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Report from Vitiligo International 
Patient Organisations Conference
PARIS 5TH AND 6TH APRIL 2018 
MR STEPHEN NIEDERBERGER

My name is Stephen Niederberger 

and I have been a vitiligo patient 

of dermatologist Prof Prasad 

Kumarasinghe’s since 2011. I was 

fortunate enough to represent the Vitiligo 

Association of Australia at the inaugural 

Vitiligo International Patient Organisations 

Conference (VIPOC) in Paris, France on 

5th and 6th April 2018. 

The inaugural VIPOC was attended by 

approximately 60 people from all walks 

of life, including vitiligo patients, doctors, 

surgeons, professors, physicists and 

researchers from different countries 

including Belgium, Canada, China, 

Croatia, France, Germany, India, Italy, 

Korea, Netherlands, Singapore, Sweden, 

South Africa, Tunisia, United Kingdom,  

USA and of course Australia. This first 

VIPOC was a unique opportunity to meet 

and share one another’s experiences as 

well as to discuss actions and support for 

vitiligo patients across the five continents. 

Some of the vitiligo organisations 

represented at the VIPOC 2018 included:

• www.vitiligo.org.au Australia

• www.vitiligo-bund.de Germany

• www.myshweta.org India

• www.vitiligo.nl Netherlands

• www.vitiligoforbundet.se Sweden

• www.vitfriends.org United States

• www.vitiligosupport.org  

United States

The various testimonials gathered and 

the sharing of our daily experiences 

demonstrated the imperative need to 

work together in order to:

1. Defend the interests of vitiligo patients 

and their families;

2. Help in the care of children, women 

and men affected by vitiligo and its 

associated comorbidities;

Dr Maya Tulpule and Stephen Niederbergerare

VIPOC 2018 – Patients, professionals and various presenters
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Report from Vitiligo

The first day started with a hearty breakfast at Hotel CISP Ravel where the conference 

was held. This is where I sat with Dr Maya Tulpule, a general surgeon as well as founder 

and president of the ‘Shweta Association’, a vitiligo self-help support group. Dr Maya 

Tulpule is a remarkable lady. She is associated with many social organisations and holds 

numerous honourable positions, some of which include founder of the Sahawas Hospital 

in Pune, India; President of the ‘Setu’ organisation; and producer of the award winning 

feature film ‘Nital’ (about a girl with vitiligo). 

Dr Maya Tulpule is also a vitiligo sufferer herself. She was diagnosed at 10 years of age 

and described her experiences with vitiligo and how she overcame the depression a 

nd anxiety that is often associated with vitiligo. In order to help patients similar to herself, 

Dr Maya Tulpule founded the ‘Shweta Association’ which offers services such as the 

‘Shweta Marriage Bureau and Matrimonial Meets’. Dr Tulpule explained to us there is 

an enormous stigma associated with vitiligo in India, and hence a vitiligo patient may 

encounter difficulties and distress when looking for a partner. The ‘Shweta Marriage 

Bureau and Matrimonial Meets’ program has been functioning since September 2002 

and is one of their most sought-after services. From 2002-2015, more than 1500 boys 

and girls have registered, and 950 marriages have been arranged successfully. It was 

a privilege to meet Dr Maya Tulpule and learn about the differences she has made for 

vitiligo patients.

The conference began with introductions made by Mr Jean-Marie Meurant who is the 

VIPOC conference coordinator as well as president of the Association Française du 

Vitilgo. As a vitiligo patient and a leader, Jean-Marie expressed his desire to have his voice 

joined by other patient leaders to define the way and manner in which vitiligo patients 

should be represented. A global patient organisation could provide a patient-oriented 

focus and perspective. 

In order to understand the practises from around the world, an open forum to discuss 

various vitiligo issues in each country was held. 

Jean-Marie Meurant – President of Association Française du Vitilgo & VIPOC conference coordinator 

Some key points noted during the 

discussion included:

• Argentina – does not yet have  

a vitiligo organisation. 

