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Abstract
The Albinism Society of South Africa found that the national healthcare system is
failing to meet the needs of people with albinism. People with albinism face significant
health challenges, including skin damage from ultraviolet (hereafter referred to as UV)
rays and vision problems, primarily due to a lack of melanin. Research shows that
many people with albinism die young, often from skin cancer in their 30s or 40s.
Regular annual skin tests and eye check-ups are essential for early detection and

treatment of these health issues.

In South Africa, the right to access healthcare services for people with albinism is
protected by the Constitution of the Republic of South Africa, 1996 (hereafter referred
to as the Constitution). The Constitution is read with various international laws and
agreements, including the Universal Declaration of Human Rights (hereafter referred
to as the UDHR), the International Covenant on Economic, Social and Cultural Rights
(hereafter referred to as the ICESCR), the International Convention on the Elimination
of All Forms of Racial Discrimination (hereafter referred to as the ICERD), the
Convention on the Elimination of All Forms of Discrimination Against Women
(hereafter referred to as the CEDAW), the United Nations Convention on the Rights of
the Child (hereafter referred to as the UNCRC), the Convention on the Rights of
Persons with Disabilities (hereafter referred to as the CRPD), the African Charter on
Human and Peoples’ Rights (hereafter referred to as the ACHPR), the African Charter
on the Rights and Welfare of the Child (hereafter referred to as the ACRWC), and the
SADC Declaration on the Protection of Persons with Albinism (hereafter referred to as
the DPPA), all of which provide for the right to health. However, despite these
international and constitutional provisions, there is no specific case law or health
legislation in South Africa that clearly defines the state’s obligations in providing

access to healthcare services for people with albinism.

This lack of case law and legislation that defines the state’s internationally and
constitutionally compliant obligations creates significant challenges for people with
albinism in enforcing their right to access healthcare services. Clarifying these legal
obligations is crucial to establish the health demands of people with albinism as legally
enforceable claims, facilitating effective advocacy grounded in rights-based language.
Advocacy based on international and constitutional entitlements empowers people

with albinism to assert their health needs as rights rather than mere service requests.

iv
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This approach provides a stronger foundation for holding the state accountable and
ensuring that people with albinism have access to healthcare services they are entitled

to.

Through a doctrinal method, this study aims to clarify South Africa’s specific
international obligations which are also protected by the Constitution in section 27. It
evaluates South Africa’s legislative framework and measures to ensure healthcare
access for people with albinism, identifies gaps, and concludes with recommendations
to persuade the government to adopt internationally and constitutionally compliant
health laws that guarantee full access to necessary healthcare services for this

population.

Keywords: Albinism, right of access to healthcare services, obligations.
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ACRWC: African Charter on the Rights and Welfare of the Child
CEDAW: Committee on the Elimination of Discrimination Against Women
CEDAW: Convention on the Elimination of All Forms of Discrimination Against
Women
CERD: Committee on the Elimination of Racial Discrimination
CESCR: Committee on Economic, Social and Cultural Rights
CRC: Committee on the Rights of the Child
CRPD: Committee on the Rights of Persons with Disabilities

10.CRPD: Convention on the Rights of Persons with Disabilities
11.DPPA: SADC Declaration on the Protection of Persons with Albinism

12.1CESCR: International Covenant on Economic, Social and Cultural Rights

13.ICERD: International Convention on the Elimination of All Forms of Racial

Discrimination

14.NHI: National Health Insurance

15.PEPUDA: Promotion of Equality and Prevention of Unfair Discrimination Act

16.SADC: Southern African Development Community

17.UDHR: Universal Declaration of Human Rights
18.UNCRC: United Nations Convention on the Rights of the Child
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CHAPTER ONE

INTRODUCTION AND BACKGROUND

1.1. INTRODUCTION

People with albinism have long faced human rights challenges that have been
overlooked for generations.! One of the human rights challenges they face is the lack
of access to healthcare services that meet their specific needs.? Albinism is a genetic
condition that affects the production of skin pigmentation, resulting in a lack of
pigmentation in the skin. It can affect humans of all races, as well as mammals, birds,
fish, reptiles, and amphibians.® The National Organisation for Albinism and
Hypopigmentation, a South African organisation states that globally, approximately
one in 17,000 individuals are affected by some form of albinism.# In South Africa, the
incidence of albinism is about 1 in every 3,900 among Black individuals and 1 in every
15,000 among the White population.® It is estimated that there are around 11,500

individuals with albinism in South Africa, based on current statistics.®

In South Africa, people with albinism within the Black population have faced human
rights challenges with deep historical roots dating back to the apartheid era.” This
period characterised by systematic racial segregation, and the marginalisation of Black
people placed persons with albinism within the broader context of human rights
violations.® People with albinism have lacked special recognition and access to

healthcare services both during apartheid and to date.® However, after the end of

1 Kwame Andrews Daklo, ‘Human Rights-Based Approach to Advocacy for Children with Albinism in
Africa’ (presented at the 43rd Ordinary Session of ACERWC, 17 April 2024)
<https://africaalbinismnetwork.org/wp-content/uploads/2024/04/Panel-4.-Presentation-on-Human
Rights-Based-Approach-to-Advocacy-on-CWA-by-Kwame-Andrews-Daklo-1.pdf> accessed 20 June
2024.

2 [kponwosa Ero, Samer Muscati, Anne-Rachelle Boulanger and India Annamanthadoo, People with
Albinism Worldwide: A Human Rights Perspective (UN Human Rights Office, 2021)
<https://www.ohchr.org/sites/default/files/Documents/Issues/Albinism/Albinism Worldwide Report202
1 _EN.pdf> accessed 8 August 2024.

3 Cancer Association of South Africa, ‘Fact Sheet on Albinism and its Implications’ (January 2021)
<https://www.cansa.org.za/files/2021/01/Fact-Sheet-on-Albinism-and-its-Implications-January-
2021.pdf. >accessed 07 May 2024.

4 National Organization for Albinism and Hypopigmentation, ‘Information Bulletin — What is Albinism?’
(NOAH, 2023) https://albinism.org/information-bulletin-what-is-albinism/> accessed 21 August 2024.

5> Cancer Association of South Africa (n 3 above).

6 Ibid.

7 Centre for Human Rights, ‘The Impact of Race and Colour on the Enjoyment of Human Rights and
Fundamental Freedoms by Persons with Albinism in South Africa’ (2023) University of Pretoria.

8 Ibid.

9 Ikponwosa Ero et al (n 2 above).
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apartheid and with the establishment of constitutional democracy in South Africa, hope

for access to healthcare services for people with albinism should have been restored.*°

The new South African democratic government promised the creation of a more
equitable system that would serve all its citizens, regardless of race or condition, such
as albinism.!! The Constitution was enacted and laws were introduced such as the
National Healthcare Act 61 of 2003, and later the National Health Insurance Act'?
which aimed at improving the availability, affordability, and acceptability of healthcare
services. The expansion of the public healthcare system was a promise followed by
the introduction of primary healthcare services at facilities such as clinics and hospitals
and overall efforts to improve healthcare infrastructure.** Primary health care services
mean the health services that the Minister designates as primary health care services,
according to the National Health Act,*®> which was a significant step towards achieving

healthcare equity.®

Although the provision of basic healthcare at no cost was legislated in the National
Health Act in section 4(3), it excludes a certain number of vulnerable groups such as
some people with albinism who are not covered by this section.” According to the
section, certain groups of people are entitled to free healthcare services at government
clinics and hospitals if they do not have medical aid such as pregnant and lactating
women, children below six years of age, and all persons receiving compensation for
compensable occupational diseases, excluding members of medical aid schemes and
their dependents.'® For people with albinism who do not fall within these categories,
this means that they are not automatically entitled to free healthcare services under
the current Act but are only entitled to free primary health services according to section
4(3)(b).%°

10 René Burger and Catherine Christian, ‘Access to healthcare in post-apartheid South Africa:
availability, affordability, acceptability’ (2018) 15 Health Economics, Policy and Law 43, 11.

11 1bid, 44.

12 Act 61 of 2003.

13 Act 20 of 2023.

1 Abrahams Gavin Leonard, Thani Xolani Christopher, and Kahn Shireen Bibi, ‘South African Public
Primary Healthcare Services and Challenges’ (2021) 30 Journal of Public Administration 2.

15 Act 61 of 2003, sec 1.

16 |bid.

7 1bid, sec 4(3).

18 Act 61 of 2003.

19 1bid.
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Meanwhile, within the above interpretation of the right to access health care in South
Africa, people with albinism are in urgent need of free preventative medication as they
are more likely to be affected by lifetime physical health problems, such as visual
impairment and sensitivity to UV radiation from the sun which often damage the skin
leading to death or cancer.?° Studies disturbingly indicate that the risks of developing
skin cancer and skin disorders are extremely high, with most people with albinism
dying from skin cancer between the ages of 30 and 40.2! The vulnerability of people
with albinism necessitates the enabling internationally and constitutionally compliant
legislative frameworks that mandate the provision of specific types of health
protection, such as eye surgery, visual aids, regular skin cancer check-ups, and

sunglasses with high UV protection at no cost.??

However, the South African government seems to have failed to provide enabling legal
frameworks that comply with international law and the Constitution and are aimed at
addressing the health concerns of people with albinism.?® Petitions, interviews, and
campaigns led by the Chairperson of the Albinism Society of South Africa have
highlighted that the national health system has inadequately addressed the health
needs of people with albinism.?* Very few people with albinism have access to
sunglasses with UV protection, preventative healthcare services like dermatological
and eye examinations, and corrective measures.?® The highlighted health challenges
faced by people with albinism that are distinct from those experienced by the general

population?® motivates the focus of this study.

20 Peter Martin Lund and Jacqueline Susan, ‘Lack of adequate sun protection for children with
oculocutaneous albinism in South Africa’ (2008) 8(225) < hitp://www.biomedcentral.com/1471-
2458/8/225> accessed 22 April 2024.

2! lkponwosa Ero, Report of the Independent Expert on the Enjoyment of Human Rights by Persons
with Albinism (UN Human Rights Council, 2015)
<https://www.ohchr.org/sites/default/files/Documents/Issues/Albinism/A HRC 28 75 ENG.doc>
accessed 8 August 2024.

22 Mphoeng Maureen Mswela ‘A Selection of Legal Issues Relating to Persons Living with Albinism’,
Published LLD Dissertation, University of South Africa, 2016.

2 |bid.

24 Mphoeng Maureen Mswela, ‘Living with albinism in South Africa: uncovering the health challenges
from a legal perspective’ (2022) 43 Obiter 1.

% |bid.

26 UNESCO, ‘Albinism is part of human diversity’ (2023) United Nations in Namibia
<https://namibia.un.org/en/254652-albinism-part-human-diversity> accessed 8 August 2024.

7
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In South Africa, the right of access to health is a fundamental right protected under
national,?’ regional,?® and international laws.?® The cornerstone of this protection is
found in the Constitution, specifically in section 27(1)(a), which affirms that every
person has the right to access healthcare services.3® However, this right is subject to
qualifiers such as ‘reasonable legislative and other measures’, ‘within state available
resources’, and through ‘progressive realisation’ under section 27(2).3! These
qualifiers are regarded by this dissertation as crucial in understanding the practical
implementation of the right of access to healthcare services for people with albinism.
‘Reasonable legislative and other measures’ implies that the state must take
appropriate and effective steps to ensure access to healthcare, but these steps must

be sensible and achievable within the given context.3?

‘Within state available resources’ acknowledges that the state’s obligation to provide
healthcare is limited by the resources it has at its disposal.®® This means that while the
state must strive to provide healthcare services, it can only do so to the extent that its
financial and material resources allow. ‘Progressive realisation’ indicates that the state
is expected to improve access to healthcare services over time, rather than
immediately.3* However, the Constitution like many other Constitutions, does not
specify the obligations of the South African government to ensure access to healthcare

services for people with albinism. Section 27 of the Constitution is further reinforced

27 The Constitution of the Republic of South Africa,1996, section 27(1)(a).

28 African Union, ‘African Charter on Human and Peoples’ Rights’ (1981) ratified by South Africa on 9
July 1996, African Union, ‘Protocol to the African Charter on Human and Peoples’ Rights on the Rights
of Women in Africa’ (2003) ratified by South Africa on 17 December 2004, African Union, ‘African Charter
on the Rights and Welfare of the Child’ (1990) ratified by South Africa on 7 January 2000.
<http://hrlibrary.umn.edu/research/ratification-southafrica.html >accessed 21 August 2024

2 |nternational Covenant on Economic, Social and Cultural Rights, 16 December 1966, 993 UNTS 3,
ratified on 3 October 1994, International Covenant on Civil and Political Rights, 16 December 1966, 999
UNTS 171. Ratified on 3 October 1994, Optional Protocol to the International Covenant on Civil and
Political Rights, 16 December 1966, 999 UNTS 302, ratified on 28 August 2002, Convention on the
Elimination of All Forms of Discrimination Against Women, 18 December 1979, 1249, UNTS 13. Ratified
on 15 December 1995, Convention on the Rights of the Child, 20 November 1989, 1577, UNTS 3.
Ratified on 16 June 19953, Convention on the Rights of Persons with Disabilities, 13 December 2006,
2515, UNTS 3, ratified on 30 November 2007. <http:/hrlibrary.umn.edu/research/ratification-
southafrica.html >accessed 21 August 2024

30 The Constitution of the Republic of South Africa,1996.

31 The Constitution of the Republic of South Africa,1996 section 27(2).

32 Lilian Manka Chenwi’ Unpacking “progressive realisation”, its relation to resources, minimum core
and reasonableness, and some methodological considerations for assessing compliance (2010) 46(3)
Studies in Poverty and Inequality Institute 756.

33 Daniel McLaren, ‘Socio-Economic Rights and the National Budget’' (2016) Studies in Poverty and
Inequality Institute <http://spii.org.za/wp-content/uploads/2016/02/SPII-Policy-Brief-2016-1.pdf>
accessed 8 August 2024.

34 Chenwi (n 32 above) 747.
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by national legislation, such as the National Health Act®*® which also provides a
framework for a structured uniform health system within the Republic. This legislation
also fails to define South Africa’s obligations to ensure access to healthcare services

for people with albinism.

Internationally, South Africa is a signatory to several treaties that protect the right to
health which include the right of access to healthcare services.*® Section 231 of the
Constitution provides that international agreements become binding to South Africa
after they have been ratified and contains an exception to those agreements that do
not need ratification.3” In the case of S v Makwanyane, the Constitutional Court
clarified that international law that the court must consider includes both binding and
non-binding law.38 International instruments such as the UDHR,3° the ICESCR,*° the
ICERD,*' the CEDAW,*? the UNCRC,*3 the CRPD,** and African regional instruments
such as the ACHPR,* the ACRWC*¢ and the SADC DPPA*’ provide for the right to
health, which includes access to healthcare services for all, including people with

albinism.

This study is important because it clarifies the international and constitutional
obligations that South Africa must ensure access to healthcare services for people
with albinism. It lays the groundwork for advocacy, enabling individuals with albinism
to claim their rights as entitlements and obligations that the state must respect, protect,

promote, and fulfil the rights. The study further evaluates the current legislative and

35 Act 61 of 2003.

36 Chukwudi C Ajibo, ‘Market Exclusivity and the Right to Health in South Africa: A Primer for Tackling
the Paradox’ (2020) 64 Journal of African Law 53.

37 The Constitution of the Republic of South Africa, 1996.

%8 S v Makwanyane and Another [1995] ZACC 3, 1995 (3) SA 391 (CC), para 35.

3% United Nations. Universal Declaration of Human Rights. General Assembly Resolution 217A, 10
December 1948.

40 International Covenant on Economic, Social and Cultural Rights, 16 December 1966, 993 UNTS 3.
41 United Nations, ‘International Convention on the Elimination of All Forms of Racial Discrimination’
(adopted 21 December 1965, entered into force 4 January 1969) 660 UNTS 195.

42 Convention on the Elimination of All Forms of Discrimination Against Women, 18 December 1979,
1249, UNTS 13.

43 Convention on the Rights of the Child, 20 November 1989, 1577, UNTS 3.

44 Convention on the Rights of Persons with Disabilities, 13 December 2006, 2515, UNTS 3

45 Organization of African Unity. African Charter on Human and Peoples’ Rights. Adopted June 27, 1981,
OAU Doc. CAB/LEG/67/3 rev. 5, 21 I.L.M. 58 (1982), entered into force October 21, 1986.

46 Organization of African Unity, African Charter on the Rights and Welfare of the Child (adopted 1 July
1990, entered into force 29 November 1999) OAU Doc CAB/LEG/24.9/49 (1990).

47 Southern African Development Community, ‘Declaration on the Protection of Persons with Albinism’
(17 August 2024) <https://www.sadc.int/latest-news/declaration-protection-persons-albinism-17-
august-2024> accessed 3 September 2024.
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other measures taken by the South African government to ensure access to healthcare
services for people with albinism, identifying areas needing legislative improvement to
meet international and constitutional obligations, and provides recommendations to
persuade the government to adopt internationally and constitutionally compliant health

laws that guarantee full access to necessary healthcare services for this population.

1.2. PROBLEM STATEMENT

Despite extensive scholarship on the health challenges faced by people with albinism
and the barriers they encounter in accessing healthcare services,*® there remains a
significant problem which is the gap in legal research and specific documentation that
clarifies South Africa’s international and constitutional obligations regarding their right
to access healthcare services. This gap disenfranchises people with albinism as well
as advocates who seek to root their claims in international and constitutional law,

which provides for legal entitlements for people with albinism.

International instruments such as the UDHR,*® the ICESCR,® the ICERD,! the
CEDAW,*? the CRC,%® the CRPD,*>* and African regional instruments such as the
ACHPR,® the ACRWC,%¢ and the SADC DPPA5’ provide for the right to health, which
includes the right of access to healthcare services for all, including people with
albinism.  Section 27(1) of the South African Constitution further provides for
everyone’s right to access healthcare services,*® although like many Constitutions it
does not specify the access to healthcare services obligations of the government
about people with albinism. Legislation such as the National Health Act, which is
supposed to enunciate both international and Constitutional obligations incumbent on
South Africa relating to persons with albinism also fails to cover these obligations,
meaning there is no legal instrument in South Africa that clarifies South Africa’s legal

obligations.

48 Ero et al (n 2 above).
49 UDHR (n 39 above).
50 |CESCR (n 40 above).
51 |CERD (n 41 above).
52 CEDAW (n 42 above).
53 UNCRC (n 43 above).
>4 CRPD (n 44 above).
55 ACHPR (n 45 above).
56 ACRWC (n 47 above).
57 DPPA (n 46 above).

58 The Constitution of the Republic of South Africa, 1996.
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It is of note that, some progress has been made with the adoption of the Ekurhuleni
Declaration on the Rights of Persons with Albinism which aims to state aspirations
about the provision of healthcare needs for persons with albinism.>® However, this
declaration is non-binding, which maintains the point of this dissertation that the lack
of legislated and binding obligations poses a problem for individuals with albinism in
South Africa who seek to enforce their right of access to healthcare services. Clarifying
these legal obligations is important because it lays the foundation for effective legal
advocacy. Advocacy rooted in international and constitutional entitlements is essential
as it enables people with albinism to claim their health needs as entitlements rather
than mere service delivery claims. This approach ensures that their rights are
recognised and enforced, and it provides a stronger basis for holding the state
accountable and ensuring that people with albinism receive the healthcare services

they are entitled to.
1.3. AIMS AND OBJECTIVES

1.3.1. Aims

This study aims to clarify South Africa’s international and constitutional obligations to

provide access to healthcare services for people with albinism.

1.3.2. Objectives

To meet the above aim, the objectives of this study are as follows:

a) To clarify South Africa’s obligations under the international and regional
instruments to provide people with albinism with access to healthcare services.

b) To clarify South Africa’s obligations under the Constitution to provide people
with albinism with access to healthcare services.

c) To assess South Africa’s legislative and other efforts to ensure access to
healthcare services for people with albinism, identifying areas needing
improvement to meet international and constitutional obligations.

d) To develop recommendations to ensure the full realisation of the right of access

to healthcare services for individuals with albinism in South Africa.

% South African Government, ‘Ekurhuleni Declaration on the Rights of Persons with Albinism’ (27
October 2013) <https://www.gov.za/news/media-statements/ekurhuleni-declaration-rights-persons-
albinism-27-oct-2013> accessed 6 October 2024.
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1.4. RESEARCH QUESTIONS

The main research question to be answered in this study is:

(a) What are South Africa’s international and constitutional obligations to ensure
access to healthcare services for people with albinism, the legislative and other
measures in place, and areas that need improvement to meet these

obligations?
To answer this question adequately, the following sub-questions are dealt with:

(a) What are the international and regional norms and standards on access to
health care services for persons with albinism?

(b) What are South Africa’s obligations under the Constitution to provide people
with albinism with access to healthcare services?

(c) What measures have been taken by the South African government to ensure
access to healthcare services for people with albinism and areas that need
improvement to meet international and constitutional obligations?

(d) What recommendations can be proposed to ensure full access to healthcare

services for individuals with albinism in South Africa?

1.5. HYPOTHESIS

This study assumes that South Africa has international and constitutional obligations
to ensure access to healthcare services for people with albinism. Still, its current
legislative and policy measures are insufficient to fully meet such obligations, and

improvement is needed in the areas of legislation and policies.

1.6. LITERATURE REVIEW

In South Africa, extensive research has been conducted on the health challenges
faced by people with albinism and the barriers they encounter in accessing healthcare
services. Despite this, there remains a significant gap in the literature that studies the
international and constitutional obligations that South Africa must ensure access to
healthcare services. Scholars such as Ikponwosa, Muscati, Boulanger, and
Annamanthadoo have highlighted numerous barriers that people with albinism face
globally. These include inaccessible healthcare facilities, where many are not
equipped to meet the specific needs of people with albinism, making it difficult for them

to receive appropriate care. According to these scholars, there is often a lack of
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training and awareness among healthcare providers about the unique health needs of
people with albinism, leading to misdiagnosis or inadequate treatment. They further
indicate that governments frequently fail to implement policies and programs that
specifically address the healthcare needs of people with albinism. These scholars
emphasise the need for more inclusive healthcare policies and practices that
recognise and address the specific challenges faced by people with albinism.®° They
call for increased training for healthcare providers, better-equipped facilities, and
stronger government commitment to ensuring equitable access to healthcare

services.b!

However, it is essential to note that these scholars do not specifically clarify South
Africa’s international and constitutional obligations to the right of access to healthcare
services for people with albinism. Available limited scholarship does not show the
legislative and other measures mandated by the Constitution which are taken by the
South African government to ensure access to healthcare services for this
marginalised group. Evaluating measures is important as it opens room for
improvements suggestions. Scholars such as Ikponwosa, Muscati, Boulanger, and
Annamanthadoo further emphasise that people with albinism face multiple and
intersecting forms of discrimination due to their color, disability, and gender, which can
lead to social exclusion and barriers to accessing healthcare services.®? The concept
of economic accessibility is another crucial aspect that they highlight. They emphasise
that health facilities, goods, and services must be affordable for all. ¢ These scholars'
study differs from this one because it does not include other causes of lack of access
to healthcare services such as discrimination, social exclusion, and economic

accessibility.

Durojaye and Nabaneh argue that while there has been a great deal of attention on
ritual killings of people with albinism, other human rights challenges faced by this
community have been overlooked, including their right to access healthcare services.
According to these scholars, discrimination hinders access to healthcare for people
with albinism, particularly affecting women in terms of their sexual and reproductive

health. They also indicate that women with albinism often face discrimination by

80 Ero et al (n 2 above) 76.

61 |bid.

62 Ero et al (n 2 above) 77, 78.
83 |bid, 79, 80.
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medical healthcare practitioners in public hospitals.®* While Durojaye and Nabaneh do
not focus on South Africa’s international and constitutional obligations to provide
healthcare services to people with albinism, they do discuss international instruments
such as the Protocol to the African Charter on Human and Peoples' Rights on the
Rights of Women in Africa to determine the protection of the right to healthcare
services for people with albinism. 8 This study will also include the discussion of other
important international instruments that define the right of access to healthcare
services, encompassing all genders to clarify South Africa’s international obligations

regarding the right of access to healthcare services for people with albinism.

In her thesis, Mswela argues that many governments, including the South African
government, have not ensured "access and affordability" of healthcare services for
people with albinism.%¢ She highlights that the South African healthcare system does
not address the health needs of people with albinism due to false notions and
stereotypes surrounding the condition.®” Mswela asserts that individuals with albinism
should receive the same level of attention in healthcare provision as those with
HIV/AIDS.®® She notes that people with albinism have the right to challenge the
government's failure to provide skin protection for the prevention of skin cancer,
sunglasses, and low vision, citing the right of access to healthcare services in the

South African Constitution.5®

Mswela emphasises the state's duty to provide necessary healthcare services for
people with albinism.”® While Mswela's study focuses on the violation of the rights of
people with albinism in general without specifically addressing the right of access to
healthcare services,’* This study complements Mswela's findings by analysing
international instruments, the Constitution, and the measures taken by the South
African government in complying with the state's obligations toward international and
regional instruments and the Constitution, with a focus on the right of access to

healthcare services. This study will also identify the areas that need improvement in

64 Ebenezer Durojaye and Satang Nabaneh, "Human Rights and Access to Healthcare for Persons with
Albinism in Africa," (2019) 7 African Disability Rights Yearbook 35-58.

