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ANNUAL OVERVIEW

92024 was a year of both challenge and pro-
gress for the Global Albinism Alliance. It was
marked by the passing of our beloved co-found-
er, Mike McGowan, whose dedication was
instrumental in the development of our organiza-
tion. Despite this loss, we managed to advance
key initiatives that strengthened global advoca-
cy, research, and community support.

We spoke at numerous events, including World
Health Assembly side events and United Nations
Human Rights Council sessions, and participat-
ed in over 10 major international meetings, such
as EADYV, the Clinton Global Initiative, and the
World Congress on Rare Skin Diseases, rais-
ing awareness about albinism and forging new
connections.

On the research front, we concentrated our
efforts on organizing the International Scientific
Conference on Albinism (ISCA) 2025, which
received a record-breaking 65 abstract sub-
missions. We also continued coordinating an
international group of genetic experts that was
officially recognized by ClinGen in March.

Our Skin Cancer Program significantly expand-
ed, with initiatives such as the launch of a Global
Call to Action and preparations for the 2025
World Forum in collaboration with the Inter-
national League of Dermatological Societies
(ILDS) and Standing Voice. We also continued
our collaboration with the International Agency
for Research on Cancer (IARC) and co-submit-
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ted, with the UN Expert on Albinism, a new appli-
cation to add sunscreen to the WHO Essential
Medicines List.

In the spring, we successfully led an advocacy
coalition for the renewal of the UN Mandate on
Albinism.

In June, to mark the 10" anniversary of Interna-
tional Albinism Awareness Day, we co-organ-
ized an event at the UN in Geneva, spotlighted
albinism at key conferences, and joined the
Brazilian albinism community in their online
celebration. In collaboration with GLODERM, we
also released a webinar series covering both the
medical and psychosocial aspects of albinism.

Throughout the year, we provided direct sup-
port to several albinism groups, including men-
toring Albina, a new association in the Czech
Republic, now serving 62 families with two new
counseling services. A field visit to Tanzania and
Malawi in August further deepened our under-
standing of local realities.

Finally, 2024 marked our visual transformation
with the launch of a full rebrand, signaling our
growth from a pilot project to a professional,
sustainable organization.

Thank you to all our partners, organizations,
and volunteers for making this year possible.
We look forward to continuing this journey with
you in 2095.
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EDITORIAL

Antoine Gliksohn
EXECUTIVE DIRECTOR

920924 was an especially busy year. Despite
limited resources, we managed to launch and
complete an increasing number of initiatives.
This progress was made possible by the

many connections we’ve built over time with
organizations that have since become valued
partners and supporters. | am deeply grateful
for their continued trust and engagement, which
have been essential to our achievements.

Although the year brought few major visible
milestones, it was marked by steady behind-
the-scenes work that lays the groundwork for
important developments in 2025. I’'m particularly
looking forward to our two upcoming
conferences: ISCA 2025 in January and the
World Forum on Skin Cancer in October.

On November 24, | lost my friend and closest
colleague, Mike McGowan. Since the start of
our organization, Mike had been my trusted
“partner in crime.” His deep expertise

and experience often helped guide the
Alliance’s strategic direction. His passing leaves
a profound and painful void.

In this turbulent context, we were unable to put
in place the conditions needed to hire a second
employee, even though it had long been planned.
Nevertheless, | am confident we will achieve this
over the coming year.

© Dominik Ku¢era / GAA
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HOW WE WORK

OUR ACTIONS OUR MISSION

Provide Information

Facilitate the Sharing of Experience and Best Practices

Foster Collaboration

We Advocate at the Global Level
to Improve the Lives of People
Affected by Albinism.

Elevate Albinism Organizations

Support Networking

Mentor

Promote Research

Shape and Promote Strategic Research Priorities

/ We Improve
Conduct and Contribute to Research Projects / /’ Knowledge & the Understanding
// // / of Albinism.
Raise Awareness /

Monitor the Evolving Needs and Challenges —/

of the Global Albinism Community

Improve Access to the Most Current
and Reliable Information About Albinism

We Help Albinism
Organizations Around the
World Become Stronger and

Amplify National and Regional Advocacy Initiatives More Impactful.

Be the Spokesperson of the Albinism Community at the Global Level

Champion the Interests of the Albinism
Community at the Global Level

IMPACT

OPTIMAL HEALTHCARE

Accurate and Speedy Diagnosis

Healthy Skin

Proper Eye Care

Improved Management of Syndromic Forms

Adequate Mental Health Support

A BARRIER-FREE WORLD

Proper Disability Recognition

\\ Full Access to Reasonable Accommodation
Throughout the Full Span of Life

p Optimal Access to Visual Aids

and Photoprotection

FULL REALIZATION OF HUMAN RIGHTS

No Attacks, Mutilations and
Any Sort of Threats to Life

No Stigmatization

No Discrimination or Exclusion

A World Where People With Albinism Have
the Best Possible Quality of Life.
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KEY HIGHLIGHTS OF 2024

MARCH 5

Albinism Variant
Curation Expert Panel
Officially Recognized
by ClinGen

MARCH 6

Statement at the
55 Session of
the United Nations
Human Rights
Council

APRIL 4

Renewal of the
United Nations
Mandate on Albinism
Following Intense
Advocacy Work

MAY 8

Meeting with the
Research Team at the
International Agency
for Research on
Cancer, Specializing
in Skin Cancer
Research in People
with Albinism

MAY 20
Oral Contribution
to Two Side Events of
the 77™ World Health
Assembly

JUNE1

New Brand ldentity
& website

JUNE 13
Albinism Highlighted
at the World
Congress on Rare
Skin Diseases
in Paris

JUNE 20

International
Albinism Awareness
Day Celebration in
Geneva

JULY 9

Launch of the Call
to Action on Skin
Cancer in People with
Albinism

L s ravees i sawH
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AUGUST 20

Visit to the Regional
Dermatology Training
Centerin Moshi,
Tanzania

AUGUST 21

Announcement
of International
Scientific Conference
on Albinism 2025

SEPTEMBER
912
Annual meeting
of the PanAmerican
Society for Pigment
Cell Research

SEPTEMBER
23-24
Clinton Global
Initiative
Conference

SEPTEMBER
25-28

The European
Academy of
Dermatology
and Venereology
Congress

NOVEMBER1

Submission of
an Application to
add Sunscreen to
the WHO Model Lists
of Essential
Medicines

NOVEMBER 24

Passing of Mike
McGowan

&
&

ANNUAL REPORT

THE GLOBAL ALBINISM ALLIANCE

1



© Elma Okic / UN Photo

WE ADVOCATE
AT THE GLOBAL
LEVEL

< Human Rights Council
55th Session,
Palais des Nations.

WORLD CANCER DAY EVENT AT
THE EUROPEAN COMMISSION

January 31, 2024
Q Brussels, Belgium

We had the privilege to attend a high-level event
at the European Commission, hosted by Stella
Kyriakides, EU Health and Food Safety Commis-
sioner, in conjunction with World Cancer Day.
This important occasion provided an opportuni-
ty to raise awareness about skin cancer among
persons with albinism and to engage with key
global cancer stakeholders, including the Union
for International Cancer Control (UICC).

BUILDING CONNECTIONS

AWARENESS

CALLING FOR EQUAL ACCESS
TO EDUCATION FOR PEOPLE WITH
ALBINISM AROUND THE WORLD

March 6, 2024
@ 55th Session of the Human Rights Council,
United Nations Geneva

For the second time in two years, we had the
honor of speaking at the UN in Geneva - in col-
laboration with International Service for Human
Rights - to address people with albinism’s right
to an education. Our speech focused on their
unequal access to education around the globe
and some of the reasons for it: some are bul-
lied, some lack any learning or training support
whatsoever, and some are afraid to attend
school due to violent attacks. Our statement
was grounded in the latest report by the UN
Independent Expert on Albinism, which included
input from fifty-eight different stakeholders: UN
Member States, Civil Society Organizations, and
individuals with albinism worldwide.

