










1.

Driving 4 Life has established NEW
partnerships for 2009. Join the campaign!

Driving4Life Challenge Contest
Driving4Life Challenge Raffles/Auctions

Driving4Life Corporate Program

www.driving4life.org.

2.
3.

May 16 & 17, 2009

JOIN US FOR THE RIDE OF A

LIFETIME IN YOUR COMMUNITY

AND ACROSS THE NATION

The 2130 is dedicated to Lou Gehrig, 

the Iron Horse, (who played 2130

consecutive games) and in honor 

and memory of those with ALS.

www.The2130.com

www.ALSCommunity.org

• JOIN THE
COMMUNITY

• CREATE YOUR
PROFILE

• LIST YOUR EVENT

• POST PICTURES!
• SPREAD THE WORD!

All NEW for 2009!

All proceeds from these programs benefit the ALS Therapy Development Institute.

In 2008, more that 86% of the funds receieved at ALS TDI went to research in our labs toward 

finding a viable treatment for ALS. To find out more visit www.als.net.

FUNDING THE RESEARCH
PAGE 6     THE ALS THERAPY DEVELOPMENT INSTITUTE 

Lot # T900.89-4-8

C1
V1

 = C 2
V2

THE ALS THERAPY DEVELOPMENT INSTITUTE    PAGE 3

From the ALS Forum
John McCarty, Ph.D. 
Director, Therapeutic Investigations 

Over the past few months, there has been an on-going 
conversation taking place at conferences, online and in 
peer-reviewed journals regarding the role that online 
discussion boards, such as the ALS Forum, ought to 
play in the ALS community. This article highlights the 
key concepts of that dialogue using Iplex (a hot topic) 
as a case study on the need for responsible reporting 
and informed discussion. 

For most of the last two years, due to particular legal 
decisions bearing on intellectual property rights, PALS 
in most of the world, with the exception of a small 
group of patients in Italy, have not had access to the 
use of Iplex (a specific formulation of IGF-1) as a 
therapeutic. However, recent efforts by a segment of 
the ALS community have been rewarded with a revised 
agreement between feuding biotech firms, resulting in 
the possibility of obtaining the drug. Throughout the 
process, a flurry of online speculation regarding Iplex 
has attracted scrutiny and attention by both researchers 
and patients within the community.

So prominent has been the speculation and discussion 
on Iplex, that an international trio of neurologists 
commented on the situation in a research article 
published in the journal Amyotrophic Lateral Sclerosis 
entitled, “IPLEX and the Telephone Game: The 
difficulty in separating myth from reality on the 
internet.”  The article, published in late 2008, had some 
validity: those of us accustomed to communicating in 
website forums understand the situation in which 
enthusiasm for a therapeutic can steer a discussion 
toward significant misinformation, often pertaining 
to the prospects of effectiveness. While this type of 
morphing in message can occur naturally, I observed 
other influences in the case of Iplex, namely specific 
hyperbolic claims of efficacy extrapolated from very 

limited anecdotal evidence. Such is volatile gas on an 
otherwise reasonable tinder that grossly interferes 
with the process by which patients facing ALS obtain 
reasonable therapeutic options. 

If I were to critique the analysis by these neurologists, 
I’d take care to emphasize the important role 
that the research community can play by actively 
facilitating discussions on forums and via emails. 
One of the major roles I play on the ALS Forum is to 
moderate; beyond protecting the online community 
from bad apples and predators, it is my charge to 
inject moderation (in various senses of the word) on 
content. My aim is to encourage reasoned discussion 
and dissent while ensuring that no voice is squelched 
by peer pressure. In the current therapeutic situation 
for ALS—frustrating to patients, clinicians and 
researchers alike—those faced with this disease 
need the empowerment of information, as reliable, 
accessible, up-to-date and documented as possible. 
ALS TDI and I are proud to be able to provide the ALS 
Forum as such a resource.

