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Did you know that it takes an aver-
age of $800 Million and 8 years for a 
drug manufacturer to complete research 
and development, prove safety and ef-
ficacy in multiple clinical trials? (read 
more at http://bit.ly/6wMxgk) More so, 
in the arena of drugs for small popula-
tion "orphan"-illnesses, drug companies 
have little incentive to go down this road 
when they can only sell any re-
sulting drug to a few hundred 
people. 

Compare that to 118 million 
prescriptions for antidepres-
sants  and 113 million prescrip-
tions for high blood pressure 
drugs, in 2005 alone!   

The FDA, recognizing this 
disincentive to develop better 
treatments for orphan diseas-
es, has developed strategies 
to allow, encourage, and make 
possible the development of 
drugs -- even for small popula-
tions.

Because so much of the cost of drug 
development happens long before a 
drug ever (might) be sold -- a hurdle to 
even getting started -- the FDA has mod-
eled some new concessions that could 
allow drugs to be released earlier to 
needy populations. These are tied to on-
going followup through a new program 
called REMS (Risk Evaluation and Miti-
gation Strategy).  Now, with well docu-
mented and consistent survey data of a 
drug's impact, a manufacturer may be 
allowed to release a drug that has not 
completed traditional drug-to-market 
clinical trials, when circumstances like a 
too small population exists, which can al-
low people with no good treatment solu-
tions to have access to medicines in ways 

How Patients and 
Patient Advocacy 
Groups Get New 
Treatments 
Approved

Continued on page 5...
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I was in Tennessee this week, seeing the colors of the 
trees burn across the ridges, and feeling the fall induced 
opportunity to feel gratitude.  As you get this, we'll all be 
deep into the holidays and winter, giving us a chance to 
reflect on the gifts of the year.

Some things we've had a chance to be grateful for 
this past year include the vision and inspiration that Ja-
net dedicated to the cause of helping those with a "com-
mon bond", the courageous/relentless visioning of the fu-
ture by Dave Sirois, President of your Board,  whom I work 
with weekly on our strategic plan to make headway in 

awareness, research, treatment and advocacy.  And, the rest of the Board each 
gives, above and beyond, of their own special talents. 

Will, of course.  He gives his all, all the time, (my favorite is, "Sure, I can do 
that!") with a wealth of expertise and skill and energy to learn new things that 
is beyond compare.  Thanks, Will, for it ALL!

And, of course, each of us is so grateful for the generosity of others who share 
your concerns and are moved to making a difference.  The Double the Differ-
ence Donation-Match Campaign inspired over 200 NEW donors in 2009 and 
over 41 donors gave more this year than they did last year.  Despite the bleak 
economic situation, your determination has taken us within $35,500 of earn-
ing the full $200,000 match -- and there's still one month to put us over the top.  
Please consider the impact a donation this year could make when you receive 
your holiday fund-drive mailer -- and give your feedback on what you care 
about, it matters to all of us!

 With these funds we have build an online data registry to make data collec-
tion faster, easier and more accurate (see information about our 1010 in 2010 
drive on page 5); we are partnered with National Disease Research Interchange 
(NDRI) and the NIH to begin blood and tissue sample collection to be used for 
direct medical research; and we have trained and added two new Peer Health 
Coaches, Marc (BP, in the West) and Yvette (PV, in the East) to get more patient 
questions answered faster and more conveniently; finally, we will be hosting 
a Scientific/Medical Consensus Conference of the luminary P/P doctors world-
wide and an audience of over 150 doctors, in the Fall of 2010 in Bethesda, MD 
in conjunction with the NIH.  There, the goal is an agreed-upon, evidence-
based protocol that can be shared with  doctors with less expertise, to improve 
treatment outcomes and a discussion of promising discoveries at the cellular/
immunological level.  These conference should result in at least two publica-
tions advancing medical knowledge of P/P worldwide.  And the IPPF 2010 An-
nual Meeting, of course! (see this issues center spread)