• Brazil – has one vitiligo organisation.

• China – home phototherapy with 

narrowband UVB lamps is available. 

This treatment is covered by insurance 

and costs AU$250-$400 with each 

bulb lasting around two years. 

Administration of phototherapy  

is via Electronic-Card Prescription 

that is programmed by the patient’s 

dermatologist. After 10 sessions  

the card can be reactivated by  

the dermatologist. 

• Germany & France – vitiligo is not 

classified as a rare disease.

• India – there is little support for UVB 

light treatment. 

• Netherlands – UVB home phototherapy 

is not covered by insurance however 

hospital UVB phototherapy is covered. 

• Singapore – punch grafting is covered 

by the healthcare system as it is viewed 

as non-cosmetic. This was a result  

of an effort by vitiligo patients coming 

together and writing letters to the 

government regularly over  

a 5 year period. 

• South Africa – there are some  

extreme views and stigma associated 

with vitiligo. 

• Sweden – there is very little recognition 

or support for vitiligo patients by 

doctors and the healthcare system. 

• Tunisia – UVB light treatment is quite remote. 

• Tunisia & Zimbabwe – access to 

pharmaceutical support is very difficult. 

• United States – home phototherapy 

is available, however a basic 

phototherapy unit costs approximately 

AU$3,500 and a more advanced unit 

costs AU$5,500. 

• The psychological impact of vitiligo can 

be much greater where skin contrast is 

the greatest. 

• Some countries prefer to describe vitiligo 

as a ‘birthmark’ to avoid the stigma that is 

often associated with vitiligo.

3. Support researchers in all vitiligo fields to increase the resources devoted to research;

4. Support and bring together vitiligo experts and leaders to disseminate scientific and 

reliable information to patients;

5. Provide advocacy in order to change the global view on vitiligo and raise awareness  

for the people who are affected.
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Report from Vitiligo

Gaone Tlhong (South Africa) – Founder of ‘Beyond Vitiligo’

The day I accepted  
my spots, was the day 
i found an inner peace 

that I forgot existed 
before I had #Vitiligo. 
#Embraceyourspots

One of the inspirational speakers was 

Ms Gaone Tlhong who is a strong 

spokesperson for vitiligo and is the founder 

of ‘Beyond Vitiligo’ in South Africa. As 

a young lady and recipient of a ‘Mail & 

Guardian 200 Young South Africans’ award 

in 2012, Gaone has been an inspiring 

leader and has conducted national TV 

interviews to raise awareness of vitiligo.  

She told us the story of how one viewer 

who saw her on TV called in to say 

“How can you go on TV when you are 

so ugly?”. As I mentioned earlier, the 

stigma associated with vitiligo is stronger 

in countries where the skin contrast is 

greater. Gaone however has been able 

to demonstrate a confidence in her own 

skin as she lives her life to the fullest while 

embracing her vitiligo spots. Throughout 

the conference, it was stressed how 

important it is to encourage young patients 

to be involved in vitiligo campaigns in order 

to maximise action today for the benefit of 

generations tomorrow. Fortunately there 

are young individuals like Gaone who are 

making a difference.

You may be asking why it was important 

to have patients attend a conference on 

vitiligo as well as professionals?  

It is important to involve patients  

in research in order to help doctors 

and other health professionals make 

treatment decisions based on evidence 

from real patient studies. Researchers do 

this by measuring an ‘outcome’ such as:

• A measure of how fast your 

affected skin gets its colour back 

(repigmentation);

• How the treatment affects your quality 

of life;

• The time it takes for you to perform 

treatment each week;

• Side effects, such as redness or itching 

experienced during or after treatment.

There is an organisation called the 

International Initiatives for Outcomes 

for Vitiligo (INFO for Vitiligo) which is 

working on two studies reporting on 

sides effects of vitiligo treatment:

• STUDY A: Researchers report severe 

burns after the start of light treatment;

• STUDY B: Researchers report the 

darkening of the skin around treated 

Vitiligo patches. 

