
The Cicatricial Alopecia Re-
search Foundation (CARF) and 
Dr. Valerie Callender invite you 
to attend the Third International 
Patient/Doctor Conference in 
Washington, DC Friday, Sep-
tember 26 - Sunday, September 
28, 2008 at the Hyatt Regency 
Crystal City.   

The weekend event is filled with 
entertaining and educational 
activities for patients with cicatri-
cial alopecia, their families, phy-
sicians and nurses. 

Why you should attend: 
♦ Learn more about cicatricial 
alopecias, their diagnosis and 
treatments. 
♦ Discover the latest research 
breakthroughs for this difficult 
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group of diseases. 
♦ Find out about available 
cosmetic solutions. 
♦ Ask questions of the leading 
physicians and researchers in 
an informal setting. 
♦ Participate in small group 
discussions and share experi-
ences and support. 
♦ Explore the beautiful and 
impressive sites in our nation’s 
capitol, including a specially-
organized tour of the National 
Gallery of Art. 
 
Featured topics and speakers 
include:  
♦ Clinical Aspects 
        Len Sperling MD 
♦    Central Centrifugal Alopecia   
       Amy McMichael MD 

All for the Love of Hair … And CARF 
Gwen Powell Todd, EdD 

Nancy West re-
cently joined us as 
the Editor in Chief 
of CARF Commu-
nique. 

Nancy resides in 
Columbia, MO, with her husband 
Craig (a rocket scientist) and 
their six-year-old Silas (an aspir-
ing paleontologist and hunter). 
She teaches Film and Victorian 
Studies at the University of Mis-
souri and writes on such varied 
subjects as snapshot photogra-
phy, crime movies, and Master-
piece Theatre. Her hobby—or 
rather, her obsession—is gar-
dening. This time of year, you’re 
almost sure to find her in her 
garden after 4:00 p.m., weeding 
and mulching until it’s too dark to 

Rising at five, going 
to meetings at 
seven, having 
lunch on the run, 
attending afternoon 
lectures, network-
ing at dinners and 

receptions, and plopping into 
bed around midnight: this was 
the typical fast-paced schedule 
for Vera Price, Sheila Belkin and 
me while attending the AAD 
conference in February, 2008.   

As we crawled into bed, I 
moaned “All for the love of hair,” 
and Sheila added, “and CARF!” 

We attended the AAD meeting 
to represent CARF, advocate for 
cicatricial alopecia, learn the 
latest in hair/scalp care and re-

(continued on page 7) 

CARF’s 3rd International Patient/Doctor Conference 
Register Now! 

search, and support our scien-
tific advisors by listening to their 
presentations.  We accom-
plished all these tasks last year 
as well, but this year differed 
dramatically from the last; this 
time, the doctors at the confer-
ence were familiar with CARF! 
Our organization has made tre-
mendous progress within the 
past twelve months. People  
know our work and want to help.   

Here are some of the highlights 
of the meeting: 

I.  CARF Scientific Advisors 
Meeting 

In February, 2007, the meeting 
of CARF scientific advisors had 
five attendees and was held in 
an alcove of the hotel lobby.  

♦ Medical Management  
       Vera Price MD 
♦ Surgical Management  
       Valerie Callender MD 
♦ Research Breakthroughs 
       Pratima Karnik PhD 
♦ Special Guest Speaker 
       Wendell Primus PhD 
 
How to register:  
 
Online Registration is available 
on the CARF website:  
http://www.carfintl.org/
patient_conference.html. 
 
 
For more information on register-
ing, please email: 
registration@carfintl.org. 
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The cherry blossoms were 
blooming when fifty-four indi-
viduals descended on Wash-
ington, D.C. to meet with 
members of Congress and 
request increased research 
funding for the National Insti-
tutes of Health (NIH).    

These individuals were pa-
tients, clinicians, and re-
searchers representing two 
advocacy groups:   

1) The National Institutes of 
Arthritis and Musculoskeletal 
and Skin Diseases Coalition 
and  

2) The Coalition of Skin Dis-
eases.   

These groups share two 
goals:   

1) To provide medical and 
other information for the nearly 
eighty million patients in the 
USA  who suffer from one or 
more of the 3,000 known types 
of skin diseases.     

2) To advocate for increased 
research leading to new treat-
ments and cures. Affiliates of 
these coalitions meet annually 
with members of Congress and 
testify before the appropria-
tions committees to educate 
Congress and the public on the 
seriousness of skin diseases.   

This year CARF Scientific Ad-
visor Dr. Victoria Holloway 
Barbosa and Kevin Wang, MD, 
PhD and dermatology resident 
at UCSF,  participated in the 
event.  Dr. Wang’s impressions 
follow.  

CARF Goes to Washington 
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I was fortunate enough to be 
among the dermatology resi-
dents who attended the 5th 
International Skin Disease 
Research Day, held this past 
April 9th and 10th.   

