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Would you be willing to give two
tubes of blood for research? We’re
sure all of you have been asked
this question when visiting our
Scleroderma
Clinic,
probably
most likely by the person pictured
to the right and more than once!
What do we do with these blood
samples?
We are involved in
a number of research projects
using these specimens, as follows:
1. Antibody tests.
As explained
in several of our newsletters, 90%
of systemic sclerosis (SSc) patients
have 1 of 10 blood antibodies
which are relatively specific to
scleroderma (not found in other
diseases). In 10% of SSc patients,
none of these antibodies are found.
Blood antibodies are useful because
they are associated with features of
disease such as the amount of skin
thickening, muscle inflammation,
lung and kidney disease. They are
thus helpful in identifying patients
at greater risk of developing these
and other complications. Seven of
the antibodies can be identified by
commercial laboratories. The other
3 are detected in our Scleroderma
Research Laboratory.
We have
encouraged one of the commercial
labs to develop a “scleroderma
panel” of all 10 antibodies which
treating rheumatologists will be

Ivanco, Dana, EMT-I, CCMA, CCRC is the clinical
research coordinator for the Scleroderma Center at
the University of Pittsburgh. She coordinates on-going
Scleroderma research studies with Scleroderma Center
physicians to provide our patients access to the most
current and promising medications for Scleroderma.
She is a familiar face in our Scleroderma Clinic,
where she often “tracks down” patients and requests
that they donate blood for our research studies and
is recruiting patients for our clinical trials. Dana started her research career
with the University of Pittsburgh in 2000 in Neurology and has been with the
Scleroderma Center since January 2009. Her medical training has been in
Emergency Medicine and is a Certified Clinical Medical Assistant as well as a
Certified Clinical Research Coordinator. She is an active coordinator-member
of the National/International Scleroderma Clinical Trials Consortium, a group
of 60 Scleroderma Centers which collaborate in the recruitment and conduct
of new Scleroderma treatment trials. She recently presented a workshop
entitled “A Coordinator’s Perspective: What can you do to help manage your
disease?” at the National Scleroderma Foundation’s Annual Patient Education
Conference in July 2014 at Anaheim, CA. Dana’s personal interests are hiking,
camping and kayaking. Recently she achieved one of her goals of completing 3
half marathons and is currently training for her next one in February.

able to order in the future and which
will be covered by medical insurance.
Only 2 percent of SSc patients have
more than one of these antibodies.
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for anti-Scl 70 antibodies in samples
from Japanese
SSc patients at
their first visit and 20 years later.
Patients whose anti-Scl 70 antibody
disappeared from the blood had less
lung disease and improved survival
after this 20-year period compared
with those whose anti-Scl 70 antibody
persisted in the blood.
We are currently collecting follow
up blood samples in patients who
initially had anti-RNA polymerase III
antibody to determine what happens
to the blood levels of this antibody
over time and whether changes in
antibody amount predict future
events. Similarly, amounts of anticentromere and anti-Th/To antibody
may warn us long in advance that a
SSc patient may ultimately develop
pulmonary hypertension, which
occurs more frequently late in the
course of disease when either of these
two antibodies is present at the first
visit.
3. Cytokines and chemokines. These
are proteins which are produced
by activated immune system cells
in response to tissue injury and
are important in the development
of damage to blood vessels and
tissue thickening (fibrosis) which
are characteristic features found
in tissues affected by scleroderma.
When these proteins can be measured
in the tissue or blood and can be
shown to influence or predict disease
complications or events, they are
then referred to as “biomarkers”.
In medicine today biomarkers are
very important for clinical research,
and are becoming
increasingly
useful in patient care. Dr. Robyn
Domsic of our Center is interested in
galectin-3 as a possible biomarker in
scleroderma. She is looking to see if
increased blood levels of the protein
galectin-3 at baseline are associated
with progression of skin thickening
or lung fibrosis at subsequent visits.

4. T cells. Blood and affected tissues
are sources of cells from the immune
system, such as T cells and B cells.
These cells can be separated out of
blood, kept alive and studied. Dr.
Fuschiotti of our Center has found
that T cells from SSc patients with
very active skin disease produce
increased amounts of two cytokines,
interleukin (IL) 13 and GATA-3.
Treatment approaches which target
these “overactive” T cells have the
potential to slow down or halt the
disease.
5. DNA. Heredity is an important
predisposing factor in development
of connective tissue diseases (CTDs),
including SSc. Genetic factors appear
to be more important in rheumatoid
arthritis and lupus. We have reported
that African-American SSc patients
have a significantly different antibody
profile compared with Caucasians.
For example, anti-U3RNP antibody
is common in African-American
patients (35%) and uncommon in
Caucasian SSc patients (5%). AntiU3RNP antibody is associated
with muscle involvement, heart
muscle involvement and pulmonary
hypertension.
Genetic differences
between African-American and
Caucasian SSc patients undoubtedly
play a role in these differences.
Our Center is a contributor to a
multicenter study collecting DNA
samples and examining the genetic
characteristics of African-American
SSc patients.