Watch the full session here.

ADVOCACY
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https://webtv.un.org/en/asset/k16/k160flweyj?fbclid=IwY2xjawJuCihleHRuA2FlbQIxMAABHlqa_wKkx1auJ426FVr9od6BQyh6L3yfft-qQZUBB-vp6Y-VAqswNkpSooCb_aem_VLTceOVz_g-4kaFIAMb4ew
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COLLABORATION WITH INTERNATIONAL
AGENCY FOR RESEARCH ON CANCER

May 8, 2024
Q@ IARC Headquarters, Lyon, France

As part of the ongoing collaboration with the En-
vironmental and Lifestyle Epidemiology Branch
of the International Agency for Research on
Cancer (IARC), we visited IARC in Lyon to meet
with the research team, review current pro-
gress, and explore future opportunities.

Two concrete projects are currently in develop-
ment: one in partnership with the South Africa
National Cancer Registry, and another with
Standing Voice, focused on work in Tanzania
and Malawi.

RENEWAL OF THE UN MANDATE
ON ALBINISM

Together, with the support of Standing Voice
and the Africa Albinism Network, we led a coali-
tion of civil society organizations to advocate for
the renewal of the mandate of the UN Independ-
ent Expert on Albinism.

In close collaboration with the Permanent Mis-
sion of the Republic of Tanzania—the penholder
of the resolution—we coordinated the drafting
process and took part in informal discussions
with member states.

ADVOCACY

77™ WORLD HEALTH ASSEMBLY
SIDE EVENTS

May 29, 2024
@ Geneva, Switzerland

We were honored to speak at two side events
during the 77th World Health Assembly in Gene-
va, each supporting key projects linked to World
Health Assembly resolutions.

The first event, co-hosted by GlobalSkin and the
International League of Dermatological Soci-
eties (ILDS) with support from the ANESVAD
Foundation, focused on a proposed resolution
recognizing skin diseases as a global public
health priority.

The second event, hosted by Rare Diseases
International, centered on a draft resolution
aiming to ensure Universal Health Coverage for
people living with rare diseases and conditions.

ADVOCACY AWARENESS

BUILDING CONNECTIONS

RAISING AWARENESS ABOUT ALBINISM

INTERNATIONAL ALBINISM AWARENESS

AROUND THE WORLD DAY 2024 CELEBRATION IN PARIS
June 1, 2024 June 12, 2024
Q@ UN Today Q Paris, France

To mark International Albinism Awareness Day,
we published an article in UN Today highlighting
the global challenges faced by persons with al-
binism—including health risks, vision impairment,
discrimination, and limited access to education.
The piece also underscores the importance of
international cooperation in advancing the rights
of people with albinism worldwide.

Read the article here.

AWARENESS

ALBINISM AWARENESS
WEBINAR SERIES

June 1013, 2024
Q Online

To mark International Albinism Awareness Day
920924, the Global Albinism Alliance and GLO-
DERM co-hosted a special edition webinar
series focused on key issues affecting people
with albinism. The four sessions featured lead-
ing international experts and explored genetics,
dermatology, ophthalmology, and the social
impacts of albinism.

Watch all sessions here.

KNOWLEDGE ACCESS AWARENESS

We co-hosted the Welcome Reception of the 2™
World Congress on Rare Skin Disorders along-
side GlobalSkin and ERN Skin. The event provid-
ed a valuable opportunity to celebrate Interna-
tional Albinism Awareness Day (IAAD) 2024 and
to raise awareness amongst conference attend-
ees about the many challenges faced by people
with albinism around the world.

ADVOCACY

BUILDING CONNECTIONS
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https://untoday.org/raising-awareness-about-albinism-around-the-world/
https://www.youtube.com/playlist?list=PL3cKlfcNF8GtV09_OCiO6o-x_oRHxNFwv
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9P WORLD CONGRESS ON RARE SKIN
DISEASES (WCRSD)

June 1214, 2024
Q Paris, France

We took part in the 2 World Congress on Rare
Skin Diseases, organized in Paris by ERN-Skin
and Fondation René Touraine.

On June 13, Julio Garcia (Simplemente Amigos,
Fundacién Nacional de Albinismo - Argentina)
spoke during a patient symposium co-organized
by GlobalSkin, which focused on the needs and
challenges faced by associations and individuals
living with rare skin conditions around the world.

The event brought together numerous patient
organizations, helping to elevate the global voice
of communities that are too often overlooked in
public health efforts.

BUILDING CONNECTIONS

AWARENESS

ANNUAL MEETING OF THE INTERNATIONAL

ADVISORY COMMITTEE ON NON-IONIZING
RADIATIONS

June 13, 2024
@ World Health Organization, Geneva

For the second year in a row, we had the oppor-
tunity to take part in the annual meeting of the
International Advisory Committee on Non-lon-
izing Radiations, hosted by the World Health
Organization’s Radiation and Health Unit. We
shared an update on our efforts to address skin
cancer in people with albinism—an urgent and
often overlooked public health issue.

Our participation reflects our continued commit-
ment to ensuring that the specific health risks
faced by people with albinism are recognized
and addressed in global discussions on radiation
and skin health.

ADVOCACY BUILDING CONNECTIONS

AWARENESS

= The ‘White Ebony’ exhibi-
tion was on display during
the IAAD celebration at
the UN.

© Patricia Willocq
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WILLIAM JEFFERSON CLINTON

June 20, 2024

I'm proud to join with all those gathered in Geneva today
to observe International Albinism Awareness Day.

This important event is an opportunity to reflect upon
and celebrate the progress that has been made over the
last decade in promoting the fundamental human rights of
persons with albinism, and to rededicate ourselves to
overcoming the many challenges that remain. I’m deeply
grateful to the Global Albinism Alliance and all of the
groups it represents for raising awareness of the
difficulties faced by persons with albinism—from
discrimination and violence, to health issues, to lack of
access to health care and education—and above all, for
lifting up our common humanity.

Best wishes for a memorable and meaningful observance of
International Albinism Awareness Day, and please know
that I share your determination to create a world of
inclusion for all.

T Btk

INTERNATIONAL ALBINISM AWARENESS WORLD SKIN
DAY 2024 CELEBRATION IN GENEVA HEALTH DAY
June 20, 2024 July 8, 2024

Q@ United Nations Headquarters, Geneva Q@ Online

Hosted by the United Nations Office at Geneva
and co-organized by the Global Albinism Alli-
ance, this International Albinism Awareness Day
celebration marked “A Decade of Collective
Progress.”

The event offered a moment to reflect on the
many achievement made over the past ten
years, while also acknowledging the ongoing
challenges faced by people with albinism world-
wide. A highlight of the celebration was the
opening of the photo exhibition “White Ebony,”
showcasing the remarkable exhibit carried out
in Congo by Belgian artist Patricia Willocq.

The albinism community was well represented,
with keynote addresses from our Executive
Director, Antoine Gliksohn, Elisabeth Rivaux
(Genespoir), and Rosalie Malu Muswamba (Soli-
darité Albinisme Suisse), alongside participation
Kenneth Skovly Larsen (Danish Albinism Associ-
ation) and Julio Garcia (Fundacién Nacional de
Albinismo Simplemente Amigos).

Watch the video here.

ADVOCACY AWARENESS

BUILDING CONNECTIONS

< A letter from Bill
Clinton to mark
International Albinism
Awareness Day.

