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Sharon Monsky: A True Hero
October 23, 1953 - May 11, 2002

It is with great sadness that 
the Scleroderma Research 
Foundation announces the pass-
ing of its founder and chairman, 
Sharon Monsky. At 48 years old, 
Sharon lived a life filled with 
more adventure and accomplish-
ment than most people who have 
lived twice as long.  After fight-
ing a battle with scleroderma for 
nearly 21 years, she passed away 
on Saturday evening, May 11 in 
Santa Barbara, due to complica-
tions caused by the disease.
 She was born on October 23, 
1953 in Omaha, Nebraska. As a 
young girl, Sharon was a nation-
ally ranked figure skater and one 
of the top Olympic contenders in 
the United States. In 1965, she 
was the youngest female figure 
skater to have ever achieved 
the Senior Ladies’ Gold Medal 
Compulsory Skating Award.
 Sharon met her best friend 
and future husband, Mark Scher, 
at Pitzer College, where she later 
received her BA in Economics, 
and graduated at the top of her 
class. As a new graduate, she 

“Sharon Monsky was a true 
hero, not only to her friends 
and to those who loved her, 

but to the entire medical 
research community.  She 

put scleroderma on the map, 
almost single-handedly.”

moved to San Francisco where 
she worked on the Pacific Stock 
Exchange for First Chicago and 
ran the most active options trad-
ing desk at the exchange – stand-
ing on a box to compensate for 
her petite 5-foot-1-inch stature 
as she barked out orders. Sharon 
received her MBA from Stanford 
University Graduate School of 
Business in 1980.
 By 1982, she had been hap-
pily married for five years, was 
embarking on a career as a man-
agement consultant at the presti-
gious consulting firm, McKinsey 
and Co., Inc., and was consider-
ing starting a family. So when 
doctors told her that she had 
scleroderma and just two years 
to live, she was devastated.
 Two decades later, Sharon had 
beaten the odds in every way. 
She valiantly battled the disease 
and used her time to wage a war 
against scleroderma. She lived 
twenty years beyond the doctors’ 

expectations and, with her gifts 
of charm, intelligence, persever-
ance, and incredible courage, 
dedicated her life to making a 
difference. That dedication to 
making a difference is the legacy 
that will, one day, save hundreds 
of thousands of lives.
 At the time of her diagnosis, 
Sharon was shocked 
to learn that many 
professionals in the 
medical field had 
never even heard of 
her illness. Frustrated 
by the lack of aware-
ness and scientific 
research, she put 
her business skills 
to work by found-
ing the Scleroderma Research 
Foundation. The Foundation 
exists today as the only orga-
nization in the nation dedicated 
exclusively to finding a cure 
for scleroderma. Over time, 
she brought together many of 

The Scleroderma Research Foundation has created the Sharon Monsky Memorial Fund.
Donations can be sent to 2320 Bath Street, Suite 315, Santa Barbara, CA 93105

the nation’s greatest scientific 
minds to build a unique and col-
laborative research program that 
is regarded as a model by the 
United States government. 
 Thanks to her work, more 
than $14 million has been raised 
to date for innovative research. 
She believed very strongly in the 
Foundation’s slogan, “Together 
we can make a difference.”
 Sharon was well-known 
across the country for her tenac-
ity, her ability to motivate people 
and, most of all, her unwavering 
courage. Even after her passing, 
Sharon’s battle with sclero-
derma continues to be fought 
by the ongoing efforts of the 
organization she began.  With 
new fervor, the Scleroderma 
Research Foundation will press 
forward to fund and facilitate the 
most promising, highest quality 
research – and place the disease 
and the need for a cure in the 
public eye.
 Sharon Monsky once said, 
“I’m in the business of finding a 
cure for scleroderma… And the 
best thing of all is that I’m in the 

business to go out of business.” – 
Sharon is no longer with us, but 
her spirit and the Foundation she 
started – along with the scores of 
people who were touched by her 
life – will continue the fight until 
a cure is found.
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The Scleroderma Research Foundation is a 
nonprofit corporation dedicated to funding 
and facilitating the most promising, highest 
quality research and placing the disease & 
its need for a cure in the public eye
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“Who raged more against the 
passing of the light than Sharon 

Monsky? Who fought harder 
for life, fighting until she had 

nothing left to fight with? Sharon 
fought for herself, for others 
who suffer from her terrible 

disease, for all of us.

She fought to let us see 
that every hour is a jewel; 

every friend a treasure, to be 
cherished while we still can.

She fought to let us see how 
to, as she would often say, 

“make a difference.” To make 
a difference, she taught us all 
we have to believe with every 

fiber of our body, no matter how 
small. And she taught us we 

must never, never be ready to 
give up when someone says 

“No”.

Perhaps she didn’t really know 
this, but she taught us, taught 

all of us, the true secret of real 
happiness. It is to give freely 

without thought of recompense 
or reward.

The gifts Sharon gave us lay 
a burden on those of us who 

are scientists and doctors. 
We constantly ask ourselves, 

could we have done better, 
worked harder, thought more 
deeply to save lives?  I know 

how Sharon would respond to 
that if she were here. Sharon 

would say in her practical, down 
to earth manner, “Reg, I don’t 
see the usefulness of thinking 
this way. If you REALLY care 

about scleroderma, don’t lament 
the past. Do something for the 

future…Go cure it now.”

So let’s do that. Let’s cure 
this thing so that in the future, 

the Max’s, Samantha’s, and 
Montana’s (Sharon’s children) 

of the world can have their 
mothers longer; and the Reg 

Kelly’s can keep their friends.”

Regis Kelly, Ph.D.,
Executive Vice Chancellor, 

Office of Research,
U.C. San Francisco

2002 Scientific Workshop
Collaboration Brings Progress

The tenth annual workshop 
of the Scleroderma Research 
Foundation was a model of col-
laboration in scientifi c research. 
The meeting, held March 9-10 
in San Francisco,  gathered 
Foundation-funded investiga-
tors, members of its Scientifi c 
Advisory Committee, and expert 
guests to review research progress.
 The San Francisco meet-
ing refl ected the Foundation’s 
innovative—and powerfully 
effective—approach to research, 
which emphasizes collabora-
tion and cooperation across 
scientifi c disciplines, institutions 
and public/private boundaries. 
In addition to top scientists 
reporting on and discussing 
Foundation-funded research, dis-
tinguished experts in the fi elds of 

Champion, both from Johns 
Hopkins University.
 “What we’ve done beauti-
fully at this meeting is to bring 
in experts who look at the world 
in new ways,” said Dr. Bruce 
Alberts, President of the Na-
tional Academy of Sciences and 
a member of the Foundation’s 
Scientifi c Advisory Committee. 
 The dynamic, high level dis-
cussions among the scientists 
stimulated new ideas and direc-
tions for future research, clarify-
ing the important next steps in 
the Foundation’s mission to end 
the suffering caused by scleroderma. 
 The Foundation’s focused re-
search program addresses the au-
toimmune, vascular, fi brotic and 
infl ammatory processes of this 
degenerative, often life-threaten-
ing disease. “Scleroderma is very 
complex,” said Dr. Alberts. “It’s 
a wonderful puzzle besides be-
ing a terrible disease. When we 
understand it, we’ll understand 
more about human biology and 
tissue regulation.”
 This visionary approach to 
scientifi c research is the work of 
the founder and chairman of the 
Scleroderma Research Founda-
tion, Sharon Monsky. She saw, 

Chairman Sharon Monsky welcomed 
participants to the Foundation’s 10th 
Annual Scientifi c Workshop.