I had no real knowledge of 
the event when I boarded the 
red eye flight from SFO to 
Dulles, except that it was 
organized by the AAD, SID, 
and the CSD to increase con-
gressional awareness of skin 
disease research and to ad-
vocate for more funding. 

This year's event was espe-
cially critical given the pro-
posed cutbacks in financial 
support for the NIH.  After 
making a total of five visits to 

congressional officials and 
their staff, I returned to my 
world of clinical dermatology 
with a deeper appreciation for 
the impact of funding on der-
matologic disease research.  

Just as important, I realized 
the significant influence organ-
ized advocacy can have on 
legislation.  

As advocates, we have an 
important role in bridging the 
age gap between legislative 
staff members, many of whom 
are fresh out of college and 
bear a “younger perspective,” 
and those more experienced 
individuals who participated in 
the meetings on behalf of 
elected officials.   

As a physician-scientist, I have 
seen first hand how lack of 
funding can deter even the 
most ambitious investigators 
away from making innovations 
in medicine.   

The efforts made on Skin Dis-
ease Research Day are only 
small steps in what must con-
tinue to be an ongoing attempt 
to keep the scientific pipeline 
working.   

I encourage more dermatology 
residents, fellows, and faculty 
to make advocacy part of their 
professional responsibility and 
participate in this worthwhile 
endeavor. 

Dr. Kevin Wang advo-
cates for increased 

research funding  

 

5th International Skin Disease Research Day 
Kevin Wang MD, PhD 

Dr. Victoria Holloway 
Barbosa and Sheila 

Belkin speak to 
legislators on behalf 

of skin diseases  

CARF’s team met with 
Wendell Primus PhD, Sen-

ior Policy Advisor on 
Budget and Health issues 
to Speaker Nancy Pelosi.  

Wendell will speak at the 
Patient/Doctor Conference 

on September 28, 2008 



Inspiring Hope for Patients:  NIAMS Pledges Its Support 
Laurence Spector and Sheila Belkin 
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In the bleakness of this past winter, the 
two of us attended the inaugural meeting 
of the NIAMS (National Institute of Arthri-
tis and Musculoskeletal and Skin Dis-
eases) Coalition Outreach Day in Be-
thesda, Maryland. 

At the convention, we met with twenty-
two high-ranking directors of various 
NIAMS departments along with fifty-five 
other participants, including members of 
patient organizations, principal research 
investigators, clinicians, medical special-
ists, and academics. All of us gathered 
for the purpose of working together be-
cause we share a common goal: to find 
better treatments and a cure for the dis-
eases we represent.    

NIAMS Director Stephen Katz, MD, PhD, 
and his staff delivered an encouraging 
speech. They want to collaborate with 
patient organizations and help them 
achieve their goals. Dr. Katz urged us, 
as CARF representatives, to meet with 
him whenever we are in Washington, 
DC, so that NIAMS can learn more 
about research activities and aspirations 
regarding cicatricial alopecia. He not 
only offered the support of NIAMS but 
also provided tangible advice. For exam-
ple, he urged us to send patients to 
http://www.ncbi.nlm.nih.gov/pubmed/ 
and http://clinicaltrials.gov to learn about 

the most recent medical developments 
regarding hair loss. He also pledged 
support for those research projects se-
lected by NIAMS as most worthy of pur-
suit.  

During the morning lecture session, sci-
entists gave fascinating talks on state of 
the art research advancements. We 
heard about “The Many Layers of Skin 
Research: Advances and Highlights”, 
and “Connecting Basic Research to Pa-
tient Care”.  

In the afternoon, small groups gathered 
for roundtable discussions where we 
shared CARF’s research focus. We also 
participated in the inflammatory disor-
ders group, which included cicatricial 
alopecia, alopecia areata, psoriasis, 
vitiligo and eczema. Also discussed was 
the current shortage of funding available 
for even the most promising research 
projects: a troubling piece of news that 
inspired all of us to work even harder as 
advocates.   

The day ended on a very special note: a 
tour of the new NIH Clinical Research 
Center where patients from around the 
world come to be treated after other ap-
proaches have failed. In this center, 
where patients are encouraged to bring 
their families and friends, one finds a 
truly supportive and healing environ-

ment. 

The center is unlike any medical place 
we have seen. Patients receive the 
benefit of expert care:  the doctor who 
treats a patient is also the researcher. 
The doctor applies the clinical findings 
directly to a research lab that is actually 
on the same floor as the patient’s room. 
They do the clinical and research work 
simultaneously. In this manner, they 
report their findings on diseases that are 
difficult to treat.  It is a common term of 
art used in the medical profession:  bed-
side to bench to bedside care and in this 
case, in a setting that incorporates na-
ture and the outdoors.   

The experience of attending the meeting 
with NIAMS brought hope, inspiration 
and a humbling perspective.   

CARF Call for Research Proposals 

(continued on page 6) 

CARF sent out a Call for Research Pro-
posals (CFP) on cicatricial alopecia to 
dermatology departments and organiza-
tions across the world. We have in-
cluded the CFP below so that readers 
may see an example of CARF’s ongo-
ing, concerted efforts to further research 
for this group of diseases.  

