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EDITORIAL
Vitiligo International Patient Organization Conference 2018

First VIPOC was organized at CISP 6 Avenue Maurice Ravel 75012 Paris

on 5th & 6th April, with the initiative of Associate du Francaise Vitiligo, Paris. Mr.
Jean Marie Meurant, President Global Skin Organization and VIPOC was the
main force in organizing two days conference.
On Thursday 5th April Steering Committee members from Asia, Europe, Africa,
Australia, America, U.K. and Arebic countries exchanged their experiences.
President Mr. J. M. Meurant in his introductory speech explained the
perspectives of the conference and presented in detailed Vitiligo questionnaire
outputs. The result showed that for 80% patients Vitiligo is a big issue, 40%
Dermatologists considered it important but only 18% of Pharma companies
thought the issue important. As far as funding is concerned 80% Support groups
have no funding from Government Pharma Industry. Only 8 to 10% support
groups received some help from Pharma industry. This shows the apathy of
researchers and Industry towards Vitiligo.

In the speech ‘Leaders Expectations’ Dr. Maya Tulpule said that, we are
looking up at VIPOC, as a parent organization and we seek help in various areas
where we are facing difficulties This meeting should bring collective wisdom from
Global self help groups of Vitiligo.

We need help infollowing area :

« Reaching out to Vitiligo people, Media, Health Policy Makers, Researchers
and Pharma Industry.

« Advice and training on howtorun the support group successfully

« Fundraising techniques.

« Creating awareness and empathy amongst Dermatologists,

« Help to get the treatments under insurance cover by changing the category of
Vitiligo from Cosmetic Disorder to Non — Communicable Diseases.

« Reaching out to people who do not have vitiligo to change their outlook on
vitiligo.

» Help and Funding for Genetic Research in respective continents.

« Patient participation in development of new drugs.

« Psychological, Sexual, Domiciliary Impact studies.

« Parenting and proper children guidance.

There were Table Discussions on Sharing of Best Practices, Rare Disease,
Network Discussion and Debates.

On 6th April Dermatologists of international repute gave presentations.
Mauro Picardo from Italy spoke on 'Vitiligo a challenge for scientist and
physicians', Normal skin pigmentation by Dr. Thierry Passeron, Pigmentation
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and regeneration by Dr. Hee Young Kang (Korea), Vitiligo clinical subset by
Dr. Alain Taieb (Bordeaux-France), Predisposing factors by Dr. Jung Mil Bae
(Korea), Recent Advances in understanding Vitiligo by Dr. Julien Seneschal
(Bordeaux-France), The vitiligo pharma pipeline by Dr. Thierry Passeron, Current
useful medical treatment by Dr. Marcel Bekkend, Current useful surgical treatment
by Dr. Steven Thing (Singapore), Photo therapy for vitiligo by Dr. Henry Lim (US)
and by Dr. Flora Xiang (China), Epidemiology, Comorbidities, disease burden by
Dr. Khaled Ezzedine (Bordeaux-France) and by Dr. Julien Seneschal (Bordeaux-
France), Vitiligo disease severity and extent by Dr. Nanja Van Geel (Belgium),
Perception from the patients and the Dermatologist by Dr. Laila Benzekeri
(Morocco), Lessons from my personal experience by Dr. Yuon Gauthier (Bordeaux-
France) and Dr. Mauro Picardo (ltaly), INFO for vitiligo : Patients Perspective on
maintaining on results of treatment and quality of life - study work group with patient
leaders by Dr. Khaled Ezzedine and Dr. Victotia Eleftheriadou, Summary and
Roadmap by Dr. Alain Taib and Jean Marie Meurand.

In last session representatives from Novarties, Sanofi, Johnson & Johnson and
representatives from other pharma companies also participated.

To summarise it was a great interactive meet of Patients Support Group
Leaders, Dermatologists, Researchers and Pharmaceuticals. Definitely something
encouraging and positive outcome will be seen in near future.
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GLOBAL SKIN CONFERENCE 2017 : A REPORT

Global Skin 2017 an international conference was organised at Geneva from 15th Sept. to
17th Sept. 2017.

"One skin, One world, One voice" was the theme.

"International Alliance of Dermatology Patient Organization" were the organizers.

