
 
 
 
 
 
 
 
 
  

2 nd  Chordoma Conference June 2008  

Save the Date! 
 

 The Second Chordoma Community 

Conference will be held June 26-28, 2009 in 
Bethesda, Maryland. Patients and family members 
are invited to participate in this interactive, 
educational and uplifting event.  
   This second Community gathering is an 
opportunity to build on the success of the first 
conference in 2008. The conference’s goals are to 
create supportive relationships among those 
whose lives have been impacted by chordoma, 
and to empower the Chordoma Community to 
become their own best health advocate.    
 A strong community where everyone is actively 
involved and invests in research can help us to find a cure. Together we can make a difference and save lives!  Check 
the website for updates and remember to register for a Champion page!              By Heather Lee, CCC co - chair  

 
 
Connecting Champions Around  
   The Globe  New Online Map shows where we live  By John Nelson  

   
 Those with chordoma tend to be very willing to contribute in any wa y possible. The Champions section of the 
Chordoma Foundation website started out as a tool to empower them with an eff icient method of fundraising. 
However, as development progressed, the opportunities for community building spontaneously appeared. For 
example, the map of Chordoma Champions was originally made as an administrative tool to give us a graphical idea 
of where our constit uents live. It was only after seeing it, that we realized it would be a great way for Champions to 
connect with other Champion s.  
 So far, it has been successful.  Given the rarity of chordoma, it is difficult to find someone with similar 
experiences.  The Champions map is making this easier. People are sha ring ideas, experiences, and lending 
support. It turns out the world is sm aller than it may seem.  
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C o m m u n i t y  C o n n e c t i o n sC o m m u n i t y  C o n n e c t i o n s   
!

! March 2009 Together We Can Cure Chordoma 

   We see this new tool as critical for linking members of our community and invite you to go to the following link to sign up and/or 
update your page. Use the website to connect with people before the conference and keep up with what is going on within the 
community. http://www.chordomafoundation.org/involved/champions.aspx 
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F r o m  th e  de s k  o f  t h e  E x e cu t i ve  D i r e c t o r:  A Director of Research Appointed 
By Josh Sommer, Executive Director, Chordoma Foundation

uring a disease is a challenge of science.  It is also a challenge of logistics and project management. 
The Chordoma Foundation, in addition to providing vital funding for research, helps address that challenge by 
ensuring that scientists find the information, materials and collaborators needed to effectively carry out their 

research and develop new treatments. 
 To accomplish this, the Foundation has recently recruited, Wayne Beyer, PhD to serve as the Foundation’s first 
director of research. This new position is an important milestone for the Foundation as it will multiply our capacity to 
initiate and facilitate important research projects, and will accelerate the pace of progress.  

 In his 15-year career Dr. Beyer has served as a research scientist, project manager, and 
executive in the biotech and life sciences industries, and as an adjunct faculty member in the 
Duke University Department of Pathology. He has led teams of scientists, coordinated complex 
projects, and developed and implemented new research programs. 
 Ready for a new challenge, Dr. Beyer joined the Chordoma Foundation team in January 
2009. At the top of his agenda is establishing a centralized biobank to collect high quality 
biospecimens, including frozen chordoma tumors, blood, and DNA from hospitals around the 
country. Once the samples are collected, he will coordinate their use for cutting edge genomic 
research in multiple labs.  
 Also on his to-do list is working to develop a knowledge management system to aggregate 
and distribute data relevant to chordoma.  He will maintain day-to-day contact with active 
chordoma researchers, facilitating communication and collaboration between research teams, 

and reaching out to new researchers whose work is relevant to chordoma. 
 Below Dr. Beyer shares some thoughts about his new position. 
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Why did you choose to work with Chordoma 
Foundation?  
I have always wanted to help translate scientific 
discoveries to clinical practice.  When the opportunity to 
work with the Foundation presented itself, I knew that 
this would be a unique opportunity to make a difference 
and help influence the outcome. The challenge is 
energizing - how often can one say everyday they are 
working to make a difference in someone else's life? 
 
What do you see as your greatest i nitial 
challenge in this position ? 
Without a doubt - getting the biorepository in-place and 
distributing chordoma related materials (tissue, cell lines, 
etc.) to researchers.  I'm convinced that the rapid 
breakthroughs needed to develop a treatment and 
ultimately a cure for this disease will come from 
coordinated collaboration among the best researchers 
across the globe.  Having a central 
repository for chordoma biomaterials will greatly facilitate 
that collaboration. 
  