CARF is calling for researchers world-
wide to submit proposals for research 
grants.  CARF wishes to support re-
search that may lead to better under-
standing of and more effective treat-
ments for the disease processes associ-

ated with cicatricial alopecias.  Topics of 
critical research interest are:   

♦ the role of lipids in normal hair folli-
cle cycling 

♦ the role of environmental toxins in 
the pathogenesis of cicatricial 
alopecia (CICAL) in the mouse;  

♦ the function of the sebaceous gland 
in normal hair follicle biology 

♦ the mechanism of hair shaft egress 
from the terminal hair follicle 

♦ the role of PPAR gamma in the 
pathogenesis of a laboratory model 
of CICAL 

♦ the role of peroxisomes in hair folli-
cle biology 

Awards of $5,000 to $20,000 will be 
granted to successful applications.  Ap-
plications and grant guidelines are avail-
able online at http://www.carfintl.org. 
Take the opportunity now to submit your 
proposal for innovative exploration into 
hair research. 

Sheila and Laurence at NIAMS
 Coalition Outreach Day 



 Members of various communities joined Dr. 
Weaver in marking his twenty-fifth anniver-
sary of dermatological service in the 
Greater Houston Area.   

Commemorated as the “International Ce-
lestial Gala Benefit,” his anniversary cele-
bration took place at the Omni Palace Ball-
room and served as a fundraiser for CARF 
as well as the Texas Gulf Coast Chapter 
and the El Paso Branch of the Lupus Foun-
dation of America. 

It was an evening of celebration, aware-
ness, reunions, and entertainment.  

Speakers provided current 
information on both lupus and 
cicatricial alopecia, including a 
new CARF video which gives 
actual documentation by pa-
tients and offers current medi-
cal information in order to fur-
nish a better understanding of 
cicatricial alopecia. It gives 

hope that one day there will be a cure and 
better treatments for this poorly understood 
group of diseases. Among these presenters 
were:                          

♦ Ken Washenik MD, PhD. Member of 
CARF Board of Directors and Medical Di-
rector of Bosley. 

♦ Dyetra Limbrick. Board member of the 
Texas Gulf Coast Chapter and El Paso 
Branch of the Lupus Foundation of Amer-
ica. 

Dr. Weaver remarked of the event: “The 
International Celestial Gala Benefit has 
enabled me to help increase the public’s 
knowledge and awareness of two challeng-
ing diseases and to contribute funds for 
research.  He donated $5,000 of the pro-
ceeds to CARF. Many thanks to those who 
contributed, participated, and assisted in 
making this event a big success. Your in-
volvement is heartfelt and greatly appreci-
ated.”  

CARF Gratefully Acknowledges Seymore Weaver III, MD 
Benefit Gala a Success 

CARF Communiqué Issue IV Page 4 

 Bosley, she has been promoting employee 
involvement in local charitable organiza-
tions as part of the company's “Core Val-
ues” philosophy.   

A graduate of Pomona College and UCLA, 
Carol has a Master's degree and Ph.D. She 
speaks French and Spanish and studied at 
the Sorbonne in Paris as part of the Institut 
de Professeurs d'Etranger program.  She 
manages the translation of collateral mate-
rials for Bosley in Mexico and also assists 
in the design of marketing brochures and 
ads. It is not surprising that her hobbies 
include art, literature and dance.  

As part of a performing group, she enter-
tains senior citizens, school children, the 
Veteran's Administration, and a variety of 
local organizations in the Los Angeles area.  

The Public Relations Manager for Bosley, 
Carol Kotrozo has been working with the 
media on publicizing the latest news on hair 
and eyebrow transplantation, She focuses 
particularly on the work of Dr. Ken Wash-
enik, Medical Director of Bosley and mem-
ber of the CARF Board of Directors. With a 
background in technical writing and exten-
sive experience in the field of dermatology, 
Carol is the ideal addition to the volunteer 
staff of CARF. 

She serves on the PR committee for CARF 
and assists in the creation of media kits, 
fundraising, and anything else thrown her 
way.  

Carol believes in community service and 
has a particular interest in soliciting support 
for under-funded health programs. At 

Thanks to Volunteer Carol Kotrozo 

Seymore Weaver III, MD 

Carol Kotrozo, Bosley  

Teammates in Action 
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Patient Marilyn Ey grew up on a one-
hundred-and-fifty acre olive orchard in 
Northern California.  Today, she and 
her husband operate a property man-
agement business in Chico, California.    
How is she involved with CARF?  
“Dr. Vera Price was my lifeline,” 
Marilyn says of her dermatologist and 
CARF’s co-founder.  Diagnosed on 
July 17th, 2007, Marilyn remembers 
her appointment well because she 
didn’t even know what questions to 
ask.  “I felt like I was stranded in the 
ocean without a lifeboat.”  Shortly after, 
CARF put Marilyn in touch with other 
patients who lived near her home.  
“Patients I’d never met before reached 
out to me and helped me in ways I 
couldn’t have anticipated.”  Before that 
phone call, Marilyn didn’t know she 
needed help.  Today, she is deter-
mined to do whatever she can to 
spread the word so CARF can con-
tinue to help others like herself.   

