
Because of the scientific focus, it was difficult to 
summarize the meeting in non-scientific terms.  

We would like to thank Dr. John Stanley for his as-
sistance in editing this article for this publication.

On June 16 & 17, 2005, the IPF and the 
American Autoimmune Related Dis-

eases Association (AARDA) sponsored a two 
day meeting, “Pemphigus 2005: Progress 
and Future Directions.”  With the help of 
several sponsors, and a generous grant from 
the NIH, experts from 
around the world 
gathered to discuss 
the mechanisms of 
causation and prog-
ress of treatment.  

The IPF would 
like to thank the 
NIH, especially Drs. 
Stephen Katz and 
Alan Moshell for 
their continued 
support of the IPF 
and these scien-
tific meetings. 
We also would like to thank Centocor, 
Aspreva, AMGEN, Peptimmune, and 
ZLB Bering for their contribution to 
the meeting and their roles in help-
ing patients with pemphigus and 
pemphigoid with new treatment 
options.  

The meeting opened with 
remarks from Dr. Stephen Katz, 
Director of NIAMS, and Dr. Jean-
Claude Bystryn, NYU Medical 
Center and Head of the IPF 
Medical Advisory Board.  They 
both spoke on the impor-
tance of having a meeting 

such as this, and the importance of the IPF to 
patients and doctors.

After Drs. Katz and Bystryn, Janet D. Segall, 
IPF Director of Patient Services, welcomed 
everyone and talked about pemphigus from a 
patient’s point of view (See her speech on page 2).

Talks on Day 1 from doctors and researchers 
focused on the science and advances in under-
standing the causes of pemphigus. Drs. Yasuo 

Kitajima, Yorum 
Milner, Carlos 
Pincelli, and 
Eliane Muel-
ler discussed 
mechanisms of 
why cells adhere 
to one another, 
and why they 
then fall apart 
in pemphigus. 
They discussed 
whether the 
death of a cell 
causes the cells 

to separate, or does the separation cause cell 
death.  The consequences of autoantibodies 
(antibodies that are produced against one’s own 
cells) binding to skin cells and then causing the 
separation of those cells were the subject of 
several studies.  The studies of Dr. Yoram Milner 
of Hebrew University in Jerusalem (Israel) and 
Carlo Pincelli of the Univesity of Modena (Italy) 
emphasized the importance of cell death as an 
early event in the disease process of pemphigus, 
although others questioned the presence of cell 
death in the mouse model and in human skin.

Several speakers showed data that impli-
cated “signaling” in pemphigus. Signaling occurs 

CRP & Vascular 
Disease
Is there a connection? IPF 
founder Janet Segall shares 
her personal story of loss 
and awareness.

See page 5

Fundraising 
For Everyone
Outside of traditional 
fundraising options, 
JustGiving.com offers a 
modern way of supporting 
the IPF.

See page 10
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It has been a busy summer.  Scott Leigh is no longer employed by 
the IPF and our scientific meeting was a success!  This is my speech 

given at PEMPHIGUS 2005: Progress and Future Directions held 
in Bethesda MD June 16-17, 2005.  These were my opening remarks 
to the doctors and researchers in attendance.  I spoke about how 
everything the IPF does is for the patients and how they as medical 
professionals are the ones we look to for the answers and the cures.

_______________________________________

"As a patient with PV for over 20 years, and the Founder of the 
IPF, I have learned a lot about the disease.  In a broader sense, pa-
tients are all looking for one of two things: a cure, or if not a cure, a 

less dangerous drugs.  As a patient, when I look at all of you, the one thing I think about is 
– You are the people who have my life in your hands.  Fix me.   For you, today, it is about 
the science.  For me it is about my life.

I know that all of you feel compassion for what a patient goes through.  And, we are 
glad you are on our side.  Because of all of you and those who have gone before you, 
most of us, especially in the U.S., have not succumbed to the disease.  I’m not so sure 
about those in other countries with pemphigus, but, more are alive today than ever 
before.

We feel, like anyone suffering from a life-threatening disease, that our life is just as 
important to the world as anyone else’s living with their disease.  Maybe there aren’t as 
many of us with pemphigus as with autoimmune diseases such as Rheumatoid Arthritis 
or Lupus, or even diseases such as AIDS, Cancer, or Heart Disease.  We know that finding 
treatments and cures for these diseases would save millions of lives.  We know that.  But, 
we also know that researching pemphigus might help do that.  We worry about all these 
other diseases because often we can get these diseases too.  But, for many pemphigus 
patients, it is often about the pemphigus first. 

I have a friend with pemphigus who developed breast cancer.  To her, it’s still about 
the pemphigus more than about the cancer.  There’s another patient who has been 
diagnosed with inactive TB, but has PV.  Will the drugs she has to take to suppress her im-
mune system turn her inactive TB into active TB, and if so, will the drugs to handle the TB 
work? For her, it is about the pemphigus.

I talk with patients from all over the world – from Singapore, China, India, and Paki-
stan.  From Serbia and Croatia.  From South Africa to South America.  In some of these 
places, patients do not get the treatments they need.  Until humanity becomes more 
important than the dollar, the yen, or the euro, we, the patients will continue to suffer and 
die from pemphigus, AIDS, cancer, heart disease, malaria, smallpox and whatever crazy 
disease is out there. 

So, we want to thank all of you for your interest in our disease, and in us.  We also 
want to thank you for your continued support of the IPF.  We remind you to mention 
the IPF to your patients, and encourage them to support us financially.  Our existence is 
important to patients.  We help them on many levels.  We help you too. Help us make 
sure we continue.  Since the dollar is more important right now, we need those dollars to 
keep us going." •

Janet Segall,  
Director of 

Patient Services
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The IPF is proud to announce some 
recent additions to our Board of Di-

rectors and our Medical Advisory Board.  
We look forward to the experience and 
dedication each brings to our mission.  
Dan Goodwill has joined our Board of 
Directors and Drs. Russell Hall and Robert 
Swerlick have joined our Medical Advi-
sory Board.

Dan Goodwill is President of Dan 
Goodwill & Associates Inc. He has over 23 
years of experience in the logistics and 
transportation industry in both Canada 
and the United States.  Dan has held 
many executive level positions in the 
industry including President of Yellow 
Transportation’s Canada division,  Presi-
dent of Clarke Logistics (Canada’s largest 
Intermodal Marketing Company), and 
General Manager of the Railfast division 
of TNT.  

Dan holds an MBA from McMas-
ter University in Hamilton, Ontario, an 
Honors B.A. from McGill University in 
Montreal, Quebec, and a P. Log (Profes-
sional Logistician) Certificate from The 
Logistics Institute, Toronto.  He is fluent in 
French and English and been published 
in Logistics Quarterly and several other 
publications.  Dan has spoken at Council 
of Supply Chain Management Profession-
als (CSCMP) and other industry work-
shops and conferences.  He has been 
active in CSCMP for over ten years, having 
served as Vice President, Programs for 
the Toronto Roundtable and hosted the 
transportation track at the CSCMP Annual 
Meeting in Kansas City in 2001, the best 
attended track out of 40 tracks that year.  