What are you most looking forward to in this 
new position?  
Being part of the fastest way to provide treatment and a 
cure for this disease!  We are off to a great start - we 
have been able to work with some of the best physicians 
and scientists around the world. We look forward to 
working with more - especially following the 
establishment of the biorepository and the creation and 
verification of additional chordoma cell lines.  The ability 
to work with Josh, Simone and all members of the 
FoundationÕs board is exciting - they are an amazing 
group with contagious enthusiasm. Failure is not an 
option with this team! 
 
 

Overcoming Obstacles to a Cure through Research:  
     A Beacon of Hope  
  
 Locked inside tumor tissue samples are biological clues to the cause 
and potential treatments for disease. Thus, tumor tissue is the starting 
point for virtually all research needed to cure chordoma. However, 
often tumors are preserved inadequately or discarded.  Even when 
tumor samples are banked, they are rarely shared and often go 
unused for years, or ever, because no one except that institution 
knows it is there. This scarcity of tissue has prevented scientists 
interested in researching chordoma from conducting new studies.  In 
addition, information is not shared because there is not one centralized 
system to bank, monitor and facilitate collaborations among physicians 
and scientists. Therefore the Chordoma Foundation is establishing a 
unique BioBank that will serve as the hub to foster sharing of tumor 
and data, in hopes of strengthening collaborations among institutions, 
physicians and researchers across the globe. 
 Overcoming barriers that impede research is the focus of Duke's 
Center for Public Genomics, funded by the National Institute for 
Human Genome Research and US Department of Energy.   Dr. Robert 
Cook-Deegan directs that center and serves as an advisor to the 
Chordoma Foundation. The Center studies ways to improve innovation 
through the sharing of information and materials and is providing grant 
funding for Dr. Beyer's work with the Chordoma Foundation as part of 
the Senior Research Fellowship. As the Chordoma Foundation 
identifies obstacles to progress, such as material sharing, and then 
creates systems to knock them down, they can teach others to solve 
the problems. Dr. Beyer's position is funded for one year; however, the 
Foundation hopes to raise enough money to make this vital position 
permanent. 
 Lessons learned, and problems solved, will be published to be a 
beacon of light for others working to accelerate the pace of discovery 
for rare and neglected diseases. 

 

 

ÒÉhow often 
can one say 

everyday they 
are working to 

make a 
difference in 

someone else's 
life?Ó 

Dr. Wayne 
Beyer 
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Researchers 
Collaborate  
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by Robin Koestoyo
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Specifically, he studies genes that turn on 
and off to create limbs. He recently 
shattered the widely held belief that 
notochord cells dissipate, or die off, during 
late embryonic development. Instead Harfe 
found the cells transform into the nucleus 
pulposus, a jelly-like shock absorber at the 
core of the spinal discs.  
 In addition to that groundbreaking find, 
Harfe found that some cells of the 
notochord become lodged in the bone of 
vertebrae, far away from their brethren in 
the nucleus pulposus. It is from these 
remnants that scientists believe chordoma 
tumors form.  
 “The research I typically do is not going 
to heal a disease in the next five years. It’s 
considered ‘basic’ research that lays the 
groundwork for future studies, but it’s not 
going to directly help a patient,” said Harfe. 
“What’s different about this Chordoma 
Foundation research grant is if we can 
create a successful mouse model of a 
chordoma quickly, we can really help 
someone.”  
 Dr. Ramesh is a molecular biologist who 
studies genes associated with hereditary 
tumor syndromes. One of her research 
interests is with TSC, a genetic syndrome 
caused by mutations in two genes: TSC1 
and TSC2. She discovered an important 
fact: the TSC genes and other genes in the 
network with which they interact (called are 
mTOR pathway) are important to the 
development of both TSC and to 
chordoma.  
 “This is important because there are a 
number of new drugs that inhibit the mTOR 
pathway, therefore opening up potential 
therapeutic options for chordoma,” said 
Sommer.  
 Three weeks ago, a pair of mice arrived 
at Harfe’s laboratory. He will remove the 
same genes from the mice’s notochordal 
remnants that are often missing from 
human chordoma tumors and patients who 
suffer from TSC.  
 “We hope the mice will survive this 
process,” said Harfe. “The mice could get 
sick, but if they do survive and develop 
chordoma tumors, we will have the first 
chordoma mouse model for tests, for 
screening hundreds of drugs - for saving 
lives.” Continued next Page 
 
 
 

 
 

 

 

 

   
 