In the future we also plan to collect
blood samples from “normal”
individuals, particularly those who
do not have a CTD and who do not
have a first degree relative (parent,
sibling or child) with a CTD. For
example, the spouse of a patient (not
related genetically) is often an ideal
“normal”. Studying the blood samples
of normals gives us information on
how SSc patients differ from normals
and by what magnitude. Don’t be
surprised if we ask one of the people
accompanying you to the Scleroderma
Clinic if he/she would be willing to
“give us two tubes of blood”.
Although blood antibody testing is
less useful in patients with localized
forms of scleroderma (morphea,
linear scleroderma, fasciitis), all of the
other information listed above applies
to localized scleroderma as well. Dr.
Kathryn Torok of our Center studies
both childhood and adult onset
localized scleroderma. She needs
your blood also!
Our Scleroderma Center investigators
greatly appreciate the willingness of
our patients and family members to
participate in these and other forms
of research, including completing
questionnaires pertinent to their
disease. Without research, we will
not be able to progress toward the
goal that all of us have, identifying
the cause/causes of these potentially
devastating diseases and finding their
cures.

6. Future projects. We frequently
collect and store blood samples for
later use even though we do not
have specific studies in mind. As
researchers identify new areas of
interest, these samples from various
stages of disease are very important
to have available for examination.
Our freezers now contain over 10,000
samples on over 3,000 SSc patients
collected over the past 50 years.
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2014 SCLERODERMA
FOUNDATION NATIONAL
PATIENT EDUCATION
CONFERENCE
by Thomas A. Medsger, Jr. MD
Annually,
the
Scleroderma
Foundation (SF) hosts a 3-day
conference devoted to the education
of patients, family members and
health professionals who deal with
scleroderma patients. Some of you
have gone to this conference in the
past. This year’s meeting was held in
Anaheim, CA (near Disneyland) on
July 25- 27, 2014 and attracted over
500 attendees.
The University of Pittsburgh and
UPMC scleroderma Canter was
well-represented in the conference
activities. The Grand Lecture, opening
the formal portion of the program,
was given by Dr. Robyn Domsic of our
Center on pulmonary hypertension
(PH), a topic of her clinical and
research interest. In her presentation
which was directed to patients, she
reviewed the different types of PH,
their symptoms, recommendations
for screening of SSc patients for PH,
the increasing number of treatment
options now available for SSc-PH and
the importance of multidisciplinary
care for these patients. I wanted to
approach the podium to congratulate
Dr. Domsic on an outstanding lecture,
but she was besieged by questions – the
best sign of a successful presentation!
Dana Ivanco, our Scleroderma
Research Coordinator, presented
a well-attended session on “What
You Can Do to Help Manage Your
Disease”. She emphasized practical
information that patients should
know to maximize their knowledge of
the disease, testing, medications and
self-improvement strategies. I held
a workshop on “Classification and
Staging of Scleroderma Using Skin
Thickness and Blood Antibodies”.
Even after this slow-paced, interactive

Dr. Medgser, Dana Ivanco and Dr. Domsic in front of their PH poster

session, I got the impression that there
is considerable confusion among
patients and family members about
disease subtype (diffuse vs. limited),
disease stage (early vs. late), the risks
of internal organ involvement and
benefit of knowing which SSc-related
antibody a patient has.
Several of our formal faculty
members had prominent roles in the
conference. Dr. Virginia Steen, who
studied scleroderma at Pitt from 19801995 (now at Georgetown University
in Washington, DC), received a
Lifetime Achievement Award from
the SF. This is the highest honor
which can be given to a physician or
basic scientist who has devoted his/
her career to the study of scleroderma
and who contributed significantly,
both nationally and internationally,
to patient care, teaching and research
progress the understanding of the
disease. Congratulations to Gini!
Dr. Janet Poole is a “regular” at the SF
annual conference, where she talked
about “Hand and Face Exercise and
Management of Daily Skills” from
her viewpoint as an expert in the
occupational therapy approach to SSc.

