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By any measure,
I am a long-term 
sarcoma survivor. I
have been actively
treated for fibrosar-

coma for ten years, but a benign 
precursor condition — and eight 
operations — began when I was a child.
So I’ve been dealing with this illness for
35 years. I am grateful to be a long-term
survivor, because the alternative is to be
a short-term survivor and that’s not 
nearly as good.

Curiously enough, I don’t think of
myself as someone who has cancer, even
though I have been diagnosed with two
forms of the disease. During the past ten
years, I have had five separate rounds of
chemotherapy, an allogeneic bone 
marrow transplant, two life-threatening
stays in the ICU, and sixteen operations.
Oh, and I spent ten days in isolation for

a severe case of varicella zoster virus this
past summer.

Even though I do not think of myself
as someone who’s been ill, I am willing
to go so far as to say I haven’t been well
at times. My file at MSKCC includes a
diagnosis of low-grade fibrosarcoma of
the lung. Further back in the chart is my
other diagnosis: chronic lymphocytic
leukemia/small-cell lymphoma. My doc-
tors aren’t worried about the lymphoma
anymore so I’m not either. My chart also
includes the race numbers I received
from road races I have run. They’re in my
chart because I wanted to prove to my
doctors that having seven lung opera-
tions hasn’t stopped me from the things
I enjoy doing. Of course, my running
times aren’t as good as I’d like, but some
of that is age creeping up on me.

One of the things I’ve learned, or
maybe knew instinctively, is that you

don’t need to let yourself be consumed
by an illness. You can’t. You shouldn’t.
Don’t. Yes, the appointment with your
doctor has spilled over onto the rest of
your day leaving you furious, and possi-
bly nauseous from chemotherapy. Yes,
you have to remember to give yourself a
shot of Neupogen precisely when you’re
supposed to be at a lunch meeting. So
you take the short and arrive late to
lunch. Sure, your white cell counts are
tanking just when you’re supposed to
attend your daughter’s Thanksgiving play
where you’ll be expected to shake hands
with at least 50 people including the
principal, who’s just wiped the nose of a
kindergartner who probably has strep
throat. So you time it so that you arrive
late and leave early, right before the
Pilgrims sit down to dinner, and nod
politely across the auditorium.
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As the Kristen Ann Carr Fellow for
2001-2002 it gives me great pleasure to
participate in this newsletter devoted to
sarcoma. I met my first patients with sar-
coma as a second-year medical student
doing a summer elective in pediatric

oncology. My preceptor gave me the
opportunity to get to know kids with 
cancer in a very special way. Not only did
I learn about the medical management of
pediatric neoplasms, but I was also
included in their outside world as their

Dr. Larissa Temple, this year's Kristen Ann Carr fellow, is the first woman and the first
Canadian to hold that position.  She speaks so eloquently for herself that it is difficult to find things
to add. We can, however, say that when we created the endowment for this fellowship, we had a list of
attributes in mind. Besides surgical skill, we hoped to identify a physician who exhibited a probing
intellect and true compassion, someone who was such a confident practitioner and researcher that
there was no need for anyone but her patients to come first. Concisely and with great clarity, 
Dr. Temple’s writing here describes a perfect fit with our ambitions. We are very proud to welcome her
to the extraordinary group of sarcoma experts who have held the Fellowship.

Dave Marsh and Barbara Carr

The Importance of 
Outcomes Research
By Larissa Temple, MD



About two weeks
ago I was called
by one of my
patients who had
just noticed arm
swelling. I had
removed the 
cancerous lymph
nodes from under
that arm three
years ago, and

she was greatly concerned that the
enlarged arm meant that the cancer had
returned. She was very reassured to hear
that this complication — lymphedema —
is very rarely due to cancer recurrence but
is related most often to the treatment.

