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ALS Research 101: How are we Going to Find a Treatment?
Informational Seminars for ALS Patients to be Given Around the Nation

Over the past 18 months, ALS TDI has undergone a massive 
expansion of its research program.  This year, four ALS 
Research 101 seminars will be held to provide an overview 
of the past, present and future of research to the entire ALS 
community.   

The ALS Research 101 seminars are designed with the ALS 
patient in mind.  The updated content includes ALS research 
performed to date, insight on the new research techniques 
being applied today and the resources available to patients.  
The seminars are led by ALS TDI President, Sean Scott.

John McCarty, Ph.D., ALS TDI Treatment Investigator, will 
focus a portion of the seminar on patients and caregivers.  
Dr.  McCarty’s presentation is designed to provide enhanced 
skills to help enable patients to partner with physicians in 
making well-informed treatment decisions.  In addition, 
John will provide an overview on how to navigate the ALS 
TDI online treatment database and participate in the ALS 
Forum.

ALS patients live throughout the nation.  ALS Research 
101 offers the opportunity to get up-to-date information 
about research, but also to connect with other patients and 
families in their community.  ALS TDI plans to expand the 
ALS Research 101 program in 2008 to include between 10-
12 locations.

Who Should Attend The Seminar?

ALS patients, caregivers and supporters of ALS TDI will find 
this seminar an opportunity to meet the ALS TDI team and 
gain knowledge about research plan and current treatments 
for ALS in trial.

What is the Agenda?

All seminars are 2.5 hour sessions beginning with an 
overview of the ALS TDI research plan and progress, followed 
by a break and then ending with a presentation and Q&A 
with Dr.  McCarty about evaluating treatment options.

The events are held in the evening to allow for a normal 
workday and light refreshments will be provided during the 
break.   The November seminar in Cambridge takes place 
during the 3rd Annual ALS TDI Leadership Summit & Open 
House, discussed on page 8.  

Register Online
www.ALS101.org 

All seminars are open to the public and are free of charge. 
Space is limited and dates and locations may change:

Monday, September 24, 2007
University Place Hilton
6:00pm-8:30pm
Charlotte, NC

Monday, October 8, 2007
Marriot Airport Hotel
6:00pm-8:30pm
San Francisco, CA

Wednesday, October 10, 2007
Inland Wildlife Council Building
4:00pm-6:30pm
Spokane, WA

Register for any of these events at www.ALS101.org
By phone - 617.441.7200
By email - als101@als.net

November 1 - 2, 2007
ALS TDI Leadership Summit & Open House
Thursday, 1:00pm-5:30pm, extended version & lab tour
Friday, 9:00am-5:00pm, summit panel discussions
Cambridge, MA. 

Register for this event at www.als.net/summit
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Justin Brace - Skateboarder, Snowboarder, ALS Patient

ALS TDI was built by ALS patients and 
their families.  This becomes apparent the 
moment that a person walks in the door 
of the ALS TDI lab, because pictures of 
patients and their families line every wall.  
Each of these pictures tells a unique story, 
as no two journeys with ALS are the same.  

Justin Brace visited ALS TDI in early 
October of 2006 with his father, Jack.  At 
the time, Justin, 24, was about a year into 
his ALS diagnosis and was using a cane 
to move around the sprawling facility.   
However, the father and son pair spent 
nearly two hours introducing themselves 
to nearly everyone at the lab with a quick 
smile and warm handshake.

The young skateboarder from New 
Hampshire quickly became interested 
in the Tri-State Trek and his father in the 
Driving 4 Life campaign, and they began 
to ask how they could become involved.   
Jack organized several Driving 4 Life 
Challenges during the summer of 2007 
and Justin invited Mat Mendel of the Tri-

State Trek to attend an event at the Rye 
Airfield skateboard park where at least 
300 young men and women came out 
to show their love and support for Justin 
and raised thousands for Justin’s care.

This past May, Justin took the day off from 
his job at Eastern Boarder, an alterative 
and extreame sports store.   Justin and 
his parents attended the Driving 4 Life 
Invitational at the TPC Boston in Norton, 
MA.  Showing up around 10:00AM, the 
Brace’s were greeted by several well-
wishing golfers and volunteers at the 
second annual fundraiser held at the PGA 
Tour event site.

They made a “Justin sandwich” as step-
mother Kathy put it, after carefully 
helping Justin out of his wheelchair and 
up onto a golf cart to “tear up” the multi-
million dollar ultra-private golf course, 
where the pro’s compete each Labor Day 
weekend for a multi-million dollar prize.