 Which just leaves the over 4,000 of you we communicate with monthly by 
email, the over 600 who choose to subscribe to our paper newsletter, the 4,600 
who read our newest news and information in real time on our News & Infor-
mation site (www.pemphigus.org/news), Facebook, and Twitter, and the more 
than 350 new patients who personally contacted us this year.  Each of you 
gives, in the thank-yous you share with us, in the discussions you have with 
your neighbors, in the awareness building projects you develop in your com-
munities, in the outreach you do to others that are hurting, or confused, or 
afraid, in the courage with which you move forward.  Your time, and a hand 
along this journey, are gifts beyond measure.

Blessings,

From the Top
Molly Stuart, JD

Chief Executive Officer
molly@pemphigus.org
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M A R C H
	 5-9 American Academy of 

Dermatology (AAD) Annual 
Meeting 
(Miami, FL)

	A P R I L - M A Y
	 30-2 IPPF Annual Meeting

(Philadelphia, PA, USA)

A U G U S T
	 4-8 American Academy of 

Dermatology (AAD) 
Summer Meeting 
(Chicago, IL)

For more information visit
www.pemphigus.org/events8
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We apologize for any omissions.

Thank You to our Supporters!
The following people made donations (May, June, and July) that will be doubled as part of the Double the Difference campaign. You can donate at any time 

by visiting www.pemphigus.org/donate. 
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Industry	Years	Behind	on	Testing	Approved	Drugs
Federal drug officials have long been criticized for failing 
to force drug makers to complete studies...

Steps	to	Greater	Accountability	in	Medical	Education
To remain certified, most of the nation’s 700,000 doctors 
are required periodically to take continuing medical ...

Health	Coaching	via	an	Internet	Portal	for	Primary	
Care	Patients	With	Chronic	Conditions
Patients suffering one of three chronic conditions 
reported improved communication with their primary...

Patients	protest	losing	drug	coverage
A group of New Mexicans is protesting changes by 
Presbyterian Health Plan that now deny them a drug...

Read more about the 
following stories online

If you do not have Internet access and would like 
a copy of one of the stories, please contact Will at 
916-922-1298 x1003 and he would be glad to send 
you a copy. Please provide the title of the article you 
would like, your name, mailing address, and phone 
number where we can contact you.

New stories addedeach week!

SAMPLE STORY



they never could, while still providing the FDA with all da-
ta necessary to ensure safety. Recording good quality da-
ta on the effects of drugs -- like rituximab -- being tried 
for P/P, helps those drugs gain FDA approval if there is evi-
dence they are effective.  This opens the door to better ac-
cess, more insurance coverage, and better options.

 In addition to sharing data about medications and dis-
ease history on an aggregate, de-identified basis, patients 
support the development of new drugs by participating 
in clinical trials. It would be a challenge for a manufacturer 
to even be able to run a clinical trial in many rare diseases 
as the patients are far apart, not well connected and, defi-
nition, few. The more patients connect to patient advoca-
cy groups representing rare disorders, the better chance 
that a drug study could be offered to more people to al-
low for meaningful proof of effectiveness.  This is true also 
of tissue-bank collections.  With an extensive spectrum of 
blood/tissue samples available for analysis, opportunities 
for seeing patterns that may provide answers, increase. 
Most drug manufacturers of orphan drugs begin their clin-
ical trials process by reaching out to patient organizations 
to help them get connected to their relevant communi-

ty.  Because medical information is protected, no patient/
member names may be disclosed, however, information 
about a trial may be sent out and patients can investigate 
further if they are interested.

How does this relate to you? 

The IPPF is launching a new science advocacy campaign 
in January.  Titled "1010 in 2010", we are determined to get 
a minimum of 1000 (plus a few to spare) "data-sets".   We 
need 1000 disease history/medication experiences re-
corded so that the numbers are (statistically) significant to 
define treatment opportunities. That's you all! 

