	Greetings Blazeman Warriors and Friends!  
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Summer is passing quickly...yes, time seems to fly by the older we get! So much to do...

  

Recently we met up with Sue and Molly MacInnes, Doug's wife and daughter. As expected, living life without Doug is so hard...my heart goes out to them knowing the heartache they are and will always feel. They were on their way to the family cabin in Canada they all shared as a family. Our "boys" have brought us together...and that is a good thing.

                                                          


Bdad, Molly, Sue and I at the Lobster Pot in Bristol, R.I. July 2012

  

This summer has kept Bob and me behind the scenes taking care of and making the foundation even stronger. That has meant less travel to the races, which we miss, but as they say..."someone has to do it"! We have heavily relied on the support of our great Warriors who have been outdoing themselves fundraising...one of these groups is called Team Larry...and they are profiled below. An amazing family and core group of friends racing for their Uncle Les Dawson, who is battling ALS with the love and support of his great family and friends...

  

Next month we will travel to the beautiful state of Maine to Pumpkinman. 
  

Race Director, Kat Donatello, has invited us to be a part of their great event. Kat wore #179 at EagleMan this year and we look forward to coming up in early September. I am told regular entries are sold out. Thank you to everyone who has supported the Blazeman Foundation by racing under the charity slot! We look forward to seeing you all there in Sept!     
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 Kat Donatello #179 at EagleMan...note the red cap!
  

Bob and I look forward to seeing some new and old faces in beautiful Maine!

  

I receive many heartfelt letters from people that have lost love ones to ALS...I treasure each and every one as I know how hard it can be to sit and pour your heart to someone you have not even met. Thank you all for that...and to those that write and say Jon inspired them to do their first race...well, that just makes my day!

  

Speaking of day...another August 30th is fast approaching... Jon's 41st birthday...if you get a chance, it would make this mom and dad happy if you take a moment around 8:30PM EST...a shout of FREEDOM to remember him and all the ALS Warriorpoets that have gotten their freedom from this hideous disease called ALS.

  

I shall leave you all with Jon's scoobydoo ending...he always said that others have said it best...so, borrow from them, just give credit where credit is do...

 

  

The Three Questions... 
When is the best time to do things?
Who are the most important ones? What is the right thing to do?
 Please know that there is only one important time,
and that time is now.
The most important ones are always the ones you are with.
And the most important thing to do is to do good for those who are standing at your side.
For these, my dear friend, are the answers to what is most important in this world...
this is why we are here.
  
Leo Tolstoy 
  

Till next time...

  

Mary Ann

Jon's mom

 

As I was putting this newsletter to bed...I opened my email to find a note from an old friend that has the SOD1 gene...she had been having symptoms for quite awhile and just received the news no one wants to hear...yes, she has ALS. Karen O'Riordan, known affectionately as KO, has a huge history with the BMF as a past president. She recently moved to Hawaii...living the dream she always wanted.

Our heart aches for her...even though we have been intimately connected to this disease...I find myself grasping for the right words. There aren't any. Our thoughts, prayers and support are with you KO...

I know I will be writing about Karen again...


	ALS Research Updates 
from around the world    
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Collaboration Drives Progress
Biotechnology company BrainStorm Cell Therapeutics  has announced plans to collaborate with two American institutions to test its experimental stem cell technology in people with amyotrophic lateral sclerosis (ALS) in the United States. The institutions are Massachusetts General Hospital in Boston and the University of Massachusetts Medical School in Worcester, Mass.
 
Although it's still very early in the process, the company's goal is to extend the scope of its ongoing stem cell trial now being conducted in people with ALS in Jerusalem.
 
BrainStorm's phase 1-2 clinical trial is testing its NurOwn stem cell technology. The trial is sponsored by the Hadassah Medical Organization in Jerusalem, in collaboration with BrainStorm, which is based in New York and Petach Tikva, Israel.
 
