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RICHARD H. HUGGINS, MD

°* Dermatologist at Henry Ford
Hospital specializing in vitiligo

°* V Strong Vitiligo Support
Community - Medical Advisor

* Global Vitiligo Foundation — Board
of Directors and GVF-C Chairman




VICKI TIAHRT

° Vitiligan
°* Experienced vitiligo advocate

* Global Vitiligo Foundation —
Patient Co-Chair




GLOBAL VITILIGO FOUNDATION

° International physician- and patient-led
group of individuals working together to
help find better treatments and a cure for
vitiligo

° Established in 2011

°* Producers of “Vitiligo: Truth, Hope and
Change” video




GVF BOARD OF DIRECTORS

litefat H. Hamzavi, M.D. (GVF Medical Co-Chair)-
Henry Ford Hospital, Hamzavi Dermatology (Detroit,
MI)

Henry W. Lim, M.D. - Henry Ford Hospital (Detroit, Ml)
Pearl Grimes, M.D. - The Vitiligo & Pigmentation

Institute of Southern California (Los Angeles,
California)

Amit G. Pandya, M.D. (WVD HOUSTON
CONFERENCE MEDICAL CHAIRD- University of
Texas Southwestern Medical Center (Dallas, Texas)

John H. Harris, M.D., Ph.D. - University of
Massachusetts Medical School (Worcester, MA)

Kim Boyd - Comerica Bank (Detroit, Ml)
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INTERNATIONAL VITILIGO
MANAGEMENT GUIDELINES

°* Many members of the GVF are part of an
International group of vitiligo experts working
together to develop vitiligo management
guidelines that will be made available for
patients and physicians around the world

° Expected to be completed by sometime next
year




GVF AND VITILIGO PATIENTS

The GVF fully values and supports the efforts of
vitiligo patients and local support groups

Direct financial support to local support groups

Financial support for patients attending national
and international meetings and advocacy events

Patient curriculum for Vitiligo International
Symposium in Detroit in 2018




GVF AND US-WVD

GVF recognizes the value WVD brings to
the entire vitiligo global community.

Main financial sponsor of WVD Houston
2019 and has supported every US
national WVD celebration, starting with
the 2016 Rally in Washington, DC (Valarie
Molyneux)




GVF AND US-WVD

°* GVF is increasing its commitment to the
US-WVD Conference going forward.

— Pledging to serve as the primary support
structure and primary fundraiser from now
on.

— Still wants patients to remain at the forefront
In organizing them




PHARMACEUTICAL
SPONSORS

°* Pharmaceutical companies are invaluable
allies in our war against vitiligo and many
have been great supporters of the GVF

°* These include Incyte Corporation, Tevido
Biodevices, Everbowl and Temprian
Pharmaceuticals




PHARMACEUTICAL
SPONSORS

°* Incyte — main pharmaceutical sponsor for
WVD Houston 2019

— Genuine interest in supporting the GVF and
vitiligo patients in general
— created their own patient advocacy division

— Asking for patient volunteers to do brief
Interviews about their experiences with
vitiligo for social media (in front of the “Rock
the skin you’re in” sign in the hallway)

— Look for one of the representatives from
Incyte




PATIENT-PHARMA SESSION

Opportunity to speak directly to pharmaceutical
sponsors today from 5:30-6:30PM

The purposes of the session

All who are able are encouraged to attend

Pharmaceutical industry representative introductions
Learn more about individuals with vitiligo and the
vitiligo support groups

Try to better incorporate the patients in drug
development

Learn how they can best support the vitiligo patient
community




GLOBAL VITILIGO FOUNDATION -
COMMUNITY

GVF-C formerly know as the Global Vitiligo
Support Community (GVSC)

Patient support section of the GVF

Objectives
— Support Group Collaboration

— Connect Patient/Support Groups to the medical
community (GVF)

National > International
>25 member groups (gvscstepup@gmail.com)
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OPEN TELECONFERENCES

Quarterly

Updates regarding activities of various vitiligo
support organizations on the call (inspiration
and collaboration)

Discussion of issues of mutual concern (i.e.
advocacy and WVD)

Minutes disseminated for those who cannot join
the call




NATIONAL ADVOCACY

Partnering with Congress to spread
Vitiligo awareness and raise funds for
Vitiligo research

Group Effort

— VITFriends Legislative Team
« Wallace Henry, lll, EdD
« Tiffany Grant

— Dr. Seemal Desal
— Vicki Tiahrt
— Many others




NATIONAL ADVOCACY

°* Working with Congressman Hank
Johnson to help get his resolution for a
“National Vitiligo Awareness Day”
(H.Res.213) passed




GVF-Student Allies

Med students who have volunteered to assist
vitiligo support organizations across the country

Connected 17 med students with 14 vitiligo
support group organizations

Let us know Iif you have a support group and
would like to be connected with a student

We are working on connecting all interested
support groups with physicians as well




THE SPIRIT OF THE GVF-C




THE SPIRIT OF THE GVF-C

* Delaware dermatology office

— Initially refused to allow a vitiligo
patient to hang a flyer advertising
her support group in their office

— Soclal media pressure and phone
calls from the vitiligo community
forced the office to have a change
of heart




THE SPIRIT OF THE GVF-C

A patient came to see Dr. John Harris recently
and was told by his insurance that the office visit
was not covered because he was seen for vitiligo

Tufts Commercial Health Plan in MA

Dr. Harris has brought this to light and is
working with other members of the vitiligo
patient community to have this policy reversed




THE SPIRIT OF THE GVF-C

°* Please join us in letting Tufts Commercial
Healthplan of MA know that this is
unacceptable
— 617-972-9400
— tuftshealthplan.com

— Facebook, facebook messenger, twitter:
@tuftshealthplan (#tuftsignoresvitiligo)




VITILIGO: TRUTH, HOPE &
CHANGE




THANK YOU!

Dr. Rich - rhugginl@hfhs.org or
GVSCstepup@gmail.com

Vickl Tiahrt - viht@hotmail.com
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