Appearing as an enlarged or swollen
arm or leg, lymphedema is the accumu-
lation of protein-rich fluid in soft tissues
as a result of blockage of lymphatic flow
from that area. When it occurs, it is most
common in the arms or legs but can also
be found in the head, neck, abdomen,
and genital regions. Lymphedema can
develop as a complication in patients
with cancer from surgical removal of 
lymphatic vessels and nodes; from 
scarring induced by infection, radiation,
or surgery around these structures; and
from obstruction of lymphatics and
nodes by tumors.

The causes of lymphedema are not
fully known. The small amount of knowl-
edge about lymphedema is attributable
to the long time it takes to develop 
lymphedema and the lack of research
funding for this quality-of-life issue.

Almost all studies in the past agree
that lymphedema in the cancer patient
correlates with the extent of surgery in
the groin or armpit. In sarcoma, lymph
nodes are rarely involved with the tumor;
more often they and their surrounding
lymphatics are removed because of the
large size of the tumor or because of
where it is situated. The most common
site of a sarcoma is the upper inner
thigh, and as tumors in this site are
large, the operation is large and often

accompanied by post-operative radiation
therapy, which also destroys lymphatic
drainage channels.  

The technique of intraoperative 
lymphatic mapping involves injecting a
blue dye and/or a radioactive colloid into
the area of the tumor. The lymphatics are
followed to the first node or nodes that
pick up the blue dye or isotope – the sen-
tinel node(s). If this node(s) contains no
malignancy it predicts no malignancy in
the remainder of the lymph nodes. Use
of sentinel node biopsy should let 
standard underarm and groin dissec-
tions be recommended only in patients
with cancer in the lymph nodes.

If, indeed, only one or two lymph
nodes are carefully excised, lymphedema
should not result. However, the sentinel
node operation is not always so limited
and indeed the sentinel node may be at
the level of the lymph trunks, and 
thereby could theoretically predispose
the patient to lymphedema. The risk of
lymphedema has not yet been assessed
in the follow-up of patients treated 
with sentinel lymph node technology.
Furthermore, if radiotherapy is added to
the nodal region, even without surgery,
there is the risk of lymphedema.

Guidelines for prevention of lym-
phedema are based on the following
principles: Do not increase lymph 
production, which is directly proportional
to blood flow, and do not increase block-
age to lymph transport. Heat, infection,
and vigorous exercises increase blood
flow to that area and concordantly
increase lymph production. Tight gar-
ments or infections (with scarring of 
lymphatic vessels) may in turn create a
greater obstruction of lymph flow.  

Too often lymphedema is ignored
and treatment for it is dismissed. Many
cancer patients are told that they
“should be thankful to be alive” and that
they “must learn to live with it.” However,
patients should be instructed on proper
prevention techniques and be informed
of treatment options for lymphedema.

The sooner the treatment is started, the
less treatment required and the better
the ultimate result.

The treatment of lymphedema in the
past has varied from none at all to a host
of aggressive operations — all of which
were abandoned because surgery was
unsuccessful. Between these extremes
are various combined conservative 
treatments, the most important of which
are elevation, compression garments,
massage and exercises, pumps (pneu-
matic compression devices), and the
program CDP — complete (or complex)
decongestive physiotherapy. 

Although elevation may be helpful
in reducing mild swelling from lym-
phedema through the use of gravity, it is
unrealistic because it can often impede
the functioning of the individual more
than the edema itself. Compression 
garments should be prescribed for most
patients. A patient with lymphedema
should be fitted with an elastic sleeve or
stocking, if the edema is mild, or after
swelling reduction, if the edema is 
moderate. Using these garments during
exercise, physical activity, and air travel
is strongly recommended. Pumps and
CDP require more lengthy instruction
and treatment by physical therapists.

Currently there is no cure for 
lymphedema, but treatment options can
attempt to control edema. Patients with
lymphedema can experience emotional
distress secondary to the disability 
and deformity, and counseling can be 
of great help. Furthermore, because 
lymphedema has been overlooked as 
a chronic condition or illness, an addi-
tional burden can be placed on the
patient regarding insurance issues and
cost of treatment.