How is she making a difference?   
Marilyn is trying to help make people 
aware of CARF.  She has been to 
three of the support group meetings 
held in San Francisco, each of which 
Dr. Price and patients attended. (See 
article on the San Francisco support 
group, page 8).  “I’m a much happier 
person now because of CARF.  And I 
don’t want people to suffer if they don’t 
have to.”   

Marilyn also belongs to an organization 
called “Soroptimist International 

Chico.”  She has been very open about 
the progression of her cicatricial alope-
cia to the Soroptimists, a group that 
raises funds to give to worthy causes.  
When she approached the organiza-
tion with her story, they were so moved 
that they pledged $500 to help fund a 
cure.   

“I asked if any club member wanted to 
write a check to CARF.  I am hoping 
that people reading this interview will 
realize that there are many people who 
can be tapped for money.  Just ask 
them; all they can say is no.  If we get 
the funding, we can put it into  re-
search and slow this disease down.”   
How has her family reacted to her 
condition?   
A customary ritual in Marilyn’s family is 
the exchange of gifts over the holidays.  
This year, Marilyn’s siblings asked her 
what she wanted.  “From now on,” she 
told them, “all I want you to do is to 
write a check to CARF.  I don’t want 
another trinket.”    

When Marilyn’s brother gave her his 
Christmas gift, she wondered if he’d 
taken her advice.  And as she opened 
the package, she realized it was a 
copy of the check he wrote to CARF.  
She jumped for joy and thanked him 
on behalf of patients everywhere.  

By becoming proactive and sharing her 
story with friends and family, she 
raised over $1,500 for CARF, exempli-
fying how one person’s courage can 
indeed make a difference.   

Profiles in Giving:  Marilyn Ey & Soroptomist International Chico 

What would she say to patients con-
sidering getting involved?  

“Go for it.  The more you learn, the 
more settled you will be.”  Marilyn be-
lieves CARF is at the very beginning of 
a cure, and patients can help pioneer 
these efforts by volunteering and help-
ing raise funds for research.   

Why does she support CARF?   

For Marilyn, attending CARF’s San 
Francisco support group was life 
changing.  By meeting and sharing her 
experiences with other patients, she 
finally realized that she wasn’t alone.   

She is now better able to make peace 
with her disease, something we all 
ultimately must do. Fighting back tears, 
Marilyn reflects upon her experiences:  
“It’s been an emotional journey for me.  
Because of CARF, I’ve been able to 
keep my head on straight and maintain 
a good sense of humor.”   

All donations to CARF are welcome. 
These funds will be used toward our 
goals of finding an effective treatment 
and cure, supporting education and 
advocacy, and raising public aware-
ness about the disorders. 

There are three ways you can donate: 

Online: You may use the Google 
Checkout at the CARF website:  

www.carfintl.org/donations.html/. This 
is a fast and secure way to support our 
cause. We respect your privacy and 
will not share your information with 
anyone. 

Mail: Make a check payable to the 
Cicatricial Alopecia Research Founda-
tion or CARF. 

Send check to: Cicatricial Alopecia 
Research Foundation, P. O. Box 
64158, Los Angeles, CA 90064. 

Contribute Securities: Securities 
such as stocks or mutual funds may be 
donated by submitting them to Wells 
Fargo Bank.  For more details, please 
inquire at: donations@carfintl.org. 

CARF is a tax-exempt 501(c)3 non-
profit organization.  

We thank you in advance for your tax 
deductible donation.  

Ways to Donate 

Marilyn Ey presents Vera Price with a 
check to CARF 
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Sheila Belkin asked me to comment also 
on my motivations for being actively in-
volved in CARF.  

I am a white male dermatologist and a 
Medicare recipient who has been bald 
for forty years. Why should I invest my 
energies? What do I expect to give or 
get for my time and effort?  The answers 
are simple.  

On a professional level, I see patients, 
particularly women, whose lives are dra-
matically changed by witnessing their 
children develop alopecia and then be 
teased by classmates.  I see women and 
men who lose so much self esteem that 
they find it difficult to deal with everyday 

work and social obligations. How could I 
not try to use modern day scientific 
methods and old--fashioned sweat to 
help these people--and potentially-- my 
own family members?   

My approach is to identify hardworking, 
intelligent scientists who possess both a 
sense of humor and a sense of duty. If I 
find creative scientists who have poten-
tial answers to problems but no re-
sources, I try to find ways to get people 
to give money. As a fifth generation 
school teacher, I know the importance of 
educating the affected person, her fam-
ily, and her community.  