 The moment Dr. Brian Harfe identified a 

few misplaced cells in a laboratory mouse, 
he knew he had a finding. They were 
notochordal remnants, the cells that are 
believed to give rise to chordoma tumors.   
 The notochord is a cartilage-like rod 
found in an embryo of all vertebrate 
creatures that eventually develops into 
discs of the spinal column. After a 
colleague told Harfe about the Chordoma 
Foundation, a newly formed non-profit with 
a mission to cure chordoma, the strange 
cells presented him with a purposeful, 
welcome challenge to his research 
program at the University of Florida.  
 A year earlier, Chordoma Foundation co-
founder Dr. Simone Sommer had been in 
contact with Dr. Viyaya Ramesh, a Harvard 
University research scientist who in 2004 
published a journal article documenting a 
connection between Tuberous Sclerosis 
Complex, known as TSC, and chordoma 
tumors. Sommer had read Ramesh’s work 
and invited her to the first International 
Chordoma Research Workshop held in 
2007. The world’s leading chordoma 
research scientists and medical doctors 
were in attendance at that first meeting but 
it was the second workshop, held in April 
2008, when Drs. Harfe and Ramesh met 
and decided to work together in an effort to 
cure this rare, underserved cancer.  
 “One of our main goals in hosting the 
workshops is to promote the cross 
fertilization of ideas,” said Josh Sommer, 
co-founder of the Chordoma Foundation 
and a chordoma patient. “Dr. Harfe and Dr. 
Ramesh were working on two totally 
different areas of research and the 
workshop brought them together.”   
 In late 2008 the Foundation provided a 
$25,000 research grant to Harfe and 
Ramesh for a joint research project to 
create a mouse model, by genetically 
inducing chordomas in mice. Should their 
project prove successful, the mouse tumors 
will be studied and treated with drugs, 
which could translate into new treatments 
or even a cure for the cancer in humans.  
Because the scientists met at the 
workshop, Sommer said the research 
process has been greatly expedited.   
Harfe is a developmental biologist at UF 
whose primary research is with spinal 
column development.  
 

 

 

 

   
 

Did you knowÉ  
The Chordoma 

Foundation awarded 

$157,500 in research 

grants last year to 

scientists at Duke, 

Harvard, Johns Hopkins, 

University of Florida, 

Instituto Tumori Milan and 
University College 

London.  
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RESEARCHERS COLLABORATE Ð continued from previous page

 Dr. Ramesh is eagerly anticipating the arrival of the 
mice in her Harvard University laboratory. Ramesh 
said she will study the model, characterize the tumor, 
and attempt to discover the cellular processes that 
permit tumor growth. She will look for the 
gene, or multiple genes, and the mechanism 
responsible for mutations that give rise to 
chordoma tumors.  
 “Cells are programmed to respond to cues 
that can activate growth - when this program 
becomes disrupted, for example when TSC 
genes are mutated, it can lead to tumors,” 
said Ramesh.   
 Ramesh believes the work will take up to 
two years before she may determine if the 
TSC genes are responsible for chordoma cancer. 
However, even if the genes are not responsible, a 
process will be in place to look at other genes.  
 Josh Sommer said there are three basic steps to 
create a mouse model: identify cells that give rise to 
chordoma; find a way to selectively manipulate genes 
in these cells; and--find the right genes to manipulate. 
The three steps had been determined during the first 
workshop in 2007.    
  “Two weeks before the second workshop we 
discovered that Dr. Harfe had already knocked-out the 
first two steps,” said Josh Sommer. “We knew these 
were things that needed to be done, and we thought 
the Chordoma Foundation would have to make them 
happen. So we were thrilled to hear about Dr. Harfe’s 
discovery – it was a stroke of good luck for chordoma.”  
 Dr. Ramesh and Dr. Harfe submitted a grant together 
in August 2008 and in November received word that 

their project had been funded after garnering very 
strong peer reviews. At this time, the two researchers 
say they are exceedingly hopeful and excited to fight 
this deadly disease, as cancer patients and survivors 

worldwide stand by, hopeful for a solution to a 
little-known disease.      
 “The Chordoma Foundation brought Dr. Harfe 
and I together,” said Dr. Ramesh. “Without them 
we would have never met. I’m impressed with 
the Chordoma Foundation and with what they 
have achieved in a short amount of time.”  
 Since 2007 the Chordoma Foundation has 
connected and supported over 100 scientists, 
many of whom had not previously studied 
chordoma. 

 “It’s exciting to see what happens when ideas and 
information start flowing to the right people – that’s 
what drives discovery. Sometimes this flow doesn’t 
happen spontaneously or quickly, so that’s why we’re 
here to speed it up,” said Josh Sommer. 
 The speed of discovery could make a difference for 
people living with chordoma today. According to a 
2007 National Cancer Institute study, the average 
survival for chordoma patients is seven years. No 
drugs are approved to treat chordoma patients at this 
time. 
 “This work is satisfying because we can bring help to 
human patients,” said Harfe. “The Chordoma 
Foundation is so well organized and professional they 
rival all of the multi-million dollar foundations I’ve 
worked with. I am very grateful for this research grant, 
for the opportunity to really help patients and to work 
with Dr. Ramesh.”   

