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by Becky Strong

L

ast Spring I attended the annual IPPF meeting in Philly. I had a
wonderful time and learned so much
as a newly diagnosed patient and a
nurse. One of the speakers, Dr. David Sirois said something that really
struck home with me. We, as patients,
need to be the one to educate doctors and others about our disease. We
have the power to get the word out
there. WOW! He was so right about
that.
I took that message home with me,
and on my next appointment in the
oral surgery clinic at the University of
Michigan, I told my doctor, Dr. Carol
Ann Murdoch-Kinch, about my time
at the conference, what I learned, and
offered to speak to any of her stu-

dents, if she wished. She was really
surprised I would offer, and told me
that she would take me up on it. On
February 10, 2011 I got my chance.
Pemphigus was scheduled to be
the topic of Grand Rounds at the University of Michigan School of Dentistry. Dr. Murdoch-Kinch asked me to
speak about my experience leading
up to diagnosis and then treatment
with pemphigus. She also wanted
me to talk about my feelings about
the length of time it takes to be diagnosed and how pemphigus affected
my life. I believe she and her 212 students got more than they bargained
for on that Thursday morning. You
could hear a pin drop during my lecture.
Continued on page 4...
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From the Top

As you can see from the “numbers” (pages 8-9) 2010 was an extraordinary year in advancing care for P/P patients. More people calling on us for information and support,
more Peer Health Coach’s answering more questions from more countries, more vised the
website and stayed there to learn, and most recently, an new community of self-support
has blossomed on the IPPF Facebook® page.
Still, we see other numbers that give us pause. Few of the newly diagnosed participate
in the original Email Discussion Group — where some of the seen-it-all, fonts-of-wisdom
built the first P/P “community” — and few of those old friends from the EDG have made
the transition to Facebook® where nearly 400 people from around the world share hope
and advice. We contemplate whether our community has grown so large as to feel fragmented or whether we are supporting ways to serve each type of need, although they come far and wide.
Of even more concern is the reality that after people
achieve illness improvement or remission they participate
less and less with sharing, advising, or educating others. It
can have the effect of draining the community of the wisdom of those who persisted and succeeded, and the hope
that is evidenced by another’s health improvement. This
same phenomena is reflected in the individual financial support for the IPPF. While most people do make a donation
to the Foundation early in their illness, as time passes this
drops off significantly: in a given year only 1/10 people who
request and receive service from the IPPF make a donation.
The IPPF is committed to helping every patient at no cost,
but at the same time depends on your generosity to continue and expand valuable services for everyone. Please consider making a donation today!
We recognize that the battle is not over when we help one
person at a time, the battle is just getting started. It’s not just
about one person getting better — it is also about hundreds
of thousands with symptoms getting a fast and accurate diagnoses, about tens of thousands of doctors having knowledge to treat effectively and thousands of patients who need access in their community to a doctor
who can help. It’s about the many hundreds of thousands who will come after you, who’s lives will be changed
by what we do now ... what we invest now.
Your Board of Directors after much internal committee work and analysis has approved the following projects to support three key initiatives: the first, a result of Board feedback session at the last Annual Meeting
(Philadelphia, 2010) is a robust Doctor Awareness Campaign to assess doctor familiarity of signs/symptoms/
treatment and target strategies to achieve faster diagnosis and more effective treatment; the second, the
Best Practices Consensus Conference (2012), where, on the heals of our very successful scientific meeting in
November, 2010, we are planning a pivotal meeting of leading experts to develop clear "best practice" principles that help us influence insurance benefits and doctor treatment awareness; and finally, ongoing with the
Registry, to celebrate 500 volunteers enrolled and to learn from the aggregated data available for the first time
ever,what seems to be working and what not. This will, and is, truly driving science discovery and patient priorities.
I look forward to seeing you all at the Annual Meeting in Detroit, May 20-22, 2011.
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The Journal of the International Pemphigus & Pemphigoid Foundation
DAVID A. SIROIS, DMD, PhD President, BOD
VICTORIA WERTH, MD Chairman, MAB
MOLLY STUART, JD Chief Executive Officer
POSTMASTER: Please send address changes to IPPF, 2701 Cottage
Way #16, Sacramento CA 95825, United States of America.
The Quarterly is published four times a year in the Spring, Summer,
Fall and Winter and is provided free of charge to our donors as a
thank you for their support. The material presented in our journal is
not intended as medical advice. Readers are urged to consult their
physicians before making any changes in their health regimen. The
contents of the Quarterly cannot be reproduced or copied without
written permission of the IPPF. All inquiries regarding material
from this publication should be directed to: IPPF, Attn: Rights and
Permissions, 2701 Cottage Way #16, Sacramento CA 95825, USA.
The opinions of contributors are not
necessarily those of the IPPF.
We are able to reproduce articles and provide electronic copies of
issues. The cost for this service varies based on the amount and type
of media preferred. If you are interested in submitting a story for
print consideration, please contact the IPPF prior to submitting your
story. Our staff will assist you in preparing your article for future
publishing in an issue that relates to your topic.
BOARD OF DIRECTORS
David A. Sirois, DMD, PhD President
The Honorable Janice A. Taylor Vice President
Lee A. Heins Secretary/Treasurer
Dan Goodwill Director
Paul Konowitz, MD, FACS Director
Rebecca Oling, MLS Director
Badri Rengarajan, MD Director
Sonia Tramel Director
Mindy Unger Director
Terry Wolinsky-McDonald, PHD Director
J. Gregory Wright, MBA Director
MEDICAL ADVISORY BOARD
Grant Anhalt, MD Johns Hopkins Univ. Med Center, Baltimore MD
Luis Diaz, MD University of North Carolina, Chapel Hill NC
Sergei Grando, MD, PhD, DSci Univ. of California-Irvine, Irvine CA
Russell P. Hall III, MD Duke Univ. School of Medicine, Durham NC
Takashi Hashimoto, MD Kurume Univ. School of Medicine, Japan
Michael Hertl, MD Phillips-University Marburg, Germany
Pascal Joly, MD Rouen University Hospital, Rouen, France
Marcel Jonkman, MD, PhD Univ. of Groningen, Netherlands
Francisco A. Kerdel, MD Univ. of Miami Medical School, Miami FL
Neil Korman, MD, PhD Case Western Reserve Univ., Cleveland OH
Peter M. Marinkovich, MD Stanford University, Stanford CA
Dedee F. Murrell, MD University of New South Wales, Australia
Amit Pandya, MD University of Texas Southwestern, Dallas TX
Animesh A. Sinha, MD, PhD Michigan State Univ., East Lansing MI
David Sirois, DMD, PhD New York Univ. College of Dentistry, NY NY
Robert A. Swerlick, MD Emory University, Atlanta GA
Victoria Werth, MD University of Pennsylvania, Pennsylvania PA
ADMINISTRATIVE STAFF AND SUPPORT
Molly Stuart, JD Chief Executive Officer / Senior Editor
William Zrnchik, MBA Director of Communications / Creative Design
Kevin Cruz Cristo-Rey High School, Sac. CA - Intern
PEER HEALTH COACHES
Marc Yale marc@pemphigus.org
Yvette Nachmias-Baeu yvette@pemphigus.org
Susan Gonzales-Thomas susan@pemphigus.org
Sharon Hickey sharon@pemphigus.org
Jack Sherman jack@pemphigus.org
HEADQUARTERS
2701 Cottage Way • Suite 16 • Sacramento, CA 95825
Phone: 916-922-1298 • Fax: 916-922-1458
info@pemphigus.org • www.pemphigus.org
© 2011, International Pemphigus & Pemphigoid Foundation.
All Rights Reserved.
Printed in the USA by Sundance Press, Tucson AZ
www.sundancepress.com