Support groups of various skin disorders from countries all over the world attended this
conference. Groups from Baharien, Canada, Switzerland, France, UK, Denmark, Belgium,
U.S.A., Germany, Russian Federation, Nigeria, South Africa, Czech Republic, Austrelia, India,
Netherlands participated in the conference.

Jean-Marie Meurant President of IADPO welcomed, the deligates. In Plenary session Gitte
Abo President and CEO Leo Pharma who were platinum sponsors for the conference spoke in
detail on her 'Defining moment' in life. She said that most of the dermatological diseases have the
common experience as they are visible. Kathy Redmond detailed on what is needed to excel in
the role of organization. There were sessions on developing communications, brave leadership,
successful websites, Practices for members with their own healthcare.

In plennery session Dr. Cherian Varghese Co-ordinator, Management of NCDs, WHO in his
presentation 'The Critical Importance of the patients Voice : a WHO perspective', in very lucid
presentation narrated WHO work in remote places like Africa & villages in South India.

In panel discussion 'Power of Patient Voice', the significance of data & its positive impact on
access to excellent care & treatment was discussed.

Global Research on the Impact of Dermatological Diseases (GRIDD) project was launched
to play a leading role in improving the outcome of treatment, media presence, and the hear power
of patients voice in decision making. Health value assessment and health technology assessment
(HTA) modules were discussed. Grass root fund raising, brand value, tools that work in social
media, the power of story telling were the topics discussed in short.

Dr. Jan Dutz, Canada spoke on 'Scientific Advances In Dermatological Care' and elaborated
on Dendritic cells, Memory cells, Skin eco-systems, CART treatment in inflammatory skin
conditions. The benefits and challenges of collaboration between patients organization and
pharma company were discussed by representative panelists from LEO Pharma, GALDERMA,
Novartis and Celgene. Advocacy campaigns, Awareness, Raising Fund, Burn out strategies,
Media, You-Tube and Vimeo, Newsletters and other tools were discussed.

In the session, "Thought leadership, how patient organizations can lead to big ideas'
representatives from France, U.S.A, Canda, and India presented their work. Maya Tulpule from
Shweta Association in her presentation stressed on the big challenge of social stigma to Vitiligo in
India. She described in detail how they are working on personal, family and social levels to
achieve their goal. They work holistically to improve quality of life of the patients.

On the last day group meetings for Vitiligo, Psoriasis, Bullous diseases, Rare diseases were
held.

Vitiligo International Patient Organization Committee (VIPOC) was formed and it was
declared that first conference will be held on 5th and 6th April 2018 at Paris. Mr. Jean - Marie
Meurantis the President, the stearing committee members are as follows.

Ms. Maya Tulpule (India) Ms. Myriam Lumine (Tunisia)
Mr. Noufal R aboobee (South Africa) Mr. Adrian Mar (Australia)
Mr. Paul Monteiro (Netherlands) North America Patient Organization

South America Patient Organization
This was a great step to deal with vitiligo globally. We are eagerly looking forward to VIPOC -

2018, Paris outcomes. ——
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MYSELF
Edgas A Guest

I have to live with myselfand so
I want to be fit for myself to know

I wantto be able as days go by
Always to look myself straightin the eye

I don't want to stand with setting sun
And hate myself for the things | have done

| don'twantto keep on closet shelf
Alot of secrets about myself

And fool myselfas | come and go
Into thinking that nobody else will know

The kind of man I really am
I don'twantto dress up myselfin sham

I want to go out with my head erect
| wantto deserve all men's respect

Buthere in the struggle for fame and self
| want to be able to like myself

I don'twantto look at myself and know
That | am bluster bluff and empty show

I can never hide myself from me
I see what others may never see

I can never fool myselfand so
Whatever happens, | wantto be

Selfrespecting and conscious free........
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Parenting
Davdatt Pattanaik

One of the most disturbing stories that we find in the Puranas is the story of Krishna's Son
Samba, whose mother was the bear-princess, Jambavati.

He dupes his father's junior wives by disguising himself as Krishna and is cursed by Krishna
that he will suffer from a skin disease that will enable his wives to distinguish father and son. Samba
is cured after he builds temples of the sun. All sun temples in India, from Konark in Odisha to
Modhera in Gujarat to Markand in Kashmir, are attributed to this son of Krishna.

