Julianna!
=

il Organic
Targeted to: All Followers

464 9 8 3.66%
ATIDS £S5I0NS ks nteractions engagement

Sponsor update

Connect with us on LinkedIn. Some of you may have 100s of
connections on LinkedIn.... Don’t forget this valuable connection
which good prove incredibly useful for future fundraising events.
You can message them and send them emails. You can follow the
CMTA so it shows up on your LinkedIn profile.




W
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*Find at the bottom
of every page at
CMTAUSA.ORG.

*Find fun things to
share at your Branch
meetings!

Join Us
n Facebook

u Twitter

B YouTube
m LinkedIin
ﬂ Pinterest

@ instagram

You can find the links...

Connect to help us reach more people. Find fun things.
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« CMTA Branch Leaders Grou

* Facebook Message me

* Emaii me

*Call me

*Special Group Q&A Webinars

And my slides and materials.
Pull me aside and we can make you a group now. | will want a

trading card in exchange.

47



Questions?

(P.S. Please Like mel)
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