The three institutions have completed a "memorandum of understanding" agreeing to initiate the necessary steps to collaborate in testing BrainStorm's ALS stem cell therapy in people in the United States.
 
Those necessary steps include developing a trial design for the U.S.-based ALS clinical trials, selecting appropriate production facilities in the United States, and entering into a formal collaborative agreement.
 
Neurologist Merit Cudkowicz will lead the Massachusetts General Hospital team. Cudkowicz has received MDA research funding, is a member of MDA's translational research program advisory committee, and directs the MDA/ALS Center at Massachusetts General.
 
These are "early days" in the new agreement to work together, Cudkowicz said, involving mostly planning protocol and communications with the FDA.
 
The University of Massachusetts Medical School team will be led by Professor Robert Brown, a previous MDA grantee who preceded Cudkowicz as director of the Massachusetts General MDA/ALS Center. Brown currently directs the MDA clinic and MDA/ALS Center at the University of Massachusetts.
 
The new trials will require approval by the U.S. Food and Drug Administration (FDA), which granted NurOwn an orphan drug designation in February 2011. (Orphan drug status provides economic incentives for companies to develop drugs for rare diseases.)
 
Stay tuned for further updates...

 
 

Research Reminder!
The gift of ALS tissue is total commitment...please share!
 
The Blazeman Foundation for ALS and the NICHD Brain and Tissue Bank have joined efforts to speed research on ALS (Amyotrophic Lateral Sclerosis, commonly referred to as Lou Gehrig's disease). The study of post-mortem tissue from individuals with ALS is critical to finding the cause of ALS. If you have decided to become a potential tissue donor, you are encouraged to register with the NICHD Brain and Tissue Bank. Preregistration allows for speedy recovery of tissue. Time is critical for the recovery of tissue and should be completed within 24 hours after death. Go to our How to Register page. On the "Donor Registration Form" check "Blazeman Foundation for ALS." If you elect to complete the mail-in pdf form, please make a notation that you are supporting the Blazeman Foundation for ALS. Call 1-800-847-1539 (or 410-706-1755) to discuss any aspects of tissue donation. The decision to donate is yours.

 
 

From Brigham and Women's
 
For the first time, researchers from Brigham and Women's Hospital in Boston have identified a blood biomarker that could not only help to identify ALS earlier, but also help pave the way to new treatments that could significantly slow-or even stop-the progression of the deadly disease. A recent TV news article summarized this breakthrough. 


	Meet Team Larry 
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In the center of this great photo you see Larry "Les" Dawson. The love and support of this family is truly amazing! They all participated in the Boulder 70.3 in support and love for "Uncle Larry" who is battling ALS. Even the kids ran the children's race sporting their special shirts and the adult's tri kits had the Blazeman Logo on them. They raised over $14,000 for the foundation and we are forever grateful!

 

Their team page is called Team Larry. Check it out online.
 

Anyone wishing to support this great family please visit them online.        
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Do it because you can and others can't...Do it for Les!
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What makes Pumpkinman special for ALS awareness...from the organization to the athletes involved.   

 


The following are some emails about this event that I thought you might find of interest. I'm proud to share these thoughts with you...
Hi Mary Ann, 

Earlier this week I sent an email to the Blazeman Warriors participating in the Sprint race in order to provide someone with the honor of wearing #179 on race weekend. I asked that they explain why they'd like to wear the number and what that honor would mean to them. Taryn Flanagan sent me an incredible and moving note. I wanted to share it with you as she is our choice to wear the #179 during the sprint. It is attached to the bottom of this email for you to read.