Dan formed and led the Toronto 
Pemphigus Support Group for nine years.  
Working in conjunction with Dr. Daniel 
Sauder, they developed a checklist for 
newly diagnosed Pemphigus patients.  

Dr. Russell P. Hall, III, M.D., at-
tended medical school at the University 
of Missouri's School of Medicine.  He 
completed his internal medicine and 
dermatology training at the University of 

Missouri Medical Center after complet-
ing an internal medicine internship at 
St. Louis University.  Dr. Hall trained as a 
fellow at the National Institutes of Health 
under Dr. Steven Katz (current director of 
NIAMS).  He is currently Chief and the J. 
Lamar Callaway Professor of Dermatology 
with the Division of Dermatology at Duke 
University Medical Center.

Dr. Hall is  currently conduct-
ing clinical trials on the use of new 
biologics in the treatment of patients 
with pemphigus vulgaris and bullous 
pemphigoid, as well as doing studies 
aimed at furthering our understanding of 
the mechanisms of action of these drugs. 

Dr. Hall is a member of The Society for 
Investigative Dermatology, the Ameri-
can Federation for Clinical Research, the 
American Academy of Dermatology, and 
the American Society for Clinical Investi-
gation, among others.  He has served as a 
member of the Board of Directors of The 
Society for Investigative Dermatology 
and as the President of the National Asso-
ciation of Veterans Affairs Dermatologists.  
He is currently a Deputy Editor of the 
Journal of Investigative Dermatology. 

Dr. Robert Swerlick is an Associ-
ate Professor of Dermatology at Emory 
University School of Medicine and Chief 
of Dermatology at the Atlanta Veterans 
Affairs Hospital. Dr. Swerlick trained in 
Dermatology at the University of Virginia, 
completing his residency in 1983. After a 
brief stint at the University of Oklahoma 
as junior faculty, he did a fellowship in 
immunodermatology at the National 
Institutes of Health in the laboratory of 
Dr. Thomas Lawley. In 1988, he accepted 
a faculty position at Emory University in 
Atlanta, Georgia. Dr. Swerlick’s laboratory 
studies the expression of pro-inflamma-
tory molecules in dermal endothelial cells 
while his clinical interests focus on the 
diagnosis and treatment of inflammatory 
skin diseases, including various forms of 
blistering skin diseases. •
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when pemphigus antibodies bind the 
keratinocyte cell surface and cause vari-
ous molecules inside the cell to become 
activated. These activated molecules may 
contribute to the loss of cell adhesion 
that causes the pathology in pemphigus. 
If this view is correct, then blocking 
some of these signaling pathways might 
alleviate disease. Yasuo Kitajima of Gifu 
University (Japan) suggested a role for 
diaceyl glyceraol (DAG) in this process.  
Using a mouse model of disease, Dr. 
David Rubenstein of the University 
of North Carolina at Chapel Hill (USA) 
showed that another signaling pathway 
involving a molecule called p38MAPK 
might be involved. Blocking this pathway 
prevented disease in his model.  Finally, 
Dr. Elaine Mueller of the University of 
Bern (Switzerland), showed that another 
signaling molecule called myc is acti-
vated in patients with pemphigus, and 
this activation might be important in the 
pathophysiology of disease.

After the break, immune mechanisms 
in pemphigus were discussed.  The work 
of Dr. John Stanley from the University 
of Pennsylvania in Philadelphia (USA) on a 
phage display library was reported in the 
last issue of the Quarterly. The purpose of 
this work is to be able to produce essen-
tially unlimited amounts of the mono-
clonal antibodies that can be character-
ized as pathogenic (disease causing) or 
non-pathogenic in cell culture or mouse 
models. The DNA encoding these anti-
bodies can be sequenced to determine 
the antibody gene families from which 
the anti-Dsg antibodies are derived. This 
research can lead to the development of 
therapies that more specifically target the 
pathogenic antibodies than do the cur-
rently used immunosuppressive therapies 
that suppress the entire immune system.

Using a completely different ap-
proach, Dr. Masayuki Amagai of Keio 
University in Tokyo (Japan) generated 
mouse monoclonal antibodies.  The 
monoclonal lines differed in their patho-
genic capacities; some bound to mouse 
skin and produced microscopic disease, 

some caused more severe blistering, and 
some bound to mouse skin and did not 
cause any problems at all; although some 
individual antibodies were weakly patho-
genic, mixtures of these monoclonal anti-
bodies tended to cause more pathology 
than did the individual antibodies alone.

These two rich sets of monoclonal 
reagents will allow more detailed studies 
of the immunology of PV; they are also 
reagents for dissecting the events occur-
ring after antibodies bind to keratinocytes 
(skin cells).

Dr. Animesh Sinha, Cornell Univer-
sity in New York (USA), discussed the im-
mune process of T-cell response to des-
moglein, and Dr. Takahashi Hashimoto 
(Japan) discussed the role of other protein 
molecules other than desmogleins, such 
as desmocollins, in pemphigus.

Session II's focus was on what factors 
are important in initiating the disease, 
including environmental and genetic fac-
tors. The presence of autoantibodies (an-
tibodies that are produced against one’s 
own cells) that bind to the epidermis 
(the upper layers of the skin) in PV and 
PF was demonstrated over 40 years ago.  
Although the triggers that cause this au-
toantibody production are rarely found, 
multiple studies have demonstrated that 
there are certain environmental factors 
that may explain the susceptibilities of 
populations in certain areas to PF.  

For over a decade, Dr. Luis Diaz of the 
University of North Carolina at Chapel Hill 
(USA) has intensively studied a population 
with endemic PF in Western Brazil.  Origi-
nally several individuals were disease-free, 
but showed evidence of antibodies to 
desmoglein 1 (one of the molecules that 
act like a glue to keep skin cells together).  
These particular antibodies were not 
causing disease.  However, at some point 
the individuals developed a different type 
of antibody to desmoglein 1 that did 
cause disease. It is unclear exactly why 
that switch occurred.  The origin of the 
antibodies found during the pre-clinical 
stage of the disease and this change in 
reactivity to Dsg1 are under investigation.  

...continued from PEMPHIGUS 2005,  page 1

continued on page 9…
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C-REACTIVE PROTEIN (CRP) AS AN EARLY VASCULAR DISEASE INDICATOR? ONE FAMILY'S STORY 

FATHER, BROTHER VICTIMS OF HEART DISEASE
Janet Segall 
IPF Director of Patient Services

I wanted to write this article because in 
the last few years I have learned a lot 

about C-Reactive Protein which could be 
very important to many of us. 