It is difficult to find anything humorous 

More Wisdom From Lloyd King 
 

about being the butt of bald jokes.  Find 
others who share your fate and work 
diligently toward finding a cure. I did, and 
I recommend you do the same.  Hope 
increases as the number of supporters 
increases.    

If you can’t attend CARF meetings, log 
onto the website. If someone asks you 
where you can find reliable information 
about hair loss as well as support, rec-
ommend CARF. If you can’t start a fund-
raiser, send money to support the re-
search.  

Always be supportive of your friends with 
alopecia, and you will be rewarded by 
their support.  

Unlike some physi-
cians who knew ex-
actly what career path 
they wanted to follow, I 
had no clue how ser-
endipitous events 
came to change my 
life.  After graduating 
from Vanderbilt Univer-
sity, I didn’t know what 

my long term career would be, but I did 
know that I wanted to join the U.S. Navy. 
I really enjoyed my time on an aircraft 
carrier, but just as I was getting ready to 
re-enlist, my father died.  

So I went back home so that I could help 
support my mother and sister. My 
mother decided to return to college and 
become a teacher. Meanwhile, to con-
vince her I had a career plan like her two 
MD cousins, I reluctantly took pre-med 
course at Murray State College. 

 In order to support myself, I took a job 
making doughnuts all night (this way, I 
could attend pre-med classes during the 
day). My histology teacher, Liza Spann, 
PhD, convinced me to apply to dental or 
medical school during my first semester. 
I applied to the University of Kentucky 
and to the University of Tennessee-
Memphis.   

Both schools accepted me, though UT-
Memphis was the only one to give me a 

scholarship. At this point, it was impossi-
ble to tell my mother--and sister-- I was-
n’t sure I wanted to be a doctor.  

At UT I found very smart, motivated stu-
dents who were sure they wanted to be 
physicians. I still wasn’t sure, however. I 
began a small project to collect cord 
blood samples for a Vanderbilt-trained 
endocrinologist who was studying inher-
ited diseases. I also had a part-time po-
sition assisting the OB/GYN staff at Bap-
tist Memorial Hospital.   

I learned two very important lessons as 
a consequence of these work experi-
ences; 1) if you become a famous physi-
cian, such as the endocrinologist for 
whom I worked, fame can begin to con-
trol you and 2) most OB/GYN doctors 
wish for a more relaxed specialty (such 
as dermatology).   

It wasn’t until after I completed my Ph.D 
in neurobiology, got married, and fin-
ished two years of Internal Medicine, 
that I understood what the OB/GYN MDs 
meant. Dermatology left time for a family 
as well as for research. 

I started my Dermatology residency and 
research training at the Memphis Veter-
ans Hospital, which supported my full 
time research career.  At St. Jude Chil-
dren’s Hospital, I found what I liked to do 
everyday. I studied how cells used ATP 

Doughnuts to Dermatology:  Lloyd King MD, PhD 
to control their growth and metabolism 
as clues to causes and treatments of 
human diseases. 

At St Jude’s, my mentor, Martin Morri-
son, PhD, suggested that I combine my 
dermatology training and research inter-
ests by going to Vanderbilt to work with 
Stanley Cohen, PhD, who discovered 
Epidermal Growth Factor (EGF). 

I began to work on causes of human hair 
loss serendipitously.  I presented my 
EGF work at a joint NIH/National Alope-
cia Areata conference where I met Vera 
Price and John Sundberg, DVM, PhD.  
John invited me to give a talk at The 
Jackson Laboratory, Bar Harbor, Maine, 
where we identified a mouse model of 
alopecia areata.  For eighteen years, we 
have collaborated on mouse models of 
human skin and hair diseases.  

Dr. Price encouraged us to also focus on 
scarring alopecias to determine why 
some inflammatory alopecias don’t scar 
while others do.  

Recent progress and the founding of 
CARF is very encouraging.  I’m very 
pleased that fate led me from making 
doughnuts to studying the causes and 
treatments of scarring and non-scarring 
alopecias with CARF’s support.   
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This year we met in a spacious room with 
sixteen scientific advisors and five mem-
bers of CARF’s Board of Directors.  

The highlight of the meeting was the 
ground-breaking research conducted at 
Case Western Reserve University (CWRU) 
by Pratima Karnik, PhD and Paradi Mir-
mirani, MD.  Kevin Cooper, MD and Vera 

Price summarized this seminal work: 
“Karnik and Mirmirani performed gene ex-
pression profiles on scalp biopsies from 
patients with lichen planopilaris (LPP) and 
normal controls. Gene expression profiling 
measures the activity of thousands of 
genes at once. These profiles are like mo-
lecular pictures of normal and diseased 
scalps, and by comparing the two pictures, 
differences can be identified. Identifying 
these gene expression differences can then 

All for the Love of Hair … and CARF 
(continued from page 1) 
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tell us about etiology and pathogenesis.  