Jeanne Petrek is a breast surgeon who spe-
cializes in treating young women. She is cur-
rently conducting a study on changes in ovarian 
function due to breast cancer treatment, with 
a focus on quality-of-life issues. She has also 
conducted extensive research on treatment-
related lymphedema.
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Lymphedema
By Jeanne Petrek, MD



Sam is very cute, with ears that stick
out, big blues eyes, and an easy cowboy
smile. Everyone takes to him immediately.
Sam is history, a Colorado memory from
four years ago of my friend’s son. He was
two years old at the time, and one thing
he liked to do over and over again was to
tackle me. He would have me get on my
knees so we’d be closer in height.
Standing, he would put out his hand,
palm toward me, and say, “free more
tackowes.”  Translation: three more 
tackles. Then, with eyes focused on his
target, me, he’d charge at full speed. Of
course, it was soft tackle, and he won by
my rolling him on top of me and letting
him pin me down.  Then it would begin
again: his pronouncement, his palm 
outward, then the charge and tackle.

I was tired when I arrived at their
home and did not want to play tackle.
But what’s three more tackles, I thought,
and somehow mustered the energy. Why
should this memory come to me
now, and why am I sharing it?
Often, it is through a child’s
engagement that we can
come out of ourselves,
because it’s important to
appreciate the seemingly
little things in our lives. I
want you to think about this
and about what it takes to
keep yourself active through-
out your life and especially when you’re
dealing with the stresses of cancer.

In the summer of 2000 I considered
myself an athlete, an expert skier and
avid cyclist. I was as strong on the bike as
I had ever been in my life. I strove to
compete against myself and to beat 
others. Every morning I was up at five to
ride for a couple of hours and then spend
some time in the gym. My psyche was
such that I responded to challenges 
or acute stress with a “flight or fight”
reaction. Of course, I would usually fight.
That September I came face to face with
a monster in the form of a diagnosis of
synovial-cell soft-tissue sarcoma, a true
terror that brought prolonged and over-

whelming stress at the age of 32.
It began with a little surgery,
then a big surgery, and then a
surgery with hospitalization.
Flight or fight. I fought.

Those three surgeries
were each more painful 
than the previous and each
involved an increasingly diffi-
cult recovery. I sought to relieve my 
mental anguish and gain physical
strength through exercise. Though not
able to exercise every day, I did build up
a roster of activities that supported my
recuperation and helped me to feel bet-
ter. In addition, when faced with the
drudgery of hospitalization, I was men-
tally and emotionally secure throughout
the experience. I want to share with you
my experience, and I want you to keep 
thinking of Sam.

“Don’t just sit there,” my inner voice,
Pablo, kept saying. “Do something.” I

thought about that and asked,
“What can I do? My swollen leg 

has tubes coming out of it 
and, without crutches, I have
to bend over, put both 
hands behind my left knee
and lift it forward in excruci-
ating pain.” But the voice,
like Sam, persisted. “Do
something.”

Meditation was a beginning. I was
assured that this would be a very easy,
fairly mild, but extremely pleasant 
exercise. Having never done it formally,
I bought a CD that contained guided
imagery and meditation. By listening to
it and following the narrator’s words,
I was able to focus my mind, monitor my
breathing and increase my pulse. It was
similar to traditional exercise but more
like a light breeze rather than the 
gusting wind of, say, cycling or skiing.
Meditation enabled me to keep active
and feel mentally better.

Massage therapy came next. In a
calm environment, maybe with light
music in the background, a physical 
therapist would stretch and rub my leg 

and body to pro-
mote circulation and tissue healing.
In time, my leg was stronger, and I
believe that the massages promoted
faster healing and physical indepen-
dence. I was also surprised to find that
after each session I had a more positive
outlook and could better handle the
issues surrounding my diagnosis.