In 1969, when I was in my early 20‘s, 
my father woke up one morning and 
died.  This was a very devastating chapter 
in my life.  My father and I were very 
close and his death shook me to my core.  
Unfortunately, times being what they 
were, we never had an autopsy ,but we all 
assumed he had a typical massive heart 
attack.  Being female, I was not concerned 
that I would have a heart attack, but my 
brother did and had every heart test 
available.  He was in his late 20’s and, of 
course, he was fine.  

Two years ago, at the age of 61, my 
brother, Paul, woke up one morning and 
died.  But, with times being what they are 
now, we knew that what he died from 
was called an aortic dissection. The main 
artery from his heart to his brain tore.  He 
wasn’t in much pain, but he collapsed 
because the blood from his heart could 
not flow to his brain.  

Several years prior to my brother’s 
death, he developed ulcerative colitis. 
He was on prednisone and 6MP which is 
like Imuran. We know that in our family 
we have the autoimmune gene because 
of his colitis, my pemphigus, and sev-
eral other autoimmune 
diseases in my family.  But, 
we didn’t know a lot about 
cardio-vascular disease.  
My mother is 85, and in 
great shape.  She even 
still works part-time.  I 
have 3 brothers (2 now).  
We thought we were 
safe.  We all watched our 
cholesterol and HDL and 
LDL numbers making sure 
our ratio’s were below 4.  
That is a good score - high 
HDL, low LDL’s.  My brother 

thought, “I’m eating right.  I have good 
score; maybe just a little plaque I have to 
watch out for.”

At an American Academy of Derma-
tology meeting, before my brother died, 
I was talking with 
a doctor who was 
head of a prestigious 
university's Derma-
tology Department.  
He had just lived 
through a heart at-
tack.  I started to tell 
him that my father 
had died at 56 from 
a massive heart attack and me and my 
siblings were a little nervous as we were 
getting older.  The one thing he said that 
really caught my attention was, “Have 
your C-Reactive Protein check.  That could 
help tell you whether you might be at risk 
for a vascular disease.” 

I decided to do as this doctor sug-
gested and had my C-Reactive Protein 
tested.  I tested negative.  A sigh of relief.  
I told my brothers to have themselves 
tested and both of my older brothers did.  
My brother Paul tested very high.  Within 
6 months of that test, he died.

With the last two years, I have heard 
more and more about C-Reactive Pro-
tein being a precursor to cardio-vascular 
disease.  A person who has autoimmune 
disease and/or is taking prednisone can 

have a high C-Reactive Pro-
tein test because it tests 
inflammation.  My brother 
said, “I’ll go for a cardio 
test, but I have colitis and 
I’m on prednisone so that 
is why the test is high.” (He 
was also a Ph.D. in biology 
so he knew his science.)  

C-reactive protein 
(CRP) is a special type of 
protein produced by the 
liver that is only present 
during episodes of acute 
inflammation. Although 

the role of CRP in coronary artery disease 
remains unclear, it has been suggested 
that testing CRP levels in the blood may 
be a new way to assess cardiovascular 
disease risk. A high sensitivity test is now 

widely available. It is 
not known whether it 
is merely a marker of 
disease or whether it 
actually plays a role in 
causing atherosclerotic 
disease. Many consider 
elevated CRP to be 
a positive risk factor 
for coronary artery 

disease.
My brother was right in thinking that 

his CRP might be high only because he 
had autoimmune disease.  But, because 
our father died of heart disease, doing 
tests to make sure his heart and arteries 
were okay, seemed reasonable.  Unfortu-
nately, it was too late for him.

In the May issue of Prevention 
Magazine, there is an article on vascular 
disease.  Paul’s heart surgeon recom-
mended that the rest of the family have 
an echo cardiogram performed to test 
heart arteries.  A recent report suggested 
that vascular disease is more likely in 
siblings then if a parent only had it.  There 
are several centers in the U.S. that will be 
giving free sonograms to people poten-
tially at risk for cardiovascular disease.

I am not trying to scare anyone, but 
I think that this is important.  Have your 
CRP checked.  It could just be that a high 
score could mean autoimmune disease, 
but check it out.  It isn’t just because of 
my brother.  A pemphigus patient called 
me recently who had a high-CRP level, 
and caught his vascular disease in time.  
But I had never forgot what the doctor 
at the AAD meeting had told me, and I 
wanted to share his concerns and mine 
with all of you. •

http://www.nlm.nih.gov/medlineplus/ency/
article/003356.htm 

http://www.americanheart.org/presenter.
jhtml?identifier=4648

Many consider elevated 
CRP to be a positive 

risk factor for coronary 
artery disease.

Josh and Paul Segall, (1945)
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2005 IPF PATIENT/DOCTOR MEETING, Washington D.C., September 23 - 25, 2005

CAPITOL HILL DAY/ANNUAL MEETING REGISTRATION FORM
NAME:  __________________________________________________________________  AGE: _____________

ADDRESS __________________________________________  # of Previous Conferences Attended ___________________

CITY  _____________________________________________  STATE  __________________  ZIP  ______________

COUNTRY (if other than United States)  __________________________  PHONE  ___________________________________  

EMAIL  ____________________________________________  ARRIVING ______________ DEPARTING  ____________

*I require special assistance (please attach a written description for all persons with special needs)      Yes        No 

Will you be staying at the Hilton Arlington?   Yes        No 

If NO, then where will you be staying? ___________________________________________________

You are responsible for making your own hotel reservations by calling (703) 528-6000 or (800) HIL-TONS.  Don’t delay! Be sure to say you are a part of the 
International Pemphigus Foundation group to get your special room rate.  Reservations are limited, and are on a first-come, first-served basis.  Reservations 
must be made by Tuesday, August 30, 2005.

CAPITOL HILL DAY: Please make arrangements for me to meet my legislators or staff on FRIDAY, SEPTEMBER 23, 2005.     Yes        No 

U.S. Senators  ____________________________ and  ________________________________   Please find out for me

U.S. Representative ____________________________________________________________   Please find out for me

Please list names and ages of other guests who are attending.

Name  ____________________________________________  Age  ____________________ Special assistance? 

Name  ____________________________________________  Age  ____________________ Special assistance? 

Name of person(s) with Pemphigus/Pemphigoid  ____________________________________________________________

Cancellations are not refundable after September 16, 2005.

REGISTRATION - EARLY REGISTRATION IS ENCOURAGED

Registration must be received by the IPF no later than September 9, 2005.  
# of people Price Total

8th ANNUAL PATIENT/DOCTOR MEETING REGISTRATION FEE $85.00 $
Saturday Night Dinner $40.00 $
CAPITOL HILL DAY (includes transportation to/from hotel/capitol and breakfast) $50.00 $
Optional Scholarship Donation (help someone in need attend this year’s meeting) $
 I request scholarship assistance.  Please accept this donation to help defray costs. * $

GRAND TOTAL $

* If you are requesting scholarship assistance, please contact the IPF prior to sending in your form.