The researchers found in LPP tissue a sig-
nificant decrease in expression of perox-
isomal genes involved in cholesterol bio-
synthesis and lipid metabolism, and an 
accumulation of unmetabolized lipids. They 
proposed that peroxisomes are a crucial 
determinant of lipid homeostasis in the hair 
follicle and that increased lipid accumula-
tion causes tissue damage and triggers 
inflammation, and ultimately causes de-
struction of the hair follicle and permanent 
hair loss. Gene expression profiling is con-
tinuing at CWRU of paired biopsies from 
affected and unaffected scalps from all 
types of cicatricial alopecias from patients 
at the University of California, San Fran-
cisco (Vera Price) and at Kaiser Vallejo 
(Paradi Mirmirani).”     
II.  Meeting the Women’s Dermatologic 
Society  
We also enjoyed a meeting with the 
Women’s Dermatologic Society (WSD) 
President, Suzanne Connolly, MD.  We 
discussed ways to bring hair loss to the 
attention of dermatologists and to find doc-
tors who are willing to treat cicatricial alope-
cia patients.   
III.  Meeting with Seymour Weaver III, MD  
Seymour Weaver III, MD and five members 
of his staff shared details of the celebration 
in Houston honoring his twenty-five years in 
practice (see page 5).   

CARF was one of the recipients of this 
fundraising effort. The $5,000 award from 
this event will be used to fund new re-
search grants.    
IV.  In addition:  
One of our patients, and the secretary of 
the fundraising committee, Betty Fairly, 
drove to San Antonio and met with us.  It 
was wonderful to talk with her in person 
rather than to communicate through e-mail 
or telephone.  

The CARF team hobnobbed with derma-
tologists from around the world at the an-
nual WDS luncheon. We assisted at the 
Coalition of Skin Diseases (CSD) booth, 
while chatting and handing out materials to 
help bring awareness to attendees. We 
were also introduced at the reception of the 
National Medical Association (NMA), where 
details were announced about the CARF 
Patient/Doctor Conference in Washington, 
DC, September 26-28, 2008.   

There were eleven sessions about hair 
disorders--many more sessions than in 
past years-- which indicates the increased 
interest in hair loss  and cicatricial alopecia.  
Topics included “Skin of Color,” “Hair Loss 
in Women,” and “Managing Hair Loss Made 
Easy.”  

This highly charged week was filled with 
moments of learning, planning, and meet-
ing new and old friends, “All for the Love of  
Hair....And CARF!”   

Sheila Belkin, Vera Price, and co-host 
of the 3rd International Patient/Doctor 

Conference,  Valerie Callender MD 

Suzanne Connolly MD, President of the 
Women's Dermatologic Society meets 

with CARF founders 

Handing out information at the CSD 
booth 

Networking with Lenore Kakita MD, 
President of the Women’s Dermatology 

Foundation 



CARF's San Fran-
cisco Bay Area 
Cicatricial Alope-
cia Support Group 
has met three 
times: on October 

22, 2007, January 22, and April 1, 
2008.  Participants gathered at Kaiser 
Permanente, 2238 Geary Boulevard in 
San Francisco, from 7:30 p.m. to 9:30 
p.m.  Future meetings are scheduled 
on the first Tuesday of every third 
month: July 1, and October 7, 2008. 
There is no fee to attend. 

The purpose of the support group is to 
provide a nurturing environment in 
which patients can share feelings and 
discuss treatment experiences, learn 
coping strategies, and find support.   

The information offered here is not 
intended to be a substitute for medical 
advice, but we do address questions 
and issues that often don’t get handled 
in a fifteen-minute session with a busy 
doctor.     

Additionally, attendees can be the first 
to learn the latest information on 
what's happening in the field of hair 
loss.  The two group coordinators, 
Linda Assalino and Betty Tanzey, con-
tacted male and female patients in and 
around the San Francisco Bay Area by 

email and regular mail to announce the 
meetings. Ray Stankowski also as-
sisted by contacting male patients 
separately, in case some men might 
mistakenly regard the support sessions 
as being for women only. 

Seventeen  people attended the first 
meeting, ten attended the second, and 
thirteen-- including six new partici-
pants—attended the third. The small 
groups allowed easy interaction, and 
everyone gave input. Vera Price was 
present at all three sessions, and with 
her Fellow, Dr. Deborah Sah, an-
swered questions and commented on 
ongoing cicatricial alopecia research 
as well as the latest treatments and 
alternative therapies.    

At the third meeting, the group shared 
different ways people could camou-
flage their hair loss and even how to 
exercise in a pool without getting one’s 
hair wet.  Everyone in the group left 
feeling as if the evening had raced by 
and that they had learned something. 

For future meetings in other localities, 
we suggest that the location be in a 
safe, accessible neighborhood with 
ample, well-lighted parking.  Carpool-
ing is encouraged. For the San Fran-
cisco meetings, persons from as far 
away as Chico, easily a distance of 

200 miles, have attended.  