Jill Abrams
Ira Abrams
Lucretia Acquaviva
Alwyn Cream
Grant Anhalt
Ann Barberio
Micha Baum
Robert Bein
Kirsten Bellur
Susan Bendell
Anne Bennett
Pola Berggrun
Nancy Bingham
Lillian Bloch
Joan Bonner
Robert Boublitz
Steven Bourlett
Henry Branscome
Family Budoff
Erica Busch
Charles Camisa, MD
Dolores Cano
Arnold Carmel
William Caver
Mary Susan Chapman
John Chiazza
Linda Christensen
Ada Cogan
Aliza Cohen
Jacob & Rebecca Cohen
Heike Cottrell
Vincent Crisanti
Christopher Crotty
Mark Dahl
Susan Daley
David Darrow
Bryan Daves
Mark David
Maureen Delaney
Joan DeLucie
Steven Dennis
Barbara Deramo
Stephen Derman
Veronica Eads
Marilyn Eagle
William Eaton
Thomas Edwards
Mitch Eichen
Jeanne Elliott
Joan Ernst
Leslie Evans
Nancy Evans
Carol Evilsizor
Angela Fanello
Michael Farrer
Thomas Fasolo
Sandra & Herb Feldstein
Carol Fischman
Tom Foley
Evelyn Freeman
George Freeman