Samba also attempts to kidnap Duryodhana's daughter and this leads to war between the
Kauravas and Yadavas. Peace is restored, and the marriage is solemnised, only after Balarama,
Krishna's elder brother and Samba's uncle, in a fit of fury threatens to drag Hastinapur into the sea.

Then there is the story of Samba pretending to be a pregnant woman and duping sages who
were visiting Dwaraka. The sages were notamused and cursed Samba that he would give birth to an
iron mace that would be responsible for the end of the Yadu clan.

Must not Krinshna's son be as noble and divine and wise and loving as Krishna ? But that is not
so0. Samba comes with his own personality and his own destiny over which Krishna has no influence
ordoeshe?

Can we wonder if Samba was a product of his father's neglect ? For was not Krishna spending
most of his time with Arjuna & the Pandavas and in the politics of Kuru-Kshetra ?

There are hardly any stories of Krishna as father. He is friend, philosopher and guide to Arjuna,
but the only stories of father and son are the tension, rage and violence.

In conversations about corporations, we often forget about the other half of our lives, the
personal one. As more and more people are working 24 x 7, thanks to internet, smart devices, the
lines between professional and personal, work and life are getting blurred. In fact, people feel noble
when they sacrifice family for work and guilty when they take a holiday to take care of their family.

Family is not seen as achievement. Children are not seen as purpose. They are seen as
obligations, duties, by - products of existence, even collateral damage.

We admire leaders who sacrifice family for a 'larger’ cause. Like freedom fighter who neglect
their wives and children. Like business men and entrepreneurs and consultants who spend most of
theirtime in office.

With the rise of feminism, women are also working. Parenting has been outsourced to maids,
teachers, computers, video games and grand parents.

Women who work in the office have not been compensated by their husbands who are
spending more time at home. Instead women are made to feel guilty for not being good mothers. No
one questions men for not being good father. Eventually, the office wins. Absent parents rationalise
how office is more important than the children. We need the money, the children eventually grow up,
surely our needs are also important.

Many great Krishnas in the workplace discover that they have nurtured Samba at home. Sons
who either follow destructive paths as they seek attention, or sons who make their way away from
parents, as they have grown used to not having them around. Who wins ?

Corporations were supposed to create wealth for the family. Now families are creating only
workers for the corporation.

We have many more Krishnas in this generation and may be many Sambas in the next.

(Courtesy : Internet)
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Let's Accept Vitiligo !!

= Mr. Akash Tiwari, Mumbai

"Let's Accept Vitiligo" is the core mission of Aaru's Foundation (Ability to
Achieve your Responsibility with Unity and Support). Aaru's Foundation is a Brain
child of Mr. Akash Tiwari, who himself have accepted Vitiligo as part of his life. He
along with his friends, who are mostly non vitiligo people are putting their efforts to
spread the awareness about Vitiligo in the society.

We all are aware about the difficulties we come across when we first had this
white patch on the skin. The mental trauma and social pressure completely succeed
to demotivate and disfunction the routine life we once had.

Akash was going through such situations a year back. That was probably the
toughest part of his life. When his loved ones left him and friends started bullying, his
family was mourning on such unfortunate situation and the society was keeping him
away because of a changing skin colour. Amidst all these suffering, rejection and
heart breaks, the one thing that kept him going was the wisdom from Bhagavad
Gita. As it is by His Divine Grace AC Bhaktivedanta Swami Prabhupada, he was
reading Bhagavad Gita, which was gifted to him by one of the Hare Krsna Devotee.
As itisrightly said, "Education is the torch light to come out of illusion."”

The pur-port given by Srila Prabhupada was the true inspiration in his life. It

helped him to overcome life's many obstacles which seemed as big as a mountain.
Today he has overcome his fear and brought back a life full of happiness and
compassion. Reading BG has transformed him into a visionary and empathetic
person who has a higher purpose to live his life today. One of his favorite lines from
Bhagavad Gita is "A man who has perfect knowledge of the Constitution of the
individual soul, the super soul and nature, both material and spiritual knowledge is
called dhira or a most Soberman. Such a man is never deluded by the changes of
bodies." And he started respecting the soul beyond body. As he overcame his
struggle he was willing to take off similar sufferings in others life. He started telling
people about this white patches on individual level. Sooner he was convinced that
the awareness is needed to be spread at large and that is how Aaru's Foundation
was formed in mid 2017.
Aaru's Foundation is focusing on removal of such social pressure, that disturbs
one's lifestyle, by creating awareness among common men. It is necessary to
explain the non-contagious nature of vitiligo and encourage them to support and to
accept people with Vitiligo. Aaru's Foundation in its initial stage is working on social
media platforms like Facebook, Instagram and YouTube spreading awareness
among young blood.