To mark World Skin Health Day 2024, we were
invited to speak in a webinar hosted by Resolve
Global Health, focused on the theme “Skin
Diseases and the Stigma Around Them.” The
event brought together voices from across the
global skin health community, including Rashmi
Sarkar (International Society of Dermatology;
International League of Dermatological Socie-

ties) and David McMahon (Irish Skin Foundation;

GlobalSkin).

World Skin Health Day is a vital opportunity

to raise awareness about the burden of skin
conditions and to spotlight the stigma, challeng-
es, and unmet needs faced by people living with
these conditions around the world.

AWARENESS
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https://www.youtube.com/watch?v=4IglrLTqSNA
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CALL TO ACTION TO END
THE EPIDEMIC OF SKIN CANCER
IN PEOPLE WITH ALBINISM

July 9, 2024
Q Online

We joined forces with the International League
of Dermatological Societies, the European
Academy of Dermatology and Venereology,
GlobalSkin, and 32 other national and interna-
tional organizations to launch a Call to Action.
This initiative urges the World Health Organi-
zation, national Ministries of Health, policymak-
ers, medical professionals, patient groups, and
organizations representing people with albinism
to implement 10 key actions aimed at prevent-
ing premature deaths from skin cancer among
people with albinism worldwide.

Our message reached a wide audience across
social media, with LinkedIn posts generating
over 3,300 impressions and more than 560
reactions. To date, the Call to Action has been
downloaded at least 1,870 times in multiple
languages.

Read the Call to Action here.

ADVOCACY AWARENESS

WORLD HEALTH ORGANIZATION
ESSENTIAL MEDICINES LIST APPLICATION

Following the unsuccessful 2022 application
co-submitted by the Global Albinism Alliance
and the UN Independent Expert on Albinism to
include broad-spectrum sunscreen on the WHO
Model List of Essential Medicines (EML), a new
application was submitted to the 25th WHO
EML Expert Committee at the end of 2024.
This renewed effort has received the strong
support of Standing Voice, Beyond Suncare,
the Pierre Fabre Foundation, the International
League of Dermatological Societies (ILDS), and
the Africa Albinism Network.

Our application is scheduled to be reviewed by
the WHO Expert Committee in May 2025.

Learn more about the application here.

BUILDING CONNECTIONS

ADVOCACY

< Trip to Tanzania
and Malawi with
Standing Voice.

WORLD SKIN
HEALTH COALITION

August 2024

We joined the World Skin Health Coali-

tion—a patient-led, multi-stakeholder group
uniting dermatology patient organizations,
healthcare professionals, researchers, and
industry partners. Throughout 2024, we actively
participated in quarterly meetings focused on
shaping a global strategy to support the adop-
tion of a World Health Assembly resolution on
skin diseases.

As part of our engagement, we contributed to
the Coalition’s #NotJustMySkin online campaign
by sharing a series of awareness-raising social
media posts in March and April, highlighting

the challenges faced by people with albinism in
relation to skin health. The campaign reached
over 5 million people. Materials featuring data
and stories of real people living with skin condi-
tions and diseases were viewed over 17.8 million
times. Over 6,800 people in 130 countries
across 6 World Health Organization regions
signed the open letter urging health policy lead-
ers to act.

BUILDING CONNECTIONS

ADVOCACY

EUROPEAN SOCIETY FOR
DERMATOLOGICAL RESEARCH
ANNUAL MEETING 2024

September 4-7, 2024
Q Lisbon, Portugal

We took part in the 2024 Annual Meeting of the
European Society for Dermatological Research
(ESDR), held in Lisbon, Portugal.

Our Executive Director, Antoine Gliksohn, was
joined by Dr. Prof. Ncoza DLOVA, head of
dermatology, University of Kwazulu-Natal in

a special session featuring organizations rep-
resenting people with various skin conditions.
Together, they shared key insights on albinism,
focusing on the diverse lived experiences of
people with albinism around the world, as well
as current research efforts and existing gaps in
the field.

Learn more about the event here.

AWARENESS
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https://www.google.com/url?sa=D&q=https://www.who.int/groups/expert-committee-on-selection-and-use-of-essential-medicines/25th-expert-committee-on-selection-and-use-of-essential-medicines/a.25-sunscreen-broad-spectrum-prevention-of-skin-cancer-in-people-with-albinism&ust=1751444160000000&usg=AOvVaw3QfOfnVxhkGEKgd7aPvdlX&hl=en
https://albinism.s3.eu-west-3.amazonaws.com/240709_CTA_SkinCancer_Albinism_EN.pdf
https://esdrmeeting.org
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CLINTON GLOBAL INITIATIVE
2024

GLOBALSKIN EUROPE
MEMBER MEETING

September 23-24, 2024
Q@ New York City, USA

For the third consecutive year, we joined hun-
dreds of changemakers at the Clinton Global
Initiative (CGI) in New York City.

We were represented by Antoine Gliksohn, our
Executive Director, and Carol Prendergast, our
President, who highlighted the multiple chal-
lenges faced by people with albinism worldwide,
with a special emphasis on skin cancer and the
urgent need for increased attention and re-
sources to address this critical health issue.

Learn more about the event here.

BUILDING CONNECTIONS

September 25-28, 2024
@ Amsterdam, Netherlands

We took part in the GlobalSkin Europe Member
Meeting, held alongside the 2024 European
Academy of Dermatology and Venereology
Congress (EADV) in Amsterdam. The gathering
offered a valuable opportunity to strengthen
connections with GlobalSkin staff and fellow
member organizations, while contributing to
discussions on the future of dermatology patient
advocacy across Europe and beyond.

RARE DISEASES INTERNATIONAL (RDI)
MEMBERSHIP MEETING

October 21-29, 2024
Q@ Barcelona, Spain

This year’s gathering in Barcelona was an
invaluable opportunity to exchange knowledge,
share best practices, and engage in strategic
discussions with advocates from the global rare
disease community.

A key highlight of the meeting was the discussion
on the upcoming World Health Assembly Res-
olution on persons living with a rare disease or
condition, which may be adopted by the World
Health Assembly in May 2025.

ORGANIZATION DEVELOPMENT

BUILDING CONNECTIONS

CONSULTATION WORKSHOP

FOR ORGANIZATIONS OF PEOPLE WITH
ALBINISM IN EUROPE AND

NORTH AMERICA

November 29, 2024
@ Online

We co-organized an online consultation work-
shop with the UN Independent Expert on the
Rights of Persons with Albinism, Muluka-Anne
Miti-Drummond, bringing together organizations
from Europe and North America.

Held on the occasion of the 10th anniversary of
the UN mandate on Albinism, the workshop of-
fered a moment to reflect on a decade of global
progress in advancing the rights of people with
albinism—and to recognize the role the mandate
has played in that journey. Participants also dis-
cussed ongoing challenges and explored strat-
egies to ensure the continued advancement of
rights, protection, and inclusion for people with
albinism in the decade ahead.

SUPPORT RESEARCH ADVOCACY

ANNUAL CONFERENCE OF THE
FRENCH SOCIETY OF DERMATOLOGY

December 3-7, 2024
Q Paris, France

Our final conference of the year brought us
once again to the “Journées Dermatologiques
de Paris” (JDP), the annual congress of the
French Society of Dermatology. Since 2021,

we have participated in this key event to raise
awareness about albinism within the dermatolo-
gy community.

This year, we were hosted at the booth of Gene-
spoir, the French albinism association, where
we had the opportunity to present the work of
the Global Albinism Alliance to participants from
several African countries, including Mali, Cote
d’lvoire, Cameroon, the Democratic Republic of
Congo, and Guinea.

