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In memory of Rick Abbiehl, Joe Simas, Ute Scheifling  
and Rachel Tate 

Breaking news update: 
TDM renews plasma testing 

Dating with GIST: 
the who, what, when 
and just plain how? 

Wildtype GIST & SDH: what to know 

By Erin Kristoff 
LRG Newsletter Editor 

 
The perilous world of dating can be-

come even more complicated when you 
are living with cancer. This article is the 
second in a two part series on dating 
with a diagnosis of GIST. Part one, 
which was published in the February 
2011 issue of the LRG newsletter fea-
tured experiences from three GIST survi-
vors, Jason DeLorenzo, Eric Tan & Es-
telle Lecointe on the difficulties ap-
proaching the subject of GIST while da-
ting. Part two covers tips on approach-
ing the subject, a success story and new 
ways to meet people. 

 

T here are a few different ways 
to approach the subject of can-
cer: 
You wait to tell them because 

you want to get to know them better be-
See DATING, Page 11 

By Dr. Jennifer Wright 
University of Utah 

 
This article is a summary of “Defects 

in succinate dehydrogenase in gastroin-
testinal stromal tumors lacking KIT and 
PDGFRA mutations” in the Proceedings 
of the National Academy of Sciences by 
Janeway KA, Kim, SY, et al. 

 

W hat is Wildtype GIST? 
Wildtype GISTs are tu-
mors that have a protein 
called “KIT” on their 

surface but do not have 
mutations in KIT or 
PDGFR like regular 
GIST tumors do. Wild-
type GISTs are not 
treated with imatinib or 
sunitinib very often 
because these drugs are 
most active on tumors 
with KIT or PDGFR 

mutations. Most children and younger 
adults with GIST have the wild-type.  

Why was this research done? Carney

See SDH, Page  8 

WRIGHT 

 

By Jerry Call 
LRG Science Coordinator 

 

O n April 21, 2010, the U.S. 
Food and Drug Administra-
tion (FDA) 
issued a warn-

ing letter to Novartis criti-
cizing its promotion of 
blood level testing on its CML and GIST 
Alliance websites. As of September 30, 
2010, Novartis terminated the CML and 
GIST Alliance programs which it had 
contracted with TDM Pharmaceutical 
Research, LLC. Since then, the Life Raft 
Group has been working tirelessly be-
hind the scenes to try and resume this 

critical testing procedure as it has im-
portant potential for managing GIST 
patient care.  

At this time, due to perceived potential 
conflict of interest, Novartis will not 
review its financial support for blood 

level testing.  
Despite the termination of 
Novartis support, Dr. 

Linyee Shum, the Executive Director 
and Chief Scientific Officer of TDM 
Pharmaceutical Research has graciously 
offered to continue to provide blood lev-
el testing to the GIST patient population. 
The target date for resumption of test-
ing is May 16, 2011. 

See PLASMA, Page 9 

Check your inboxes in the coming 
weeks for news on our Pathway to a 
Cure Research Team! 

The LRG is incredibly proud of the 
progress our researchers have made 
with “Project D Day”, our new 
initiative which takes a four-pronged 
approach to fast tracking a cure for 
GIST, and we can’t wait to share it 
with you! 

Extra, Extra! 

Turn to page 7 to find out who’s going to be singing like a canary!  
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David Josephy is the President of Life 
Raft Group Canada, a member of the 
LRG Science Team, and the brother-in-
law of GIST patient Elsie Hernandez. 
David is a biochemistry professor at the 
University of Guelph, in Ontario. Since 
September, he has been on sabbatical 
leave, working as a researcher in the lab 
of Dr. Jonathan Fletcher, a renowned 
GIST researcher and leader of the Life 
Raft Group Research Team. We asked 
David to tell us about his experiences 
working at Brigham and Women's Hos-
pital in Boston. 

L ife Raft Group: “A sabbatical 
is like an extended vacation, 
right? (We asked, cheekily) “  
David Josephy: “Hardly! I 

tell people that I'm now doing three full-
time jobs instead of my usual two. I'm 
still a faculty member in Guelph, with 
my own lab to run (by e-mail, mainly!) 
and I'm still helping out with the Canadi-
an Life Raft Group. But now I'm also 
working every day in Jonathan's lab in 
Boston.” 

LRG: “So, starting with the science: 
we'd like to know what you are working 
on specifically, and we also want to 
know what's new and exciting in GIST 
research?” 

David: “Let's start by giving some 
context for the Fletcher lab. Jonathan is 
an M.D. pathologist, and one of the 
strengths of his work is the close linkage 
between clinical medicine and basic sci-

ence. He continues to do clinical diag-
nostic work, as well as lab research. It's 
truly “translational” research - basic re-
search with a close connection to medi-
cal practice. One of Fletcher's special 
skills is the ability to grow cell lines 
from GIST tumors; most of the GIST 
cell lines used around the world started 
in his lab. The cells are grown under 
conditions where they continue to be-
have very much like the cells in the orig-
inal tumors.” 

LRG: “So these cells have been re-
moved from patients at surgery?” 

David: “Yes. Several times, while I've 
been in the lab, tumor samples have 
been brought in from the operating 
room, and right away, Mark Mayeda or 
one of the other experienced people in 
the lab (not me!) puts them into culture 
medium. Most of the time, nothing use-
ful starts to grow. Often, you just get 
fibroblasts or other non-GIST cells. But 
once in a while, GIST cells start growing 
and a cell line can be developed.” 

LRG: “How do you know for sure that 
they are GIST cells?” 

David: “It's very similar to clinical 
pathology and diagnosis: you look at the 
appearance of the cells, and you use an-
tibody stains to see which proteins they 
are expressing (producing), such as KIT 
and several others.” 

LRG: “So you are growing GIST 
cells?” 

David: “That's right. I got trained on 

how to take care of the cells. It's a bit 
like having a pet: you have to take care 
of them and feed them and they don't 
know anything about holidays! The cells 
are grown in plastic flasks, fed three 
times a week, and “passaged” a few 
times each month. 

LRG: “Fed? Passaged?” 
David: “Feeding means changing the 

medium in the flasks; passaging means 
using enzymes to detach the cells from 
the flask, and then transferring them to 
new flasks. Just doing all the feeding 
and passaging for a large number of 
GIST cell lines, growing under a lot of 
different conditions, is a big part of the 
day-to-day work in the lab. All of the 
work has to be done in sterile conditions, 

The Life Raft Group 
  

Who are we, what do we do? 
  

The Life Raft Group (LRG) directs 
research to find a cure for a rare can-
cer and help those affected through 
support and advocacy until we do. 
The LRG provides support, information 
and assistance to patients and families 
with a rare cancer called Gastrointesti-
nal Stromal Tumor (GIST). The LRG 
achieves this by providing an online 
community for patients and caregivers, 
supporting local in-person meetings, 
patient education through monthly 
newsletters and webcasts, one-on-one 
patient consultations, and most im-
portantly, managing a major research 
project to find the cure for GIST. 
  

How to help 
  

Donations to The Life Raft Group, a 
501(c)(3) nonprofit organization, are tax 
deductible in the United States.  
You can donate by credit card at 
www.liferaftgroup.org/donate.htm or by 
sending a check to: 
The Life Raft Group 
155 US Highway 46, Suite 202 
Wayne, NJ 07470 
  

Disclaimer 
  

We are patients and caregivers, not 
doctors. Information shared is not a 
substitute for discussion with your  
doctor.  
 

Please advise Erin Kristoff, the  
Newsletter Editor, at ekristoff@liferaft 
group.org of any errors. 