Marjorie Freilich-Den
Janice Frezel
Sandra Fryda
Fuchsberg Family Fndtn
Shelley Garrido
Gary Garvin
Howard Gersh
Barbara Gerson
William Gerstner
Lynn Glick
Judith Goldmark
Susan Gonzales-Thomas
Sarah Gordon
Sharon Gordon
Louise Gould
Sergei Grando, MD, PhD
Rachael Gross
Nikolaus Grunert
Marilyn Hall
Zahra Hallaji
Brenda Hart
June Hauer
Crescent Healthcare
James Heimlich
Lee Heins
Jerry Helfman
Ed Hennessy
Helen Hermann
Jan Hillman
Diane Hirsch
Elizabeth Hodes
Timothy Hodges
Amy Horowitz
Harriet Horvitz
Kitty Hughes
Margaret Ianniello
Lena Ippolito
Mary Lee Jackson
David Jacobus
Ernest Jellinek
Ann Kafetz
Javad Kanani
Lewis Kanengiser
Cecile Kasner
Adina Keller
Charles Kent
Francisco Kerdel, MD
Diane Kern
Robert Klien
Reuben Koolyk
Neil Korman, MD
James Kuh
Solomon Kurz
Robert Kushlis
Aaron Lazbin
Russel Leatherby
Pat Lee
Lisa Levine
Ellen Levine
Songshan Li
Alan Livingston

Dwight Magalis
Pam Mainini, CPA
Pamela Maiorano
James Marple
Francis McCarthy
Sandra McCausland
Michael Mcclare
Sarah McClellan
William Meskill
Lillian Metcalf
Elizabeth Meyers
Don Meyerson
Donna Micun
Emily Miller
Joan Miller
Richard Milletics
Warren Morganstein
Maria Moutinho
Robert Munroe
Jeanette Naiditch
Katherine Nakanishi
Andrea Nordell
Rebecca Oling
Deborah Pacini
Sylvain Palmer
Richard Papert
Jay Parmar
Jag Patel
Wendy Patitucci
William Pauls
Barbara Paxson
Simon Pealman
Peter Peterson
Sharon Pollack
Peggy Proeber
Alan Pruzan
Angeline Pugliese
Leslie Pulci
Joyce Raab
Sergei Rakhmanov
Shanaz Raza
Aimee Reveno
Marilyn Richmond
Ellen Rigg
Betty Roberts
Sharon Robison
Nelda Rodchuer
Richard Roisman
Barbara Roller
Lillian Rolon
Betty Romeo
Robin Rose
MIchael Rosengarten
Marvin Rosengarten
Carol Rubenstein
Lillian Sands
Anthony Santoro
Robin Schectman
Bernice Schroeder
Leslie Schultheis
Sharon Schultz

yvette schwartz
Lois Schwartz
David Mark Schwartz
Germaine Schwider
Jody Seligman
John Shaia
Allan Shenker
Sally Shotkin
Jean Siegel
M Sievers
Earl Simon
Helen Singh
David Sirois, DMD, PhD
Michael Sittig
Joel B. Smason, MD
Albert Smith
Pamela Smith
Maxine Smith
Louise Smith
Diane Smith
Cheryl Spain
Judy Stead
Susan Steele
Sloan Stevens
Molly Stuart
Lillie Swanson
Linda Tafet
Edward Tenner
Jorrit Terra
Kiki Thompson
Julie Toms
Margarita Tovar
Sonia Tramel
Susan Truwit
Joseph Urban
John Valdez
Charles Valenti
Andrew Van Der Poll
Frank Vargas
Herb Velazquez
Alice Voytovich
Don Watkins
Amy Weber
Elizabeth Weinreb
Miriam Weiss
Harriet Werner
Joan Wettstein
Alice Wilkie
Ruth Willner
Leah Wolin
Arlene Wolk
Robert Wright
Robert Young
Fred Youngswick
Karen Zallen
David Zaret
Richard Zaslow
Schania Zelvin
Richard Zitomer

We make every effort to accurately recognize our donors. If you were omitted,
please let us know so we can show our gratitude in the next issue.

I told them that my issues began in
We, as patients,
September 2008 and then led them
need to be the one
through an emotional and terrifying
journey filled with all the gory details
to educate doctors
of pemphigus that led to my diagnoand others about
sis in February 2010. The students had
the opportunity to learn about this disour disease.
ease from first hand experience, not a
textbook. I taught not only through the
words from my mouth, but the anger bring this disease off the page of a textthat would come and go in my voice, the book and send a real life message. I left
tears in my eyes, and the feeling of even- knowing those students won’t forget
tual relief that I felt.
pemphigus or me.
After telling my story for one hour, stuAfter the lecture period, students and
dents AND faculty asked me questions. faculty came up to me and told me how
Some questions were very personal, oth- much courage I had to speak about
ers very clinical. They wanted to know pemphigus and the impact it had on me.
about treatments, the emotional and Students were talking to me with tears
mental impact on me and my family and in their eyes, and most to I spoke with
they asked how the doctors who treat- would give me a hug. It turned out the
ed me and missed my diagnosis would Dean was there and she and my doctor
act toward me after diagnosis. I have think it would be a good idea if I spoke at
got to tell you, my favorite comment the School of Medicine. It turns out that
came from a second year student. He a member of the faculty also teaches at
said, “Your experience was horrible. How another university in our area and woncome we don’t hear more about this dis- dered if I would be willing to speak there
ease? It seems like we need to get the as well. I would do anything to help get
word out there.”
our message out and bring awareness to
our disease.
At last, the “A-HA” moment!!! One patient asked
When I went home that
one doctor to speak to her
day, I thought just how
class. One student asked
much just one person can
one question that proved
make such a huge differthe whole room got it. The
ence. One person got it in
power of ONE.
her mind to start IPPF. One
person in a group had the
I went into this whole
thought to have an annuexperience wanting to
al meeting. One person
get pemphigus into the
spoke and a whole room
minds of the people who
listened. One person took
could help the most, to
a message home and
get them to recognize and
spoke with 212 graduate
consider this disease in
students. I guarantee one
patients who have mouth
person went home and
lesions that are not healtold somebody else about
ing. I didn’t care if they reBecky Strong, PV
what they heard.
Michigan
membered my name or
IPPF Volunteer Speaker
my face. Just remember
That is truly, the power
becky@pemphigus.org
the disease! I wanted to
of one.
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YOU CAN MAKE
A DIFFERENCE!