All VIPOC attendees completed  

a questionnaire at the conference  

to gauge their opinion on which side 

effects should be reported on in trials  

of vitiligo treatments.

During the VIPOC all patient participants 

agreed there is a need for a strong global 

vitiligo advocacy organisation as well as 

an international network to support  

local organisations. 

The VIPOC’s Steering Committee 

consists of the following members: 

A/Prof Adrian Mar (Australia)  

Mr Jean-Marie Meurant (France) 

Dr Maya Tulpule (India)  

Mr Paul Monteiro (Netherlands)  

Ms Gaone Tlhong (South Africa) 

Ms Myriam Lamine (Tunusia)  

Ms Jackie Gardner (USA)  

Ms Patricia Tule (USA) 

In addition, Ms Maxine Whitton MBE 

(UK) with her long experience in vitiligo 

advocacy and patient organisations 

accepted the role of Adviser. 
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The VIPOC attendees and Steering Committee have agreed on broad action areas to 

develop vitiligo awareness through the new international patient centred organisation.  

In more detail, these action areas are as follows: 

1. Advocacy/Global Campaign 

-  Reach out to vitiligo sufferers, dermatologists, other health professionals such  

 as general practitioners, media outlets, health policy makers, researchers and   

 pharmaceutical industries to create awareness and empathy around their world.

-  Reach out to people who do not have vitiligo to change their outlook of vitiligo  

 and remove the associated stigma. 

- Create global vitiligo management guidelines for dermatologists. 

- Help to get insurance cover for treatments by changing the category of vitiligo  

 from ‘cosmetic disease’ to ‘non-communicable disease’. 

2. Research 

-  Patient involvement in research, helping to identify appropriate research needs  

 and also being involved in research design. 

- Patient participation in the development of new drugs and other vitiligo  

 management options. 

- Work closely with pharmaceutical industries in drug research processes and with   

 researchers, particularly in trial design where appropriate, as well as trial participation. 

- Help fund genetic and immunology based research. 

3. Support and best practices 

- Support vitiligo patients and their families. 

- Support parents of children with vitiligo.

- Help develop psychological, sexual and domiciliary impact studies.

4. Organisational management 

- Advice on how to run support groups  

 successfully. 

- Advice on fundraising techniques. 

- Offer volunteer training programs. 

In conclusion, all scientists, researchers, 

doctors and professors who attended the 

VIPOC acknowledged that the inaugural 

VIPOC initiative was a great success.  

This success was on account of the level 

of information, networking, and formal 

and informal discussions that were held 

with a common purpose and objective.  

It was also the first time the professionals 

were in contact with such a large number 

of different vitiligo patient organisations 

and the discussions we had with them 

were greatly appreciated.

An official declaration of VIPOC to  

the French ‘Journal Officiel’ was made 

in October 2018. The 2nd Vitiligo 

International Patients Organisations 

Conference is scheduled to take place  

in 2020. For further information please 

visit www.vipoc.org. 

VIPOC April 5th & 6th 2018 – Paris, France – “Au Revoir”
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A few weeks ago a friend sent me this photo, which she had taken in a shopping centre in Brisbane. She knew of my interest in vitiligo 

and was keen to share the image featuring model Winnie Harlow. Another friend has told me she saw the same billboard recently at 

Tokyo Airport and on a tram going up St Kilda Road in Melbourne. The significance of this image - simply an ad amongst thousands 

of ads - cannot be underestimated. The fashion industry is an easy target for critics who point out that catwalk models portray an 

unattainable “look” which can contribute towards unhealthy perceptions of what is considered ideal. But this is exactly why having an 

international model with vitiligo is such a breakthrough, as it tackles head-on the issue of body image in an industry that has beauty at its 

core. Role models are essential if those outside of the norm are to be accepted and valued, and it is fitting that Winnie should carry the 

mantle of “model” as both a beauty icon and as an example to follow and admire. But we should also not underestimate the challenge 

that she is facing. To be a pioneer in the age of social media is no easy job as there are undoubtedly heartless individuals in the real and 

online community ready to attack with aspersions from the sidelines.