See LAB, Page 10  

Behind the walls of Brigham 
& Women’s: Fletcher’s lab 

David (fourth from right) took time out of his busy lab schedule to visit the LRG 
office with his brother, Michael (third from right) earlier this year. 
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GIST Research: Articles on the Science of GIST 

April 2011 clinical trials update 
By Jim Hughes 

LRG Clinical Trials Coordinator 
 
SARC & Novartis halt recruitment 

of imatinib dose escalation study 
The phase III dose escalation study 

intended to answer questions about 
Gleevec blood levels has halted recruit-
ment after failing to meet accrual goals, 
having recruited only five first-line 
GIST patients in 14 months. Informal 
discussions with Novartis Pharmaceuti-
cals, the Sarcoma Alliance for Research 
through Collaboration (SARC) and the 
trial investigators provided some insight 
into the reasons for the change in status.  

The obvious reason was that the 400 
patients required to achieve statistical 
significance could not be recruited in a 
reasonable time with the current re-
sources. Underlying factors mentioned 
were: 
 Participating SARC member clinics 

tend to see more resistant GIST pa-
tients and fewer newly diagnosed 
patients who tend to be seen initially 
by local oncologists. 

 The number of SARC centers that 
signed up for the trial was not 
enough. 

 Gleevec was not provided by the 
manufacturer. 

 Other recruiting front-line trials and 
the relatively small population of 
GIST patients (newly diagnosed 
inoperable GIST) for which they 
compete. 

 The disincentive of patient travel 
and time for additional testing. 

 The awareness of local and commu-
nity oncologists regarding front-line 
GIST clinical trials. 

Please go to SARC’s website for more 
information: www.sarctrials.org/ 

Regorafenib Phase III for resistant 
GIST now open in Europe, Asia and 

United States 
This phase III trial for GIST patients 

resistant to both Gleevec and Sutent is 
now open at 24 sites: two each in Aus-
tria, Belgium and Finland; three in 
France; five in Germany; six in Japan; 
and one each in Italy, the Netherlands, 
Singapore and the United States. Check 
our clinical trial database listing at: 
www.liferaftgroup.org/treat_trials.html 

Phase I trial of HSP-90 inhibitor 
AT13387 with Gleevec now open in 
Arizona 

Patients who are resistant and who 
have had three or fewer tyrosine kinase 
inhibitor (TKI) therapies and who have 
not had HSP-90 inhibitors are eligible 
for this phase I safety and efficacy study 
sponsored by Astex Therapeutics. Ini-
tially patients will receive both intrave-
nous AT13387 at one of five dose levels 
and daily oral Gleevec 400 mg in a 28 
day cycle with AT13387 dosing on days 
one, eight and 15, later patients may 
receive AT13387 alone. Patients in the 
United State can contact Astex Pharma-
ceuticals in the United Kingdom, 
(Samantha Lewis,  +44 1223 435060, 
s.lewis@astex-therapeutics.com) or the 
site investigator, (Dr. Daruka Mahade-
van, dmahadevan@azcc.arizona.edu) at 
the Arizona Cancer Center in Tucson, 
Ariz. Dr. George Demetri, is listed as 
the Principal Investigator. An earlier 
phase I trial of AT13387 alone in solid 
tumors is still ongoing in Boston and in 
Tucson. Check our clinical trial database 
listings for details at 
www.liferaftgroup.org/treat_trials.html 

Phase III trial of Tasigna in re-
sistant GIST in Germany now listed  

This Phase III trial has been ongoing 
since 2008 and is now listed in the Na-
tional Institutes of Health (NIH) clini-
caltrials.gov registry. Patients entering 
must have failed Gleevec 400 mg and/or 
Sutent or must be unable to tolerate 

Gleevec and/or Sutent. Patients who 
have had prior treatment with Tasigna 
are not allowed. The protocol is open 
label and is not randomized. All patients 
who are accepted receive Tasigna. The 
site listed as open is in Bad Saarow, 
Germany, near Berlin. The trial contact 
is Novartis Pharmaceuticals, 800-340-
6843. 

Phase II Trial of neo-adjuvant Ta-
signa at MD Anderson Cancer 

The goal of this clinical research study 
is to learn if Tasigna (nilotinib) can 
cause tumor cells to shrink and/or die in 
patients with GIST who are scheduled 
for surgery or who may be eligible for 
surgery. Newly diagnosed GIST patients 
who have not yet had Gleevec, Sutent or 
Tasigna are eligible. A tumor biopsy 
will be required. Patients eligible for 
surgery receive Tasigna for seven days 
(or until their tumors become operable) 
and then have the surgery. The pre-
Tasigna and post-surgery tumor samples 
will be used to compare the effect of 
Tasigna. This trial is sponsored by MD 
Anderson Cancer Center in Houston, 
Texas. Interested patients/clinicians can 
contact Dr. Jonathan Trent, at 713-792-
3626. 

 

The first steps 
towards finding a cure 

for GIST can start with you!    
If you or your loved one has 

had their tumor removed, you 
are eligible to participate in the 

GIST Collaborative Tissue Bank 
(GCTB). 
As an added benefit, we also offer 
free mutational testing with 
participation. 
Contact the LRG at 973-837-9092 

to learn about GCTB, and how 
you can help find a cure for 

GIST.  
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By Diana Nieves 
LRG Program Associate 

 
In our last newsletter, we briefly ex-

plained Medicare, in particular Part D 
and the “Donut Hole”. This article will 
cover other resources available to you to 
cover your prescription drugs when 
Medicare Part D just isn’t enough or if 
you do not qualify for Medicare for oth-
er than financial reasons. 

 

Extra Help – Paying for 
Medicare Prescription 

Drug Coverage (Part D) 

T he Extra Help (also called 
low-income subsidy) provides 
additional assistance to pay for 
prescription drugs up to an 

estimated $4,000 per year. To qualify for 
the Extra Help, a person must be (1) on 
Medicare, (2) have limited income and 
resources, and (3) reside in one of the 
fifty states or the District of Columbia. 
Limited income and resources means the 
following for the recipient per year: 

If you qualify for Extra Help and join a 
Medicare drug plan, you will get help 
paying your Medicare drug plan’s 
monthly premium, any yearly deducti-
ble, coinsurance, and copayments; you 
will not have to pay a coverage gap or 
late enrollment penalty.  

You will automatically qualify for Ex-
tra Help if you have Medicare and meet 

one of these conditions, you: (a) have 
full Medicaid coverage (b) get help 
from your state Medicaid program pay-
ing Part B premiums, or (c) get Supple-
mental Security Income (SSI) benefits. 
If you don’t automatically qualify for 
Extra Help, you can apply online via 
www.socialsecurity.gov or call 1-800-
772-1213, or visit your state’s Medi-
caid office. 

 

Medicaid 
Medicaid is a state-run program that 

helps pay medical costs for some people 
with limited income and resources and 
meet other eligibility requirements. 
Medicaid also offers benefits not nor-
mally covered by Medicare, like help 
with personal care and rides to doctor 
appointments. If you qualify for Medi-
caid in your state, you automatically 
qualify to get Extra Help paying for 
Medicare prescription drug coverage.  

Low income is not the sole criteria for 
getting Medicaid benefits. For the Medi-
caid application, the eligibility is as fol-
lows:  
 Individuals receiving Supplemental 

Security Income 
 People facing disability, blindness 

and/or are over 65 
 Pregnant women and children under 

six with family income at or below 
13 percent of the federal poverty 
level 

 Children between the age 6 and 19 
who have family income below fed-
eral poverty level 

 Teenagers who are living on their 
own and are up to the age of 21 

 Adults who take care of children 
below 18 

Medicaid does not pay money to you; 
instead, it sends payments directly to 
your health care providers. Depending 
on your state's rules, you may also be 

asked to pay a small part of the cost (co-
payment) for some medical services. 
Each state’s program and rules are dif-
ferent. If you are not sure whether you 
qualify, if you or someone in your fami-
ly needs health care, you should apply 
for Medicaid and have a qualified case-
worker in your state evaluate your situa-
tion. Based on our Patient Registry Data-
base, we have selected the locations 
where we have the highest number of 
GISTers in order to provide brief state 
information on Medicaid. 