...continued from POWER OF ONE , page 1

There are many ways
that patients and
caregivers can help
increase advocacy and
spread awareness.
If you would like to
know more about
speaking about
pemphigus and
pemphigoid, contact
the IPPF at
info@pemphigus.org.
If you are willing to
speak out, but not
sure what to say
and just need some
pointers and materials,
feel free to contact
Becky at
becky@pemphigus.org
and she will be glad to
help you get started!

MARCH

Y

our IPPF Medical Advisory Board met at the American Academy of
Dermatology Annual Meeting in February to outline their goals for
the next two years. We marked the sad passing of former MAB Chairman, Jean-Claude Bystryn, and welcomed the volunteers who took up
the reins, Dr. Vicky Werth as the Chair, and Dr. Sergei Grando as the ViceChair. The MAB, keeping in mind the mission of the IPPF, continues its focus
on the three key goals of the IPPF -- Patient Support, Doctor Awareness and
Scientific Discovery and promises to move forward in these areas.
Patient Support
Recognizing that one of the key “values added” that the MAB provides
members of the IPPF is access to their very specific expertise -- especially when there are so few that have such knowledge. To help grow this access of IPPF patients to the wisdom of these experts, the MAB has agreed
to contribute to a Town-Hall style teleconference every few months.
These meetings will include sharing information on specific topic(s) or
facilitating Question & Answer sessions.
Building Doctor Awareness
The MAB‘s seminal task in improving the care that patients get in doctor offices will focus on developing a consensus statement on the most
effective treatment protocols. This will aid in creating best practice guidelines for doctors not familiar with treating P/P -- like what side effects to
look for or how to evaluate the tapering of prednisone.
The MAB will elect a Steering Committee to articulate the specific outcomes, and assign teams and action items. These will include conducting worldwide research to collect consensus statements already concluded. In some countries, for example, governments require doctors to
follow a standard, more narrowly defined, or even a radically different set
of procedures and milestones than in the US (and these protocols have already been decided and published).
In addition, the IPPF will collect models of success for the process of
developing a set of guidelines for non-experts to follow. Concurrently,
the MAB and the IPPF BOD will pursue opportunities to fund this project
to bring together these leading clinician-scientists for a two day meeting. The goal of this meeting will be the authoring an authoritative paper on present/future/best treatment practices. Then we will really have
the opportunity to shape the future of better health.
Scientific Discovery
Finally, in order to ensure that there will be enough (a usefully large
and representative sample) data by the 2012 Consensus Meeting to evalContinued on page 7...
The Quarterly
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13-18 Skin Disease Education
Foundation 35th Annual
Dermatology Seminar
(Maui, HI)

M AY

4-7 Society for Investigative
Dermatology 71st Annual
Meeting
(Phoenix, AZ)
5 Associazione Nazionale
Pemfigo/Pemfigoide Italy
Meeting
7 Association Pemphigus
Pemphigoide France
Meeting
20 IPPF BOD Retreat and Peer
Health Coach Training
(Detroit, MI)
20-22 IPPF 2011 Annual Meeting
(Detroit, MI)
24-29 22nd Annual World
Congress of Dermatology
(Seoul, South Korea)

JUNE

22-26 Canadian Dermatology
Association 86th Annual
Conference
(Edmonton, AB, Canada)
25-29 10th World Congress on
Inflammation
(Paris, France)

J U N E - J U LY

26-1 Camp Discovery at Camp
Little Pine
(Crosslake, MN)
26-1 Camp Discovery at Camp
Reflection
(Carnation, WA)

J U LY

7-10 Society for Pediatric
Dermatology 37th Annual
Meeting
(Baltimore, MD)

10-15 Camp Discovery at Camp
Big Trout
(Crosslake, MN)

AUGUST

3-7 AAD Summer Meeting
(New York, NY)
7-12 Camp Discovery at Camp
Dermadillo
(Burton, TX)
Spring 2011
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Support Needs, Sources
& Giving Back