55 |bid.

66 Mswela (n 22 above).

57 Ibid.

%8 |bid.

5 Ibid.

70 |bid

1 |bid.
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measures taken by the South African government to ensure access to healthcare

services for people with albinism.

In his dissertation, Daklo highlights the challenges faced by individuals with albinism
in accessing appropriate healthcare in Ghana. He argues that structural and systemic
discrimination, along with stigma and a lack of knowledge about the condition, have
resulted in a significant lack of access to healthcare services tailored to the specific
health needs of individuals with albinism. According to him, these social factors not
only hinder their ability to receive necessary medical care but also constitute a violation

of their right to achieve the highest attainable standard of physical and mental health.”?

Daklo emphasised that individuals with albinism commonly face impaired vision,
nystagmus, strabismus, and progressive vision deterioration due to the lack of natural
eye protection. Surgeries and corrective lenses are necessary for improved vision, and
protective measures such as sunglasses and hats are essential. However, access to
these services is limited in terms of availability, affordability, and quality. Discrimination,
stigma, harmful cultural beliefs, and lack of awareness hinder individuals with albinism
from accessing necessary healthcare services. The absence of data, policies, and
legal frameworks addressing the rights of individuals with albinism contributes to their
marginalisation and exclusion from essential healthcare services. This situation
violates their right to the highest attainable standard of physical and mental health as
outlined in international human rights law.”® Daklo addressed Ghana’s international
obligations to ensure access to healthcare services for people with albinism and
further analysed how Ghana's Constitution reflects the international human rights law
standards concluding by identifying the best practices in other jurisdictions that can
guide Ghana as to how to best solve the problem of access to healthcare services for

people with albinism in Ghana. 7

Daklo’s study resonates with this study despite that this study will focus on South
Africa. This study clarifies South Africa’s international and constitutional obligations to
provide access to healthcare services for people with albinism and assesses the

legislative and other efforts in place, identifying areas needing improvement to meet

2 Andrews Kwame Daklo ‘Access to Healthcare for Persons with Albinism in Ghana A Human Rights
Approach’ published LLM dissertation, University of Pretoria, 2021.

2 Ibid.

" Ibid.
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these obligations. This study will further provide recommendations to ensure full

access to healthcare services for individuals with albinism in South Africa

1.7. RESEARCH METHODOLOGY

The research method adopted for this study is the doctrinal methodology. This method
includes the analysis of primary legal sources such as the Constitution, legislation,
treaties, and case laws. It also includes the analysis of secondary legal sources such
as textbooks, journal articles, online journals, internet websites, and case studies.”™
Given the nature of the research questions, which require an in-depth analysis of legal
principles, statutes, journal articles, academic literature, and case laws, the empirical
method is not deemed necessary. The questions of this study can be effectively
addressed through a doctrinal methodology and as such, the doctrinal method is

deemed appropriate and sufficient for addressing the research questions in this study.
1.8. DEFINITION OF KEY CONCEPTS

1.8.1. Albinism

Human albinism is a disorder when there is a genetic mutation that affects the skin's
ability to produce melanin, leaving the skin lacking colour. All racial groups of people
as well as fish, amphibians, birds, mammals, and reptiles can be affected by albinism.
Albinism is a genetic disorder, however, in most cases, there may not be a family
history of the affliction.”® Albinism is regarded as a form of disability. This is according
to the African Disability Rights Protocol which recognises the risk of violence and
abuse, particularly for those with albinism in its preamble.”” By this recognition, the
Protocol, therefore, makes it clear that persons with albinism are within the treaty’s

conceptualisation of persons with disabilities.

1.8.2. The right of access to healthcare services

The term "right of access to healthcare services" in South Africa refers to the

unalienable right of every person to receive medical attention and treatment. Section

S P, Ishwara Bhat, ‘Doctrinal Legal Research as a Means of Synthesising Facts, Thoughts, and Legal
Principles’ in Idea and Methods of Legal Research (Oxford University Press 2019)
<https://academic.oup.com/book/41749/chapter/354157753. > accessed 09 June 2024.

76 Cancer Association of South Africa (n 3 above).

7 Protocol to the African Charter on Human and Peoples' Rights on the Rights of Persons with
Disabilities in Africa (adopted 29 January 2018, entered into force 17 June 2020) AU Doc
CAB/LEG/24.12/18.
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27 of the Constitution guarantees this right. It includes treatment for a variety of
medical diseases, emergency medical services, and access to healthcare for

reproductive health. 78

1.9. ETHICAL CONSIDERATIONS

| am aware of the university’s policies on plagiarism and ethics, and | commit to
adhering to them. | will ensure that all the sources | have used or cited are fully

acknowledged with proper references.

1.10. OVERVIEW OF CHAPTERS

Chapter one serves as an introductory section of the study, offering a context and
overview of the study. It includes a background of the research topic, presents the
problem statement, outlines the research questions, details the research methodology,
and includes a literature review. This chapter further includes the chapter outline of the

study.

Chapter two discusses the international and regional norms on access to health care

services for persons with albinism.

Chapter three is the clarification of South Africa’s obligations under the Constitution to
provide people with albinism with access to healthcare services. These include
positive and negative obligations. South African case laws where these obligations

were clarified are also discussed.

Chapter four assesses South Africa’s legislative and other efforts in place to ensure
access to healthcare services for people with albinism, identifying areas needing

improvement to meet international and constitutional obligations.

In Chapter five, the research is concluded and provides recommendations to improve
the legislative and other measures taken by the South African government. These
recommendations aim to improve access for people with albinism ensuring that South

Africa fulfils its international and constitutional obligations.

1.11. LIMITATIONS OF STUDY

This research employs the doctrinal research method and draws on existing literature.

It is crucial to acknowledge that certain measures taken by the South African

8 The Constitution of the Republic of South Africa, 1996, sec 27(1)(a).
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government to ensure access to healthcare services may not be documented in the
existing literature and may not be fully disclosed. This lack of information could

potentially influence the overall findings and conclusions of the research.

One limitation of this study is that it does not utilise other research methods that could
provide additional insights. For example, some measures taken by the government
may require empirical research methods, such as interviews or surveys, to be
accurately captured and understood. Another limitation is the absence of primary data
collection, such as speaking to people with albinism directly. Engaging with this
community could improve the findings and recommendations of the study by providing

firsthand accounts and perspectives that are not available in the existing literature.

1.12. CONCLUSION

This chapter has laid the foundation for this dissertation by providing a comprehensive
overview of the research topic. It has highlighted the significant health challenges
faced by people with albinism in South Africa. The chapter has established the
importance of clarifying South Africa’s international and constitutional obligations to
ensure access to healthcare services for people with albinism. The problem statement
has identified the lack of specific legal frameworks and case law defining these
obligations, which poses a challenge for individuals with albinism seeking to enforce
their healthcare rights. The aims and objectives of the study have been outlined,
focusing on clarifying these obligations and assessing current legislative efforts. The
research questions and hypothesis have been formulated to guide the study’s

investigation.

The literature review has provided insights into existing research on the right of access
to healthcare services for people with albinism. It has also identified the gap in legal
research regarding South Africa’s obligations. The research methodology has been
detailed, emphasising the doctrinal approach to analysing legal sources. Key concepts
have been defined, and ethical considerations have been addressed. Finally, the
chapter has presented an overview of the subsequent chapters, the research
schedule, and the limitations of the study. This comprehensive chapter sets the stage
for the detailed analysis and recommendations that follows in the subsequent
chapters, aiming to ensure that people with albinism in South Africa can fully realise

their right to access healthcare services. The following chapter explores South Africa’s
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international obligations to provide healthcare access for people with albinism,
discussing relevant general comments and recommendations by treaty bodies to

clarify these obligations.
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CHAPTER TWO

AN ANALYSIS OF SOUTH AFRICA’S OBLIGATIONS UNDER THE
INTERNATIONAL HUMAN RIGHTS INSTRUMENTS TO PROVIDE PEOPLE WITH
ALBINISM WITH ACCESS TO HEALTHCARE SERVICES

2.1. INTRODUCTION

The previous chapter introduced the study. It covered the background of the research
topic, presented the problem statement, outlined the research questions, detailed the
research methodology, and included a literature review. It also provided an outline of
the study’s chapters. This chapter explores South Africa’s international obligations to
provide healthcare access for people with albinism, discussing relevant general

comments and recommendations by treaty bodies for clarification of such obligations.

Section 231 of the Constitution stipulates that an international agreement becomes
binding on South Africa only after it has been approved by both the National Assembly
and the National Council of Provinces.”® Exceptions exist for agreements of a
technical, administrative, or executive nature, or those that do not require ratification
or accession. These agreements, entered by the national executive, do not need prior
approval from the National Assembly and the National Council of Provinces but must
be presented to both bodies within a reasonable time.8® These provisions ensure that

international law is binding in South Africa.

Section 233 of the Constitution mandates that South African courts must prefer any
reasonable interpretation of legislation that aligns with international law over any
alternative interpretation that does not.®! The right of access to healthcare services,
as provided by section 27(1)(a) of the Constitution,®? is recognised by international
human rights law. Although this right is not included word for word in international
instruments, such instruments contain provisions that include the right of access to

healthcare services and obligations of member states to ensure the realisation of this

™ The Constitution of the Republic of South Africa, 1996, sec 231(2).
80 The Constitution of the Republic of South Africa, 1996, sec 231(3).
81 The Constitution of the Republic of South Africa, 1996.

82 |bid.
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right.8% This chapter ends with a conclusion that summarises the whole discussion

made in this chapter.

2.2. THE MEANING OF THE RIGHT TO HEALTH

The most comprehensive meaning of the right to health was provided by the World
Health Organisation (WHO).84 According to the WHO, the right to health is a
fundamental human right that guarantees everyone the highest attainable standard of
physical and mental health.8> This right is enshrined in several international legal
instruments which | discuss in the following sections of this chapter. It encompasses
both freedoms and entitlements.8® Freedoms include the right to control one's health
and body, such as sexual and reproductive rights, and the right to be free from
interference, including non-consensual medical treatment and experimentation, which
is particularly relevant for persons with disabilities. Entitlements include the right to

access quality health services without discrimination.®’

According to WHO, a human rights-based approach to health commits countries to
develop rights-compliant, effective, gender-transformative, integrated, and
accountable health systems.® It also involves implementing public health measures
that improve the underlying determinants of health, such as access to water and

sanitation.8®

WHO indicates that right to health includes four essential, interrelated elements:
availability, accessibility, acceptability, and quality.®® Availability refers to the need for
a sufficient quantity of functioning health facilities, goods, and services for all.
Accessibility requires that health facilities, goods, and services must be accessible to
everyone, considering physical, geographical, financial, and other barriers that may
affect marginalized people. Acceptability relates to respect for medical ethics, cultural
appropriateness, and sensitivity to gender. Quality extends to the underlying

determinants of health, such as safe and potable water and sanitation, and requires

83 n 28 above.

84 World Health Organisation,” Newsroom fact sheet’ 1 December 2023. <https://www.who.int/news-
room/fact-sheets/detail/human-rights-and-health> accessed on 23 March 2025.

85 |bid.

86 |bid.

87 |bid.

88 |bid.

89 |bid.

90 |bid.
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that health facilities, goods, and services are scientifically and medically approved.

These elements are discussed in detail in this chapter of this dissertation.®!

The comprehensive meaning of the right to health provided by the WHO has significant
implications for persons with albinism. Given their unique health challenges, such as
visual impairments and a high susceptibility to skin cancer, the right to health for
persons with albinism means ensuring they have equal access to health services,
including specialised care tailored to their needs. This includes regular eye
examinations, provision of visual aids, dermatological services, and access to
sunscreen and protective clothing. It also involves educating health care providers to
reduce stigma and improve care quality and implementing legal and policy frameworks
that protect their health rights, including anti-discrimination measures. Furthermore,
addressing the underlying determinants of health, such as access to safe water and
sanitation, is crucial for persons with albinism to achieve the highest attainable
standard of health.

2.3. OBLIGATIONS TO RESPECT, PROTECT AND FULFIL

State obligations fall into three categories: the obligations to respect, protect, and fulfil
rights.®? These obligations are rooted in foundational documents such as the UDHR®
and the International Covenants on Civil and Political Rights (hereafter referred to as
the ICCPR)®* and ICESCR.®® These obligations are as follows:

2.3.1. Obligation to respect

This obligation requires states to refrain from interfering with or curtailing the
enjoyment of human rights including the health rights of vulnerable people like those
with albinism.%¢ As outlined by the CESCR in General Comment No. 14, the obligation
to respect the right to health requires states to avoid actions that directly or indirectly

harm individuals’ health rights.®” According to this General Comment, the obligation to

9 bid.
92 Office of the United Nations High Commissioner for Human Rights, International Human Rights Law
(OHCHR) <https://www.ohchr.org/en/instruments-and-mechanisms/international-human-rights-law

>accessed 2 September 2024.

9 UDHR (n 39 above).

9 International Covenant on Civil and Political Rights, 16 December 1966, 999 UNTS 171.

9 |CESCR (n 40 above).

9% Committee on Economic, Social and Cultural Rights, ‘General Comment No. 14: The Right to the
Highest Attainable Standard of Health (Art. 12 of the International Covenant on Economic, Social and
Cultural Rights)' (2000) UN Doc E/C.12/2000/4.

97 |bid, para 34.
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respect mandates states to refrain from denying or limiting equal access to preventive,
curative, and palliative health services for all persons, including prisoners, detainees,
minorities, asylum seekers, and illegal immigrants.®® States must also abstain from
enforcing discriminatory practices as state policy and avoid imposing discriminatory

practices related to women's health needs and status.%°

For people with albinism in South Africa, this dissertation opines that the explanation
provided in General Comment No. 14 would mean that the state has an obligation to
ensure they have the same access to healthcare services as everyone else and avoid
making any policies or actions that could result in limited or denied access to
necessary health services for individuals with albinism.1% Failure to do so would mean
that South Africa has failed to comply with its obligation to respect the right of access
to healthcare services for people with albinism which is provided by section 27(1) of
the South African Constitution'®? and encompassed by the right to health in the
ICESCR which South Africa has ratified.1%2

Violations of the obligation to respect the right to health, as outlined by the CESCR in
General Comment No. 14, occur when state actions, policies, or laws fail to meet the
standards set by Article 12 of the ICESCR which are discussed later in this
dissertation, leading to potential harm.°® This would mean that if the South African
government or its policies result in the denial of access to healthcare services for
people with albinism, it constitutes a violation. This includes any discriminatory
practices, whether explicit or implicit, that prevent individuals with albinism from

receiving necessary medical care.'%*

The Committee further states that if the governments of member states deliberately
withhold or misrepresent crucial information needed for health protection or treatment
for people with albinism, it constitutes a violation'®® which would mean that if the South
African government by virtue of being a state party to the ICESCR, withholds or

misrepresents crucial health information, such as the importance of UV protection or

98 |bid.

99 |bid.

100 |pid.

101 The Constitution of the Republic of South Africa, 1996.
102 |CESCR (n 40 above).

103 General Comment No. 14 (n 87 above), para 50.

104 |pid.

105 |pid.

23

© University of Venda



niversity of Venda
Creating Future Leaders

University of Venda

the availability of dermatological treatments, it is failing its obligation. Furthermore, the
Committee explained that any suspension of legislation or the adoption of new laws
that negatively impact the health rights of people with albinism would be a violation®
hence, it is reasoned by this dissertation that if new policies were to reduce funding
for skin cancer treatments in South Africa, it would disproportionately affect individuals
with albinism, and this would mean that the state would have violated the obligation to

respect the right to health.1%7

2.3.2. Obligation to protect

In its General Comment No. 14, the CESCR elaborates on the obligations of states to
protect the right to health.1%8 According to the CESCR, this obligation includes adopting
legislation or taking measures to ensure equal access to healthcare services provided
by third parties, ensuring that privatisation does not compromise the availability,
accessibility, acceptability, and quality of healthcare, regulating the marketing of
medical equipment and medicines, and ensuring that medical practitioners meet
appropriate standards of education, skill, and ethical conduct.®® The concepts of
availability, accessibility, acceptability, and quality of healthcare quality are defined

later in this dissertation.

For South Africa as a state party to the ICESCR, this dissertation reasons that the
explanation given by the CESCR of the obligation to protect the right to health1° would
mean that the government enacts legislation that would enable vulnerable populations
like people with albinism to have access to healthcare services that meet their needs.
It must ensure that people with albinism in South Africa, have equal access to
healthcare services and are not disadvantaged by privatisation or inadequate
regulation. It also means that healthcare providers must be properly trained and

adhere to ethical standards to provide the necessary care for people with albinism.

According to General Comment No. 14 by CESCR, violations of the obligation to
protect occur when a state fails to take all necessary measures to safeguard persons

within its jurisdiction from infringements on their right to health by third parties.'!! This

106 |pid.
107 |pid.
108 General Comment No. 14 (n 87 above), para 35.
109 |pid.
110 |bid.
111 General Comment No. 14 (n 87 above), para 51.
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includes failures to regulate the activities of individuals, groups, or corporations to
prevent them from violating the right to health of others.''? This would mean that if
South Africa fails to take all necessary measures to safeguard the individuals with
albinism in its jurisdiction from infringements by third parties would constitute a
violation of the obligation to protect. Also failing to enact and enforce such regulations
on the activities of individuals, groups, or corporations to prevent them from violating
the right to health of people with albinism would constitute a violation of the obligation
to protect, as it would allow third parties to infringe upon the health rights of people

with albinism.

2.3.3. Obligation to fulfil

The obligation to fulfil is also explained by the CESCR in its General Comment No.
14.113 According to the Committee, the obligation to fulfil the right to health requires
states to take specific actions to realise this right.''* The Committee explained that
states must recognise the right to health within their national legal and political
systems, preferably through legislative measures.*®> They must adopt comprehensive
national health policies with detailed plans for achieving the right to health.'® This
includes ensuring the appropriate training of medical professionals, providing sufficient
healthcare facilities, and promoting mental health services with equitable distribution

across the state.1l’

For South Africa as a state party to the ICESCR, the explanation given by the CESCR
of the obligation to fulfil the right to health would mean that the government has a
responsibility to implement laws and policies that ensure people with albinism have
access to necessary healthcare services.''® This includes training healthcare
providers to meet their specific needs, ensuring that enough hospitals and clinics are
available, and supporting institutions offering the population counselling and mental
health services. The explanation by the Committee would also mean that the South
African government must take positive steps to assist individuals and communities in

enjoying the right to health, particularly when they are unable to do so on their own,

112 |pid.

113 General Comment No. 14 (n 87 above), paras 36 and 37.
114 1bid, para 36.

115 bid.

116 |bid.

117 General Comment No. 14 (n 87 above), para 37.

118 General Comment No. 14 (n 87 above), 36 and 37.
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and should also promote health by fostering research, providing information, and
ensuring healthcare services are culturally appropriate and responsive to the needs of

vulnerable and marginalised groups like people with albinism.

According to General Comment No. 14 by the CESCR, violations of the obligation to
fulfil occur when a state fails to take all necessary steps to ensure the realisation of
the right to health.'® This includes failing to adopt or implement a national health policy
designed to ensure the right to health for everyone.?? In South Africa, this would mean
that if the government does not have a comprehensive health policy that includes
specific provisions for the needs of people with albinism, it would have failed to meet
its obligation to fulfil the right to health. According to the Committee, insufficient
expenditure or misallocation of public resources that results in the non-enjoyment of
the right to health by vulnerable groups constitutes a violation.*?! This would mean that
the South African government is failing to fulfil its obligation if it does not allocate
sufficient funds to provide dermatological care, UV protection, and other necessary

health services for people with albinism.

According to the CESCR, the failure to monitor the realisation of the right to health at
the national level is another example.'?? This would mean that if South Africa does not
establish and track health indicators and benchmarks specific to people with albinism,
it cannot effectively ensure that their right to health is being met. Also failing to take
measures to reduce the inequitable distribution of health facilities, goods, and services
would be a violation according to the Committee.'?* In South Africa, this would mean
that, if people with albinism in rural or underserved areas do not have access to the
same quality of healthcare as those in urban areas, the government is failing to meet

its obligation to fulfil the right to health.
2.4. INTERNATIONAL DECLARATIONS

2.4.1. Universal Declaration on Human Rights (UDHR)

The UDHR, a foundational document adopted by the United Nations General

Assembly in 1948 outlines fundamental human rights to be universally protected.

119 General Comment No. 14 (n 87 above), para 52.
120 |bid.
21 |bid.
122 |bid.
123 |bid.
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Although not legally binding, it serves as a guiding framework for human rights
standards globally.*?* Countries do not need to ratify the UDHR, but its principles have

been incorporated into legally binding international treaties'?> and national laws.2¢

Article 25, paragraph 1 of the UDHR emphasises that every individual is entitled to a
living standard that ensures their health and well-being. This includes access to
essential needs such as food, clothing, housing, medical care, and necessary social
services. It also guarantees security in situations like unemployment, illness, disability,
widowhood, old age, or any other circumstances that prevent earning a livelihood.?’
This article is inclusive as it goes beyond mere access to healthcare services to
encompass a holistic approach to well-being.*?® This includes ensuring that individuals
have access to the basic necessities that contribute to a healthy life.12° The provision
recognises that health is influenced by various social determinants, including living
conditions, nutrition, and social support systems.*° This article contains the right of
access to healthcare services because the mandates of this article cannot be fulfilled
without access to healthcare services.'3! South Africa has integrated the principles of
the UDHR®*? into its Constitution, which guarantees the right to access healthcare
services.?® This incorporation obligates South Africa to ensure that all individuals,
including vulnerable groups like those with albinism, have access to healthcare

services.
2.5. UNITED NATIONS TREATIES

2.5.1. International Covenant on Economic, Social, and Cultural Rights
(ICESCR)

The ICESCR is a treaty that aims to ensure the enjoyment of economic, social, and

cultural rights, including the rights to education, health, and an adequate standard of

124 UDHR (n 39 above).

125 n 28 above.

126 The Constitution of the Republic of South Africa, 1996.

127 UDHR (n 39 above), article 25(1).

128 |pid.

129 |pid.

130 |pid.

331 |bid.

132 |bid.

133 The Constitution of the Republic of South Africa, 1996, sec 27(1).
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living, for all individuals.*3* South Africa ratified the ICESCR in 2015'3° meaning that

its provisions are binding to South Africa.
Article 12 of the ICESCR provides that:

1. The States Parties to the present Covenant recognize the right of everyone to the

enjoyment of the highest attainable standard of physical and mental health.

2. The steps to be taken by the States Parties to the present Covenant to achieve the

full realisation of this right shall include those necessary for:

(c) The prevention, treatment and control of epidemic, endemic, occupational and other

diseases.136

Article 12(1) of the ICESCR establishes a broad framework for the right to health,
recognising the right of everyone to the highest attainable standard of physical and
mental health.’3” In South Africa, recognising the right to the highest attainable
standard of health means that the government must ensure that all individuals have
access to quality healthcare services.*® This includes people with albinism. People
with albinism are more susceptible to certain diseases, such as skin cancer, due to
their lack of melanin.'®® Article 12(2)(c) of the ICESCR obliges South Africa to
implement measures for the prevention, treatment, and control of such diseases.4°
According to Mswela, people with albinism need to have regular skin checks, access
to sunscreen, and dermatological care to prevent, treat, and manage skin cancer.4!
Therefore, South Africa must provide these necessary services to effectively address

the health needs of individuals with albinism.

Under the ICESCR, the right to health is subject to the qualifiers of ‘progressive
realisation’ and ‘states available resources.#? Article 2, paragraph 1 of the ICESCR
mandates that each State Party commits to taking necessary actions, both

independently and through international cooperation, particularly in economic and

134 ICESCR (n 40 above).

135 |bid.

136 ICESCR (n 40 above).

137 |bid.