 
 California – www.dhcs.ca.gov/

services/medi-cal/Pages/
default.aspx Medi-Cal is Califor-
nia's Medicaid program which pro-
vides needed health care services for 
low-income individuals who are 
under 21 years of age, seniors, per-
sons’ with disabilities, foster care 
persons, pregnant women, and low-
income people with specific diseas-
es such as tuberculosis, breast can-
cer or HIV/AIDS.  

 Illinois - www.health.illinois.gov/ 
The Department of Healthcare and 
Family Services (HFS) of Illinois 
medical benefits may be available 
for individuals who are age 65 or 
older, blind or have a permanent 
disability. To qualify for HFS Medi-
cal, persons must live in Illinois and 
meet income and asset limits. Per-

See HEALTHCARE, Page  12 

  
Income 
Below 

Resources 
Below 

Single $16,245 $12,510 

Married $21,855 $25,100 

Healthcare 2011 
and beyond: Part 2 
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By Magda Sarnas 
LRG Patient Registry Supervisor 

 

O ne of the most common 
questions GIST patients ask 
of the Life Raft Group is 
how many cases of GIST out 

there are like mine? With a total of 
1,279 GIST cases reported to us as of 
December 31, 2010, in the LRG’s Pa-
tient Registry, one would think all 
GIST patients would be in the same 
boat. However, it is not as easy answer 
as you may think. There are a few vari-
ables that need to be taken into consid-
eration to see if a GIST diagnosis is 
truly the same. Two areas that should 
be looked at are location of the tumor 
and how advanced the disease is when 
it is discovered (i.e. single tumor or 
metastases at diagnosis).  

When we looked at location of tumor, 
533 or 41 percent of cases of GIST 
were reported to us in the stomach at 
diagnosis, while 414 (32%) cases were 
located in the small intestines. While 
the majority of GIST cases do appear in 
the stomach and small intestines, we do 
have cases reported in which tumors 
appear in other areas such as the rec-
tum, colon, and junction points like the 
small intestine and large intestine. Each 
of these areas comprise of less than 5 
percent of the patient registry.  

When we also looked at the type of 
tumor at diagnosis, we see that 63 per-
cent had a single tumor while 24 per-
cent had metastatic GIST.  

These numbers may make you feel 
like a rare part of a rare disease, but 
they are not meant to make patients feel 
isolated. On the contrary, the intent is to 
provide you details about your individ-
ual diagnosis so that you can identify 
groups of patients who have gone 
through similar experiences and are 
willing to share and connect with you. 
The Life Raft Group can help to facili-
tate this if you are looking to connect 

with patients who have similar diagnos-
tic characteristics. Please feel free to 
contact us by email at life 

raft@liferaftgroup.org, or call our office 
at 973-837-9092, and let us know who 
you are looking to connect with. 

Location of Tumor at Diagnosis  

State of the GIST Community Part 2: 
What do we know about your diagnosis? 

Type of Tumor at Diagnosis   

3% 
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By David Safford 
LRG Director 

 

T he Valentine’s Day Piano 
Concert with Anthony Padilla, 
cosponsored by the Life Raft 
Group and Columbia Basin 

College was a tremendous success with 
140 guests enjoying a romantic evening 
of music.  

The concert, featuring the works and 
transcriptions of Franz Liszt, mesmer-
ized the audience. Each piece was intro-
duced by Mr. Padilla reading a brief nar-
rative describing the background of the 
music. One was 
about a boat on the 
water and you could 
actually hear the boat 
fighting the storm in 
the action of the mu-
sic, a nice touch con-
sidering it was a Life 
Raft event. It was 
truly fantastic.  

The concert was 
held in the Perform-
ing Arts Theater of 
Columbia Basin Col-
lege (CBC), the local 
community college in 
Pasco, Wash. A pre-
concert reception of 
champagne, straw-

berries and chocolates in the neighbor-
ing art gallery got everyone loosened up 
for the concert. Guests were welcomed 
by the President of CBC and the CBC 
Foundation as they explained the mis-
sion of the college and that this was the 
first ever collaborative fundraising event 
between CBC and an outside non-profit 
organization. I then introduced my 
friend, world renowned concert pianist, 
Anthony Padilla to the stage.  

The event also marked my one-year 
survival of my diagnosis of unresectable 
metastatic GIST. What a difference a 
year makes, as many friends and family 
at the concert clearly recall the dire news 

of my advanced can-
cer before the type 
was determined. Iron-
ically, it was the best 
news I ever received 
that it was GIST be-
cause if it was any 
other type of cancer, 
based on where and 
how widespread it 
was, I would not be 
here today.  
The fact that so many 
people in the commu-
nity know my story 
really helped raise 
awareness for the 
event. I am very 
thankful for the spon-
sors and guests who 

donated money and bought tickets bene-
fitting the LRG's Pathway to a Cure.  

Anthony Padilla donated his time, tal-
ent, and travel expenses. CBC donated 
all their expenses including the cost of 
facilities and staff, invitations, postage, 
ticket sales and accounting, programs, 
and the pre-concert reception of cham-
pagne, strawberries and chocolates. The 
fundraising effort brought in over 15,000 
dollars with 12,075 dollars for the LRG, 
3,000 dollars for the CBC foundation 
(for needy student scholarships) and 500 
dollars as the only advertising expense.  

Safford’s Valentine’s concert brings in over 15K 

“Dave has not only proven to 
be a wonderful addition to the 

LRG Board of Directors, his 
efforts and dedication to this 

cause in such a short amount of 
time has been an inspiration. 

We’re very grateful to have him 
on board.” 

A word from the 
President of the Board, 

Jerry Cudzil: 

David Safford and his wife, Cherry. 

 

 

Welcome! 
The Life Raft Group is pleased to announce that long time member Janeen Ryan, care-

giver to Larry Ryan, has accepted a program associate position with us. Janeen will 
help us expand and strengthen our patient registry, which is critical to being able to 
monitor cutting edge treatment management being utilized in real time to keep 
Gleevec and Sutent resistant GIST patients alive.  We’re very excited to have her on 
board and helping us with this crucial project. 

-Norman Scherzer 
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By Gabriella Tedone 
A.I.G. Associazione Italiana 

GIST  
 

A .I.G.’s (Associazione 
Italiana GIST) fourth 
national meeting was 
held at Fondazione 

IRCCS Istituto Nazionale dei 
Tumori (INT) in Milan on Febru-
ary 26, 2011. The focus of the 
meeting was, “What is GIST and 
How to Treat It.”  

Dr. Paolo Casali, head of the 
Sarcoma Department at INT, 
Milan, discussed the changes in 
the past ten years of care and 
treatment for patients with GIST 
and what is medically possible in 
the years ahead. Dr. Casali noted, 
as we look to the future, there are things 
that no one thought possible years ago 
with regard to medicine and GIST treat-
ment. Collaborative efforts and initia-
tives between various groups are im-
portant aspects for oncology research 
including cooperative relationships with 
tissue banks. Patient associations play a 
vital role in the management of these 
tissue banks and the studies performed 

on the tissues. 
The meeting proceeded with a discus-

sion from Dr. Alessandro Gron-
chi, surgeon at INT, on the stag-
es of GIST from diagnosis to 
treatment from the viewpoint of 
a surgeon. Dr. Elena Fumagalli, 
oncologist at INT, then ex-
plained the current issues of drug 
therapies and side-effects man-
agement of target therapy. Dur-
ing the second session, the group 
decided to expand A.I.G. meet-
ings to include some GIST re-
search centers in Italy via live 
conference call. This will enable 
A.I.G. to not only partner with 
these centers but also have the 
most up to date information on 
GIST research. 

Meeting participants also included:  
 Dr. Guido Biasco, and Dr. Maria 
Pantaleo - University of Bologna, Poli-
clinic Suor Orsola Malpighi 
 Dr. Silvia Gasperoni, AOU Careggi, 
Florence 
 Dr. Giuseppe Badalamenti, Policlin-
ic P. Giaccone, Palmero 
 Dr. Raffaella Bracci, AOU Umberto 

I Torrette, Ancona 
 Dr. Bruno Vincenzi, University Bio-
medical Campus, Rome; and 
GIST Patients and family members. 