This data will be used when our MAP and P/P experts 
from around the world gather at the NIH in Bethesda in 
the Fall of 2010 to define consensus and advise on proto-
cols.

Now, all this data collection will be gathered in an on-
line survey -- no phone calls, no appointments (unless you 
want), just log in, enter your meds, improvements and 
flares -- at midnight, in your pajamas, on your cell phone, 
whatever works for you. Watch the IPPF website as the 
numbers rise and find out interesting facts from the data!  
We appreciate what you contribute to helping everyone 
have access to better treatments!

...continued from TREATMENTS , page 1

We need your help in the coming year! We 
have lofty expectations, but in order to help 
our researchers close in on a cure, we need 
your input. Our registry is in the works to give 
scinetists the data they need to help identify 
trends, look for commonalities, isolate triggers, 
and more! But we need raw and statistacal data 
for them! Stay tuned...more to come!
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The winter holidays and the New Year are approach-
ing. There are multi-hued lights, decorated trees, can-

dles, menorahs, holiday music and wreathes. This is also 
the time of the year for television, mail, radio and other re-
quests for contributions to various charities – not to men-
tion races for cures, walkathons, swim meets, Saint Jude 
and other Children’s Hospital special requests for mon-
ey and gifts, plus people (often in uniforms or Santa cos-
tumes) on street corners ringing bells and asking people 
to reach into their pockets and wallets for contributions. 
For most people there are memories of past holidays and 
family/friends, some who are no longer alive. These mem-
ories may be happy and/or bittersweet. EVERYONE has at 
least one significant holiday story. In the P/P communi-
ty people often share personal stories of tragedy and tri-
umph. Isn’t it amazing for these rare diseases to be so rich 
in the fellowship of patients and caregivers?

 In my psychology practice, I have seen and worked 
with many patients with chronic illnesses. Many of these 
diseases do not have "races-for-cures" or huge research 
grants. Also, like P/P, many diseases don't even have rec-
ognizable names!

 Eight years ago, after almost nine months of symptoms, 
this “newbie” searched medical literature and libraries to 
find out more about this new and unknown disease of 
Pemphigus. One call to my graduate student son yielded 
more information in five minutes than several days of in-
tense personal investigation. I was given a link to a P/P dis-
cussion group found on the internet! After all this time and 
all the futile attempts to even get doctors to take the prob-
lems seriously, we not only found the disease on the inter-
net, but also a discussion/support/educational group of 
fellow patients. Reading and connecting with people liv-
ing with the same disease and who had positive outcomes 
was an amazing experience;  Hermien (The Netherlands); 
Carolyn (UK); Oceane (France)...we are truly a worldwide 
community (http://community.pemphigus.org). 

 One of the first emails I saw was from Skip (who is in re-
mission, but who continues to contribute to the IPPF and the 
community with his remission website at www.pemphigus-
remission.com). I was nervous about eating a Thanksgiv-
ing meal, but Skip sent a holiday greeting with specific 
advice for “newbies”. He wrote to the group about his first 
Thanksgiving with PV and how he just hoped he could 
swallow some soft mashed potatoes at the dinner. Those 
words of empathy and hope for others who were current-
ly experiencing these symptoms did not fall on deaf ears. 

This message showed the value of community.  No one 
had to be alone with these rare diseases and in that the 
human connection became a reality. No one gave up, and 
eventually there was a semi-miracle: the holidays of 2006 
were a time to even look forward to food again! 

Through local support groups and the IPPF, there are nu-
merous past and present successes. Future successes will 
follow as the “community” and Foundation continue the 
IPPF initiatives of the registry, HMP, tissue-bank, and fel-
lowship. This is the season when people talk more about 
faith, hope and charity. Charity does begin at home, inside 
of our community. Please donate whenever and whatever 
you can. Remember that for the rest of 2009 any amount 
donated to the IPPF will be worth double, thanks to the 
generous Unger Family challenge.