Always remember, "Encouragement is in your own smile." And don't forget to
celebrate the uniqueness you have.

Beauty is beyond body.




PRI
s M. e

ST SO FARSTTRATGT RGN S1Rfalt Iedica TSermav dbel STUTR Hdor dTgell. qur &l
‘-I'1Nv1'1lq\'1 PHIE! AU QIR PRIHHE! TATRA 81 SR, 098-9Y ATeTed] Premaedid IR
HATeled] ST AT ST’ &1 Alfetpqed Sfimdt IHETE s & Sfiae drifaR enRa Jiferdd
TRARYI 31 81, =IRIHH H.3NL.Is &iedT g gied St R s Rarc e Hae T A1 d g
0 Jrags B S mETE Aicer SufH R Ureer. T aRdaTaRT 8 Aifetent. HATfeTdhT AUITER
i TRIST T HTfeThe el AU BATHRIAT FHIST ST SR FHTSRIAT hRUMIT ReIIT Tt e T,
T BT ABTIIT URAuITRATS! ‘I AT Sl GREDR Joo dbell. 09€ IT 39 IS Sl
YREDR HrgesT HI dfge.

RRPRTEAT Teh HIFhR! DIDUIT A PSI0T ATAFAHEY DR HRUMAT TR AHIIHRT FeT
1. . gIST SaER BT, T AT AXAAT 3Mes T 3T A HRudT 3MaTg dhet gid. HReY
TR SRR RSS! Teae wratar siavia ATel. e 8f. QaURIT Hell Jaredrd JHTdie
UG Jefiet ATebel JRATETIe 1. s TR &I YHUIEAH! hHieh el TTaRe uch ATUT. e
ST HISAT AAIGATET aTa fiedet 31eft JMeT ¥ SiTefl.

TRY FHfIpRT ¥ prigs Riygh Rieardiel Peies diefedra M g el o
I A9y TMEHEY RRelel 3712, T el HIVRME &7 el 2. argears Aa=ead
HTeAfHep g I AT e fereriTier 90 HelAT AISAT JTHATHT HRIGT AATIDBR ool 31T, Jur Jeftet
TRegel UfeeTch el &I HTthel SRadT . U= 3. uRierearr gyt @ A+t Syl Aregdrdiier fqemeatardt
TRl 4 auiciiel JTd g fTFcleR TRl 40 YU Id fasRirea 3Teef ITRME Hsdeiedl HepTfird
BT ST, &I Y1 dT0R BT fhHTT 8 o 9Y Teh WA UHUT THARIRAST UG el .
IS HYH 00 UMI ? G¥dd H MGATS! Fa@a Tie GRS UIedel]. T ATSAIS! oRid
feremeff - fenelf=ard a1 vep faverard ar waiar firesre.

QUAYTE SRad QU g Has URIRIA 4 TR ememelie qodtear sifcm gd wie fifdy
TSI HeruaepaT 34 el 3 gy JuaTdiel JIHleT HepIeMTth URAG HRUITd AT, AT ARMET
UG HRIGT Hell HTONTEeT QMesd eI 21T FgULT SFHICT HehTeHTelT fmich o Aaercaed
90 T S/ SISt 7 TfieuRed Ursadiel HvmTaeaT fqemeafst uema uifeel. 9o dian
fRT&TTTEY 372 TehIR Hal IeTet] SRIAT @ UL Hoslar.