One of the people touched by Justin 

and his family that day was special guest 
and perennial supporter of ALS research, 
ESPN sportscaster John Buccigross.  After 
leading a successful live auction together 
with former New England Patriot Tim Fox, 
John learned that he had out-bid Justin 
on a piece of Rolling Stone’s memorabilia 
by several hundred dollars.  Upon the 
Silent Auction’s closing and without 
hesitation, John purchased the item and 
presented it to Justin as a gift.

“Justin was grateful to be there on Monday 
as a kid and as a son, not as a sick young 
man.  Nobody treated him like he was 
ill or said how sorry they were for him.  
Instead, several of them expressed their 
love for the kid they met on the golf 
course that day,” commented his father 
the day after the event.

The picture of Justin and John Buccigross 
(shown below) adorns the wall outside of 
the Driving 4 Life office at ALS TDI.

Above: Justin Brace, left, poses with John Bussigross of ESPN Above: Justin Brace on his bicycle.
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Steve Milne Society: Never Give Up, Never Slow Down

Steve Milne was one of the first ALS leaders who 
directed the vision of ALS TDI: think big, honor your 
values, know who you work for, and do whatever it 
takes to cure the disease.  The leadership and support 
received by the Steve Milne Society (SMS) has driven 
the efforts and accomplishments of ALS TDI.  

Since 2001, SMS has provided close to $1.7 million 
for research by way of golf tournaments, motorcycle 
rides, coin drives, car washes and other events 
organized each year.

What did that funding accomplish? In short order – a 
lot.  

Over the last six years, SMS has paid for 10% of every 
mouse efficacy study, drug purchase, pipette, electric 
bill and salary.  

The passionate SMS committees and volunteers have 
helped to construct the world’s leading translational 
research program ever prescribed for ALS.  This 
community, as well as the company that Steve was 
CEO of for many years, Erie Insurance, is devoted to 
seeing Steve’s vision through.  The employees at Erie 
Insurance, the community, friends and family of Steve 
have set their sights on the target – a cure for ALS.  

“We are happy to be able to continue Steve’s work by 
donating to ALS TDI,” says Mark Harrington, an Erie 
Insurance employee, long-time friend of Steve Milne 
and event chairperson.  ”All of those who are part of 
the Steve Milne Society will keep raising money for 
research.  It is ALS TDI’s job to spend it.”

This year alone, the Steve Milne Society has raised 
nearly $250,000 for research at ALS TDI.  In total, the 
SMS has organized 41 events or appeals in the past 
six years.  That averages out to seven a year, or about 
one every other month.  These appeals for support 
have taken place at weddings, coffee houses and golf 
courses.  The largest fundraiser in 2007 was the SMS 
Golf Tournament on July 9th in Erie.

The Steve Milne Adventurous Spirt Award

In 2005, the first Leadership Awards were presented 

by ALS TDI at a small ceremony at the Peggy & John 
Heywood’s home in Newton, Massachusetts.  One of 
those awards was named after Steve Milne and the 
award is described as follows: 

“This award is presented to a member of the ALS 
community who strives to creatively combat ALS within 
their own community by searching for innovative ways 
to fundraise. The recipient of this award consistently 
and bravely explores new ground in fighting the disease 
and raising awareness. A commitment to excellence and 
ALS advocacy drives this person as he/she inspires their 
community to support the mission of ALS TDI.”

The Steve Milne Society’s efforts to fund ALS research 
have never wavered.  Thier example is a remarkable 
one but is also one which any community can strive to 
make there own.  The success of the ALS TDI scientific 
plan relies on new communities following the lead of 
SMS and the 250 other families to stand up and own the 
problem.

The awards will be presented during the ALS 
TDI Leadership Summit & Open House this 
November 2nd at the Museum of Science 
in Boston.  Award recipients need not be 
present to receive the awards.

Leadership Award Categories:

Fran Delaney Challenge & Respect Award     
Mary Lou Krauseneck Courage & Love Award        
Stephen Milne Adventurous Spirit Award             
Stephen Heywood Patients Today Award

Learn More - Download a Nomination Form 
(All nominations due October 25, 2007)

Online - www.als.net/summit

Email - summit@als.net

Call - Vanessa Plant at 617-441-7230

recognize leadership
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Fall & Winter Events (September 07- January 08)

John Wake “Laugh Olympics”

