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#ShoutLoud	
  

Ready,	
  set,	
  go…..	
  

•  Using	
  the	
  media	
  to	
  spread	
  awareness	
  of	
  ALS	
  
and	
  your	
  organiza;on	
  

•  Clinical	
  Trials	
  are	
  about	
  the	
  PALS	
  not	
  the	
  org	
  
or	
  the	
  country	
  they	
  live	
  in	
  

•  PALS	
  want	
  you	
  to	
  give	
  them	
  informa;on	
  
about	
  ALS	
  TODAY	
  (not	
  just	
  the	
  stuff	
  you	
  fund)	
  

•  Couple	
  of	
  TDI	
  things	
  you	
  should	
  know….	
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Most	
  PALS	
  are	
  smarter	
  than	
  you	
  
or	
  I	
  are.	
  	
  Except	
  it.	
  



#ShoutLoud	
  

Problem	
  is,	
  most	
  PALS	
  rely	
  on	
  the	
  
internet	
  for	
  informa;on.	
  The	
  

internet	
  is	
  not	
  policed.	
  	
  
(many	
  of	
  you	
  will	
  remember	
  Rick	
  

Bedlack’s	
  talk	
  from	
  a	
  couple	
  years	
  ago)	
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What	
  do	
  we	
  do	
  then?	
  

•  ALS	
  Forum	
  (www.als.net)	
  	
  
•  First	
  online	
  bulle;n	
  board	
  devoted	
  to	
  a	
  single	
  
disease	
  topic.	
  	
  

•  More	
  than	
  10,000	
  users	
  to	
  date	
  with	
  100,000+	
  
unique	
  posts	
  since	
  incep;on.	
  

•  Many	
  “old	
  ;mers”	
  have	
  taken	
  on	
  the	
  role	
  of	
  
helping	
  “newbies”	
  catch	
  up	
  quickly.	
  	
  

•  You	
  can’t	
  buy	
  this	
  level	
  of	
  credibility….but	
  it	
  
comes	
  with	
  risks	
  for	
  an	
  organiza;on…	
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#ShoutLoud	
  

I	
  called	
  the	
  
WSJ	
  and	
  
told	
  them	
  
about	
  this	
  
interes;ng	
  
DIY	
  trial.	
  

You	
  can	
  
do	
  the	
  
same…	
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Ben	
  passed	
  away	
  in	
  August	
  2013	
  

PS:	
  NP001’s	
  third	
  CEO	
  in	
  two	
  years	
  they	
  will	
  
be	
  in	
  another	
  trial	
  by	
  2015.	
  	
  Also,	
  Bob	
  Miller	
  

will	
  present	
  data	
  this	
  week	
  on	
  it	
  again.	
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Two	
  things	
  we	
  did	
  in	
  response.	
  

1.  Added	
  security	
  and	
  reduced	
  the	
  anonymity	
  
of	
  who	
  was	
  using	
  the	
  site.	
  Everyone	
  is	
  
required	
  to	
  register	
  now	
  to	
  read	
  or	
  post	
  a	
  
comment.	
  	
  No	
  nega;ve	
  impact	
  on	
  usage	
  
since	
  implemen;ng	
  it	
  in	
  September	
  2013.	
  	
  

2.  Brought	
  back	
  the	
  email	
  blast	
  for	
  the	
  ALS	
  
Forum	
  that	
  used	
  to	
  be	
  run	
  by	
  a	
  PALS	
  (Will	
  
Hubben).	
  Monthly	
  blast	
  highligh;ng	
  the	
  
latest	
  usage	
  and	
  trends.	
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Clinical	
  Trials	
  Database	
  
• 50	
  drug	
  trials	
  
• 51	
  biomarker/observa;onal	
  
trials	
  
• 4	
  con;nents	
  
• 20	
  different	
  countries	
  
• Not	
  just	
  clinicaltrials.gov	
  or	
  
WHO…but	
  all…everywhere	
  
• Monthly	
  email	
  blast	
  to	
  list	
  (no	
  
appeal	
  for	
  money)	
  
	
  
Why?	
  
1.  What	
  PALS/CALS	
  crave	
  
2.  Keeps	
  people	
  on	
  your	
  site	
  
3.  Gives	
  customer	
  what	
  they	
  

want	
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Everyone’s	
  trials…PALS/CALS	
  will	
  go	
  anywhere!	
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#1:	
  Open	
  or	
  Closed?	
  
#2:	
  Am	
  I	
  eligible?	
  

#3:	
  A	
  real	
  contact	
  with	
  power	
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No	
  on
e	
  has	
  a

	
  monopo
ly	
  on	
  g

ood	
  id
eas…n

ot	
  eve
n	
  you!

!	
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Own	
  your	
  bias	
  on	
  your	
  website.	
  

•  2011	
  we	
  hired	
  a	
  full-­‐;me	
  science	
  journalist	
  
out	
  of	
  Nature	
  to	
  be	
  the	
  first	
  “beat	
  reporter”	
  
assigned	
  to	
  ALS.	
  

•  ALS	
  Today	
  was	
  born.	
  
•  Coupled	
  with	
  social	
  media,	
  this	
  has	
  been	
  a	
  
great	
  success	
  in	
  genera;ng	
  leads!!	
  

•  Developed	
  website,	
  email	
  sub-­‐list	
  and	
  social	
  
media	
  following.	
  	
  
–  It	
  is	
  now	
  our	
  2nd	
  most	
  popular…wonder	
  why?	
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Thing	
  2:	
  ALS	
  
Pharmaceu;cal	
  
Consor;um	
  (ALPACA)	
  

•  No	
  cost	
  to	
  pharma/biotech	
  
•  Start	
  with	
  3-­‐6	
  of	
  world’s	
  
largest	
  pharma	
  

•  100+	
  preclincial	
  study	
  data	
  
•  600+	
  gene	
  expression	
  
human	
  data	
  

•  1000+	
  gene	
  expression	
  ALS	
  
mouse	
  data	
  (SOD,	
  TDP43,	
  
LOA,	
  TAF15)	
  

•  Will	
  add	
  more	
  data	
  forever	
  
•  Convene	
  group	
  2/year	
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Thing	
  3:	
  
Neurimmune,	
  ALS	
  
TDI	
  and	
  Anelixis	
  
Partnership	
  

•  Nonprofits	
  can	
  be	
  
hugely	
  innova;ve.	
  	
  

•  Some	
  of	
  the	
  best	
  ideas	
  
are	
  unfunded	
  

•  Venture/angel	
  funders	
  
are	
  used	
  to	
  risk	
  

•  SOD1	
  implicated	
  
poten;ally	
  in	
  SALS	
  

•  Human	
  monoclonal	
  
an;body	
  that	
  targets	
  
misfolded	
  SOD1	
  

•  $6-­‐8	
  million	
  to	
  get	
  it	
  to	
  
the	
  clinic	
  

Thursday	
  PresentaNon	
  
here	
  in	
  Milan!!!!	
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Thank	
  you.	
  

rgoldstein@als.net	
  
Twiner:	
  @ALSTDI	
  

Please	
  visit	
  our	
  labs	
  in	
  Cambridge!!	
  


