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Where the Land Meets  
the Sea: The Catalina Classic
August 24, 2008

It was a spectacular day. Preparations on the beach went like clockwork. All the 
tents, t-shirts, food and drink made their way from cars to the set up area without 
a hitch. A high fog, mild day and favorable winds and currents seemed to create  
conditions for one of the fastest races in history. This was a welcome change from 
the past couple of years when the wind and sea gods conspired to test the mental 
and physical toughness of every paddler during the 32 mile crossing from Catalina 
Island to Manhattan Beach. 

Early rumors were correct. After a 
6AM start the first paddler was sighted 
a little before 11AM. The only question 
was if the course record of 5 hours 1 
minute would be broken. Alas, it was 
not to be. Chad Carvin, the winner, 
finished in a spectacular time of 
5:04:16. Jay Miller, the first Ocean of 
Hope team member, finished in sixth 
place in 5:38:59. This set the tone for the 
rest of the day fast times, tired bodies.

The scenes and emotions as each paddler 
emerged from the ocean were exhila-
rating. As they approached the shore 
some looked tired, squinting from 
hours in the sun, salt in their eyes. 
Others paddled powerfully to shore 
looking like they were ready to head 
back to Catalina Island. Everyone burst 



with joy and smiles 
when they saw their 
friends and families 
waiting to congratu-
late them with a kiss 
or hug, a dry towel for 

their bodies and help taking their 
paddleboard out of the water. 

For the Ocean of Hope Team, arrival 
on the shore was especially poignant. 
On Matt Belanger’s board was Tina 
Owens’ name with the words “She 
makes us laugh”. Tina who thought 
she might not be able to attend O2H 
was there with many of her family. 
Later Matt remarked “the highlight of 
the race for me was meeting Tina 
Owens and her support group and 
family on the beach. Before the race, I 
knew very little about Tina and her 
background, other than that she was 
currently battling sarcoma. I knew she 
would be at the finish, but NEVER 
expected her to be as positive and “full 
of life” as she was, and continues to 
be. The Owens’ were very thankful, 
and I am equally thankful to Tina for 
being an inspiration on how we should 
look at life, cancer or no cancer. Now I 
know more about Tina and understand 
what “she makes us laugh” is about. It 
was a great day all around. Thanks 
again for this opportunity, and 
although it was painful, I’ll be back 
next year.”

Jane Cairns paddled with Suzanne 
Leider’s name; Scott Loos with Tracey 
Talley, Jay Miller with Wendy Sommers, 

Fred Sardisco with Ashley Robertson 
and Brad Thomas with John Rowland. 
All were inspired during their day on the 
sea; you could see it in their expressions 
and hear it in their words as they 
described their mentally and physically 
demanding effort during the 32 mile 
crossing.

One more name, Bob Chambliss, was 
on the boards of Gene Boyer and Ron 
Roebuck. Bob was a member of the 
paddleboard community, a great friend 
to many, and someone near and dear 
to everyone’s heart at the Sarcoma 
Alliance. Two years ago Bob was not 
able to finish the race due to pain in 
his shoulder. He later learned that this 
pain was due to a recurrence of his 
sarcoma. Bob was able to attend last 
year’s race cheering everyone on and 
helping on the beach. Sadly, Bob died 
in the early fall of 2007. Gene and Ron 
also carried some of Bob’s ashes; he 
finally completed that last race. Bob’s 
family and friends greeted Gene and 
Ron with joy and sorrow. Later in the 
afternoon, Bob ashes were scattered in 
the sea that he loved; he will forever be 
a part of the Ocean of Hope.

Finally, it was time to go home with 
many emotions surging through our 
bodies. Most important was the 
inspiration and sense of purpose that 
there is more work to be done. Work 
that is made easier by the fantastic 
support of the Ocean of Hope team and 
everyone in the sarcoma community. 
Thank you. 
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Following is a report from Aimee Spector of the O2H 
Outrigger team. On September 6 they raced from 
Newport Beach to Catalina Island. Hold your breath, 
put on a life jacket, and fire off a flare, it was a wild ride. 
Next year pack some duct tape.

Our team battled it out for first place for about 18 
miles. For over three hours we traded spots with another 
team, and each paddler change would cause one canoe to 
sneak in front of the other, over and over. With about 9 
miles to go, our canoe was neck-and-neck with the other 
canoe vying for first place when we dropped two paddlers 
in the water for a change. Things happened kind of fast; 
there was a zig, a zag, some yelling… anyway, long story 
short, our escort boat hit our canoe (or our canoe hit the 
escort boat, however you want to look at it). 