Other topics discussed were: pre-
clinical and translational research and 
the importance of GIST research centers 
and patient organizations involvement in 
GIST research. The clinicians were 
pleased to answer all of the patients’ 
questions regarding medical therapy in 
advanced stages of GIST, side-effects 
management, follow-up, the role of im-
aging, stress-management of GIST pa-
tients and approaches against resistance. 
The information provided by the clini-
cians was greatly appreciated by the au-
dience. 

Italian GISTers hold 4th national meeting 
 

Anna Costato , chairwoman of A.I.G., 
and Dr Casali. 

FUMAGALLI  

GRONCHI  

When we asked everyone in our 
March GIST Link email to help push us 
to our goal of raising 50,000 dollars by 
mid-March, we were holding our breath 
and crossing our fingers. But you did 
it! You helped us raise an impressive 
$53,206.41! 

For those of you who don’t remember 
our GIST Link plea, let us refresh your 
memory: 

Perhaps many of you are aware of 
Norman's uncanny ability to rally those 
around him. In keeping with true form, 
he has sparked a challenge of sorts 
here for the LRG regarding our annu-
al fundraising campaign.   

  Perhaps it was the formidable spring 

in his step left over from our successful 
Life Fest meeting in June 2010, but 
when September arrived, and the thou-
sands of envelopes were being stuffed, 
Norm playfully queried “How about we 
take this fundraiser a step further and 
try to break $50,000, and as a matter of 
fact, if we meet this goal, I will dress up 
like a sailor and sing ‘Thank You For 
Being a Friend’, and I'll even let you 
videotape it for all the Life Rafters who 
helped us out this year.” 

 After waiting a few minutes to see if 
he was joking or serious, we burst out 
laughing and agreed to push for this 
goal to experience this thrill of a life-
time. (And we have just the backdrop! 

Norman will be 
performing from 
our Life Raft, 
which some of 
you remember 
from Life Fest 
2010)  

At our next NJ 
local group meet-
ing on May 7, 
Norman will 
“sing for his sup-
per” if you will 
and regale us all with our favorite of 
TV theme songs. 

Look out for the video to be online 
shortly after! 

Holiday Fundraising campaign raises over 53K! 
“Thank you for 

being a friend……...” 
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-Stratakis syndrome is the combination 
of paragangliomas and GIST in the same 
patient. Paragangliomas are masses of 
tissue that make nervous system hor-
mones and can be either benign or can-
cerous. They are often found in the neck 
or near the spine. Research has shown 
that Carney-Stratakis patients have a 
germline (germline means occurring in 
all the cells of the body, not just in tumor 
cells) mutation in the succinate dehydro-
genase complex (SDH). The SDH com-
plex is made up of several different pro-
teins named SDHA, SDHB, SDHC, etc. 
These proteins are responsible for con-
trolling metabolism and oxygen in the 
cells of the body. When mutations cause 
an abnormality in the SDH complex, it 
makes the body think cells are low in 
oxygen. In turn, the body increases 
blood flow, oxygen, and glucose to the 
cells, which may promote tumor growth. 
Because of what we already know about 
SDH mutations, researchers wanted to 
see if they could find SDH mutations in 
wildtype GIST patients and their tumors.  

What research tests were done? The 
NIH Pediatric and Wildtype GIST Clinic 
has collected tumor and blood samples 

from patients with wildtype GIST for the 
purpose of research (with patient permis-
sion). None of these patients had para-
gangliomas, only GISTs. First, Dr. Jane-
way and the other researchers looked to 
see if there is a problem with the amount 
of SDH in the tumors. In tumor samples 
from patients age 18 or under, all of the 
samples were missing the SDHB protein. 
In the samples from adult patients, the 
SDHB protein was absent 67 percent of 
the time and present in very low levels 
the other 33 percent of the time. If the 
same test is done in KIT mutated GIST, 
SDHB is missing only 6 percent of the 
time. Next, they looked to see if the 
SDH complex was working normally in 
spite of the missing SDHB protein. In 
the wildtype tumor samples, there was 
almost no activity of the SDH complex. 
In KIT mutated GIST, the SDH complex 
activity was decreased a little, but was 
pretty close to normal. Finally, the re-
searchers looked at the blood samples of 
the wildtype GIST patients for germline 
SDH mutations. Four of the 34 patients 
tested were found to have a mutation of 
one of the SDH proteins throughout their 
bodies. 

Why are these results important? 
First, knowing about the SDH mutations 
may help us understand how wildtype 
GISTs are formed. Second, this infor-
mation may help pharmaceutical compa-
nies make drugs tailored to treat 
wildtype GIST. Finally, it means that 
wildtype GIST patients with SDH 
germline mutations have the chance of 
developing paragangliomas. This is im-
portant because there are tests available 
right now for these patients that screen 
for paragangliomas and can lead to earli-
er treatment and hopefully better out-
comes. 

What does this mean for you? The 
bottom line is that the NIH Pediatric and 
Wildtype GIST Clinic recommends any-
one with wildtype GIST to undergo test-
ing for this mutation. If you have 
wildtype GIST but have not had this 
testing, your doctor, The Life Raft 
Group, or other support groups can help 
you find somewhere to have this test 
done. The testing is done with a genetic 
counselor who will explain in more de-
tail what a positive or negative test 
means, how much the test costs (this 
depends on insurance), if other family 
members need testing, and more. This 
testing is not recommended for most 
patients with KIT mutated GIST, since 
positive results are uncommon. 

SDH 
From Page 1 

This obituary has been 
reprinted from The 
Greenville News. 
 

R achel J. Tate, 64, 
went to be with 
her Lord and Sav-

ior Jesus Christ on March 
19, 2011. 

Born in Marion, NC, 
she was a daughter of the 
late Weldon and Pearl 
Bowman. She was a de-
voted mother and grand-
mother, and a member of 
St. Andrews Presbyterian 
Church.  

Surviving are three 
sons, Ty Tate and his wife Samantha, 

Paige Tate, and Matt Tate 
and his wife Sara; eight 
grandchildren; one sister 
and two brothers, Bettz 
Whitehead and her hus-
band Ray, Weldon Bow-
man and his wife Snow, 
and Billy Bowman and his 
wife Susan. 
Any donations in Rachel’s 
honor may be made to St. 
Andrews Presbyterian 
Church, 1860 Reid School 
Rd., Taylors, SC 29687; 
The Life Raft Group, 155 
Rt. 46 W., Suite 202, 
Wayne, NJ 07470; or to 
Hope Lodge Center, 125 

S. Huntington Ave., Boston, MA 02130. Tate with her one of her grandchildren. 

Tate was beloved mother, grandmother, artist and friend 

Rachel created a 
woodcarving for the LRG 
which inspired the cover of 
our 2005 Annual Report. 
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Because there is no longer any Novar-
tis funding support for testing, TDM will 
bill the patients insurance for reimburse-
ment. If insurance does not cover the 
procedure, TDM has agreed to a six-
month trial period in which they will 
cover the costs of testing for Life Raft 
Group members. The supplies needed to 
collect samples are readily available in 
most oncology offices, however sample 
collection kits are available from TDM 
if needed. 

In order to get testing through TDM 
Pharmaceutical Research, your physi-
cian may contact 1-866-990-0007 or 
support@tdmrxresearch.com. Contact-
ing TDM in advance is recommended so 
they can go over the logistics of submit-
ting a sample. 

Why do plasma testing?  
The amount of Gleevec absorbed by 

patients can vary widely between pa-
tients. For patients taking 400 mg of 
Gleevec, some will have a high concen-
tration of Gleevec in the blood and some 
will have a low concentration. Plasma 
testing measures the actual concentration 
of Gleevec in the plasma (a part of 
blood) of a patient. Emerging evidence 
suggests that some GIST and CML pa-
tients may not have concentrations that 
are adequate to ensure a long-term re-
sponse to Gleevec.  