Best wishes for the holidays and for 2010!

It Takes a Community...

International Pemphigus & Pemphigoid Foundation6

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.



Autumn Brings PEM 
Friends Together

The Long Journey to 
that Sweet Place Called 
"REMISSION"

On November 6, 2009, the UK's PEM Friends met for 
their regular Autumn Lunch which is always held in 

London. As usual, it was in Peter Jones, Sloane Square. The 
management is always extremely helpful and we have all 
the space we need for a gathering of between 12 and 20 
people, and are never hurried or bothered in any way.

This year’s gathering was as enjoyable as ever, although 
at the last minute five people sent text messages to say 
they couldn’t make it. We were nevertheless a party of 
fourteen and as ever, new friendships were forged and old 
friendships rekindled.

It’s always so helpful and reassuring to be with people 
who understand what it’s like to have active pemphigus 
or pemphigoid. Those attending a lunch for a second or 
third time exhibit such an improvement in their bearing, 
demeanour and self-confidence. I believe this comes from 
having developed a greater understanding and knowl-
edge of their condition and more importantly, having met 
up with others in this unique club!

Dr. Jane Setterfield, who has both private and NHS pa-
tients in London, was our guest. Unfortunately she was 
held up at the hospital and couldn’t join us until fairly late 
on, but those still present had a most illuminating chat 
with her. As with Dr. Karen Harman, Dr. Setterfield is so 
generous with her knowledge and answered all our que-
ries in great depth.

From PEM Friends funds, the guest dermatologists are given a 
£50 Marks & Spencer Gift Voucher as a token of our appreciation.

“From everything we know about pemphigus vulgaris, 
you’re in remission.”

 I just stared at the doctor in disbelief. I think I actually 
said, "You’re kidding me, right?" Probably not the best re-
sponse. But he smiled, as did the other two doctors in the 
room, and said, "No, I’m not kidding."

It took me till I left the appointment, got in my car and 
was stuck bumper-to-bumper in Boston traffic to realize 
that I had done it. I had licked this insidious disease – well, 
as licked as an autoimmune disease can get. Anyone who 
has battled one knows that there is always the chance that 
it will rear its ugly head again – "not curable, just treatable," 
is the refrain we all hear way too often.

But for me, the word "remission" was just as good. Med-
ically, according to my dermatologist Dr. Arturo Saavedra-
Lauzon, who practices at Brigham and Women’s Hospi-
tal, remission in pemphigus vulgaris means three things:  
There is no clinical evidence of active disease or true acan-
tholysis, a breakdown of the cell layer of the epidermis; my 
B cells, which had been taken to zero through a 12-treat-
ment course of Rituxan®, had recovered to normal in the 
absence of the disease; and no IGG antibody is noted on 
my indirect immunofluorescence tests.

Ironically, it had been six years almost to the date since I 
had first noticed something going horribly wrong with my 
immune system. In early 2003, after what seemed like the 
longest five months of my life, my mother passed away. At 
the time, I was an editor for a computer magazine, zig-zag-
ging across the country developing and leading one-day 
tech seminars. Some weeks, I’d fly to California and make 
my way back East, stopping to do classes in three differ-
ent cities in three days. It was a grueling schedule, made 
even more hectic as I tried to spend as much time with my 
mother in a Pennsylvania hospital as possible.

 I continued that pace through the summer. Then in 
the fall, I decided to take a break and go to London with 
some friends. However, it ended up being my mental and 
physical breaking point. On the flight home, I noticed 
red rimming around my eyes. I called my internist when 
I got home and he told me I must have gotten “pink eye” 
or some other virus during my trip. Within days, my eyes 
were no longer just rimmed with red, they were downright 
bloody-looking and, what I now know were blisters and 

by Carolyn Blain 
PEM Friends (UK)

by Sandra Gittlen  
Pemphigus Vulgaris Patient and Freelance Journalist

lesions, had started to appear in the mucosa of my nose, 
gums, lips and throat.

