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A WORD FROM THE PRESIDENT

2010 has been quite a year of turmoil for many of us.
Challenges we are facing these days include economic
instability, political wavering, war continuation, and
weather unpredictability. Fortunately, the vitiligo
Community in general and the National Vitiligo
Foundation, Inc. (NVFI) in specific have had a strong,
steady year thanks in part by the support and
involvement of our members. Thank you. National
awareness of vitiligo is dramatically increasing and the
subject of vitiligo is more frequently in the news. Several
months ago we attended the very First Vitiigo World
Congress (VWC 2010), held in Milano, Italy. This was a hallmark event where 200
Researchers and Clinicians plus hundreds of patients gathered with enthusiasm and
passion. The main focus for many of us attending was how to efficiently and
coordinately advance in the understanding of and therapy for vitiligo; a true
renaissance of a meeting.

Also most exciting this year is the scientific advances that have occurred in
research on vitiligo. Several logical genes associated with vitiigo have been identified
by various researchers this year. Some of these candidate genes regulate the immune
system and some influence the behavior of the melanocyte. This is quite logically when
considering the multiple and complex nature of the disease. For the first time we now
have clues to the causative factors for vitiligo. These clues will be key for understanding
how vitiligo occurs, developing more effective therapies, and ultimately finding a cure.
It is still going to take more time, manpower, and money to achieve these goals;
however that should be readily achievable. The National Vitiligo Foundation is
committed to facilitating this achievement by providing grant support for researchers
and clinicians working on the frontiers of vitiligo. To do this we need your help with our
annual fund-raising campaign. And to use a cliché, “every bit helps tremendously”.

My best wishes and thank you again for your support,

Raymond E. Boissy, PhD
President
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“When you set out on a journey and night covers the road,
you don’t conclude the road has vanished but instead look
up to the stars to illuminate your way.”

| want to THANK YOU for placing your trust in me as | begin my journey as the new
Executive Director of the National Vitiigo Foundation (NVF). | am thrilled to be entrusted
with such a noble challenge and thankful to be surrounded by the many “stars” | have
found in the membership, illuminating my way.

While the NVF road is strong and steady, we still have additional work to do. We have to
bring our team together and work comprehensively to accomplish our mission which is to
educate and help the world understand and accept vitiligo with love and respect; while
also helping the medical professions find additional treatment options and ultimately a
cure. Under my guidance, NVF will continue to provide prompt and courteous service to
our customers and offer complete vitiligo education and patient support.

Forthcoming activities include the redesign of the NVF website, establishing support
groups in various communities, increasing sponsorship, engaging policymakers in
advocating for the vitiligo patient, raising public awareness and securing funding for
research.

I hope you will JOIN me as we unite our collective voices towards new unchartered
territories. Even though there are many endeavors upon us, | am confident that together
we will succeed in accomplishing our goals.

In the coming months, | will reach out to you for your ideas, comments and help as our
journey unfolds keeping you informed every step of the way.

Again THANK YOU for allowing me to come along for the ride!

With the warmest regards,
‘

Mary McAlister Cleveland, B.B.A., J.D.
Executive Director
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VITILIGO: A NATIONAL HEALTH ISSUE

(Viﬁligo is a relatively
common disease, with
about 1 to 2% of the
world's population
affected, which
means anywhere from
50 to 100 million
people are affected.
100 million people is
roughly the
population of
California, New York,
Illinois, Florida and
Texas combined.

~

- J

Vitiligo is a multifactorial skin depigmenting disease with
an etiology (the cause and progress of the disease) not
well understood. With loss of skin pigmentation, vitiligo
patients may become susceptible to skin cancer and
skin aging. Frequently vitiligo patients develop other
autoimmune diseases concurrent with their vitiigo. Most
devastating for the patient with vitiigo are the social,
psychological, and sexual ramifications of this disfiguring
disease.