L

ife for healthy people usually does not feel like a
lot of unknowns on a daily basis, even if daily routines changes frequently. Everyone knows that they
could step into the street and be hit by a bus, but few
actually lose sleep over that possibility.
If diagnosed with something well known and understood, such as heart disease or cancer, there is
usually an immediate medical protocol for the patient/person to participate in – and diagnosis/detection is usually reliable. Once the protocol and specialists are in place (sometimes after only one telephone
call) the patient has to deal with the diagnosis and
perhaps lifetime consequences. There will be a lot
of professionals available, often including insurance
nursing coaches, and friends, relatives and the general public will probably at least understand the basics
of the situation. There will be literature and information readily available, and support will probably be
offered. And, there are often investments in cures or
at least “races for cures” for these “popular” illnesses.
However, with rare “orphan” diseases the patients
and treating doctors often find themselves facing
an uphill battle to properly diagnose, find best treatments, implement them and get insurance coverage. Even after the struggle to get a proper diagnosis,
the path is still challenging. Now you know what you
have - this strangely named, rare, disease that people have never heard of and which even many doctors have never seen before. Standardized treatments
don’t exist or don’t work for enough cases, too few
meds are approved specifically for treatments causing insurance challenges, and even the scientists
don’t really have answers. Now, the world becomes a
very different and scarier place, filled with even more
uncertainty.
Fortunately for P/P patients, there is help in the
form of the IPPF, medical specialists and expert patient health coach advisors, plus community access
through Facebook®, Forums or Email Discussions can
connect you with others just like you and with more
6

information. The IPPF website has won awards for its
great resources (although there is a lot to process especially in the beginning). Since your treating physician may not be an expert, information and support
is available for doctors too!
Behind the scenes the Medical Advisory Board,
Board of Directors and IPPF employees are also working tirelessly to continue to keep the Foundation running smoothly and to locate necessary resources, including funding for projects. The Annual Doctor/
Patient Meeting provides an arena for dissemination
of education, information and support for patients
and family/ friends.
Local support groups continue to meet, and some
have been around for more than a decade. The local
support leaders often give tirelessly of themselves,
even once they may have reached their own remissions. Those who continue to give, stay involved and
are dedicated to helping others are a very special and
sometimes under-appreciated group. Many patients
only stay involved when they are new to the illness
and trying to make necessary adjustments to this
new life.
Others do what they can by giving generously financially in order for the Foundation to continue
to provide its free services. No one is sent a bill. Instead, everyone is asked to give as much as they can,
in any way we can, at least annually. Patients can ask
friends and others to donate to the organization directly, in someone’s name or in honor of an event
or can support this work through buying from IPPF
partners, including purchasing beautiful holiday and
greeting cards which can be ordered through www.
pemphigus.org/cards. It’s a win-win situation.

International Pemphigus & Pemphigoid Foundation

Continued on page 10...

Dr. Terry Wolinsky-McDonald is a
licensed clinical psychologist in the
Pittsburgh, Pa. area. She is a member of
the IPPF Board of Directors and frequent
contributor to the Quarterly. Her articles
focus on the psychological aspects of
living with P/P in patients, caregivers,
and family members.

...continued from ACTION!, page 5

uate what such “best treatments/practices” might be, the MAB has
agreed to directly support, encourage, and facilitate patient participation in the Registry. Because of medical privacy regulations
(HIPPA) doctors may not simply mail out requests to participate
based on a disease diagnosis. However, when patients are with
them in person, doctors can encourage actions that can improve
a patient’s well-being including advancing science through the
Registry or participating with a Peer Health Coach.
The IPPF has developed Registry information/invitation cards
for doctors to hand out to P/P patients when they come for their
visit. These cards will include a unique doctor enrollment code so
the IPPF can understand patterns and barriers to enrollment, and
favorably influence both. Finally, independent statistical evaluators will “check” data input into the registry against actual records
to verify it’s veracity before making treatment proposals or using
it to pursue scientific discovery or publication.
This is a very exciting agenda with lots of opportunity for the
new leadership to have lasting impact.
On a final note, congratulations and best wishes to MAB member Dr. Animesh Sinha, who has accepted the position of Chairman of the Department of Dermatology at the University at Buffalo (UB) and Roswell Park Cancer Institute. Dr. Sinha will also serve
as UB's inaugural Rita M. and Ralph T. Behling, MD, Professor of
Dermatology. He and his wife, Kristina Sieffert-Sinha, and their baby boy, Mitram, will be moving to Buffalo, NY in April to begin
their new adventure! Congratulations Sinha Family!

P/P Registry Update: ¡Ahora en Español!

