[image: image2.png]\y,  UNITED NATIONS
)/ HUMAN RIGHTS
>,

OFFICE OF THE HIGH COMMISSIONER

DROITS DE 'HOMME

HAUT-COMMISSARIAT





PALAIS DES NATIONS • 1211 GENEVA 10, SWITZERLAND

www.ohchr.org • TEL:  +41 22 917 9000 • FAX:  +41 22 917 9008 • E-MAIL:  registry@ohchr.org; sr.disability@ohchr.org
Mandate of the Special Rapporteur on the rights of persons with disabilities
[image: image1.png]7 A\, UNITED NATIONS
()} HUMAN RIGHTS
N\V¥2L SPECIAL PROCEDURES
SPECIAL RAPPORTEURS, INDEPENDENT EXPERTS & WORKING GROUPS




PAGE 10

24 January 2018
Dear Madam/Sir,

In my capacity as Special Rapporteur on the rights of persons with disabilities pursuant to Human Rights Council resolution 35/6, I am pleased to transmit to you the questionnaire attached on the right of persons with disabilities to the highest attainable standard of health in English, French or Spanish. All responses should be sent electronically, in accessible formats, to sr.disability@ohchr.org no later than 30 March 2018. I would appreciate if your response may be as concise as possible and if annexes could be attached where necessary. 


Whenever possible, States are also encouraged to provide copies of relevant laws, policies, programme outlines, evaluations, and any other information relevant for the topic. Additional appropriate information, beyond what is specifically requested, would be welcome. Please also indicate if you have any objections with regard to your reply being posted on the website of the Office of the High Commissioner for Human Rights.

I take this opportunity to thank you in advance for your assistance in this matter.

(Signature)
Catalina Devandas-Aguilar

Special Rapporteur on the rights of persons with disabilities

Questionnaire on the right of persons with disabilities to the highest attainable standard of health
1. Please provide information on existing or planned legislation and policies to ensure the realization of the right to health of persons with disabilities, including current challenges and good practices.
1.1 The right of access to health care services is entrenched in Constitution of the Republic of South Africa (“the Constitution”), specifically the Bill of Rights contained in Chapter 2 thereof. Section 9 of the Constitution is records the equality clause and stipulates that “everyone is equal before the law and has the right to equal protection and benefit of the law”.  Furthermore, that “equality includes the full and equal enjoyment of all rights and freedoms’’.  The clause states that neither the state nor a persons may unfairly discriminate directly or indirectly against anyone on the grounds of, inter alia, disability.  Section 27 of the Constitution guarantees the right of every South African to health care services, including reproductive health care. Section 27 (1) (b) of the Constitution provides for the State to “take reasonable legislative and other measures, within its available resources to achieve the progressive realisation of the right”.  
1.2 The National Health Act, 2003, the Mental Health Care Act, 2002, the Sterilisation Act, 1998 and the Medical Schemes Act, 1998 and related policies and protocols regulate health care for South Africans.
1.3 The National Health Act, 2003 regulates national health and provides uniformity in respect of health services nationwide by establishing a national health system which encompasses both public and private providers of health services.
 Subsection 2(c) (iv) identifies persons with disabilities as a designated group whose constitutional right of access to health care services, including reproductive health care, to be protected, respected, promoted and fulfilled. Subsection 70(1) furthermore requires that research priorities include the health needs of persons with disabilities, and contribute to the prevention of disability (subsection 73(2)(a).

1.4 The Medical Schemes Act, 1998 provides for registration and control of medical schemes and the protection of the interests of members of medical schemes. Section 24(2)(e) prohibits unfair discrimination on the grounds of disability.
1.5 The Mental Health Care Act (17 of 2002) provides a framework for the provision of mental healthcare services in South Africa. Among other things it enables the establishment of observation services for 72 hours in non-mental health facilities.  It further provides a framework for the designation of mental health facilities and establishment of mental health review boards.
1.6 The Promotion of Equality and Prevention of Unfair Discrimination Act (4 of 2000) gives effect to section 9 of the Constitution, to prevent and prohibit unfair discrimination and harassment; to promote equality and eliminate unfair discrimination; and to prevent and prohibit hate speech.  It mandates the removal of barriers and taking positive steps to ensure that Persons with Disabilities are able to enjoy full and equal participation and access to opportunities. 
1.7 The states National Development Plan envisages that poverty and inequality will be reduced and eliminated.  The NDP 2030 acknowledges that many persons with disability are not able to develop to their full potential due to a range of barriers, resulting in their often being viewed as unproductive and a burden and proposes changes to redress this.
1.8 The South African government plans to develop disability specific legislation by the year 2030, as determined in the implementation matrix of the White paper on the Rights of Persons with Disabilities. Although the promulgation of such an act is a positive step for the country in general, the timeframe for the development of the act presents some challenges given the pressing need for the observance of the rights of persons with disabilities. 
1.9 In terms of challenges, the SAHRC has received many complaints with regard to poor service delivery in the public health care system in all provinces in South Africa. These complaints point to the lamentable state of many public hospitals in the country due to many factors, including a shortage of trained health care workers, a lack of drugs in clinics, lengthy waiting periods that patients endure before receiving treatment, poor infrastructure, a disregard for patients’ rights, a shortage of ambulance services and poor hospital management. Access to health care services, especially for the poor, is severely constrained by expensive, inadequate or non-existent transport, by serious shortages with regard to emergency transport, and by long waiting times at clinics and other health care service providers.