138 General Comment No. 14 (n 87 above), para 12.
139 Mswela (n 22 above),114.

140 ICESCR (n 40 above).

141 Mswela (n 22 above),115.

142 |ICESCR (n 40 above), Article 2(1).
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technical areas.*® These actions should use the maximum available resources to
progressively achieve the full realisation of the rights outlined in the Covenant.44 This

includes, but is not limited to, the implementation of legislative measures.4®

The progression towards fully realising health rights should commence within a
reasonable timeframe following the ratification and enforcement of the ICESCR.14¢
These measures must be intentional, specific, and focused on enhancing the health
rights of the most vulnerable members of society, including individuals with albinism.4’
Essential actions encompass healthcare legal reforms and the provision of sufficient
resources to establish and maintain healthcare facilities, goods, and services.**® This

may be achieved at the national level or through international aid and cooperation.4°

State Reporting Obligations under the International Covenant on Economic,

Social, and Cultural Rights

Under the ICESCR, state parties are obligated to report on their compliance with the
Covenant to the CESCR.** This obligation is outlined in Article 16 of the ICESCR,
which requires states to submit reports on the measures they have adopted, and the
progress made in achieving the observance of the rights recognised in the
Covenant.'5! The regulatory body of the ICESCR is the Committee on the Economic,
Social, and Cultural Rights (hereafter referred to as the CESCR) which reviews reports
submitted by State parties on the measures they have adopted, and the progress
made in achieving the rights outlined in the ICESCR including the health rights for
people with albinism.’®? It engages with state parties to assess how well the
Covenant’'s norms are being applied and to provide recommendations for

improvement.53

143 |bid.

144 |bid.

145 |bid.

146 Committee on Economic Social and Cultural Rights, ‘General Comment No. 3: The Nature of States
Parties’ Obligations (Art. 2, Para. 1 of the Covenant)’ (1990) E/1991/23, para 2.

147 1bid para 3.

148 |bid, para 13.

149 |bid.

150 |CESCR (n 40 above), Article 16.

151 |bid.

152 Office of the United Nations High Commissioner for Human Rights (OHCHR), 'Reporting guidelines'
(OHCHR, 2023) <https://www.ohchr.org/en/treaty-bodies/cescr/reporting-guidelines > accessed 03
November 2024.

153 |bid.
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South Africa’s report on the right to health, submitted to the CESCR, provides a
comprehensive overview of the state’s efforts to ensure access to health care for its
population.'>* The report addresses various aspects of the right to health, including
implementing a universal healthcare plan, improvements in health indicators, and
measures to support vulnerable populations such as the elderly and people with
disabilities.>> However, it does not specifically address the health needs of people
with albinism, focusing instead on the general right to health care, which includes the
right of access to healthcare services. In its concluding observations, the CESCR
recommended that South Africa take further steps to ensure that all individuals,

including those with albinism, have access to healthcare services.%®

The CESCR issues general comments to provide authoritative guidance on the

provisions of the ICESCR.**" Such general comments are as follows:

General Comment No. 14 of the Committee on the Economic, Social, and
Cultural Rights

General Comment No. 14 of the CESCR identifies key elements of the right to health,
tailored to each state’s circumstances: availability, accessibility, acceptability, and
quality.*>® According to the CESCR, availability means that sufficient healthcare
facilities, goods, and services must be present, including hospitals, clinics, and trained
medical staff.1% In the context of South Africa, the explanation of the availability of the
CESCR!% requires the government to ensure healthcare services for people with
albinism, such as sunscreens, regular skin checks, and access to dermatological care,
are readily available in sufficient quantity. This also includes the availability of hospitals

and clinics.

154 Paula Knipe, ‘CESCR Concluding Observations on the Initial Report of South Africa’ (2020) 21(4)
ESR Review <https://journals.co.za/doi/pdf/10.10520/ejc-esrrev-v21-n4-a8> accessed 2 September
2024.

155 |bid.

156 Paula Knipe, ‘CESCR Concluding Observations on the Initial Report of South Africa’ (2020) 21(4)
ESR Review <https://journals.co.za/doi/pdf/10.10520/ejc-esrrev-v21-n4-a8> accessed 2 September
2024.

157 Office of the United Nations High Commissioner for Human Rights, Committee on Economic, Social
and Cultural Rights (OHCHR) <https://www.ohchr.org/en/treaty-bodies/cescr> accessed 2 September
2024.

158 General Comment No. 14 (n 87 above), para 12.

159 |bid.

160 1bid
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According to the CESCR in its General Comment No.14, accessibility ensures that
health services are accessible to all without discrimination, covering non-
discrimination, physical, economic, and information accessibility.16* For South Africa,
this explanation of the CESCR'%2 means healthcare must be physically accessible,
even in rural areas, affordable, and inclusive of information on managing albinism.
Acceptability involves health services being culturally appropriate and respecting
medical ethics.®® For South Africa, this means providing respectful and sensitive care
to all individuals including those with albinism. Quality necessitates that health
services are scientifically and medically appropriate.1%4 This means that South Africa
must ensure high standards of care, including skilled dermatologists and quality

treatments, for individuals with albinism as a way of upholding the right to health.

General Comment No. 3 of the Committee on the Economic, Social, and Cultural
Rights

The CESCR has emphasised in its General Comment No. 3 that states have a
fundamental obligation to fulfil minimum essential levels of each right under the
ICESCR.%5 While these essential levels can be dependent on resources, they should
be prioritised by the state in its efforts to realise the rights under the ICESCR.1%6
Drawing from over a decade of reviewing state reports, the CESCR asserts that every
state party must ensure at least the minimum essential levels of each right.'¢” For
example, if a significant number of people in a state lack essential food, healthcare,
basic shelter, housing, or fundamental education, the state is failing its obligations
under the Covenant.'%® The Covenant would lose its purpose if it did not establish
these minimum core obligations.®® However, any evaluation of whether a state has
met these obligations must consider the state’s resource constraints.*’® Article 2(2) of
the ICESCR requires states to take necessary steps to the maximum of their available

resources.'’! If a State claims it cannot meet its minimum core obligations due to

161 |bid.

162 |pid.

163 |bid.

164 |bid.

165 General Comment No. 3 (n 137 above).
166 |pid.

167 |bid.

168 |pid.

169 |bid.

170 |bid.

1 ICESCR (n 40 above).
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resource limitations, it must show that it has made every effort to use all available

resources to prioritise these obligations.'"?

In the Social and Economic Rights Action Center v Nigeria‘’® case, the African
Commission on Human and Peoples' Rights (hereafter referred to as ACHPR) adopted
the concept of minimum duties concerning the state's obligations to "respect" and
"protect" human rights. The Commission held that the Nigerian Government's actions
had violated these duties by destroying food sources through its security forces and
the State Oil Company, allowing private oil companies to do the same, and creating
significant obstacles for the Ogoni communities through terror, thus preventing their

efforts to feed themselves.174

However, in the context of South Africa, courts have historically been reluctant to adopt
the "minimum core" obligation principle,'”® particularly before the ICESCR was ratified
in 2015.176 Consequently, it remains uncertain whether this principle will be adopted
and what the minimum core of the right to access healthcare services for people with
albinism would entail. The government's efforts must reflect a commitment to fulfilling
these minimum core obligations, ensuring that all individuals, including those with
albinism, receive the necessary healthcare services and support to lead healthy,

dignified lives.

2.5.2. The International Convention on the Elimination of All Forms of Racial
Discrimination (ICERD)

The ICERD is a treaty that aims to eliminate racial discrimination in all its forms and
promote understanding among all races.'’” South Africa ratified the ICERD on 10
December 1998, making this treaty binding to South Africa.t’® Article 5(e)(iv) of the

172 General Comment No. 3 (n 137 above).

173 Social and Economic Rights Action Centre and the Centre for Economic and Social Rights v Nigeria
Communication 155/96 (2001) AHRLR 60.

174 |bid, para 66.

175 Government of the Republic of South Africa v Grootboom and Others [2000] ZACC 19, 2001 (1) SA
46 (CC), 2000 (11) BCLR 1169 (CC), para 33; Minister of Health and Others v Treatment Action
Campaign and Others [2002] ZACC 16, 2002 (5) SA 703 (CC), 2002 (10) BCLR 1075 (CC), para 34;
Mazibuko and Others v City of Johannesburg and Others [2009] ZACC 28, 2009 (4) SA 1 (CC), 2009
(7) BCLR 637 (CC).

176 ICESCR (n 40 above).

7 |CERD (n 41 above).

178 SAnews, ‘Cabinet approves UN ICERD periodic report’ (SAnews, 26 February 2021)
<https://www.sanews.gov.za/south-africa/cabinet-approves-un-icerd-periodic-report> accessed 3
September 2024.
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ICERD addresses the right to public health, medical care, social security, and social
services. It obligates state parties to ensure that everyone, regardless of race, colour,
or national or ethnic origin, has equal access to these essential services.'”® South
Africa’s ratification of ICERD obligates it to ensure that all individuals, including those

with albinism, have equal access to healthcare services.

State Reporting Obligations under the International Convention on the

Elimination of All Forms of Racial Discrimination

The regulatory body of the ICERD is the Committee on the Elimination of Racial
Discrimination (hereafter referred to as the CERD), which monitors the implementation
of ICERD by its state parties. CERD reviews periodic reports submitted by states,
provides recommendations, and issues general comments to guide states in fulfilling
their obligations under the Convention.'®© The CERD reviewed South Africa’s
combined ninth to eleventh periodic reports during its meetings in early December
2023.181 In its concluding observations, the Committee highlighted several
recommendations regarding persons with albinism in South Africa.'®? The Committee
noted a lack of detailed information on the current situation of persons with albinism.183
The Committee recommended that it is important to ensure that persons with albinism
have equal access to education, healthcare, and employment.®* Regarding the right
of access to healthcare services, the CERD recommended that there is a need for
persons with albinism to have access to necessary healthcare services without
discrimination.!® This includes providing specialised healthcare services that address

their unique needs, such as skincare and vision support.1&¢

179 ICERD (n 40 above).

180 Office of the United Nations High Commissioner for Human Rights, ‘Committee on the Elimination
of Racial Discrimination’ (OHCHR) <htips://www.ohchr.org/en/treaty-bodies/cerd> accessed 3
September 2024.

181 Committee on the Elimination of Racial Discrimination, ‘Concluding observations on the combined
ninth to eleventh periodic reports of South Africa’ (27 December 2023) UN Doc CERD/C/ZAF/CO/9-11
<https://www.ohchr.org/en/documents/concluding-observations/cerdczafco9-11-concluding-
observations-combined-ninth-eleventh> accessed 3 September 2024.
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2.5.3. The International Convention on the Elimination of All Forms of
Discrimination Against Women (CEDAW)

The CEDAW, a landmark international treaty adopted by the United Nations General
Assembly in 1979 aims to eliminate discrimination against women in all forms and
promote gender equality.'®” South Africa ratified ICEDAW on 15 December 1995,
meaning it is bound to follow its obligations.*® The ICEDAW includes several
provisions addressing the right to health and access to healthcare services.'8° Article
12 requires state parties to take all appropriate measures to eliminate discrimination
against women in the field of healthcare to ensure equal access to healthcare services,
including those related to family planning.1°° Article 14(2)(b) focuses on rural women,
emphasising the need for state parties to ensure they have access to adequate
healthcare facilities, including information, counseling, and services in family
planning.'®! These provisions collectively underscore the importance of ensuring that
women have equal access to healthcare services, free from discrimination. For South
Africa, as a state party to ICEDAW,1%? these obligations mean that the state must take
steps to ensure that women, including those with albinism, have equal access to

healthcare services.

State Reporting Obligations under the International Convention on the

Elimination of All Forms of Discrimination Against Women

The regulatory body overseeing the implementation of ICEDAW is the Committee on
the Elimination of Discrimination Against Women (hereafter referred to as the
CEDAW).1%3 This committee is responsible for monitoring the progress of state parties
in implementing the treaty’s provisions.'®* It reviews periodic reports submitted by
member states, dealing with measures taken to eliminate discrimination against

women and promote gender equality.®® The committee also issues general

187 CEDAW (n 42 above).

188 University of Minnesota Human Rights Library, ‘Convention on the Elimination of All Forms of
Discrimination Against Women’ (15 December 1995) <http://hrlibrary.umn.edu/research/ratification-
southafrica.html> accessed 3 September 2024.

189 CEDAW (n 42 above).
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193 Office of the United Nations High Commissioner for Human Rights, 'Committee on the Elimination
of Discrimination Against Women' (OHCHR, 2024) <https://www.ohchr.org/en/treaty-bodies/cedaw
>accessed 4 November 2024.
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recommendations and observations based on these reports to guide countries in their
efforts.’®® Member countries of CEDAW, including South Africa, have obligations to
submit periodic reports to the committee.'%” These reports must outline the legislative,
judicial, administrative, and other measures taken to realise the rights enshrined in the

treaty, including the right to access healthcare services.1%

South Africa has submitted periodic reports to the CEDAW Committee, detailing its
efforts to implement the provisions of the Convention.*° In its concluding observations
on South Africa’s fifth periodic report, issued on 23 November 2023, the Committee
made specific recommendations regarding the right to health.2®© One key
recommendation is that the government should ensure that women with albinism have
affordable access to sexual and reproductive health services, free from gender-based

violence, discrimination, or harassment.2!

The CEDAW issues general comments to provide authoritative guidance on the

provisions of the ICEDAW.2%2 One of its general comments is as follows:

General Recommendation No. 24 of the Convention on the Elimination of All

Forms of Discrimination Against Women

The CEDAW has made significant strides in promoting women’s health rights through
its general recommendations. General Recommendation No. 24 is particularly
noteworthy as it focuses on women and health, urging state parties to ensure women
have access to healthcare services without facing discrimination.?®®> One of the
important aspects of General Recommendation No. 24 is its emphasis on the health

needs of marginalised groups, including women with albinism.?°* Women with albinism

196 |bid.

197 United Nations, 'CEDAW Reporting' (UN, 2024)
<https://www.un.org/womenwatch/daw/cedaw/reporting.htm >accessed 4 November 2024.
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observations on the fifth periodic report of South Africa’ (23 November 2023) UN Doc
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September 2024.
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often face unique challenges due to their condition, such as increased vulnerability to
skin cancer and vision problems as discussed in chapter one of this dissertation. The
recommendation calls for state parties to take proactive measures to address these
barriers.?% This includes implementing policies and programs that provide specialised
healthcare services tailored to the needs of all women, including those with
albinism.2% In South Africa, General Recommendation No. 24 of CEDAW shows the
need for the government to implement tailored healthcare policies and programs that
ensure all women, including those with albinism, have equitable access to essential
health services without facing discrimination, thus addressing their unique healthcare

challenges.

2.5.4. United Nations Convention on the Rights of the Child (UNCRC)

The UNCRC is a legally binding international agreement that outlines every child’s
civil, political, economic, social, and cultural rights.?°” This instrument has provisions
to protect the health rights of vulnerable children, such as those with albinism.?% South
Africa ratified the UNCRC on 16 June 1995.2%° This means that this instrument is
binding for South Africa. Article 24, paragraph 1 of the UNCRC provides that:

States Parties recognise the right of the child to the enjoyment of the highest attainable
standard of health and facilities for the treatment of iliness and rehabilitation of health.
States Parties shall strive to ensure that no child is deprived of his or her right of access

to such health care services.?10

For South Africa as a state party of the UNCRC, Article 24, paragraph 1 of the UNCRC
mandates the government to ensure that all children, including those with albinism,
have access to the highest attainable standard of health and necessary medical
treatments, thereby addressing their unique healthcare needs and safeguarding their
right to health.

Article 3, paragraph 1 of the UNCRC mandates that:

205 |bid, para 17.

206 |bid.

207 UNCRC (n 43 above).

208 |bid, Article 24(1).

209 parliament of South Africa, ‘United Nations Convention on the Rights of the Child’ (16 June 1995)
<https://www.parliament.gov.za/storage/app/media/Pages/2021/november/17-11-

2021 parliament unicef webinar/presentations/3.Final Prof Ann Skelton UN CRC Parliament.pdf
> accessed 3 September 2024.

210 UNCRC (n 43 above).
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In all actions concerning children, whether undertaken by public or private social
welfare institutions, courts of law, administrative authorities or legislative bodies, the

best interests of the child shall be a primary consideration.?'!

For South Africa, Article 3, paragraph 1 of the UNCRC requires that in all decisions
and actions taken by any public or private institutions, including those affecting
children with albinism, the best interests of the child must be the foremost
consideration, ensuring their welfare and protection are prioritised above all else.?*?
Article 24, paragraph 2 (b) emphasises that countries should ensure all children have
access to necessary medical assistance and healthcare, focusing on primary
healthcare.?*® For children with albinism in South Africa as a party to the UNCRC, this
arguably means that health services must be readily accessible within their local

communities, facilitating regular and immediate care.

State Reporting Obligations under the United Nations Committee on the Rights
of the Child

The regulatory body responsible for overseeing the implementation of the UNCRC is
the Committee on the Rights of the Child (hereafter referred to as the CRC).?'* The
Committee reviews the reports submitted by member states, provides feedback in the
form of concluding observations, and makes recommendations to guide states in
improving their compliance with the Convention.?'> According to Article 44 of the
Convention, states must submit an initial report within two years of ratifying the
Convention and subsequent periodic reports every five years or as requested by the
CRC.?1% These reports should detail the measures taken to implement the rights
recognised in the Convention and the progress made in their enjoyment.?!” This
means that South Africa, as a signatory to the UNCRC,?!8 is obligated to regularly
submit detailed reports to the UNCRC, outlining the steps it has taken to protect and
promote children’s rights, including the right to health and access to healthcare

services for children with albinism.

211 |bid.

212 |bid.

213 |bid.

214 Office of the United Nations High Commissioner for Human Rights, ‘Committee on the Rights of the
Child’ (OHCHR) <https://www.ohchr.org/en/treaty-bodies/crc> accessed 3 September 2024.

215 |bid.

216 |bid.

27 |bid.

218 Parliament of South Africa (n 131 above).
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In its combined third to sixth periodic reports, considered by the CRC on 11 March
2024, the Committee expressed concerns about limited and inequitable access to
universal healthcare for children, reflecting socioeconomic disparities in South
Africa.?!® This can be said to include vulnerable children such as those with albinism
although albinism was not directly mentioned. The Committee recommended that
South Africa expand the access, coverage, and quality of healthcare equitably across
the state, particularly for children from disadvantaged backgrounds.??® This means
that South Africa must provide adequate human, technical, and financial resources
and strengthen the capacity of health professionals to ensure equitable access to

quality healthcare for all children, including those with albinism.

The CRC issues general comments to provide authoritative guidance on the provisions

of the UNCRC.??! One of its general comments is as follows:

General Comment No. 15 of the United Nations Convention on the Rights of
the Child

According to General Comment No. 15 of the CRC, the principle of a child’s best
interests must be upheld in all health-related decisions affecting children, individually
or in groups.??> For children with albinism in South Africa, this provision imposes an
obligation on the state to ensure that all legislation and administrative decisions
prioritise their best interests. This means that South African laws must provide for the
specific health needs of children with albinism, such as skin protection and vision care.
Administrative decisions should also prioritise these children's best interests by

implementing policies and interventions that address their unique challenges.

2.5.5. Convention on the Rights of Persons with Disabilities (CRPD)

The CRPD is an international human rights treaty adopted by the United Nations in
2006 that covers various aspects of life, including accessibility, personal mobility,

health, education, employment, and participation in political and public life. South

219 UN Committee on the Rights of the Child (CRC), Concluding Observations on the Combined Third
to Sixth Periodic Reports of South Africa (CRC/C/ZAF/CO/3-6), 11 March 2024, para 34(a).

220 |bid, para 35(a).

21 UN Committee on the Elimination of Discrimination Against Women (CEDAW), ‘General
Recommendation No. 24: Article 12 of the Convention (Women and Health) (1999) UN Doc
A/54/38/Rev.1, chap. | <https://www.refworld.org/docid/453882a73.html> accessed 3 September 2024
222 UN Committee on the Rights of the Child (CRC), General Comment No. 15 (2013) on the right of
the child to the enjoyment of the highest attainable standard of health, CRC/C/GC/15, 17 April 2013.
para 13.
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Africa ratified the CRPD on 30 November 2007, meaning that this treaty is binding to
South Africa. 223 Article 25 of the CRPD provides that state parties recognise that
individuals with disabilities have the right to enjoy the highest attainable standard of
health without facing discrimination based on their disabilities.??* To ensure this, state
parties must take all necessary measures to provide access to health services that are
sensitive to gender and include health-related rehabilitation.??> State parties are
committed to offering persons with disabilities the same range, quality, and standard
of free or affordable healthcare and programs as those available to others. This
includes services related to sexual and reproductive health and public health
programs.??6 They must provide health services specifically needed due to disabilities,
such as early identification and intervention, and services designed to minimise and

prevent further disabilities, particularly for children and older persons.??’

The CRPD further states that health services should be made available as close as
possible to individual communities, including those in rural areas.??® Health
professionals are required to deliver care of the same quality to persons with
disabilities as they do to others, based on free and informed consent. This involves
raising awareness about the human rights, dignity, autonomy, and needs of persons
with disabilities through training and the establishment of ethical standards for both
public and private healthcare providers.??® Furthermore, state parties must prohibit
discrimination against persons with disabilities in the provision of health and life
insurance, ensuring these are provided fairly and reasonably as permitted by national
law.?3° They must also prevent the discriminatory denial of healthcare, health services,

or essential food and fluids based on disability.?3!

Article 25 of the CRPD ensures that persons with disabilities have the right to the
highest attainable standard of health without discrimination. It mandates that state
parties take appropriate measures to provide access to health services that are

gender-sensitive and include health-related rehabilitation. This provision emphasises

223 CRPD (n 44 above).

224 |bid.

225 |bid.

226 |bid, (n 43 above), Article 25(a).
227 |bid, (n 43 above), Article 25(b).
228 |bid, (n 43 above), Article 25(c).
229 |bid, (n 43 above), Article 25(d).
230 |bid, (n 43 above), Article 25(e).
231 |bid, (n 43 above), Article 25(f).
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the need for equal access to health care, ensuring that persons with disabilities receive
the same range, quality, and standard of healthcare as others. It also highlights the
importance of providing specific health services required due to disabilities, early
identification and intervention, and services aimed at minimising and preventing further

disabilities.?32

For South Africa, as a state party to the CRPD, this means that the state is obligated
to ensure that persons with disabilities, including those with albinism, have access to
comprehensive healthcare services. South Africa must provide these services without
discrimination and ensure they are available as close as possible to people’s
communities, including rural areas. Health professionals in South Africa must be
trained to provide care of the same quality to persons with disabilities as to others,
based on free and informed consent. South Africa must prohibit discrimination in the
provision of health insurance and prevent the discriminatory denial of healthcare or
health services. Considering Article 25 of the CRPD,?3* South Africa is obligated to
provide early intervention services for children with albinism. This includes ensuring
access to dermatological care to protect their skin from the harmful effects of the sun
and providing regular eye examinations and corrective measures to address vision
impairments. Early intervention can significantly reduce the risk of developing severe

skin conditions and permanent vision loss.

In Y v Republic of Tanzania®** the author had albinism and at the age of 12, was
attacked in the Geita Region by a man with a machete who severed three fingers from
his right hand and inflicted severe injuries on his left shoulder, leaving him unable to
use his right hand and left arm. Despite escaping the attacker, the author was left
wounded and received no medical aid or rehabilitation from the State party.?3® The
Committee found that the State party violated the author's rights under Article 16 of
the CRPD. Article 16 (4) of the Convention requires States parties to take all
appropriate measures to promote the physical, cognitive, and psychological recovery,
rehabilitation, and social reintegration of persons with disabilities who become victims

of exploitation, violence, or abuse, including providing protection services. The State

232 |bid, (n 43 above), Article 25.

233 |bid.

34Y v Republic United of Tanzania Communication 023/2014.
2% |bid, para 2.4.
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party's failure to provide any medical care or assistance for the author's rehabilitation
constituted a breach of these obligations.?3¢ This Communication underscores the
significance of State parties including South Africa to provide medical assistance
persons with disabilities, including those with albinism, who become victims of

exploitation, violence, or abuse.

State Reporting Obligations under the CRPD Committee

The Committee on the Rights of Persons with Disabilities (hereafter referred to as the
Committee) is the regulatory body responsible for overseeing the implementation of
the Convention on the Rights of Persons with Disabilities. This committee is composed
of independent experts who review the progress of state parties in fulfilling their
obligations under the Convention.?3” Under Article 35 of the CRPD, state parties have
obligations to submit regular reports to the Committee on the measures they have
taken to implement the CRPD and the progress made in this regard.?*® The Committee
reviews these reports and provides feedback in the form of “concluding observations,”
which include recommendations for further action.?®® As a member state that ratified
the CRPD in 2007,%%° South Africa is obligated to submit detailed reports on its
progress in implementing the CRPD.

In 2018, South Africa submitted its initial report to the Committee, detailing the
measures taken to implement the provisions of the Convention, which included the
right to health and access to healthcare services for persons with disabilities.?** The
committee indicated that there was a need for better access to healthcare services for
persons with disabilities.?*> The report acknowledged that while there have been
efforts to improve healthcare access, significant gaps remain, particularly in rural and

underserved areas.?*®* The Committee emphasised the importance of making

236 |bid, para 8.8.