T

he IPPF has completed the process of translating the Registry
into a Spanish version and receiving Review Board approval for protection of research data and subjects. Instrumental in the process
was our IPPF Intern from Cristo Rey
High School.
Kevin Cruz, a bilingual student,
started at the IPPF last June and
painstakingly matched each English-to-Spanish question (and the
many possible answers) that comprise the registry survey. It was a
task we could not have done without his expertise.
The Quarterly

Following Kevin’s completion
of the conversion to Spanish, two
doctors that we met at the IPPF's JC
Bystryn Pemphigus & Pemphigoid
International Science Meeting in
Bethesda, MD in November 2010
(read more about the meeting in
the Fall 2010 Quarterly, Issue #63)
agreed to read, edit, and confirm for medical accuracy. A huge
thanks go our to Dr. Agustin Espana (Spain) and Dr. Lissie DeKok
(Venezuela) for their translation
supervision and for their dedication to getting a more full picture
of these diseases by including data
www.pemphigus.org

(now in Spanish)

from other critical regions.
We have had offers and requests
for translation into Russian and
German and we hope to have resources to include these as well.
The registry now has almost 500
participants and will begin to be
useful for science inquiry when we
get to about 1,000 sets of data.
You can access the Spanish version of the Registry online at,
www.pemphigus.org/registr y
and select the Español link. Paper copies are available by calling
(916) 922-1298 option 3 or emailing
registry@pemphigus.org.
Spring 2011
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...continued from SUPPORT NEEDS , page 6

Navigating your new and more challenging life with P/P will be
a lifelong process. Patients and their caregivers feel like they are
jumping through hoops, and sometimes jumping through flaming hoops. The IPPF and its resources are always available for no
charge. As patients are feeling better, this is a good time to try to
give back. Helping others is a gift that keeps on giving. Remember
to gauge your own support system and ways others can/cannot
help. Also, remember that caregivers often need their own support systems and validation. As previously said, support and possibilities for support are all around; learn, make a phone call, get
on the computer, start or participate in a local support group.
Hopefully, patients’ physicians are open-minded, well informed
(or willing to make phone calls, request help or advice, and make referrals if necessary). If the physician is an advocate for the patient,
they are part of the support system. If not, it will be difficult to get
certain treatments or protocols, especially since not all patients
respond the same way to all approaches and some patients cannot even attempt some treatments because of other preexisting
conditions or allergies. The best treating doctors will make sure to
schedule appointments at various intervals, in addition to emergency appointments. They will also coordinate care as necessary
with other treating physicians and medical professionals.
Remember, support is there in so many forms. Utilize it. Be it.
Share what you can. Imagine what we could accomplish if everyone gave time, energy or money to support an accurate and fast
diagnosis, good treatment options and excellent personal support available for all?
I am looking forward to seeing old faces and meeting new people at the Annual Meeting in Detroit this May.

INTERNATIONAL
SUPPORT
CANADIAN PEMPHIGUS AND
PEMPHIGOID FOUNDATION (CPPF)
http://www.pemphigus.ca
AUSTRALASIAN BLISTERING DISEASE
FOUNDATION (ABDF)
http://www.blisters.org.au/
ASSOCIATION PEMPHIGUS - PEMPHIGOÏDE FRANCE (APPF)
http://www.pemphigus.asso.fr/
ASSOCIAZIONE NAZIONALE PEMFIGO/
PEMFIGOIDE ITALY (ANPPI)
http://www.pemfigo.it
NETWERK NEDERLAND VOOR
PEMPHIGUS
EN PEMFIGOÏD (NNPP)
http://www.pemphigus.nl/
PEM FRIENDS (UK)
http://www.pemfriends.co.uk
SPANISH FACEBOOK GROUP
http://tinyurl.com/ippf-facebook-es
If you have a group you let us know
so we can help spread the word!

Support • What's New • How to Help • Where to Go • Current Events • Inspiration • Hope • Connect

I WANT THE QUARTERLY!

Your source for the latest in P-P research and dedicated patient support.

Copy or cut out this form, print clearly, and return with your donation to:
IPPF • 2701 Cottage Way #16 • Sacramento CA 95825

o Enclosed is my tax-deductable donation of $50.00
o Enclosed is my tax-deductable donation of $_______.
o Please charge $______ each month for ____ months for a tax-deductable donation of $_______.
Payment (Do not send cash): o Check o Visa o MasterCard
Card #: __ __ __ __ - __ __ __ __ - __ __ __ __ - __ __ __ __ Expiration Date: __ __ /__ __
Signature (REQUIRED):____________________________________
Printed Name: _ _________________________ Date:___________

GIVE THE QUARTERLY AS A GIFT!