New Post-doctoral Fellows Laura Hum-
mers, M.D., and Hunter Champion, M.D., 
Ph.D., attend the March workshop.

June 28, 2002

Dear Friends,

On May 11th, the Scleroderma Research Foundation suffered a great loss, one that has reverberated around the entire medical 
research community. Sharon Monsky, founder, Chairman and CEO of the Scleroderma Research Foundation, succumbed to her long 
and heroic struggle against this dreadful disease.

For all of us fortunate enough to have worked with her, Sharon was an inspiration – showing us how to live life fully, richly and 
gracefully. Sharon had a rare mix of energy, drive, vision, compassion, and passion. With these assets, she overcame the physical 
liabilities of her disease and built the Scleroderma Research Foundation into the leading non-profit institution focused on the research 
that will enable the cure. Her family and the Foundation – her proud achievements – mark her tremendous and exemplary life. 

Sharon understood that research is a journey; one that likely would not be completed in her lifetime. She understood that the journey 
had to begin somewhere, that, ultimately, an understanding of scleroderma would emerge, and from there a cure would be found. 
Sharon assembled a world-class group of scientific advisors to help her identify the avenues to pursue.  These same advisors are 
still committed to the Foundation, including such luminaries as Dr. Bruce Alberts, the current President of the National Academy of 
Sciences. Sharon also spearheaded the capital campaign to fund groundbreaking research – raising over $14 million. A special thanks 
must be extended to our generous donors whose support has enabled the tremendous progress we have made. Today, the Foundation 
is funding a spectrum of projects in leading institutions from the University of California San Francisco to Johns Hopkins University. 
And, we have finally turned the corner on understanding the disease.
 
The Foundation staff and Board of Directors deeply feel the loss of Sharon’s presence, but at the same time we want to convey 
to you our absolute commitment to continuing the pursuit of a cure for scleroderma.  We have made changes at the Foundation to 
ensure our further advancement.  I have been elected as Chairman and we will hire a President.  In the interim, I will operate as 
President supported in a very large measure by the other members of the Board and the staff.  

I have no illusions that I can fill Sharon’s shoes.  However, leveraging all the components of the organization that she built, 
including the scientific advisors, the donor roll, Cool Comedy – Hot Cuisine, the Board, and the staff, I look forward to helping the 
Scleroderma Research Foundation fulfill its mission.  By way of introduction, I am currently a general partner and vice-chairman at 
MPM Capital, an investment firm focused on building and financing young healthcare companies.  Over the past 12 years, I have 
been intimately involved in the creation and growth of many successful organizations and have raised the capital to support great 
entrepreneurs and scientists. I received my undergraduate scientific training in Molecular Biology at Princeton University and earned 
my Ph.D. at UCSF in the Department of Biochemistry. In 1998, I was diagnosed with scleroderma.  On behalf of the more than 
300,000 Americans who suffer with scleroderma, I am dedicated to our goal: We are in business to go out of business.  

I speak on behalf of the entire Board of Directors in saying that I truly believe, with your sustained support, the Foundation is poised 
to make tremendous progress. It is clear to all that the research we have supported – and you have funded – is just now beginning to 
yield an understanding of this complicated disease.  Our scientists and scientific advisory board are among the most celebrated in the 
nation and their commitment to a cure is unwavering.

As Chairman and Acting President of the Scleroderma Research Foundation, I assure you that the mission Sharon Monsky has 
articulated will remain our mission until a cure is found. Her legacy will carry on and her perseverance will continue to inspire us.

With warmest regards,

Luke Evnin, Ph.D.
Chairman of the Board of Directors
Scleroderma Research Foundation

vascular biology, neurology, and 
the private biotechnology sector  
participated as special guests. 
 Among the guests, noted vas-
cular experts Dr. Michael Simons, 
Dartmouth Medical School, 
and Dr. Stephen Schwartz, 
University of Washington, were 
in attendance to provide insight 
into the vascular components 
of scleroderma. Dr. Paola 
Sandroni, Mayo Clinic, reported 
on the Foundation-funded study, 
“Evaluation of Autonomic 
Function in Scleroderma,” and 
Dr. Ann Poncelet, University 
of California, San Francisco, 
reported on other neurologi-
cal issues in scleroderma. Dr. 
Andrew Leask, FibroGen, 
Inc., shared his expertise on 
potential scleroderma therapies 
from the perspective of private 
industry. Also in attendance 
were two of the Foundation’s 
new Postdoctoral Fellows, Dr. 
Laura Hummers and Dr. Hunter 

early in the Foundation’s his-
tory, that collaboration across 
disciplines, and shared ideas and 
resources—from information to 
tissue samples—would advance 
the science more rapidly to a cure.
 “Sharon inspires us to not only 
look at this disease, but helps us 
to do something more rational 
and effective on a variety of con-
nections between basic science 
and clinical disease,” Alberts 
said. “The major challenge is to 
make better progress by making 
better connections.”



Special Recognition and Appreciation
The Scleroderma Research Foundation gratefully acknowledges the many individuals, corporations & foundations

whose generosity helps fund our critically needed research program. The following list reflects 
gifts the Foundation received between October 1, 2001 and April 30, 2002.
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Edward & Lida Robinson
 Charitable Trust

Gap, Inc.
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Donations of $10,000 and above
Volunteers in the Found-
ation’s Cure Advocate 
Program have raised over 
$452,000 since its incep-
tion in 1996!  In the last 
two years alone our Cure 

You Can Make a Difference!
Cure Advocates Partner with SRF

ture:  Individuals partnering 
with their own families and 
friends—using their creativity 
and resources—to hold events 
such as bowling tournaments, 

dinner dances, and 
rummage sales. 
They donate the 
proceeds to sup-
port our research 
efforts.  From a 
300-part icipant 
golf tournament 
held at a country 

club to a simple craft show 
in someone’s backyard, the 
commitment of these indi-
viduals to make a difference 
has played a major role in SRF’s 
continued success.
 If you would like more 
information about this vital 
program to raise awareness 
and funds, please contact the 
Foundation at (805) 563-9133 
or visit sclerodermaresearch .org.

Cure Advocates help both 
to fund basic research and 
to further the Foundation’s 

mission of bringing the need 
for a cure to the public eye.