2. Please provide any information and statistical data (including surveys, censuses, administrative data, literature, reports, and studies) related to the exercise of the right to health of persons with disabilities in general, as well as with particular focus in the following areas:
· Availability of barrier-free general healthcare services and programmes, which take into account all accessibility aspects for persons with disabilities;

· access to free or affordable general healthcare services and programmes, including mental health services, services related to HIV/AIDS and universal health coverage;
· access to free or affordable disability-specific healthcare services and programmes; and
· access to free or affordable health-related habilitation and rehabilitation goods and services, including early identification and intervention.
2.1 Statistics play an important role in the realisation of human rights. In the South African context, due to the fact that the SAHRC on its own does not have the capacity to undertake extensive and comprehensive data collection and analysis. Independent statutory research bodies such as Statistics South Africa (StatsSA) which is the national statistical office (NSO) can undertake such exercises and therefore as a NHRI, there is much reliance on information emanating from such an entity. 

2.2 StatsSA has developed its statistical data on the use of health care facilities
 and has conducted a health survey in South Africa.
 However, the lack of disaggregation of data and data on the situation of persons with disabilities at the national level contributes to the invisibility of persons with disabilities in official statistics.
2.3 To an extent the Commission also gathers data through its work. For example, through its Annual Complaints Trends Analysis, the Commission is able to provide information on emerging human rights issues. The most recent Trends Analysis report on the 2015/ 2016 financial year, highlights that disability related complaints made up 8.8 percent of equality complaints received by the Commission.
 Further, complaints pertaining to Health care, water and social security are among the top 5 complaints received by the SAHRC. In 2016, this category constituted 9 % of the complaints received.
  
2.4 The findings of the SAHRC’s Public Enquiry into Access to Health Care in 2009
 indicate that medical and health personnel often have a poor or discriminatory attitude towards vulnerable individuals or groups, which leads to poor access to health care for vulnerable people. It is clear that the opinion of portions of society project onto individuals in health care facilities, distorting their attitude and behaviour towards children, domestic workers, non-nationals, homosexuals, bisexuals, transgendered people, persons with disabilities, prisoners and older persons. Submissions during the Provincial Reviews illustrated examples of violations of privacy, a lack of appropriate resources, a lack of access to medication and biased attitudes towards these individuals.

2.5 However, the government remains aware that accessibility to health facilities for persons with disabilities in general remains a major challenge. This is because of lack of access to the physical environment, lack of access to information in accessible formats, discriminatory and negative attitudes towards persons with disabilities displayed by health and support personnel, a lack of appropriately trained and skilled health personnel concerned with disability, a lack of effective appeal and reporting mechanisms in the health sector where a client’s rights have been infringed, aggravated by challenges outside the health sector such as inaccessible and unaffordable transport, particularly in rural and impoverished communities.

3. Please provide information on discrimination against persons with disabilities in the provision of healthcare, health insurance and/or life insurance by public or private service providers.
3.1 The Commission has faced some significant challenges in collecting first hand disaggregated data. The problem of the disaggregation of disability-related statistics and data is not only confined to the Commission, it exists across all government institutions. For example, the Commission has found that there are gaps in the current statistical data. Such gaps include, amongst others, a lack of statistics on socio-economic indicators and data on the enjoyment of rights of persons with disabilities. 