Janet was in the OT department at Pitt
before relocating to the University
of New Mexico. She has published
widely on SSc.
For the first time, a Scientific Poster
Session was held in which 4 x 6
foot posters were hung describing
scleroderma research projects in
lay terms.
Thirty such posters
were “presented” during a 2 hour
session in which patients and health
professionals had the opportunity to
look at the poster panels and discuss
the results with the authors. The
Pitt contribution was to describe
the ongoing multicenter trial of
Rituxan (a B-cell blocking drug)
for the treatment of SSc-PH (see
photograph).
Before the formal conference, the
SF hosted a one and one-half day
session devoted to “new” or “young”
investigators, most of who had
received research grant funding
from the foundation.
At this
New
Investigator
Conference,
12 young investigators had the
opportunity to present their
research findings and to receive
Continue on Page 4...
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feedback and suggestions from a
panel of established researchers
in both SSc and localized forms of
scleroderma. Dr. Carol FeghaliBostwick, who recently left Pitt last year
to accept an endowed professorship
at the Medical University of South
Carolina in Charleston, was one of the
organizers of this event. She serves
as vice chair of the SF’s National
Board of Directors and chairs its
Research Committee. I “moderated”
one of these sessions. I can say with
confidence that they were highly
informative for both established and
junior level researchers and brought
a sense of “community” to those
who do, and those who aspire to do,
high quality scleroderma research.
Many of the young investigators were
impressed by the genuine interest that
established investigators showed in
their projects and the highly useful
feedback they received regarding
suggestions for changes in research
strategy, practical advice regarding
applying for research grants and offers
of research collaboration.

Madison (left) attends an art class at the conference

PEDIATRIC PATIENT
ATTENDS SCLERODERMA
FOUNDATION PATIENT
EDUCATION CONFERENCE
Madison Gavin was 10 years old when
her mom first noticed small patches
of skin discoloration and thickening.
After a dermatologist prescribed an
ointment that did not help, a skin
biopsy was performed and Madison
was referred to the Children’s Hospital
of Pittsburgh Scleroderma Clinic.
There, they met Dr. Kathryn Torok,

The 17th Annual
Scleroderma Foundation
National Patient Education
Conference

July 17-19, 2015
Nashville, Tennessee
Registration opens late fall 2014
For more information and scholarship
opportunities, visit:
www.scleroderma.org/conference

a pediatric rheumatologist, who
thoroughly examined Madison and
explained the diagnosis, prognosis
and management to Madison and
her family. Madison’s Mom, Angela,
remarked, ”Dr. Torok is a Godsend.
She is truly a wonderful doctor who
takes time with you. We consider her
our very special friend.” Dr. Torok
said, “Madison’s attitude is awesome
and her smile lights up the room. Her
family is very supportive and I am
honored and privileged to be a part of
her care.” When Dr. Torok suggested
that Madison and her mother attend
the SF patient education conference,
they knew it would be a worthwhile
event.
When asked how it felt to be at the
conference with other kids with
scleroderma, Madison said she didn’t’
think about the fact that they all had
scleroderma. “I was just like every
other kid there, so it felt normal.”
She attended classes on yoga, making
chocolate, art and music. She felt
that the conference helped her realize
that even though she might appear
different than her classmates and
peers, she is still “normal” and can
do the same things that others can
do. Knowing that there were others
with the same problem, she didn’t
feel different. Her mom noticed that
Madison was at ease at the conference.
Madison’s favorite part of the
conference was meeting new friends.
She hopes to attend next year to see
everyone again in that educational
and supportive environment.
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Walk With Tori 2014
We enjoyed a beautiful day at the fourth
annual “Walk with Tori” scleroderma
walk in Doubs Woods Park, Hagerstown,
Maryland on September 14, 2014.
Attendees enjoyed the music of Take
Two, May Novalis, and Brent Miller,
who came from Nashville to support the
cause.
All monies raised at the event are used
for scleroderma research.

This year Tori and her team
raised $33,000 making the
total raised over the last 4 years
over $140,000! We would like
to thank all of the people who
showed their support and joined
us at the Walk!
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ASK THE
E X P E RT
Question: My daughter
was diagnosed by one
physician as having
Parry Romberg Syndrome and
another called it sclerdoerma “en
coup de sabre’’. Are these the same or
different conditions?
Answer provided by Dr. Kathryn Torok,
Pediatric Rheumatology Division,
Children’s Hospital of Pittsburgh and
Director, Scleroderma Clinic
This is an excellent question. Both
Parry Romberg Syndrome and
scleroderma “en coup de sabre” are
both subtypes of linear scleroderma
affecting the head. The classic findings
on examination in Parry Romberg
Syndrome are progressive facial
hemiatrophy (half of the face becomes
smaller/depressed over time) with
sunken in fatty tissue underneath the
skin and smaller bone structures

of the face (mandible and maxilla),
most often with little or no facial
skin abnormality (see photo 1). The
typical “en coup de sabre” (French)
findings include a deep linear band
on the scalp and forehead which is
discolored and sometimes associated
with thickening of the skin (see
photo 2). The term is derived from
its appearance as “like the cut of a
sword”. Though these conditions are
sometimes considered separate, most
clinicians now agree they are both
part of the same spectrum of disease.
The majority of patients with linear
scleroderma affecting the head (face
and/or scalp) have a mixture of the two
conditions, meaning they may have a
linear band/depression of the scalp
or face but also have a smaller face in
that area (see photo 3), or sometimes
on the other side. When investigated,
patients with both conditions have
the same amount of extracutaneous
(or non-skin) clinical manifestations,
such as dental, eye and neurological
involvement, further supporting that
these are one and the same disorder.