When we dislodged our escort boat from the canoe, it 
had a barrel size hole in its side; our canoe’s front end 
was smashed, and we had to stop paddling to fix it. No 
one was hurt. We quickly and expertly (?!) wrapped a 
plastic garbage bag around the front, tied some rubber 
cording around it, and got going again. We ended up in 
second place, with third place about 20 minutes behind 
us… we were stoked just to have finished, considering the 

mishap! But it was a 
little disappointing I 
have to admit. All in all, 
our team rallied like 
you wouldn’t believe, 
and we had quite a story 
to tell. Catalina Island 
was abuzz with the 
news. Our night was spent retelling the tale about a  
hundred times! And, yes the hole in the boat got bigger 
every time we retold it!

Anyway, despite all of this season’s craziness, and the 
final race being what it was, I am stoked to be paddling 
with Lanakila and representing O2H.

I think we ended up raising quite a lot of money, more 
than we did last year, and so, we press on to next season! 
Thanks to everyone that supported us. Your support 
brings hope to sarcoma survivors and their family members. 
You can still donate to our cause — a donation in the 
name of someone you love is a great Christmas gift! 
Follow this link: www.sarcomaalliance.org/oceanofhope

See you on the water! 

The Adventures of the  
Lanakila Outrigger Team By Aimee Spector

ocean of Hope 
team members — 
paddlers

nick alford
matt belanger
mike bledsoe
Gene boyer
Jeff bradbury
Kelly brown
James buckman
Jane cairns
Jeff cutler
Kyle daniels
peter deavila
Jack Hamilton
mike Igloi
scott lincoln
scott loos
Jay miller
christina powers
tim ritter

ron roebuck
fred sardisco
mark schulein
chad smith
brian spear
david stringer
brad thomas

ocean of Hope 
team — outrIGGer 

Katy arnold 
Jeane barrett 
tresa connelly
lise fernow 
alice Haas 
dani Hart 
madeline Jordan 
Kellie lancaster 
tanya muhle 
laurie parker 
agnes regeczkey 
Jill schooler

aimee spector 
shien lu stokesbary 
Heather suskin 
lorie Vos 
suzanne White 
lisa Wilson 

on tHe beacH

arthur beckert
rachael beckert
Jeff bradbury
betsy Haas-beckert
Kathy chambliss
brian Kraus
Kendra Kraus
ade lawal
philip leider
ellie light
dave murphy
myra maury
Joanna mousseau
Jenna robinson

ellen silver
tracey talley

a specIal tHanKs 
for Homemade  
pIe a la mode

christine tope
bridgette chambliss
Kathryn chambliss
Kate Hoffman
ellie light
natalie light
meredith mccarthy
larissa supplitt

pIe supplIes 
donated by

albertsons, Venice
costco, marina del rey
trader Joes, 
manhattan beach
trader Joes, West la

corporate 
supporters

fuji film

Hennesseys

patagonia

post scrIpt

as this newsletter 
goes to press the 
ocean of Hope 
campaign raised 
over $90,000 for the 
sarcoma alliance! 
this is a result of  
the incredible efforts 
of mark schulein  
and amiee spector 
and everyone on  
the ocean of Hope 
team. thank you.
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Executive 
Director’s  

Corner

Our annual Ocean of Hope campaign draws to a close, 
and our paddlers and outrigger teams raised over 
$90,000 for the Alliance and our programs. This cam-
paign along with the incredible commitment and efforts 
of other individuals and corporate supporters are  
turning uncertain times into another great year. The 
question then becomes what happens as a result of all 
the generosity to and belief in the Sarcoma Alliance.

Assistance Fund
This fund provides for reimbursement for expenses 

related to getting a second opinion from a sarcoma  
specialist. Over the past couple of years we annually 
received about 50 applications for our Assistance Fund. 
In the first half of 2008 we received 54 applications from 
26 states and 2 from Canada. As of October 1, over 
$30,000 in grants has been awarded. 

Peer to Peer Program
The Peer to Peer Program facilitates relationships 

between individuals affected by sarcoma so they may 
find positive emotional support, encouragement and 
information. The program has grown greatly since it 
started at the end of 2006. Currently there are over 500 
participants who come from 43 states and 13 countries 
outside the United States.