The current therapy for vitiigo focuses on halting the
progression of the depigmentation with topical
immunomodulators and encouraging repigmentation
with phototherapy. However, success rates of these
therapies is dramatically low, variable, and not
permanent. Therefore, new therapeutic approaches are

warranted. With many vitiligo patients responding poorly to the current therapies,
more focus should also be directed to improve non-medical consequences of
vitiigo that include, make-ups & camouflages, self-image support, public
awareness, better insurance coverage, to name a few.

The National Vitiigo Foundation advocates for patients by uniting our collective
voices to“SAI” (pronounced say) with purpose our mission:

[1] Support research on Vitiligo,
[2] Advocate for people with Vitiligo, and
[3] Increase awareness of Vitiligo worldwide.

Research to find a cure
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To determine where we are headed, we must review where we have been...
And what a wonderful journey it’s been!

Over the past few years, the NVFI has worked diligently to create a solid foundation to
align with our mission. We have defined our goals and through our accomplishments,
we have grown steadily. In 2010 we saw a flurry of activity, much with a specified
objective...to increase our collective voice to spur resources for continued research
and awareness campaigns. Take alook at some of our many endeavors in 2010.

e Dr. Charles Coallins, joined our Board of Directors. He is the Associate Professor of
Clinical Psychiatry, Sr. Vice Chair & Director of Clinical Operations; Department of
Psychiatry and Behavioral Neuroscience at the University of Cincinnati Academic
Health Center.

o Participated in the First Vitiigo World Congress (VWC 2010), held in Milano, Italy

e ABC News Story posted to our Media page - Like Father, Like Son? Prince Michael
Appears to Have Vitiligo (updated July 2010).

o The NVF has created an opportunity with Cover FX, which makes corrective makeup
for vitiligo and other skin conditions. NVF members receive 10% off Cover FX's Vitiligo
Coverage Kit. The Foundation receives 10% of sales to help fund research on
treatments and a cure (updated July 2010).

¢ An outstanding new book on vitiligo (edited by M. Picardo and A. Taieb) is available
on the NVFI Publications page (updated July 2010).

o A bibliography list of recently published articles on vitiligo is available online
(updated July 2010).

¢ A media information section is available online (updated July 2010).

e A \Vitiligo Road Map showing the location of, and providing information about, the
global centers of vitiligo research is available online (updated June 2010).

¢ Mary McAlister Cleveland joined the NVFI as the new Executive Director.


http://www.psychiatry.uc.edu/index.php?q=node/702
http://nvfi.org/pages/media_info.php
http://nvfi.org/pages/media_info.php
http://nvfi.org/pages/info_cosmetic_advice.php
http://nvfi.org/pages/books_pubs.php
http://nvfi.org/pages/books_pubs.php
http://nvfi.org/pages/bibliography.php
http://nvfi.org/pages/media_info.php
http://www.nvfi.org/map/road_map.php
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YEAR IN REVIEW (2)

¢ The NVF partnered with Vitiligo Friends, an on-line support group for individuals in the
vitiligo community.

e The PanAmerican Society for Pigment Cell Research (PASPCR) is a scientific
organization devoted to researchers interested in various aspects of pigment cells.
The society is a very interactive one, meeting on an annual basis, and is composed
of clinicians, developmental biologists, biochemists, immunologists, cell biologists,
molecular biologists, chemists and physicists, among other disciplines. PASPCR
endorsed the NVF with a donation to the foundation to be used in support of
research grants.

o The Dermatology Nurses’ Association (DNA) welcomed the National Vitiligo
Foundation at the DNA national convention. Over 1000 dermatology nurses
nationally and internationally were present and had the opportunity to learn about
the clinical manifestation and treatment options for vitiigo as well as the role of the
NVF in supporting individuals living with this disease.

o The Clemson University ETV Radio, a NPR station had a live broadcast on vitiligo for
its “Your Day” segment on July 8th. This report featured The National Vitiligo
Foundation and can be found at Clemson Report.