We also engaged in productive conversations
with key partners such as Christophe Przy-
bylski (Fondation Pierre Fabre) and Caroline
Blondel (European Society for Dermatological
Research), and had promising exchanges with
leading Moroccan dermatologists—Prof. Soumi-
ya Chiheb and Prof. Said Amal (President of the
Moroccan Society of Dermatology)—on ways to
support the albinism community in Morocco.

Learn more about the event here.

BUILDING CONNECTIONS

AWARENESS
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https://www.clintonfoundation.org/clinton-global-initiative-september-2024-meeting/
https://retour2024.lesjdp.fr

© Chihiro Tagata Fujii / Standing Voice

WE IMPROVE
KNOWLEDGE
& UNDERSTANDING
OF ALBINISM.

< A young man
undergoing treatment
for skin cancer.

ALBINISM VARIANT CURATION
EXPERT PANEL

March, 2024
Q Online

As part of the Clinical Genome Resource (Clin-
Gen) initiative, we continued our coordination
of the Albinism Variant Curation Expert Panel
throughout 2024.

The panel was officially recognized by the Clini-
cal Genome Resource in March 2024 and is co-
chaired by Dr. David Adams (National Institutes
of Health, Bethesda, USA) and Dr. Panagiotis
Sergouniotis (University of Manchester, United
Kingdom).

Nine online meetings were held during the year,
focused on reviewing variants in the tyrosinase

(TYR) gene, which is associated with oculocuta-
neous albinism type 1.

Work on the OCA2 gene is expected to begin in
92095, following the publication of rule specifica-

tions for TYR.

Learn more about the Project.

BUILDING CONNECTIONS

VISIT TO THE REGIONAL
DERMATOLOGICAL TRAINING CENTRE
(RDTC)

August 21, 2024
@ Moshi, Tanzania

During this first visit to Tanzania, we had the
opportunity to stop in Moshi to visit the Regional
Dermatological Training Centre (RDTC). We
were warmly welcomed by Professor Daudi Ma-
vura, Principal of the RDTC, and joined by Harry
Freeland, Executive Director of Standing Voice.
Founded in 1990 as a collaboration between the
International League of Dermatological Soci-
eties (ILDS), the Tanzanian Ministry of Health,
and Kilimanjaro Christian Medical Center, the
RDTC serves as a supra-regional hub for clinical
care, training, and research in dermatology.

Since 1993, the RDTC has run a Comprehensive
Care Programme for people with albinism, fo-
cused on skin cancer prevention and treatment.

BUILDING CONNECTIONS
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ANNUAL MEETING OF THE PANAMERICAN
SOCIETY FOR PIGMENT CELL RESEARCH
(PASPCR)

September 9-12, 2024
@ New York, USA

We were pleased to represent the albinism com-
munity at the 2024 annual meeting of the Pan-
American Society for Pigment Cell Research
(PASPCR), held in New York City. This gathering
offered a valuable opportunity to raise aware-
ness among researchers working on melano-
cytes and melanin production about the needs
and expectations of people with albinism—par-
ticularly in the field of biomedical research.

We connected with leading scientists contrib-
uting to the understanding of albinism through
genetics and cell biology, including Jonathan
Zippin (Weill Cornell Medicine), Mickey Marks
(Children’s Hospital of Philadelphia / University
of Pennsylvania), Stacie Loftus (NHGRI), and
Elena Oancea (Brown University). These experts
also serve on the Scientific Advisory Committee
for ISCA 2025 and the ClinGen Albinism Variant
Curation Expert Panel.

The conference featured a powerful keynote by
fashion model and advocate Diandra Forrest,
who shared her personal story of growing up
with albinism in New York City.

RESEARCH

AWARENESS BUILDING CONNECTIONS

RESEARCH LAB VISIT
- MEDICAL COLLEGE OF WISCONSIN

September 20, 2024
Q Milwaukee, USA

We visited the Eye Institute at the Medical Col-
lege of Wisconsin, where we were welcomed by
Professor Joseph Carroll and his team. As part
of the visit, we participated as a volunteer in an
ongoing research study on albinism conducted
within the Advanced Ocular Imaging Program
(AQIP).

This program seeks to deepen the understand-
ing of how retinal development is altered in
individuals with albinism, contributing valuable
insights to the field of vision science.

RESEARCH

EUROPEAN REFERENCE NETWORK-SKIN
BOARD MEETING

October 24-25, 2024
Q Paris, France

We took part in the ERN-Skin Board Meeting,
contributing to ongoing efforts to strengthen
European collaboration around rare skin condi-
tions, including albinism. Over the past two dec-
ades, several European countries have adopted
public policies to support people affected by
rare conditions. At the regional level, the Euro-
pean Commission has established European
Reference Networks (ERNs) to coordinate care
and research.

Since 2021, we have been representing the
albinism community within ERN-Skin, working to
ensure equitable access to quality healthcare
across Europe and to advance the understand-
ing of albinism through data collection and
multicenter research studies.

BUILDING CONNECTIONS

RESEARCH

< Antoine Gliksohn, our
Executive Director,
at the EADV congress

EUROPEAN ACADEMY OF DERMATOLOGY
AND VENEREOLOGY 2024 ANNUAL
CONGRESS

September 25-28, 2024
Q@ Amsterdam, Netherlands

We were proud to participate once again in the
annual congress of the European Academy of
Dermatology and Venereology (EADV)—the larg-
est dermatology conference in Europe. Since
90929, this event has served not only as a key
European meeting but as a global platform to
connect with dermatologists and partner organ-
izations from around the world.

This year, we had the opportunity to engage
with professionals and allies from Argentina,
Kenya, Czech Republic, India, USA, South Afri-
ca, Dominican Republic, Portugal, Angola, Israel,
Guineqa, Mexico, France, Brazil, Tanzania, Eng-
land, Panama, United Arab Emirates, Germany,
the WHO—and of course, the Netherlands.

The congress also provided a space to strength-
en collaboration with strategic partners such

as GlobalSkin, the ILDS, the Colegio Ibero
Latinoamericano de Dermatologia (CILAD), and
the organizers of the 2027 World Congress of
Dermatology.

Learn more about the event here.

BUILDING CONNECTIONS

AWARENESS
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EXPLORING THE LINK BETWEEN ALBINISM
AND SLEEP DISORDERS

Throughout the year, we engaged in ongoing
exchanges with a research team from the
Netherlands Institute of Neuroscience working
on a project exploring the link between albi-
nism and sleep disorders. We look forward to
supporting the advancement of this important
research.

Learn more about the project here.

RESEARCH

SUPPORTING RESEARCH PUBLICATION
ON SKIN CANCER IN ALBINISM

We provided support to Dr. Panawé Kassang
for the publication of a long-completed system-
atic review of the literature on skin cancer in
persons with albinism. This study, carried out
several years ago and presented at ISCA 2029,
had remained unpublished until now, and we
were pleased to help ensure that this important
research is made accessible to the broader
community.

RESEARCH

ISCA 2025 - INTERNATIONAL SCIENTIFIC
CONFERENCE ON ALBINISM

ISCA 2095, the second edition of the Interna-
tional Scientific Conference on Albinism, will
take place at the end of January 2025. Organ-
ized by us with the support of an international
scientific committee, the conference builds on
the success of ISCA 2022 and reflects our con-
tinued commitment to advancing research and
global cooperation on albinism.

Much of the organizational work took place
throughout 2024, with strong momentum lead-
ing into the new year. The Call for Abstracts
closed in early December with a notable in-
crease in participation: 65 abstracts were sub-
mitted, compared to 50 in the previous edition.

Learn more about the conference here.

