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Where did the
#ALSicebucketchallenge come from?
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What the #ALSicebucketchallenge
did for us?

1. Raised unprecedented

awareness of ALS/MND *«f;'_'.#:_f: ~

globally

2. Raised more than USDS200
million for organizations

3. Unified the global ALS/MND
community behind the same
call to action
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A few examples of fundraising
Amount Raised from IBC (from websites)

ALS Association 120 million
Motor Neuron Disease Association 7 million
ALS Therapy Development Institute 3.5 million
Project ALS 500,000
ALS Foundation Netherlands 1 million
MND Australia 2.5 million
MND Scotland 450,000

**I"d love folks to tell me what their organization raised!**

International Alliance of ALS/MND Organizations — 2014 Meeting —



How did it work?

* A person on social media
gathered water into a
bucket and put some ice
into it.

 They then dumped it over
their head

* They then “Challenged”

friends or family members

to “Accept” the challenge

themselves OR give to ALS

research

3 million challenges on Facebook

30 million people liked,
commented, etc on Facebook

You([TT)

2.3 million challenge YouTube videos

Google

Trended higher than Iraq, Ferguson,
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TOPTEN

BUCKET CHALLENGE

RENDED THIS SOCIALLY CONSCIOUS SOCIALTREND ?
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Why did it work?
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Where do we go from here?

* Social media is important to your marketing (messaging)
strategy

* You should be creating advocate nodes on social media and
help them build their networks

* |fyou are going to try to do the challenge again, be careful,
things can go wrong:
— You could over invest time in a social media campaign to raise

money rather than educate (educated donors give more and
give more often)

— People could get hurt (several people died in the USA as a result
of challenges)

— You may compete with other ALS/MND organizations in your
country and come across self-serving (there was an example of
this in the USA)
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Some words of caution!

* | gave a talk 3 years ago here on social media
and how it is impossible to be the best-in-class

in every channel and at every time.

* Need to choose your own way.
 Don’t start and stop.
* This is your credibility!
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So, first, what is ALSTDI doing with its
windfall?

« ~$3.5 million raised, split three ways

— $1 million on Precision Medicine Program to enroll upwards
of 300 people (originally thought only 20). We are up to 40
enrolled now and booked through March at 5/week.

— $1.5 million in Neurimmune SA partnership to advance
anti-SOD1 compound toward the clinic. Will primarily pay
for manufacturing the compound. Matching funds from
Neurimmune investors to help pay for Phase I/l trial.

— S1 million to advance the anti-CD40L project toward the
clinic. We started with Biogen Idec and UCB Pharma, but
they have since pursued other priorities.

Our philosophy is to ask ourselves not how much we can
raise, but rather how much can we spend.
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Tumotior

Thank you. Discussion?
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