Although I love cycling, I would
enjoy not having to exercise to be strong
at it. But I have a new philosophy about
exercise and a proposal about physical
activity that you will appreciate. Look
upon exercise as a mix of activities that
should be added up. Do not place so
much value on the individual moments
or think you can engage in only one
activity. What is critical is not so much
what you do today or tomorrow, but that
you engage in it over a lifetime.

Seek out exercise you enjoy and
engage in it as often as possible. Find
some new options such as massage or
meditation and regard them as an 
activity. When you do these things, take
credit for any and all activities you do.
Give yourself credit when you do things
such as meditation, massage, walking
the dog, vacuuming the house, or play-
ing a game of “free more tackowes” 
with your own Sam. That approach is a
simple enthusiasm for keeping active
and recognizing when you do something,
anything, each day.

Paul Kasson lives in Connecticut with his
wife, Hope. He has earned a Bachelor of Science
in nursing and another in business. Currently
he is involved in the pharmaceutical industry
following seven years of working in various
emergency departments.
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The Key is to Keep Active
By Paul Kasson



Small blue round
cell tumors repre-
sent a group of 
sarcomas associat-
ed with a wide spec-
trum of specific
tumor types and
different clinical
outcomes, grouped
together mainly

because they resemble each other on 
the microscopic level. The main tumor 
categories in children and young adults
include rhabdomyosarcoma and Ewing
sarcoma, as well as the less common
synovial sarcoma and desmoplastic
round-cell tumor. Many of these small-
cell tumors are characterized at the
genetic level by the presence of recurrent
chromosomal translocations. Molecular
results confirming the presence of these
specific chromosomal translocations
have enabled pathologists not only to
confirm diagnosis in the presence of
scanty material, but also to establish a
correct diagnosis in difficult cases and
unusual clinical presentations.

A pathologist is often confronted to
make a specific diagnosis based on a
limited biopsy material, and not 
uncommonly the “microscopic” tech-
niques are not sufficient to classify

tumors. Establishing the correct diagno-
sis of the tumor type is necessary in
order to enroll patients in the appropri-
ate clinical trials. Furthermore, the drug
sensitivity may be determined by the cell
of origin of each tumor type.

The advances of molecular genetic
techniques, using only minute tumor 
tissue fragments, enable us to identify
the specific chromosomal alterations
related to each individual type of sarco-
ma. Their reliable use has improved
tremendously our diagnostic accuracy,
mainly in the presence of scanty or
necrotic tumor material, in which case the
conventional microscopic and immuno-
histochemical analyses are limited.

Another major benefit of integrating
the molecular diagnosis in the modern
workup of small blue round cell tumors
is in the setting of unusual clinical pre-
sentations, such as unusual age or
unusual location. One example is that of
Ewing sarcoma, traditionally believed to
be a pediatric disease, preferentially
affecting the bones. In older patients this 
diagnosis is rarely sought, and is com-
monly misdiagnosed with other more
common diseases occurring in this age
group, such as small cell carcinoma or
lymphoma. The detection of EWS-FLI1
fusion gene (typical for Ewing sarcomas)

in these controversial cases points to a
correct diagnosis and allows better 
management of these patients.

Another example is that of desmo-
plastic small round cell tumor, a disease
of young adults, usually occurring within
the abdominal cavity. The diagnosis of
this tumor in other locations, such as 
the viscera or skeleton, would be very 
difficult even in the presence of a classic
histologic appearance, without the 
support of molecular diagnosis for the
presence of the EWS-WT1 fusion gene,
typical for this sarcoma type.

The identification of the fusion 
gene by molecular techniques is not 
only helpful in establishing the correct 
diagnosis in difficult cases, but more
recent studies have shown their impact
in predicting treatment outcome. In 
the case of Ewing sarcoma, for example,
the type 1 EWS-FLI1 fusion gene is 
associated with a significantly better 
outcome, compared with the non-type 1
fusion gene. 