RESEARCH

WORLD FORUM ON SKIN CANCER
IN PEOPLE WITH ALBINISM

October 27-28, 2025
Q@ Cape Town, South Africa

Building on work that began in 2023 with the In-
ternational League of Dermatological Societies
(ILDS) and Standing Voice, our efforts to organ-
ize the first-ever global conference dedicated
to skin cancer prevention and management

in people with albinism continued throughout
92024. Significant progress was made, including
finalizing the location and dates. The Forum is
scheduled to take place in Cape Town, South Af-
rica, on October 27-28, 2025. A Save the Date
was issued at the end of 2024, with registration
planned to open in spring 2025. Fundraising
efforts remain ongoing.

The primary goal of the Forum is to develop

a global prioritized action plan committed to
preventing and managing skin cancer, thereby
promoting the health and wellbeing of all people
affected by albinism.

BUILDING CONNECTIONS

RESEARCH ADVOCACY
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https://isca2025.albinismalliance.org
https://www.slaapregister.nl/en/albinism

© Harry Freeland / Standing Voice

WE HELP ALBINISM
ORGANIZATIONS
AROUND THE WORLD
BECOME STRONGER
AND MORE IMPACTFUL

< Trip to Tanzania
and Malawi with
Standing Voice.

CELEBRATION OF IAAD 2024
WITH THE BRAZILIAN ALBINISM
COMMUNITY

June 14, 2024
Q Online

We were honored to take part in an online event
organized by the Brazilian albinism community
to celebrate International Albinism Awareness
Day 20924, under the theme: “People with Albi-
nism - 10 Years of Struggle for Inclusion and Ac-
cessibility, Without Prejudice and With Equality.”

Our Executive Director joined the UN Independ-
ent Expert on Albinism, Muluka-Anne Miti-Drum-
mond, moderator Joselito Luz, and other
speakers from Brazil and Argentina to reflect
on a decade of collective progress in the global
fight for inclusion, accessibility, and equal rights.
The event was co-organized by APALBA (Asso-
ciagdo das Pessoas com Albinismo na Bahia)
and the Coletivo Nacional das Pessoas com
Albinismo.

SUPPORT

VISIT TO TANZANIA AND MALAWI
WITH STANDING VOICE

August 14-29, 2024
Q Tanzania, Malawi, Africa

We spent two intensive weeks in Tanzania and
Malawi alongside Harry Freeland, Executive
Director of Standing Voice, immersing ourselves
in grassroots work supporting people with
albinism. During our trip, we visited local clinics
and witnessed Standing Voice’s comprehensive,
locally led programmes in action.

This visit deepened our understanding of the
day-to-day challenges people with albinism
face—accessing health services, visual aids, and
education—and reinforced the importance of
solutions spearheaded by Standing Voice. Our
shared field experience lays the foundation for
stronger collaboration and continued advocacy
in the region.

Learn more about Standing Voice here.

SUPPORT
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MEETING WITH THE TANZANIA
ALBINISM SOCIETY

SUPPORT AND MENTORING OF
A NEW ORGANIZATION

August 25, 2024
Q Mwanza, Tanzania

As part of our first visit to Tanzania, we had

the opportunity to meet with Alfred Kapole,
Vice-Chair of the Tanzania Albinism Society
(TAS). To the best of our knowledge, TAS is the
world’s first association of persons with albi-
nism—founded in 1977 and officially registered in
1980.

This inaugural meeting between the Global Albi-
nism Alliance and TAS offered valuable insight
into the situation on the ground. The conversa-
tion focused on key priorities for the albinism
community in Tanzania, the longstanding work of
TAS, and the urgent need for the government to
adopt the long-awaited National Action Plan on
Albinism.

The exchange marked an important step toward

future collaboration in supporting the rights and
wellbeing of people with albinism in the country.

SUPPORT

Q Online

Throughout the year, we provided ongoing sup-
port and mentorship to Albina, Czech Republic,
a newly established organization dedicated to
people with albinism.

In its first year of operation, the organization
welcomed 60 members. In partnership with two
hospitals, Albina launched ophthalmological
and dermatological consultation services for
individuals with albinism. The organization also
facilitated several community meetings and
organized its inaugural weekend retreat.

Learn more about Albina here.

SUPPORT

= Zongyi Lv (12), Asia

© Chinese Organization for Albinism
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PEOPLE IN THE GLOBAL ALBINISM ALLIANCE

Antoine Gliksohn

EXECUTIVE DIRECTOR, FRANCE

Antoine is the Executive Director of the Global
Albinism Alliance, where he oversees strategic
planning, organizational development, and daily
operations. Before joining the Alliance,

he worked in Paris as a Project Engineer on

a major metro project. A person with albinism
himself, Antoine is also an award-winning patient
advocate.

© Dominik Ku¢era

Carol Prendergast
PRESIDENT, USA

Carol is Chair of the Global Albinism Alliance,
where she champions the human rights of per-
sons with albinism. Prior to this, she worked as
an attorney, program director, consultant, and
board member for leading human rights NGOs,
and served as a Senior Fellow in Human Rights
at the London School of Economics.

© Dominik Ku¢era

© Dominik Kuéera

Kelsey Thompson
SECRETARY, USA

Julio Garcia
LIAISON FOR LATIN AMERICA, ARGENTINA

© Dominik Kuéera

Elizabeth Beales
ADMIN VOLUNTEER, AUSTRALIA
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Mike McGowan

TREASURER

We are sad to share the news of the passing of
Mike McGowan, a dedicated advocate for the
albinism community, on November 24", 9024.

Mike was among the initiators of the Global Albi-
nism Alliance. In 2020, he co-organized in Paris
an exploratory meeting that marked the launch
of our organization. Since then, he remained
instrumental in the development of the Alliance,
dedicating his energy, expertise, and over

three decades of experience as a leader in the
albinism community to serving our organization.
We would like to share a bit about Mike’s life and
career to give all of you — those who knew him
and those who did not — a sense of the qualities
that made him so special to us.

Mike faced the challenges of all people with albi-
nism (PWAs), including low vision that designat-
ed him as being legally blind. He often said that
coming from a family of seven children who filled
their home with “non-stop action” and parents
who encouraged them all to always do their
best, gave him confidence that he could keep

up with anyone despite the challenges of being

a PWA. When a high school teacher advised him
that he might not be accepted at an academi-
cally rigorous college that Mike had applied to,
Mike bristled at the suggestion that he could not
compete with others who did not have a disa-
bility. He enjoyed relating how pleased he was
to inform that teacher that he did, in fact, get
accepted to that school. Mike wanted everyone
to know that just because he was a PWA, he
was not to be underestimated. And, indeed, he

proved to be right. Mike established a record of
professional achievement in a 30 year career in
court technology in Cook County lllinois, one of
the largest court systems in the United States.
Not only did Mike enjoy this demanding position,
but it was during this time that Mike’s service to
the albinism community began. First he assumed
a volunteer role in NOAH. Mike began as a local
volunteer, then expanded his role nationally by
serving as a NOAH board member. He went on
to serve as board President and finally, after
his retirement from the court system, he served
as NOAH?’s first Executive Director. He held this
position for just over ten years, growing the
organization in size and scope.

In the past four years Mike was a pivotal figure
in the development of the GAA. He used his
strategic and organizational skills to help keep
us on track. His decades of experience working
directly with PWAs, their families and communi-
ties always reminded us that while the progress
of the broader albinism movement is essential,
we can never lose sight of the day-to-day expe-
riences of PWAs. And his deep compassion and
commitment to improving the lives of persons
with albinism all across the world served as an
inspiration to all of us who had the privilege of
knowing him. We will continue to be guided by
his pure and courageous spirit.