The Fourth Annual 
Scleroderma Scramble Golf 
Outing was held June 1st in 
Cleveland Ohio. 
Tim Dziak 
and his fam-
ily inaugu-
rated this suc-
cessful fund-
raising event in 
1999 to honor 
the memory of 
their mother, 
Patricia, who lost 
her battle with 
scleroderma in 
1998. With regard to 
his tournament, Tim likes to 
say “it’s a small thing we do.”  
Not to us! This fundraiser has 
helped to raise thousands of 

Scleroderma
Scramble

A Big Success

Research Progress Update
Scleroderma Coming Into Focus

A clearer picture of sclero-
derma came into focus when 
investigators, advisors, and 
expert guests met in San 
Francisco this past spring for 
the Scleroderma Research 
Foundation’s scientific work-
shop. With Foundation scien-
tists addressing the major com-
ponents of this complex, mys-
terious disease—fibrosis, auto-
immunity, vascular defects, 
and neuropathy—important 
new ways of thinking about 
scleroderma are emerging.
 Scleroderma, which is Greek 
for “hard skin,” has long been 
studied from the angle of the 
fibrosis process, which hard-
ens and scars tissue and, as it 

progresses, leads to the seri-
ous often fatal complications 
of the disease. It may be true, 
however, that other underly-
ing processes are contributing 
to tissue damage. The fibrosis 
process may not be aberrant 
as first hypothesized, but 
instead is the body’s healing 
method after abnormal dam-
age has occurred. In fact, 
increasing evidence suggests 
that scleroderma may have an 
underlying vascular pathology. 
 Emerging from the work-
shop is the view that the fun-
damental defect may be in the 
vascular system, particularly 
in smooth muscle cells that 
regulate the response of arter-

ies to chemical (adrenaline) 
and environmental stimuli 
(cold). For most scleroderma 
patients, the initial symptom 
is a vascular crisis. Over 95% 
of scleroderma 
patients have seri-
ous Raynaud’s 
Phenomenon in 
their hands, feet, 
and occasionally 
nose and tongue. Exposure to 
cold causes a decrease in skin 
blood flow in everyone and is 
a normal, protective response 
to reduce heat loss. However, 
individuals with Raynaud’s 
Phenomenon have an exagger-
ated response to cold and their 
skin blood vessels constrict 

too much and for too long.  
In the last year, Dr. Nicholas 
Flavahan at Ohio State 
University has uncovered the 
molecular mechanism of why 

blood vessels constrict when 
exposed to cold. He has iden-
tified a natural thermometer 
or thermosensor in skin blood 
vessels. This thermosensor is 
a protein called the alpha2C-
adrenergic receptor (alpha2C-

Event Date City/State Contact

6th Annual Ricky Clark Memorial 10/31/02 Adairsville,GA Vickie Goswick - rcm4hope@aol.com
 Celebrity/Amateur Golf Tournament

6th Annual Ricky Clark Memorial 11/1/02 Adairsville,GA Vickie Goswick - rcm4hope@aol.com
 Dinner Banquet/Auction/Dance at Barnsley Gardens

Wine Tasting/Dinner - In Memory of Fall 2002 Vermilion, OH Kent Hageman/Sandra Kovach
 Vicky L. Zbrezny-Robbins

Christmas Craft Raffle Winter 2002 Rohnert Park, CA Terry Courtney

Patricia Dziak Memorial Scleroderma Scramble Golf Outing 6/1/02 Cleveland, OH Tim Dziak - tjdziak@ameritee.net 

Summerfest ‘02 - Potluck/Picnic/Raffle 8/24/02 Cuyahoga Falls, OH Margaret Kiniatis 

Pinnacle Construction of Austin - Golf Tournament 10/14/02 Austin, TX Beth Selby-Lasita 

The Captain’s Corner Open 6/14/02 Menesha, WI Mary and Jack Fulton

Sandra Hazelhofer Memorial Golf Tournemant 6/21/02 Livermore, CA Jerry Hill - jelyhill@att.net
 (www.bayareasclero.org)
 
“Scare Out Scleroderma” - Joan Kosmach Memorial Benefit 10/27/02 Houston, TX Diane Schumacher

“Strike Out Scleroderma” - Joan Kosmach Memorial Benefit 11/2/02 Lombard, IL Bill Kosmach/Diane Schumacher

Perona Farms Annual Dinner 1/14/03 Andover, NJ Mary Avondoglio
 
September Reverse Raffle to Benefit 9/20/02 North Royalton, OH Diane Casini
 the Scleroderma Research Foundation

Cure Advocate Event Schedule

Growing evidence suggests 
that scleroderma may have an 
underlying vascular pathology.

dollars toward cutting-edge 
research and hundreds of 
golfers have enjoyed every 
minute on the green. After 
the turn (9th hole), partici-
pants were treated to refresh-
ing food and drink, and then 
sent back out to compete for 
prizes to be awarded at the 
gourmet dinner that imme-
diately followed.  In a post-

event interview, 
Tim was excited 
to share that 
the 2002 event 
w e l c o m e d 
many new 
participants 
who learned 
about scle-
r o d e r m a 
for the 
first time 

and enjoyed the 
party at the 19th hole. The 
Scleroderma Research 
Foundation would like thank 
Cure Advocates like Tim who 
really do make a difference!

continued on page 6

Advocates have raised over 
$200,000 toward critical 
research that has helped lead-
ing scientists to understand 
the mechanisms of this life-
threatening disease. Cure 
Advocates help both to fund 
basic research and to further 
the Foundation’s mission of 
bringing the need for a cure 
to the public eye.  
 The uniqueness of this 
program lies in its struc-
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Catherine Biondo
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Sue Bryan
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Caroline Colson
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Howard Coopersmith
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In Honor
Contributions made in honor of special people and occasions make a significant impact on our research funding abilities.

The following individuals were honored between October 1, 2001 and April 30, 2002 by family members and friends
who acknowledged their loved ones by making a gift to the Scleroderma Research Foundation.

Maria Erland
Traci Farr
Heather Farris
Montana Feiger
Sandy Fellerman
Pamela Feltman
Liz Feniger
Susan Feniger
Bill Feniger
Heather Ferris
Vicky Fisher
Linda Forman
Eva Fractman
Nicole Freeman
Lynda Fusco
Mattie Gaither
Nanette Galfond
Alda Gasparetti
Leonard George
Brette Gershenson
Susan Getman
Shelly & Jerry Goldman
Cindy Goodwin
Karen Gottesman
Alan Gottlieb
Grace 
LaRae Gracyalny
Brandi Gregory
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Patricia Higdon
Mr. and Mrs. H. Hsieh
Phyllis Hursh
Michelle R. Jacobs
Leslie Jaumot
Jay Jocham
Frank Jung
Dustin Kay
Christine Keever
MaryAnn Keisler
Caroline Middaugh Kent
Margaret Kinaitis
Theresa Kinzy
Joe Kirshenbaum
Grace Konisiewicz
Mary Kovacs
Elizabeth Kuhn
Barbara Lankosz
Pamela Latham