 I was peppered with blisters to the point I couldn’t eat. 
They were quickly marching their way toward my voice 
box, which meant I couldn’t talk, so I was placed on short-
term disability. Also, we still didn’t know what I had and 
had to assume it could be contagious. 

 Finally we thought we were on to something, we just 
didn't know what, because the doctor prescribed a short 
course of high doses of Prednisone. Of course, once I start-
ed on the Prednisone, the lesions started to clear, so I re-
turned to work and we all thought I had been cured. How-

Continued on page 14...
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GET PAID $$ FOR YOUR PROJECT AND 
FREE REGISTRATION

TO THIS YEAR'S MEETING!
Do you have an idea that can create awareness among doctors, dentists and nurses? 

How about a way to reduce misdiagnoses or help patients connect with others? 
Even if you don't, NOW is the time to start thinking and put your ideas to work! 

The IPPF wants to support and encourage our committed members to make a difference in their community! 
These  grants will enable passionate people in our Community to dream up and implement innovative ideas for 
projects that make a difference. 

The IPPF is giving away $500
to support an inspiring project in your community 

plus free Registration Fees for the 2010 IPPF Annual Meeting!*

Selected entrants are to make an impact in their community by coordinating a project with the $500 they receive 
from the Foundation. For more information and complete rules, visit www.pemphigus.org/500grant today!

* Actual amount of grants awarded will depend on the
number of complete and qualified packages received.

In order to provide winners with ample time to make 

Annual Meeting arrangements, we ask that

COMPLETED	PACKAGES	BE	RECEIVED	BY

FEBRUARY 19, 2009



Recently, Richard Schwartz, a terrific person, my friend, 
and a friend to the IPPF, passed away. Richard had a 

very bad case of pemphigus when we first talked many 
years ago. But no matter how difficult a time he was hav-
ing, he always was hopeful and positive.

For several years, Richard led the Houston Support 
Group. Several years ago, I visited with Richard and Karen 
during a support group meeting. They were so gracious 
and offered me a room in their home, to stay while I was 
in Houston. On a day off, he showed me around Houston 
and the NASA Space Center. We had a terrific day. Even af-
ter the group disbanded, Richard was always there to help 
others. 

 For many years he was in remission – had no disease, 
and was on no drugs. Unfortunately, he developed blad-
der cancer. When the IPPF started the Health Management 
Program, Richard called me and said he wanted to be a 
part of it even though he was still in remission from his 
pemphigus. I was so happy to hear from him, but in his al-
ways upbeat, matter-of-fact manner he told me about his 
cancer. I was very sad to hear about it, but he assured me 
that he was okay and that they had gotten it all. 

 Karen, Richard’s wife, contacted me in October 2009 
and told me that Richard had passed away. I cannot say 
how sad I was to hear that news. He was such a vibrant 
personality and just a great, real guy. I asked her if I could 
write a memorial to him for the IPPF Community. Karen 
wrote this to me:

“He really cared so much about the IPPF. When he was 
first diagnosed we felt so alone. It seems that so many of 
the wound care treatments were basically trial and error. 
We were very lucky to be in Houston at this time and un-
der the wonderful care of Dr. (Robert) Jordan, but as far 
as at home care we pretty much on our own. 

 It was a terrible few months and we so wished that there 
were more people out there to talk with. Richard want-
ed so much to be a help to anyone who was diagnosed 
and needed questions answered...not medical, but every-
day questions on living with the disease. He often went 
to people's homes and visited with them and also talked 
on the phone or by e-mail to people all over the world. I 
know it would mean a lot to him, as it does to me, for you 
to write a Memorial to him. He always was a supporter of 
the Foundation, as I will continue to be.”

 I, as I know many of you do also, send Karen and her 
family our sincerest condolences. Richard helped me and 
many others. His family can find comfort in knowing how 
many people truely admired Richard. 