May his memory be a blessing.
Carol Prendergast

“Mike’s vision and leadership
were instrumental in shaping the
organization, the programs and
services that continue to support
people with albinism and their

families today.”
Karen Bly, Executive Director of NOAH
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FINANCIAL OVERVIEW

$43,090

RESTRICTED REVENUES

$115,876

UNRESTRICTED REVENUES

O
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$105,275

PROGRAMMING

e 6430 D69

$3,949 FUNDRAISING

$25,045

MANAGEMENT & GENERAL

$2 6 | BOE e

$07,784
SUPPORT

$38,594
AWARENESS & OUTREACH

$27,695
ISCA & RESEARCH

$9,202 IAAD
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OUR PARTNERS

International Foundation
for Dermatology

\W
ILDS IED

ILDS & IFD
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STANDING VOICE

GLEDERM

Internatfional Allancs for Glabal Health Dermatalagy
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International Alliance of
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GENESPOIR
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INTERMNATIONAL

RARE DISEASES INTERNATIONAL
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CLINTON GLOBAL INITIATIVE

NECAH.
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NOAH

Intemmational Agency for Research on Cancer

% Warld Health
‘a‘ .r Drganization

INTERNATIONAL AGENCY FOR
RESEARCH ON CANCER

LUMITED NATIONS
INDEPENDENT EXPERT
PERSONS WITH ALBINISM

UN MANDATE ON THE ENJOYMENT
OF HUMAN RIGHTS BY PERSONS
WITH ALBINISM
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SCIENTISTS WE PARTNER WITH

ASIA

TAMIO SUZUKI
Yamagata University, Yamagata, Japan

AMERICA

BRIAN BROOKS
National Eye Institute, Bethesda, MD, USA

WEI LI
Beijing Children‘s Hospital, Beijing, China

MIDDLE EAST

ANAT BLUMENFELD
Hadassah University Medical Center
Jerusalem, Israel

CLAUDIA YAHALOM
Hadassah University Medical Center
Jerusalem, Israel

DAVID ADAMS
National Human Genome Research Institute
(NHGRI), Bethesda, MD, USA

STACIE LOFTUS
National Human Genome Research Institute
(NHGRI) Bethesda, MD, USA

ELENA OANCEA
Brown University, Providence, RI, USA

JONATHAN ZIPPIN
Weill Cornell Medicine, New York City, NY, USA

MICHAEL MARKS
Children‘s Hospital of Philadelphia (CHOP)
Philadelphia, PA, USA

JOSEPH CARROLL
Medical College of Wisconsin
Milwaukee, WI, USA

WILLIAM OETTING
University of Minnesota, Minneapolis, MN, USA

EUROPE

BENOIT ARVEILER
Bordeaux University Hospital, Bordeau, France

MERVYN THOMAS
University of Leicester, Leicester, UK

FANNY MORICE-PICARD
Bordeaux University Hospital, Bordeau, France

MATHIEU FIORE
Bordeaux University Hospital, Bordeau, France

SMAIL HADJ-RABIA
Hopital Necker-Enfants Malades
Institut Imagine, Paris, France

ALEXANDRA REBSAM
Institut de la Vision, Paris, France

KAREN GROQNSKOV
University of Copenhagen
Copenhagen, Denmark

MARIAVAN GENDEREN
University Medical Center Utrecht
Utrecht, Netherlands

PANAGIOTIS SERGOUNIOTIS
Manchester Royal Eye Hospital
Manchester Centre for Genomic Medicine
University of Manchester

Manchester, UK

MICHAEL HOFFMAN
University Eye Clinic, Magdeburg, Germany
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OVERVIEW OF ALBINISM ORGANIZATIONS

ASIA

CHINESE ORGANIZATION FOR
ALBINISM

JEEVAN TRUST

SAHKAR CHARITABLE TRUST
CENTRAL INDIA ALBINISM SOCIETY
ALBINO INDONESIA FAMILY

KOMUNITAS ALBINO INDONESIA /
ALBINISM COMMUNITY
OF INDONESIA

JAPANESE ALBINISM NETWORK

KUALA LUMPUR AND SELANGOR
ALBINISM ASSOCIATION

NATIONAL DISABLED ALBINO NEPAL
PAKISTAN ALBINISM SOCIETY
ALBINISM PHILIPPINES

TAIWAN ALBINO CARING
ASSOCIATION

BACH GIA TRANG

MIDDLE EAST

IRAN ALBINISM ASSOCIATION

ALBI - ALBINISM ASSOCIATION
OF ISRAEL

ALBINO JORDAN
ALBINIZM DERNEGI

NORTH
AMERICA

BORN TOO WHITE OTTAWA

NOAH - NATIONAL ORGANIZATION
FOR ALBINISM AND
HYPOPIGMENTATION

HERMANSKY-PUDLAK SYNDROME
NETWORK

THE ASSOCIATION OF AFRICAN
AMERICAN ALBINISM AWARENESS
LTD

VISION FOR TOMORROW
FOUNDATION

THE ALBINISM ALLIANCE GROUP
ALBINISMO EN DOMINICANA
FONDATION ALBHA

ALBINO FOUNDATION OF TRINIDAD
AND TOBAGO

VISION OF CHILDREN FOUNDATION

LATIN
AMERICA

ALBINISMO ARGENTINA

FUNDACION NACIONAL DE
ALBINISMO SIMPLEMENTE AMIGOS

ALBINOS DE MENDOZA
ALBINOS DE MISIONES
ALBINOS PATAGONIA

ALBINOS ZONA SUR

AMIGOS ALBINOS DE CORDOBA

BUENOS AIRES - SIMPLEMENTE
AMIGOS

ORGANIZACION LATINOAMERICANA
DE ALBINISMO

ALBINISMO SEM FRONTEIRAS

ALBINOS DO MEU BRASIL E DO
MUNDO

ALBINOS ES
ALBINOS(AS) DO NOSSO NORDESTE

ASSOCIAGAO DAS PESSOAS COM
ALBINISMO EM MATO GROSSO

ASSOCIACAO DOS ALBINOS
DE ALAGOAS

INSTITUTO NOBREGA

UNIVERSIDADE FEDERAL DO RIO
DE JANEIRO (UFRJ) - PROJETO DE
EXTENSAO UNIVERSITARIA

ASSOCIAGAO DAS PESSOAS COM
ALBINISMO NA BAHIA

CORPORACION ALBINOS CHILE

ALBINOS DE CORAZON

FUNDACION ALBINOS POR
COLOMBIA

FUNDACION VIVE FELIZ

COMUNIDAD DE PERSONAS CON
LA CONDICION DE ALBINISMO
EN ORIENTE CUBA

COMUNIDAD ALBINA SANTO
DOMINGO DE LOS TSACHILAS

FUNDACION DE ALBINOS PIEL
DE ANGEL

ORGANIZACION NACIONAL
DE ALBINISMO DEL ECUADOR

ALBINOS DE GUATEMALA

UNION GUATEMALTECA DE
ALBINISMO

ALBIN GIRL
ALBINO LATINO

FUNDACION PIEL DE LUNA ALBINOS
DE MEXICO A.C.