Website
Our website continues to be one of our most used 

resources. The Discussion Board remains active and our 
“Chats” on Wednesday and Sunday are well attended. 
Last year we implemented a newly designed website 
making it easier to find information and services. We 
now have a presence on Facebook; we are beginning a 
blog and eNewsletter, and greatly expanding our pediatric 
and young adult information. We will also be making 
changes to our chat capabilities to allow individuals with 
specific interests to better connect and allow, from time 
to time, sarcoma experts to participate.

Outreach
Each year we attend meetings and conferences to keep 

up to date in the latest news in sarcoma diagnosis and 
treatment. We also work hard to get the word out about 
our programs and services. Each year we attend meetings 
of Oncology Nurses, Oncology Social Workers, American 
Society of Clinical Oncology, Society of Gynecologic 
Oncologists, and the Connective Tissue Oncology Society.

These are some of the highlights of what we are up to. 
We are working hard to meet the growing and changing 
needs of everyone affected by sarcoma. Please let us 
know if there is more that we should be doing, and 
thank you for your support and belief in us. 

ThE ASSiSTAnCE FunD — A nOTE OF ThAnkS FrOM DrAkE’S PArEnTS
as the parents of a teen diagnosed with sarcoma, we wanted to make the very best medical decisions for our son, but 
when we received conflicting opinions about his care my husband and I felt so helpless. this was our child’s life, and we 
didn’t know who to trust. ultimately, we chose to seek out a synovial sarcoma specialist whose practice focused on teens 
and young adults. While our insurance company wouldn’t cover our visit to dana farber in boston, there was no question 
that this was what we needed to give us peace of mind — and that’s exactly what we got. thanks to our visit with doctor 
albritton, we felt that drake’s prognosis was good enough to forego chemotherapy and finally move on with our lives. the 
trip to boston also enabled us to visit Harvard and mIt and dream about a future where anything was possible. 

We are so grateful to the sarcoma alliance, not only for the grant that helped to cover the costs of our visit, but also for 
all the information and support we received on the Web site. you were definitely a source of hope during an extremely 
difficult time. 



GiVE iT! GET iT! By Jennifer Capo

This evening happened because one person had an idea 
to do something good for others. With very little experience 
organizing a fundraiser and armed only with determination 
and the support of her friends, Jennifer Capo, a 
Manhattan Beach resident and Sarcoma survivor,  
threw her heart and soul 
into putting this event 
together. It began with an 
idea to bring together the 
community for a fun, fash-
ionable night for a great cause. 
For guests attending it was a 
fashion show for the what? 
Alliance? Sarcoma Alliance? 
What is that?

My friend, Sheryl Main and I 
started hitting the pavement for 
sponsorship, fashion designers, 
retail give aways, models, and 
production staff. What an amazing 
journey it was to share with so 
many strangers such a personal 
situation that had affected my 
life, my diagnosis of sarcoma. 
New friendships developed 
as we asked people to give 
their time, energy, and money. 
We repeated over and over 
again the words GIVE IT! 
GET IT! 

It all began to take shape. 
Hush Salon excitedly donated 
products, time, hair stylists, 
make-up artists. Scott Bailey 
from Swoop Magazine gave us 
resources for models. Each model had a personal reason 
to give their time. Model John had cancer in his family. 
Hank the MC, a pastor of a church, wanted to reach 
out. Equinox came on board with gifts and South Bay 
support. Jennifer Newton at Murad Spa generously 
donated a product. Body in Balance, New Performance, 
and many more also gave. Krista and Gary Capo donated 
a 5-night stay at their Hawaii vacation house for a give-
away. Each of these individuals contributed to build this 
event. Each person understood the message: ‘GIVE IT!’ 

and everyone involved demonstrated this spirit of gener-
osity. As a result, each person was moved. It did not take 
long for all to understand that through their giving, they 
were getting something invaluable in return.

I gathered my south bay friends: Nick 
Speno, a real estate asset manager; 
Shon Tomlin, VP of Programming at 
Fuel TV; Sheryl Main, top marketing 
consultant in Hollywood; Tia 
Christianson, a Consumer Insight 
Manager at EA Games; and many 
more to play the roles of Producer, 
Co-Producer, DJ, and more. The 
production team created an out-

standing night, a true community 
effort.