So, can Iplex help ALS patients?  Currently, there is 
simply not enough direct data with ALS patients 
to draw any significant conclusions. I recommend 
that folks check out the many threads on our forum 
that deal with this, or other potential therapeutics, 
and strive for an informed decision. Towards such, I 
would point out that one of the significant challenges 
for anyone trying to gauge efficacy for ALS for any 
therapeutic, either personally or even in clinical 
trials, is to differentiate changes in disease that may 
be limited to effects on symptoms in contrast to the 
actual slowing of progression. The experience of many 
patients with Lithium in the last few years is a recent 
reminder of this complexity. While symptomatic 
benefits can be important, robust slowing and 
stopping of the fundamental neurodegeneration is 
what we all—on the ground and in the lab—are 
looking to discover. 

LAB NOTES

TRI-STATE TREKThe Annual 270 Mile Fundraiser

Boston to New York
July 24-26, 2009

Ride • Volunteer • Cheerwww.NeedMoreCowbell.org



THE MLB PARTNERSHIP (continued from page one)
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“We are honored and pleased to have the opportunity to join these 
four important organizations in an attempt to make progress in 
the fight against ALS, a disease that is associated with one of the 
greatest players in baseball history,” said Bud Selig, Commissioner 
of Baseball. “Lou Gehrig displayed tremendous courage and 
strength in the face of a debilitating illness, and his speech 70 
years ago still stands as one of the defining moments in baseball 
history.”  	

ALS TDI and Michael Goldsmith have very clear aspirations for 
the partnership with MLB and the other ALS organizations. 
This partnership aims to accelerate the pace of research like 
never before, by creating an awareness for ALS that will reach a 
national audience. This will mark the first time that an ALS TDI 
Ambassador has initiated a nationwide program to promote ALS 
awareness. 

“In addition to raising research funds, this program aims to ensure 
that new generations of Americans know Gehrig’s story and his 
contributions to the game. Lou Gehrig deserves recognition for much 
more than the disease that took his life. He is a hero to many, for both 
the way he lived, and for his courage in confronting ALS. We must 
find a way to make ALS a thing of the past,” said Goldsmith. 

Michael is still teaching law at Brigham Young University in Utah 
despite having been diagnosed with ALS just over two years ago. 
At each ballpark on Independence Day, all on-field personnel, 
including every ball player, will wear a 4♦ALS patch on their 
uniform in a show of unity with the ALS community. However, 
ALS TDI, MLB, and the other ALS organizations ask that we not 
just watch the commemorative activities on television, but that 
everyone in the ALS community joins in to support ALS research.

Join US – BBQ 4♦ALS

The Institute’s grassroots fundraising team developed a simple 
program centered on three things: baseball, Independence Day 
and the backyard barbecue. Our goal is to have at least 100 families 
incorporate the 4♦ALS Awareness program into their Independence 
Day barbecue. ALS TDI will provide several items to incorporate 
into your festivities this July 4th, including commemorative 
informational materials and pledge forms.

Learn more online at www.als.net or call 617.441.7200. 

           “[ALS] has been labeled an incurable disease, but with the technology and 
expertise now available, we believe this problem can and will be solved. 

This is exactly what is happening in our lab today.”
              

                 Sean Scott
President , ALS TDI
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Longwood Symphony 
Orchestra Event