237 Office of the United Nations High Commissioner for Human Rights, ‘Committee on the Rights of
Persons with Disabilities’ (OHCHR) <https://www.ohchr.org/en/treaty-bodies/crpd> accessed 3
September 2024.

238 CRPD (n 43 above).

239 Office of the United Nations High Commissioner for Human Rights (n 223 above).

240 'Committee on the Rights of Persons with Disabilities examines the report of South Africa' (OHCHR
2018) <https://www.ohchr.org/en/press-releases/2018/08/committee-rights-persons-disabilities-
examines-report-south-africa >accessed 13 November 2024.

241 Committee on the Rights of Persons with Disabilities, 'Concluding Observations on the Initial Report
of South Africa' (UN Committee on the Rights of Persons with Disabilities 2018) 1.

242 |bid, para 42(a) and (b).

243 |bid, para 43(a).
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healthcare services more accessible and ensuring they are of high quality and
responsive to the needs of persons with disabilities.?** This includes training
healthcare professionals to provide appropriate care for people with disabilities.?*> The
Committee's emphasis on improving access to high-quality, responsive healthcare
services and training for healthcare professionals highlights South Africa's obligation
under the CEDAW to ensure that all women and girls including those with albinism,

receive equitable and appropriate healthcare.

General comment No. 3 on Women and Girls with Disabilities of the CRPD
Committee

General comment No 3 shows the availability of strong evidence to show that women
and girls with disabilities face barriers in most areas of life including access to
healthcare services.?*® In its wide explanation of people with disabilities, albinism is
included. As a result, this General comment calls upon the member states of the
CPRD, including South Africa, to take additional measures with regard to health of
women and girls with disabilities, which includes those with albinism, and that such
measures are necessary.?*’ This General Comment emphasises that States parties to
the Convention are required to respect, protect, and fulfill the rights of women with
disabilities. These stated obligations to respect, protect, and to fulfil are similar to those
discussed by this dissertation earlier on which were established by the CESCR in
General Comment No. 14. According to the CPRD, this obligation extends not only
under Article 6 but also across all other substantive provisions of the Convention. The
aim is to ensure that women with disabilities including those with albinism can fully
enjoy and exercise all their human rights and fundamental freedoms, including their

right to access healthcare services.?*®
2.6. AFRICAN REGIONAL INSTRUMENTS

2.6.1. African Charter on Human and Peoples’ Rights (ACHPR)

The ACHPR is a significant human rights instrument adopted by the Organisation of
African Unity on 27 June 1981.24° South Africa ratified the African Charter on 9 July

244 |bid.

245 |bid, para 43(c).

246 United Nations Committee on the Rights of Persons with Disabilities, 'General Comment No. 3 (2016)
on Women and Girls with Disabilities' (25 November 2016) UN Doc CRPD/C/GC/3.para 2.

247 |bid, para 21.

248 |bid, para 24.

249 ACHPR (n 45 above).
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1996,2°° meaning that this instrument is binding to South Africa. The ACHPR has
provisions to protect the health rights of vulnerable groups such as people with

albinism.
The ACHPR addresses the right to health in Article 16. It states:

Every individual shall have the right to enjoy the best attainable state of physical and
mental health. States parties to the present Charter shall take the necessary measures
to protect the health of their people and to ensure that they receive medical attention

when they are sick.?>!

Considering Article 16 of the ACHPR,?%2 South Africa is obligated to ensure that
individuals, including those with albinism, have the right to the highest attainable
standard of physical and mental health. This would entail taking necessary measures
to protect their health, ensuring they have access to medical attention when sick, and

implementing specific policies and programs to address their unique healthcare needs.

In Egyptian Initiative for Personal Rights and INTERIGHTS v Egypt,?>® the complainant
represented four women who were victims of violence during a protest organized by
the Egyptian Movement for Change. During the protest, riot police surrounded the
demonstrators and allowed members of the National Democratic Party, sometimes
acting on instructions from State Security Intelligence (SSI) officers, to beat, insult,
intimidate, and sexually harass the victims. When the victims filed complaints with the
domestic authorities, they were further threatened by SSI officers and other
unidentified men to withdraw their statements.The complainant argued that these
actions violated the African Charter on Human and Peoples' Rights. The African
Commission on Human and Peoples' Rights found that the state's actions violated the
victims' freedom of expression under Article 9 and their right to health under Article
16(1).

250 |bid.

251 |bid.

252 |bid.

28 Egyptian Initiative for Personal Rights and INTERIGHTS v Egypt December 2011, ACHPR, 323/06,
10th Extra-ordinary Session.
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Resolution 141 of the African Commission of Human and People’s Rights
(ACHPR)

The Resolution on Access to Health and Needed Medicines in Africa, adopted by the
ACHPR in November 2008, emphasises the significance of ensuring access to health
services and essential medicines as a fundamental human right.?5* This resolution is
particularly pertinent to South Africa's obligations to the health rights of people with
albinism. Its preamble sets the foundation by reaffirming that Article 16 of the ACHPR
guarantees the right to the best attainable state of physical and mental health.? It
emphasises that states must ensure everyone has access to medical care.?*® The
preamble highlights alarming statistics about the availability of essential medicines in
Africa, underscoring the urgency of addressing this issue.?” Furthermore, it stresses
that the right to health extends beyond healthcare services to include all underlying
determinants of health, such as access to needed medicines for treatment, prevention,
and palliative care.?®® The preamble recognises access to medicines as fundamental
to the right to health and acknowledges the obligation of states to provide or facilitate

access to them.?%°

The resolution calls on states to guarantee comprehensive access to needed
medicines, covering aspects such as their availability in sufficient quantities,
accessibility without discrimination, and the acceptability and quality of medicine
supplies.?® It outlines the necessity for physical, economic, and informational
accessibility to medicines, ensuring they are safe, effective, and culturally
appropriate.?%* The resolution also urges states to refrain from actions that hinder
access to medicines, such as discriminatory practices or interference with
humanitarian aid, and to protect access through regulatory systems.?52 Additionally, it

mandates positive measures to promote access, including the creation of national

254 The Resolution on Access to Health and Needed Medicines in Africa (ACHPR/Res.141 (XXXXIII)
08), adopted by the African Commission on Human and Peoples’ Rights in November 2008.

255 |bid.

256 |bid.

27 |bid.

258 |bid.

29 |bid.

260 |bid.

261 |bid.

262 |bid.
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medicine strategies, participation of affected individuals in decision-making, and

expedited regulatory processes for needed medicines.?%?

For South Africa, this resolution means adopting comprehensive measures to ensure
that all people, including those with albinism, have access to necessary healthcare
services and medicines. This entails addressing socio-economic barriers that hinder
access and ensuring that medicines are available, affordable, and culturally
acceptable. The resolution reinforces South Africa's obligations to provide inclusive

healthcare services to all, including marginalised groups like people with albinism.

Principles And Guidelines on The Implementation of Economic, Social and
Cultural Rights in the African Charter on Human and Peoples’ Rights

According to these guidelines, the minimum core obligations of the right to health
require ensuring access to health facilities, goods, and services on a non-
discriminatory basis, particularly for vulnerable or marginalised groups.?®* National
plans must prioritise the health care needs of these groups, ensuring they have access
to affordable health facilities, infrastructure, goods, and services without any form of
discrimination. 2% States parties are obligated to distribute health facilities, goods, and
services equitably and to implement measures that ensure physical access for all,
especially for vulnerable and disadvantaged groups. Additionally, health indicators,
such as maternal mortality rates, should be disaggregated by various factors, including
rural/urban location, sex, and race, to ensure there is no discrimination in access to

and use of the health system.?56

For people with albinism in South Africa, these guidelines mean that their specific
health needs must be recognised and addressed within the national health system.
This includes ensuring they have access to specialised care, such as dermatological
services, regular skin cancer screenings, and visual aids. The equitable distribution of
health services must also consider the unique challenges faced by persons with

albinism, such as their heightened vulnerability to skin cancer and visual impairments.

263 |bid.

264 African Commission on Human and Peoples’ Rights, 'Principles and Guidelines on the
Implementation of Economic, Social and Cultural Rights in the African Charter on Human and Peoples’
Rights' (24 October 2011) AU Doc CAB/LEG/24.12/18, para 67 (a).

265 |bid, para 67 (x).

266 |bid, para 67 (y).
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The African Commission Resolution on the Regional Action Plan on Albinism in
Africa

In its resolution, the African Commission on Human and Peoples' Rights
acknowledged the significant human rights challenges faced by people with albinism.
The Commission called on State parties to adopt specific measures to address attacks
and discrimination against persons with albinism.?6” These measures include
prevention, protection, accountability, and ensuring equality and non-discrimination.
The resolution also urged States Parties to take all necessary steps to adopt and
implement the Regional Action Plan on Albinism in Africa, which aims to ensure the
effective protection and promotion of the rights of persons with albinism and their
families.?%8 For people with albinism in South Africa, this resolution means that the
government is encouraged to take proactive steps to safeguard their rights. This
includes implementing policies and programs that prevent violence and discrimination,
providing protection and support services, holding perpetrators accountable, and

promoting equality and non-discrimination.

2.6.2. African Charter on the Rights and Welfare of the Child (ACRWC)

The ACRWC is a regional human rights instrument specifically designed to address
the unique challenges faced by children in Africa. Adopted by the Organisation of
African Unity on 11 July 1990, and coming into force on 29 November 1999, the
ACRWC sets out comprehensive rights and principles to ensure the well-being and
development of children across the continent. This instrument also contains provisions
that protect the right of access to healthcare services for vulnerable children, such as
children with albinism. South Africa ratified the ACRWC on 7 January 2000,2¢° formally
agreeing to be bound by the provisions of the Charter and committing to implement its
principles and obligations within its national legal framework. South Africa has an
obligation to report periodically to the African Committee of Experts on the Rights and
Welfare of the Child on the progress and challenges in implementing the Charter
including the right of access to healthcare services for children including those with

albinism.270

267 Resolution on the Regional Action Plan on Albinism in Africa (2017-2021) ACHPR/Res.373(LX)2017
268 |bid.

269 ACRWC (n 47 above).

270 African Committee of Experts on the Rights and Welfare of the Child, ‘State Party Reporting’
(ACERWC) <https://www.acerwc.africa/en/state-party-reporting> accessed 3 September 2024.
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Article 14(2)(b) of the ACRWC requires state parties to ensure the provision of
necessary medical assistance and healthcare to all children, with a particular focus on
primary healthcare.?’* Arguably, this provision imposes an obligation on South Africa
as a state party to the ACRWC to make healthcare services accessible to all children,

emphasising community-based primary healthcare.

2.6.3. Protocol to the African Charter on Human and Peoples’ Rights on the
Rights of Women in Africa (Maputo Protocol)

The Maputo Protocol is a human rights treaty adopted by the African Union in 2003 to
promote and protect the rights of women in Africa, focusing on issues such as health,
education, and gender equality.?’? Article XIV (1) of the Maputo Protocol mandates
that countries must ensure women's health rights, including sexual and reproductive
health, are upheld and promoted.?”® Article XIV (2) requires countries to take
necessary actions to provide adequate, affordable, and accessible health services,
along with information, education, and communication programs, particularly for
women in rural areas.?’# For women with albinism in South Africa, these provisions
mean they should have equal access to comprehensive health services and
educational programs that address their unique health needs and challenges,

ensuring their right to health is protected and promoted.

271 ACRWC (n 47 above).

272 African Union, Protocol to the African Charter on Human and Peoples' Rights on the Rights of Women
in Africa (adopted 11 July 2003, entered into force 25 November 2005) AU Doc CAB/LEG/66.6.

273 |bid.

274 |bid.
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2.6.4. Protocol to the African Charter on Human and Peoples’ Rights on the
Rights of Persons with Disabilities in Africa (Disability Rights Protocol)

The Disability Rights Protocol is a treaty adopted by the African Union to protect and
promote the rights of persons with disabilities across Africa.?’® Article 1 of the protocol
states that every person with a disability has the right to the highest attainable standard
of health. Article 2 requires State parties to ensure that persons with disabilities have
equal access to health services, including sexual and reproductive health.?’® This
includes providing the same range, quality, and standard of free or affordable
healthcare and programs as those available to others. Additionally, it mandates the
provision of health services specifically needed by persons with disabilities, such as
those designed to minimise or prevent further disability, and the provision of necessary
medicines, including pain-relieving drugs. The article also emphasizes that healthcare
services should be provided in accessible formats and that effective communication
between healthcare providers and persons with disabilities is essential. Furthermore,
it calls for the training of healthcare providers to consider the specific needs and rights

of persons with disabilities.?’”

For people with albinism in South Africa, this dissertation posits that these provisions
mean they should have equal access to comprehensive health services tailored to
their unique needs, including skin care and protection from the sun, which are critical
for their health. It also ensures that healthcare providers are trained to understand and
address the specific health challenges faced by people with albinism, promoting their

overall well-being and protecting their right to health.

2.7. SOUTHERN AFRICAN DEVELOPMENT COMMUNITY (HEREAFTER REFERRED TO
AS THE SADC) INSTRUMENTS
2.7.1. Declaration on the Protection of Persons with Albinism (DPPA)

DPPA adopted and signed by the SADC during the 44th Ordinary Summit of Heads of

State and Government held on 17 August 2024, in Harare, Zimbabwe, is a crucial

275 African Union, Protocol to the African Charter on Human and Peoples' Rights on the Rights of
Persons with Disabilities in Africa (adopted 29 January 2018, entered into force 10 February 2020) AU
Doc CAB/LEG/704.1.

276 |bid.

277 |bid.
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initiative aimed at improving healthcare access for people with albinism.?’® |t
recognises the unique health challenges faced by persons with albinism, such as the
increased risk of skin cancer due to sun exposure and the need for specialised medical
care.?’® The Declaration underscores the commitment of SADC member states
including South Africa, to non-discrimination and emphasises the importance of
coordinated efforts to improve healthcare services for people with albinism.?8° This
includes ensuring the availability of sunscreen and other protective measures and
improving access to specialised medical services.?®! This instrument must be
considered in the interpretation of the Bill of Rights because the Constitutional Court
in S v Makwanyane and Another’®? stated that the international law that must be
considered in interpreting the Bill of Rights includes both binding and non-binding
international laws. The DPPA can serve as valuable guidance for South Africa because
it provides a framework and best practices for protecting the rights and well-being of

persons with albinism.

Article 2(b) of the DPPA provides for protective measures and the state parties

undertakes to:

(iii) train all health-care workers of all kinds on all issues relevant to the human rights

of persons with albinism.

(iv) put in place social schemes or services that address economic, psychological,

education, and healthcare needs of persons with albinism and;

(v) ensure that sunscreen lotion is on national lists of essential medicines and ensure

that it is available to persons with albinism in the remotest regions and areas.?®3

This article outlines several key measures that state parties intend to take to improve
healthcare access for individuals with albinism. Firstly, state parties undertook to
ensure the training of all healthcare workers on issues relevant to the human rights of

persons with albinism.?®* This would ensure that healthcare providers are

278 Southern African Development Community, ‘Declaration on the Protection of Persons with Albinism’
(17 August 2024) <https://www.sadc.int/latest-news/declaration-protection-persons-albinism-17-
auqust-2024> accessed 3 September 2024.

279 |bid.

280 |bid.

281 |bid.

282 Makwanyane (n 37 above).

283 DPPA (n 46 above).

284 |bid, Article 2(b)(iii).
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knowledgeable and sensitive to the unique needs and challenges faced by this group,
leading to better and more inclusive healthcare services. Secondly, the state parties
under the above article undertook to establish social schemes or services that address
the economic, psychological, educational, and healthcare needs of persons with
albinism.?8> This approach would ensure that individuals with albinism receive good
support, including access to necessary medical care. Thirdly, the state parties
undertook to make sunscreen lotion available as an essential medicine.?®® This
commitment would address a critical health need for persons with albinism, who are
particularly vulnerable to skin damage and cancer due to sun exposure, by ensuring
that sunscreen is included in national lists of essential medicines and is accessible

even in the remotest regions.

Adopting the DPPA’s above provisions would enable South Africa to comply with its
obligations under various international human rights instruments discussed in this
dissertation. For instance, CRPD, as already discussed, particularly Article 25,
emphasises the right to health for persons with disabilities and mandates states to
provide healthcare services without discrimination.?®” South Africa would align with
CRPD’s requirements and ensure non-discriminatory healthcare access by
implementing the commitments it made under the DPPA, such as training healthcare
workers about the needs of persons with albinism, as this would make these

healthcare workers provide equitable healthcare services for people with albinism.288

Furthermore, the ICESCR, as already discussed in this chapter,?®® General Comment
No. 14 emphasises the right to the highest attainable standard of health, which
includes obligations for states to take deliberate steps to ensure equal access to
healthcare services.?®® The DPPA’'s focus on making sunscreen and specialised
dermatological care available?®® aligns with the ICESCR’s broader obligations to
progressively realise the right to health and ensure that everyone has access to

essential health services?? including people with albinism. This helps South Africa

285 |bid, Article 2(b)(iv).

286 |pid, Article 2(b)(v).

287 CRPD (n 44 above).

288 |pid, Article 2(b)(iii).

289 ICESCR (n 40 above).

2% General Comment No. 14 (n 87 above), para 12.
291 DPPA (n 46 above), Article 2(b)(v).

292 |CESCR (n 40 above), Article 2(1).

50

© University of Venda



niversity of Venda
Creating Future Leaders

University of Venda

fulfill its commitments under this Covenant by addressing the specific healthcare

needs of persons with albinism.

The ACHPR as already discussed in this chapter, especially Article 16, asserts the
right to health and obligates states to ensure access to medical care.?®® Resolution
141 of the ACHPR underscores the importance of access to essential medicines and
healthcare services.?%* South Africa would adhere to both regional standards and its
broader international human rights obligations by implementing the DPPA’s directives
to include sunscreen as an essential medicine and ensure its availability even in
remote areas.?®® This implementation would support the implementation of the
Charter's principles by ensuring that persons with albinism have access to necessary

health protections and services.

South Africa can enhance the healthcare rights and access for persons with albinism
by implementing its commitments outlined in the DPPA.?°® This alignment would not
only show its commitment to the SADC region's initiatives but also ensure its
compliance with established international human rights norms and standards. This
comprehensive approach shows the relevance and necessity of incorporating the
DPPA?%" into national policies to uphold and protect the health rights of this vulnerable

population effectively.

2.8. CONCLUSION

This chapter addressed the alluded question of South Africa's obligations under
international human rights law to provide access to healthcare services for people with
albinism, clarifying such obligations. South Africa has clear obligations to provide
access to health healthcare services to people with albinism under the international
human rights law. These obligations include respecting their right to access healthcare
by not hindering it, protecting this right by enacting and enforcing relevant laws, and
fulfilling this right by taking proactive steps such as creating laws, setting up
administrative systems, allocating budgets, and promoting health initiatives. The right

of access to healthcare services for people with albinism is recognised under various

293 ACHPR (n 45 above).

2% The Resolution on Access to Health and Needed Medicines in Africa 141 (n 236 above).
295 DPPA (n 46 above), Article 2(b)(V).

2% DPPA (n 46 above).

27 |bid.
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international instruments, which South Africa has ratified and those not ratified as
discussed. These instruments mandate that South Africa must ensure access to
healthcare for all its citizens, including marginalised groups like people with albinism.
The following chapter clarifies South Africa’s constitutional obligations regarding their
right of access to healthcare services, supported by court judgments to clarify these

obligations.
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CHAPTER THREE

AN ANAYLYSIS OF SOUTH AFRICA’S CONSTITUTIONAL OBLIGATIONS TO
PROVIDE ACCESS TO HEALTHCARE SERVICES FOR PEOPLE WITH
ALBINISM

3.1. INTRODUCTION

The previous chapter clarified South Africa's obligations under international human
rights law to provide access to healthcare services for people with albinism. This
chapter clarifies South Africa’s constitutional obligations regarding their right of access
to healthcare services, supported by court judgments to clarify these obligations.
Section 2 of the Constitution establishes it as the state's supreme law and provides
that any law or conduct inconsistent with it is invalid.?®® This section also mandates
the fulfilment of the Constitution’s obligations.?®® This supremacy of the Constitution
provided by its section 23%° extends to the right of access to healthcare services,

making any law or conduct that is inconsistent with this right invalid.

Section 7(2) of the Constitution further mandates the state to respect, protect,
promote, and fulfil the rights enshrined in the Bill of Rights, including the right to access
healthcare services.®%* This right is protected under section 27(1)(@) of the
Constitution, which guarantees every person the right to access both general and
reproductive healthcare services reflecting the international human rights law
standards.3°? This chapter provides that the right of access to healthcare services in
the Constitution imposes negative and positive obligations on the state.3°3 In line with
international law, specifically the ICESCR,3* as clarified by the CESCR in its General
Comment No.14, the realisation of this right is not immediate or absolute; it is subject
to conditions such as the availability of resources and the principle of progressive
realisation.3% These conditions are also provided by section 27(2) of the Constitution,

which provides that the state must take reasonable legislative and other measures

2% The Constitution of the Republic of South Africa, 1996.
2% |bid, sec 2.

300 |bid.

301 |bid.

302 The Constitution of the Republic of South Africa, 1996.
303 |bid.

304 |CESCR (n 40 above), Article 2(1).

305 General Comment No. 14 (n 87 above), para 30.
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within its available resources to ensure the progressive realisation of the right of
access to healthcare services.3°® The negative and positive obligations of the state on
the right of access to healthcare services for people with albinism are clarified in this
chapter. The chapter concludes with a summary of the key analyses and insights

discussed within it.

3.2. OBLIGATIONS TO RESPECT, PROTECT, PROMOTE, AND FULFIL

Section 7(2) of the Constitution provides that the state must respect, protect, promote,
and fulfil the rights in the Bill of Rights.3%” In the case of Glenister v President of the
Republic of South Africa and Others,3°® former Chief Justice Ngcobo elucidated these
four obligations under section 7(2) of the Constitution. He articulated that section 7(2)
mandates the state to "respect, protect, promote, and fulfil" the rights enshrined in the
Bill of Rights.3%° He further stated that this duty extends beyond merely refraining from
actions that would infringe or limit these rights.31? According to him, the duty imposes
positive duties on the state to actively take deliberate and reasonable measures to
ensure that all fundamental rights contained in the Bill of Rights are realised and
upheld.3!1

Considering the former Chief Justice Ngcobo's articulation of the obligations under
section 7(2) of the Constitution,3!? this dissertation asserts that these obligations
impose negative duties on South Africa to refrain from actions that would infringe upon
the right of access to healthcare services. Furthermore, this dissertation posits that
these obligations also impose positive duties on South Africa to take deliberate and
reasonable measures to ensure that the right of access to healthcare services is
realised and upheld, including for individuals with specific vulnerabilities, such as
people with albinism. This includes ensuring that all necessary steps are taken to
provide adequate healthcare services to people with albinism and address their unique

medical needs.

306 The Constitution of the Republic of South Africa, 1996.

307 |bid.

308 Glenister v President of the Republic of South Africa and Others (CCT 48/10) [2011] ZACC 6; 2011
(3) SA 347 (CC); 2011 (7) BCLR 651 (CC)

309 |bid, para 105.

310 |bid.

311 |bid.

312 |bid.
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In the case of Sonke Gender Justice NPC v President of the Republic of South Africa
and Others,3'® Justice Theron articulated the meaning of obligations to respect,
protect, promote, and fulfil human rights in the Constitution.3'# She stated that the duty
to "respect" requires the state to refrain from any actions that would violate these
rights.3'> The duty to "protect" involves the state taking positive steps to safeguard
individuals' rights from being infringed by others.3® The duty to "fulfil" mandates the
state to implement measures that enable individuals and communities to fully realise
their rights.3!” Additionally, the duty to "promote" includes raising awareness and
educating the public about these rights, ensuring that everyone is informed and able

to exercise them effectively.3!8

Justice Theron further showed that the obligations under section 7(2) of the
Constitution can be interpreted in light of international law.3° General Comment No.14
of the CESCR which is international law, as discussed in chapter two of this
dissertation, clarifies the meaning of the obligations to respect, protect, and fulfil
human rights.3?° According to this General Comment, the obligation to respect requires
states to avoid actions that directly or indirectly harm individuals’ health rights.3?! This
includes refraining from policies or practices that would negatively impact the health
of individuals or groups, thereby ensuring that the state does not violate the right to
health.3?? The obligation to protect includes adopting legislation or taking measures to
ensure equal access to healthcare services provided by third parties.3?® Lastly, the
obligation to fulfil requires states to take specific actions to realise the rights. This
entails recognising the right to health within national legal and political systems,

preferably through legislative measures.3?

313 Sonke Gender Justice NPC v President of the Republic of South Africa and Others (CCT307/19)
[2020] ZACC 26; 2021 (3) BCLR 269 (CC).

314 |bid, para 41.

315 |bid.

316 bid.

317 1bid.