There are several reasons for doing 
plasma testing. Measuring imatinib plas-
ma levels may identify patients that are 
not taking their imatinib on a regular 
basis. This is a significant problem 
(affecting 25% or more of patients) and 
several reports have identified poor ad-
herence as a predictor of imatinib failure 
in CML. Monitoring imatinib plasma 
levels may also help evaluate cases of 
apparent imatinib toxicity. For example, 
in a patient taking 400 mg of imatinib 
with intolerable side-effects, plasma 
testing might confirm high imatinib lev-
els as the reason for the toxicity. In the 
case of a dose reduction, a second plas-
ma test might give some reassurance of 
adequate imatinib levels even though the 

dose may be below 400 mg. 
In addition to studying patient compli-

ance, plasma level testing may help pre-
vent resistance. In 2009, Dr. George 
Demetri and colleagues reported in The 
Journal of Clinical Oncology that 
imatinib plasma levels are linked to clin-
ical benefit in patients with unresec-
metastatic GISTs. Demetri and col-
leagues evaluated plasma data from 
GIST patients in the original imatinib 
phase II trial, in which the authors con-
cluded that “preliminary analysis sug-
gests that a low (steady state) plasma 
level of imatinib (i.e. 1,100 ng/mL) 
might contribute to drug failure in pa-
tients with advanced GIST …we found 
that patients with a low plasma exposure 
(Cmin less than 1,100 ng/mL) showed a 
trend of low rate of objective response 
and rapid evolution of resistance (short 
time to progression). These results sug-
gest that a minimal plasma threshold 
may be necessary to achieve and 
maintain clinical response. This hy-
pothesis is best supported in patients 
with KIT exon 11 mutations, who exhib-
ited improved clinical outcomes with 
imatinib trough levels more than 1,110 

ng/mL.” Furthermore, Demetri and col-
leagues state “in patients with advanced 
GIST, imatinib trough levels at steady 
state were associated with clinical bene-
fit. Patients with imatinib Cmin (trough 
level) below 1,100 ng/mL showed a 
shorter time to progression and lower 
rate of clinical benefit (OOBR). Further 
studies are justified to test whether mon-
itoring IM plasma levels might optimize 
clinical outcomes for patients with 
GIST”. 

If you have questions about this proce-
dure, please contact The Life Raft Group 
(1-973-837-9092). 

Samples should be sent to the follow-
ing address: 

TDM Pharmaceutical Research, LLC 
100 Biddle Ave 

Suite 202 
Newark, DE 19702 

1-866-990-0007 
support@tdmrxresearch.com 

The Life Raft Group would like to ex-
tend special thanks to Dr. Shum for his 
efforts and generosity. To learn more 
about the man behind the testing, a pro-
file on Dr. Shum will be published in our 
next newsletter. 

PLASMA  
From Page 1 

R ichard "Rick" W. Ab-
biehl, 43, lost his battle 
with GIST Cancer on 

Tuesday, March 1, 2011 at 
Memorial Hospital, South 
Bend. Rick was born on March 
23, 1967 to Michael and 
Sharolyn (Early) Abbiehl of 
North Liberty, IN. On July 3, 
2005 in Buchanan, MI, he married the 
former Teena L. Calvert. Surviving 
Rick are his parents; wife, Teena; 
daughter, Jennifer (Cassidy) Bryan of 
South Bend; four grandchildren, Ethan, 
David, Bailey and Austin Bryan; a sis-
ter, April Anne Abbiehl and her son, 
Dustin of North Liberty; half-sister, 
Mary (Denny) Perry of Osceola and a 
half brother, Michael (Cathy) Abbiehl 

of Mishawaka.  
Rick was a Technician for 
Midas for eight years and for 
the last year and a half he 
worked for Gates. He loved 
fabricating show trucks. He 
was an ASE Master Certified 
Technician. He was a member 
of The Vineyard Church, an 

avid Bow hunter; he enjoyed fishing, 
racing quads and mud boggers. What-
ever Rick did, he did “Texas” big.  

Contributions can be made to Ameri-
can Cancer Society , 601 W. Edison, 
Mishawaka, IN 46545. To leave the 
family an online condolence or to share 
memories with the family, please visit 
our website at 
www.hahnfuneralhomes.com. 

Brave GISTer lived life “Texas big” 
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in a flow hood, and you 
have to be careful all 
the time. Just brushing a 
pipette tip against your 
arm by mistake could 
contaminate a flask and 
ruin an experiment.” 

LRG: “You sound 
like you are speaking 
from experience?” 

David: “Actually not! 
So far, I haven't man-
aged to contaminate 
anything!” 

LRG: “OK. Now let's get back to our 
question: what you are working on, and 
what's new and exciting in GIST re-
search?” 

David: “I'd highlight a couple of 
things: new technology and new targets - 
maybe leading to new drugs. Jonathan 
asked me to help with a large study 
called an “RNA pooled screen”. The 
idea is to make a “library” of GIST cells, 
where each library carries an extra little 
piece of DNA, a slightly different piece 
in each cell. The DNA causes the cell to 
make a little piece of RNA, and that in 
turn suppresses (that is, turns down with-
out completely shutting off) the cell's 
ability to make a specific protein. Each 
cell is a different “book” in the library, 
so it shuts down a different gene. Next, 
the cells are grown for a few months in 
the presence of a drug, such as Gleevec. 
Some of the cells - cells that are shutting 
down certain specific genes - grow faster 
under those conditions, and some grow 
more slowly. At the end of the experi-
ment, we sequence DNA from the cells - 
it's like making a catalogue of the library 
- and we identify the genes that have 
helped or hurt the cells. That way, we 
can identify possible new targets. Pro-
teins that are helping the cells to grow, 
to overcome the effect of the drug, are 
probably proteins we want to attack, 
perhaps by using a second drug in com-
bination with the first. So, I'm using this 
system to study one particular com-
pound.” 

LRG: “A GIST drug like Gleevec?” 
David: “Well, it's a compound that is 

being tested clinically in several cancers, 
but not yet in GIST.” 

LRG: “And this is new technology?” 
David: “Yes. The RNA interference 

screening technique has only been devel-
oped in the last five years or so. A lot of 
scientists are rushing to apply it to basic 
problems in cell biology and to improve 
therapies for HIV and for lots of differ-
ent cancers. To make it work you have 
to be able to grow the cancer cells, and 
that's where the Fletcher lab expertise is 
so critical. The DNA technology side of 
the study is done with the help of scien-
tists at the Broad Institute, across the 
Charles River in Cambridge. We've been 
going over there a lot.  

Related to this RNA interference tech-
nology, there's also been an amazing 
improvement in the ability to catalog 
which genes are turned off or turned on 
in particular cells. Back in the 1990s, we 
studied gene expression by testing one 
gene at a time, now we can look at the 
entire human genome in one experiment. 
It's like you've been working with a little 
pocket calculator for a few years and 
then suddenly you have a supercomputer 
sitting on your desk. A few months ago, 
this type of research turned up a previ-
ously unsuspected gene that is really 
important in GIST, a gene called ETV1, 
and a lot of people are now looking at 
ways to build on that discovery and de-
vise new therapies for GIST.” 

LRG: “How is 
your typical 
day in the 
Fletcher lab 
different from 
your typical 
day in your 
own lab in 
Guelph?” 
David: “For 
me, it's very 
different! Back 
in Guelph, I 
just sit in my 
office all day, 
doing paper-
work and writ-
ing grants and 

talking to students… and teaching clas-
ses, of course. Here, I come to the Thorn 
building, put my backpack in a locker 
and my lunch in the fridge and then I 
spend the whole day in the lab, doing 
experiments and analyzing data - no 
phone calls, no committee meetings, no 
distractions. It's great. 

It's also very different to be working in 
a hospital lab rather than a university 
campus. When you go to the cafeteria, 
the people you meet in the hallways are 
doctors, nurses and patients, not stu-
dents. If you ever wonder what it's all 
about, you can just walk along the 
“Pike”, the long corridor that connects 
all the buildings at Brigham and Wom-
en's Hospital. You see the patients and 
you remember the reason why you're 
doing the work.” 