February 28
Boston, MA

http://stephenheywoodfund.
alscommunity.org

Gino Torretta Blue Tee 
Celebrity Weekend

March 9
Hollywood, FL

http://www.driving4life.org

Red Hills Triathlon
April 4

Tallahassee, FL
http://teamgey.alscommunity.org

Brian Crain Concert
Apri 17

Spokane, WA
http://jennyhoff.alscommunity.org

5th Annual Dick Sanderson 
Driving 4 Life 

Golf Tournament
April 23

River Run CC, Davidson, NC
http://www.driving4life.org

Night for Matt Dowd 
April 25

Walpole, MA
https://themattdowdfund.alscommunity.org

4 Pete’s Sake 
ALS D4L 

Golf Tournament
April 30

Queenstown Harbor, MD

Rockin’ for a Cure
April 2009
Madison, WI

http://rockinforacure.alscommunity.org

A Cure is Coming
May 2

Lexington, MA
http://www.cureiscoming.org

Bruce Edwards 
Driving 4 Life 

Golf Tournament
May 9

Antelope Hills Municipal Golf Course
 Presscott, AZ

David Couch 
Memorial Fund 

Golf Tournament
May 22

Vienna, WV
http://www.driving4life.org

Jeff Hadley Day
May 27

Green Mtn Killington, VT
http://jeffhadleyfamilyfund.alscommunity.org

6th Annual Driving 4 Life 
Par 3 Golf Shootout

May 2009
Tulsa, OK

http://www.brianstanfield.alscommunity.org

Olson ALS Foundation 
Wine Tasting

May 2009
Ft. Wayne, IN

The 2130: 
Lou Gehrig’s Bike Race

May 2009
http://www.the2130.com

Rick Bowling Invitational 
June 1

Pittsburg, PA
http://www.driving4life.org

Costa Family Golf Tournament
June 1

North Reading, MA

Lee Blaskovich
Memorial Golf Tournament

June 5
Plainfield, IL

http://leeb.alscommunity.org

Driving 4 Life Invitational
June 8

Whitehouse Station, NJ
http://www.driving4life.org

The Big G Golf Outing
June 13
Akron, OH

http://driving4life.org

Friends for 
Faye Golf Outing

June 15
South Bend, IN

http://friendsforfaye.alscommunity.org

David Green 
Father’s Day Race 

June 17
MA, NJ

https://davidgreenfamilyfund.
alscommunity.org

Brian Byrd
ALS Golf Classic

June 2009
Overland Park, KS

De Hayes - Olson 
ALS Foundation

Group Golf Event
June 2009
Ft. Wayne, IN

Dancin’ In the Rain
June 2009

Buffalo, NY
https://margaretroblinfund.

alscommunity.org

EVENT CALENDAR   FEBRUARY - JUNE 2009

On February 9, 2009, Sean Forrester Scott, president of the ALS 
Therapy Development Institute died due to complications from 
amyotrophic lateral sclerosis (ALS, Lou Gehrig’s disease). He was 39.

“Just last year I was worried about turning 40. Now it appears I’ll never 
have the chance… It’s both surreal and horrifying to watch as muscles 
fail and with them skills that you spent a lifetime developing simply 
disappear. I’d trade every minute that I’ve got left for just one more 
chance to run across the tennis court and crack a forehand…I spent 
the last decade building an infrastructure to combat this disease. I had 
declared war on it but in the end it got me first. At a minimum, I think 
I earned the right to be referred to as KIA and not a victim. I’d prefer 
that you remember me that way.” Scott wrote in an e-mail message to 
close friends and relatives composed shortly before his death.

Sean became active with ALS TDI when his mother, Vanna, was 
diagnosed with the disease in 2001. He quickly became a leader on 
the research and development team and developed the information 
management system used by the research team – allowing for greater 
collaboration between research groups and the streamlining of 
experiments and processes. 

He focused on building the system and infrastructure needed to execute 
the largest assault on ALS possible. Sean then turned his focus to making 
sure that  the scientists had the resources they needed, and he sought out 
funding to accelerate the process. His search led him to Augie Nieto and 
Sharon Hesterlee with whom he brokered the partnership between ALS 
TDI, Augie’s Quest and MDA, that has furthered research like never 
before.

Sean was married last year to Nancy Kelly, who also devoted herself to 
the fight with Sean when his mother was diagnosed.

“If you were around for any of the 
machinations related to my battling 
ALS you might have mistaken me 
for an ambitious person. In reality, 
I did it all so that I wouldn’t have to 
tell the green-eyed girl that I love 
that I’d be leaving her all alone. You 
may pity me for having half of my 
life stolen, but you should know 
that the part I got to live I lived 
happily and in love.”

Sean Forrester Scott, 1969-2009

Sean and Nancy after their wedding in 2008.