Best wishes,
Kyle

 

Kyle Burnell 
Social Media Director
Pumpkinman Triathlon Festival 

 

-----------

Hi Kyle,

I'd be very honored to wear Jon's Bib for his family and friends. In 2005 the same year Jon was diagnosed, I lost my mom to ALS. My mother Ann Flanagan lived with ALS for just over a year. I still remember the night so clearly when my family sat me down to tell me about this terminal disease. I had just started senior year of college. I had been studying theatre and was excited to take on internships and move into the city following graduation. My life changed dramatically that night, because not for a moment did I think about myself; I though about graduating and getting
home to take care of my family. She was diagnosed October 2004 and was in a wheelchair by my graduation in May 2005. ALS traveled so quickly through her body, that we all knew the placebo she was getting in the NYC clinical trials weren't helping. The positive light in this story was I was able to come home after college and help at home. I day I graduated college was the first day I became my mothers 24/7 caretaker. After two months things got so hard for my mom that I needed to ask my sister to stop working and come help. From July-December 9th 2005 my sister, mother and I worked together to make the most of this terrible disease. It was moving so fast through her body we had a hard time planning any trips or doing anything at all.
The one thing that I was able to find time for everyday was running.
 

Everyday I would take one hour to go for a run. I had never been into racing at this point, but I needed to run as a form of meditation and freedom. One day my mother said to me before I left "do an extra mile for me". I swear that rang to me, because I haven't stopped running sense.    
 

Every time I run I think of my mom, and every time I race I just remind myself that last mile is for her and it gives me that extra strength. Funny thing is, like Jon Blais I work with the special need population as a recreational coordinator in Waltham, Ma.    
 

I'm so proud to be a Blazeman warrior in Jon's honor and also for my mother!
Thanks,
Taryn Flanagan


	From the Battlefields...in the War on ALS
From Team Philly  

 

It was a beautiful weekend of racing in central New Jersey and our team made its mark on this race.

Please know that as a team sponsor we value your commitment to our team and we wish for you to share this success with us!

While I am very proud of the team for racing well and winning this money - it is what we have collectively decided to do with the money that has me excited:


* Team Philly Pro Tri has elected to donate 100% of the money we were awarded as the New Jersey State Triathlon Team Challenge Champions to the Blazeman Foundation. Even better, our title sponsor, Major Hyundai, is going to match it.   -Brett Jenner, Owner, Team Philly Pro Tri
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The Road to Kona
This October brings three of our Blazeman Warriors, Heather Wajer, Rob Spinosa and Todd Jennings to the World Championships in Kona. They will be toeing the line with the best athletes in the world, racing for all the PALS (persons with ALS) who cannot. We remember well the pressure Jon felt, knowing that finishing was his only option...

  

Heather and Rob will be carrying the memory of their mom who died from this horrific disease and Todd, as he has stated many times will be following the footsteps of Jon. If Jon was here, he would tell you all, the important mission here is to finish...take all 17 hours if you must. Don't go out too fast...save yourself for the finish. Bob and I wish for you all that Jon is the wind behind your back...he has passed the torch. You have a wonderful opportunity to tell all how ALS has impacted your lives...for better or worse.

And remember...whatever you do..."get it on film"   
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Thinking ahead to 2013!  
 

Some of our great supporters are already thinking about our 2013 Cycle-a-thon... Again from Team Philly...in a recent email we received...

  

As mentioned, Team Philly Pro Tri held a Cycle-a-Thon last year to raise money for the Blazeman Foundation and ALS research.

 

During the Cycle-A-Thon we setup our bikes on indoor trainers at Major Hyundai and rode for 16.5hrs straight! Well, ok it turned out that I was the only one who did the entire 16.hrs but my teammates came and supported me in shifts and for 16.5hrs there was at least one Team Philly Pro Tri member spinning away.

 

In the end we raised over $10,000 for the Blazeman foundation - and plan to hold the same event in Feb 2013.

Thanks again, Brett Jenner and Team Philly!!!

 

Our best wishes for a speedy recovery from hip surgery go out to Blazeman Warrior Ryan McCready...the perils of the bike!

 

  

From Athletes Lounge, Portland, Oregon....thanks Gary and Chrissie!!                                    
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Join Chrissie Wellington, Professional Triathlete and Ironman World Champion, for a 5 Mile fun-run around Portland's waterfront. Chrissie comes to town raising funds and awareness for The Blazeman Foundation. Your $20 entry goes directly to this terrific, disease-fighting organization honoring the mission of Jon "Blazeman" Blais.