3.2 In 2016, the Gauteng Provincial Department of Health (GDoH) terminated its contract with the Life Esidimeni facility in an attempt to deinstitutionalise the care of patients. Over a thousand mental health patients were moved from the facility to numerous Non-Governmental Organisations (NGOs). As a result, 143 people lost their lives between March and December 2016.  It is alleged that the termination of the contract with Life Esidimeni was influenced by a number of factors, including policy and legislative considerations that favour community-based care over institutional care. The SAHRC received a complaint pointing to the potential violation of human rights and loss of life from the Ubuntu Centre on 15 March 2016. The SAHRC’s subsequent investigation related to violations of the right to life, access to health care, the right to dignity, the right to freedom and security of the person, the right to food and adequate nutrition, access to information and proper consultation, cruel and inhumane treatment, and the responsibilities of private business in respecting human rights. 

3.3 The SAHRC, through its monitoring process, formally requested responses from the Gauteng Department of Health in order to ascertain, amongst other things, what steps were put in place by the Department to ensure the safety and well-being of patients who were transferred from Life Esidimeni to NGOs across the province. In response, the GDoH gave assurances to the SAHRC that the termination of the contract with Life Esidimeni followed a review of a number of longstanding contracts with service providers, in line with prescripts of the Auditor General, as well as constitutional imperatives regarding public procurement. In addition, the GDoH indicated that placement of patients was carried out through a specialist project team and the suitability of NGOs to cater for specific needs of patients was assessed prior to placement.

3.4 However, after conducting an inspection at one of the NGOs to which mental health care users had been transferred, the SAHRC determined that it would be appropriate to bring the matter to the attention of the Office of the Health Ombud. The findings of the Health Ombud’s report demonstrated egregious violations of various constitutional rights, including the right to life; the right of everyone to have access to health care services; the right to have human dignity respected and protected; the right to an environment that is conducive to health and wellbeing; the right to sufficient food; and the right of access to information. It further found that the GDoH had covered up the number of people that had died; that the licencing process was deeply flawed with invalid licences issued to all the NGOs where patients had been transferred; and that the GDoH had no idea of the whereabouts of several patients, whether dead or alive. 

3.5 The SAHRC’s investigation and monitoring of the Life Esidimeni matter continues, and a National Investigative Hearing was held on 14 and 15 November 2017 with a view to highlighting the human rights dimensions of the tragedy and the systemic issues in the mental health care sector as a whole. 

4. Please provide information on the observance of the right to free and informed consent of persons with disabilities regarding healthcare, including sexual and reproductive health and mental health services.
4.1 Health treatment is provided for persons with disabilities on the basis of their free and informed consent. The National Health Act, 2003, stresses the importance of obtaining the patient’s consent to a health service and requires health care provider to take all reasonable steps to make sure that the patient makes an informed decision. The Act provides for informed consent by a person with legal capacity to do so, and invokes the Mental Health Care Act, 2002, when a person does not have legal capacity. 

5. Please describe to what extent and how are persons with disabilities and their representative organizations involved in the design, planning, implementation and evaluation of health policies, programmes and services.

5.1 The processes adopted by government when developing policies has been to provide the public at large with opportunities to comment and make inputs to draft legislation and policy. Once comments are received by government they are integrated into the document and the final document is submitted to the relevant structures for approval.
Questionnaire sur le droit des personnes handicapées de jouir du meilleur état de santé possible
1. Veuillez fournir des informations sur les lois et politiques (existantes ou prévues) pour assurer la réalisation du droit à la santé des personnes handicapées, y compris les défis actuels et les bonnes pratiques
2. Veuillez fournir toute information et données statistiques (y compris les enquêtes, recensements, données administratives, documents, rapports et études) relatives à l’exercice du droit à la santé des personnes handicapées en général, et en particulier dans les domaines suivants: 
· La disponibilité de services et de programmes de soins de santé généraux dépourvus de barrières, qui tiennent compte de tous les aspects de l’accessibilité pour les personnes handicapées;

· L’accès à des services et des programmes de santé généraux gratuits ou d’un coût abordable, y compris les services de santé mentale, les services liés au VIH / SIDA et une couverture sanitaire universelle;

· L’accès à des services et programmes de soins de santé spécifiques gratuits ou d’un coût abordable, adaptés aux besoins des personnes handicapées; et

· L’accès à des produits et services d’adaptation et de réadaptation liés à la santé gratuits ou d’un coût abordable, y compris des services de dépistage et d’intervention précoce.
3. Veuillez fournir des informations sur la discrimination à l’encontre des personnes handicapées dans la fourniture de soins de santé, d’assurance-maladie et/ou d’assurance-vie par des prestataires de services publics ou privés. 