Check  Money Order  Visa   Master Card 
Card # __ __ __ __ - __ __ __ __ - __ __ __ __ - __ __ __ __   Expiration Date:  __ __ / __ __ 

Name on Card _________________________________ Signature ______________________________________

PAYMENT MUST ACCOMPANY THIS FORM.  
MAIL PAYMENT AND COMPLETED REGISTRATION FORM TO:

INTERNATIONAL PEMPHIGUS FOUNDATION • 1540 River Park Drive • Suite 208 • Sacramento CA 95815
or fax it to us at (916) 922-1458. You can call us at (916) 922-1298 or email at pemphigus@pemphigus.org.
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California (Los Angeles) - Lynn Glick
310-559-5462, Email: lynntg@prodigy.net

California (Sacramento) - Sarah McClellan
916-684-0870; Email: mccolesteve@msn.com

California (San Francisco) - Janet Segall
510-527-4970;  

Email: pemphigus@pemphigus.org
Illinois - Mike Main

630-579-0134 (hm), 630-968-6880 x229 (wk)
Email: mmain@chapterhouse.com

Massachusetts (Boston) - Alan Papert
978-463-0965; Email: alppy@comcast.net

Maryland (Baltimore) - Erica Byrne
410-750-1618, Email: byrnete@comcast.net

Nevada (Las Vegas) - Cherie Jacobson
702-456-0150;  

Email: cherdon1972@earthlink.net
New York - Matt Koenig

516-825-4594, Email: mattkoe@aol.com 
Ohio - Gina Panico

ginapanico@columbus.rr.com
South Carolina (Gray Court) - Cheryl Jordan

864-876-1324/cell 864-386-1620; 
Email: bubba2coggins@juno.com

Texas (Dallas) - Angela Vickers
817-557-9642; Email: angela.bob@netzero.net

Texas (Houston) - Richard M. Schwartz
713-721-1178, Email: richardm@hal-pc.org

England/UK
see ”PV Network“ below

France 
see "Association Pemphigus France" below

Rome, Italy - Anna Lisa Riccardi
Email: alz46@yahoo.it

www.idi.it/amb/csmba/index.htm
Philippines - Dr. Benjamin Bince

Jose Reyes Memorial Medical Center
(632) 711-6740; Email: bbin@runbox.com

Online/Website
www.pemphigus.org/support.html

IPF LOCAL SUPPORT GROUPS

In the UK, the PV Network is a patient support 

group providing information and support for 

people living with pemphigus, their families 

and caregivers.  For information and support 

call 020-8690-6462 or send a self-addressed, 

stamped envelope to: 

PV Network

Flat C, 26 St. Germans Rd., SE23 1RJ

 www.pemphigus.org.uk

MAYO CLINIC REPORTS ON WORK SUPPORTED BY IPF GRANT

EPIDEMIOLOGICAL RESEARCH 
Mark R. Pittelkow, M.D. 
Mayo Clinic, Rochester MN

The research, head-
ed by Dr. Mark 

Pittelkow, shows 
that the epidemiol-
ogy of pemphigus 
and pemphigoid 
has been variably 
investigated world-
wide. Incidence rates 
for pemphigus range 
from 0.08 (Finland) 
to 1.6 (Jerusalem) per 
100,000/yr.  The only 

US study (CT) calculated a crude inci-
dence of 0.42 per 100,000/yr. Incidence 
rates for pemphigoid are very limited, 
ranging from 0.6-0.9 per 100,000/yr for 
Germany and France, respectively. No de-
tailed US study of pemphigoid incidence 
has been reported. 

The Rochester Epidemiology Project 
(REP), utilizing the well defined popu-
lation demographics and healthcare 
record systems of Olmsted County,  MN, 
provides a unique resource to simul-
taneously determine the overall and 

age-adjusted incidence rates and further 
compare the epidemiology of these two 
distinct autoimmune blistering diseases. 
Over 5 decades (1950-2000) incident 
cases of pemphigus and pemphigoid 
were identified and confirmed by histol-
ogy and immunopathology. 

The overall age- and sex-adjusted 
incidence rates for pemphigus and 
pemphigoid were 0.35 and 2.4 per 
100,000/yr, respectively. Whereas the 
rates were similar for increasing age 
(by decade) for pemphigus, the rates 
increased dramatically for pemphigoid, 
from <1 (40-49 yrs) to 76 (90-99 yrs) per 
100,000/yr.  More woman than men (1.4:1) 
developed pemphigus or pemphigoid. 
For the Olmsted County population, the 
overall incidence of pemphigoid was 
7-fold that of pemphigus.  There was no 
marked increase in incidence with age 
for pemphigus, but pemphigoid dra-
matically increased over 100-fold for the 
oldest vs. youngest age groups.  Potential 
risk factors of development as well as 
mortality, associated disease, treatment 
and outcomes are under investigation.  •

This information is from the National Institutes of Health.

Researchers at the University of Co-
logne's Department of Dermatology 

in Germany have uncovered what could 
prove to be an alternative treatment for 
cicatricial pemphigoid.  While the initial 
results look good, with only one person 
given the treatment it is far too early 
to tell if it will be effective or not. Con-
sequently, doctors in the United States 
began giving Enbrel® to CP patinets. The 
results have yet to be published.

The treatment of cicatricial 
pemphigoid is generally regarded as 
difficult and usually relies on individual 

clinical experience.  Corticosteroids, as 
drugs of first choice, often have to be 
combined with steroid-sparing agents 
to prevent hazardous, long-term side 
effects.  The team in Germany describes 
a 72-year-old woman with long-standing 
cicatricial pemphigoid.  

They had trouble establishing treat-
ment regimens, but, nevertheles she 
responded rapidly - and more impor-
tantly lastingly,  to therapy with the 
tumor necrosis factor alpha antagonist 
etanercept. To our knowledge, this is the 
first report of its use in the treatment of a 
bullous autoimmune disease. •

IS THERE A NEW TREATMENT FOR CICATRICIAL PEMPHIGOID?

INITIAL RESULTS LOOK GOOD
In France, the Association Pemphigus 

France is a newly formed support organiza-

tion providing information and support for 

people living with pemphigus, their families, 

and caregivers.  Please contact Peter Foldes: 

peterfoldes@tiscali.fr (01 47 32 42 05); Josée de 

Felice: felice@paris7.jussieu.fr (01 60 72 18 73), or 

Isabelle Gentile: ifgentile@free.fr (02  23 96 39 21)
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PEMPHIGUS EUROPEAN MEETING 2005

NAME:  __________________________________________________________________  AGE: _____________

ADDRESS __________________________________________  # of Previous Conferences Attended ___________________

CITY  _____________________________________________  STATE  __________________  POSTAL CODE  ________

COUNTRY (if other than United States)  __________________________  PHONE  ___________________________________  

EMAIL  ____________________________________________  

*I require special assistance (please attach a written description for all persons with special needs)      Yes        No 
Everyone is encouraged to attend!  We look forward to seeing you there!