Address:_ ___________________________________________

Recipient's Name: _ _____________________________________

City: _ _______________________________Tel: _ ___________

Address:_ ___________________________________________

State/Province:__________ Postal/Zip: _ ________Country:_ ________

City: _ _______________________________Tel: _ ___________

Email: _ ____________________________________________
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ith a specialty degree in Dermatology and a
Down the road a little bit, he saw a patient that had
sub-specialty called Dermatologic Immunol- a very puzzling illness. At different time points, he was
ogy/Clinical and Laboratory Immunology, Dr. thought to have drug eruptions like pemphigoid or
Grant J. Anhalt is also a golfer (like that’s a surprise)! His Stevens-Johnson syndrome. He also had an underlowest handicap has been a 13, but currently an 18…. lying lymphoma. Dr. Anhalt was not sure what he
“and climbing” he states. The cherries are disappearing had, but he did have evidence of pemphigus antiin that pie, eh doc?
bodies, which clinically did not make sense. He purified the patient’s antibodies and inDr. Anhalt was born in Shaun-avon,
jected them into a neonatal mouse
Saskatchewan, Canada (that is quite a
and that caused the typical lesions of
mouthful) - which is a tiny town just
pemphigus. With the help of Dr. John
north of the Montana border. “Do not
Stanley, the patient’s antibodies recgo there in the winter,” he says.
ognized a unique group of epiderHe finished medical school and resmal antigens, and Dr. Anhalt was then
idency in Winnipeg. Then he was acable to find a number of patients who
cepted to the dermatology training
had a similar disease and identical anprogram at the University of Michigan.
tibodies. Because all of these patients
For an unknown “Canuck” (his word,
had an associated lymphoid malignot mine) this was a marvelous oppornancy, he named it paraneoplastic
tunity! Although he had interviewed
pemphigus.
with most of the Ivy League schools as
He views the development of the
well as the NIH, he decided to stay at
animal
model for pemphigus, and the
UofM and work with Dr. Luis Diaz befirst description of PNP as the major
cause he had the most appealing ideas Miki Pangburn (PV)
accomplishments in his career. Manand projects involving the high-im- Part-Time Writer
aging to publish articles on both subpact, blistering diseases, pemphigus Full-Time Coffee Drinker
jects in the highly esteemed New
and pemphigoid; and Michigan is one
England
Journal
of Medicine was no small deed conof the best training programs in the United States.
sidering they dealt with dermatology issues; usually
He did his research fellowship with Dr. Diaz. Durmore common diseases such as neurological, pulmoing this fellowship, Dr. Diaz and Dr. Anhalt managed
nary and rheumatologic get more pages in leading
to produce the first animal model for pemphigus, usjournals.
ing a neonatal mouse. That model has became the
I asked him if there were distinctive patient stostandard for examining how the disease behaves. Because of this success, he knew this would be his path ries he remembers in his career. One in particular was
in life for the next 30 years. The entire team, consist- about 20 years ago when a young man who had horing of four doctors, one secretary and one technician rible pemphigus and was close to death contacted
were recruited to join the faculty at Johns Hopkins in him. He had been treated in New York and at Yale, but
1982.
Continued on page 12...
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his disease was out of control. Rituximab was non-existent, so using the treatment combination of cytoxan and plasmapheresis, Dr. Anhalt turned his disease
around and he recovered. One of the nasty side effects of cytoxan is that it can cause infertility. Thinking ahead, they managed to bank the
patient’s sperm before treatment, and the patient now has
two beautiful teenaged children!
He continues to be in a drug-free,
complete remission. The grandparents still send Dr. Anhalt bottles of wine every Christmas as a
thank you!
Another memorable moment
was when asked by a rheumatologist at Hopkins to see a woman
from New York. She was totally crippled by bone pain,
fatigue, and pig-headed “hives”. She had seen about
50 “experts” in New York and Los Angeles without any
relief. Her broad workup showed that all she had was
an underlying asymptomatic monoclonal gammopathy (this means an elevated level of a specific protein
in the blood). Recognizing that she had an extremely rare disorder called Schnitzler’s Syndrome, he put
her on and injectable biological drug that is used
for rheumatoid arthritis. Within 24 hours, she was

symptom-free for the first time in eight years.
Dr. Anhalt says key advancements in P/P from a physician perspective, include several remarkable landmarks, including the identification of the pemphigus
antibody by Drs. Beutner and Jordon in the 60s, the
identification of the pemphigus antigen by Dr. Stanley, and the development of the animal model for
pemphigus by Drs. Diaz and
Anhalt in the 1980s. From a patient standpoint, the only thing
that matters is getting rid of
this terrible disease.
In the early 90’s, Janet Segall,
founder of the IPPF, contacted
Dr. Anhalt to help with this endeavor. “So many patients have
told me that during their ‘darkest days’ the single most important thing that brought them
through their struggle was the knowledge that there
were other people out there that were also dealing
with this. There was hope, and there was a mechanism by which they could be connected with physicians who actually knew something about the disease and how to get them beyond this.” An important
role of the IPPF remains in patient and physician education. Dr Anhalt was forward thinking, even in 1994.
He knew that “only through the internet we would be
able to communicate and educate about these orphan diseases. Every disease now, no
matter how common or rare, has its
own constituency and demands for
money and attention. We can only succeed if we are more effective in this
competition, and that competition is
taking place online.”
Reminding us of the challenges facing research funding -- especially for
rare disorders -- Dr. Anhalt says, “Patient
supported Foundations do not have
the money to support basic research,
which is incredibly expensive (many
hundereds of millions), and is funded by
research organizations such as the NIH
and pharmaceutical companies, however, the recent initiative by the IPPF
to form a Patient Registry and biological specimen collection is incredibly
Continued on page 13...
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important to future research, and is something that
they can actually complete -- given some additional
money through strong fundraising efforts.”
Doc has a very busy schedule! With the love of
teaching in his heart, two mornings a week, he reads
immunofluorescence biopsies in the department
with the faculty, residents and fellows to help them
understand the immunologic diagnosis of these diseases. Personally, I enjoy a good mystery. Two afternoons, he works one-on-one with the residents seeing patients at Hopkins. Wednesday mornings are
slotted for rounds. Residents are taught how to diagnose and manage these very difficult clinical cases.