September 2, 2007
Lawrence, KS

4th Annual Olson Family ALS 

Foundation Golf Tournament

September 15, 2007
Fort Wayne, IN

6th Annual Jim Raspanti Event

September 15, 2007
Pittsburgh, PA

Jeff Julian Golf Classic

September 16 & 17, 2007
Branson, MO

Elliot Macht Memorial Golf Tournament

September 18, 2007
Portland, CT

The  “Doc” Classic 

in memory of Andy Phillips

September 21, 2007
Fort Worth, TX

Teach 4 Life

September 23, 2007
North Sutton, NH

ALS Research 101

September 24, 2007
Charlotte, NC

Lynn Capria Memorial Golf & Texas 

Hold’em Tournament

September 28 & 30, 2007
Clermont, FL

Driving 4 Life Anita Schein Hecker

Memorial Golf Event

October 8, 2007
Alpharetta, GA

ALS Research 101

October 9, 2007
San Francisco, CA

Westhaven Charities Ryder Cup

October 13, 2007
Peerland, TX

Driving 4 Life Invitational at Mountain 

Gate Country Club

October 15, 2007
Los Angeles, CA

Jim Slovik Memorial Golf Tournament

October 17, 2007
Hawley, PA

Passion for Life “Road Rally” 

in memory of Mary Lou Krauseneck

October 20, 2007
Harrison Township, MI

18th Annual HMS Host Invitational

October 25, 2007
Tampa Bay, FL

Bruce Edwards & Tom Becker            

Golf Tournament

October 29, 2007
Jacksonville, FL

3rd Annual ALS TDI Leadership 

Summit & Open House

November 1-2, 2007
Cambridge, MA

Night of Rhythm & Hope

November 9, 2007
Pittsburgh, PA

Weston Hills Driving 4 Life Event

December 1, 2007
Weston Hills, FL

A Midwinter Nights Dream

January 10, 2008
Northport, NY

FOR MORE INFORMATION ON ANY OF THESE EVENTS, PLEASE CALL 617-441-7200
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The ALS TDI 2006 Annual Report: 
				             Launching the Largest Attack on ALS Possible

ALS TDI lays out the most comprehensive and unbiased approach towards developing treatments for ALS in its 2006 
Annual Report.  You can read the full report online at:  www.als.net/aboutus/annualreports.asp



k e e p i n g  t h e  a l s  co m m u n i t y  i n f o r m e d.

A L S  T D I  st  r i v e s  to  k e e p  pati  e n ts   a n d  d o n o r s  u p - to - dat e  w it  h 
t h e  lat  e st   i n  r e s e a r c h  ad  va n c e m e n ts

S ta r ti  n g  t h is   past    au g u st ,  w e  i n stit    u t e d  m o n t h ly  e - m ail   
b as  e d  u p dat e s  o n  o u r  r e s e a r c h  as   w e ll   as   t h e  e ff  o r ts   o f 
pati  e n ts   a n d  co m m u n iti   e s  to  s u p p o r t  A L S  T D I .  T h e  n e x t  A L S  T D I 
N e w sl  e tt  e r  w ill    b e  p u b lis   h e d  i n  Ea  r ly  2008 i n  a  m u c h  s h o r t e r 
p r i n t e d  v e r si  o n .  h o w e v e r  w e  w ill    b e  p r o v idi   n g  m o r e  r e g u la  r , 
ti  m e ly  u p dat e s  o n  o u r  w e b sit   e  at  w w w. als   . n e t

			          H e l p  u s  to  sa v e  m o n e y  by 
			          si  g n i n g  u p  f o r  o u r  e - u p dat e s  		
			          a n d  e - n e w sl  e tt  e r .   Pl  e as  e  c all    		
			          o r  e m ail    u s  to  r e q u e st   to  o n ly  		

			          r e c i e v e  o u r  n e w sl  e tt  e r s  v ia  e m ail 
				  
				    e m ail    e u p dat e @ als   . n e t 
				Call         u s  at  617 - 441 - 7200

A l s  t d i  h a s  r a i s e d  j u s t  o v e r  $20 m i l l i o n 
f o r  i t s  t h r e e - y e a r  $64 m i l l i o n  r e s e a r c h 
p l a n !

30 s c i e n tists      a r e  e x e c u ti  n g t h e  la  r g e st   r e s e a r c h 

p la  n  ag ai  n st   als    t h o u g h t  p o ssi   b l e  at  als    T di  .   T h is   is   yo u r 

la  b,  t h is   is   yo u r  t e a m . 

W e  n e e d  yo u  to  d o n at e  to day. 

e v e r y  d o n ati  o n  m a k e s 

a  diff    e r e n c e. 

* yo u  c a n  d o u b l e  yo u r  d o n ati  o n  by  h av i n g  yo u r  e m p loy e r   

   m atc h  it   -  s o  a  $100 d o n ati  o n  b e co m e s  a  $200 d o n ati  o n .

Nonprofit Org. 
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215 First Street, Cambridge, MA 02142

te l :  617 .441 .7200 fax :  617 .441 .7299

email :  info@als.net web: www.als.net
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