My hope is that those who walk past the billboard and see Winnie’s image will start to ask questions about vitiligo and over time become 

better informed, eventually reaching the point where they will notice the white patches far less and the person far more.

President’s Message
A/PROF ADRIAN MAR – VAA PRESIDENT 
PRESIDENT@VITILIGO.ORG.AU
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Michelle Weaich, our Nurse from the 

pigmentary disorders clinic delivered  

a talk at the Australian Dermatology 

Nurses’ Association (ADNA) Education 

Day in New South Wales on the  

20th October 2010.

She spoke on many important points 

regarding camouflaging for vitiligo 

patients including: 

• How camouflage is more than just 

applying makeup, it is a way to lower 

some patients’ Dermatology Life Quality 

Index (DLQI) and encourage them to 

continue with ongoing treatment.

• Why we should provide camouflage to 

our patients and why they would want 

to use it.

• The psychology behind a camouflage 

consult & how to approach it as a nurse.

• How to source and test products and 

teach the patients, how to set up  

a clinic & how to know if the service  

is of any benefit.

• What products can be used and  

what criteria to use when selecting  

a product.

• The before and after photos, personal 

experience and recommendations. Michelle Weaich speaking at the ADNA Education Day

The Excimer lamp is now up and running at The Skin Hospital, Westmead after our very 

satisfying experience at Darlinghurst. 

We continue to refine our technique with surgical procedures for stable vitiligo and have 

performed 6 procedures over the preceding 12 months with encouraging results.

Dr Monisha spoke at the New Zealand annual conference, sharing her 5-year experience 

with the PDC, which generated interest amongst the New Zealand dermatologists.

We hope to be able to deliver training to nurses on safe and effective delivery  

of phototherapy in the near future.

Dr Monisha Gupta, Ms Michelle Weaich,  
Dr Richard Wittal NSW

STATE-TO-STATE
REPORTS FROM STATES AROUND AUSTRALIA

Dr Ali DidanWA
Once again, the Perth VAA group embarked on the HBF run which was held on Sunday 27th May 2018. There were over 35,000 

participants who wheeled, walked or ran through the streets of Perth. It was an exhilarating morning with entertainment all along the 

way. There was live music, cartoon characters and refreshments at the finish line. We had a total of five people representing the Perth 

VAA group this year and had taken us one hour the complete the 4km walk.
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2018 Perth HBP fun run

We were also lucky to have one our 

members, Stephen Niederberger, 

represent the VAA in Paris at the 

first Vitiligo International Patient 

Organizations Conference. This was  

held on the 5th and 6th April 2018 to 

bring together vitiligo support groups  

as well scientists and doctors from all 

over the world. Ideas were shared on 

how to raise awareness and develop 

stronger support networks.

A/Prof Adrian MarVIC
A Camouflage Workshop was held at the 

Skin & Cancer Foundation in Melbourne 

in July. Ms Julie Buckley from MicroskinTM 

and Ms Mel Sexton, a camouflage 

consultant now assisting the Vitiligo 

Clinic, helped to demonstrate a number 

of products including MicroskinTM, 

DermacolorTM and ZandermTM. It is hoped 

that this event will become an annual 

one to coincide with World Vitiligo Day.

There is a need to invigorate the local 

support group. If any Victorian members 

are interested in being involved please 

contact the VAA. We would be very 

grateful for any volunteers who can  

help support others with vitiligo.

Camouflage consultant Mel Sexton demonstrating DermacolorTM

Julie Buckley from MicroskinTM,  
with a participantParticipant trying ZandermTM pens
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Join the conversation

Vitiligo Association Of Australia www.vitiligo.com.au

18th-21st May 2019 

Australian College of Dermatologist Annual Scientific Meeting – Melbourne

25th June 2019 

World Vitiligo Day 

12th- 14th September 2019 

Europe Society for Pigment Cell Research (ESPCR) 22st Annual Meeting 

– Brussels, Belgium

Events in 2019


