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SARATOGA — A local nonprofit launched 
to advance the cause of new treatments for 
multiple sclerosis has become a national 
model for research collaboration, helping 
pure science move from the lab into the 
commercial market.

The Saratoga-based Myelin Repair 
Foundation, started in 2004 by entrepre-
neur Scott Johnson, has in just five years 
helped develop 19 new potential myelin 
repair drug targets, 24 new research tools 
for neurological disease research and 18 
patentable inventions. The nonprofit also 
raised $35 million, with another $100 mil-
lion being targeted, and it fielded calls 
from more than 60 different disease re-
search organizations, including the Susan 
G. Komen Breast Cancer Foundation, in-
terested in its model.

The model is to bring scientists from 
various universities and institutions on a 

global level and have them collaborate and 
share the information. It’s a concept that 
sounds simple and obvious on the surface, 
but it has not been the norm for nonprofit 
foundations.

Johnson said it was around 2001 when 
he first learned how the current system op-
erates — how medical research gets done, 
how biopharm companies function, and 
the wide gap between the two.

The way research gets funded is this: 
the National Institutes of Health puts out 
a request for proposal, convenes a peer re-
view panel and the panel scores the pro-
posal. About 8 percent of the proposals get 
funded.

“The more I learned about it, the more it 
seemed it was a total dysfunctional system 
and incredibly slow, not about speed, col-
laboration or organization,” he said.

Johnson was surprised to learn just how 
“ignorant” he was.

“If one person on the panel doesn’t get 

it, then it won’t be in the top 8 percent,” he 
said. “All of the disease organizations ad-
opted the NIH model as the gold standard. 
The IP that does get developed doesn’t get 
patented, and if the basic IP isn’t protect-
ed, it slows things down.”

Johnson and his initial advisory team set 
out to narrowly define what is the most sig-
nificant way to impact MS in the shortest 
period of time, and that was myelin repair. 
They invited five principal investigators to 
a meeting and said, “We want to fund you 
but we will only do it if we put together a 
plan and you collaborate completely.”

In short, the foundation created a pro-
tected environment where leaders in the 
field could brainstorm and improve the 
science. The foundation further negoti-
ated agreements with Stanford University, 
Case Western Reserve University, the Uni-
versity of Chicago, Northwestern Univer-
sity and McGill University in Canada to 
handle the intellectual property and deter-
mine how revenues would be split.

Idea brings results
Johnson started by pitching his idea to a 

group of businesspeople at Stanford Uni-
versity. Intuit Inc. founder Scott Cook was 
so intrigued that he gave the foundation its 
first $1 million.

Stanford University professor and neu-
robiologist Dr. Ben Barres, one of the 
foundation’s principal investigators, said 
until he heard Johnson ask at a conference 
why researchers focused on the immune 
response in MS rather than myelin repair, 
the concept had never even occurred to 
him.

The point was a fantastic one, especial-
ly given that scientists are now starting to 
understand how myelination happens.

More than the concept, though, is the 
way the Myelin Repair Foundation has 
gone about setting up its research.

“This may be its greatest contribution, 
how to move the basic science and devel-
op a mechanism to get it into the clinic,” 
he said. “I didn’t realize, having never 
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CATCHInG On: Founder Scott Johnson said the Myelin repair Foundation has raised $35 million and fielded calls 
from 60 groups interested in its research method.
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What is Myelin repair?

Myelin is the protective coating around nerve fibers 
in the brain and spinal cord. Multiple sclerosis leads 
to its inflammation and breakdown, interfering with 
the transmission of nerve signals and causing the 
symptoms of MS. The Myelin Repair Foundation is 
making significant strides in uncovering myelin repair 
drug targets.

The foundation claims that myelin repair holds 
great promise as a treatment for multiple sclerosis. 
The foundation is committed to understanding how 
myelin is formed, damaged and repaired. Its research 
is aimed at translating what it learns into viable treat-
ments for people with MS.

Nerve axon with myelin protective coating.

research MaDe faster

The Myelin Repair Foundation’s “accelerated 
research collaboration” model is designed to 
speed discoveries made in academic settings to 
commercially viable treatments.

1. Real-time sharing of scientific discoveries
ARC: World-class scientists with complementary 
areas of expertise share discoveries without delays 
associated with publishing scientific papers.
Traditional model: Scientists protect promising dis-
coveries until results are published, causing delays of 
months to years before others can learn and benefit.

2. Comprehensive research plan
ARC: Experiments are mapped to a broad research 
plan that identifies therapeutic targets that will lead 
to patient treatments.
Traditional model: Scientists operate independently, 
focused on narrow discoveries with no long-term 
focus on a particular disease or treatment.
 
3. Intellectual property protection
ARC: Aggressive IP policy protects discoveries for 
the long term and reduces risk for commercial devel-
opment by others.
Traditional model: Universities generally treat 
discoveries with short-term and more predictable 
paybacks.

4. Industry partnerships
ARC: Actively builds relationships between biotech 
and pharmaceutical companies to encourage licens-
ing for drug development and clinical trials.
Traditional model: Few formal ties exist between 
academic scientists and pharmaceutical companies.
 
5. Patient outcome focus
ARC: Measures success in the delivery of disease 
treatments.
Traditional model: Measures success in the publi-
cation of scientific papers.

Reprinted with permission from the San Jose Business Journal. ©2009, all rights reserved.  
Reprinted by Scoop ReprintSource 1-800-767-3263.

been involved in it before, how really hard 
it is and why it doesn’t happen at a greater 
rate.”

For the drug companies that can ad-
vance the science, the MS market repre-
sents vast potential for sales. According to 