Cristina R. Antonescu is an Assistant
Attending Pathologist with expertise in the
histopathologic and molecular diagnosis of soft-
tissue and bone sarcomas. Her research efforts
have been focused on the characterization and
development of molecular markers into clinically
relevant prognostic and therapeutic targets.

Winter/Spring 2002 Sarcoma Update

Memorial Sloan-Kettering Cancer Center4

“almost doctor” camp counselor. A week
before leaving for camp, I remember
being in clinic and pulled into a room to
see a little boy who had had surgery for
an osteogenic sarcoma. The pediatric
oncologist wanted to show me how the
“flipped foot” served as a knee joint and
subsequently resulted in the boy being
able to have a below-the-knee prosthe-
sis. I remember being skeptical about the
utility of this “flipped foot” knee. However,
two weeks later at a cancer camp I
watched him laugh and joke with others,

go rafting, and play tug of war. In those
few days, I became convinced that
despite all of this child’s hardship, he
had his whole life in front of him. The
resilience and strength of these cancer
survivors astounds and revitalizes me.

Little did I know that my experi-
ences as a medical student would play
such an integral role in my career path-
way. As a chief resident, I worked with a
surgical oncologist who had become
known as an expert in retroperitoneal
sarcoma. We spent many Friday nights

removing retroperitoneal sarcomas that
had been previously deemed unre-
sectable. I was in awe of her knowledge
and technical expertise. Now, as a 
surgical oncology fellow at Memorial
Hospital, I am challenged to become an
expert in this rare tumor. The difficulty in
diagnoses, pre-operative investigations,
the role of multi-modality therapy, 
intra-operative decision making, and
implementing rational follow-up make
sarcoma one of the most interesting yet
complex tumors. I anticipate that over

Importance of Molecular Diagnosis
in Small Blue Round Cell Tumors
By Cristina R. Antonescu, MD

Outcomes Research
continued from page 1
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the course of my practice, I will be continually challenged but
humbled by this enigmatic tumor.

There is no debate that I represent some “firsts” for the
KACF. However, I think that one of my most unique contribu-
tions to the fellowship is my interest in outcomes research.
Outcomes can be evaluated through randomized trials, 
meta-analyses, quality-of-life studies, and population-based
studies. Through these studies several advances in sarcoma
have been made. Data from randomized trials support the use
of limb-sparing surgery for extremity sarcoma rather than ampu-
tation, which was until fairly recently the norm, and define the
role of radiotherapy in extremity sarcoma. Identifying the most
effective use of intraoperative radiotherapy for retroperitoneal
sarcomas could clearly be evaluated with a randomized trial.
Meta-analyses in sarcoma have established that sarcomas are
relatively insensitive to standard chemotherapeutic agents and
that novel adjuvant therapies need to be pursued. Patient-
centered outcomes, including quality of life and functionality,
can now be objectively measured. The inclusion of these com-
ponents in adjuvant-therapy studies will inevitably improve
the quality of life of patients living with sarcoma. It would be
very interesting, for instance, to use objective measures to
understand the functional outcome and quality of life in the 
little boy with the flipped foot.

Although studies assessing the volume of sarcoma treated
at any institution and comparing its outcomes to centers with
higher or lower volumes of sarcoma have not been published,
intuitively, one could hypothesize that physicians and systems
with more volume better understand the intricacies of care.
Recently, some of us at Memorial did a review evaluating the
outcomes after pulmonary resection in sarcoma patients with
pulmonary metastases, and we were able to identify survival
differences in patients over time. For several reasons, today's
patients with resectable pulmonary metastases have an
improved survival when compared to those who had similar
surgery 10 or 15 years ago. Identifying the array of factors that
made this possible may prove difficult, but evaluating the
impact of therapy on survival, function, and quality of life
through rigorous clinical research will inevitably result in
improving outcomes in patients with sarcoma.