+ The Vitiligo Support and Awareness Foundation of West Africa(VITSAF) centered in
Lagos, Nigeria held their Inaugural Launch & Seminar Conference entitled
“Understanding Vitiligo in Africa” on April 29, 2010.

¢ Assignificant article was published last week in the New England Journal of Medicine
from the lab of Dr. Richard Spritz that presents amazing information on several genes
associated with vitiligo. In the study presented, a genomewide association analysis
in 1514 patients with generalized vitiligo was performed that demonstrated
significant association between vitiigo and several genes that participate in
autoimmune diseases (particularly MHC class | & Il molecules) plus the gene that
encodes tyrosinase, the primary enzyme responsible for the production of pigment
by the melanocyte. This is critical information because it links for the first time a
mechanism that explains a possible way the immune system can selectively attack
the pigment system. This opens a new avenue of research that will unveil the
molecular and cellular mechanisms regulating vitiligo and ultimately better therapy.

¢ NVF STORE was added. It can also be found from the opening page of our web site
at www.nvfi.org. Help us build awareness for this largest unknown skin disease.
Money raised supports vitiligo research.


http://vitiligo.ning.com/
http://vitiligo.ning.com/
http://paspcr.med.umn.edu/
http://www.dnanurse.org/
http://nvfi.org/pages/media_info.php
http://vitsaf.org/eve1.htm
http://nvfi.org/cart/
http://www.nvfi.org/
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FINANCIAL STATEMENT

44%

56%

O EXPENSES

O INCOME

Income
Donations
Advertisers
Earned Interest
Total

Expenses

Office

Personnel

Accounting

Fees

Travel

Promotion
Total

Assets
Liabilities

$20,213.27
$ 5,700.00
$ 80.03
$ 25,993.30

$ 4,582.32
$16,448.13
$ 2,575.00
$ 1,432.80
$ 2,563.59

$ 6,100.29
$33,702.13

$22,157.48
$ 0.00

Note: Data as of November 17, 2010
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THE GENEROSITY OF OUR DONORS PAVES THE WAY FOR THE IMPORTANT WORK AHEAD!

THANK YOU!

PLATINUM ($5000 and Above)

The Harmon Foundation

DIAMOND ($1000 - $4999)

Emily Ryo
James & Mary Nordlund
Pasquale Cestaro, llI

Rodolfo Armijo

Dr. Randy & Ellen Crim, M.D.
Cho Mimi

Scott Vigil

SILVER ($100 — $499)

Romain Ichbiah

Jean & Walter Gerow
John & Kelly Olmstead
Gloria Bouldin

Aruna Asaravala
Roger Kahn

William & Julie Doe
Melodie Koberg

Erica Gienapp
Christine Rizzuto
Sheronda Porter
Robert Byrnes

Allen Locklin

Holly Powell

Thomas Roose

NY

CA
OH
NY

AZ
X
MN
NJ

IL
OK
OH
NM
CA
NY
MA
MT
MA
ON
Wi
CT
X
Ml
MA
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THE GENEROSITY OF OUR DONORS PAVES THE WAY FOR THE IMPORTANT WORK AHEAD!

THANK YOU!

SILVER ($100 — $499)

Jonathan Sacks NJ
John & Tara Hodam MO
Jim Dowdy ™
Arlene Hirschfeld CcO
Bharat Mistry NY
Ronald and Judy Silver CA
Michelle Riddell FL
John Ruckes CT
Pat Velasco AZ
Laura & Dr. Harold Trinkoff CT
Margarita Marchan-Mankus IL
Vincent Benoit RI
Dorothy Hawk OH
Phil Niemela Taiwan
Jayakar Thomas India
Peter Sonnenreich DC
Sigurd and Harriet Ueland AZ
Steve and Sue Shelton AL
Nancy Hammond SC
Joseph Frattari PA
Diane Hayes PA
Paula and Richard Peterson NY
Robert Tracy DC
Deborah Kloss X
Sarah Damaskos NJ
Kathy Wicihowski Wi
Joan Pfeffer MD
Gisela Erf AR
Charles Raffo FL
Malcolm Hammett X
Cathy Kaufman NY
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THE GENEROSITY OF OUR DONORS PAVES THE WAY FOR THE IMPORTANT WORK AHEAD!