LAB 
From Page 2 

Fletcher (middle) and Josephy weren’t exactly strangers before David went to 
work at the lab. Here’s a picture from 2004 featuring David and other LRG 
Science Team members, Jim Hughes (far left) and Jerry Call, LRG Science 
Coordinator (2nd from left), as well as LRG Executive Director, Norman Scherzer. 

 

Mark your calendars! 
 The much-anticipated Alianza GIST 

gathering in Brazil will take place 
the week of April 11. 

 NJ GISTers will be meeting on May 
7, at the LRG office in Wayne, NJ. Email us 
at liferaft@liferaftgroup.org for details. 

 The American Society of Clinical Oncologists 
(ASCO) meeting will be held once again in 
Chicago, June 4-8. If you’re there, watch out 
for the joint Max Foundation-LRG-Monterrey 
Tech-Alianza GIST project! 

 Also that weekend...National Cancer 
Survivor’s Day is June 5 this year! 

The 2010 Annual Report will be a coming out 
soon. Can you guess this year’s cover? 
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fore you share something that you feel is 
very personal. 
 You tell them right away to get it 

over with and see how they react. 
 You take things on a case-by-case 

basis and tell people you are dating 
when the moment feels right. 

There is no right or wrong answer 
here; each individual must gauge their 
own situation. 

Pediatric GISTer, Jason DeLorenzo 
offers one approach “When breaching 
the subject, I do it casually and pay 
attention to reactions. Since most of 
my symptoms are food based, I’ll turn 
down a dessert and casually say ‘I’ll get 
sick if I eat that”’, either on the first and 
second date. They will invariably ask 
why, and the door is opened. I explain 
the sickness and answer questions hon-
estly and openly.” 

“If I wait for several dates to speak 
about my GIST 
story, then I feel 
like I am not very 
honest towards 
myself and the one 
I’m dating with,” 
says Estelle Le-
cointe, Pediatric 
GISTer and found-
er of Ensemble 
contre le GIST, 
“Furthermore, I 

now consider I do not really know who 
the people really are until they know 
who I am and what I am doing. When I 
keep my story secret, I know I also ex-
pose myself to an abrupt reaction. Of 
course, first reaction will be: “It does not 
matter. The most important thing is who 
you are.” But unfortunately, most of the 
time these people will silently disappear 
without giving you any explanation.” 

It’s difficult to open yourself up when 
facing this issue with a new partner, es-
pecially if this situation has gone in a 
bad direction before. Livestrong.org 
offers some suggestions that may help if 
you are having difficulty starting new 
relationships or are anxious about da-

ting: 
 Make a list of positive qualities 

about yourself that make 
you a good partner. 
 If you are anx-
ious about rejection, 

try to imagine being 
rejected and practice 
what you might say 
and how you will han-
dle the situation. 
 Don't give up if 
someone doesn't share 
your feelings. Every-
one is entitled to their 

feelings when faced with cancer. 
American Cancer Society suggests 

having “the cancer talk” when you and 
your partner are relaxed and feeling 
close. “Ask your partner a question that 
leaves room for many answers. The 
question gives them a chance to think 
about the new information and respond, 
and helps you see how your partner 
takes this news.” 

When you are ready to talk to your 
partner, some of the issues you may 
want to discuss are: 
 The possibility of recurrence 
 Your ability to have children 
 Whether your life expectancy is 

shortened 
Before talking about these topics, some 

people may find it easier to write down 
what you are going to say or practice 
with a friend. Learn more about talking 
with a partner. 

“More than the disease in itself, this 
children thing has quickly become a big 
issue for me as I realized it could bring a 
lot of complexity in the setting of a new 
relationship,” says Estelle. 

When faced with such heavy obstacles, 
Livestrong.org suggests keeping a diary 
or journal to help you understand and 
find meaning in what is happening in 
your life. “Writing down your thoughts 
and feelings about your experiences can 
help you feel more in control. It can also 
help you release emotions like fear and 
anxiety that you might be holding in-

side.” 
In a recent New York Times article, 

“Difference Is the Norm on These Da-
ting Sites” by Karen Barrow, this very 
issue was approached. 

One of the article subjects, Sherry 
Nevius, was a single 52 year old woman 
living with cerebral palsy, “It’s hard 
enough to find someone with similar 
interests,” she said. “Finding someone 
O.K. with your disability just makes it 
harder.”  

Another subject, Dr. Michael T. 
Maurer, 57 and living with HIV said that 
the worst part of dating was the anxiety 
over disclosing his H.I.V. status.” 

Maurer joined an online community of 
people with H.I.V., “[It] allows relation-
ships to form without the burden of the 
big reveal hovering overhead.”  

“Here everyone knows you have 
H.I.V.,” he said, “so it gets that barrier 
out of the way.”  

“Awkward issues that come with an 
illness can be discussed frankly and 
openly,” Bower posits, “in an online 
space in which everyone is dealing with 
something out of the ordinary.”  

Some cancer patients have followed 
this same route. Cancermatch, an online 
group which offers many support fea-
tures seeks to tackle this issue. Listed on 
its website, www.cancermatch.com, is 
the bullet, “Meet new friends and, may-
be, even fall in love” 

It’s a tall order to fill for someone fac-
ing years and maybe even a lifetime of 
awkward conversations over drinks.  

Whether you choose to meet others 
facing the same obstacles as you, or peo-
ple you encounter in everyday life, your 
manner should remain the same, respect 
your partner while always respecting 
yourself. 

Hope is one of our most fulfilling and 
fortifying strengths. It’s best to keep it 
going. As Jason so poignantly points 
out, “You’ll be sure that when you final-
ly do enter a long term relationship that 
your partner is truly loving and authen-
tic, thanks to GIST.” 

 

DELORENZO 

DATING 
From Page 1 

 

LECOINTE 
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sons must also be U.S. citizens or 
qualified immigrants. 

 New Jersey - www.state.nj.us/
humanservices/dmahs/clients/
medicaid/ Medicaid provides health 
insurance to parents/caretakers and 
dependent children, pregnant wom-
en, and people who are aged, blind 
or disabled. These programs pay for 
hospital services, doctor visits, pre-
scriptions, nursing home care and 
other healthcare needs, depending 
on what program a person is eligible 
for. To be eligible for New Jersey 
Medicaid, a person must be a resi-
dent of New Jersey, a U.S. Citizen 
or qualified alien (most immigrants 
who arrive after August 22, 1996 are 
barred from Medicaid for five years, 
but could be eligible for NJ Family 
Care and certain programs for preg-
nant women and meet specific 
standards for financial income and 
resources. 

 New York – www.health.state. 
ny.us/health_care/medicaid/ NY’s 
Medicaid program is for New York-
ers who can't afford to pay for medi-
cal care and have high medical bills. 
You qualify for NY’s Medicaid pro-

gram if you receive Supplemental 
Security Income (SSI) and/or you 
meet certain financial requirements. 

 Texas – www.hhsc.state.tx.us/
medicaid/med_info.html The Tex-
as’ Health and Human Services 
Commission Medicaid program is 
available to those who meet income 
and resource limits set by the appro-
priate programs for: persons who are 
65 years or older, or a person who 
has a disability, pregnant women up 
to two months after birth, women 
who have been diagnosed with 
breast or cervical cancer for cancer 
treatment, children under the age of 
19 years old, people who were in 
foster care on their 18th birthday 
and are now age 18 through 20 and 
a family with a parent or relative 
caring for a child under age 19. 

 
To read more about any state’s Medi-

caid program and eligibility require-
ments you can conduct an internet 
search for the state you live in. You can 
also visit Kaiser Family Foundation 
State Health Facts website: 
www.statehealth facts.org/index.jsp for 
individual states health data or to do a 

comparison to another state or the US. 
Each state profile provides a link to that 
state’s Medicaid website under the Gov-
ernment Profile’s Contact Information 
section at the bottom of the page. 