FUNDACION BENEFICA SOS
ALBINOS PANAMA

ALBINOS PARAGUAY
ALBINOS PERU
ALBINOS DEL URUGUAY
ALBINOS DE VENEZUELA

EUROPE

NOAH ALBINISMUS
SELBSTHILFEGRUPPE E.V

LIGUE POUR LA DEFENSE DES
ALBINOS

ALBINISM EUROPE

GENESPOIR

ALBINA

DANSK FORENING FOR ALBINISME
SUOMEN ALBINISMIYHDISTYS RY

ALBINISM FELLOWSHIP
UK & IRELAND

ALBINISMO.EU
ALBINIT

ASSOCIATION OMBRE ET LUMIERE
MONACO

NORSK FORENING FOR ALBINISME

STOWARZYSZENIE NA RZECZ OSOB
Z ALBINIZMEM W POLSCE

COMUNITATEA ALBINISM ROMANIA
INTERNATIONALA

RUSSIAN COORDINATING SUPPORT
CENTRE FOR PATIENTS WITH
ALBINISM

ALBA
OOGVERENIGING ALBINISME

SVENSKAR MED ALBINISM! |
ALBINISM SVERIGE

SOLIDARITE POUR ALBINISME
SUISSE

OCEANIA
& PACIFIC

ALBINISM FELLOWSHIP
OF AUSTRALIA

HEALTHY SKIN FlJI

PARENTS OF CHILDREN WITH
ALBINISM FIJI

FIJI ALBINISM PROJECT
ALBINISM TRUST

CLARENCE SEBASTIAN
FOUNDATION
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OVERVIEW OF ALBINISM ORGANIZATIONS

AFRICA

ALDEIA NISSI

ASSOCIAGAO DE APOIO A PESSOAS
ALBINAS DO CUNENE

ASSOCIAGAO DE APOIO DE
ALBINOS DE ANGOLA

FRATERNIDADE ALBINISTA
GRUPO TEATRAL EXCESSO DE COR

GRUPO VOLUNTARIO DE APOIO
A PESSOAS COM ALBINISMO EM
ANGOLA

LIGA ANGOLANA PARA A DEFESA
DOS ALBINOS

ASSOCIATION ALGERIENNE
D’ALBINISME

ASSOCIATION MAROCAINE DES
ALBINOS

MOVIMENTO PRO ALBINO
EM ANGOLA

TSHIMOLOGO ASSOCIATION FOR
ALBINISM

ALBINISM SOCIETY OF BOTSWANA
UNDER THE SAME SUN

ALBINISM SOCIETY OF ESWATINI
MINERVA - ALBINISM IN ESWATINI
STUKIE MOTSA FOUNDATION

SWAZILAND ASSOCIATION OF
PERSONS WITH ALBINISM

VITILIGO AND ALBINISM
ASSOCIATION

ALBINISM FOUNDATION OF EAST
AFRICA

DR CHOKSEY ALBINISM
FOUNDATION

KENYA ALBINO CHILD SUPPORT

KISII ALBINISM SUPPORT
ORGANIZATION

KWALE ALBINISM GROUP
POSITIVE EXPOSURE KENYA

THE ALBINISM EMPOWERMENT
NETWORK

BLACK ALBINISM

EMPOWERED ALBINISM GROUP
ALBINISM SOCIETY OF KENYA
ALBINISME MADAGASCAR

ASSOCIATION OF PERSONS WITH
ALBINISM IN MALAWI

STANDING VOICE

KANIMAMBO - ASSOCIAGAO DE
APOIO AO ALBINISMO

AMOR A VIDA

ASSOCIAGAO DE APOIO A ALBINOS
DE MOCAMBIQUE

ASSOCIAGAO ZE MANUEL PINTO
THE SHADE TREE PROJECT
NAMIBIAN ALBINO ASSOCIATION

SUPPORT IN NAMIBIA OF
ALBINISM SUFFERERS REQUIRING
ASSISTANCE

APHAD - ALIKAR CENTER FOR
PEACE, HUMAN RIGHTS AND
DEMOCRACY

SOMALI ALBINISM EMPOWERMENT
ORGANIZATION

ALBINISM SOCIETY IN LIMPOPO

A BEAUX ALBINISM BEAUTY
ALBINISM ADVOCACY FOR ACCESS
ALBINISM RENAISSANCE

ALBINISM SOCIETY OF KWA ZULU
NATAL

ALBINISM SOCIETY OF SOUTH
AFRICA

BEAUTY BY NATURE ALBINISM
SOCIETY

CHILDLINE SA

EASTERN CAPE ALBINISM SOCIETY
SOUTH AFRICA

HUMAN RIGHTS MEDIA CENTER
IBUTHO LEZWE FOUNDATION

KWATSADUZA ALBINISM SOCIETY
INITIATIVE

WESTERN CAPE ALBINISM AND
HYPO-PIGMENTATION FOUNDATION

KHULISA SOCIAL SOLUTIONS
ALBINO PEACEMAKERS

GOLDEN AYA TANZANIA
ORGANIZATION

GOOD HOPE STAR FOUNDATION

PROMOTION OF EDUCATION LINK
ORGANIZATION

STICHTING INSIDE THE SAME

ALBINOS TANZANIA DEVELOPMENT
FOUNDATION

ALL ABOUT ALBINISM CAMPAIGN
ASSOCIATION

BRIGITTE ALFRED FOUNDATION

SMA LAY ASSOCIATION ALBINO
SUPPORT PROJECT

TANZANIA ALBINO ECONOMIC AND
HEALTH ORGANIZATION

TANZANIA ALBINISM SOCIETY
THE KESHO TRUST
SHADE

JOSEPHAT TORNER FOUNDATION
EUROPE

ASANTE MARIAMU

AFRICA ALBINO FOUNDATION
UGANDA

ALBINISM CRISIS OUTREACH
ASANTE ALBINO ASSOCIATION

LIRA DISTRICT ALBINO
ASSOCIATION (LANGO SUB REGION)

LUWERO DISTRICT ALBINO
ASSOCIATION

NAZIGO ALBINO ASSOCIATION
(KAYUNGA)

NORTHERN UGANDA ALBINO
ASSOCATION (NORTHERN UGANDA
AND WEST NILE)

SITE FOR COMMUNITY SERVICES
PROGRAMME

SOURCE OF THE NILE UNION
OF PEOPLE WITH ALBINISM
(NATIONWIDE COVERAGE)

TUSIMAME AFRICAN ALBINISM
FOUNDATION

UGANDA ALBINISM AID PROJECT
ALBINISM UMBRELLA

EVERY CHILD MINISTRIES
GLOBAL AID MISSION

ALBINO FOUNDATION OF ZAMBIA

NATIONAL ALBINISM INITIATIVE
NETWORKING OF ZAMBIA

ZAMBIAN ALBINISM MATTERS
ORGANIZATION

ALBINISM MULTIPURPOSE
COOPERATIVE

ALBINO GLOBAL FOUNDATION
ALBINO TRUST ZIMBABWE ONLINE
MISS ALBINISM ZIMBABWE TRUST

PRINCESS SAFETY CENTRE
FOUNDATION

ALBINISM ALIVE INITIATIVE
ZIMBABWE ALBINO ASSOCIATION

ALBINO CHARITY ORGANISATION
OF ZIMBABWE

AFRICA ALBINISM NETWORK

AFRICAN UNION FOR PERSONS
WITH ALBINISM

ALBINOS SANS FRONTIERES

ASSOCIATION JHONY CHANCEL
POUR LES ALBINOS

ASBL INTERNATIONALE VROUWEN

ASSOCIATION “ALBINOS
CREATURES HUMAINES A PART
ENTIERE”

ASSOCIATION POUR LA
PROTECTION ET LA PROMOTION
DES ALBINOS “ENTRE NOUS”