REGISTRATION - EARLY REGISTRATION IS ENCOURAGED

Registration must be received by the IPF no later than September 15, 2005.  
# of people Price Total

EUROPEAN MEETING REGISTRATION FEE $35.00, €29, £20 $
Dinner $40.00, €33, £22 $
Optional Scholarship Donation (help someone in need attend this year’s meeting) $
 I request scholarship assistance.  Please accept this donation to help defray costs. $

GRAND TOTAL $

Check  Money Order  Visa   Master Card 
Card # __ __ __ __ - __ __ __ __ - __ __ __ __ - __ __ __ __   Expiration Date:  __ __ / __ __ 

Name on Card _________________________________ Signature ______________________________________

PAYMENT MUST ACCOMPANY THIS FORM.  
MAIL PAYMENT AND COMPLETED REGISTRATION FORM TO:

INTERNATIONAL PEMPHIGUS FOUNDATION • 1540 River Park Drive • Suite 208 • Sacramento CA 95815
or fax it to us at (916) 922-1458. You can call us at (916) 922-1298 or email at pemphigus@pemphigus.org.

Please list names and ages of other guests who are attending.

Name  ____________________________________________  Age  ____________________ Special assistance? 

Name  ____________________________________________  Age  ____________________ Special assistance? 

Name of person(s) with Pemphigus/Pemphigoid  ____________________________________________________________
Cancellations are not refundable after October 10, 2005.

The International Pemphigus Foundation invites you to 
join us on October 15, 2005 at the ExCeL London International Exhibition 

Centre (London Docklands, London E16 1XL, United Kingdom) when some of 
Europe’s leading physicians discuss pemphigus and answer questions from 

patients and caregivers.  
We will meet at noon and go until we have finished, or 8:00 pm whichever 

comes first.  Don’t miss this exciting opportunity as we gather to open doors 
and break down myths about pemphigus, its treatment, and the future 

directions we are heading.

Complete Event Costs: $75.00USD
Registration Fee: $35.00USD

Dinner (per person): $40.00USD

Approximately €62 or £42 for the 
complete event 

(meeting: €29/£20 and dinner: €33/£22)
KEEP THIS PORTION FOR YOUR RECORDS

RETURN THIS PORTION WITH PAYMENT

ExCel London International Exhibition Center
October 15, 2005, Noon until 8:00 p.m. (or sooner)

Joining us will be:
Dr. Karen Harman, UK 

Dr. Dedee Murrell, Australia 
Dr. Daniel Mimouni, Israel 
Dr. Michael Hertl, Germany 

Dr. Marcel Jonkman, Netherlands 
Dr. Sergei Grando, USA

...and others...

Connect with 

others!
Exchange Ideas!
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The role of environmental factors as-
sociated with endemic PF seen in Tunisia 
was reported in the poster session.  Dr. 
Sarah Brenner (Israel) led a spirited 
discussion on the role of drugs, especially 
sulfhydryl-containing drugs like penicil-
lamine on pemphigus acantholysis, and 
she discussed the possibility of pesticides 
and other environmental factors such 
as stress, hormones, and UV radiation as 
possible factors in the disease process. 

Dr. Michele Mignogna (Italy) pre-
sented the possibility of drugs such as 
Captopril being triggers for pemphigus. 
The consensus was that drugs may be 
triggering agents but that the relative im-
portance of the effect of the drug on the 
immune system as opposed to directly 
on the epidermis is unclear.  

Dr. Don Siegel, University of Penn-
sylvania, Philadelphia talked about the 
relationship between pemphigus and 
another autoimmune disease, idiopathic 
thrombocytopenic purpura (ITP), in 
which antibodies are produced against 
platelets. Platelets play a crucial part in 
the blood clotting process.  The lessons 
learned and the tools being used in the 
creation of novel therapies for diseases 
such as ITP, can now be applied toward 
developing new drugs for pemphigus as 
well.

Dr. Mark Pittelkow, Mayo Clinic, 
reported on his ongoing study on the 
epidemiology of pemphigus vulgaris and 
bullous pemphigoid.  The IPF helped 
fund this study with a generous dona-
tion to our reseach fund, and its current 
progress is detailed on page 7.

Dr.   Grant Anhalt of Johns Hopkins 
University in Baltimore, Maryland (USA) 
presented his extensive experience with 
paraneoplastic pemphigus, which is 
associated with malignancies, usually 
lymphomas, thymic tumors or Castle-
man’s disease.  Dr. Anhalt found that PNP 
patients developed autoantibodies to not 
only desmoglein 3 but also other mole-

cules associated with adhesion structures 
in the epidermis. 

Corticosteroids have been the main-
stay of therapy for PV for over fifty years, 
however the potentially severe adverse 
consequences of long-term high dose 
steroid use has led to the use of immuno-
suppressives as adjunctive medications. 
The paucity of evidence-based studies 
in PV and the challenges inherent in 
performing them was presented by Dr. 
Marcel Jonkman of the University of 
Groningen (The Netherlands), who per-
formed a double-blind clinical trial that 
did not show pulse oral dexamethasone 
to be useful.  

New studies with agents to reduce 
steroid dosage, such as dapsone and 
mycophenolate, were presented by 
Dr. Victoria Werth of the University of 
Pennsylvania in Philadelphia (USA) and Dr. 
Daniel Mimouni of Rabin Medical Center 
in Petah-Tiqva (Israel), respectively.  

There was interest in the experience 
of Dr. Jean-Claude Bystryn of New York 
University in New York City (USA) and Dr. 
A. Razzaque Ahmed of Harvard School 
of Dental Medicine in Boston, Massachu-
setts (USA), who used IVIg for the therapy 
of pemphigus.  IVIg was often effective 
in difficult patients who did not respond 
to other agents or as a way to reduce 
systemic steroid use.  The mechanism(s) 
of IVIg effectiveness in PV and PF is not 
fully understood but is being investigated 
(see below).

While most studies report that PF and 
PV are related to antibodies against Dsg1 
and Dsg3, respectively, other studies, such 
as those reported by Dr. Sergei Grando 
of the University of California-Davis Medi-
cal Center in Sacramento California (USA), 
implicate other membrane proteins 
(e.g., cholinergic receptors).  Dr. Grando 
also reported that certain drugs used to 
treat myasthenia gravis, such as pyr-
idostigmine bromide (Mestinon) might 
be useful in the therapy of pemphigus 
vulgaris. However, almost all investigators 
focused on antibodies to Dsg1 and Dsg3 

and their consequences on cell and tissue 
function.  Blood from patients showing 
autoantibodies to Dsg1 and/or Dsg3 were 
commonly employed for studies.  Two 
groups reported new monoclonal (single 
cell, identically genetic) antibodies to 
Dsg1 and Dsg3, as discussed above.