Fei Lee
Sandy Leibowitz
Shirly Lerner
Nancy Leskanich
Donald Levinson
Amelia Limon
Patti Lind
Kathy and Joe Magliochetti
Jeanette Malanowski
Susan Maller
Susan Manchester
Mary Mangan
Holly Mankes
Sharon and Dan Marchlack
Peggy Marsh
Jessie Masek
Gale Matis
Andrea Matis
Mildred Matis
Deborah McGravey
Thomas McGuinness
Marie McMullin
Donna Mirabello
Mr. and Mrs. Bill Munn
Elly Nadel
Lucy Negro
Neil 
Marian Nelson
Linda Nichols
Nancy Noteman
Summer Ordonez
Maria Parker
Josephine Parker
Mr. & Mrs. Sid Pearlman
Allison Peterson
Teresa Phillips
Josie Pickens
Dolores Piehl
Reno Piel
Mary Kay Place
Diana Pozen
Kristine Quattrocchi
Claudia Quintana
Laurie S. Rabin
John Raleigh
Janet  Redmiles
Maxine Reiff
Ben Reiff
Donald Ricard
Mary Jo Rigby
Doug Robinson
Sandra Roeder
Mary Romano
Loretta Mae Ross
Sudan & David Rubenstein

Bob Saget
Mr. and Mrs. Bernard Samuels
Jan Sanders
Adam Sandler & Jackie Titone
Dr. Sam Schatten
Matthew Schenone
Cindy Schlett
Mr. and Mrs. Doug Schultz
Peggy and Bill Schwartz
Mr. and Mrs. Ron Scott
Shani Scott Fjelstad
Darlene Segerstrom
Martha Shields
Leonard Shufler
Sheila Siegal
Andrea Sikes
Betsy Silberman
Leonard and Cecille Silverberg
Wendy Simonson
Dr. Harry Spiera
Marjorie Stark
Irene Statz
Kyran J. Stevenson
Beth Stewart
Janie Shirah Stump
Jack Sullivan
Barbara Ann Sunseri
Marjorie Swig
Priscilla Taggart
Angela Taylor
Annette Teodoro
Cecily Terra
Gina Thompson
Kathleen Ublasi
Vicki Vendegna
Daniel and Susanne Vizsolyi
Gisele Volpe
Marlene & Richard Waller
Mr. and Mrs. Eric Walter
Eve Weinberg
Randi Weinberg
Helga Weinberg
Sandy Wernick
Dick Westmeyer
Arline Wetter
Crystal White
Parm Williams
Lynne and John Williams
Shirley Willman
Dr. Kimberly Wilson
Mary Woitas
Shari Woldenberg
Kathy Wooten
Sharon Worrick
Barbara Zimmerman

“Sharon Monsky was an 
extraordinary person who was 
steadfast in her commitment 
to the support of research 
into the diagnosis and treat-
ment of scleroderma. Almost 
single-handedly, she raised 
the awareness of the public, 
of the scientific community, 
and of Congress about the 
potential devastation of hav-
ing scleroderma. She was an 
integral part of our NIAMS 
community, having served as 
a knowledgeable and passion-
ate member of our Advisory 
Council for 8 years. She will 
be dearly missed.”

Stephen I. Katz, M.D., Ph.D.
Director, National Institute of 
Arthritis and Musculoskeletal 
and Skin Diseases (NIAMS)
National Institute of Health 
(NIH) 

The Scleroderma 
Research Foundation 
is proud to announce 
the return of its star-
studded spectacular, 
Cool Comedy – Hot 
Cuisine. The 12th annual event is 
scheduled for November 1, 2002 
at Loews Santa Monica Beach 

Hotel on the Southern California 
coast. This year’s gala, “A 
Celebration of Life,” will honor 
the precious gift of life.

Cool Comedy-Hot Cuisine
The Legend Continues...

The TGF-beta pathway is 
thought to play a role in the 

fibrosis process.

AR). At normal temperatures, 
this protein is retained inside 
cells and is not functional; in 
the blood vessels, it is silent 
and doesn’t regulate blood 

flow. However, on exposure 
to cold, this amazing protein is 
shuttled out to the cell surface 
and signals the blood ves-
sels to constrict and decrease 
blood flow. In skin blood 
vessel experiments where Dr. 
Flavahan inhibits the function 
of this protein, the vessels no 
longer constrict when they are 
exposed to cold. Dr. Flavahan 
is extremely hopeful that 
therapy aimed at inhibiting 
the function of this protein 
will be an excellent treatment 
for Raynaud’s Phenomenon.  
These findings are pivotal to 
understanding the Raynaud’s 
process and should provide 
new insight into the vas-
cular changes occurring in 
scleroderma. Flavahan and 
colleagues also demonstrated 

that small blood vessels iso-
lated from scleroderma skin 
have a selective defect in 
alpha2-AR activity. Even as 
Dr. Flavahan continues to fur-
ther define the defect, a private 

company is con-
ducting late stage 
clinical trials on a 
specific inhibitor 
for alpha2C-ARs.  
If the inhibitor is 
specific, and if it 

is true that this subtype of the 
alpha2 receptor does mediate 
the hyper-reactivity to cold, 
the drug may prove to be a 
treatment for Raynaud’s. It 
could also potentially have 
a fundamental impact on the 
progression of scleroderma.
 Scientists in Dr. Antony 
Rosen’s lab, at Johns Hopkins 
University, have primarily 
been focused on characterizing 
the unusual autoantibodies that 
are generated in scleroderma. 
Evidence supports the case for 
destruction of cells by natu-
ral “killer” cells. These cells 
secrete granzyme B, a protease 
or enzyme that hydrolyzes pro-
teins. The protein fragments 
left after granzyme B digestion 
are seen by the immune system 
as foreign and antibodies are 
generated to these fragments.  
By detecting the unique cleav-
age activity of granzyme B, Dr. 
Rosen has observed signatures 
of granzyme B activity in 
scleroderma tissue, suggesting 
that this enzyme may be play-
ing an important role in the 
disease.  Dr. Rosen has also 
determined that granzyme B 
cleaves fibrillin-1, a critical 
component of the extracellu-
lar matrix.  The matrix is the 
scaffolding that supports the 
cells of the blood vessel wall.  
Drs. Flavahan and Rosen, are 
collaborating to determine the 
role of the extracellular matrix 
and the fibrillin system in the 
vascular dysfunction associat-
ed with scleroderma.    Indeed, 
decreased activity of fibrillin 
is associated with the destruc-

Cool Comedy-Hot Cuisine 
has raised millions of dollars 
for critical disease research.

 You won’t want to miss the 
mouth-watering cuisine of celeb-
rity chefs Susan Feniger and 
Mary Sue Milliken, in addition 
to once in a lifetime live auc-
tion opportunities and some of 
Hollywood’s brightest stars!
 Cool Comedy – Hot Cuisine 
is the premier fundraising event 
for the Foundation. It has raised 
millions of dollars for critical 
disease research and garnered 
national media attention helping 
place scleroderma in the public 
limelight. Entertainers already 
scheduled to perform include 
some of the biggest names in the 
industry. For ticket information, 
call (805) 563-9133.

research: continued from page 5

continued on page 13

The late John Candy lends his 
amazing talent at Cool Comedy-Hot 
Cuisine.

Robin Williams provides comedic support at the first annual Cool Comedy-Hot 
Cuisine in 1987.