ASSOCIATION ARTISTIQUE
ET CULTURELLE DES PERSONNES
ALBINOS - BENIN

DIVINE CONNECTION WORLDWIDE
ONG VALEUR ALBINOS

FEDERATION DES ASSOCIATIONS
DE PERSONNES VIVANT AVEC
L’ALBINISME EN AFRIQUE DE
L’OUEST

ASSOCIATION ALBI INTERNATIONAL

ASSOCIATION BURKINABE POUR
L'INTEGRATION DES PERSONNES
ALBINOS

ASSOCIATION DES FEMMES
ALBINOS DU BURKINA

ASSOCIATION POUR LA
PROTECTION ET LA PROMOTION
DES ALBINOS

ASSOCIATION SIMA

SOLIDARITE POUR L’INSERTION DES
ALBINOS DU MALI

ASSOCIATION DES FEMMES
ALBINOS ESPOIR DU BURUNDI

LIVE TOGETHER AS FAMILY

ORGANISATION DES PERSONNES
ALBINOS DU BURUNDI

AFRICAN ALBINISM AMBASSADORS
AMICALE DES FEMMES ALBIBELLES

ASSOCIATION OF HANDICAPPED
ALBINO YOUTHS OF CAMEROON
AND AFRICA
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OVERVIEW OF ALBINISM ORGANIZATIONS

ASSOCIATION FEMMES ALBINOS DU
CAMEROUN

ASSOCIATION DE PARTAGE ET
D’ENTRAIDE DES ALBINOS DU
CAMEROUN

ASSOCIATION NATIONALE DE
PROMOTION ET DE PROTECTION
DES DROITS DE LHOMME

ASSOCIATION FOCUS

ASSOCIATION POUR LA
PROMOTION DES ALBINOS AU
CAMEROUN

MR & MRS ALBINOS CAMEROUN

VILLAGE D’ENFANTS ALBINOS DU
CAMEROUN

ASSOCIATION MONDIALE POUR
LA DEFENSE DES INTERETS ET LA
SOLIDARITE DES ALBINOS

RESEAU DES ORGANISATIONS
DES PERSONNES VIVANT AVEC
ALBINISME D’AFRIQUE CENTRALE

ALBICARE INTERNATIONAL

ASSOCIATION NATIONALE DES
ALBINOS DE CENTRAFRIQUE

ASSOCIATION D’APPUI AUX
ALBINOS DU TCHAD

COMITE MISS ALBINOS
FONDATION SALIF KEITA

ACTION POUR L’ALBINOS (KASAI
ORIENTAL)

ALBISO

ASBL PLUS DE COULEURS -
FIEREMENT NDUNDU

ASSOCIATION DES ALBINOS DU
SANKURU

ASSOCIATION DES ALBINOS ET
HANDICAPES DU KASAT CENTRAL

ASSOCIATION FAMILLE D’ACTION
MULTIFORME- COMMUNAUTE
NATIONALE DES PERSONNES
ATTEINTES D’ALBINISME

ASSOCIATION POUR

LA PROTECTION ET LE
DEVELOPPEMENT DE LA PERSONNE
ALBINOS

CORBETTA ONG
FONDATION JULIO LEVOTRE
FONDATION PAULINE ALBINOS

LES AMIS DE DEPHILL POUR LA
SENSIBILISATION A L’ALBINISME

ONG DES ALBINOS FONDATION
MWINMBA TEXAS

ORGANISATION DES PERSONNES
ENGANGEES POUR LA CAUSE DES
ALBINOS

ORGANISATION POUR LE BIEN ETRE
DES ALBINOS AU CONGO

PARLEMENT DES FEMMES ALBINOS
AU SUD-KIVU

PROMOTION ET PROTECTION DES
ALBINOS DU KASAI

SOLIDARITE DES ALBINOS DU KASAI
ORIENTAL

VOICE OF ALBINO ONG
HOPE OF ALBINISM

ASSOCIATION COMPASSION
ALBINOS

AGIR POUR LA CAUSE DES ALBINOS
RDC - (GOMA, NORD KIVU)

ASSOCIATION DE LUTTE POUR LE
BIEN-ETRE DES ALBINOS

ASSOCIATION OF GAMBIAN
ALBINOS

ASSOCIATION NATIONALE DES
ALBINOS DU SENEGAL

ENGAGE NOW AFRICA

GHANA ASSOCIATION OF PERSONS
WITH ALBINISM

CONFEDERATION NATIONALE DES
ALBINOS DE GUINEE

UNION POUR LE BIEN ETRE DES
ALBINOS DE GUINEE

FONDATION POUR LE SECOURS
ET CINTEGRATION SOCIALE DES
ALBINOS

ASSOCIACAO DOS ALBINOS DA
GUINEA-BISSAU

ACTION ET SOLIDARITE POUR LES
ALBINOS DE COTE D’IVOIRE

ASSOCIATION IVOIRIENNE POUR LA
PROMOTION DES FEMMES ALBINOS

ASSOCIATION NATIONALE DES
ALBINOS DE COTE D’IVOIRE

ASSOCIATION POUR LE BIEN-ETRE
DES ALBINOS DE BOUAKE

ONG BIEN ETRE DES ALBINOS DE
COTE D’IVOIRE

FEDERATION DES ASSOCIATIONS
POUR LE BIEN-ETRE DES
PERSONNES ALBINOS DE COTE
D’IVOIRE

LIBERIA ALBINISM SOCIETY

STAND-UP STAND-OUT ALBINISM
FOUNDATION

UNITED ALBINOS ASSOCIATION OF
LIBERIA

ASSOCIATION MALIENNE POUR LA
DEFENSE DES DROITS ET LE BIEN-
ETRE DES ALBINOS

ASSOCIATION MALIENNE POUR LA
PROTECTION DES ALBINOS

ASSOCIATION MALIENNE

POUR LA SENSIBILISATION, LA
PROMOTION ET LA PROTECTION
DES PERSONNES VIVANTES AVEC
ALBINISME - SOS ALBINOS

COALITION DES ORGANISATIONS
DE PERSONNES ATTEINTES
D’ALBINISME

THE SALIF KEITA GLOBAL
FOUNDATION

ORGANISATION MAURITANIENNE
POUR LAPPUI ET LINSERTION DES
ALBINOS

ASSOCIATION NATIONALE DES
ALBINOS DU NIGER

ANAMBRA STATE ALBINISM
ASSOCIATION

THE ALBINISM NETWORK
ASSOCIATION

ONOME AKINLOLU MAJARO
FOUNDATION

WHITE ANGELS FOUNDATION
THE ALBINO FOUNDATION

ORGANIZATION FOR INTEGRATION
AND PROMOTION OF PEOPLE WITH
ALBINISM

RWANDA ALBINISM SOCIETY

ALLIANCE NATIONALE POUR LA
PROMOTION ET LA REINSERTION
DES ALBINOS AU SENEGAL

CLUB ALBINOS SN

FEDERATION NATIONALE DES
ALBINOS SENEGAL

AROBAZ ALBINISME AU SENEGAL
CARE ALBINOS

ALBINISM ROYAL FOUNDATION
SIERRA LEONE

SIERRA LEONE ALBINISM
FOUNDATION

SIERRA LEONE ASSOCIATION FOR
PERSONS WITH ALBINISM

GOLDEN SHADE
ASSOCIATION INITIATIVE PRO.TO.P.A

ASSOCIATION NATIONALE
DES PERSONNES ATTEINTES
D’ALBINISME AU TOGO

CAS SOCIAL ALBINOS ENFANTS
ADULTES

LES ALBINOS DE HEMA NAYELE A
BANFORA

AISBL ECRAN TOTAL

ANIDA ENSEMBLE CHANGEONS LE
REGARD SUR L’ALBINISME

ALBINISM INCLUSION AND
EQUALITY ORGANIZATION

CENTRE CANADIEN DE
SENSIBILISATION A LAMELANISME

BEYOND SUNCARE
ENGAGE NOW AFRICA
FONDATION PIERRE FABRE
SARAH’S VOICE

VOICE OF ALBINISM
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