318 |bid.

319 |bid, para 11.

320 General Comment No. 14 (n 87 above), para 34.
321 |bid.

322 |bid.

323 |bid.

324 |bid.
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In light of the explanation by the CESCR in its General Comment No.14 of the
obligations to respect, promote, and fulfii human rights®?® and Justice Theron’s
articulation of the meaning of the obligations to respect, protect, promote, and fulfil
human rights in the Constitution, this dissertation asserts that the obligations under
section 7(2) of the Constitution®?® in South Africa regarding the right of access to
healthcare services for people with albinism entails that South Africa must refrain from
actions that would infringe on their health rights and must take deliberate, reasonable
measures to ensure that these individuals have equal access to healthcare services.
This would include adopting specific legislative measures, ensuring that healthcare
services are not compromised by privatisation, and addressing the unique health
needs of people with albinism through comprehensive health policies and regulations.
This would also include educating them about their health rights. This approach would
not only align with international standards discussed in the previous chapter of this
dissertation but also ensure that the health rights of vulnerable populations, such as
people with albinism, are adequately protected and fulfilled within South Africa’s

constitutional framework.

3.3. INTRODUCTION TO SECTION 27 OBLIGATIONS IN THE SOUTH AFRICAN
CONSTITUTION

Section 27 of the Constitution provides that:
(1) Everyone has the right to have access to—
(a) health care services, including reproductive health care;
(b) sufficient food and water; and
(c) social security, including, if they are unable to support themselves and their
dependants, appropriate social assistance.
(2) The state must take reasonable legislative and other measures, within its available
resources, to achieve the progressive realisation of each of these rights.

(3) No one may be refused emergency medical treatment.3?’

325 |bid.
326 The Constitution of the Republic of South Africa, 1996.
327 |bid.
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This chapter focuses on section 27(1)(a) of the Constitution concerning the right to
access healthcare services and its qualifier, section 27(2), which must be read
together.3?® The focus on these provisions is crucial to understanding South Africa’s
obligations under the Constitution to ensure access to healthcare services for people
with albinism. Authors such as Currie and De Waal,?®?° along with courts in cases
discussed in the following sections of this dissertation, have categorised the
interpretation of rights in the Bill of Rights of the Constitution, including the right of
access to healthcare services in section 27,33 as imposing both negative and positive
obligations on the state to ensure the realisation of these rights. This dissertation
categorises these obligations into negative and positive obligations. The basis for
these obligations is found in section 7(2) of the Constitution, which mandates the state
to "respect, protect, promote, and fulfil" the rights in the Bill of Rights.3! Justice Theron
professed in the Sonke Gender Justice NPC case that section 7(2) imposes both
negative and positive obligations on the state.332 Thus, this dissertation posits that the
distinction between negative and positive obligations originates in section 7(2) of the
Constitution,®*3 and is further emphasised by section 27, particularly when addressing
the right of access to healthcare services, sufficient food and water, and social

security.334

Currie and De Waal have elucidated that negative obligations regarding human rights
entail the state refraining from actions that would infringe upon these rights.33° These
scholars further elucidated that positive obligations regarding human rights entail that
the state should take positive measures to ensure the realisation of human rights.33¢
Applying this to the context of the right of access to healthcare services for people with
albinism, this dissertation asserts that the negative obligations entail that the state
should refrain from any actions that would impede their access to necessary

healthcare services. Furthermore, this dissertation argues that positive obligations, as

328 |bid.

329 Jain Currie and Johan de Waal, The Bill of Rights Handbook (Juta 2013) 569.
330 The Constitution of the Republic of South Africa, 1996.

331 |bid.

332 Sonke Gender Justice NPC (n 286 above), para 40.

333 The Constitution of the Republic of South Africa, 1996.

334 |bid.

335 Currie and de Waal (n 302 above).

336 |bid.
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elucidated by Currie and De Waal,>¥" involve the state taking active steps to fulfil these

rights.

In the context of healthcare services for people with albinism, section 27(2) of the
Constitution clarifies these positive obligations by providing qualifiers such as the
availability of resources and the requirement to implement reasonable legislative and
other measures.®*® These qualifiers guide how the state should fulfil its positive
obligations, ensuring that it progressively realises the right of access to healthcare
services within its available resources. Both negative and positive obligations are
analysed before an analysis of the interpretation qualifiers such as “within the state's

available resources,” “progressive realisation” and “legislative and other measures”

under section 27(2) of the Constitution33? in this chapter of this dissertation.

3.4. NEGATIVE OBLIGATIONS

In the Ex parte Chairperson of the Constitutional Assembly: In re Certification of the
Constitution of the Republic of South Africa®*® decision, the Constitutional Court
emphasised that socio-economic rights could be negatively protected.34! This means
that there is a negative obligation not to interfere with someone exercising their
constitutional rights. When it comes to socio-economic rights, negative protection
allows courts to prevent the state from acting in ways that directly infringe on these
rights. This includes rights to housing, healthcare, sufficient food and water, social
security, and basic education. Courts can stop the state from implementing
“deliberately retrogressive measures,” which are actions that deny individuals their
existing access to these rights or prevent them from using their resources to meet their

needs.342

Negative obligations are not subject to progressive realisation and the state’s available
resources.3*3 Currie and De Waal assert that there is a positive aspect to negative

enforcement: the state is prohibited from interfering in people’s attempts to exercise

337 bid.

338 The Constitution of the Republic of South Africa, 1996, sec 27(2).

339 The Constitution of the Republic of South Africa, 1996.

340 Ex parte Chairperson of the Constitutional Assembly: In re Certification of the Constitution of the
Republic of South Africa, 1996 (4) SA 744 (CC).

341 |bid, para 78.

342 Office of the High Commissioner for Human Rights (OHCHR), Economic, social and cultural rights
(OHCHR, 2024) <https://www.ohchr.org/en/human-rights/economic-social-cultural-rights> accessed 3
September 2024.

343 Jaftha v Schoeman 2005 (2) SA 140 (CC) paras 31 and 33.
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their socio-economic rights. It must protect against interference by private
individuals.®** Any measure that deprives a person of existing access to a socio-
economic right is a limitation that must be justified under section 36 of the
Constitution.®*®> This entails a two-stage approach. First, the scope of the right is
analysed to determine whether the challenged law, conduct, or omission amounts to
a breach of the right.346 Secondly, if a breach has been established, the court assesses
whether it is a reasonable and justifiable limitation in terms of section 36. In the first
stage, the burden falls on the applicant to persuade the court that a breach has
occurred; in the second, the state bears a special type of onus. Although not a
conventional onus of proof as understood in civil and criminal trials, the state bears

the burden to justify the limitation.34’

In the Government of the Republic of South Africa v Grootboom,3*® the Constitutional
Court considered the legality of the conduct of a local authority that evicted a group of
squatters who had moved onto private land earmarked for low-cost housing.®*° A
magistrate’s court had ordered the squatters to vacate the land by a particular date or
face eviction.®*° However, the eviction, under the control of the municipality, took place
a day early, and the squatters’ homes were bulldozed, with their building materials and
many possessions deliberately destroyed.3>' Former Justice Yacoob indicated that this

was a violation of the negative obligation in section 26(1).352

In the Governing Body of the Juma Musjid Primary School & Others v Essay NO and
Others®>3 case, the Constitutional Court considered an application to evict a public
school operating on private property.3>* The property owner sought to evict the school
after the MEC for Education failed to conclude a statutorily required agreement setting

out the tenancy terms and conditions.3> The Constitutional Court found that the MEC

344 Currie and de Waal (n 302 above).

345 Jaftha (n 316 above) para 34.

346 |bid.

347 Minister of Home Affairs v National Institute for Crime Prevention and the Re-Integration of Offenders
(NICRO) and Others (CCT 03/04) [2004] ZACC 10; 2005 (3) SA 280 (CC) paras 34 and 36.

348 Government of the Republic of South Africa v Grootboom [2000] ZACC 19, 2001 (1) SA 46 (CC).
349 |bid, para 3.

350 |bid, para 9.

351 |bid, para 10.

352 |bid, para 88.

353 Governing Body of the Juma Musjid Primary School & Others v Essay N.O. and Others (CCT 29/10)
[2011] ZACC 13; 2011 (8) BCLR 761 (CC).

354 |bid, para 25.

355 |bid, para 11.
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had failed to fulfil her constitutional mandate to respect, protect, promote, and fulfil the
right to basic education.®%¢ It also found that while the property owner did not bear a
primary positive obligation to provide basic education, section 8(2) of the Constitution
requires private parties not to interfere with or diminish the enjoyment of a right.®>’ The
property owner was subject to a negative duty not to interfere with or diminish the

enjoyment of the learners’ right to basic education.3%®

3.4.1. Negative obligations and the right to access healthcare services for

people with albinism

Drawing parallels from the Juma®?° case which indicated that section 8(2) of the
Constitution imposes negative obligations on private parties, requiring them to refrain
from actions that infringe upon the rights protected by the Bill of Rights.3° It is the view
of this dissertation that the principle of the negative obligations imposed on third
parties by section 8(2) of the Constitution®¢! as applied in the Juma3®? case to the right
to basic education can similarly be applied to other rights, including the right of access

to healthcare services for all, including people with albinism.

Currie and De Waal indicate that the Constitutional Court made it clear in the First
Certification decision that negative enforcement is the minimum level of justiciability
and is not the only way socio-economic rights are justiciable.3®® This dissertation
opines that the concept of negative obligations, as discussed in the First
Certification®¢* decision, applies significantly to the right of access to healthcare
services for people with albinism in South Africa and that the state has a clear negative
obligation not to interfere with the ability of individuals with albinism to access

necessary healthcare services.

Any laws or policies that directly or indirectly prevent these individuals from obtaining
essential healthcare would be unconstitutional thereby, undermining the principle of

negative obligations. For instance, a law that restricts access to sunscreen which is

356 |bid, para 51.

357 |bid, paras 57 and 58.

358 |bid, para 58.

%° Governing Body of the Juma Musjid Primary School (n 326 above).

360 |bid, paras 57 and 58.

361 |bid.

362 Governing Body of the Juma Musjid Primary School (n 326 above).

363 Currie and de Waal (n 302 above).

%4 Ex parte Chairperson of the Constitutional Assembly: In re Certification of the Constitution of the
Republic of South Africa (n 312 above).
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crucial for preventing skin cancer in people with albinism, would be a direct
infringement on their right of access to healthcare services. The state must avoid
implementing any measures that reduce the existing access to healthcare services for
people with albinism. This includes ensuring that healthcare facilities remain
accessible and that there are no cuts to programs specifically designed to support
individuals with albinism. For example, discontinuing a program that provides free skin
cancer screenings to people with albinism would be considered a deliberately

retrogressive measure, which the state is obligated to prevent.

As indicated in Jaftha®®® negative obligations are immediate and unconditional; they
cannot be subject to progressive realisation.3¢® This dissertation posits that this can
be interpreted to mean that the state must act without delay to prevent any interference
with the right to access healthcare services of people with albinism. The availability of
state resources is not a valid excuse for failing to meet the negative obligations as
stated in the Jaftha3®’ case and this principle applies even in the context of the right of

access to healthcare services.

Drawing parallels from the case of National Institute for Crime Prevention and the Re-
Integration of Offenders3®® as already discussed in this section of this dissertation, any
measure that limits the access of people with albinism to healthcare services must be
justified under section 36 of the Constitution. This involves a two-stage process. First,
the scope of the right is analysed to determine whether the challenged law, conduct,
or omission amounts to a breach of the right of access to healthcare services. If a
breach is established, the court then assesses whether the limitation is reasonable
and justifiable. The burden of proof initially falls on the applicant to show that a breach
has occurred. If a breach is proven, the state must then justify the limitation.3¢° Drawing
parallels from the Grootboom case,?’? this dissertation posits that if a local authority
were to deny access to healthcare services for people with albinism or destroy facilities
that provide such services, it would be a violation of the negative obligation to respect

their right of access to healthcare services.

365 Jaftha (n 316 above).

366 |bid, paras 31 and 33.

367 |bid.

368 National Institute for Crime Prevention and the Re-Integration of Offenders (n 320 above).
369 |bid, paras 34 and 36.

370 Grootboom (n 321 above).

61

© University of Venda



niversity of Venda
Creating Future Leaders

University of Venda

3.5. POSITIVE OBLIGATIONS

The Constitutional Court’'s handling of positive duties arising from socio-economic
rights differs from its approach to negative duties.®’* According to Currie and De Waal,
as already discussed in this dissertation, positive obligations regarding human rights
mean that the state should take positive measures to ensure the realisation of human
rights.37? Due to the qualifications attached to positive duties under sections 26(2) and
27(2), the court has essentially merged the typical two-stage process for assessing
justifiability when evaluating the justification of alleged breaches of these positive
obligations.3”3 For these duties, the entire justification argument is conducted within

the framework of the reasonableness test.374

To comply with the positive duties, the state’s efforts must be reasonable considering
the qualifiers. This entails (a) reasonable legislative and other measures; (b) aimed at
progressively realising the right; and (c) within available resources. The review for
reasonableness, as applied to the positive duties from sections 26 and 27, does not
clearly distinguish between determining the scope of the right, whether it has been
breached, and justifications for potential infringements.3’> Such limitations do not need

to be in terms of a law of general application, as required by section 36.37°

In the Grootboom®’ case, the Constitutional Court analysed the positive duties
imposed on the state by section 26(2) of the Constitution. This section, similarly
phrased in sections 27(2) and 25(5), qualifies the right to access adequate housing by
mandating the state to take reasonable legislative and other measures within its
available resources to achieve the progressive realisation of this right. The court
clarified that the right to access socio-economic services in sections 26(1) and 27(1)
is not an automatic entitlement to these services. Instead, it is about access to the
services the state provides under its obligations in sections 26(2) and 27(2). The court
outlined that the state's positive obligations are limited by three criteria: (a) The need

to take reasonable legislative and other measures; (b) The goal of achieving the

371 Minister of Health and Others v Treatment Action Campaign and Others (No 1) [2002] ZACC 16,
2002 (5) SA 721 (CC) paras 23 and 39.

572 Currie and de Waal (n 302 above) 573.

373 Ibid.

374 Sandra Liebenberg, Socio-Economic Rights: Adjudication under a Transformative Constitution (Juta
2010) 96.

575 |bid, 175.

376 Currie and de Waal (n 302 above) 574.

877 Grootboom (n 321 above).

62

© University of Venda



niversity of Venda
Creating Future Leaders

University of Venda

progressive realisation of the right; (c) The constraint of available resources.®’8 Each

of these qualifications is examined in this section of this dissertation.

3.5.1. The obligation to take reasonable legislative and other measures

The Constitutional Court emphasises that the justiciability of socio-economic rights in
the Constitution hinges on the standard of reasonableness. While the state is granted
a significant degree of discretion in determining how to fulfil these rights, the
reasonableness of the measures it adopts can still be scrutinised by the court.3”® The

Grootboom?& case in explaining reasonable measures stated that,

The precise contours and content of the measures to be adopted are primarily a matter
for the legislature and the executive. They must, however, ensure that the measures
they adopt are reasonable. In any challenge based on section 26 in which it is argued
that the state has failed to meet the positive obligations imposed upon it by section
26(2), the question will be whether the legislative and other measures taken by the
state are reasonable. A court considering reasonableness will not enquire whether
other more desirable or favourable measures could have been adopted, or whether
public money could have been better spent. The question would be whether the
measures that have been adopted are reasonable. It is necessary to recognise that a
wide range of possible measures could be adopted by the state to meet its obligations.
Many of these would meet the requirement of reasonableness. Once it is shown that

the measures do so, this requirement is met.38!

It is essential to note that both legislative and other measures must be undertaken.
The reasonableness of these measures can be assessed at both the legislative

programme level and during implementation.3®2 As the court in Grootboom3 stated,

Legislative measures by themselves are not likely to constitute compliance. Mere
legislation is not enough. The state is obliged to act to achieve the intended result, and
the legislative measures will invariably have to be supported by appropriate, well-
directed policies and programmes implemented by the executive. These policies and
programmes must be reasonable both in their conception and their implementation.

The formulation of a programme is only the first stage in meeting the state’s obligations.

378 |bid, para 38.

379 |bid, para 41.

380 Grootboom (n 321 above).

381 |bid, para 41.

382 Currie and de Waal (n 302 above) 575.
383 Grootboom (n 321 above).
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The programme must also be reasonably implemented. An otherwise reasonable
programme that is not implemented reasonably will not constitute compliance with the

state’s obligations.384

Currie and De Waal stated that the importance of this holding is that it allows courts to
demand that the state explain the measures it has chosen to fulfil socio-economic
rights and report on these measures' progress.3®® Socio-economic rights are a
constitutional commitment requiring the state to pursue specific developmental goals.
Although there may be differing opinions on how best to achieve these goals, the state
must justify its chosen methods to the public.3®® The standard of reasonableness
necessitates providing reasons. However, the courts’ role extends beyond merely
requiring an explanation; they must also assess the reasonableness of the
explanation, ensuring it is coherent and convincing.3®” The obligation to justify means
offering reasons that most people would find reasonable, even if they disagree with
the policy itself. This enables courts, as demonstrated in the Grootboom3?® case, to
determine that the state has violated an individual’s socio-economic rights if the state’s

program is not reasonable.3°

The Constitutional Court emphasises that reasonableness must be assessed on a
case-by-case basis, sensitive to context.>®® In the Grootboom®® case, the Court
applied this reasonableness standard. The applicants lived in dire conditions, moved
out, and illegally occupied land, leading to eviction and homelessness. Their plight
stemmed from intolerable living conditions while waiting for low-cost housing
allocation.?®? The state had implemented legislative and policy measures aimed at
alleviating housing shortages over time by providing access to permanent, durable
residential structures with secure tenure rights. However, there was a lack of provision
for temporary shelter for those experiencing homelessness. There was no explicit
provision to facilitate access to temporary relief for people without land or a roof over

their heads, those living in intolerable conditions, or those in crisis due to natural

384 Grootboom (n 321 above), para 42.

385 Currie and de Waal (n 302 above) 575.
386 |bid.

387 |bid.

388 Grootboom (n 321 above).

389 Currie and de Waal (n 302 above) 575.
3% Grootboom (n 321 above), para 92.

391 Grootboom (n 321 above).

392 |bid, para 4.
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disasters or threats of demolition. These individuals were in desperate need. The
legislative and policy measures had overlooked those most in need, which was
deemed unreasonable, particularly because it conflicted with other constitutional
obligations to respect human dignity and the right to equality.®*®* The court, in

explaining the reasonableness test stated:

Reasonableness must also be understood in the context of the Bill of Rights as a
whole. The right of access to adequate housing is entrenched because we value
human beings and want to ensure that they are afforded their basic human needs. A
society must seek to ensure that the basic necessities of life are provided to all if it is
to be a society based on human dignity, freedom and equality. To be reasonable,
measures cannot leave out of account the degree and extent of the denial of the right
they endeavour to realise. Those whose needs are the most urgent and whose ability
to enjoy all rights therefore is most in peril, must not be ignored by the measures aimed
at achieving realisation of the right. It may not be sufficient to meet the test of
reasonableness to show that the measures are capable of achieving a statistical
advance in the realisation of the right. Furthermore, the Constitution requires that
everyone must be treated with care and concern. If the measures, though statistically
successful, fail to respond to the needs of those most desperate, they may not pass

the test.3%4

In the Grootboom?3®® case, the Constitutional Court held that reasonableness requires
measures to realise socio-economic rights to be comprehensive, ensuring they do not
exclude those most in need. At the time of the Grootboom application, such measures
were not in place, leading to a violation of the state’s obligations under section 26(2).3%
This principle was also applied in the Treatment Action Campaign®®’ case, where the
Court found the government’s policy on preventing mother-to-child transmission of HIV
unreasonable. The policy limited the provision of nevirapine, an anti-retroviral drug, to
a few pilot sites, delaying its availability across the public health system. This meant
many mothers and their babies, unable to access private healthcare or pilot sites, were

left without necessary treatment.3%

3% |bid, para 52.

3% |bid, para 44.

3% Grootboom (n 321 above).

3% |bid, para 99.

397 Treatment Action Campaign (n 344 above).
398 |bid.
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The government justified this by citing concerns about the drug’s efficacy, potential
resistance, safety, and the public health system’s capacity. However, the Court
dismissed these justifications, noting that scientific evidence supported the drug’s
effectiveness and that the benefits outweighed the minor risks. The lack of capacity in
some areas was deemed irrelevant where facilities for testing and counseling existed.
The Court emphasised that a reasonable programme for socio-economic rights must
be balanced, flexible, and address immediate, short-term, and long-term needs.

Excluding a significant segment of society from such programmes is unreasonable.3%°

In the Grootboom and Treatment Action Campaign cases, the court established criteria
for evaluating the reasonableness of government programmes aimed at realising
socio-economic rights.*®® Liebenberg outlines the features of a reasonable

government programme as follows:
It must be capable of facilitating the realisation of the right.o*
It must be comprehensive, coherent and co-ordinated.*%?

Appropriate financial and human resources must be made available for the

programme.403

It must be balanced and flexible.*%4

It must make appropriate provision for short-, medium- and long-term needs.*%
It must be reasonably conceived and implemented.4%

It must be transparent, and its contents must be made known effectively to the

public.40”

It must make short-term provision for those whose needs are most urgent and who are

living in intolerable conditions.*%8

3% |bid, para 43.

400 Currie and de Waal (n 302 above) 578.

401 Grootboom (n 321 above), para 41.

402 bid, paras 39 and 40.

403 |bid, para 39.

404 |bid, paras 68,78 and 95.

405 |bid, para 43

406 |bid, paras 40-43.

407 Treatment Action Campaign (n 344 above), para 123.
408 | jebenberg (n 347 above) 152-153.
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In the case of Khosa v Minister of Social Development,*® the Constitutional Court
emphasised the interconnectedness of the rights in the Bill of Rights. It held that the
reasonableness of a measure must consider its impact on other rights. The Court
found that limiting social security benefits to citizens only was unreasonable as it
violated the equality rights of permanent residents. Permanent residents, who
contribute to the welfare system through taxes, were unfairly excluded from its
benefits, suggesting they were inferior to citizens and less deserving of social

assistance.*10

In Mazibuko and Others v City of Johannesburg and Others,**! the Constitutional
Court addressed the right of access to sufficient water. The applicants, residents of
one of Johannesburg’'s poorest suburbs, were required to choose between a
prepayment meter and a yard tap with restricted water flow as part of a programme to
curb water loss and non-payment. The prepayment meters provided six kilolitres of
free water per month per household, cutting off the supply once the free allocation was
used unless more credit was purchased. Unlike other suburbs, these residents could
not buy water on credit but paid less for water than those with credit meters. The
applicants argued that the City’s free basic water policy was insufficient and violated
their rights to water and equality. They also challenged the legality of the prepayment
meters. The Court held that the right to water did not require the state to provide
sufficient water on demand to every person. It found the City’s policy to be a
reasonable measure for progressively realising the right to water and declined to

define a specific amount of water that must be provided.#!?
In this case, the court stated the following reasonableness test:

The positive obligations imposed upon government by the social and economic rights
in our Constitution will be enforced by courts in at least the following ways. If
government takes no steps to realise the rights, the courts will require government to
take steps. If government’s adopted measures are unreasonable, the courts will
similarly require that they be reviewed so as to meet the constitutional standard of

reasonableness. From Grootboom it is clear that a measure will be unreasonable if it

40 Khosa and Others v Minister of Social Development and Others; Mahlaule and Another v Minister of
Social Development and Others [2004] ZACC 11, 2004 (6) SA 505 (CC).

410 |bid, para 44.

411 Mazibuko and Others v City of Johannesburg and Others [2009] ZACC 28, 2010 (4) SA 1 (CC).

412 |bid.
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makes no provision for those most desperately in need. If government adopts a policy
with unreasonable limitations or exclusions as described in Treatment Action
Campaign (No 2), the court may order that those be removed. Finally, the obligation of
progressive realisation imposes a duty upon government continually to review its

policies to ensure that the achievement of the right is progressively realised.**3

This reasonableness test is crucial for this dissertation as it provides a judicial
framework to assess whether the state's measures to ensure healthcare access for
people with albinism are adequate, thus ensuring compliance with constitutional

obligations.

The obligation to take reasonable legislative and other measures in the context

of the right of access to healthcare services for people with albinism

As outlined by the Constitutional Court in the Grootboom*# case, the state's obligation
under section 26(2) of the Constitution to take reasonable legislative and other
measures to achieve the progressive realisation of socio-economic rights, such as
adequate housing, is paralleled in section 27(2) concerning the right to access
healthcare services. This dissertation posits that the principles established in
Grootboom are equally applicable to section 27(2) of the Constitution*!® due to the

similar textual formulation of these rights.