Zhi Liu of the University of North Car-
olina at Chapel Hill (USA) presented data 
using the neonatal mouse pemphigus 
model. His studies suggested that IVIg 
was associated with the breakdown of 
the anti-Dsg1 or anti-Dsg3 antibodies.

Dr. Grant Anhalt of Johns Hopkins 
University in Baltimore, Maryland (USA) 
presented the results of a Phase I dose-es-
calation safety trial in a group of patients 
treated with a 19 amino acid peptide 
derived from a Dsg3 epitope recognized 
by T cells from PV patients.  The long-
term aim of this treatment is to induce 
tolerance in pemphigus by decreasing 
autoreactive T cells in the patients.  The 
peptide does not induce flares of the 
disease, and further testing in a trial will 
go forward.

The high cost of drugs (e.g., mycophe-
nolate) and the ultra-high cost of IVIg led 
to discussions of the need for controlled 
studies of the treatments of PV.  To ac-
complish this goal, an international com-
mittee was formed, chaired by Victoria 
Werth of the University of Pennsylvania 
in Philadelphia (USA).  The committee is 
charged with developing standard no-
menclature for patient diagnosis and the 
results of pemphigus trials, so the descrip-
tion of their results can be compared.  

The complete program is avail-
able online www.pemphigus.org/
2005Meeting.htm, and abstracts from the 
meeting will be published October 2005 
Issue of the The Journal of Investigative 
Dermatology.

We would like to thank Dr. Lowell 
Goldsmith, University of North Carolina 
at Chapel Hill (USA) for writing a summary 
of the meeting. •

...continued from PEMPHIGUS 2005,  page 4
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Who says you have to have be in-
volved in an event to raise money?  

Just ask Todd Kuvin who rasied over 
$700 when he and his family created 
their very own page on justgiving.com.  

Todd, 24 now, has 
suffered with PV 
since he turned 16 
when he 
suffered 
from an 
outbreak 
of painful, 
ugly lesions 

on his gums and inner cheeks.  
His parents took him to 21 doc-
tors – dermatologists, dentists, 
oral surgeons, immunologists, 
et al -  from coast to coast, over 
the period of about a year.  

It was finally diagnosed 
correctly in his hometown 
of Louisville, KY, by Dr. Jeffrey 
Callen.  Over the next seven 
years, Todd was on Imuran® 
and prednisone daily.  This past 
year Todd decided on his own 
to completely drop the Imuran® 
and use only prednisone -- and 
that is when, and if, he experi-
ences bad outbreaks.  Fortu-
nately, those have been few 
and far between. 

It was during this time that 
Todd and his family opened 
their JustGiving page.  They 
did it from the comfort of their 
home right on the computer.  
With JustGiving you can raise 
money anytime and all the 
time.  Running a marathon? 
Participating in a walk cycling 
event? Having a birthday or 
an anniversary? Or even if you 
just want to spread the word 
to friends and family that the 
IPF needs their help to help 
you and others around the 
world with finding causes, 

treatment, and cures for pemphigus and 
pemphigoid -- you can fundraise!  

Thanks to innovative online 
fundraising tools, you can now raise 
money for the International Pemphigus 
Foundation doing just about anything. 
Through these tools, IPF is able to com-
bine the passion of supporters like you 

with the power of the internet. Join the 
online fundraising revolution! 

What are you waiting for?  Get started 
right now by going to www.justgiving.
com/ipf and set up your page today! If 
you have any questions:, contact Janet 
Segall at the IPF Office: 916-922-1298, 
jsegall@pemphigus.org. •

IN HIS SPARE TIME TODD RAISED MONEY FOR THE IPF THE “NEW FASHIONED WAY” - ONLINE!

DON'T HAVE TIME TO FUNDRAISE?  NOW YOU DO...

Alabama  – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Birmingham. . Charlotte Rueschenberg . . 205-991-3595  . . . . . . . . . . . . . . . . . . . . . . . . n/a
Enterprise. . . . Ann Sconyers  . . . . . . . . . . . 334-347-0919  . . . . . . . . . . . . . . . . . . . . . . . . n/a

Alaska– – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Anchorage . . . Jim & Scottie Cikanek  . . . . 907-243-3260. . . . . . . . . . . . . . cikanek@gci.net

Arizona  – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Tucson  . . . . . . Sloan Stevens  . . . . . . . . . . . 520-514-1343  . . . . . . . . . . . . . . . . . . . . . . . . n/a

California– – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Arroyo Grande  . . . Ted Schepp. . . . . . . . . . 805-481-5581  . . . . . . . . teddy-milehi@att.net
Chino. . . . . . . . Sandra Rose  . . . . . . . . . . . . 909-591-1496  . . . . . . . . .ybarose@verizon.net
Agorura Hills  . Barb Roller. . . . . . . . . . . . . . 818-991-6569  . . . . . . . . . . . barby43@aol.com
El Cajon. . . . . . Roy DeViso  . . . . . . . . . . . . . 619-588-9220  . . . . . . . . . . . roynmo@attg.net
Fresno . . . . . . . Sheila Weyant. . . . . . . . . . . 559-292-4607  . . . . . . . . . . .s.j.weyant@att.net
Jamestown  . . Loretta Weatherill  . . . . . . . . . . . . . . . . . . . . . . . dachshundstwo1@juno.com
Long Beach  . . Sonia Tramel . . . . . . . . . . . . 562-430-9472  . . . . . . stramel@speakeasy.net
Mission Veijo . Sima Ghofranian (Farsi)  . . 949-859-4356 sima_ghofranian@yahoo.com
Pleasanton . . . Fariba Vadpey. . . . . . . . . . . 925-426-7445  . . . . . . . s.vadpey@comcast.net
Rancho Cucamonga . . . Gregory Wright. . 909-899-6883. . . . .pittfan723@hotmail.com
Sacramento  . . Amy Granat (Hebrew). . . . 916-775-4744  . . . . . . . . . ajgranat@citlink.net
Tehachapi. . . . Lillie Swanson. . . . . . . . . . . 661-821-2224. . . . . sewingal@lightspeed.net

Colorado  – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Denver  . . . . . . Esther Lustig. . . . . . . . . . . . 303-773-6205  . . . . . . . . . . . . . . . . . . . . . . . . n/a

Florida  – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Boca Raton. . . Linda Tafet (Oct-May). . . . 561-451-2947   . . . . . . . . . . . . lin2124@aol.com
Delray Beach. . . Marcia Pepper (Dec-Apr)  . 561-496-1954  . . . . . . . . hotpep1221@aol.com
Gainsville  . . . . Athena Davidson  . . . . . . . . 352-378-4864  . . . . . . . . . . . . . . . . . . . . . . . . n/a
Pensacola . . . . Kevin Swanger (MMP) . . . 850-433-9872  . . . . . . .kevinswanger@cox.net
. . . . . . . . . . . . . (speaks Russian & Ukrainian)
Stuart  . . . . . . . Nancy Jennings  . . . . . . . . . 772-220-4505  . . . . . .abbott27@bellsouth.net
Tallahassee. . . Lee Kotick  . . . . . . . . . . . . . . 850-893-5538  . . . . . . .d281944@comcast.net