I know that I do.
    In Memory,

    Janet Segall

Remembering Former 
Houston Support Group 
Leader, Richard Schwartz
by Janet Segall 
IPPF Founder and Friend

International Pemphigus & Pemphigoid Foundation10

TOP: Richard Schwartz was always full of life and brought his "matter-of-fact" persona everywhere he went. 
His Texas-sized heart was matched only by his direct, and honest way. These traits were a perfect fit for 
leading a support group dedicated to pemphigus and pemphigoid patients. 

BOTTOM: Richard, back row, third from the left, poses with the Support Goup and IPPF leadership in 2004 
at the IPPF Annual Meeting in Las Vegas, NV. Janet Segall (next to Richard, back row, fourth from left) was 
a dear friend of Richard and Karen for many years. While the Houston Support Goup disbanded, Richard still 
managed to help out newly diagnosed patients regardless of their location.





This article is to share our experi-
ence with numerous doctors in 

our quest to obtain a correct diagno-
sis and supporting treatment for my 
husband’s noted condition. I have a 
true passion in sharing both the pos-
itive and the obstacles we have en-
countered in our roller coaster ride in-
to the pemphigus journey.

 When I look back, I can remem-
ber the exact day and time when I re-
ceived a confirmation phone call ad-
vising that the results of Joel’s biopsy 
was – Pemphigus Vulgaris. Please re-
alize that this was the third diagnosis 
that we had received within a three 
month period and I was slightly leery 
as the two previous diagnosis and re-
quired medication(s) and treatment(s) 
had not been successful. 

The Doctor was emphasizing what 
to watch 

fo r, 

medications to take, side effects of the 
medications, foods to eat and foods 
to avoid, the seriousness of this illness 
and the list goes on – and I stopped 
comprehending all this information 
when she stated “life threatening”.  
Of course, I had to ask her to repeat 
a couple of things and that is when I 
realized I need to write this down as it 
is too much to digest at one time and 
I needed something as a point of ref-
erence – thus the implementation of 
our Pemphigus Journal. 

 The Journal has been at every of-
fice visit and is close by for all phone 
call(s). Often times the Journal is rec-
ognized by the doctor(s) as a great 
idea due to the variety of medical per-
sonal that we interact with. This jour-
nal provides the various dates, results, 
and recommendations made during 
the office visit. It serves as a reference 
guide when the physician quizzes us 
as to when and the results of our lat-
est lab tests, and it contains the cur-
rent medications and dosage, which 
physician prescribed that medication 
and the validation for that medica-
tion. 

Often times, we have been edu-
cated on “home remedies” to try that 
could/can assist in our battle with this 
"new" auto-immune disease and that 
info is acknowledged within the Jour-
nal. 

This Journal not only captures the 
doctor’s visits but also contains our 
findings from the various dressings/
bandages and lotions/gels that have 
been recommended. I have also doc-

umented my husband’s emo-
tions in his battle to ac-

cept this life altering 
disease. This 
disease not 
only impacts 
you physical-

ly but emo-
tionally also. Doc-

tors need to know 
this and assist in treat-

ing that side of the dis-
ease also.

While utilizing the Journal, we have 
taken photos from the beginning of 
the diagnosis to use as a resource to 
track our progress. Unfortunately, the 
photos have also provided validation 
when there has been no progress and 
to assist the doctors in determining 
and recognizing when next steps are 
needed. We have been fortunate in 
having the opportunity to work with 
a Peer Health Coach from the IPPF. 
The results from these meetings have 
been documented and shared with 
our various Doctor’s so they can use 
these findings in their quest to deter-
mine the treatment for Joel.

 In September 2009 we experienced 
an ugly side of pemphigus when Joel 
was admitted to the hospital with the 
diagnosis – “he is on a teeter-totter” 
and could go either way due to the se-
rious side effect from this disease. 