The Constitutional Court emphasises that the justiciability of socio-economic rights
hinges on the standard of reasonableness. While the state has significant discretion
in determining how to fulfil these rights, the reasonableness of the measures can still
be scrutinised by the court.*!® As the Grootboom*’ judgment indicates, it is essential
that both legislative and other measures adopted by the state be reasonable in their
conception and implementation.#!8 This requirement is applicable to the right of access
to healthcare services, meaning that any legislative or policy measures must be

reasonable in addressing the healthcare needs of individuals with albinism.

413 |bid, para 67.

414 Grootboom (n 321 above).

415 The Constitution of the Republic of South Africa, 1996.
416 Grootboom (n 321 above), para 41.

417 Grootboom (n 321 above).

418 |bid, para 42.
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It is the view of this dissertation that, as stated in Grootboom,*'° the obligation to take
reasonable measures must include comprehensive, coherent, and coordinated
policies and programs. This should be specifically designed to address the unique
healthcare challenges faced by people with albinism, such as their increased risk of
skin cancer and visual impairments. The state must allocate appropriate financial and
human resources to ensure the effective implementation of these programs, as
emphasised in Liebenberg's features of a reasonable government program. Drawing
wisdom from the Treatment Action Campaign*?° case, this dissertation posits that a
reasonable healthcare program for people with albinism must be balanced and
flexible, addressing their immediate, short-term, and long-term healthcare needs. The
state's failure to provide such a program could be deemed unreasonable, particularly

if it excludes those in dire need of healthcare services.

The Khosa*?! case further underscores the interconnectedness of rights and the
necessity for measures to be reasonable in their impact on other rights.4?? This
principle applies to healthcare services for people with albinism, where the exclusion
or inadequate provision of necessary healthcare services would violate their right to
equality and dignity. Applying the reasoning from the Mazibuko*?® case to the
healthcare needs of people with albinism, the state must adopt reasonable legislative
and other measures to ensure their access to essential healthcare services. This
means that the state's policies must be comprehensive, well-coordinated, and
adequately resourced to address the immediate, short-term, and long-term healthcare
needs of individuals with albinism. These measures must be transparent and publicly
known, prioritising those with the most urgent needs. Any exclusion or inadequate
provision of necessary healthcare services would be unreasonable and
unconstitutional, requiring the state to ensure that its healthcare programs are
reasonably conceived and implemented effectively. This aligns with the

reasonableness standard established in Mazibuko,*** which mandates that state

4% Grootboom (n 184 above).

420 Treatment Action Campaign (n 344 above).
421 Khosa (n 379 above).

422 |bid.

423 Mazibuko (n 384 above).

424 |bid.
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actions must be practical, effective, and inclusive, ensuring that the healthcare needs

of people with albinism are fully met.*?>

3.4.2. Progressive realisation

The positive aspect of socio-economic rights is further defined by the phrases in
sections 26(2) and 27(2), which require the state to take steps “within its available
resources” to realise these rights progressively. The Constitutional Court, in the
Soobramoney*?® case, interpreted this to mean that the state’s obligations regarding
access to housing, healthcare, food, water, and social security are contingent on
available resources.*?’ According to Currie and de Waal, resource constraints limit
these rights.#?® Given these constraints and the significant demands on resources, an
unqualified obligation to meet these needs is currently unfeasible.*?® This indicates
that the positive aspect of socio-economic rights is achieved through state action over
time.*3° Although the full realisation of these rights can only be achieved progressively,
the state must take immediate steps within its power and continue making progress.
The state must demonstrate that it is moving towards the full realisation of these

rights.43!

In the Grootboom*3? case, the Constitutional Court stated that “progressive realisation”
implies that the right cannot be immediately fulfilled. Progressive realisation requires
the state to take steps to achieve this goal, meaning that accessibility should be
progressively facilitated. Legal, administrative, operational, and financial barriers
should be examined and, where possible, reduced over time.*33 The Constitutional
Court also approved a passage from the CESCR’s General Comment 3, as discussed
in chapter two of this dissertation, which emphasises that progressive realisation
should not be misunderstood as stripping the obligation of meaningful content. It is a
necessary flexibility mechanism, reflecting real-world challenges and the difficulties
countries face in ensuring the full realisation of economic, social, and cultural rights.

However, it also imposes an obligation to move as quickly and effectively as possible

425 |bid, para 67.

426 Soobramoney (n 229 above).

427 bid.

428 Currie and de Waal (n 181 above) 580.
429 |bid.

430 |bid.

431 |bid.

432 Grootboom (n 321 above).

433 |bid, para 45.
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toward full realisation. Any deliberately retrogressive measures must be carefully
considered and fully justified, considering the totality of the rights provided in the

Covenant and the full use of available resources.*34

Progressive realisation in the context of the right of access to healthcare

services for people with albinism

The concept of progressive realisation, as articulated in sections 26(2) and 27(2) of
the Constitution, requires the state to take action "within its available resources" to
achieve socio-economic rights over time.*3® In the Soobramoney** case, the
Constitutional Court's interpretation suggests that the state's obligations concerning
access to essential services, such as healthcare, are contingent upon the resources
at its disposal.**” As noted by Currie and de Waal, resource limitations can restrict
these rights, making it impractical to impose an unconditional obligation to meet all
needs immediately.*3® Nonetheless, this dissertation argues that the positive aspect of
socio-economic rights, including the right to access healthcare services for individuals
with albinism, must be actively pursued through ongoing state action. Thus, the state
is required to take immediate steps within its capacity and demonstrate consistent

progress toward the full realisation of these rights.

In the Grootboom*3*® case, the Constitutional Court clarified that "progressive
realisation" means that the state must take deliberate steps to make rights accessible
over time. #° As endorsed by the Constitutional Court, the CESCR’s General
Comment 3 states that progressive realisation should not diminish the obligation's
significance but rather serve as a flexible approach to addressing practical challenges.
The state must move as swiftly and effectively as possible towards the full realisation
of these rights and avoid any deliberately retrogressive measures unless they are fully
justified.*** Applying these principles, this dissertation asserts that the state must
actively work to ensure that people with albinism have increasing access to healthcare

services, such as dermatological care and skin cancer prevention. Immediate actions

434 |bid.

435 The Constitution of the Republic of South Africa, 1996.
436 Soobramoney (n 229 above).

437 |bid.

438 Currie and de Waal (n 181 above) 580.

432 Grootboom (n 321 above).

440 |bid, para 45.

441 |bid.
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could include providing education on skin protection, ensuring access to sunscreen,
and establishing specialised healthcare programs. Over time, the state should work
towards eliminating all barriers that prevent people with albinism from accessing
comprehensive healthcare, demonstrating a clear trajectory towards fulfilling their

rights.

3.4.3. Within the state’s available resources

The socio-economic rights in South Africa are inherently limited by the availability of
state resources. This limitation is explicitly stated in sections 26(2) and 27(2) of the
Constitution, which require that the state’s obligations to provide these rights are
contingent upon the resources it has.**2 The Constitutional Court has clarified that
sections 26(1) and 27(1), which outline the rights to housing and healthcare, must be
interpreted in conjunction with sections 26(2) and 27(2) to fully understand the state’s
obligations.**® In the Soobramoney*** case, the court highlighted these limitations,
noting that the state’s obligations under sections 26 and 27 are dependent on the
resources available. It was pointed out that the rights themselves are constrained by
the lack of resources. Given the significant demands on these limited resources, it is

not feasible for the state to meet all needs unconditionally at present.*4°

The court in Grootboom*#® indicated that for a program to be considered reasonable,
it must have the necessary resources allocated to it.**” If a program does not allocate
adequate resources, it is deemed unreasonable.**® However, once a government body
shows that it has appropriately allocated resources given the circumstances, it has
largely fulfilled its obligation. The Constitutional Court in Grootboom**° explained the

meaning of within the state’s available resources and stated that:

The third defining aspect of the obligation to take the requisite measures is that the
obligation does not require the State to do more than its available resources permit.

This means that both the content of the obligation in relation to the rate at which it is

442 The Constitution of the Republic of South Africa, 1996.

443 Treatment Action Campaign (n 344 above), paras 29-32; Soobramoney v Minister of Health
(KwaZulu-Natal) [1997] ZACC 17, 1998 (1) SA 765 (CC) para 22; Grootboom (n 184 above) para 74;
Khosa (217 above) para 43.

444 Soobramoney (n 229 above).

445 |bid, para 11.

446 Grootboom (n 321 above).

447 |bid, para 46.

448 |bid.

449 |bid.
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achieved as well as the reasonableness of the measures employed to achieve the
result are governed by the availability of resources. Section 26 does not expect more

of the State than is achievable within its available resources.4>°

According to Currie and De Waal when resources become available, it becomes
challenging for the state to justify not using them to fulfil socio-economic rights. As
more resources are accessible, the state is expected to do more to realise these rights.
This underscores the idea that a key aspect of socio-economic rights is the state’s
obligation to justify its use of public resources to its citizens.*®! Although the
Constitutional Court has not yet ruled that a specific budget allocation is an
unreasonable attempt to realise a right, this does not mean that budgetary decisions
are beyond judicial review. For instance, in the City of Johannesburg Metropolitan
Municipality v Blue Moonlight Properties 39 (Pty) Ltd and Another*>? case, the
municipality cited its insufficient budget as a reason for not providing temporary
accommodation to evictees. The Constitutional Court dismissed this argument. It

stated:

The city provided information relating specifically to its housing budget but did not
provide information relating to its budget in general. We do not know exactly what the
City’s overall financial position is. This Court’s determination of the reasonableness of
measures within available resources cannot be restricted by budgetary and other
decisions that may well have resulted from a mistaken understanding of constitutional
or statutory obligations. In other words, it is not good enough for the City to state that
it has not budgeted for something if it should indeed have planned and budgeted for it

in the fulfilment of its obligations.*>3

This ruling is significant as it opens the door for courts to examine the reasonableness

of budgeting processes and decisions.

Within the state’s available resources in the context of the right of access to
healthcare services for people with albinism
The socio-economic rights in South Africa, including the right to access healthcare

services, are inherently tied to the availability of state resources, as explicitly stated in

450 Grootboom (n 321 above), para 46.

451 Currie and de Waal (n 181 above) 582.

452 City of Johannesburg Metropolitan Municipality v Blue Moonlight Properties 39 (Pty) Ltd and Another
[2011] ZACC 33, 2012 (2) SA 104 (CC).

453 |bid, para 74.
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sections 26(2) and 27(2) of the Constitution.*>* These sections mandate that the
state's obligations are contingent upon the resources at its disposal.**® This principle
has been consistently emphasised by the Constitutional Court, notably in the
Soobramoney**® case, where former Chief Justice Chaskalson highlighted that

resource constraints inherently limit the state's duties under sections 26 and 27.4%7

As already discussed in chapter two of this dissertation, Article 2, paragraph 1 of the
ICESCR mandates that each State Party commits to taking necessary actions, using
the maximum available resources, to progressively achieve the full realisation of the
rights outlined in the Covenant.**® This international legal framework reinforces the
notion that resource availability is a fundamental consideration in fulfilling socio-
economic rights. Compliance with section 27(2) of the Constitution’s*>° obligations also

ensure that South Africa meets its commitments under international law.

This dissertation posits that, drawing from the Grootboom*®® case, the state must
ensure that adequate resources are allocated to healthcare programs tailored to meet
the unique needs of individuals with albinism. The court in Grootboom*¢* clarified that
for a program to be deemed reasonable, it must appropriately allocate the necessary
resources.*®? This standard applies equally to the right of access to healthcare
services for people with albinism because, although the Grootboom*®? case dealt with
the right to have access to adequate housing, this right has the same textual
formulation as the right of access to healthcare services. As noted by Currie and De
Waal, when resources become available, the state is expected to intensify its efforts
to fulfil socio-economic rights.4¢4 This dissertation opines that as more resources
become accessible, the state must do more to realise these rights, including those of

healthcare services for people with albinism.
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457 |bid, para 11.

458 |CESCR (n 40 above).

459 The Constitution of the Republic of South Africa, 1996.
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The Constitutional Court's ruling in City of Johannesburg Metropolitan Municipality v
Blue Moonlight Properties 39 (Pty) Ltd and Another*%> further supports this view. The
Court dismissed the municipality's argument of the insufficient budget as a reason for
not providing temporary accommodation to evictees, emphasising that
reasonableness cannot be constrained by budgetary decisions stemming from
misunderstandings of constitutional obligations.4%® This dissertation asserts that the
state must actively plan and budget for healthcare services that address the needs of
people with albinism. This includes ensuring that specialised programs are well-

resourced and that any budgetary decisions are transparent and justifiable.

3.5. CONCLUSION

This chapter answered the alluded question of South Africa’s constitutional obligations
to ensure access to healthcare services for people with albinism by clarifying such
obligations. Under section 7(2) of the Constitution, the state must respect, protect,
promote, and fulfill the right of access to healthcare services for these people. It has
positive and negative obligations on their right of access to healthcare. Negative
obligations require it to avoid interfering with access to healthcare, which must be
immediate and unconditional, without excuses related to resource availability. Any
limitations must be justified under section 36 of the Constitution through a two-stage
process: determining if there is a breach and if the limitation is reasonable and
justifiable. Negative obligations are immediate and are not subject to qualifiers under
section 27(2) of the Constitution. South Africa's positive obligations differ from its
negative obligations, as they are justified within the framework of the reasonableness
test and subject to qualifiers under section 27(2) of the Constitution. Positive
obligations require the state to take reasonable legislative and other measures to
progressively realise the right of access to healthcare services within its available
resources. The following chapter assesses South Africa’s legislative and other efforts
to provide access to healthcare services for people with albinism and identifies areas

needing improvement to meet international and constitutional obligations.

465 City of Johannesburg Metropolitan Municipality (n 425 above).
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CHAPTER FOUR

ASSESSING SOUTH AFRICA’'S COMPLIANCE WITH CONSTITUTIONAL AND
INTERNATIONAL OBLIGATIONS CONCERNING THE PROVISION OF ACCESS
TO HEALTH FOR PEOPLE WITH ALBINISM

4.1. INTRODUCTION

Chapter two clarified South Africa's obligations under international human rights law
to provide access to healthcare services for people with albinism. Chapter three
clarified South Africa’s constitutional obligations to ensure access to healthcare
services for people with albinism. It was noted in the previous chapters that both
international law and the Constitution mandate South Africa to take legislative and
other measures to comply with access to health rights for people with albinism. This
chapter notes that South Africa has taken legislative and other measures to ensure
access to healthcare services for people with albinism. Legislative measures include
the National Health Act*’ Promotion of Equality and Prevention of Unfair
Discrimination Act 4 of 200068 (hereafter referred to as the Promotion of Equality and
Prevention of Unfair Discrimination), and the National Health Insurance Act 20 of
20234 (hereafter referred to as the National Health Insurance Act). Other measures
include the Ekurhuleni Declaration on the Rights of Persons with Albinism,*’° the
provision of sunscreens and dermatological checkups, and the provision of sunglasses
and eye checkups. Drawing from the last two chapters, this chapter assesses the
adequacy of the legislative and other measures adopted by South Africa to provide
access to healthcare services for people with albinism. The adequacy of such
measures is measured against the aspirations of international law discussed in
chapter two of this dissertation. The chapter ends with a conclusion which summarises

the whole discussion.

467 Act 61 of 2003.

468 Act 4 of 2000.

469 Act 20 of 2023.

470 South African Government, ‘Ekurhuleni Declaration on the Rights of Persons with Albinism’ (n 59
above).
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4.2. AN ASSESSMENT OF LEGISLATIVE MEASURES ENACTED BY SOUTH
AFRICA

4.2.1. Introduction

As established above, the South African government has an obligation under
international law to make legislative measures to ensure access to healthcare services
for people with albinism. This obligation is rooted in international instruments such as
the CRPD*! and the ICESCR.%"? It is also reflected in the state’s Constitution,
specifically in section 27, which guarantees the right to access healthcare services.*”?
However, this obligation is not immediate under international law*’* and the
Constitution,*”> meaning it must be fulfilled progressively within the state’s available
resources. These legislative measures must be reasonable, as established in the case
of Grootboom,*’® where the Constitutional Court emphasised that the state must take
reasonable legislative and other measures to achieve the progressive realisation of

socio-economic rights.4"”

To date, the South African government has enacted several pieces of legislation to
fulfil this obligation, including the National Health Act,*’® the Promotion of Equality and
Prevention of Unfair Discrimination Act,*”® and the National Health Insurance Act.*®
The obligation to fulfil is in the international instruments*8* and is reflected by the South
African Constitution.#®? This section will discuss these legislations below. While
Daklo's study praises South Africa for its legislative measures protecting the health
rights of people with albinism,*8 this dissertation respectfully disagrees. It posits that
significant gaps and areas requiring improvement still exist within South Africa's

legislative framework. The ensuing discussion in this section critically examines these

471 CRPD (n 44 above), Article 25.

472 |CESCR (n 40 above), Article 2(1).

473 The Constitution of the Republic of South Africa, 1996.

474 ICESCR (n 40 above), Article 2(1).

475 The Constitution of the Republic of South Africa, 1996, sec 27(2).
476 Grootboom (n 321 above).

477 |bid, para 41.

478 Act 61 of 2003.
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480 Act 20 of 2023.

481 Office of the High Commissioner for Human Rights (n 75 above).
482 The Constitution of the Republic of South Africa, 1996, sec 7(2).
483 Daklo (n 72 above).
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shortcomings, underscoring the necessity for further legislative improvements to better

safeguard and advance the health rights of individuals with albinism in South Africa.

4.2.2. National Health Act 61 of 2003

One of the legislative measures enacted by the South African government to establish
a structured and uniform health system across the state is the National Health Act.*8
This Act is grounded in the principles of the Constitution,*®®> aiming to address the
past's socio-economic injustices and health service imbalances. It seeks to ensure
that all citizens have access to quality healthcare services,*® to fulfil the state’s
obligations under both national*®” and international law, as discussed in the previous

chapters of this dissertation.*®

The National Health Act*®® addresses the healthcare challenges faced by people with
albinism through several provisions to ensure equitable access to healthcare services.
Section 4 of the Act provides that the Minister of Health must prescribe conditions
under which free health services must be provided to certain categories of persons.*%

It reads as follows:

4(1) The Minister, after consultation with the Minister of Finance, may prescribe
conditions subject to which categories of persons are eligible for such free health
services at public health establishments as may be prescribed. (2) In prescribing any
condition contemplated in subsection (1), the Minister must have regard to- (a) the
range of free health services currently available; (b) the categories of persons already
receiving free health services; (c) the impact of any such condition on access to health
services; and (d) the needs of vulnerable groups such as women, children, older

persons and persons with disabilities.*%!

According to Daklo, section 4(2)(d) identifies individuals with disabilities, including
those with albinism, as a vulnerable group entitled to free healthcare services under

the Act.*°? This dissertation argues, contrary to Daklo’s view, that the structure and

484 Act 61 of 2003.

485 The Constitution of the Republic of South Africa, 1996, sec 27.
486 Act 61 of 2003.

487 The Constitution of the Republic of South Africa, 1996, sec 7(2).
488 Office of the High Commissioner for Human Rights (n 75 above).
489 Act 61 of 2003.

490 |bid.

41 |bid.

492 Daklo (n 72 above).
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provisions of section 4 do not sufficiently guarantee free access to healthcare services
for people with albinism. Firstly, the Act's language is discretionary, allowing the
Minister to prescribe conditions for free healthcare services after consultation with the
Minister of Finance.**® This implies that the provision of free healthcare is not a
guarantee but rather contingent upon the Minister's determination and the state of

available resources.

Secondly, the criteria listed in section 4(2) are broad and non-specific.4** While
subsection (d) acknowledges the needs of vulnerable groups, including those with
disabilities, it does not explicitly mandate free healthcare services for people with
albinism.*%> Instead, it places the responsibility on the Minister to consider various
factors, which can result in inconsistent application and potential gaps in service
provision. Moreover, this dissertation contends that the discretionary nature of these
provisions may lead to insufficient allocation of resources, failing to address the
specific and ongoing healthcare needs of individuals with albinism. This lack of explicit
guarantees leaves room for subjective interpretation and potentially inadequate

healthcare support for this vulnerable group.
Section 4(3) of the National Health Act stipulates that:

Subject to any condition prescribed by the Minister, the State and clinics and
community health centres funded by the State must provide- (a) pregnant and lactating
women and children below the age of six years, who are not members or beneficiaries
of medical aid schemes, with free health services; (b) all persons, except members of
medical aid schemes and their dependants and persons receiving compensation for
compensable occupational diseases, with free primary health care services; and (c)
women, subject to the Choice on Termination of Pregnancy Act, 1996 (Act 92 of 1996),

free termination of pregnancy services.*%

Section 4(3) requires state-funded clinics and community health centers to offer free
health services to specific groups following any conditions set by the Minister.*?” These

groups include pregnant and lactating women and children under six years old,

493 Act 61 of 2003.
494 bid.
495 |bid.
496 |bid.
497 |bid.
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provided they are not members or beneficiaries of medical aid schemes.4%8
Additionally, it mandates that all individuals, excluding members of medical aid
schemes, their dependents, and those receiving compensation for occupational
diseases, are entitled to free primary healthcare services.*®® While children with
albinism below the age of six are entitled to free access to healthcare services under
section 4(3),5%° those people with albinism who are six years old and above are only
entitled to free primary healthcare services, despite their healthcare needs being the

same as those below the age of six.

Drawing from South African Constitutional Court jurisprudence discussed in chapter
three of this dissertation, the reasonableness test is the standard used to determine
whether state measures to realise constitutional rights meet the constitutional
obligations®®* which are also provided for in the international human rights instruments
which are discussed in the second chapter of this dissertation. This test, as established
in landmark cases such as Grootboom®®? and Mazibuko,”*® mandates that state
measures must not exclude those whose other rights would be most in peril or whose
ability to enjoy other rights will be at risk. The Grootboom®®* case emphasises that the
reasonableness of a measure must take into account the degree and extent of the
denial of the right it aims to realise. Measures that fail to address the needs of those
most in peril, no matter how statistically successful, do not pass the reasonableness

test.505

People with albinism face unique and severe healthcare challenges, including
heightened risks of skin cancer, visual impairments, and other health issues.>%® The
Act’s failure to explicitly include people with albinism who are 6 years old or above as
a vulnerable group amongst those who must receive free health services®"’ raises
significant concerns about its comprehensiveness and inclusivity. This dissertation

opines that such omission is a failure to consider this group's specific and urgent

4% |bid, sec 4(3)(a).

499 Act 61 of 2003, sec 4(3)(b).

500 Act 61 of 2003.

501 Mazibuko (n 384 above), para 67, Grootboom (n 321 above),para 44.
502 Grootboom (n 321 above), para 44.

503 Mazibuko (n 384 above), para 67.

504 Grootboom (n 321 above), para 44.

505 |bid.

506 Anthonie Kruger and Radloff (n 222 above).

507 Act 61 of 2003, sec 4(3).
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needs, which conflicts with the Constitutional Court’s reasonableness requirement that
measures must be inclusive and comprehensive, addressing the most desperate
needs.5%® Without explicit access to free healthcare services, people with albinism are

left without a solid basis to advocate for their health rights as free entitiements.

The right to dignity, enshrined in the South African Constitution, is fundamentally about
acknowledging the inherent worth of every individual.>%® Denying children with albinism
aged six and above or even adults access to the same level of free healthcare services
as those below six, regardless of sharing the same health problems, sends a clear
message that their health and well-being are less important. Such an exclusion
diminishes their sense of self-worth and respect, directly impacting their dignity. This

exclusion also puts their right to life51° at stake.

As discussed in this dissertation, research shows that most people with albinism die
at the ages of 30 and 40 because of skin cancer.>!! This shows how people with
albinism face a significantly higher risk of life-threatening conditions such as skin
cancer. The provision of free healthcare services for only those under six neglects the
urgent and continuous healthcare needs of older children with albinism and adults,
potentially leading to preventable medical conditions and even fatalities and this
affects their right to life.>'2 This shows that without access to healthcare services

people with albinism’s ability to enjoy other rights like dignity®'2 and life>'# are at risk.

Resource allocation and practical implementation are vital in assessing the
reasonableness of the Act. Section 4 mandates consultations with the Minister of
Finance, but this does not guarantee that sufficient resources are directed towards the
healthcare needs of people with albinism.5'% As highlighted in the Grootboom?®¢ case,
mere legislative enactment is insufficient; appropriate financial and human resources

must support these measures.>'” Without specific allocations, the intended benefits

508 Grootboom (n 321 above), para 44.

509 The Constitution of the Republic of South Africa, 1996, sec 10.
510 The Constitution of the Republic of South Africa, 1996, sec 11.
511 Ero (n 19 above).

512 The Constitution of the Republic of South Africa, 1996, sec 11.
513 The Constitution of the Republic of South Africa, 1996, sec 10.
514 The Constitution of the Republic of South Africa, 1996, sec 11.
515 Act 61 of 2003.