Although I firmly believe that we must evaluate our 
outcomes, it is important for physicians not to become 
stagnant in the therapy that they offer patients with sarcoma.
Innovation must continue to drive sarcoma therapy and
research, and we must actively participate in phase I and II 
trials. However, patients should be aware, as doctors are, that
results from phase I/II trials are often less impressive over time
and/or after careful scrutiny. So it remains important for drugs
to be tested in the rigors of randomized trials. When evaluating
novel therapies in randomized trials, rather than comparing
the drug to no therapy, comparing two different doses of a
promising drug may be more appropriate. This is clearly true
for the new leukemia drug STI-571 – “Gleevec.”

We also must be careful to individualize our therapy.
Certain problems faced by patients with sarcoma are 
infrequent and have never been studied. In addition, some

patients respond differently to the same interventions. For
instance, the little boy with the “flipped foot” had good quality
of life, regardless of what objective data about functional 
outcome and/or quality of life might show for the whole 
population of children with osteogenic sarcoma. We must
remain acutely aware of when novel therapies may benefit
and/or harm our patients and provide them with the 
information to make appropriate decisions for themselves.

In this era, when the information explosion is paralleled by
evidence-based medicine, we must continue to be patient
advocates. By all accounts, Kristen was a special woman who
was not the “average patient” with the “average sarcoma.” As a
physician, I use data derived from averages but like all of my
colleagues, I must remember that individual patients and their
tumors are not average. Data from rigorous clinical research
will improve outcomes in patients with sarcoma. As we share
in patients’ lives we must strive for the best outcomes for their
unique problems. The data must direct us, but our judgment
and experience must always guide us.

Larissa Temple, a native of Canada and the eldest of four children,
holds a medical degree from the University of Calgary as well as various
other degrees. Dr. Temple’s research interests include post-oncologic surgery,
functional outcomes, and genetic epidemiology, and she hopes to design 
randomized trials in the future.

GROUP PROGRAMS

Group meetings are professionally led, time-limited and
tailored to give you an opportunity to work on adjustment
issues in a concentrated way. For more information call
(212) 717-3527.

JANUARY - APRIL, 2002

“20 to 30 Something” – New Challenges/New Beginnings:
A Young Adult Group

TUESDAY EVENINGS, MEETS WEEKLY - 12 SESSIONS

For the young adult, the cancer experience may create a
changed world-view and a myriad of unfamiliar issues. Our
meetings offer information, clarity, and support as you
negotiate the journey after cancer treatment.

Page Tolbert, CSW

Grace and Grit: A Women’s Circle
MONDAY EVENINGS, MEETS WEEKLY - 12 SESSIONS

The initial crisis of cancer may be one aspect of a more
complicated picture. Some women find broader emotional
and practical issues emerging when treatment ends. Join
us in a group that will provide a shared opportunity for
education, problem-solving, and support.

Ilyse Lesser, CSW & Linda Roberts, CSW

Making Today Count:
Living with Recurrent or Advanced Cancer

MEETS MONTHLY – 160 E. 53RD ST.
This 5-part workshop will address issues and help you
build skills and strategies in this challenging time.



You can do all the things you want
or need to do and have cancer at the
same time. You have to think of cancer
as something to do when there’s nothing
on TV. In our house, “Dad has to go to the
hospital” doesn’t have the same fearful
resonance that it might in another
household. When hospitalization has
been necessary, I speak to the kids on
the phone in the morning before they
leave for school, and they call me when
they return home in the afternoon. We
talk around dinnertime and before they
go to sleep. The only times we haven’t
talked is when I’ve been in surgery or in
the ICU where there are no telephones
for the patients. Though I have spoken to
them from the Recovery Room when the
nurses have stretched the phone cords
to my bed.