 
 

 

 

 

Funding a Cure 
 

 This column will regularly feature updates efforts to fund the cure. If you have hosted a fundraiser to help find a cure for 

chordoma and support the activities of the Chordoma Foundation, we welcome your stories and pictures.  Send them to: 

Newsletter@ChordomaFoundation.org   
 THIS MONTHÕS TIP:  Employer Matches and Payroll Deductions  are GREAT ways to support chordoma research! Some 

companies match their employees’ donations, sometime 2:1 (see list below) or sign up for payroll deductions or the 

following United Way Campaigns: 

• MATCHING DONATIONS AND GRANTS: America International Group, Inc (AIG), Astoria Federal Savings, ATK, AXA, CDW, 
Chlorox, GlaxoSmithKline, General Electric Corporation, Goldman Sachs, Johnson & Johnson, JP Morgan Chase, 
Macy's;  

• PAYROLL DEDUCTIONS: Wells Fargo, Regence;  
• UNITED WAY CAMPAIGNS: AT&T, Triangle United Way and United Way of the National Capital Area 

 A L IMITED-EDITION CHORDOMA ÒPERSEVERANCEÓ SILICONE BRACELET IS  NOW AVAILABLE !  PLEASE SEND A SELF -ADDRESSED 

STAMPED ENVELOPE AND  A MINIMUM DONATION OF $5 TO HEATHER LEE, 8125 KENNEBEC DRIVE, CHAPEL HILL, NC 27517. PLEASE 

WRITE THE CHECKS IN THE NAME OF THE CHORDOMA FOUNDATION. 
 

 

“…if we can 
create a 

successful 
mouse model  

of a chordoma 
quickly, we can 

really help 
someone.”    

 

Editor’s note:  Our appreciation to Robin Koestoyo for writing this story.  She is the widow of the late Bambang “Bam” Koestoyo, 
who passed away May 18, 2008 following surgery to remove a clival chordoma brain tumor. 
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About Brittani…  

Brittani's age:  19 
Hometown:  Queen Creek, AZ 
Date of first diagnosis:  Nov. 5-2006 
Surgeries to date : five 
Current activities or inte rests:  
College freshman majoring in Medical 
Billing/Coding.  
Number of siblings:   Two sisters: 
Briana-14, Taianna-2 (foster sister) 
and two brothers Christian-17 and 
Brian II-10.  
How is she now medically?   Dec. 
16th (also her 19th birthday) CT scan 
showed additional disease 
progression.  
Personally speaking:  Brittani is doing 
WELL. She looks good, feels great, 
and has a very robust appetite and a 
very positive outlook on life. She does 
what she needs to do without any com-
plaints or excuses and lives life with a 
"no limits" attitude. She is determined 
through ALL odds. 

 

Tami is on the left; Brittani on the 
right. Photo by Neuro -Oncology 
Nurse, Annie Gieseking  

SSShhh ooowww iii nnn ggg      SSSooolll iii dddaaarrr iii ttt yyy       
BBByyy    SSShhh aaavvv iii nnn ggg   OOOuuu rrr    hhh eeeaaadddsss...     

By Tamela Staple, Arizona

 