If you have any questions, comments 
or suggestions, please email Linda 
Assalino and Betty Tanzey at   

SanFranciscosupportgroup@carfintl.org.  

For planning purposes, Linda and 
Betty prefer to know in advance if you 
expect to attend a scheduled session; 
however, the sessions are open and 
drop-ins are more than welcome.  This 
is your very own support group, a 
splendid opportunity to come together, 
make new friends, and stay au courant 
about cicatricial alopecia. 

See you there! 

We Can Often Do Together What We Can’t Do Alone 
Betty Tanzey and Linda Assalino, Coordinators for San Francisco Support Group  

Nancy Gates, Ray Stankowski, Suzanne 
Vasgerdsian attend support group 
meeting  

CARF Welcomes Nancy West, Editor 
(continued from page 1) 

see.  

Nancy was diagnosed with cicatricial 
alopecia two years ago. Although she 
has certainly shed more than a few 
tears over that diagnosis, she refuses 
to let this disease get the better of her, 
and she is profoundly grateful to the 

following people for the help they have 
provided:  Vera Price, for her consum-
mate professionalism and dedication; 
Sheila Belkin, for her tireless efforts 
and compassion; Drs. John DeSpain 
and Kim Cayce (Columbia, MO) for 
their willingness to treat the disease; 
and Dr. Andrew Weil for his inspiring 

efforts to join natural approaches to 
healing with medical treatments.  

It was through Dr. Weil that Nancy 
learned about the possible benefits of 
following an anti-inflammatory diet for 
this disease, a topic she plans to write 
about for a future edition of the news-
letter.  
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CARF Donor Contributions 2007 
CARF wishes to recognize the outstanding generosity of its donors. 
Your support makes research funding and patient services possible. 
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DIAMOND BENEFACTORS  
$15,000 to $19,999 
Anonymous, Patient’s Spouse 
 
SILVER BENEFACTORS 
$5,000 to $9,999 
Astellas USA LLC 
Bosley  
McNeil PPC Inc 
Merck and Co Inc 
Seymour Weaver III MD 
 
MAJOR BENEFACTORS 
$2,500 to $4,999 
Dr. Anita Artstein Dunsay & 
Richard Dunsay 
Francine and John Leipsic 
Pfizer Inc 
Vera Price MD 
Kurt Stenn MD 
Betty Tanzey 
University of California, San 
Francisco 
Ken Washenik MD, PhD 
 
BENEFACTORS 
$1,000 to $2,499 
James Aleveras   
Eva Le Bon 
Lisa & Douglas Goldman 
Fund 
Hair Club for Men LLC 
Hill Dermaceuticals Inc 
L’Oreal USA Inc 
Lisa and Dr Ronald Moy 
North American Hair  
Research Society 
The Proctor & Gamble Com-
pany 
Sharon and Henry Potter 
Anonymous 
Anonymous 
Jerry Shapiro MD 
Gwen and Don Todd 
Judy and Gene Wagner 
Javad Zolfaghari  
 
SPONSORS 
$500 to $999 
Diane Baker MD 
AndroScience Corp. 
Linda Assalino 
Lillian Brem 
Alison and Doug Canfield 
Mary Clay 
Marilyn Ey 
Follica Inc 
Nancy Gates 
Genentech 
International Hairgoods Inc 
Maria Hordinsky MD 
Victoria Kalabokes 
Carol and Ray Kotrozo 
Carl Martin 
Paul McAndrews MD 
National Alopecia Areata 
Foundation 
Sue and Doug Smith 
Nia Terezakis MD 
Matt Vasgerdsian 
Suzanne and Ed Vasgerdsian 
Judy and Gene Wagner 

Rita Wanser 
Women’s Dermatologic Soci-
ety 
Harriet and Dr. David Whiting 
Thomas Wiggans 
John Yates 
Stacy Yost 
Fay and Lofti Zadeh 
 
GRAND PATRONS 
$200 to $499 
Anonymous  
Beth and Peter Adeson 
BCN Advisors LLC 
Sheila Belkin 
Esther Bendik 
Wilma Bergfeld MD 
Nancy and Herb Bernhard 
Lauren and Wayne Berryhill 
Iris and Leonard Bovee 
Linda and Jeff Brandt 
C & G Product Marketing Inc 
Carmen Chalek 
Lois Clift-O’Grady 
Donna Dreher Weaver 
Nancy Haddad 
Peggy Crawford MD 
Patricia Engasser MD 
Linda Globerman MD 
Lyla Graham Pober 
Beverly Jones PhD 
Lenore Kakita MD 
Judith Katz 
Lloyd King Jr. MD, PhD 
Phyllis Lerner & Herb Glazer 
Henry Lewis 
Lauren and Ken Lewis 
Paul McAndrews MD 
Leslie Mark MD 
Carl Martin 
Amy McMichael MD 
Debra and Charles McVey 
Devra Mindell 
Paradi Mirmirani MD and 
George Minowada MD 
Ronald Moy MD 
John Ohanesian MD 
Roberta Parker 
Ruth and Dr. Robert Pushkin 
Ray Rosenman MD 
Beth Rosenthal 
Amanda Roth 
Margaret and Bill Sachs 
Nancy Scott 
Mary Sheehy 
SkinMedica Inc 
Joanne and Lessing Solov 
Mildred Sorrells 
Laurence Spector 
Len Sperling MD 
Robert Spurrell 
Ray Stankowski 
Edwin Suddleson MD 
Gail and Abba Taboada 
Nicole and Jeff Taylor 
Diana Toomajian 
Myriam and Maurice Tubert 
Marlene and Stuart Weiss 
Dr. Mary Williams and 
Dr. Peter Elias 
Gwendolyn and Nate Wyne 
Susan and Jack Zahga 