Georgia – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Augusta  . . . . . Elizabeth McLendon  . . . . . 706-650-2715  . . . . . . . . . a.mclendon@att.net
Gainsville  . . . . Cecelia Espinosa Murphy  . 770-532-1636  . . . . . . . . . . . . (speaks Spanish)

Hawaii  – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Honolulu. . . . . Jack Campbell. . . . . . . . . . . 808-942-2773  . . . . . . . . . . .jaklore@webtv.net

Illinois   – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Chicago. . . . . . Ed Tenner. . . . . . . . . . . . . . . 847-251-9375. . . . . . . . . . . eyekon20@aol.com

Kentucky  – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Louisville  . . . . Madeline Stempkovski  . . . 502-538-6997  . mstempkovski@hotmail.com

Maryland   – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Baltimore . . . . Elaine Guice. . . . . . . . . . . . . 410-477-9445  . . . . . . . . . . . . . . . . . . . . . . . . n/a
Baltimore . . . . Carol Rubenstein  . . . . . . . . 410-356-1999  . . . . . . carolruby@comcast.net

Massachusetts   – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Boston  . . . . . . Carol Fischman. . . . . . . . . . 617-964-0826  . . . . . mrmrsfish@comcast.net
Taunton  . . . . . Jeff Perry  . . . . . . . . . . . . . . . 508-828-1386  . . . . . . .kampfireking@aol.com

Michigan  – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Flint . . . . . . . . . Lois Stanley. . . . . . . . . . . . . 810-732-7147. . . . . . . . .lmstanley35@aol.com

Rockford. . . . . Joe & Elaine Rothenthaler. . 616-866-8402  . . . . . . . . ejroth@chartermi.net
Minnesota  – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 

St Paul. . . . . . . Dylan McIntosh (MMP). . . 651-438-9292  . . . . dkmcintosh1@mmm.com
Nevada  – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 

Las Vegas . . . . Bev Siegel  . . . . . . . . . . . . . . 702-656 -9998. . . . . . . . . . . . .jabbs39@att.net
New Jersey  – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 

Rochelle Park . Skip Van Lenten  . . . . . . . . . 201-406-3933  . . . . . . . . . . . .pvskip2@aol.com
Westmont  . . . Alycia Leir  . . . . . . . . . . . . . . 856-869-0761  . . . . . . . . . . . . . . . . . . . . . . . . n/a
W Orange. . . . Hannah Lisa Reade  . . . . . . 973-736-1253  . . . . . . . . . . . . . . . . . . . . . . . . n/a

New York  – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Bronx. . . . . . . . Peg Schroder/Pemphigoid 718-584-3392  . . . . . . . . . . . . . . . . . . . . . . . . n/a
Brooklyn . . . . . Marcia Pepper (May-Nov)  718-946-0927  . . . . . . . . hotpep1221@aol.com
Brooklyn . . . . . Miriam Weiss  . . . . . . . . . . . 718-332-2681. . . . . . . . mcyberbobby@cs.com
Dobbs Ferry  . . . Sandra Feldstein  . . . . . . . . 914-693-1157. . . . . . . sanherb@optonline.net
New York  . . . . Barry Katz  . . . . . . . . . . . . . . 914-723-3698  . . . . . . .barry@vsrsystems.com
New York  . . . . Linda Tafet (June-Sept)  . . 845-425-4917 . . . . . . . . . . . . lin2124@aol.com

Valley Stream  . . Matt Koenig  . . . . . . . . . . . . 516-825-4594  . . . . . . . . . . . mattkoe@aol.com
North Carolina  – – – – – – – – – – – – – – – – – – – – – – – – – – – – 

Chapel Hill  . . . Erin Pias Hines  . . . . . . . . . . 919-942-8781  . . . . . . .acaspase3@yahoo.com
Ohio – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 

Cleveland  . . . . David Bazzy  . . . . . . . . . . . . 313-277-0289. . . . . . . . . . . . . cbazzy@aol.com
Cleveland  . . . . Roz Cameron  . . . . . . . . . . . 216-896-0952 . . . . . . . . . . . . . . . . . . . . . . . . n/a
Columbus. . . . Kelly Valle  . . . . . . . . . . . . . . 937-324-8931. . kellygirl_45503@yahoo.com
Columbus. . . . Sarah Harrison  . . . . . . . . . . n/a  . . . . . . . . . . . . . . Urwaitress2002@aol.com
Toledo. . . . . . . Dorothy Strayer  . . . . . . . . . 419-874-5696  . . . . . . . . . . . . . . . . . . . . . . . . n/a

Oregon  – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Oregon City  . . Nancy Earp  . . . . . . . . . . . . . 503-650-0962 . . . . . . . .stealthlady1@aol.com

Pennsylvannia– – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Erdenheim  . . . Stan Schwartz  . . . . . . . . . . 215-233-5085  . . . . . . . . . . . . . . stanls@att.net
King of Prussia . . Gregory Davis . . . . . . . . . . . 610-337-8293. . . . . . . . . . gdaviskop@aol.com
Philladelphia  . Sue Carpenter . . . . . . . . . . . n/a  . . . . . . . . . . . . . . . . . . . . . susirecar@aol.com
Warren  . . . . . . Betty Mailhot  . . . . . . . . . . . 814-726-3612. . . . . . . . . . . pauljm@kinzua.net

Rhode Island – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Hope Valley  . . . Yvette Nachmias Baeu  . . . 401-539-8355  . . . . prestigedefrance@cox.net

Texas  – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Dallas  . . . . . . . Joyce Korn . . . . . . . . . . . . . . 214-739-1485  . . . . . . . . . . . . hlkorn@flash.net
Dallas  . . . . . . . Karen Tellez (MMP) . . . . . . 817-281-3739 . . . . . . . . . . . textell@charter.net

Utah – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Salt Lake City  . . Matt Cole. . . . . . . . . . . . . . . 801-546-2507  . . . . . . . . .matt@bachkohl.com

Virginia  – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Petersburg  . . . Lynne Stanley . . . . . . . . . . . 804-733-3696  . . . . . . . . lstanley@roofsys.com
Virginia Beach  . . Betty Burke . . . . . . . . . . . . . 757-427-9414. . . . . . . . . . . . bob-bett@cox.net

Washington  – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Kennewick . . . Caroline Patnode  . . . . . . . . 509-588-4064. . . . . . . . . . . cp1353@msn.com

Wisconsin  – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Eau Claire  . . . . Joanne Palzkill . . . . . . . . . . 715-835-2209  . . . . . joanne@draganettis.com