Photo 1

Photo 2

Photo 3

The ABCs of CGAs
Charitable Gift Annuities (CGAs) are a great way to
support the Scleroderma Center, while at the same time
establishing a stream of income for you and/or a loved one.
CGAs can be as simple as your ABCs. Here’s a quick primer
to help you understand the benefits.

Interested in learning more? Contact Gary Dubin at
412-647-9113 or dgary@pmhsf.org to get specifics on
how a CGA might be the best fit for your charitable goals.

CGA Examples
The examples below are based on a gift of $10,000.
Age

AnnualPayout
Rate

TaxDeduction

60

4.4%

$2,748

65

4.7%

$3,363

of your annuity goes to help the work of the Scleroderma
Center

70

5.1%

$4,001

75

5.8%

$4,502

Charitable deduction – take an immediate tax deduction

80

6.8%

$4,965

for a percentage of your gift and enjoy further tax benefits
if you fund your gift through appreciated stocks

85

7.8%

$5,621

90

9.0%

$6,269

Always guaranteed income – establish a simple agreement
with the University of Pittsburgh and we provide you an
income for life based on the size of your gift and your age

Balance goes to a program you care about – the remainder
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Mr. and Mrs. Robert T. Resley

Mr. and Mrs. Michael Anderson

Mrs. Jean A. Hartman

Ms. Theresa A. Rondini

Dr. Carol Baker

Dr. Caryn Hasselbring

Mrs. Sandra L. Russo

Dipak K. Basu, Ph.D.

Mr. and Mrs. Heald

Mrs. Mercedes Shoemaker

Mr. and Mrs. David Benbassat

Ms. Ellen Henry

Mr. and Mrs. Dwain Smith

Mr. and Mrs. Charles Bezilla

Ms. Jeannette Hill

Mr. and Mrs. Theodore Sova

Ms. Maureen E. Blair

Ms. Patricia Jones

Mr. and Mrs. Richard Sovchen, Sr.

Dr. Andrew R. Blair

Ms. Sharon Jones

Mr. Salvatore Spinosa

Mr. and Mrs. Albert Bodnar

Mr. John Kane

Ms. Anna Stracci

Mr. and Mrs. Robert Briggs

Ms. Adrienne Kapisak

Mr. and Mrs. Steven Taylor

Ms. Sharon A Brownrout

Mr. and Mrs. John Knasko

Ms. Laura Tomko

Mr. Phillip Bunting

Ms. Irene Kobylarz

Ms. Marie Uncapher

Mr. and Mrs. Donald Cappetta

Mr. David Kremen

Mr. and Mrs. Joseph Violi

Ms. Lillian D. Christian

Ms. Diane Kulbacki

Mrs. Jean L. Weaver

Ms. Joan M. Considine

Ms. Dolores V. Kurtz

Mr. and Mrs. N. Weizenbaum

Ms. Anita Cooley

Ms. Debra Latture

Mr. Robert Wolff

Mrs. Marie Coyle

Ms. Alberta M. Lee

Ms. Barbara Worcester

Mr. and Mrs. Russell Crusan

Ms. Mary Lucas

Ms. Lillian Zellar

Ms. Bonnie Davis

The Luciano Family

Friends of Tori Anderson

Mr. and Mrs. Leslie Deemer

Mr. and Mrs. John E. Markham

Walter & Marie Coyle Foundation

Mr. Joseph A. Dill

Ms. Carolyn Marks

Rensch Electrical

Mr. Dennis Domsic

Marstine Family Foundation

Turftenders, Inc.

Ms. Barbara C. Dunlea

Mr. Sheldon Marstine

Ronald & Ethel Taub Foundation

Mrs. Darlene A. Ebner

Ms. Nancy A. McDonald

Olde Line Tattoo Gallery

Mr. and Mrs. Richard Edgerly

Mr. and Mrs. Mark Medlow

WAYZ Radio Station

Mr. and Mrs. Howard Forsythe

Dr. and Mrs. David Merry

William & Sylvia Zale Foundation

Ms. Eva George

Mrs. Shirley Moss

Jewish Federation of Pittsburgh

Dr. Elaine M. Greifenstein

Mr. and Mrs. Dennis Musher

Dr. Barbara Haeckler

Mr. and Mrs. John Petronek

Ms. Rebecca Hammerman

Mr. and Mrs. William Rackoff
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