 

State Pharmaceutical 
Assistance Programs 

(SPAPs)  
Many states and the U.S. Virgin Is-

lands have State Pharmacy Assistance 
Programs (SPAPs) that help certain peo-
ple pay for prescription drugs based on 
financial need, age or medical condition. 
Each SPAP makes its own rules about 
how to provide drug coverage to its 
members. Some offer help paying drug 
plan premiums and/or other drug costs. 
Visit: http://www.medicare.gov/
pharmaceutical-assistance-program/state
-programs.aspx 
Stay tuned, our next newsletter will pro-
vide information on prescription drug 
assistance provided directly from phar-
maceutical companies and other assis-
tance offered by different non-profit or-
ganizations. 

HEALTHCARE 
From Page 4 

Reprinted article by George Miller on 
Fiercebiotech IT 

 

S cott Gottlieb has fired a shot 
across the FDA's statistical-
confidence bow. The former 
FDA Deputy Commissioner, 

using the Wall Street Journal as his 
command post, charges the regulator 
with "steadily disregarding" the provi-
sions of the FDA Modernization Act that 
give it "broad discretion" to reduce the 
quantity and rigor of clinical data needed 
to approve drugs targeting grave illness-
es. 

The U.S. Congress, says Gottlieb, now 
a fellow at the American Enterprise In-

stitute, should force the regulator into 
speeding the availability of such drugs. 
It should reaffirm the provisions of the 
Modernization Act and mandate that the 
agency approve drugs for severe condi-
tions on the basis of one 
study or, at least, a "more 
lenient statistical ortho-
doxy" than the current 
norm of two randomized 
placebo-controlled trials. 
The Act has given the FDA the power to 
do so since 1997, but the agency more 
often chooses to reserve that power. 

“While Congress may not want to get 
into the business of establishing the 
FDA's analytical methods, it can call on 

the agency to convene an advisory panel 
to cultivate principles that are more per-
missive when it comes to very bad dis-
eases," Gottlieb writes. And Congress 
also needs to improve FDA's review 

process to make it more 
inclusive. "The science em-
bedded in the most novel 
drugs is increasingly com-
plex, requiring collabora-
tion across many disci-

plines, including clinical medicine, phar-
macology and statistical modeling." 

Go to http://online.wsj.com and search 
“The FDA Is Evading the Law” to read 
Scott Gottlieb’s article for the Wall 
Street Journal. 

FDA too rigid in review of drugs for critically ill 
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MD Anderson and Memorial Sloan-Kettering among top 
cancer centers in US News & World Report’s ‘best’ list 

E very year, the US News & 
World Report releases their 
“Best Rankings” list, featuring 
the best in education, hospi-

tals, business and others. The list of top 
cancer hospitals is one such list. The 
institutions are judged on a number of 
criteria including reputation with spe-

cialists, survival, patient safety, patient 
volume, nurse staffing (the balance of 
nurses and patients) and whether it is a 
“Nurse magnet Hospital” (the hospital 
was recognized by American Nurses 
Credentialing Center as meeting high 
standards for nursing excellence).  

Here is the most current list of the top 

ten hospitals for cancer in the United 
States. While some of these centers are 
known to have GIST specialists, not all 
of them do. Please check out the LRG 
GIST Specialist Database at www.life 
raftgroup.org/gist_directory.php if you 
would like to find a specialist in your 
area. 

Rank Hospital 
U.S. News 

Score 

Reputation 
with  

Specialists Survival 
Patient 
safety 

Patient 
Volume 

Nurse 
Staffing 

Nurse 
Magnet 
Hospital 



Ensuring That No One Has To Face GIST Alone — Newsletter of the Life Raft Group — April 2011 — PAGE 14 

LIVESTRONG Cancer Navigation Center opens in Austin 
The Life Raft Group is always on the 

lookout for anything that may be helpful 
for people dealing with cancer. When we 
see that other organizations are provid-
ing services that may help the GIST 
community, we like to share that infor-
mation for everyone's benefit.  

 
AUSTIN, TX--(March 25, 2011) - 

Today, LIVESTRONG celebrated the 
opening of the LIVESTRONG Cancer 
Navigation Center at an open house for 
the entire Austin community. The Navi-
gation Center is pioneering a unique new 
service that will help cancer survivors 
from Central Texas with all the ques-
tions and challenges that accompany 
cancer. The grand opening event includ-
ed a program featuring U.S. Rep. Lloyd 
Doggett; Texas Rep. Eddie Rodriguez; 
cancer survivor, champion cyclist and 
LIVESTRONG founder and chairman 
Lance Armstrong; and three-time cancer 
survivor and LIVESTRONG president 
and CEO Doug Ulman. 

"The effects of cancer are felt through-
out the Central Texas community, but 
they hit underserved families especially 
hard," said Armstrong. "We created the 
LIVESTRONG Cancer Navigation Cen-
ter in East Austin to help anyone affect-
ed by cancer overcome the tough chal-
lenges that arise after a diagnosis, like 
insurance problems, treatment concerns 
and dealing with the emotional impact of 
the disease." 

"LIVESTRONG is incredibly proud of 
the milestone we're celebrating today," 
said Ulman. "Opening the 
LIVESTRONG Cancer Navigation Cen-
ter allows us to serve people who need 
help in their fight against cancer and 
connect them with the support they need 

to face the disease on their terms. This 
free bilingual service has the potential to 
transform cancer care and improve the 
health of the most vulnerable members 
of our community." 

"At a time when state and federal fund-
ing for cancer may become more scarce, 
LIVESTRONG is helping to close the 
gap for Austin-area cancer survivors in a 
very real and meaningful way," said U.S. 
Rep. Lloyd Doggett. "Cancer affects not 
only the patient but their family and their 
community. The LIVESTRONG Cancer 
Navigation Center will be a great asset 
to the community as it supports people 
fighting this disease." 

"People in East Austin struggle with 
the often overwhelming challenges of 
cancer," said Texas Rep. Eddie Rodri-
guez. "The services provided by the 
LIVESTRONG Cancer Navigation Cen-
ter are much needed in our community 
and I'm very glad to see LIVESTRONG 
has found a way to provide direct sup-
port to the families and medical profes-
sionals here." 

The opening of the LIVESTRONG 
Cancer Navigation Center, co-located at 
the LIVESTRONG Headquarters in 

East Austin, marks an expansion of the 
direct services the foundation offers to 
people affected by cancer, which have 
been available online and by phone and 
now for the first time are available in-
person. This community-based center, 
one of just two facilities of its kind in the 
U.S., provides free, confidential, one-on-
one support to anyone affected by cancer 
including cancer survivors, their friends 
and family, health care professionals and 
caregivers of those diagnosed with the 
disease. Trained, bilingual navigators are 
onsite to help individuals address a 
wide-range of needs including the fol-
lowing:  

Emotional Support - assistance cop-
ing with a cancer diagnosis, help access-
ing support groups, as well as peer-to-
peer connections  

Fertility Risks and Preservation Op-
tions - information on fertility risks and 
help accessing discounted rates for fertil-
ity preservation options  

Insurance, Employment and Finan-
cial Concerns - information on employ-
ment rights and benefits, financial assis-
tance and debt management, including 
insurance and billing issues as well as 
medication co-pay assistance  

Treatment Concerns - general cancer 
and treatment information, and matching 
to clinical trials  

To schedule an appointment, email 
cancer.navigation@livestrong.org or call 
(512) 220-7777.  

For more information, visit 
www.LIVESTRONG.org/GetHelp/ 
Austin  

If you know of local resources that may 
benefit other Life Rafters in your area 
please let us know. You can contact us at 
liferaft@liferaftgroup.org.  