Finally, on August 6th all the 
hard work paid off. On this  
special evening more than 100 
guests came to 12 + Highland to 
experience a magical night of food, 
fashion and music to benefit a 
great cause. Highlights included 
tasty appetizers by Chef Armando 
Martinez from 12 + Highland, a 
Fashion show with 17 beautiful 
models showing styles from fashion 
designers Mary Jo Bruno and 
Mission Playground along with 
the trendy shops Manhattan 
Denim and Bombshell Boutique. 
Paris style hair and makeup 
designs were by Hush Hush 

Salon and Ron Anne. The music was by SHON 
of Fuel TV and Jeff Murrell of Focus Los Angeles  
provided sound & lighting.  

Through ticket sales and give-aways, we presented the 
Sarcoma Alliance a total of $4,370. Most important, it 
was an incredible way for all involved to be part of 
something bigger then themselves. People were moved 
and inspired beyond ways that we can be seen from the 
outside. Thank you for your participation and your  
generosity. We created an awareness that will spread for 
years to come. 
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Attention Southern 
California readers

Charlie Lustman, osteosarcoma survivor, 
singer, and songwriter, continues his perfor-
mances at the Santa Monica Playhouse through 
the end of December. He performs songs from 
Made Me Nuclear, a collection of 
songs about his experiences 
from diagnosis through 
treatment. He has received 
fantastic reviews from  
the Los Angeles Times; 
please try to make it. 
For information visit our 
website. 

As the Hotel Monaco Denver celebrates 10 years  
in downtown Denver (October 2008), they hosted a 
fundraiser on behalf of the Sarcoma Alliance on July 10, 
2008. The “Date of the Decade” was a fun evening of 
hors d’ouerves, cocktails and silent and live auctions to 
benefit the Sarcoma Alliance. One-hundred percent of 
the proceeds went to the Sarcoma Alliance.

The highlight of the evening was The Ultimate Live 
Auction! The featured prize was a Date of the Decade 
with Panzano Executive Chef Elise Wiggins. The  
winners of this will spend the afternoon with Panzano’s 
Executive Chef Elise Wiggins at the farmers market 
where they will walk away with fresh local ingredients 
for a personal cooking class! They will then enjoy the 
fruits of their labor with Dinner for 2 in Panzano 
Restaurant. Additionally, limousine service will be  
provided by Fox Limo to transport them to and from 
their home to spend the evening at the Hotel Monaco 
Denver in a Monte Carlo Suite, including valet parking 

and breakfast in bed in the morning. The winner also 
will receive services for 2 at the award winning 
Renaissance Aveda Spa! This special auction item went 
for $2,000 to 2 groups of people who split the cost.

The evening raised $10,691.00 for The Sarcoma 
Alliance, all of which will go to helping those affected by 
this rare cancer. The evening was a huge success and lots 
of fun! We wish you could have been here with us! 

Date of the Decade 
Denver, CO
By Lori Cavagnaro, Guest Service Manager/ Concierge, hotel Monaco 
Diagnosed Lieomyosarcoma, April 2008 

Erica Penley 
(Director of 
Distribution for 
Kimpton Hotels) 
and the MC  
John K. Murray 
(Owner of Jammin 
DJ’s / Infinity 
Entertainment  
and the voice  
of the Colorado 
Buffalos) auction-
ing off one of  

our live auction items. It was 2 tickets to a Denver Nuggets  
game and a basketball signed by the team! This item went  
for $350 to a big Nuggets fan!
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enter our 10th anniversary year, the vision includes new 
leadership for the governance of the Sarcoma Alliance. 
Effective January 2009, the Sarcoma Alliance will have 
a new Board President, Joan Darling. Joan possesses 
such strength, determination and a keen mind for strategic 
thinking. Supporting her will be Jeff Bradbury as  
Vice-President, Denise Lapins, Secretary and Ade Lawal 
as Treasurer. Together, they will lead us through  
this historic milestone and make much history for the 
organization. 

The Sarcoma Alliance is a strong and vital organization 
whose mission touches the lives of so many fulfilling the 
tagline, You are Not Alone. For me, it has been a plea-
sure to serve as President and to give back to the organi-
zation that helped guide me through my darkest hours as 
my daughter was being treated for synovial sarcoma. I 
know first hand the impact of the Sarcoma Alliance, and 
I am grateful each and every day to everyone who works 
tirelessly for its continued success. 

Ellen Silver

(President’s Letter continued from page 8)
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We would love  
your help By Suzie Siegel

network to  
connect people  
with this rare  
cancer. For more 
information, go to  
www.sarcomaalliance.org  
or call (415) 381-7236. 