THANK YOU!

BRONZE (Up to $99)

Claudia Kohlbrenner IL
Wendell Selzer MO
Michael & Ann Griffin CA
Robert Fiacco NV
Audrey Trainer Puscas OR
Dale Gilliam FL
Bruce Levine KS
Barbara & Herbert Buchanan IN
Brian & Claudia Curry OH
Brent & Elizabeth Miller WI
Bessie Henderson MD
Betty Jane Dyhr HI
Betty Musser FL
Amul Anganti NC
Bridget Lowy MD
Brian Ryba CT
Steve Lassan AL
Cynthia Friend PA
Charles Green CA
Charmaine Balllie

Cindy McDaniel KY
Col. Christopher Chris Owens VA
Carol Perez-Segura IL
Robert Kosar CA
Dan Sinner MN
Darrell Whited AL
Dennis Bashore X
Dorothy Brunson MD
Deborah Conradi OH
David & Deborah Brooks VA

Diana Milirud WA
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THE GENEROSITY OF OUR DONORS PAVES THE WAY FOR THE IMPORTANT WORK AHEAD!

THANK YOU!

BRONZE (Up to $99)

Dean Maorris

Esther Conn

Howard & Luellen Epstein
Eric Magee

Ginny Fereira

Gene Curry

Gwen Grogan

Victor M. Glasberg
Glendarice Palacio
Gordon Tyler

Julie Hawkins

Heike Baierl

Harry M. Goldin, M.D.
R. Steven Hillis, M.D.
Harmon & Joyce Person
Charles & Sandi Holst
Jarrett L. Brown

Jack Findley

John Harris

Jerry Bagel, M.D.
Josephine F. Ameling
Joyce Frame

Jennie Friedman
Thomas Berard

John Markella
Jeffrey Meshey

Joe Fonseca

Jo Stokes

John & Patricia Ball
John Reese

Jeffrey & Shelley Fischer

OK
™
NJ
LA
CA
Mi
™
VA
CA
Mi
MO
Wi

™
SC

MD
OR
MA
NJ

OH
OH

Mi
MA
AZ
™
NJ
CA
Wi
NY
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THE GENEROSITY OF OUR DONORS PAVES THE WAY FOR THE IMPORTANT WORK AHEAD!

THANK YOU!

BRONZE (Up to $99)

Stephanie Kercher MD
Katherine Fleming WA
Kay Forbes X
Ken & Kerry Driggs AZ
Charles & Karen Epperley CA
K.M. Romanko PA
James Dale Creech KY
Leslie Schuett WA
Mark Lebwohl NY
Lori Leu Ml
Elizabeth Goldstein GA
Leah McGary OH
Lorena Ruiz X
Lawrence Torres CA
Malcolm & Beverly Bolton AZ
Janet Maghari MD
Marjorie M. Perry RI
Megan Burke CA
Margaret Goldberg ME
Maria del Carmen Mejia X
Marilyn Hannah OH
MLiss Hinshaw CA
Sandra Middleton VA
Patrick & Fae Burkhart TN
Phil Honig FL
Paul Waters ™
Michael McCully NC
Marianne Deane NJ
Ramona Hasan X
Rhonda Brinkerhoff NV
Ralph Mann FL

Arthur Fuller PA
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THE GENEROSITY OF OUR DONORS PAVES THE WAY FOR THE IMPORTANT WORK AHEAD!

THANK YOU!