When someone is given that type of 
information, your head starts swim-
ming and you feel like you are on over-
load. I remember calling his daughter 
and explaining the life threatening sit-
uation. She arrived shortly, followed 
by his son, Brad. We had numerous 
conversations with numerous doctors 
and through this all – Brad and Ann 
both commented – “Thank goodness 
for Penney’s Journal!” as it contained 
numerous details from all previous 
doctors’ visits. 

My husband, like others with 
pemphigus, has encountered many 
trials and tribulations along the way. 
On a positive note, while in the hos-
pital, we were introduced to the 
“Wound Care” Specialist – what a fan-
tastic group. They applied dressings 
that aided in speedier healing - again 
all captured within the journal.

 Our Pemphigus Journal has and 
will continue to be our life-line to cap-
ture and share our experiences and 
learning’s while battling this disease. 
Before we leave for our doctor ap-
pointments, Joel always checks with 
me and asks – “Don’t forget your jour-
nal”. He too, like me feels it contains a 
mountain of information.

by Penney Armstong 
Caregiver

Capture the 
Learning: How 
Journaling Can 
Help In and Out 
of the Doctor's 
Office
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Hi, my name is Lillian Dodd; I am a freshman at Cristo 
Rey High School  here in Sacramento. Once a week I come 
in and work here at the International Pemphigus and 
Pemphigoid Foundation to offset the cost my tuition for 
school. I update the News and Information section of the 
website (www.pemphigus.org/news) by adding new arti-
cles. In the few months i have been here, I have learned so 
much about these diseases. Pemphigus is an autoimmune 
skin disease with symptoms like 3rd degree sunburns or 
really bad blisters. Pemphigus can spread from you arms, 
eyes and even the mouth.

When I was at school and they told me where I was work-
ing at IPPF, I said "What is that?" When I first saw pictures 
of pemphigus and pemphigoid I thought to myself, "How 
painful and sad to have people out there in the world with 
this on their body and skin." This doesn’t just affect them 
-- it affects everybody around them. I have learned that 
these diseases affect everybody in a differnet way. Gener-
ally, only middle aged or older people get this condition. 
However, Pemphigus affects people of all races, although 

Ashkenazi decent may be at higher risk. There are 3 ways a 
doctor can tell if you have pemphigus: visual exam, lesion 
biopsy, and direct immunofluorescence.

Some of the things I do here are edit/update the website 
and “ping” them out. I use www.ping.fm to send the arti-
cles out to Twitter, Facebook and MySpace. When I send 
these articles out, our "friends" out there can understand 
more about what we do and the resources available to 
them. I'm what you can call an "office assistant". I also an-
swer phones, reply to emails, copy, fax and mail out letters.

Like most of my generation, I thought knew a lot about 
the internet, but teens know absolutely nothing compared 
to a lot of people. Some of the things I have learned here 
are the "behind-the-scenes" of the internet. If it weren't for 
my bosses, Molly and Will, I never would have known the 
internet like I know it today. I definitely would have never 
understood things such as coding, decoding, HTML, CSS, 
etc. And I didn't realize how much of an impact I made on 
the patients just by updating the websites every week.

I manage the IPPF Facebook, Myspace, and Twitter ac-
counts. I help get the IPPF name out there to raise money 
and help find a cure for these diseases. Over the next cou-
ple of months I hope to gain more HTML knowledge and 
experience. I think this will help me later down the road 
because I want to become a teacher or something to do 
with working with young children. I think this will help me 
with creating interactive learning tools. I think knowing 
HTML will improve my chances at getting a job because 
as time goes on we are becoming more internet and tech-
nology savvy.

by Lillian Dodd 
Cristo-Rey High School, Sacramento CA 
IPPF Intern

Working at the IPPF: 101
PV, HTML, BP, CSS, MMP... if being a 
teenager wasn't already hard enough! 
How do you even pronounce it?
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ever, as I tapered off the Prednisone, 
the lesions reappeared and this time, 
they were worse, blanketing not on-
ly my internal mucosa, but also my 
stomach and leg. The infectious dis-
eases doctor said he couldn’t help me 
and sent me on my way. Again, I was 
sidelined from work and out of luck. 
Upon my sister’s urging, I returned – 
as a last-ditch effort before the ER – to 
my internist.