 
PATRONS 
Up to $199 
Anonymous 
Anonymous  
Rami Aboujaoude 
Beatrice Abrams 
Laurel Anderson 
Margaret Avery 
Jane Axel 
Victoria Barbosa MD, MPH 
Tara Belkin 
Esther Bendik 
Larry Berkowitz 
Lisa Bernfeld 
L. Lee Bosley MD 
Arthur and Karen Bowman 
Ella Brandt 
Gary Brauner MD 
Thelma Brookshire 
Thomas Buehrer 
Valerie Callender MD 
A. Thomas Carson 
Bruce Cassayre 
Sharadin Castaldo 
Anonymous 
Cheryl Collins 
George Cotsarelis MD 
Howard Darvey 
Elizabeth Day 
Alma De Bisschop 
Laurie Ellison 
Carmel Engel 
Betty Fairly and Janet Wisian 
Diane Fay 
Nancy FitzGerald 
Loretta Foster 
Joyce Fox MD 
Phyllis Gabel 
Cheryl Gallagher 
Ann Galvin & Janice Singer 
Teresa Gisske 
Stuart Greenberg 
Mary Greenebaum 
Pearl Grimes MD 
Penny & Dr. Martin Grubin 
Anonymous 
Mary Halitzer 
Zelda Harris 
Mary Elizabeth Hausrath 
Joseph and Nellie Henry 
Sherie Hickman 
Nickolyer Hills 
Barbara Holland 
Margaret Hornberger 
Dorothy Imai PhD 
Christine Iso 
Jack and Linda Johnson 
Dana Klein & Jay Heron  
Florence & Dr. Martin Klein 
Peggy Kostelink 
Melody & Dr. Jacob Kriteman 
Elayne Kuehler 
Elizabeth and Steve Lang 
Phillip Levine MD 
Elizabeth Mackiewicz 
Anonymous 
Siesel & Dr. Howard Mabach 
Sandra Mancus 
Cynthia Masterson 
Shad McFadden 

Anonymous 
Andrea Miller 
Lillian Miller 
Dennis Morgan 
Jane Morgan 
Freyda and Dr. J. A. Nessim 
Blanca Ochoa MD 
Richard Odom MD 
Carol and Ron Ostmann 
Pini Salon 
Brenda Razenback 
Joan and Bruce Rauch 
Angela Reiff 
Hezi and Ruth F. Rutenberg 
Doris and Stephen Schmaltz 
Adriana Schmidt MD 
Clara and Milton Shapiro 
Marlanges Simar 
Richard Smith 
Rosalie Soladar 
Jennifer and Tom Steinmetz 
Dawna Stromsoe 
Joylene Sutherland 
Margaret & William Tenkman 
Lesa Terry 
Diana Toomajian 
Hideo Uno MD 
Helle Voldbaek 
Betty Wakefield 
Elizabeth Wannenmacher 
Anonymous 
Rita Wanser 
Nancy West PhD 
Jennifer and Casey Williams 
Diane Wolf 
Pearl Wong 
Priscilla and Louis Yablon 
Thomas Yancey & Joe Geist 
Kory Zipperstein MD 

Vera Price giving a hair 
talk in San Antonio, TX 
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Information info@carfintl.org 

Donations donation@carfintl.org 

Press Releases media@carfintl.org 

Newsletter newsletter@carfintl.org 

Volunteers volunteer@carfintl.org 

Patient Conference event@carfintl.org 

Contact CARF: 

Check out CARF’s award-winning 
website:  www.carfintl.org 

CARF Communiqué needs your 
help!  Our publication is entirely 
staffed by volunteers, and we need 
graphic editors as well as writers.   

If you have graphic layout skills, and 
know programs such as MS Pub-
lisher or Pagemaker, please con-
sider joining our layout team.  

If you are interested in writing for 
CARF Communiqué, we’d love to 
hear from you as well.  We are al-
ways interested in articles that pro-
vide insight and support for our pa-
tients and readers.  

Please email us at            
newsletter@carfintl.org.   
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Volunteers 
Needed 

Watch CARF’s video, now playing at www.carfintl.org.   

It will change your life! 

Join us at the Patient Conference 
September 26 - 28, 2008 