...the single most important
thing that brought them
through their struggle was the
knowledge that there were
other people out there that
were also dealing with this.
On a personal note, Dr. Anhalt has been my lifesaver for the last 10 years! He can be very technical like
any other physician. But he has drawn me pictures
because my brain does not always follow the medical jargon. Sometimes we agree to disagree, and we
are both okay with that. He is more than my doctor,
he is my friend and I love him with all my heart. He
loves me too, although he does not say it all the time,
I coax it out of him along with a chuckle. Like he has a
choice….please!!
Dr. Anhalt is married with two grown sons and an
adorable little dog. He spends what spare time he has
with his family and getting haircuts. He is asked to
give talks all over the world and takes his wife Audrey
with him when possible. Together, they enjoy visiting
and sightseeing when time allows. His hobbies, besides golfing, are coin collecting and woodworking.
He lives in Maryland and I believe somewhere on his feet there are
roller skates, although I have
never seen them!
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REGISTRATION FORM

IPPF 2011 Annual Meeting
May 20-22, 2011 • Detroit, MI

Print Name (as you want it to appear on your name badge)
Organization/Employer Name (Corporate Sponsors Only)
Mailing Address - Street
o Home o Work

City

State/Province

Daytime Phone: o Home o Work o Cell (
Email:

Zip/Postal Code

Country (other than US)

)

o Home o Work

DISEASE INFORMATION

Register Online: www.pemphigus.org/2011
Call our offices: (916) 922-1298 x1003
Contact your Peer Health Coach
Mail this completed form with payment to:
IPPF AM Registration, 2701 Cottage Way #16, Sacramento CA 95825

o PV
o PF
o PNP
o BP
o CP
o OCP/MMP
o Other __________________
o None

HOW TO REGISTER

Registration cannot be processed without payment. Payment must be in US funds. All cancellations must be received in writing. For cancellations postmarked on or prior to April 29, 2011,
we will refund registration costs less $25 administrative fee. Cancellations postmarked between
April 29 and May 13, 2011 may be refunded up to 50% of the registration fees. We may be unable to make refunds after May 13, 2011 due to food, beverage and material costs. We will gladly
transfer your fees to another person as a scholarship or credit you with a tax-free donation.

Annual Meeting Registration Fees Postmarked by:

Cost

Total

Registration Fee (Regular and Onsite) Includes attendance for all three days, ma$225
terials, food/beverage during scheduled meeting times, two complimentary drinks
at Friday's Welcome Reception and Saturday's Mixer. Subject to change without notice.
Daily - if you only plan on attending one day; DO NOT select if you paid for a full-price registration
o Friday Night Reception
$50
o Saturday
$125
o Sunday
$75
Caregiver Badge (may only be purchased with a paid registration)
$50
Name to appear on caregiver badge:
Event Platinum Sponsor (1 table, 4 passes, logo included online/printed materials) * $10,000
Event Gold Sponsor (1 table, 2 passes, logo included online/printed materials) *
$7,500
Event Silver Sponsor (1 table, 1 pass, name included online/printed materials) *
$5,000
Event Sponsor (1 pass, name included online/printed materials) *
$2,500
Scholarship Donation. Please help someone else attend this year's meeting.
Tax-Free Donation. Your donation goes to support current and future programs and research.
Total Enclosed
* A member of the IPPF will contact all Event Sponsors to coordinate additional details.
o Check/Money Order made payable in U.S. funds to IPPF    o VISA    o MasterCard

VISA/MC # __ __ __ __ - __ __ __ __- __ __ __ __ - __ __ __ __ Exp. Date: __ __ / __ __ Security Code: _____
Billing Address (if different from above): ______________________________________________________
Signature: ___________________________________________ Indicates you agree to have your card charged.

Donate online or download a mail-in form at

www.pemphigus.org/donate

2701 Cottage Way • Suite 16 • Sacramento, CA 95825
Phone: 916-922-1298 • Fax: 916-922-1458
www.pemphigus.org
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