Bob Saget, the Olson Twins and other guests enjoy Cool Comedy-Hot Cuisine 2001
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Mr. & Mrs. Glenn Kramon
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Mr. & Mrs. Brian Levine
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Ms. Patricia Musanti
Ms. Sherri Nelson
O’Brien Glass Co.
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Mr. Kurt C. Peterson
Dr. & Mrs. Ransom Pinck
Mrs. Nani Powers
Mr. & Mrs. Robert Price
The Quaker Oats Foundation
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Mr. & Mrs. Marc Rindels
Mr. & Mrs. Jon Roberts
Mr. Lewis Rockwell
Mr. & Mrs. Edward I. Rothschild
Mr. & Mrs. John R. Russell
Mrs. Mary F. Russell
Mr. & Mrs. Greg Savettiere
Mr. James Scher
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 & Ms. Roberta Goldberg
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Mrs. June Shomaker
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Mr. Shigeru Tasaka
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Dr. & Mrs. Alan Whitman
Mr. & Mrs. David Wilhardt
Mrs. Mildred Williamson
Mr. & Mrs. James R. Woldenberg
Ms. Jeanne Yao Kaneko
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In Memory
The Scleroderma Research Foundation wishes to express our deepest sympathy to the families and friends of the following people in whose

memory the Foundation received contributions to further our research program. The following list reflects the 
gifts the Foundation received between October 1, 2001 and April 30, 2002.

Mary Ann Abbate
Sally Ackerman
Betty Adamek
James Adams
Philip & Norma Altus
Velma Amidon
Mildred Amster
Nancy L. Anders
Pat Andersen
Laurie Annony Graham
Josephine Brunetto Aresco
Lou Ann Armintrout
Kathleen Arnault Cole
Cecile S. Atcheson
Della Aust
Michael Baio
Glen Baker
Shirley J. Ballard
Justin Ban
Susan E. Bardgette
Ray Battano
Thomas W. Bautz
Tom Beard
William Bears
Connie Becker
Margaret Beene
Margaret Bellano
Perrie Bentsen
Eva Berghian
Jack Bernstein
Ben Berry
Darlene Beutler
Dawn Blankenship Keaton
James Blansett
Morris Bloom
Florence Bloss
Naomi Blutinger
Rose C. Boczar
Donald Bohdalovsky
Amy Bondhus
Deborah Boroughs
Amy Boudhus
W. Lloyd Bowman
Maxine Bradas
Josephine Brandt
Olive Brooks
Marjorie J. Brown
Megan A. Brown
Pat Brown
John Jarvis Browning
Barbara Bryant
Barbara An Budd
Debra Burciago
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Marjorie Burgess
Barbara Burgin-Everist
Camille Cabanero
Ann Marie Calandrino
Ortencia “Artie” Camacho
Marilyn Carminati
Mary Louise Carolan
Irene Carreon
Jodie Caruso
Ben Casar
Irene J. Cassidy
Kathryn Catanzaro
Anthony Catanzaro, Sr.
David Charlebois
Elaine Chow
Betty Chutkow
Patricia Cisneros
Marie Clapper
Helen Clements
Bessie Clouse
Jean Cohn
Marie Collins
Toby Comer
Kathleen Connolly
Casey Connor
Donna Coor
Doris Corr
Doris Craig
Janet Craig
Frances Crane
Marie Czajkowski
Bob Dailey
Anna Damiani
Eve Daniels
Audrey S. Danielson
Braize Davi
Dorothy Davis
Robin Dawson
Marie DeLee
Karleen DeLude
Mary DeMartini
Honor Dempsey-Carter
Gary Denny
Robert DeNuto
Jerry DePerry
Kyle W. DeShazo
Joyce Dettmers
Chris Devan
Micky Di Sipeo
Carol Ann DiBernardo
Elsie DiVincenzo
Jeanne Doherty

Carrie Douglas
Frank B. Duggan
Eleanor M. Dunick
Emma S. Duvall
Gary Dwoskin
Carla Dwyer
Patricia  Dziak
Edythe Eastep
Pete Edelman
Jane Eggert
Mary Einspanjer
Dolores Hinkel Ellis
Jean Elverson
Betty Elwell Gayle
Margaret Enelow
Harold Farber
Charles Faust
Cynthia Fell
Harvey Ferer
Ruth Fischer
Doris Fortado
Sylvia Fox
Julio Francesconi
Dorothy ‘Topsy’ Franco
Harriet Frauer
Gramma Ann Friedman
Elsie Fryer
Helen Gardner
Betty Gayle
Beatrice Gaynor
Donna Geary
Edna Gempe
Angeline George
Connie Gfeller
Mark Gifford
Irene Gillis
Elizabeth Gilman
Clara Glick
Mr. and Mrs. George Goldman
Perla Gonzalez
Carole Goode
Barbara Gottfried
Sharonda Graham
Carolyn  Gray
Marie Gray
Naida Greco
Gloria Bernice Grey
Sylvia Grossman
Margaret A. Guelker
Sylvia Gutierrez
Lauro Gutierrez
Betty Hackfeld

Iona Hager
Debbie Hall
Kenna Hallson
Dick Hamilton
Henrietta Hampton
Marcia Hanna
Mary Harrison
Madeline Hartlieb
Walt Hausladen
Sandra Hazelhofer
Daniel Heekin
Phoebe Heim
Alice Jane Heim
Edward H. Heinbaugh
Dorothy Heinlein
Geraldine Henney
Rose Hernandez
Florence Herring
Sheila Hill Murray
Kathryn Doub Hinman
Patrick Hoey
Sally Holmes
Christine Hoover
Georgia Hossli
Carolyn I. Howard
Kathleen Howard
Earl Howley
Maria P. Hudak
Mary Nell Hutchens
Geannie Ito
Catherine Jablonsky
Flora Jackman
Herb Jacob
Riba Jacobson
Louise Jenkins
Mrs. Robert Joe
Bonajean Johannsen
Janice Johnson
Georgia Jones
Jane Joyce
Loretta L. Jung
Janet Kanzler
Karen Karl
Jerome Kasprzyk
Charles Katz
Shelby Kelley
Betty  Kellner
Georgianne Kerkas
Donald Kesterson
Soh Yung Kim
Lou Ann King
Grace Kirby
Ann Kleban

Marge Klein
Juanita Hopkins Knight
Mrs. Mieke Knipple
Margaret Kohn
Georgeanne Korkos
Kali Korn
Patricia Kowal
Helmut Kramer
Karol Krenz
Debbie Doll Krol
Joan Kroutil
David Kruger
Marie La Spada
Helen Lain
Barbara Laiter
Carmen Lamera
Terry Lane
Kerry Adair Larkin
Ms. Keith LaSala
Suzanne Latimer
Donna Latino
Evelyn Leakos
Grace Lee
Warren LeFevre
Jan Lehman
Beverly Leigh
Johanna Lerche
Myra Levine
M. Susan Lewis
Grace L. Liberato
David Liston
Sarah Lockhart
Jayne M. Lynam
Harvey Machov
Marjorie Makynen
Raymond Malkin
Brenda B. Malone
Frank Marisi
Theresa Marone
Bruce Martin
Madelyn Mason
Lola Masor
Dr. Masor
Ruby McCall
Mary L. McDowell
Mary Ellen McGeary
Goldie McGlothlin
Kathryn McLaughlin
Nancy Records McLenna
John McNair
Elizabeth F. Megliola
Ruth Melamed
George N. Melinette
Jean Mitchell Mellish
Dominic Menaguale
Carlos Mercado
Kerri Metzger
Marian Meyer