516 Grootboom (n 321 above).

517 |bid, para 39.
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for vulnerable populations such as people with albinism may remain theoretical rather

than translating into real-world improvements.

4.2.3. Promotion of Equality and Prevention of Unfair Discrimination Act 4 of
2000 (PEPUDA)

Another legislative measure taken by the South African government is the enactment
of the PEPUDA, which is important in ensuring access to healthcare services for all
individuals, including people with albinism.>!8 Its primary objective is to give effect to
section 9 of the Constitution, which guarantees the right to equality and prohibits unfair
discrimination.5 It reflects South Africa's commitment to its international obligations,
as discussed in Chapter two of this dissertation. Its Preamble acknowledges South
Africa's binding international obligations under various treaties in the field of human
rights, particularly those promoting equality and prohibiting unfair discrimination.>2 It
specifically references the CEDAW and the CERD.>?! Section 8(g) of the PEPUDA
addresses unfair discrimination based on gender, specifically mentioning health
services.>?? It provides that limiting women'’s access to social services or benefits, such
as health, education, and social security, constitutes unfair discrimination.>?® It is the
view of this dissertation that while this provision is commendable in its intent to protect
women's access to health services, it does not equally emphasise the protection

against discrimination for men, including men with albinism.

The CERD, in its periodic report, as discussed in chapter two of this dissertation,
highlighted the need for persons with albinism to have equal access to education,
healthcare, and employment.>?* The Committee’s recommendations do not distinguish
between men and women, implying that both genders should be afforded equal access
to necessary healthcare services without discrimination.>?®> However, this dissertation

argues that section 8(g) of PEPUDA,>%¢ by specifically focusing on women's access to

518 Act 4 of 2000.

519 The Constitution of the Republic of South Africa, 1996.

520 Act 4 of 2000.

521 |bid.

522 |bid.

523 |bid.

524 Committee on the Elimination of Racial Discrimination, ‘Concluding observations on the combined
ninth to eleventh periodic reports of South Africa’ (n 172 above).

525 |bid.

526 Act 4 of 2000.
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health services, fails to provide an equivalent level of protection and guarantee for

men, including men with albinism.

Notably, the only place where the Act includes men when it comes to health is in its
schedule 3(b), which states: "Unfairly denying or refusing any person access to health
care facilities or failing to make health care facilities accessible to any person.">?” This
dissertation posits that the language used in section 8(g) is different from that in
schedule 3(b).5>? The phrase "access to healthcare facilities provided to any person,
including men"2° could mean that individuals can physically access the facilities, but
it does not guarantee that they will receive the necessary health services once inside.
In contrast, section 8(g) mentions health services afforded to women,>3° ensuring that
women not only access the facilities but also the comprehensive range of health

services provided within them.

4.2.4. National Health Insurance Act 20 of 2023 (NHI Act)

To comply with its international and constitutional obligations of making legislative and
other measures to realise health rights, as discussed in the previous chapters of this
dissertation, South Africa has recently enacted the NHI Act.>®! This Act represents a
significant legislative step toward the realisation of universal health care for all citizens
including those with albinism.>32 The preamble of this Act acknowledges South Africa's
dedication to fulfilling its international obligations®3® as articulated in human rights
instruments discussed in chapter two of this dissertation. Its Preamble references
Article 12 of the ICESCR, which enshrines the right of every individual to attain the

highest possible standard of physical and mental health.>3*

Furthermore, the Preamble highlights Article 16 of the ACHPR, which emphasises the
duty of state parties to enact measures that safeguard the health of their populace and
ensure access to medical care when necessary.>*® These international mandates

resonate deeply within the South African constitutional framework discussed,

527 |bid.
528 |bid.
529 |bid.
530 |bid.
531 Act 20 of 2023.
%32 |bid.
533 |bid.
534 |bid.
535 |bid.
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particularly in relation to section 27(1)(a) as discussed in chapter three of this
dissertation, which guarantees that every individual possesses the right to access
health care services.>3 In its essence, the NHI Act serves to give effect to section
27(2)(a) of the South African Constitution, which compels the state to take "reasonable
legislative and other measures" to progressively realise the right to health care.>3’ In
light of the above, it is the view of this dissertation that the Preamble of the NHI Act,>38

encompasses the health rights of vulnerable groups such as people with albinism.

Prinsen acknowledges the noble intentions of the NHI Act in striving for universal
healthcare access.>®® She praises the Act for its alignment with constitutional
mandates and its potential to bridge the gap in healthcare disparities in South Africa.>4°
However, Prinsen criticises the Act for its vague implementation guidelines and lack of
a clear funding mechanism.>*! She also raises concerns about potential corruption
and inconsistencies in coverage scope, which could hinder effective implementation
and impact existing healthcare structures.>*? This dissertation agrees with Prinsen's
criticisms, particularly regarding the vagueness in implementation and the lack of a
clear funding strategy. Ensuring access to healthcare for people with albinism requires
a well-defined and funded plan. The uncertainties in the NHI Act>*® could lead to
inefficiencies and inadequate healthcare infrastructure, affecting the quality and

accessibility of services for people with albinism.

Gwarube has labelled the NHI Act a political ploy, warning of potential corruption and
questioning its financial feasibility.>** This dissertation acknowledges these concerns,
particularly in the context of ensuring access to healthcare services for people with

albinism. The potential for corruption and financial mismanagement could undermine

536 The Constitution of the Republic of South Africa, 1996.

537 |bid.

538 Act 20 of 2023.

539 Larisse Prinsen, 'OPINION | The pros and cons of the National Health Insurance Bill: Recap of what
experts have raised about the NHI' (TimesLIVE, 14 May 2024) <https://www.timeslive.co.za >accessed
20 November 2024.

540 |bid.

541 |bid.

542 |bid.

543 Act 20 of 2023.

544 Navigating the Future of Healthcare Redress in South Africa, Regent Business School Blog (21
November 2024) <htips://regent.ac.za/blog/navigating-future-healthcare-redress-south-africa >
accessed 22 November 2024.
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the effectiveness of the NHI Act,>*° leading to inadequate healthcare infrastructure and

services for vulnerable groups, including people with albinism.

The case of City of Johannesburg Metropolitan Municipality v Blue Moonlight
Properties 39 (Pty) Ltd and Another®*® was discussed in chapter three of this
dissertation, where the Constitutional Court emphasised that insufficient budgeting
cannot excuse the failure to fulfill constitutional obligations to realise human rights,
which includes the rights of health for people with albinism.>*” Similarly, in
Grootboom,>*® the Court highlighted that government programs must have adequate
resources allocated to them to be considered reasonable.>* In light of what was stated
in these cases, this dissertation posits that without clear and sufficient funding, the NHI
Act>®0 risks being deemed unreasonable under these standards. The lack of a detailed
implementation plan further worsens this issue, making it difficult to ensure that

healthcare services for people, including those with albinism are adequately provided.

4.3. AN ASSESSMENT OF OTHER MEASURES TAKEN BY THE GOVERNMENT
TO PROVIDE ACCESS TO HEALTHCARE SERVICES FOR PEOPLE WITH
ALBINISM

4.3.1. Introduction

The Constitution,®>! along with international instruments such as the ICESCR®®? and
ACHPR,%%3 discussed in the previous chapters of this dissertation mandates the state
to take comprehensive measures beyond legislative actions to ensure the realisation
of socio-economic rights. This includes rights like access to healthcare services for

people with albinism in South Africa.

In the Grootboom®>* case, the court emphasised that legislative measures alone are
insufficient. The state must also implement well-directed policies and programs to

achieve the intended outcomes. These policies and programmes must be reasonable

545 Act 20 of 2023.

546 City of Johannesburg Metropolitan Municipality (n 425 above).
547 |bid, para 74.

548 Grootboom (n 321 above).

549 |bid, para 42.

550 Act 20 of 2023.

51 The Constitution of the Republic of South Africa, 1996, sec 27(2).
552 |CESCR (n 40 above), Article 2(1).

553 ACHPR (n 45 above), Article 16.

554 Grootboom (n 321 above).
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in both their design and execution. Simply formulating a program is not enough; it must
be effectively implemented. A program that is reasonable in theory but poorly executed
will not fulfil the state’s obligations. Therefore, the state must ensure that legislative
measures are complemented by well-designed and effectively implemented policies
and programs.®®® The other measures taken by the state to fulfil its obligation to ensure

access to healthcare services for people with albinism are as follows:

4.3.2. The Ekurhuleni Declaration on the Rights of Persons with Albinism, 2013

The most significant step by the South African government towards ensuring access
to healthcare services for people with albinism was the adoption of the Ekurhuleni
Declaration on the Rights of Persons with Albinism.5¢ It was adopted during the
National Albinism Conference in 2013 and outlines various measures to improve the
rights and access to healthcare services for persons with albinism.%%” The measures
outlined in the Ekurhuleni Declaration on the Rights of Persons with Albinism>%8 align
with international standards and commitments, such as the ICESCR®®® and the
ACHPR,%%0 as previously discussed in chapter two of this dissertation. These
international laws emphasise the right to the highest attainable standard of health
without discrimination and urge the state to take measures to ensure equitable access

to healthcare services for all people, including those with albinism.56%

The South African Constitution mandates the state to take reasonable legislative and
other measures to achieve the progressive realisation of the right to healthcare, as
detailed in section 27.562 Furthermore, the Ekurhuleni Declaration reflects the best
practices outlined in the SADC DPPA.%%3 This includes a commitment to protecting the
rights of people with albinism and improving their quality of life across the region. The

declaration is not binding. It is a set of recommendations and commitments made by

555 Grootboom (n 321 above), para 42.

556 South African Government, ‘Ekurhuleni Declaration on the Rights of Persons with Albinism’ (n 59
above).

557 |bid.

558 |bid.

559 ICESCR (n 40 above).

560 ACHPR (n 45 above).

561 |CESCR (n 40 above), Article 2(1), ACHPR (n 45 above), Article 16.

562 The Constitution of the Republic of South Africa, 1996, sec 27(2)(a).

563 DPPA (n 46 above).
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the South African government and various stakeholders to improve the rights and

access to services for persons with albinism.%64

This dissertation posits that without the binding authority, the declaration's principles
rely on the goodwill and commitment of various government departments and
stakeholders. This can lead to inconsistent implementation and enforcement across
different regions and sectors. It can also be challenging to hold the state accountable
for failing to adhere to the principles of the declaration. Despite all that, this declaration
outlines best practices and guides for the South African government to improve access

to healthcare services for people with albinism.56°

Article 25 of the declaration emphasises the importance of providing free sunscreen
to individuals with albinism.5¢¢ This is important because people with albinism are
highly susceptible to skin damage from the sun due to their lack of melanin. The
Department of Health and provincial health departments can help protect their skin
and reduce the risk of skin cancer, by ensuring free access to adequate sunscreen.
Article 26 focuses on the need for free eye tests and the provision of spectacles across
all provinces.®®” People with albinism often have vision problems, so this article
highlights the importance of making eye care accessible to them. Accelerating the roll-
out of these services ensures that individuals with albinism can receive the necessary

eye care to improve their quality of life.

Article 27 calls for the Department of Health to work with the Albinism Society of South
Africa and the Council of Medical Aid Schemes. The goal is to include sunscreen and
other essential assistive devices as prescribed minimum benefits.>%® This means that
these items would be covered by medical aid schemes, making them more accessible
and affordable for people with albinism. Article 28 addresses the need for training
medical and non-medical personnel to eliminate discrimination against people with
albinism. It also aims to educate them about the different types of albinism and the

specific interventions required.%%® This training is essential to ensure healthcare

564 South African Government, ‘Ekurhuleni Declaration on the Rights of Persons with Albinism’ (n 59
above).
565 |bid.
566 |bid.
567 |bid.
568 |bid
569 |bid.
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providers can offer appropriate and respectful care to individuals with albinism. Article
29 highlights the importance of improving access to discrimination-free health services
in rural areas. This includes rolling out infrastructure to ensure that people with

albinism in these areas can receive the same level of care as those in urban areas.>’°

During her visit to South Africa in 2019, Ero, the UN Independent Expert on the
enjoyment of human rights by persons with albinism, urged the Government and civil
society to collaborate on developing a national action plan.5’* This plan should
incorporate measures from the Ekurhuleni Declaration of 2013 and the Regional
Action Plan on albinism.5”? She emphasised the importance of ensuring that people
with albinism, who are among the most marginalised, are included in both national and
international development agendas.>”® This dissertation supports Ero's call, arguing
that such a national action plan would significantly enhance the rights and access to
healthcare services for people with albinism, aligning with South Africa's international

and constitutional obligations discussed in previous chapters.

4.3.3. The current provision of sunscreens and dermatological checkups in

public hospitals

Before discussing the current provision of sunscreens by South Africa, it is essential
to provide the background that South Africa, located at the southernmost tip of the
African continent, spans from latitudes 22.34° S to 34.28° S.574 The state’s geography
includes a narrow coastal plain that rises to a vast plateau known as the Highveld,
which is approximately 1200 meters above sea level. This region is characterised by
high atmospheric pressure and clear skies, leading to significant levels of ambient
solar ultraviolet radiation (hereafter referred to as the UVR).>> These environmental
conditions pose a particular risk to individuals with albinism. Without melanin, which

provides some protection against UVR, people with albinism are much more

570 |bid.

571 UN Human Rights Office of the High Commissioner, 'South Africa must step up action to end racial
discrimination against people with albinism — UN expert’ (OHCHR, 17 September 2019)
<https://www.ohchr.org/en/press-releases/2019/09/south-africa-must-step-action-end-racial-
discrimination-against-people >accessed [Date].

572 |bid.

573 |bid.

74 Geodatos, ‘South Africa Geographic Coordinates’
(2024) <https://www.geodatos.net/en/coordinates/south-africa> accessed 6 October 2024.

575 Geography of South Africa, ‘Highveld' (2024) <https://en.wikipedia.org/wiki/Highveld> accessed 6
October 2024.
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susceptible to skin damage from UV exposure.>’® The high levels of UVR in the
Highveld, due to its clear skies and altitude, significantly increase the risk of skin
cancer for those with albinism. >“Their skin lacks the natural defence mechanisms
that melanin provides, making them vulnerable to the carcinogenic effects of
prolonged UV exposure.>’® Therefore, the geographical and climatic conditions of
South Africa, particularly in the Highveld,>”° necessitate heightened protective
measures for individuals with albinism to mitigate their increased risk of skin cancer

such as the provision of sunscreen.

In South Africa currently, the government provides a generic Sun Protection Factor
(hereafter referred to as the SPF) 15 sunscreens free of charge through regional
hospitals.>®° However, this SPF level is generally considered insufficient for the high
UV exposure that people with albinism face in South Africa due to its geographical
location.®®! Ideally, sunscreens with higher SPF, such as SPF 30 or 50, are
recommended for better protection and must be applied every hour or two.%®? This
means that people with albinism who want sunscreens with higher SPF might need to
buy them for themselves. Currently at South African shops sunscreens with SPF 30 to
50 costs from R150 to R600.583 This can be challenging for those who cannot afford

to buy.

South Africa has approximately four hundred public hospitals and over 200 private
hospitals.>®* While some hospitals and clinics provide sunscreen for individuals with

albinism, the availability can differ. In rural and remote areas, access to hospitals and

576 Mayo Clinic, ‘Albinism - Symptoms and Causes’ (2024) <https://www.mayoclinic.org/diseases-
conditions/albinism/symptoms-causes/syc-20369184> accessed 6 October 2024.

577 Caradee Yael Wright and Mary Norval, ‘Solar Ultraviolet Radiation, Skin Cancer and Photoprotective
Strategies in South Africa’ (2022) Photochemistry and
Photobiology <https://doi.org/10.1111/php.13676> accessed 6 October 2024.

578 Mayo Clinic (n 301 above).

579 Geography of South Africa, ‘Highveld’ (n 301 above).

%80 Patricia Margaret Lund and Julie Susan Taylor, ‘Lack of adequate sun protection for children with
oculocutaneous albinism in South Africa’ (2008) BMC Public

Health <https://bmcpublichealth.biomedcentral.com/articles/10.1186/1471-2458-8-225> accessed 6
October 2024.

%81 |bid.

582 American Academy of Dermatology, ‘How to Apply Sunscreen’
(2024) <https://www.aad.org/public/everyday-care/sun-protection/sunscreen-patients/how-to-apply-
sunscreen> accessed 6 October 2024.

583 Dis-Chem, ‘Shop for Sunscreen Online’ (2024) <https://www.dischem.co.za/shop-by-
department/beauty-and-skincare/dermocosmetics/sun> accessed 6 October 2024.

584 Wikipedia, ‘Healthcare in South Africa’
(2024) <https://en.wikipedia.org/wiki/Healthcare in_South Africa> accessed 6 October 2024.
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clinics that provide sunscreen can be challenging.5®® For example, regions like the
Eastern Cape and parts of Limpopo often have limited healthcare infrastructure,
making it difficult for residents, such as those with albinism, to access necessary
medical supplies, including sunscreen.>® In their research on the lack of adequate sun
protection for children with albinism in South Africa, Lund, and Taylor found that
government-sponsored sunscreen was only available if actively pursued and that this
process required time-consuming trips to regional hospitals, where the supply was
often inadequate and insufficient to meet the needs of these children.%®” In a study
conducted by Zungu and Mashige, focusing on individuals with albinism in KwaZulu-
Natal, South Africa, participants expressed concerns about the shortage of
sunscreens available at hospitals.>® This shortage often forces them to purchase
sunscreens, which can be a significant financial burden. This shows that there is a
need for improvement, depending on the availability of resources, to ensure the

availability of adequate sunscreen at South African hospitals.

Regular dermatological checkups are crucial for the early detection and prevention of
skin cancer in people with albinism, as this allows dermatologists to closely monitor
skin health, identify precancerous lesions early, and provide timely treatment, which is
essential for improving outcomes and survival rates.>®® However, in South Africa,
dermatological checkups for people with albinism are not universally available for free,
and access to these essential services remains a significant challenge.>° The public
healthcare system does provide some dermatological services, but the availability and
quality of these services can vary greatly depending on the region.>®? People with

albinism often face barriers in accessing regular dermatological care. These barriers

585 Caradee Yael Wright, ‘Solar Ultraviolet Radiation Exposure and Human Health in South Africa:
Finding a Balance’ (2018) South African Medical
Journal <https://www.samj.org.za/index.php/samij/article/view/12345> accessed 6 October 2024.
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include long waiting times, limited availability of specialists, and the costs associated

with private healthcare, which many cannot afford.5%

Research by Mswela has highlighted the lack of access to preventative services by
people with albinism, such as regular dermatological checkups, which are crucial for
early detection and treatment of skin cancer.5% Affordability is another critical issue.
While some non-governmental organisations (hereafter referred to as NGOs) and
initiatives, such as Beyond Suncare, provide free or subsidised dermatological
services and sun protection products, these efforts are not widespread enough to meet
the needs of all individuals with albinism in South Africa.>®* The high cost of private
dermatological care makes it inaccessible for many, particularly those from low-income
backgrounds.>®® This shows that, while there are some efforts to provide
dermatological care for people with albinism in South Africa, much more needs to be
done to ensure that these services are accessible, affordable, and effective in

preventing and treating skin cancer.

4.3.4. The provision of sunglasses and eye checkups

The provision of free sunglasses and regular checkups for people with albinism is not
a standard practice in South Africa,>*¢ yet people with albinism in South Africa face
significant eye challenges due to the lack of melanin, which affects their vision and
makes them highly sensitive to light. This condition results in several visual
impairments, including photophobia (sensitivity to light), nystagmus (involuntary eye
movements), and reduced visual acuity (sharpness of vision).5%” According to a study
published in BMC International Health and Human Rights, 85% of children with
albinism in South Africa were found to have less than 30% vision, even with the best
optical correction.>% This highlights the severe impact of albinism on visual acuity. The

study also noted that individuals with albinism experience a range of visual

592 Mswela (n 22 above).

593 |bid.

594 Beyond Suncare, ‘Health and dignity for people with albinism’ (2024)
<https://beyondsuncare.org/en/> accessed 6 October 2024.

595 Zungu and Mashige (n 268 above).

% Mswela (n 22 above).
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albinism in Southern Africa’ (2022) South African Youth Organisation< https://sayof.org/wp-
content/uploads/2022/09/SAYOF-ARTICLE-updated-1.pdf> accessed 6 October 2024.
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African regions: their rights to ‘being’ and ‘doing” (2018) 18 BMC International Health and Human Rights
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impairments, including photophobia, nystagmus, poor depth perception, strabismus,
and refractive error.5®® These visual impairments necessitate the provision of
specialised healthcare services for people with albinism. Access to regular eye
examinations, prescription glasses, and sunglasses with high UV protection is crucial

to manage light sensitivity and improve visual acuity.6%°

Despite the critical need for specialised eye care and protective measures, the national
health system has not adequately addressed these needs.®®' According to the
Albinism Society of South Africa, very few individuals with albinism have access to
sunglasses with high UV protection, which are crucial for managing light sensitivity.%?
Preventative services such as regular eye checks and corrections are not readily
available. This lack of access is particularly pronounced in rural areas, where

healthcare facilities are often under-resourced and far from reach.6%

While some non-profit organisations and international partnerships, such as those with
Altruist Sunscreen, have made efforts to provide these essential items, the coverage
is far from sufficient.®®* The cost of high-quality sunglasses with UV protection in
private healthcare settings can range from R500 to R5000, depending on the brand
and specifications.®®> For many individuals with albinism, especially those from low-
income backgrounds, these costs are prohibitive and place a significant financial
burden on them and their families. This shows that there is a need for the South African
government, depending on the availability of resources, to ensure that sunglasses and

regular eye examinations are accessible and affordable.
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4.3.4. Would the recognition of the right of access to healthcare services as a
minimum core obligation be an essential measure to ensure the realisation of

access to healthcare for people with albinism?

The CESCR has emphasised that states have a fundamental obligation to ensure the
fulfilment of minimum essential levels of each right under the ICESCR.®% This
instrument, as discussed in chapter two of this dissertation, contains the right to health,
which encompasses the right to access healthcare services for people with albinism®°”
meaning that South Africa, as a party to this instrument, has this obligation to ensure
the fulfilment of minimum essential levels of the right of access to healthcare services.
Although these essential levels are dependent on resources, they should be prioritised
by the state in its efforts to realise the rights under the ICESCR. This means that the

fulfilment of these essential levels depends on South Africa’s available resources.

The CESCR interprets State Parties' minimum core obligations under the ICESCR
based on extensive experience gained from examining state parties' reports over more
than a decade. The Committee asserts that it is incumbent on every State party to
ensure at least the minimum essential levels of each right are satisfied. Therefore, a
state party where a significant number of individuals lack essential food, healthcare,
basic shelter, housing, or basic education is, prima facie, failing to fulfil its obligations
under the Covenant. If the Covenant did not establish this minimum core obligation, it
would lose its purpose. However, any assessment of whether a State has met its
minimum core obligation must consider the resource constraints within that state.6%®
Article 2(2) requires each state party to take necessary steps using the maximum
available resources.5% To justify a failure to meet these obligations due to a lack of
resources, a state must demonstrate that it has made every effort to utilise all available

resources to satisfy these minimum obligations as a priority.61°

The South African Constitutional Court has historically rejected the doctrine of

minimum core obligations in several landmark cases,®!! despite its critical importance

606 General Comment No. 3 (n 137 above).

607 ICESCR (n 40 above), Article 12.

608 General Comment No. 3 (n 137 above).

609 ICESCR (n 40 above), Article 12.

610 General Comment No. 3 (n 137 above).

611 Grootboom (n 321 above), para 33; Treatment Action Campaign (n 344 above), para 34; Mazibuko
(n 384 above).
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in ensuring the fulfilment of socio-economic rights. In the Grootboom®'? case, the Court
was hesitant to fully endorse the concept of a minimum core obligation in relation to
section 26 of the Constitution. This reluctance stemmed from the complexities involved
in defining a universal minimum standard for socio-economic rights, given the diverse
and varying circumstances and needs of individuals.®'® Although the Court
acknowledged the potential value of minimum core obligations as a tool for assessing
the reasonableness of state actions in specific cases, it emphasised the need for
detailed information to determine what the minimum core should be in each unique

situation.614

Similarly, in the Treatment Action Campaign®® case, the amici curiae attempted to
persuade the Constitutional Court to recognise a 'minimum core' of socio-economic
rights.%16 However, the Court reaffirmed its stance from the Grootboom case, indicating
that while the concept of minimum core obligations could be used to assess the state's
actions, it did not establish an independent right under Section 26(1).6” The Court
emphasised that its interpretation was aligned with the role and capacity of courts
within a constitutional democracy,®'8 highlighting that courts lack the broad capabilities
required to determine minimum core standards and are not well-suited to make

decisions with extensive social and economic impacts on the community.°

In Mazibuko and Others v City of Johannesburg,5?° the issue centered on the right to
access sufficient quantities of water for a life of dignity.6?! The claimants argued that
section 27(1)(b) guaranteed a right to 50 litres of water per person daily.%?? Despite
this, Justice O'Regan dismissed the argument, noting similar reasons to those in the
Grootboom and Treatment Action Campaign cases.5? Her interpretation of section
27(1) and (2) suggested there is no immediate legal entitlement to a minimum core of

a right and, by extension, no immediate claim to the full scope of the right's related

612 Grootboom (n 321 above).

613 |bid, para 33.