Wyoming – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Cheyenne . . . . Brenda Schulz. . . . . . . . . . . 307-632-2901  . . . . . . . . gbschulzgo@aol.com
Newcastle  . . . Donna Bunch  . . . . . . . . . . . 307-746-4108  . . . . . . . . . . .dlbunch@trib.com

Australia  – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Booragoon . . . Julian Chan  . . . . . . . . . . . . . 08-9316-1787. . . . . . . . . . juchan@tpg.com.au

Canada  – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Beaumont AB. . Graciela Mandeville (Spanish)  . . . . . . . . . . . . . . . . . . . . . . . . . . . 780-929-8981 
lloydman@connect.ab.ca
Toronto . . . . . . Zaibeen Ismail (PF)  . . . . . . 416-226-2085  . . . . . . . zaibeen@sympatico.ca
Toronto . . . . . . Dan Goodwill  . . . . . . . . . . . 416-488-0453 . . . . . dan.goodwill@primus.ca
Victoria BC  . . . Darryl Farquhar  . . . . . . . . . 250-474-4741  darryl_farquhar@hotmail.com
Ontario  . . . . . . Victoria Carlan  . . . . . . . . . . 613-866-8706  . . . . . . . . . . . . . . . . vec@istar.ca

China  – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Hong Kong. . . Ming Kwong . . . . . . . . . . . . n/a  . . . . . . . . . . . . . mingkwong@hotmail.com

England– – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
London . . . . . . Isobel Davies (MMP) . . . . . 1286 713214 . . isobel_davies@dial.pipex.com

France– – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Avon  . . . . . . . . Josée de Felice  . . . . . . . . . . 01-60-72-1873. . . . . . . felice@paris7.jussieu.fr
Paris  . . . . . . . . Peter Foldes  . . . . . . . . . . . . 01-47-32-4205. . . . . . . . peterfoldes@tiscali.fr

Mauritius
Pl Ds Papayes.  Sunil Toolsee  . . . . . . . . . . . 230-773-1149. . . . . . . . sunil1902@yahoo.com

Mexico  – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Aguascalientes, Ags . . Gilberto Aguirre  . . 449-917-1716. . . . . gaguirre2@infosel.net.mx

Scotland  – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Edinburgh . . . Clare Cameron  . . . . . . . . . . 1368 860530  . . . . . clarecam55@hotmail.com

Iberian Peninsula (Gibraltar, Portugal, Spain)
. . . . . . . . . . . . . Richard J. Labrador  . . . . . . 350-49030  . . . . . . . . . . claim@gibtelecom.net

Israel  – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Haifa  . . . . . . . . Victor Leikehman. . . . . . . . 04-993-1117. . . . . . . . . . .victorlei@yahoo.com

Italy  – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – – 
Rome. . . . . . . . Anna Lisa Riccardi  . . . . . . . n/a  . . . . . . . . . . . . . . . . . . . . . . . .alz46@yahoo.it

New Zealand– – – – – – – – – – – – – – – – – – – – – – – – – – – – – –  
Nelson. . . . . . . Gloria Romano  . . . . . . . . . . P. O. Box 1051, Nelson, New Zealand
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Copy or cut out this form, print clearly, and return with your donation to:
International Pemphigus Foundation 

1540 River Park Drive, Suite 208 • Sacramento CA 95815

 I would like to received the Quarterly.  I have enclosed my suggested annual 
tax-deductable donation of $50.00 to help offset the costs of the IPF 
website, online support group, newsletter, etc.  

 I would like to donate an additional tax-deductable contribution in the 
amount of $_______ to further the work of the IPF. 

 I would like to received the Quarterly, but I am under financial hardship.  I 
have enclosed tax-deductable donation of $_______ to help cover costs.  

Payment (Do not send cash):  Check   Visa  MasterCard
Card #: __ __ __ __ - __ __ __ __ - __ __ __ __ - __ __ __ __ 
Expiration Date: MO : __ __ YR: __ __
Signature (REQUIRED): ___________________________________
Printed Name:  _________________________ Date: __________
Address: ___________________________________________
City:  _______________ State/Province:  _____ Country: ________
Postal Code:  ___________ Telephone: ______________________

Email:  ____________________________________________

DONATE 
NOW! 
SUPPORT 
OUR 
EFFORTS!

Contribute to the 
International Pemphigus 
Foundation and receive 
the IPF Quarterly.  It has 
the latest information on 
research, plus valuable, 
pertinent and accurate 
information for those 

who live with pemphigus and pemphigoid and their caregivers.  And best of all, your 
contribution not only covers the cost of your newsletter, but also goes to support all of 
our patient services as well as the research that could eventually cure pemphigus and 
pemphigoid.   

Donate today!

The IPF...

Your ticket 
to the most
current 
information.

Spirulina is an edible algae that is rich in protein as well as vitamins A, D, K and B12? Some studies hint at 
it for cancer protection, but you should skip it if you have any autoimmune disorders. A recent report in the 
Archives of Dermatology linked spirulina to development and flare-ups of a rare autoimmune disease -- 
pemphigus vulgaris -- that produces painful body sores.

DID YOU KNOW...
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PEMPHIGUS 2005:
Progress and Future Directions

With a generous educational grant from

ZLB Behring

PLATINUM DONOR: Centocor has pioneered breakthrough therapies designed 
to improve human health and restore patients’ quality of life.  By focusing on the 
common denominator, they are revolutionizing  patient treatment around the world.  
Centocor is the maker of REMICADE®, a drug that has shown promise for use in treat-
ing blistering diseases. 

GOLD DONOR: Aspreva Pharmaceuticals is a distributor of CellCept. Aspreva 
is undertaking a global clinical program that will form the basis of formal regulatory 
submissions for CellCept in autoimmune diseases. Aspreva is derived from the Eng-
lish word aspiration, Latin for hope (spero) and French for dream (reve). 

SILVER DONOR: AMGEN is a manufacturer of Enbrel® (etanercept), a TNF inhibi-
tor approved for psoriasis and used by pemphigus and pempigoid patients. Amgen 
continues to be an entrepreneurial, science-driven enterprise dedicated to helping 
people fight serious illnes. Clinical trials are at Stanford University and in Boston, MA.

BRONZE DONORS: Peptimmune manufactures PI-0824 which targets the 
disease pathogenenis in pemphigus vulgaris and is being developed as peptide im-
munotherapy. It has the potential of being the first treatment specifically indicated 
for the treatment of pemphigus vulgaris.  ZLB Behring is one of the world’s lead-
ing pharmaceutical companies specializing in the manufacture of plasma products 
such as IVIg.  Its comprehensive line of therapies includes immunoglobulins for the 
prevention and treatment of immune disorders. •

- PLATINUM DONOR -

- GOLD DONOR -

- SILVER DONOR -

- BRONZE DONORS -

We would like to thank the sponsors of