 We are in the fight/battle/war of our lives and, believe it or not, 
mostly all I see are blessings and miracles all around us.  
 Last fall my daughter Brittani and I read a story about Good 
Morning America’s anchor Robin Roberts and her battle with 
breast cancer.  For some reason, I was drawn to this story.  We 
also watched as Robin shaved her head bald when it started to 
fall out from the chemo she was undergoing. Robin stated that 
she wanted to be in control of when and how her hair would 
come out and not ‘allow’ the chemo to choose it for her. 
 Brit & I both said, "Wow! That’s so powerful!" We thought 
Roberts’ perspective was an excellent one to have given her 
circumstances. This proved to be very profound because, while 
we were having this moment together, we didn't think for a 
minute that Brit might soon travel down the same path as Robin. 
 Almost exactly a week later, Brit learned that she would need a 
more aggressive chemo regimen and would most likely lose her 
hair. She started the chemo October 21, 2008 and lost her hair 
November 12th.  I wanted to be sad for her, but God showed me 
another way of handling my sadness. 
  On November 13, I received a cell phone picture from my 
cousin in Chicago entitled "New Son". When I opened it, I saw 
that it was a picture of her daughter with a shaved head in 
support of Brit!  I can't begin to describe the emotions that ran 
through me at that moment.  
 The following day, I received a second picture message - this 
time from my aunt titled "Cutting It Off;” then a few minutes, later 
"Done". She had sent before and after photos of shaving her 
head.   
 I was moved beyond words.  
 That Friday I shaved my head and sent a picture message to 
my family entitled "For Brat" (Brit’s nickname) with a small 
caption that read:  "Joining my family in support of Brit. Not to 
show her that I love her, but BECAUSE I love her.” 
 Two days later on Sunday, her dad, my brother, my mom and 
two of my cousins all shaved their heads in support of Brit.  
 This was a clear example of just how wonderfully blessed we 
are to be surrounded by so much love and support and the 
reason why I say sometimes illness can serve as a wonderful gift 
from God. Robin Roberts said her grandmother always told her: 
"Make your mess, YOUR message".  So that's what we're doing 
and is the only way I know how to move forward in spite of the 
circumstances.   
 Brittani is better than anyone I know because she never 
complains and just does what she needs to do - without limits, 
excuses or fears. I don't know how she does it, but she just does. 
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Ò A s  l o n g  a s  w e  l i v e ,  t h ey ,  t o o ,  sh a l l  l i v e ,  f o r  t h ey  a r e  a  p a r t  o f  u s  Ò A s  l o n g  a s  w e  l i v e ,  t h ey ,  t o o ,  sh a l l  l i v e ,  f o r  t h ey  a r e  a  p a r t  o f  u s  --  
  

AA s  w e  r e m e m b e r  t h e m . . . Ós  w e  r e m e m b e r  t h e m . . . Ó  
 A no n y mo u s A no n y mo u s  

    
If you would like to honor someone on this page, please send an 

email to: newsletter@chordomafoundation.org 

      
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Duke Carolina Student Basketball Marathon  
 
 
 

 
 

 
 
 
 
 

Board of Directors: 

Ben Abram ! Ronald P. Johnson, JD ! Heather Lee, PhD ! Bruce Nelson, CPA, MBA ! Fran Meyer, PhD ! 
Josh Sommer ! Simone Sommer MD, MPH  

 
 
 

This newsletter  was produced pro-bono by a friend of  the Foundation in memory of  Just in Straus.   

As the Curtain Rises 
by Lauren Richmond  

6/06/1993 - 12/20/2008 
 

Our future is an unsure thing 
WeÕre never certain of what tomorrow might bring 
But, the experiences and friends from our past 
Will all be members of our personal cast 
The things weÕve learned and the people weÕve met 
WeÕve seen it all and now the stage is set 
ItÕs time to move forward, wait for our next cue 
But, first a brief intermission, as we prepare for our debut 
Some time to reflect, rehearse a few lines 
Try out roles of all different kinds 
Now the next act, the next year, our exposition is unclear 
We move forward with conflicted hesitation 
We compose pages of the script, our own creation 
New experiences and relationships 
Eternally illuminated as the spotlight hits 
Cuts are made, lines we erase 
Each elaborate scene moves at its own pace 
The curtain drops, now itÕs only you 
The lens is in focus for all critics to view 
Take a deep breath, move center stage,  
only you have the words to complete each page 
Reprinted from: Brown and Black Markers,  

ISBN:  978-1-4138-8548-4 
 
On December 20, 2008, 15-year old Lauren sadly lost her 

valiant battle against Chordoma. Her parents, Laurie and 

Dean, and her older sister, Dana, survive her.  Lauren was a 

gifted writer.  A year before she passed away, she was 

honored with an invitation to the White House where she 

shared her poetry with President and Mrs. Bush and their 

daughter, Jenna.  You can read more about Lauren on the 

chordoma website: www.chordomafoundation.org. 

 

A Marathon Donation  

In Memory of Justin… 
By Paula Rosine Long  

 On January 17th and 18th, hundreds of 
students from Duke and UNC set aside the 
enmity of their rivalry and came together for a 
wonderful cause.  The fourth-annual Duke 
Carolina Student  Basketball Marathon , 
which took place in Duke University's Wilson 
Gym, was a 26.2 hour basketball game 
between the two groups of students.   
 This year, in addition to Bounceback Kids, a 
program for children with life-threatening 
illnesses, the marathon raised money for The 
Chordoma Foundation in memory of Justin 
Straus.  Justin participated in Bounceback Kids 
for years, and this year's marathon brought 
together two great organizations that have 
been deeply inspired by Justin.  
  In his honor, the marathon raised $3,500 for 
The Chordoma Foundation's Perseverance 
Fund.  