If you would like to leave a remembrance or make a donation in Sean’s honor, you can do so online at http://seanscottfund.alscommunity.org 

To find out more about getting involved in, or hosting an event, please contact your Regional Director by calling 617.441.7200.
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IN THIS ISSUE
MLB and ALS TDI join together to commemorate 
the 70th Anniversary of Lou Gehrig’s “Luckiest 
Man” speech, which marked the end of his baseball 
career, soon after being diagnosed with ALS. Learn 
about how you can get involved in the 4♦ALS 
Awareness program. 	 PAGE 1-2

A commentary on how to separate scientific myth 
from reality – IPLEX and the role that online discussion 
boards have in the ALS community. 	  PAGE 3

The Biology of Gene Therapy is part one in ALS TDI’s 
three part series called “Filling the Drug Development 
Gap.” This article describes how scientists are able  
to transfer knowledge learned about changes in gene 
expression into potential therapeutics.	 PAGE 4-5

Get Involved, Fund the Research and Find an Event 
Near You! 	 PAGE 6 -7

MLB Steps Up to the Plate to End ALS
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INSIDE THIS ALS TDI NEWSLETTER
MAJOR LEAGUE BASEBALL STEPS UP TO THE PLATE
To commemorate the 70th Anniversary of Lou Gehrig’s retirement from baseball, MLB will partner with  
ALS TDI to raise national awareness of ALS. This July 4th, the ALS Community will be the focus in every  
ball park, on national and local TV & Radio, and at countless backyard barbecues... . . . . . . . . . . . . . . . . . . .  PAGE 1

OBSERVATIONS, INSIGHTS & ITS PLACE IN THE COMMUNITY
 A quick glance at recent developments, how to separate scientific myth from reality, IPLEX, and the role that 
online discussion boards, like the ALS Forum, ought to play in the ALS community... . . . . . . . . . . . . . . . . . . . . PAGE 3

PART I OF III: THE GENE THERAPY APPROACH  
This series of features will continually examine the “Drug Development Gap” and how ALS TDI scientists  
are able to transfer knowledge into potential therapeutics... . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  PAGE 5

ALS TDI PRESIDENT SUCCUMBS TO ALS
Sean Scott came to the Institute in 2001, shortly after his mother was diagnosed with ALS. He quickly rose 
through the ranks and has helped to shape every aspect of the Institute’s research and fundraising efforts.  
On February 9th, 2009, Sean Scott died of complications from ALS. Inside are comments he made in an email  
to friends and family shortly before his death regarding his war on the disease... . . . . . . . . . . . . . . . . . . . . . . . . . . .  PAGE 7

LEARN MORE ABOUT OUR PARTNERSHIP WITH MLB! 
2009 SPRING  NEWSLETTER

 FORUM Major League Baseball (MLB) and the ALS Therapy 
Development Institute (ALS TDI) will commemorate the 

70th Anniversary of Lou Gehrig’s retirement from baseball, 
due to ALS, by joining together in a national awareness 
effort during each major league baseball game taking place 
on July 4, 2009. In addition, ALS TDI is organizing a national 
fundraising drive to correspond with the anniversary. The 
program, called “4♦ALS Awareness” is a partnership between 
ALS TDI, MDA’s Augie’s Quest, ALSA, Project A.L.S. and MLB.  

Inspiring the initiative was ALS TDI Ambassador Michael 
Goldsmith, whose commitment to fighting this disease was 
outlined in Newsweek and in the New York Times immediately 
following the official announcement of the program. It was 
Michael’s leadership which drew widespread enthusiasm 
throughout the ALS Community, leading to Major League 
Baseball’s involvement in the effort.        			                

Continued on page 2

It is with great sadness that we announce 
the passing of our president Sean 
Forrester Scott this past February 9th. 
Sean was an important figure inside and 
outside the Institute, and there can be 
no doubt that his passing leaves a gap. 
During Sean’s trips all over the world to 
recruit people to join us in our war 
against this disease, he would ask them 
to be a leader themselves or appoint 
someone in their network to hold that 
role as an ambassador. With Sean’s 
passing, that call to action holds a new 
meaning for many of us. 

On behalf of Sean’s wife, Nancy, and  
all of us at ALS TDI, I thank you all for  
your remembrances of Sean that you 
have emailed or posted on his Fund’s 
ALScommunity.org page. Augie Nieto, 
Chairman of the Board at ALS TDI, said  
to the staff after Sean’s passing, “Today,  
a light didn’t go out. It lives on… in the 
torch that Sean lit – a torch that burns 
bright and true. This torch will conquer 
and eliminate this cruel, insidious 
disease.  Sean’s light lives on in each of 
us whom he touched.”

Sincerely, 

Maureen Lister
Chief Operating Officer and CFO
ALS TDI

A Message from Our Chief Operating OfficeR




