Sl women, youth & o J; =
#*  persons  Nith disabilities ﬁ STﬂY Y
By Dopmmert ‘ )~ SAFE

rsons with Disabilitie: VACCINAT H AFRIC D p
TOGETHER W ONAVIRUS

Women, You Pe
REPUBLIC OF SOUTH AFRICA

INTERNATIONAL ALBINISM AWARENESS DAY

SPEAKING NOTES

DELIVERED BY DEPUTY MINISTER IN THE PRESIDENCY
FOR WOMEN, YOUTH AND PERSONS WITH DISABILITIES,
PROFESSOR HLENGIWE MKHIZE

PLATFORM: VIRTUAL

13 JUNE 2021

INTERNATIONAL THEME:
Strength Beyond All Odds



Programme Director,

Commissioner, Advocate Bokankatla Malatji: South African Human Rights

Commission

Ntate Masilo Nhlapo - Founding Director: Albinism Renaissance Forum and
CEO of White Horse Holdings

Ms Zulmira Nhatave: NATF / KZN Provincial Representative
Ms Sethu Mbuli Robertson: Albinism Activist - Western Cape
Esteemed panelists,

Guests

| Am pleased to address you on such an important occasion. One that is often

overlooked and ignored by many in our society.

Those who have taken their time out of this Sunday to be here, recognise the
gravity of the challenges we face when it comes to ensuring the rights and

safety of persons with albinism.

It goes without saying that people with albinism still face multiple forms of
discrimination worldwide. Albinism is still profoundly misunderstood, socially
and medically. The physical appearance of persons with albinism is often the
object of erroneous beliefs and myths influenced by superstition, which foster
their marginalization and social exclusion. This leads to various forms of

stigma and discrimination.

The importance of this day cannot be overstated, but is often overlooked due
to persons with albinism being considered outsiders, or outcasts who do not
deserve a voice. This year, theme “Strength Beyond All Odds”, was chosen

to:
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«  Highlight the achievements of people with albinism around the world.

«  Show that people with albinism can defy all odds.

« Celebrate how people with albinism worldwide meet and exceed
expectations in all domains of life.

 Encourage everyone during this time of a global pandemic to join the
global effort to #BuildBackBetter.

In some communities, erroneous beliefs and myths, heavily influenced by
superstition, puts the security and lives of persons with albinism at constant
risk. These beliefs and myths are centuries old and are present in cultural

attitudes and practices around the world.

South Africans with albinism are among the most marginalised and
vulnerable of the country's citizens, yet very little attention is given to
protecting them from human rights violations, threats and violent crime. This
applies more so to children with albinism who are often kidnapped and

murdered as part of barbaric practises.

The Department of Women, Youth and Persons with Disabilities (DWYPD)
work closely with a number of membership-based organisations, often
referred to as Disabled People Organisations (DPOs) that are run and
managed by persons with disabilities. These organisations constitute the
representative voice of persons with disabilities and are based on the
respective membership demographics. They support the development of
persons with disabilities’ capacities by providing them with a common
platform to exchange and share their experiences and provide information on
disability for their members on existing services, facilitate and provide such

services.
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During Child Protection Week, the plight of children with albinism comes up
because parents of these children are even afraid to send them to school, in

fear of them being kidnapped and murdered.

While the Constitution of the Republic of South Africa recognises equality
before the law and allows everyone the benefit of protection under law, the
plight of persons with albinism within communities is a far reality from this.
Equality and non-discrimination are sometimes utopian concepts for many
with albinism who face constant discrimination, emotional abuse, and

violence.

The impacts of albinism are particularly serious in areas that associate
albinism with legend and folklore, leading to stigmatisation and discrimination.
In regions of Africa those with albinism may be assaulted and killed for their
body parts for use in witchcraft-related rites or to make ‘lucky’ charms. There
is a dearth of research on the psychosocial aspects of albinism and
particularly on how albinism impacts on the everyday lives of people with

albinism.

Those living with albinism grow up living a life of fear as stories of being
kidnapped and violence are drilled into them for their own safety. This may
lead to deep emotional and mental problems, including but not limited to trust

issues, and living in fear.

The United Nations defines Albinism as a rare, non-contagious, genetically
inherited difference present at birth. In almost all types of albinism, both
parents must carry the gene for it to be passed on, even if they do not have
albinism themselves. The condition is found in both sexes regardless of
ethnicity and in all countries of the world. Albinism results in a lack of

pigmentation (melanin) in the hair, skin and eyes, causing vulnerability to the
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sun and bright light. As a result, almost all people with albinism are visually
impaired and are prone to developing skin cancer. There is no cure for the

absence of melanin that is central to albinism.

While numbers vary, it is estimated that in North America and Europe 1 in
every 17,000 to 20,000 people have some form of albinism. The condition is
much more prevalent in sub-Saharan Africa, with estimates of 1 in 1,400
people being affected in Tanzania and prevalence as high as 1 in 1,000
reported for select populations in Zimbabwe and for other specific ethnic

groups in Southern Africa.

Available statistics point to there being approximately 12 000 affected
individuals in South Africa, however this number can be much higher due to
unregistered births, as well as parents with children with albinism fleeing to

South Africa to seek protection for their children.

The lack of melanin means persons with albinism are highly vulnerable to
developing skin cancer. In some countries, a majority of persons with albinism
die from skin cancer between 30 and 40 years of age. Skin cancer is highly

preventable when persons with albinism enjoy their right to health.

This includes access to regular health checks, sunscreen, sunglasses and
sun-protective clothing. In a significant number of countries, these life-saving
means are unavailable or inaccessible to them. Consequently, in the realm of
development measures, persons with albinism have been and are among
those “left furthest behind.” Therefore, they ought to be targeted for human
rights interventions in the manner envisioned by the Sustainable

Development Goals.

The COVID-19 Pandemic has not left the lives of persons with albinism
untouched. Apart from outrageous beliefs that bad luck brought on by

persons with albinism may lead to community members falling sick, or
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contracting COVID-19, persons with albinism have also had supply lines for

protective creams and clothing impacted due to the lockdown.

| really appeal to every South African Citizen with and without disabilities,
private and public sector, government departments and local municipalities,
to hold hands with the Department to ensure that together, we continue to

build communities inclusive of disability rights.

Wherever you are, | ask that you include persons with albinism in your social
circles, and ensure that your children are educated not to discriminate against
children with albinism at their schools. Addressing the stigma affecting
persons with albinism will go a long way in them fully enjoying their rights

within communities.

Let us work together to build back better and ensure we eradicate stigmas
associated with persons with disabilities. Together, we can overcome all
odds!

| Thank You
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