BRONZE (Up to $99)

Rosa Saysana PA
Rudy Singh NY
Joseph Pash IN
Susan Boiko CA
Sanford Buch NY
Leon Howard VA
Shahid Hameed XX
Shankar Srinivasan NJ
Edward & Sheila Hicks NC
Joan Vehec VA
Sharold Lewis Mi
Susan Rooney X
Suellen Hozman Ml
Maryann Mercer NJ
William C. Mitchell, Jr. IL
T.J. Bowman GA
Todd Compardo IL
Nenita Dumond ON
Tynne Hall Wi
Jim Meagher CA
Warren Kurnick MD NJ
Wilson & Mary Lutz IN

Winston & Mary Hart VT
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OUR ADVISORY BOARD

Special Advisor
Allen C. Locklin, NVFI Founder, Tyler, TX

National Scientific/Medical Advisory Board
Jean Bolognia, M.D., Yale University School of Medicine, New Haven, CT
Ronald S. Davis, M.D., Tulane University School of Medicine, New Orleans, LA
Rebat M. Halder, M.D., Howard University, Washington, D.C.

Sancy Leachman, M.D., Ph.D., University of Utah Huntsman Cancer Institute,
Salt Lake City, UT

Henry W. Lim, M.D., Henry Ford Hospital, Detroit, Ml
David Norris, M.D., University of Colorado Health Sciences Center, Denver, CO

Maria L. Wei, M.D., Ph.D., University of San Francisco, San Francisco, CA

International Advisory Board
Seung Hyung Hann, M.D., Ph.D., Yonsei University College of Medicine, Seoul, Korea
Prasad Kumarasinghe, M.D., National Skin Centre, Singapore
J. Hermenio C. Lima, M.D., D.Sc, University Federal do Parana, Curitiba, Brazil
Jean-Paul Ortonne, M.D., Hospital Pasteur, Nice, France
Mauro Picardo, M.D., Inst Dermatologico San Gallicano, Rome, Italy
Neil Shear, M.D., University of Toronto, Canada
Kousihik Lahiri, M.D., Apollo Gleneagles Hospitals, Kolkata, India

Nichola Rumsey, Ph.D., Centre for Appearance Research, University of
England, Frenchay, Bristol, UK



http://hls.uwe.ac.uk/research/car.aspx
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OUR BOARD OF DIRECTORS

President

Raymond E. Boissy, PhD
Department of Dermatology,
University of Cincinnati College of Medicine

Board Members

Charles Collins, M.D., M.B.A.
Department of Psychology,
University of Cincinnati College of Medicine

[. Caroline Le Poole, PhD
Department of Pathology,
Loyola University Medical Center

Randall Marsh, PhD
Proctor & Gamble
Cincinnati, Ohio

James J. Nordlund, M.D.

Department of Dermatology,

Wright State University

Group Health Associates, Cincinnati Ohio

Johnny Ramos
Business Accountant
West Allis, Wisconsin
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/Our goal is to unite our\

collective voices to“SAl”
(pronounced say) with
purpose our mission:

[1] Support research on
Vitiligo,

[2] Advocate for
people with Vitiligo, and
[3] Increase awareness
of Vitiligo worldwide.

JOIN OUR EFFORTS!

- /

LOOKING AHEAD TO 2011

We have a very busy year planned for 2011! In addition to providing
assistance to customers via email and phone calls from around the
world and keeping the vitiligo community aware of the latest
research news and treatments, with the support of our membership
NVF will also:

Redesign and update the NVF website to include:
Vitiligo Basics improved access
Frequently Asked Questions and Answers
An updated Physicians list
A comprehensive menu of on-line Vitiligo resources
Treatment and Choice Options

Search engines to quickly access Vitiligo Articles, Tips
and More

Introduce a National Spokesperson Campaign

Participation in community efforts - Nationwide
Establish vitiligo support groups in various communities
Fundraising Campaigns
Events for Vitiligo Awareness

Critical — Our ability to serve is measured by the contributions
we receive

Increase Member Donations
Create a Physician Leadership Program
Secure grant funding
Increase Corporate Sponsors and Partners
Revise the NVF Brochure
Introduce

A Pulse Report, Patient2Patient Mentoring Program, a
Student Corner, the Donors Club and a Volunteer
Connection program



THINKING OUTSIDE THE BOX