614 bid.

1% Treatment Action Campaign (n 344 above).
616 |bid, paras 29, 31.

617 |bid, para 34.

618 Treatment Action Campaign (n 344 above), para 37.
619 |bid, para 38.

520 Mazibuko (n 384 above).
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duties. Justice O'Regan elaborated that it was neither anticipated nor feasible for the
state to instantly provide all fundamental life necessities to citizens. Social and
economic rights enable citizens to require the state to act sensibly and progressively
to guarantee the basic necessities of life for everyone. These rights also allow citizens
to hold the government accountable for how it endeavours to fulfil social and economic
rights. This perspective dismisses the concept of minimum core obligations, even as
a means to interpret what constitutes reasonable actions under the principle of

progressive realisation.6%

Chenwi argues that the concept of minimum core should be viewed as an integral
aspect of progressive realisation of human rights.®?> She contends that achieving the
minimum essential levels of a right is an initial step towards progressive realisation,
thus making it an inherent part of the overall concept of progressive realisation.®?¢ This
perspective is crucial when considering the Court's decisions in Grootboom,®%’
Treatment Action Campaign,®?® and Mazibuko.’?® These cases have significant
implications for people with albinism and their right to access healthcare services,
even though these cases focused on different rights. By rejecting the minimum core
obligation, the Court fails to provide a safety net for the most vulnerable, such as

people with albinism who require specialised healthcare.

The minimum core obligation could serve as a benchmark for the state to fulfil its
duties, ensuring that basic essential services are not denied. This dissertation opines
that the Court's reluctance to adopt this concept may leave people with albinism at risk
of not receiving the necessary care, as there is no clear minimum standard that the
state is required to meet. The above perspective of this dissertation is endorsed by
Liebenberg, who asserts that without fulfilling the minimum essential needs necessary
for survival, the state's duty to progressively realise rights becomes ineffective and

hollow.530
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Since the Grootboom,®3! Treatment Action Campaign,®3? and Mazibuko®3 decisions,
South Africa has ratified the ICESCR, which provides for minimum core obligations.534
This dissertation opines that the ratification suggests that the state recognises the
importance of setting a baseline for socio-economic rights, which could include access
to healthcare services for people with albinism. The ratification raises the possibility
that South African courts may now give more weight to the minimum core obligations
as defined by international law. This could lead to a shift in the judicial approach to
socio-economic rights, potentially resulting in a greater emphasis on ensuring that the
basic needs of individuals are met as a matter of legal obligation. The Court's decision
predates this ratification, and one could argue that it should now be revisited to align
with South Africa's international commitments and to better protect the rights of
vulnerable groups. Adopting this doctrine of minimum core obligations could serve as
a significant measure that would restore hope and ensure that socio-economic rights
are better fulfilled, including the right of access to healthcare services for people with

albinism.

Should the courts reconsider their stance in light of the ratification of ICESCR, they
would likely acknowledge the right to access essential healthcare services for people
with albinism as a fundamental core obligation that the state must satisfy. This would
imply that, even in the face of financial difficulties, the state must demonstrate that it
has made every effort to utilise available resources to meet the basic healthcare needs
of people with albinism. Liebenberg reinforces this perspective by arguing that courts
should uphold the government's prioritisation inherent in the minimum core concept.®%
Liebenberg further indicated that courts should require the state to provide reasons for
any failure to meet survival-related needs as a top priority.5%¢ However, it remains
uncertain whether the courts will adopt the concept of minimum core obligations in the
future, despite the ratification of the ICESCR.

831 Grootboom (n 321 above).

832 Treatment Action Campaign (n 344 above).

633 Mazibuko (n 384 above).

634 The Government of South Africa ratifies the ICESCR’ (ESCR-Net, 20 January 2015)
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4.4. CONCLUSION

This chapter addressed the question of South Africa’s legislative and other efforts to
ensure access to healthcare services for people with albinism, identifying areas
needing improvement. The measures assessed include legislative actions such as the
National Health Act, the Promotion of Equality and Prevention of Unfair Discrimination
Act, and the National Health Insurance Act. Other measures include the Ekurhuleni
Declaration on the Rights of Persons with Albinism, the provision of sunscreens and
dermatological checkups, and the provision of sunglasses and eye checkups. While
these legislative and other measures represent significant steps towards ensuring

healthcare access for people with albinism, there is a clear need for improvement.

The current measures are not sufficiently comprehensive to meet South Africa’s
international and Constitutional obligations. For instance, the availability of accessible
or affordable sunglasses and regular eye checkups remains limited, and many
individuals with albinism still struggle to access essential dermatological care and
sunscreens. Therefore, the South African government must improve these measures
progressively and within its available resources, ensuring that all individuals with

albinism have full access to healthcare services.

The concept of minimum core obligations was also analysed in this chapter in the
context of the right of access to healthcare services for people with albinism and an
argument was made that South Africa’s rejection of this important doctrine was before
South Africa ratified the ICESCR which provides for its adoption by member states,
the courts must reconsider their stance as its adoption would align with South Africa's
international obligations under the ICESCR and ensure protection for the rights of
vulnerable groups such as people with albinism. The following chapter concludes the
research and offers recommendations to improve the legislative and other measures
taken by the South African government. The following chapter concludes the research
and offers recommendations to improve the legislative and other measures taken by

the South African government.

97

© University of Venda



niversity of Venda
Creating Future Leaders

University of Venda

CHAPTER FIVE

CONCLUSION AND RECOMMENDATIONS

5.1. INTRODUCTION

Chapter one provided an introduction to the study. It covered the background of the
research topic, presented the problem statement, outlined the research questions,
detailed the research methodology, and included a literature review. It also provided
an outline of the study’s chapters. Chapter two clarified South Africa’s international
obligations to provide healthcare access for people with albinism and discussed
relevant general comments and recommendations by treaty bodies for clarification of
such obligations. Chapter three clarified South Africa’s constitutional obligations to
ensure access to healthcare services for people with albinism. Chapter four assessed
South Africa’s legislative and other efforts to provide access to healthcare services for
people with albinism. It identified areas needing improvement for South Africa to meet
its international and constitutional obligations. This chapter concludes the research
and offers recommendations to improve the legislative and other measures taken by
the South African government. These recommendations aim to improve access for
people with albinism, ensuring that South Africa fulfils its international and

constitutional obligations.

5.2. RECOMMENDATIONS

As discussed in this dissertation, the international human rights law and the South
African Constitution do not mandate the realisation of the right of access to healthcare
services for people with albinism as an absolute obligation. Instead, this right is subject
to the availability of state resources and must be realised progressively. Therefore, the
implementation of the recommendations provided here depends on the availability of
state resources and must be achieved progressively, except for those that can be

implemented immediately and require minimal or no resources.

5.2.1. Strengthening of legislative measures adopted by the South African
government such as the National Health Act, the Promotion of Equality and

Prevention of Unfair Discrimination Act and the National Health Insurance Act

The South African government has taken significant legislative measures to ensure

access to healthcare services for people with albinism. However, there are critical
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areas where these legislative measures fall short. The National Health Act,53” while
aimed at addressing socio-economic injustices and ensuring quality healthcare for all
citizens, does not sufficiently guarantee free healthcare for people with albinism. The
Act's discretionary language allows the Minister of Health to prescribe conditions for
free healthcare services, which can lead to potential inconsistencies and insufficient
resource allocation. To address this, it is recommended that section 4 of the National
Health Act®3® be amended to explicitly recognise all people, including those with
albinism, as a vulnerable group entitled to free healthcare services, regardless of age.
This aligns with the Grootboom®?° case, which mandates that state measures must be

inclusive and address the needs of those most in peril to be deemed reasonable.

The PEPUDA® is another legislative measure to ensure access to healthcare
services for all individuals, including people with albinism. However, Section 8(g) of
PEPUDA focuses primarily on women's access to health services and does not equally
emphasise protection against discrimination for men, including those with albinism.%4!
To address this, it is recommended that section 8(g)®*? be revised to ensure equal
protection against healthcare discrimination for all individuals, regardless of gender.
This aligns with the CERD's recommendations for equal access to healthcare services

without discrimination. 643

The recently enacted NHI Act®** represents a significant step towards universal
healthcare. However, its vague implementation guidelines and lack of clear funding
mechanisms pose challenges to its effective implementation. To ensure the NHI Act
effectively provides healthcare services to people with albinism, it is recommended
that the Act®*® include specific provisions and detailed implementation plans for
vulnerable groups, including people with albinism. This includes ensuring sufficient
budget allocations and mechanisms to prevent corruption and financial

mismanagement, as emphasised in the City of Johannesburg Metropolitan

637 Act 61 of 2003.

638 |pid.

639 Grootboom (n 321 above).

640 Act 4 of 2000.

641 |bid.

642 |bid.

643 Committee on the Elimination of Racial Discrimination, ‘Concluding observations on the combined
ninth to eleventh periodic reports of South Africa’ (n 172 above).

644 Act 20 of 2023.

645 |bid.
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Municipality v Blue Moonlight Properties 39 (Pty) Ltd and Another®4® and Grootboom®4’

cases.

5.2.2. Improvement of other measures adopted by the South African government
such as the Ekurhuleni Declaration on the Rights of Persons with Albinism,
the provision of sunscreens and dermatological checkups, and the provision of

sunglasses and eye checkups

The Constitution,®4® along with international instruments such as the ICESCR®4° and
ACHPR,%° mandates the state to take comprehensive measures beyond legislative
actions to ensure the realisation of socio-economic rights, including healthcare
services for people with albinism. The Grootboom®5! case emphasised that legislative
measures alone are insufficient and must be complemented by well-designed and
effectively implemented policies and programs. The Ekurhuleni Declaration, although
a significant step, lacks binding authority, leading to inconsistent implementation
across regions and sectors.®>? To address these issues, it is recommended that the
South African government integrates the principles of the Ekurhuleni Declaration into
binding legislation. This would ensure consistent application and accountability,
aligning with South Africa's constitutional and international obligations to provide

equitable healthcare services.

Currently, the government provides SPF 15 sunscreen free of charge through regional
hospitals. However, this SPF level is inadequate for the high UV exposure that people
with albinism face. Sunscreens with higher SPF, such as SPF 30 or 50, are
recommended and should be provided free of charge to better protect against skin
damage and reduce the risk of skin cancer. This measure aligns with Article 25 of the
Ekurhuleni Declaration, which emphasises the importance of providing free sunscreen
to individuals with albinism.®53 Similarly, Article 26 focuses on the need for free eye

tests and the provision of spectacles.®>* Regular dermatological checkups, crucial for

646 City of Johannesburg Metropolitan Municipality (n 425 above).

847 Grootboom (n 321 above).

648 The Constitution of the Republic of South Aftrica, 1996.

649 |CESCR (n 40 above).

650 ACHPR (n 45 above).

851 Grootboom (n 321 above).

652 South African Government, ‘Ekurhuleni Declaration on the Rights of Persons with Albinism’ (n 59
above).

653 |bid.

654 |bid.
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early detection and prevention of skin cancer, should also be universally available for

free.

Access to regular eye examinations, prescription glasses, and sunglasses with high
UV protection is crucial for managing visual impairments in people with albinism. The
national health system should ensure these services are accessible and affordable,
especially in under-resourced rural areas. This aligns with Article 29 of the Ekurhuleni
Declaration, which calls for improved access to health services in rural areas.5%®
Developing a national action plan, incorporating measures from the Ekurhuleni
Declaration and the Regional Action Plan on Albinism, as urged by UN Independent
Expert Ero,%°6 would further enhance access to healthcare services for people with
albinism. Such a plan would ensure comprehensive healthcare coverage, fulfilling
South Africa's obligations under the ICESCR®’ and ACHPR,%%® and addressing the

unique healthcare challenges faced by individuals with albinism.

5.2.3. The recognition of the right of access to healthcare services as a minimum

core obligation

The CESCR has established that states have minimum core obligations for each right
under the ICESCR, including the right to healthcare.®>° Despite this, South African
courts have historically been reluctant to adopt the concept of minimum core
obligations, as evidenced in landmark cases such as Grootboom,®%° Treatment Action
Campaign,®®! and Mazibuko.®®> However, since South Africa's ratification of the
ICESCR, the state is now bound by these international commitments. This ratification
suggests that South Africa recognises the importance of setting a baseline for socio-
economic rights, which includes access to healthcare services for people with
albinism. Given this development, the South African Constitutional Court should
reconsider its stance on minimum core obligations to align with international law and

better protect the rights of vulnerable groups.

655 |bid.

856 UN Human Rights Office of the High Commissioner (n 545 above).
657 ICESCR (n 40 above).
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To ensure the realisation of access to healthcare for people with albinism, it is
recommended that the courts recognise the right to essential healthcare services as
a minimum core obligation. This recognition would imply that, even in the face of
financial constraints, the state must demonstrate that it has made every effort to utilise
available resources to meet the basic healthcare needs of all, including people with
albinism. This approach aligns with the CESCR's requirement that states must

prioritise the fulfilment of these essential levels of rights.%3

5.2.4. The implementation of recommendations made by treaty monitoring

bodies

South Africa, under international instruments such as the ICESCR,%4 CEDAW,®¢°
CRPD,%% and CRC,%%" has obligations to provide reports on the implementation of the
right to health, which encompasses access to healthcare services for people with
albinism. Based on the responses and recommendations from treaty monitoring
bodies, several key recommendations should be adopted to meet the requirements of

these treaties.

The CRC highlighted the need for South Africa to improve healthcare access for
children with albinism, addressing their increased vulnerability to skin cancer and
vision problems.®68 South Africa should implement targeted healthcare programs that
focus on the specific needs of children with albinism, including regular dermatological

check-ups and access to high-quality visual aids.

The CRPD Committee pointed out significant gaps in healthcare access for persons
with disabilities, particularly in rural and underserved areas.®®® To address this, South
Africa should improve healthcare infrastructure in these regions, ensuring that
specialised services for all people with disabilities, including those with albinism, are

readily available.

663 General Comment No. 3 (n 137 above).

664 ICESCR (n 40 above).

665 CEDAW (n 42 above).

666 CRPD (n 44 above).

667 UNCRC (n 43 above).

668 UN Committee on the Rights of the Child (n 141 above).

669 UN Committee on the Rights of Persons with Disabilities (n 154 above).

102

© University of Venda



niversity of Venda
Creating Future Leaders

University of Venda

The CERD emphasised the necessity of providing equal access to healthcare services
for persons with albinism without discrimination.”? South Africa should ensure that the
National Albinism Task Force is fully supported and that the National Action Plan on
Albinism includes specific measures to guarantee equal access to healthcare services.
This should involve monitoring and evaluating the implementation of these measures
to ensure their effectiveness and making necessary adjustments based on feedback

from the albinism community.
5.3. CONCLUSIONS

5.3.1. South Africa’s international obligations to provide access to healthcare

services for people with albinism

This dissertation has clarified South Africa’s obligations under the international,
regional, and sub-regional human rights instruments to provide people with albinism
with access to healthcare services. General comments and recommendations are also
discussed to clarify these obligations. At the international level, South Africa has clear
obligations to provide access to health healthcare services to people with albinism
under the international human rights law. These obligations include respecting their
right to access healthcare by not hindering it, protecting this right by enacting and
enforcing relevant laws, and fulfilling this right by taking proactive steps such as
creating laws, setting up administrative systems, allocating budgets, and promoting
health initiatives.6’* These obligations are rooted in foundational documents such as
the UDHR,72 ICCPR,¢72 and ICESCR.¢74

The right of access to healthcare services for people with albinism is recognised under
various international and regional, which South Africa has ratified, and those that do
not require ratification such as the UDHR,®”> the ICESCR,%’® the ICERD,®"" the
CEDAW,%78 the CRC,%"° the CRPD, and African regional instruments such as the

670 Committee on the Elimination of Racial Discrimination (n 122 above).
671 Office of the United Nations High Commissioner for Human Rights (n 74 above).
672 UDHR (n 39 above).

673 |CCPR (n 76 above).

674 |CESCR (n 40 above).

675 UDHR (n 39 above).

676 ICESCR (n 40 above).

677 ICERD (n 41 above).

678 CEDAW (n 42 above).

679 UNCRC (n 43 above).
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ACHPR,%8! and the ACRWC.%2 These instruments mandate that South Africa must
ensure access to healthcare for all its citizens, including marginalised groups like
people with albinism. The SADC DPPA on the other side contains the best practices
to ensure access to healthcare services for people with albinism.%82 The ICESCR also
imposes the minimum obligations on state parties of every right under it which includes
the right to health which encompasses the right of access to healthcare services for

people with albinism in South Africa.®®4

5.3.2. South Africa’s constitutional obligations to provide access to healthcare

services for people with albinism

This dissertation has also clarified South Africa’s constitutional obligations to ensure
access to healthcare services for people with albinism. The South African Constitution
reflects the obligations imposed by the international and regional human rights
instruments regarding the socio-economic rights which include the right of access to
healthcare services for people with albinism.8> Under section 7(2) of the Constitution,
the state must respect, protect, promote, and fulfil the right of access to healthcare
services for these people.?®® The Constitution also creates positive®®” and negative

obligations on their right of access to healthcare.®28

Negative obligations require South Africa to avoid interfering with access to healthcare,
which must be immediate and unconditional, without excuses related to resource
availability. Any limitations must be justified under section 36 of the Constitution
through a two-stage process: determining if there is a breach and if the limitation is
reasonable and justifiable.?®® Negative obligations are immediate and are not subject
to qualifiers under section 27(2) of the Constitution. South Africa's positive obligations
differ from its negative obligations, as they are justified within the framework of the
reasonableness test and subject to qualifiers under section 27(2) of the Constitution.

Positive obligations require the state to take reasonable legislative and other

681 ACHPR (n 45 above).

682 ACRWC (n 47 above).

683 DPPA (n 46 above).

684 ICERD (n 41 above).

685 The Constitution of the Republic of South Africa, 1996, sec 27(1).
686 The Constitution of the Republic of South Africa, 1996.

887 Treatment Action Campaign (n 344 above).

688 Fx parte Chairperson of the Constitutional Assembly (n 178 above).
689 The Constitution of the Republic of South Africa, 1996.

104

© University of Venda



niversity of Venda
Creating Future Leaders

University of Venda

measures to progressively realise the right of access to healthcare services within its

available resources.6%

The South African Constitutional Court has employed the reasonableness test in
several landmark decisions to determine whether the state has made sufficient efforts
to its constitutional obligations regarding socio-economic rights, including the right to
access healthcare services for people with albinism. Notable cases include
Grootboom,®*' Treatment Action Campaign,®®> and Mazibuko and Others v City of
Johannesburg.5®® The reasonableness test, as defined by the Constitutional Court,
involves evaluating whether the state's measures to fulfill socio-economic rights are
reasonable in the context of the available resources and the specific circumstances of
the case. The Court considers factors such as the nature and extent of the rights, the
state's capacity to fulfil these rights, and the impact of the measures on the affected
individuals. The test requires the state to demonstrate that it has made every effort to
use its available resources to meet its obligations and that its actions are justifiable in

a constitutional democracy.

5.3.3. Legislative and other measures made by the South African government to
ensure access to healthcare services for people with albinism and areas that

need improvement to meet its international and constitutional obligations

The South African government is obligated under international law, reflected in
instruments such as the CRPD®% and ICESCR,%°® to make legislative measures to
ensure access to healthcare services for people with albinism. This obligation is also
enshrined in the South African Constitution, particularly in Section 27, which
guarantees the right to access to healthcare services.®%® However, this obligation must
be fulfilled progressively within the state's available resources.®®’ The Constitutional
Court, notably in the Grootboom case, has emphasised the need for reasonable
legislative and other measures to achieve the progressive realisation of socio-

economic rights.6% To meet these obligations, South Africa has enacted several laws,

690 The Constitution of the Republic of South Africa, 1996.

891 Grootboom (n 321 above).

892 Treatment Action Campaign (n 344 above).

693 Mazibuko (n 384 above), para 67.

694 CRPD (n 44 above).

695 |CESCR (n 40 above).

69 The Constitution of the Republic of South Africa, 1996.

697 The Constitution of the Republic of South Africa, 1996, sec 27(2).
698 Grootboom (n 321 above).
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including the National Health Act,%%° the Promotion of Equality and Prevention of Unfair
Discrimination Act,’® and the National Health Insurance Act.”%* While these legislative
measures reflect the state’s commitment to fulfilling its international and constitutional
obligations to ensure healthcare access for all, including marginalised groups like

people with albinism, there is a clear need for improvement.

The National Health Act,’%? despite its intent to establish a structured and uniform
health system, fails to sufficiently guarantee free healthcare for people with albinism
due to its discretionary language and broad criteria. This lack of explicit recognition
and mandated free services for individuals with albinism, especially those above six
years old, does not align with the Constitutional Court’s reasonableness test. The
failure to adequately address their specific and ongoing healthcare needs undermines
their right to dignity and life, as these individuals face heightened risks of severe health

conditions like skin cancer.

The PEPUDA’® focuses primarily on women’s access to health services, neglecting
equivalent protection against healthcare discrimination for men with albinism. This
limitation in PEPUDA"%4 highlights the need for a more inclusive approach that ensures
equal access to necessary healthcare services for all individuals, irrespective of
gender. The NHI Act,”® while a significant step toward universal healthcare, suffers
from vague implementation guidelines and a lack of clear funding mechanisms. These
issues raise concerns about potential inefficiencies and inadequate healthcare
infrastructure, which could adversely affect the quality and accessibility of services for

people with albinism.

In addition to legislative measures, the South African government, as mandated by the
Constitution’%® and international instruments such as the ICESCR"%” and ACHPR, %8
must also implement well-designed and effectively executed policies and programs to

ensure the realisation of socio-economic rights, including access to healthcare

699 Act 61 of 2003.

700 Act 4 of 2000.

701 Act 20 of 2023.

702 Act 61 of 2003.

703 Act 4 of 2000.

704 Act 4 of 2000.

705 Act 20 of 2023.

706 The Constitution of the Republic of South Africa, 1996.
707 |CESCR (n 40 above).

708 ACHPR (n 45 above).
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services for people with albinism, as emphasised in the Grootboom case.”®® To fulfil
this obligation, South Africa has taken other measures, including the Ekurhuleni
Declaration on the Rights of Persons with Albinism, the provision of sunscreens and
dermatological checkups, and the provision of sunglasses and eye checkups.’'®
However, the South African Constitutional Court has refused to adopt the minimum

core obligation measure.’!!

The Ekurhuleni Declaration on the Rights of Persons with Albinism outlines best
practices and recommendations for improving healthcare access and services for
people with albinism, emphasising the provision of free sunscreen, eye care,
the inclusion of essential assistive devices in medical aid schemes, training for medical
personnel, and improving healthcare access in rural areas.’*? However, its non-binding
nature can lead to inconsistent implementation. While some efforts are made to
provide sunscreen and dermatological checkups for people with albinism, these
services are often insufficient and inconsistent, particularly in rural areas, leading to
significant challenges in accessing and affording the necessary care to prevent skin
cancer and other related health issues. People with albinism in South Africa also face
significant visual impairments and lack access to essential eye care services and UV-
protective sunglasses, highlighting the need for the government to ensure these
services are accessible and affordable while improving and sustaining healthcare

initiatives within available resources.

The South African Constitutional Court has historically rejected the doctrine of
minimum core obligations imposed by the ICESCR in several landmark cases,’*®
impacting the fulfilment of socio-economic rights, including access to healthcare
services for people with albinism. However, since South Africa's ratification of the
ICESCR, which provides for minimum core obligations, there is a potential for the
courts to reconsider their stance and better protect the rights of vulnerable groups,

ensuring that the basic healthcare needs of people with albinism are met as a

7% Grootboom (n 383 above).

710 South African Government, ‘Ekurhuleni Declaration on the Rights of Persons with Albinism’ (n 59
above).

1 Grootboom (n 181 above), para 33; Treatment Action Campaign (n 344 above), para 34; Mazibuko
(n 384 above).

712 South African Government, ‘Ekurhuleni Declaration on the Rights of Persons with Albinism’ (n 59
above).

"3 Grootboom (n 181 above), para 33; Treatment Action Campaign (n 344 above), para 34; Mazibuko
(n 384 above).
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fundamental obligation of the state. This dissertation has also argued that the
minimum core obligation should be adopted as this would align with South Africa's
international obligations under the ICESCR’** and ensure protection for the rights of

vulnerable groups such as people with albinism.
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