He concluded that because it was 
now visible on my skin, maybe a der-
matologist would be able to help and 
sent me to Dr. Jay Cohen at Newton-
Wellesley Hospital near Boston. Luck-
ily, Dr. Cohen had just recently seen 
another patient with pemphigus 
vulgaris – his first in years, he said. He 
immediately took a biopsy of my ab-
domen lesions and confirmed the di-
agnosis with Dr. Razzaque Ahmed, 
an expert in this field. He called Dr. 
Ahmed personally and asked him to 
see me as soon as possible. This was 
around Christmas of 2003. By New 
Year’s, I was a patient with Dr. Ahmed. 
I will be forever grateful to Dr. Cohen 
for taking such a personal interest in 
my case and changing the trajectory 
of this disease’s effect on me.

I tried resuming my work trav-
el schedule but within a few months 
found it too demanding and I quit 
to become a free-lance writer. As an 
aside, that was probably the best 
thing that ever happened to me. It 
was a lifelong dream fulfilled. As my 
wise nephew said, “See, there have 
been some good things about bat-
tling this disease.”

The last straw for me was when the 
entire lining of my throat sloughed 
off in a single piece of tissue. The pain 
was so excruciating that I felt defeat-
ed. I had been on IVIG for years at 
that point and I seemed to be in a 
stalled pattern that would not let me 
off the Prednisone. Finally, we decid-
ed that I would undergo the Rituxan 
protocol that others were seeing suc-
cess with. I tolerated it well in tandem 

with IVIG and was able to taper off the 
Prednisone completely. Although I 
was doing comparatively better, I still 
had blistering here and there and my 
gums were bright red and pulpy. 

I didn’t care, I felt good. I had even 
been working out with a personal 
trainer and thanks to tapering off the 
Prednisone and eating better, had lost 
the bloating caused by Prednisone. 
My energy level had also rebound-
ed so I poured myself into my niece’s 
wedding, took another niece and 
nephew on a cruise to Alaska; and ran 
a 5K – all within one summer.

I don’t have to tell you what hap-
pened next. I suffered a pretty mas-
sive relapse. One that crushed me 
physically and mentally. Where I had 
almost been finished with IVIG – one 
more round – I suddenly was back to 
every four weeks after having made 
it to 14-week intervals and I was back 
on Prednisone. And the worst part, 

I had done it to myself. So I decided 
from that point on – no extra stress 
and only low-impact exercise. When 
my health insurance forced me to 
switch dermatologists, I took the op-
portunity to start doing IVIG closer to 
home -- a 10-minute drive to a nearby 
hospital infusion clinic vs. a two-hour 
drive into Boston. That alone relieved 
a tremendous amount of stress.

And amazingly, over the past few 
months, I’ve had no lesions and my 
gums are the beautiful pink/salmon 
color that I had admired in others.

So that brings me to today and that 
wonderful word “remission.” As you 
can see, it’s been a long journey and 
I have every right to be skeptical of 
how long this will all last, but I’ll take 
what I can get.

Sandra Gittlen is a free-lance business, 
technology and lifestyle writer in the 
greater Boston area. She can be e-mailed 
at  sgittlen@verizon.net.

...continued from REMISSION , page 7

International Pemphigus & Pemphigoid Foundation14



The Quarterly                                                                          www.pemphigus.org                                                                          Winter 2009 15



Donate online or download a mail-in form at  
www.pemphigus.org/donate

NONPROFIT 
ORGANIZATION 

US POSTAGE 
PAID 

TUCSON, AZ 
PERMIT NO. 271

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

www.pemphigus.org RETURN SERVICE REQUESTED