 

Later in the evening Chrissie will be visiting Athletes Lounge to share excerpts from her new book "A Life Without Limits: A World Champion's Journey".

 

 

Race Day   
Downtown Portland - East Esplanade at Main St.

 

Meet up at 8:00AM to get warmed up & chat with Chrissie. The run starts at 8:30AM

 

 

From Drew Comeau 
Hey all...update on our progress. We have great news: We have raised enough money to purchase and donate 4 club season tickets in our group name for the upcoming football season for ALS patients & their families. If anyone would like to volunteer as an ambassador for our group for a home game with duties of meeting/ greeting /welcoming & other stuff like that, let me know. For those that would still like to donate, we can still use all the help we can get. I would like to have some funds available for donating some keepsake stuff like UMass jerseys, t-shirts, hats, etc. Please invite people to our group on Facebook. For those that have already donated, a big UMass Football thank-you. We look forward to brightening an ALS patient's day. More news to come as we get get closer to the season.  

Thanks, Drew

Update...
Yes, the summer is flying by as usual. Mother time is precious and goes by way too quickly. I've marketed all the regional ALS State chapters in the New England area. We have one party lined up for the opening game on Sept.8. Our PAL attending is Charlie from Massachusetts. He will be attending with some family & friends. Charlie is an UMass fan, but he is more of a Indiana fan! I will be meeting them prior to the game @ Gillette Stadium.

  

If you know of a person with ALS in the UMass area that would like to attend a game with a family member and/or caregiver please contact Drew.
   
 
Two athletes carried Jon to the race course 
at the inaugural Ironman at Mont-Tremblant 
this past weekend 

From Blazeman Warrior, Dr. Bob Heins: 

"Had a great race was able to cross the finish line with my daughter. Found a great place for John near mile109 on bike route. Next to a beautiful river."
  

 

From Dave Orlowski at Ironman Mont Tremblant  
"On this journey I have brought some of the ashes of Jon Blais, who was the only person with ALS to complete the Ironman World Championship in Kona. Jon's ashes were placed on the shores and waters of Lac Tremblant for the swim, along the Duplessis road of the bike course and the Village road blue line on the run course. May you guide all athletes safely on their journey and to be a part of us at the inaugural Ironman Mont Tremblant as we finish!"
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Thanks Dave Orlowski!


	The Blazeman Helmet from Kevin Brooks  
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This beauty created by Kevin Brooks arrived in the mail recently signed by Chrissie Wellington. Our plans are to put this helmet up for auction at some point when we can do it in a way that the foundation benefits the best. We have all the information on the helmet and it is of great quality and design. This is not a mock up! At this point we have it in a special controlled climate in the Foundation office. We know Jon would love this as it is modeled after the one Jon had made after he was diagnosed with ALS. Thank you, Kevin, for this beautiful gift! 

[image: image10.jpg]


 


	A Warm Welcome to our newest Warriors!

 

We are pleased to welcome the following newest warriors to our family. Thank you, and everyone else, for all you do to help our mission. 

Amy Javens
Daniel O'Day
Wendy Rumrill
 

A big welcome to you and we hope to see you at a race this year...please visit our ning website and start communicating with other warriors and supporters.  


	Photo Gallery
Thank you so much for sharing your highlights and favorite moments from the 2011 and 2012 season!
But don't stop now! Please keep sending your photos!
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Mark Hernandez' custom BMF graphics
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Karen da Silva rolling at the Ragner Relay on Cape Cod
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Kat Donatello #179 rolling the finish at Eagleman
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Mark Rouse preparing for Chrissie's booksigning at Runners Hi'N Tri store
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Ryan McCready's custom BMF kit
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Garen Riedel rolling at IMNYC 2012. 28th overall and 2nd in his age group, qualified for Kona!
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Kirstin and Dennis personal best at Timberman!


