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What do you think 2015 has in store for ALS care? 
Are there any studies you’re looking forward to, or 
think there are any new trends in patient manage-
ment that might emerge?

 A new trend in clinical trials will be more focus on the genet-
ics of ALS. Studies will more likely try to subgroup ALS patients 
by genetics in order to see if there is a subgroup of responders 
that are being missed when lumped with all ALS patients.

More and more evidence points to ALS being a genetic 
disorder. We know that 10 percent of ALS is clearly genetic. 
However there is some evidence that some sporadic cases of 
ALS will end up being genetic as well. If we know the gene 

that causes a patients ALS, we will be more likely to find a 
specific treatment. 

Also it is likely that the different causes of ALS will require 
different treatments. This may be one reason why current 
drug trials are failing. ALS is likely caused by a number of 
different genes/diseases, which will likely require different 
treatments. For example, what works for a patient with SOD 
mutation may be very different than a patient 
with C9orf72. n
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ALS: Demystifying the 
Role of Genetics in 

Pathogenesis, Treatment
The ice bucket challenge may have been this year’s ALS headline story,  

but research is progressing on gene research.
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Disease awareness campaigns, at least in the last 35 years, 
never achieved success so quickly. There has been incredible 
but gradual growth in campaigns, including what the pink rib-
bon has done for breast cancer awareness, and what Michael 
J. Fox has accomplished fighting Parkinson’s disease. There 
have even been seminal moments like basketball coach Jim 
Valvano’s ESPY speech imploring for more cancer research 
funding. But there is no peer to what the Ice Bucket Challenge 
accomplished for amyotrophic lateral sclerosis awareness.

Whatever is to credit for the spread—smart social media or 
a public’s self-congratulatory vanity—its impact is measurable.

•	 The ALS Association said their one-month haul of total 
donations from July 29 to August 29 exceeded $100 mil-
lion.1 This is compared to $23 million revenue in 2013.

•	 Hits to the English language Wikipedia article on amyo-
trophic lateral sclerosis grew from an average of 163,300 

views per month to 2.89 million views in August 2014, 
and similar increases occurred in the Spanish and German 
Wikipedias.2

•	 Between June 1 and August 13, people shared more than 
1.2 million Ice Bucket Challenge videos on Facebook. The 
phenomenon was mentioned more than 2.2 million times 
on Twitter between July 29 and August 17.3

The likelihood of repeating these numbers in 2015 is minis-
cule. The country has dried from its collective ice water bath 
and research dollars for a rare disease will likely remain chal-
lenging. But there’s little question the nation’s darling trend of 
2014 made a lasting impact on ALS awareness. 
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