I don’t think of myself as being sick
because I don’t want to let my health
interfere with the things I want to do. My
children are now 11 and 9 years old, and
as they’ve grown up — and as I have 
battled two forms of cancer — it’s been
paramount to me that their lives be 
completely normal. My wife has made
the bridges between a normal family life
and my health crises seamless. We have
never missed an open house at school or
one of the kid’s soccer games. We’ve
never let surgery or chemotherapy or a
bone marrow transplant get in the way of
those activities that make up a normal
life. I say “we,” but of course I mean my
wife. I have invariably missed days and
even weeks in the lives of my children,
but my wife has covered for
me. Whatever emergency I
have had, at the end of the
day — and sometimes the
end of the day is the next
morning — my wife goes
home and takes the kids to
the bus stop or to the end-of-
the-year school picnic.

The time spent dealing
with cancer has been like
hurricane season in the
Caribbean. You know there are going to
be major disruptions; you just don’t

know when.  I carry on as if nothing else
has happened or might, and I try to 
continue my work through whatever 
situation presents itself. Careful not to
let all this medical stuff intrude too
much on the rest of my life, when I had
left-lung surgery at the end of November
in 1996, I remember telling Dr. Manjit
Bains that I wanted to go skiing in
December, five weeks post-surgery. An
avid skier himself, he just smiled and,
since I was on pain medication, asked
me not to run into any trees.

When I was hospitalized for my bone
marrow transplant, the kids came to visit
me on the weekends, although I was in
isolation and they had to don gloves and
masks and gowns. They were small then,
so they really swam in those protective
clothes. We played Operation together—
you know, the game where the red nose
lights up and a buzzer goes off when you
try to remove the patient’s bone. We had
been playing the game a lot at home and
it seemed humorously appropriate to do
so in the hospital setting.

When hospitalized for long stretch-
es, I longed for the times that I’d read the
kids bedtime stories, so much that I
began writing a series of stories for them
called “Mr. Turtle and Mrs. Snake,” typed
on my laptop in my hospital room. 
Mr. Turtle was a crusty old bachelor, and
his neighbor across the pond was 
Mrs. Snake and her seven children, the
snakeys. I used to make myself laugh,
and it wasn’t simply the drugs because
the kids laughed too.

I have been a runner since
high school. Being in condi-
tion, and, more importantly,

striving to be in condition,
has meant a lot to my

recovery from chemothera-
py and surgery. My kids have
recently begun to run with me
in a park near our home — and
running past me. My son is
now outpacing me, and on a 

three-mile run he stays with his dad just
to be nice. These moments with them
running alongside a lake or under a

canopy of leaves erase much of the
unpleasantness of pre- and post-surgery,
of blood transfusions and chemotherapy.
These moments are the reason I continue
to go through it all.

I have been fortunate to have a 
positive attitude and to have been able
to maintain it in the face of major
assaults and obstacles. I have been at
this real-life game of Operation a long
time and know you cannot worry yourself
well. Nor do you get any points if the
worst thing you imagined happening
actually does. Instead, I concentrate on
the things I can do something about. I
know I’ll get well, but at this particular
moment, I need to ensure that someone
meets the school bus at 3:25.

Stephen Mantell is a writer, director, and
producer of children’s and documentary programs.
He lives in Westchester County with his wife and
two children.
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Staying the Course
continued from page 1

PTRP offers a variety of community
lectures and workshops for cancer
survivors. Family, friends and health-
care professionals are welcome. 
Pre-registration is necessary. For fur-
ther information, please call (212)
717-3527

A Different Kind of Tired: Managing
Cancer-Related Fatigue

TUESDAY, MARCH 19 4:00 – 5:30 PM

Join our panel for discussion on
restoring physical and psychological
energy after treatment.

Lois Almadrones, RN, MPA, 
William Breitbart, MD

Donna Wilson, RN

Living with Sarcoma: An Update

WEDNESDAY, APRIL 17 5:30 – 7:00 PM

Please join Murray Brennan, MD,
Chairman of the Department of
Surgery at MSKCC, for an overview of
the latest information on advances
regarding sarcoma treatment and
quality of life issues.