HISAT &1 qYHRIIT YT @RT TR HeTed™ FHTYUM 90 el Heble=ar e dred
I Heltell eesdiiel |d femeained Ry Ter 01 Hsledr fwrel. degr e ge=am fremmd
A& /T U H fefefl . 9999/ - UISaedeR HIs HHIUH qUSH dGel. &1 BICRI TR

Science is not only a disciple of reason but,
also one of romance and passion.
Stephen Howking
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Celebrating Plurality

Urmila Prabhu, Mumbai

Little more than a year ago, my

doctor pronounced, "Urmila, you are having
Vitiligo." | failed to understand her, as | had
not heard Vitiligo before this. She explained
me in detail, my world slipped, my
confidence shook, my beauty threatened. = *
| refused to believe her, hopped to several |
other doctors, few agreed, others |
disagreed.
My foolish intellect went with the doctor who
confidently diagnosed otherwise, but this joy was temporary, white patches started
spreading. It was, during this time, | wanted to talk to people having Vitiligo. To my
utter dismay, living in one of the biggest metropolitan city, Mumbai, we had no
Vitiligo society, club or any interaction to exchange any information or having a
heart to heart talk and getting some sort of assurance. Getting totally frustrated as
there was no place to go and meet my new brethren. On World Vitiligo Day, |
launched, Voice of Vitiligo, where anyone and everyone is welcome to be a part of
this society, where our fears, threats, anxiety are expressed, where we are what we
are, we are how we are, where acceptance is without any prejudice or barrier,
where the atmosphere is totally non-judgemental.

Our number is dynamic, we face many challenges to meet, to discuss or
even to hold events, at present we are overcoming many teething problems but
nevertheless, we are very happy to have each other whenever, wherever we need,
to talk, to counsel and be there. We have many ambitious plans to unfold sooner
than later.

As Rober Frost said, "The woods are lovely dark and deep,

But | have promises to keep
And miles to go, before | sleep.
And miles to go before | sleep."
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Don’'t judge a book by it's cover

Prasad Vasantgadkar

"Love atfirst sight".

Not love at first 'conversation'. Not love at 'the first time | heard you sing'. Not love at 'the
firsttime we had a real connection'.

In a world that brags about not judging a book by its cover, mostpeople around us still
believe that what you see is what you get. Here, Fair and Lovely is still the top selling cream,
because people believe that your beauty means nothing unless you have fair, even-toned
skin. Here, we have young Indian girls who shy away from looking into the mirror, because
their darker skin makes them believe they aren't pretty. Here, anyone with Leukoderma
Psoriasis is treated with toxicity and asked to stay away from other 'healthy' people.

Here, despite winning freedom from the British Raj over 70 years ago, we still enjoy
discrimination over the colour of our skin. Which begs the question, have we really won
freedom from the mindset of fairness? Or do we still succumb to generating self-worth over
the colour of our skin?Do we really see skin conditions for what they are? Or do we still treat
people with spots on their skin with noxiousness without knowing the full intensity of their
condition?

Leucoderma or as it is known locally:Phulawarior Safed Daag, is a skin condition. It is
made of two words, leuco meaning white and derma meaning skin. The skin gradually loses
Melanin which leaves residual white spots. Though the situation affects everyone with
equal intensity, dark skinned people exhibit the most jarring effects.Leukoderma Psoriasis
is a chronic autoimmune disease and occurs when the immune system sends out faulty
signals to stimulate skin growth. The most commonly exhibited form of psoriasis, plaque
psoriasis, is seen through red and white hues appearing on top of the skin.

This condition does not lead to organic harm nor is it contagious and damaging to other
individuals. Nevertheless, ask anyone who has been inflicted with this, everyone will say
that Leucoderma is less 'disorder' and more 'social stigma'. The social consequences of
Leucoderma are far over-reaching than its medical-consequences, especially in India. This
is because itinflicts a the largest and most visible organ of our body: the skin.

The social stigma about Leukoderma is so prevalent that it has earned itself its own
psychological Stress-Disorder. Leukoderma-Stigma creates way for social isolation,
discrimination and consequently lack of confidence. These scenarios are the leading
contributors to depression, agoraphobia and anxiety. This stigma is highly prevalent in
developing countries like India, Bangladesh, Sri Lanka owing to the dearth in education
about the field. The social education about skin-disorders also comes various religious
beliefs. A vast portion of the population believe that skin-spots are an act of God and inflict
people who deserve God's wrath. These utterly unfounded beliefs contribute to the social-
isolation of leukoderma patients, making them believe that their disorder is their fault.

It is this mindset that holds our country back from true equality and uninterrupted
acceptance. This mentality crushes the confidence of young souls and drives out their
desire to go forth in the world. We may have lost out on so many great minds, just because
we told them that they are deserving of God's wrath.

A country that truly dreams of progress should battle such an incapacitating social

stigma to help realise the true potential of every individual that calls India their home.
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