Margaret Rose Meyers
Eve Milani
Phyllis L. Miller
Hisae Inoue Miller
Joyce Mineart
Berta Misa
Carole Molinaro
Phyliss Monistere
Sharon Monsky
Carroll Montgomery
Linda  Moore
Leslie Moore
Elmer Moore
Patricia Morris
Barbara Mullo
Paul Munesue
Vergene R. Murdock
Genevieve Musanti
Edna Musialowski
Ms. Nahavandian
Zana P. New
Theresa Niemiec
Maxine Nies
Valerie Niles
Nan Norcross
Wesley Novotny
E. G. Nunez
Clare O’Connor
Anthony Oestreicher
John Brian Olexa
Lucille Oliva
Robert Olmstead
Margaret Olson
Connie Palladino
Anthony Parlato
Jay Parsow
Ed Pate
Linda Pendergast
Ruth Perkins
Marjorie Peters
Kathryn Petersen
Catherine Petta
Grace Pezrow
Charn Pickford
Pauline Poe
Dorothy Polk
Carlin R. Popke
Iris Potter
Kay Presley
Dolores Pruett
George L. Rackmyer
Juan Ramos
Mary Rand
Alissa Reich
Jessica Reif
Delores Reinhardt
Carol Reynolds
Frances M. Rhine

Nicholas P. Richardson
Mary Jo Rinn
Sharla Robinson
Lucille Rogers
Marilyn Rogers
Walter Rollins
Belle Rosen
Judith Rosenthal
Jerry Rosenzweig
Mindy Roshon
Marie Rossie
Lee Rothman
Barbara Rubenstein
Robert Rubin
Roy R. Rufh
Rita Russell
Jean Ryberg
Thomasine Sabino
Eileen Sage
Gay Audrey Saget
Joseph Saget
Jean Sanders
Mary Lou Saul
Theresa Schade
Ada Schenone
Connie Schirmer
Helen Schnars
Rita Schneider
Milton Schneir
Jodie Schumann
Dean Edward Schwab
William F. Scott
Delores Seaman
Gary A. Sessler
Kent Sexton
Josephine Sgroe
Rosa Shaw
Dennis Sheridan
Monte E. Shomaker
Dorothy Shore
Vernon Shuler
Randi Shutan
Florene Siglowski
Lynette Rovere Silva
Joseph Skender
Zenobia Smith
Isaac Soorani
Dorothy Soper
Marco Sorge
Jim Spearman
Heidi Spector
Nancy Spitzer
Susan Spivack
Virginia Stachmus
Anthony Staiano
Dr James Steigerwald
Mrs. Stepanovic
Ruth Stephens

Goldie Stern
Patricia Stoddard
John W. Story
James Robert Stovall
Thomas G. Stucky
James F. Sullivan
Michael B. Sutton
Tad Swantek
William Tadel
Deborah Taylor
Kathryn Jean Taylor
Mary Teifke
Bernice Tesmer
Anne Teubl
Betty Thomas
Marjorie Thompson
Charles Toomey
Carmela Trupia
Judy Truxillo
Gladys Tully
Pauline Tychoniewicz
Allan Vail
Carolyn E. Venuti
Georgia Waddell
Jim Wadeson
Lorena C. Wallace
Christina Hinton Wallace
Cecile Klein Washofsky
Barbara H. Waters
Jesse (Jack) Watkins
Lena Mae Watson
Francis Weinbaum
Aurelia Weinberger
Mary Weiner
Harry Weisenburger
Roland Weiss
Pervie Wentz
Marcella Ann Westoby
Mary Wick
Gladys Wickline
Libby Wilk
Curley R. Williamson
Nate Willis
M.H. Wimberly
Nancy Wolfe
Diana Z. Wolfe
Ping Wong
Helen Wood
Edward Wuensch
Madeline Yannello
Joseph Yoshpe
Fay Young
Catherine Youngs
Victoria Zbrezny-Robbins
Marie Zepf
Joseph P. Ziegler
Marvin Zimmerman
Vicente Zuniga
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Charitable
Remainder Trusts

One of the easiest ways to 
benefit your favorite char-
ity is to establish a Charitable 
Remainder Trust (CRT).  You 
will receive a high rate of 
return for the rest of your life, 
avoid any capital gains tax, and 
receive an immediate income 
tax deduction. If you are age 
70 or older, you may want to 
consider a gift annuity, which 
offers higher payouts over a 
shorter period of time. The 
rates for both of these programs 
are very favorable and are pro-
tected by California’s Insurance 

are setting up tax-deductible 
contributions with the United 
Way. Contact your human 
resources department or office 
accountant for simple forms to 
help you set it up.

Sponsorships and 
Corporate Programs

Your support of scleroderma 
research through Cool 
Comedy-Hot Cuisine sponsor-
ships is greatly appreciated and 
always needed to support our 
vital work to stay on the cutting 
edge of science.  Since a great 
number of our supporters and 
event guests are celebrities and 
Fortune 500 executives, we 

are in a position to 
genuinely promote 
your business and 
create something 
unique that will 
make for a highly 

successful and mutually ben-
eficial experience.

Gifts of Stock

The Scleroderma Research 
Foundation welcomes stock 
donations through the receiv-
ing firm of Merrill Lynch: 50 
West San Fernando Street, 16th 
Floor, San Jose, CA  95113. 
The DTC Transfer Code 
is 5198. The Foundation’s 
recieving account number is 
233-07C83. To contact Merrill 
Lynch call Michael Craig at 
(800) 459-9632 or fax (408) 
283-3129.

Online Giving

The SRF Web site offers a fast, 
secure, and convenient way to 
make credit card donations. Visit 
us at  sclerodermaresearch.org 
to donate.

Your continued support really 
makes a difference!

Methods to Donate
SRF Needs Your Continued Support tion (catabolism) of functional 

blood vessels, as occurs in 
scleroderma. The  granzyme B 
mediated cleavage of fibrillin 
is potentially a very important 
finding and provides a mecha-
nism whereby the immune 
system could contribute to 
blood vessel catabolism in 
scleroderma.
 There remains intrigu-
ing evidence that one of the 
defects in scleroderma is in the 
transforming growth factor-
beta (TGF-beta) pathway that 
likely contributes to scleroder-
ma’s signature fibrosis process. 
TGF-beta is a critical growth 
factor in many cellular pro-
cesses including wound heal-
ing. Dr. Pascal Goldschmidt 
of Duke University Medical 
Center has found that a key 
protein—Smad7—which is 
normally responsible for regu-
lating the activity of TGF-beta, 
is missing in scleroderma cells. 
Dr. Goldschmidt is now work-
ing to understand the molecu-
lar mechanism underlying the 
observed Smad7 deficiency 