SEMINAR/WORKSHOP
SERIES



Sarcoma Update Winter 2002

Memorial Sloan-Kettering Cancer Center 7

TELEPHONE NUMBERS FOR PATIENT SERVICES

Medical Services
Physician Referral Service 1-800-525-2225

*For persons who wish to come to MSK for prevention
programs, diagnosis, treatment, or a second opinion.

Radiation Oncology
Dr. Michael Zelefsky 212-639-6802
Dr. Kaled Alektiar 212-639-7981

Surgical Oncology
Dr. Murray Brennan 212-639-6586

MSKCC Support Services
Department of Social Work 212-639-7017
Post-Treatment Resource Program 212-717-3527
Department of Psychiatry and
Behavioral Sciences 212-639-3900
Genetic Counseling 212-434-5149
Integrative Medicine Center 212-639-4700
Chaplaincy Service 212-639-5928
Cancer Information Service 1-800-4-CANCER

*General information provided through a National Cancer
Institute-funded program, Callers from outside the New York
State office’s service area will reach another regional office.

Patient Representatives 212-639-7202
*For issues relating to MSKCC service to patients and families

Support Services Outside MSKCC
American Cancer Society 212-586-8700
Cancer Care, Inc. 212-302-2400
National Coalition for Cancer Survivorship 888-650-9127

We Want to Hear From You!
Sarcoma Update is designed to educate you and answer your
questions and concerns about issues related to sarcoma.
While our primary goal is to provide information regarding
the medical and psychological aspects of sarcoma, we also
hope to provide a forum for patients and caregivers. We invite
those readers who have had sarcoma as well as their family
members and friends to share experiences with other readers.
Send your stories, thoughts, comments and concerns to:

Sarcoma Update
Memorial Sloan-Kettering Cancer Center
P.O. Box 177
1275 York Avenue
New York, NY 10021

Or send us an e-mail at: gordon3@mskcc.org. We look forward
to hearing from you!
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As someone who had completed surgery,
chemotherapy, and radiation six months 
earlier, I wasn’t wise enough to sense that
something was wrong: I felt alone.

Despite loving family and friends sur-
rounding me, I didn’t think of what it might
mean to be with people in my situation. My
daughter, more clever than I, suggested that
I consider joining a support group. I had been
in smoke-ending groups, unsuccessfully, and
had found them to be more interesting than
helpful. The idea of entering a group con-
cerned with illness, a far more immediate
matter, gave me a sense of relief, over what I
was convinced (in advance) would make me
feel that I belonged.

I discovered that the daily coping with
treatment, post-treatment, and a lingering
anxiety had shut out any concrete sense of

what had actually happened; it had been a
series of events without unison, without
deriving an overriding grasp of how I really
felt. The dramatic surprise was that I, who
have spent far too much of my life being 
preoccupied with the opinions of others, saw
shyness or trepidation or self-consciousness
fly out the window.

For me, the outcome of being in the
Grace and Grit group at the Post-Treatment
Resource Program was that what is possibly
as isolating a pronouncement as exists —
“You have what may be a fatal illness” — was
transformed by a new light. A window
opened, and we were able to say, “We have
been frightened. We were stopped dead in
our tracks. And then we helped one another.”

Dorothy Ruddick is an exhibiting artist who does
paintings and small sculptures. She lives in New York City.

Finding You’re Not Alone
By Dorothy Ruddick
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The Kristen Ann Carr Fund

The Kristen Ann Carr Fund supports medical and psychological
research in soft-tissue sarcoma. The Sarcoma Update and other
programs are made possible through the generous support of this
fund. Inquiries about the Fund or contributions may be directed to:

The Kristen Ann Carr Fund
80 Mason Street
Greenwich, CT 06830


