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Abstract

Little is known about the experiences of Congolese men receiving antiretroviral
therapy (ART) services in the urban areas of South Africa. Johannesburg is home to many
non-citizens who left their home country because of political or human rights reasons and in
search of better economic opportunities in South Africa. In South Africa, adult HIV
prevalence is highest in urban areas: 9% in formal urban areas and 18% in informal urban
(Shisana et al., 2005). South Africa has one of the highest rates of HIV infection and has the
largest public sector antiretroviral programme with the health system enrolling a great
number of people living with HIV for antiretroviral therapy (Boulle et al., 2008). Non-
citizens have the same rights as South African citizens to access free ART services; however,
challenges in access antiretroviral treatment for non-citizens have been documented
(MccCarthy et al., 2009).

This research project explores the following question: What are the treatment
experiences of Congolese men who are currently well and receiving ART services at a
government and at a non-government clinic in Yeoville Johannesburg? The study involves
interviewing six Congolese men receiving antiretroviral therapy services and twelve
healthcare providers at a government, the primary healthcare clinic and at a non-government
clinic, Nazareth HIV clinic. Understanding the experiences of Congolese men and non-
citizens is valuable to contribute to the literature on the role of male health seeking behaviour,
access to healthcare, and treatment experiences in Johannesburg inner city. The primary
objective of this study is to explore the treatment experiences of Congolese men receiving
ART services at a government and at a non-government clinic in Yeoville. The study takes a
qualitative approach and collects data in the Yeoville clinic (a government primary healthcare
clinic) and in Nazareth House HIV clinic (a non-governmental clinic) in the Yeoville suburb

of Johannesburg inner-city.

Findings from this research reveal different treatment experiences with respect to
access - opening and closing hours, documentation, services available; other factors -
including support networks, secrecy and stigma; and, survivalist livelihoods that affect access

dimensions of Congolese men on ART at the two clinics.



Recommendations are made on access dimensions: Extending opening and closing
hours of the clinic, giving the training to frontline healthcare providers on the rights of
migrants on access to healthcare services including antiretroviral therapy services, and
extending number of staff members. On other factors: Providing soup kitchen, shelters and
extended campaigns on HIV related services to non-citizen patients on antiretroviral therapy
services at the clinic, are ways to solve some challenges face by beneficiaries who access to
antiretroviral therapy in both government clinic and non-government clinic in Yeoville,

Johannesburg.
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Chapter One: Introduction and background to the study

1.1 Introduction

Since the end of apartheid and the onset of the democracy in 1994, South Africa has become
a primary destination for many migrants from across the continent and beyond for several
reasons. Some have come searching for protection and others have migrated for economic
opportunities (Landau & Wa Kabwe-Segatti, 2009). In South Africa, the City of
Johannesburg is the primary destination and home to many migrants some of whom are
refugees and asylum seekers (Vearey, 2008). South Africa has an estimated overall HIV
prevalence of 17,3% with about 5,600,000 million people living with HIV in 2011
(UNAIDS, 2012). Adult HIV prevalence is highest in urban areas: 9% in formal urban areas
and 18% in informal urban areas (Shisana et al., 2005). South Africa has one of the highest
rates of HIV infection and has the largest public sector antiretroviral programme in the world
(Boulle et al., 2008). The programme has enrolled 1.79 million people which represents 80%
of people whom are in need of antiretroviral therapy in South Africa (Johnson, 2012). Non-
citizens have the same rights as South African citizens to access free ART services
(MccCarthy et al., 2009). However, challenges in accessing to antiretroviral therapy for non-
citizens have been documented (CoORMSA, 2008; HRW, 2009; McCarthy et al., 2009; MSF,
2009; Vearey, 2008).

In-migration in South Africa is a livelihood-seeking strategy for many poor households
(Vearey, 2011). Many migrants hope to have better economic opportunity for them and the
rest of their family’s members back home. In South Africa, the city of Johannesburg is an
ideal place for many migrants to find a better livelihood opportunity. “The City of
Johannesburg is the motor of national growth and roughly four million people live in it”
(COJ, 2011:31). While most of migrants are attracted by better livelihood opportunities that
the city of Johannesburg offers them, HIV prevalence remains higher than in rural areas
(Vearey, 2008). Since early 1990s; South Africa became a preferred country of transit to
Western Europe and North America for the Congolese middle class (Steinberg, 2005). With
immigration policy of those regions tightening during 1980s that option could not work for

many of Congolese to travel and use South Africa as a transit country (Steinberg, 2005).