state of the art basic research 
has added immeasurably to 
the Foundation’s progress in 
understanding the processes at 
work in scleroderma. The same 
is true for the Foundation’s 
Bay Area Center, at University 
of California San Francisco, 
where Dr. Kari Connolly col-
laborates on key investigations 
and directs the Scleroderma 
Patient Registry and Tissue 
Data Bank, supplying tissue, 
serum, DNA and RNA for 
several Foundation-sponsored 
projects.
 Genetics studies at Stanford 
University School of Medicine 
make excellent use of tissue 
samples from Dr. Connolly’s 
program and are helping 
to characterize the disease. 
Postdoctoral Fellows Drs. 
Michael Whitfield and Ashley 
Chi are working with the 
new and extremely powerful 
tools of microarrays, which 

allow for the gene 
expression state 
of every gene in 
a cell to be inter-
rogated. By taking 
cells from patients 

at different sites and taking 
cells from patients at dif-
ferent stages of disease, an 
understanding of the genetic 
elements of scleroderma can 
be determined. Beyond char-
acterization, these experiments 
should also illuminate the early 
events in the disease progres-
sion and may even define a 
genetic predisposition, so that 
common precursors such as 
Raynaud’s phenomenon could 
be followed more closely in 
particularly susceptible genet-
ic backgrounds. It is possible 
that early intervention in the 
disease process could substan-
tially blunt the lethality or in 
any case, significantly extend 
lifespan for the patients.

Early intervention could signifi-
cantly extend the life span of 

scleroderma patients.

 A collaborative study with 
Dr. Connolly and Drs. Philip 
Low and Paola Sandroni at the 
Mayo Clinic was conducted 
this past year to determine 
possible autonomic nerve 
dysfunction in scleroderma 
patients. By most 
measures, the study 
showed no remark-
able autonomic 
dysfunctions with 
the exception of 
thermoregulation. Seven out of 
the ten patients showed clearly 
abnormal results in the ther-
moregulatory sweat test. A sig-
nificant finding showed many 
of the sweating deficits were in 
areas where the patients’ skin 
was seemingly uninvolved or 
unaffected by scleroderma. 
This finding, coupled with 
other observations during the 
workshop that uninvolved 
skin is defective, raised ques-
tions about a possible systemic 

“Sharon Monsky had enormous 
vision and foresight, as well as 
the inspiration and tenacity that 
it takes to make the unnatural 
happen. 

Unfortunately, the break-
throughs that we anticipate in 
therapies have come too late 
to save her life. But leading 
scientists have high hopes that 
others afflicted with scleroderma 
will live longer, healthier lives 
in no small part from a con-
tinuation of the research that 
would not have been started 
without her. Sharon has made a 
momentous difference, both to 
science and to all who were for-
tunate enough to touch her life.

We [the scientific community] 
all loved and admired Sharon. 
She may have thought that our 
nation’s leading scientists were 
being altruistic to volunteer 
their time toward helping with 
the Scleroderma Research 
Foundation’s goals.  In fact, we 
returned from our many interac-
tions with Sharon inspired by 
her demonstration of the power 
of human will over adversity 
– each gaining much more in 
spirit than we gave through sci-
entific advice.” 

Dr. Bruce Alberts, President, 
National Academy of Sciences

New research opportunities in 
vascular biology hold promise 

for future progress.

Through the generosity of 
Seabourn and Cunard Cruise 
Lines, SRF is pleased to offer 
you the opportunity to explore 
the western Mediterranean’s 
Italian isles, ancient Spanish 
strongholds and the glittering 
resorts of the French Riviera… 

hosts an exclusive 100 couples. 
To take part in this unique 
opportunity to Cruise for a Cure, 
simply place an advance bid 
above $10,000 (cruise is valued 
at nearly $30,000) or join us for 
the live auction at this October’s 
star-studded Cool Comedy – Hot 
Cuisine benefit.
 On board accommodations 
will be in a spacious 277-square 
foot Seabourn Suite, complete 
with a five-foot picture window 
overlooking the sea. Experience 
luxurious touches such as a 
private on-deck massage and 
revitalizing in-suite baths. 
Gourmet Magazine recently 
named Seabourn and Cunard 
the ‘Best Floating Hotels’ at sea, 
proclaiming that they “have cre-
ated a style that is often imitated, 
but never equaled.”

Cruise For a Cure
Help Fund SRF Research!

Dazzling 
Artist

Donates to SRF

Artist Paul Leasure has gen-
erously offered to create and 
donate an exceptional painting 
incorporating the theme for 
this fall’s Cool Comedy-Hot 
Cuisine gala, “A Celebration 
of Life.” Designed as a stun-
ning rural landscape, the piece 

continued on back cover

continued on back cover

research: continued from page 6 problem above the obvious 
symptoms. This points again 
to the possibility of identifying 
an underlying problem earlier 
in the disease progression and 
opening up the opportunity for 
early intervention.

Commissioner. Contact your 
tax advisor for details or 
visit www.irs.gov for more 
information. You can also call 
the Scleroderma Research 
Foundation for questions or 
assistance.

Employer Matched 
Contributions

Many corporations will match 
charitable gifts made by 
individual employees. If you 
are considering a gift, why 
not double your contribution 
by asking your employer if 
they offer a Matching Gifts 
Program?

United Way

The Scleroderma Research 
Foundation is a write-in for 
the United Way. Don’t miss 
this easy method of making 
donations to SRF when you 

SRF Web Site
Useful Tool to Learn More!

The Scleroderma Research 
Foundation encourages you to 
visit our updated Web site at 
sclerodermaresearch.org. In 
addition to a revised interface, 
we have redesigned the SRF 
research  and science section to 
include up-to-the-minute prog-

ress information and program 
highlights.
 Additional new features 
include detailed sections on our 
Government Affairs, Public 
Relations, Cure Advocate, and 
Sponsorship programs.
 Site visitors can also click 
on a new “slide show” link to 
view exciting images from past 
Foundation events and browse 
our innovative Available 
Resources section for a list of 
key contacts and other impor-
tant information.
 As always, we offer an easy 
and secure way to donate online 
and accept Visa, MasterCard, 
and American Express.

Sample detail of Paul Leasure’s artwork

will be highlighted by beautiful 
vistas, rose gardens, and bab-
bling brooks from a renowned 
California botanical garden.
 SRF Founder Sharon Monsky 
fell in love with Paul’s work 
when first introduced to it two 

in scleroderma. An important 
question is whether the defect 
is in the initiation of fibrosis 
or in the maintenance of the 
fibrotic reaction.
 Supporting these basic 
research investigations in 
the laboratories of the 
Foundation’s East Coast Center 
is the clinical core at Johns 
Hopkins University, directed 
by Dr. Fredrick Wigley, who 
collaborates on several of 
the projects. The university’s 
scleroderma clinic, one of the 
largest in the country, recruits 
research subjects and secures 
tissue and serum samples for 
these high level investiga-
tions. The marriage of exten-
sive clinical facilities with 

And the best part of all? - Your 
two-week voyage is tax-deduct-
ible! You and your traveling 
companion can also choose 
to experience the treasures of 
Rome, Florence, Venice, Seville 
and Barcelona… all from your 
traveling palace at sea, which 

 Discussions at the March 
scientific workshop helped 
clarify the critical next steps 
for the Foundation’s program. 
The Scientific Advisory 
Committee and Board of 
Directors are already consid-
ering strategic new research 
directions in order to pursue 
new opportunities—particu-
larly in vascular biology—and 
complement the outstanding 
progress the Foundation’s in-
vestigators have achieved in 
bringing the science closer to 
a cure.