After giving this basic information, 
you may want to write a little about 
your experience with sarcoma, 
including the importance of second 
opinions and connecting with  
others.

If you want to discuss the media 
with me, email suziesiegel@tampa- 
bay.rr.com. I’m a former journalist. 

We need your help to spread the word 
about the Sarcoma Alliance. If there are 
no SA pamphlets in your doctor’s waiting 
room, please tell the staff that they  
can contact our office and we will mail  
them some. 

Also consider contacting your local 
newspapers to see if they will run the  
following information. Many newspa-
pers run listings of health information. 
If you’re reading this newsletter online, 
you can cut and paste the paragraph 
below into an email to a newspaper.

The Sarcoma Alliance provides a twice-
weekly live chat; financial assistance for 
second opinions; and a peer-to-peer 

The Sarcoma Alliance recently held a raffle led by Sharon 
Leider and Marsh Gandin to benefit the Hand in Hand — 
The Suzanne R. Leider Assistance Fund. The prize was a 
deluxe vacation for two to the exotic island of Bali. The 
prize was won by Cory Spanak. Sharon and all of us at the 
Alliance thank the wonderful committee who gave so much 
of themselves to this effort including Sue and Neil Bershad, 
Jennifer and David Burlison, Suzanne Butnik and Albert 
Yesk, Stella and Nick Cretikos, Kellie Flynn, Marsha 
Gandin, Hillary and Jerry Hyman, Carole and Mike 
Kamper, Denise Lapins, Sue and Dennis Leibel, Jack Leider, 
Stephanie Leider, Dorothy and Zane Leshner, Ruth and Ira 
Lott, Barbara and Herb Stern and Myra and John Stillman. 
Next year a magical evening returns with a dinner, silent and 
live auctions, and other surprises. In early 2009 check our 
website for details. 

Opportunity Prize raises over  
$17,000 for the Assistance Fund
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775 East Blithedale, #334 
Mill Valley, CA 94941-1564

announcements
Sarcoma support groups meet regularly in Los 
Angeles, CA; Portland, OR; Greenville, SC; 
Houston, TX; and central Wisconsin. Visit our 
website for meeting times and other details.

The Sarcoma Alliance offers a live chat room at  
www.sarcomaalliance.org under Support. Open 24 
hours a day. Drop by any time you need support, 
encouragement, or just want to talk to others. We also 
offer these regularly scheduled chats: Sunday, 8–10 p.m. 
EST and Wednesday, 9–11 p.m. EST with Dave Murphy, 
Sarcoma Alliance board member.

Letter from the President
This is the start of our tenth year anniversary — a milestone 

for the Sarcoma Alliance. It necessitates a taking of stock, 
a look back and the plan for a vision of a secure and 
hopeful future. 

Founded as the result of the friendship of two extraor-
dinary women, Wendy Sommers and Suzanne Leider, the 
Sarcoma Alliance developed a strong foundation of  
governance, fiscal responsibility and a dedication to  
the mission to serve people affected by sarcoma. The 
organization remained steady after the death of its  
founders and grew its service area and donor base beyond 
its original scope. New leadership, new volunteers and 
new supporters have all stepped up to the plate to ensure 
that the Sarcoma Alliance continues to have a positive 
impact on people affected by sarcoma. People from all 
around the globe use the Sarcoma Alliance’s bulletin 
board, have joined our Peer to Peer network and sought 
financial assistance from the Hand in Hand: The Suzanne 
R. Leider Memorial Assistance Fund. Each year, we  

continue to serve more and more people and offer the 
needed support, education and hope. 

There are countless people, corporations and founda-
tions to thank. While not all can be mentioned there are 
a few notables: the Leider Family — Sharon, Jack, 
Stephanie and Philip, tenured Board members — Kevin 
Plottner, Dave Murphy and Marites Tullius, the Ocean of 
Hope team and its captain, Mark Schulein, pharmaceutical 
companies — Novartis, Ariad, Genentech, and Pfizer and 
staff — Arthur Beckert and Pam Cresta. Our lives have 
been touched by the many stories of inspiration and hope 
that we receive and remind us why we do what we do. 

Our vision for the future includes a strategic plan for 
growth to reach and serve more people, diversification of 
the Board, inclusion of additional information on pediatric 
sarcomas on our website and evaluation of our programs 
and services to ensure quality improvement. And as we 

(Continued on page 6)