LIVESTRONG's free, bilingual & 
confidential support is available in three 
ways: 

By phone  
(866) 673-7205 (English)  
(866) 927-7205 (Spanish)  

Online  
www.LIVESTRONG.org/GetHelp  

www.LIVESTRONGEspanol.org   
In person at the LIVESTRONG 

Cancer Navigation Center  
Address: 2201 East Sixth Street,  

Austin, Texas 78702 
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T H E  L I F E  R A F T  G R O U P 

Alabama  Pat George patgeorge@bham.rr.com 
Alaska  Frank Domurat   patient@oncologyalaska.com 
Arizona  Janeen Ryan tabascocook@yahoo.com 
Colorado  Anne Bridgewater babridgewater43@yahoo.com 
California  Floyd Pothoven floyd@innovix.com 
  Martha Zielinski  john.martha@sbcglobal.net 
Connecticut Helen Steinnagel ahjs@sbcglobal.net 
Delaware  Cindy Bones ccalypso3@comcast.net 
Florida  Skip Ryan  skipryan@tampabay.rr.com 
Georgia  Pat Lemeshka riyank@bellsouth.net 
Hawaii  Richard Palmer richardpalmer@hawaii.rr.com 
Idaho  Janet Conley jkconley104@gmail.com 
Illinois  Jim Hughes tjhughes43@comcast.net 
Indiana  Robert Book RMBook2@aol.com 
Iowa  Barbara Kepple kepbjk@aol.com 
Louisiana  Jackie Welsh jackie.welsh@mms.gov 
Maine  Jodi Merry  merryhillacres@hotmail.com 
Maryland  Bonnie Emerson bteensey2@hotmail.com 
Massachusetts Maura Cesarini mauracesarini@hotmail.com 
Michigan  Ellen Rosenthal ebrosenthal@comcast.net 

Minnesota  Sharon Boudreau  redsmb@comcast.net   
Missouri  Katie Campbell campbellksoup@hotmail.com 
Montana  Donna Capps BBR950@aol.com 
Nebraska  Sally Norton nordeane@cox.net 
Nevada  Erik Krauch erik.krauch@cox.net 
New Hampshire Julie Thorne julierthorne@gmail.com 
New Jersey Anita Getler acgetler@gmail.com 
New York  Pat Bonda Swenson pbondaswenson@yahoo.com 
North Carolina Chuck Korte pckorte@att.net  
Ohio  Kaye Thompson tnt.1@sbcglobal.net 
Oklahoma  Jane Rowan jrowan30@aol.com 
Oregon  Gail Mansfield tngman65@gmail.com 
Pennsylvania Kimberly Trout musikwithkim@yahoo.com 
Rhode Island Susan Farmer sfarmer10@cox.net 
South Carolina Al Boyle  captboo@windstream.net 
Tennessee  Alice Sulkowski sulkowskiab@msha.com 
Texas  Dee Hawkins dee@abetteranswer.com 
Virginia  Sally Jackson spjackson@cox.net 
Washington Deanne Snodgrass g-d-snodgrass@comcast.net 
Wisconsin  Rick Ware  rkwelmwood@yahoo.com 

Argentina  Sandra Mesri sandramesri@hotmail.com 
Australia  Katharine Kimball katharine_kimball@hotmail.com 
Belgium  Kris Heyman kh@contactgroepgist.be 
Bolivia  Virginia Ossio vossiop@gmail.com 
Bulgaria  Stefan Mandov stefan_mandov@abv.bg 
Brazil  Alexandre Sakano alexandre@sakano.com.br 
Canada  David Josephy djosephy@uoguelph.ca 
Chile  Piga Fernández piga.fernandez@gmail.com 
China  Ruijia Mu  mu_ruijia@yahoo.com 
Colombia  Rafael Vega ravega63@yahoo.es 
Costa Rica  Michael Josephy mjosephy@gmail.com 
Cyprus  George Constantinou   george@gnora.com 
Czech Republic Jan Pelouchová  janapel@centrum.cz 
Dominican Republic Alejandro Miranda alex2@sbt.com.do 
Finland  Mirja Voutilainene miiri49@gmail.com 
France  Estelle LeCointe info@ensemblecontrelegist.org 
Germany  Markus Wartenberg wartenberg@lebenshauspost.org 
Greece  George Constantinou   george@gnora.com 
Hungary  Tünde Kazda cmlgist@cmlgist.hu 
India  Paresh Majmudar majmudarparesh@indiatimes.com 
Iran  Negar Amirfarhad negaraf@sympatico.ca 
Ireland  Carol Jones roycal-re-gist@hotmail.com 
Israel  Avi Zigdon zigdona@gmail.com 
Italy  Anna Costato anna.costato@virgilio.it 
Japan  Sumito Nishidate eujc@mbj.nifty.com 
Jordan  Mohammed Milhem mohammed-milhem@uiowa.edu 
Kenya  Francis Kariuki bridgestone@coopkenya.com  
Lithuania  Virginija Zukauskiene   virginija.starkute@gmail.com 

Macedonia  Dejan Krstevski krstevski@euromoto.com.mk 
Malaysia  Yong Choo Sian ycspj2005@yahoo.com 
Mexico  Rodrigo Salas rsalas@maprex.com.mx 
New Zealand Marie Lagaluga marielagaluga@xtra.co.nz 
Netherlands Contactgroep GIST bestuur@contactgroepgist.nl 
Nicaragua  Maria Teresa Ponce maria.teresa.ponce@aeienergy.com 
Norway  Odd Andreas Tofteng   oddandreas@yahoo.com 
Pakistan  Muhammad Shahid Rafique   rsr_srs@yahoo.com 
Poland  Stan Kulisz listy@gist.pl 
Puerto Rico Gerardo Silva gsilva@helvetia-pr.com 
Romania  Simona Ene si_mi_ene@yahoo.com 
Russia  Tanya Soldak soldak@rpxi.org 
Samoa  John Galuvao leasii@gmail.com 
Saudi Arabia Mohamed-Elbagir Ahmed  mohamedelbagir@live.com 
Scotland  Helena Koumbouzis hkoumbouzis@yahoo.com  
Singapore  Robert Richardson jambo@pacific.net.sg 
South Africa Jenny Aitken oaitken@telkomsa.net 
South Korea Changhoon Lee chlee@mobismiami.com 
Spain  Maria Teresa Jimenez Salado  
   mariateresa.jimenezsalado@telefonica.es  
Sudan  Mohamed-Elbagir Ahmed   mohamedelbagir@live.com 
Sweden  Susanna Allgurin Neikter    gist.sverige@gmail.com 
Switzerland Helga Schnorf ulrich.schnorf@bluewin.ch 
Thailand  Kittikhun Pornpakakul   kittikun_p@yahoo.com 
Turkey  Haver Tanbay tanbay@tanbay.net 
U.K.  Judith Robinson Judith@ndrobinson.plus.com 
Uruguay  Fabrizio Martilotta fabrizio.martilotta@gmail.com 
Venezuela  María Isabel Gómez asaphe_venezuela@yahoo.com 

Life Raft regional chapters 

Life Raft country liaisons: Learn more about the Global GIST Network: www.globalgist.org 

Executive Director 
Executive Assistant 
Science Coordinator 
Program Director 
Global Relations Director 
Communications Coordinator 
Director of Planning 
Administrative Director 
Patient Registry Supervisor 
Accounts Manager 
Office Manager 
Program Associate 
Program Associate 
Program Associate 
Program Associate 
 

Norman Scherzer 
Lisa Pereira 
Jerry Call 
Tricia McAleer 
Sara Rothschild 
Erin Kristoff 
Karen Kelley 
Roberto Pazmino 
Magda Sarnas 
Gale Kenny 
Matthew Mattioli 
Daniela Jorge 
Diana Nieves 
Jennie Kim 
Janeen Ryan 

Board of Directors Staff Volunteers 
Executive Committee 

Jerry Cudzil, President 

Stan Bunn, Past President 

Ray Montague, Secretary-Treasurer 

            Directors 

 

General Counsel Thomas Overley  

Database Consultant Steven Rigg 

Official Greeter Gail Mansfield 
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