4. Veuillez fournir des informations sur le respect du droit à un consentement libre et éclairé des personnes handicapées concernant les soins de santé, y compris les services de santé sexuelle et génésique et les services de santé mentale. 

5. Veuillez décrire dans quelle mesure et comment les personnes handicapées et les organisations qui les représentent sont impliquées dans la conception, la planification, la mise en œuvre et l’évaluation des politiques, programmes et services de santé.

Cuestionario sobre el derecho de las personas con discapacidad al disfrute del más alto nivel posible de salud 

1. Sírvanse proporcionar información sobre legislación y políticas existentes o previstas para garantizar la realización del derecho a la salud de las personas con discapacidad, incluidos los desafíos actuales y las buenas prácticas.

2. Sírvanse proporcionar cualquier información y datos estadísticos (incluidas encuestas, censos, datos administrativos, bibliografía, informes y estudios) relacionados con el ejercicio del derecho a la salud de las personas con discapacidad en general, así como con especial atención en las siguientes áreas:

· Disponibilidad de servicios y programas de salud generales sin barreras, que tengan en cuenta todos los aspectos de accesibilidad para las personas con discapacidad;

· acceso a servicios y programas de salud generales, gratuitos o asequibles, incluidos servicios de salud mental, servicios relacionados con el VIH/SIDA y cobertura de salud universal;

· acceso a servicios y programas de salud específicos para personas con discapacidad, gratuitos o asequibles; y

· acceso a bienes y servicios de habilitación y rehabilitación relacionados con la salud, gratuitos o asequibles, incluida la identificación e intervención tempranas.

3. Sírvanse proporcionar información sobre la discriminación contra las personas con discapacidad en la prestación de servicios de salud, seguros de salud y/o seguros de vida por parte de proveedores públicos o privados.

4. Sírvanse proporcionar información sobre la observancia del derecho al consentimiento libre e informado de las personas con discapacidad en relación con la atención de la salud, incluidos los servicios de salud sexual y reproductiva y de salud mental.

5. Sírvanse describir en qué medida y cómo las personas con discapacidad y sus organizaciones representativas participan en el diseño, planificación, implementación y evaluación de políticas, programas y servicios de salud.

� Department of Women Children and Persons with Disabilities ‘Baseline Country Report to the United Nations on the Implementation of the Convention on the Rights of Persons with Disabilities’ (2014)


� South African Human Rights Commission ‘Public Inquiry: Access to Health Care’ (2009). See: � HYPERLINK "http://www.sahrc.org.za/home/21/files/Health%20Report.pdf" �http://www.sahrc.org.za/home/21/files/Health%20Report.pdf� 


� Statistics South Africa ‘Use of health facilities and levels of selected health conditions in South Africa: Findings from the General Household Survey’ (2011) See: � HYPERLINK "http://www.statssa.gov.za/publications/Report-03-00-05/Report-03-00-052011.pdf" �http://www.statssa.gov.za/publications/Report-03-00-05/Report-03-00-052011.pdf� 


� Statistics South Africa ‘South Africa Demographic and Health Survey 2016: Key Indicator Report’ (2017). See: � HYPERLINK "http://www.statssa.gov.za/publications/Report%2003-00-09/Report%2003-00-092016.pdf" �http://www.statssa.gov.za/publications/Report%2003-00-09/Report%2003-00-092016.pdf� 


� South African Human Rights Commission ‘Trends Analysis Report 2015/16”. (2016) See: � HYPERLINK "https://www.sahrc.org.za/home/21/files/Annual_Trends_Analysis_%20Report_2015_16.pdf" �https://www.sahrc.org.za/home/21/files/Annual_Trends_Analysis_%20Report_2015_16.pdf� p.31


� South African Human Rights Commission ‘Trends Analysis Report 2015/16”. (2016) See: � HYPERLINK "https://www.sahrc.org.za/home/21/files/Annual_Trends_Analysis_%20Report_2015_16.pdf" �https://www.sahrc.org.za/home/21/files/Annual_Trends_Analysis_%20Report_2015_16.pdf� p.24


� South African Human Rights Commission ‘Public Inquiry: Access to Health Care’ (2009). See: � HYPERLINK "http://www.sahrc.org.za/home/21/files/Health%20Report.pdf" �http://www.sahrc.org.za/home/21/files/Health%20Report.pdf� 


� Department of Women Children and Persons with Disabilities ‘Baseline Country Report to the United Nations on the Implementation of the Convention on the Rights of Persons with Disabilities’ (2014)





To all National Human Rights Institutions
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