SRF’s new Web interface.
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In	1986,	Sharon	founded	the	Scleroderma	Research	Foundation,	the	only	organization	in	the	nation	
dedicated	exclusively	to	finding	a	cure	for	scleroderma.

In	1987,	Sharon	joined	forces	with	longtime	friends	and	celebrity	chefs	Susan	Feniger	and	Mary	Sue	
Milliken	to	inaugurate	Cool	Comedy	–	Hot	Cuisine,	the	Foundation’s	star-studded	benefit	gala	featur-
ing	award-winning	cuisine	and	top	name	celebrity	entertainment.

In	1988,	President	Ronald	Reagan	and	in	1992,	President	George	Bush	personally	met	with	and	recog-
nized	Sharon	for	her	achievements	and	dedication	to	medical	research.

In	recognition	of	her	contributions	in	mobilizing	and	directing	scientific	and	medical	research,	she	
was	invited	in	1992	by	Dr.	Louis	W.	Sullivan,	Secretary	of	Health	and	Human	Services,	to	serve	a	four-
year	term	on	the	National	Arthritis	and	Musculoskeletal	and	Skin	Diseases	(NIAMS)	Advisory	Council	
of	the	National	Institutes	of	Health	(NIH).

Donna	Shalala,	Secretary	of	Health	and	Human	Services	confirmed	her	support	by	appointing	Sharon	
to	an	unprecedented	second	term	on	the	NIAMS	council	beginning	in	1996,	where	she	continued	to	
champion	high	quality	and	high-yield	medical	research	specifically	for	women.

In	1993,	President	Bill	Clinton	designated	August	1993	and	August	1994	National	Scleroderma	
Awareness	Month.	Congress	unanimously	passed	the	commemorative	in	response	to	nationwide	lobby-
ing	efforts	organized	by	the	Foundation,	patient	support	groups,	and	donors	who	participated	in	an	
impressive	effort	to	mobilize	Congressional	support.

In	1994,	the	Society	for	the	Advancement	of	Women’s	Health	Research	and	the	Warner-Lambert	
Company,	in	cooperation	with	the	National	Health	Council,	presented	its	first-ever	National	Advocacy	
Award	to	Sharon	and	the	Scleroderma	Research	Foundation.	

Also	in	1994,	Sharon	received	the	prestigious	America’s	Award.	This	award	is	dubbed	the	“Nobel	Prize	
for	Goodness”	and	is	an	honor	she	shared	with	former	U.S.	Presidents,	George	Bush,	Ronald	Reagan,	
and	Gerald	Ford.

In	May	1995,	Sharon	met	with	former	First	Lady	and	current	New	York	Senator	Hillary	Clinton	to	dis-
cuss	scleroderma	and	the	Foundation’s	innovative	research	approach	to	chronic	illnesses.	Later	that	
evening,	the	First	Lady	gave	an	impromptu	speech	about	the	future	of	scientific	research	and	said	it	
should	be	organized	to	collaborate	the	best	of	science,	medicine,	and	technology.

In	October	1996,	Sharon	joined	actors	Bob	Saget	and	Dana	Delany	on	the	Oprah	Winfrey	Show	to	dis-
cuss	scleroderma.	The	ratings	for	this	show	were	32%	higher	than	any	other	Oprah	show	aired	during	
October.

In	November	1996,	Sharon	played	herself	in	a	special	ABC	made-for-television	movie	about	sclero-
derma	and	specifically	featured	the	Foundation’s	search	for	a	cure.	Entitled,	“For	Hope”,	the	movie	
starred	Dana	Delany	and	was	directed	and	produced	by	Bob	Saget	in	association	with	Brillstein-Grey	
Entertainment.

In	1997,	Sharon	received	the	first	ever	National	Volunteer	Advocacy	Award	by	Research!America,	the	
nation’s	premier	health	research	advocacy	organization.	The	award	was	presented	at	the	National	
Academy	of	Sciences	in	Washington,	D.C.	by	CNN’s	Judy	Woodruff	and	Bob	Saget.

In	July	1999,	Sharon	was	presented	with	a	Certificate	of	Commendation	from	the	City	of	Los	Angeles’	
Mayor	Richard	J.	Riordan	in	recognition	of	her	dedicated	service	as	a	leading	advocate	for	ground-
breaking	medical	research	and	support	of	those	affected	by	scleroderma.

Sharon Monsky
Extraordinary Accomplishments
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nate couples who reserve space 
on the award-winning Seabourn 
Pride. She sails 14-day cruises 
through Scandinavia and Russia, 
as well as voyages combining 

Seeking More Adventure?

As an SRF supporter, you can 
also bid on a cruising itinerary 
for you and a guest through 
Northern Europe. Your support 
will help the Foundation to 
further the success of leading 
medical researchers across the 
nation – while you experience 
the people and beautiful country-

months ago. Honored by her 
admiration and compelled by 
the cause, Paul thoughtfully 
offered this donation, worth an 
estimated $25,000, to help raise 
the funds necessary to further 
the Foundation’s mission. Upon 
its completion this summer, 
SRF will unveil the donated 

masterpiece on our Web site 
sclerodermaresearch.org. Be 
sure to check the site often so 
that you don’t miss an exclu-
sive opportunity to make an 
advance bid on this gorgeous, 
original painting!
 Paul’s work is remarkable. 
His educational background 
in electronic engineering 
enhances the precise architec-
tural perspectives and intricate 
details he so beautifully illus-
trates. This valuable piece will 
be available to SRF supporters 
and will be auctioned off at this 
October’s Cool Comedy-Hot 
Cuisine event. Paul’s commis-
sioned works are in constant 
demand and he has been fea-
tured in numerous newspapers 
and television interviews. A 
limited edition of full-color 
reprints of A Celebration of Life 
are scheduled to be released 
prior to the Cool Comedy-Hot 
Cuisine event. Please contact 
the Foundation at (805) 563-
9133 if you are interested in 
receiving additional informa-
tion about the painting or the 
release date for reprints of this 
outstanding work of art.

Art: continued from page 12 Cruise: continued from page 13

Sample detail of Paul Leasure’s artwork
To the maximum extent allowed by law. Certain restrictions may apply. Subject to prior sale.  All proceeds 
benefit SRF. Please contact us for more details. Check with your tax advisor for your particular situation.

dramatic mountains, islands, and 
waterfalls of Norway’s majestic 
fjordlands.

Travel For a Cure

Take advantage of these excep-
tional tax-deductible opportuni-
ties and benefit scleroderma 
research at the same time. Please 
contact the SRF at (805) 563-9133  
for more information or to place 
an advance bid on one of these 
incredible vacation experiences.

sides of Stockholm, Copenhagen, 
Helsinki, St. Petersburg, and 
Hamburg. This limited opportu-
nity to celebrate summer in the 
North is open only to 104 fortu-