13



By end of 2011, it was estimated that 16,970 Congolese migrants from the Democratic
Republic of Congo were registered as asylum-seekers and refugees in South Africa (UNHCR,
2012). The socio-economic and political situation of Congolese has deteriorated since the fall
of the former president Mobutu in 1997. After Mobutu, a series of wars in the Democratic
Republic of Congo has led to political instability and economic crisis with consequences on
the abuse of human rights that are causing many of Congolese to seek peace security and
safety outside of the country’s borders (Lakika, 2011). A substantial part of the Congolese
community in Johannesburg is concentrated in Yeoville’s suburbs (Vigneswaran, 2007). In
South Africa, there are different categories of international migrants holding a range of
temporary visitor permits including work and study permit; among them refugees and asylum
seekers, and those without documents ( Landau & A. Wa Kabwe-Segatti, 2009). All of them
are referred in this study as non-citizens. The following section gives the research question

and objectives.

1.2 Research question and objectives

This study explores the treatment experiences of Congolese men on antiretroviral therapy at

clinics in Yeoville, Johannesburg. This research project explores the following question:

% What are the treatment experiences of Congolese men who are currently well and
receiving ART services at a government and at a non-government clinic in Yeoville
Johannesburg?

This question will be explored through the following objectives:

= To explore the experiences of Congolese men in accessing antiretroviral therapy
(ART) services at a government and at a non-government clinic in Yeoville,
Johannesburg.

= To determine whether there is a difference in acceptability, affordability and
availability of access to ART services among Congolese men accessing treatment
at a government and at a non-government clinic in Yeoville, Johannesburg.

= To gain insight into the role of social networks, livelihood activities, income,
housing, and food security play in the treatment experiences of Congolese men
accessing ART services at a government and at a non-government clinic in

Yeoville, Johannesburg.
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" To contribute to understanding the experiences of Congolese men accessing to
ART services at the clinics in Yeoville, Johannesburg. The following section

presents the justification of the study.

1.3 Justification of the study

Little attention is given to the experiences of non-citizen (Congolese) men who access
antiretroviral therapy services in Johannesburg, South Africa. There is a large body of
literature about women and children who access healthcare, HIV prevention, support or
antiretroviral therapy services. Men do not have the same health seeking behavior as women -
who routinely access healthcare services (Galdas, Cheater, & Marshall, 2005). The Yeoville’s
suburbs in Johannesburg has two clinics; one is the public primary healthcare clinic known
by most of members of the community as “Yeoville clinic” and the other is non-government
clinic called “Nazareth House HIV clinic”, known by the Yeoville community members as
“Nazareth House”. At Nazareth House HIV, McCarthy et al. (2009) conducted a clinical
study whose findings revealed that cross-border migrants have better antiretroviral therapy

outcomes than citizens.

Yeoville is an ideal place for most Congolese to live because of the social networks,
affordable accommodation and a large cultural concentration. In addition, the majority of
Congolese who live in Yeoville are men (Mavungu, 2007). Yeoville presents a lot of
challenges to the Congolese community because living conditions are difficult and
prevalence of HIV is higher (Lakika, 2011; Shisana et al., 2005). With this in my mind; |
came to a decision to investigate the experiences of Congolese non-citizen men accessing
antiretroviral therapy services at the clinics in Yeoville, Johannesburg. This allows me to
highlight the cultural dimensions of Congolese non-citizen men accessing antiretroviral
therapy services, despite the many challenges they are facing in Yeoville, Johannesburg. This

research report aims to contribute to four key areas:

1. Understanding the experiences of Congolese non-citizen men receiving antiretroviral
therapy services at a government and at a non-government clinic in Yeoville,
Johannesburg.

2. Exploring the differences in access to ART services at a government and at a non-
government clinic in Yeoville, Johannesburg.
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3. Understanding the cultural dimensions of Congolese non-citizen men accessing
antiretroviral therapy services at a government and at a non-government clinic in
Yeoville, Johannesburg.

4. This understanding is useful to health practitioners, policy makers, and decision
makers in developing and/or improving mechanisms of antiretroviral therapy services
that take into account the different experiences of men, non-citizens and in rising
future research in accessing antiretroviral therapy services. The following section

presents organization of the study.

1.4 Organization of the study

The present research report is structured into six chapters. The first chapter introduces the
research report, gives the aims and the background of the study. The second chapter reviews
the literature used to conceptualize the study; the third chapter highlights tools that guide this
research report access dimensions theory and other factors, social constructionist theory; the
fourth chapter presents the research methodology; the fifth chapter gives findings and
discussions of the study and the sixth chapter provides the general conclusion and
recommendations that ends the research report. The following section presents the literature

review.
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Chapter Two: Literature review

2.1 Introduction

This study situates itself within the literature on treatment experiences of Congolese non-
citizen men in the context of South Africa which provides a rich framework for this study. A
wide range of literature has been examined to frame this study and make sense of the
findings. The chapter comprises eleven sections: The first section is the introduction that sets
up the chapter; the second section provides the profile and the living conditions of Congolese
in Johannesburg, South Africa; the third section presents migration and HIV history in South
Africa; the fourth section describes migration in Johannesburg; the fifth section highlights
access to healthcare services; the six section presents access to public healthcare services in
South Africa; the seventh section focuses on access to documentation and treatment in South
Africa; the eighth section underlines on access to housing in South Africa; the ninth section
presents men and access to healthcare services; the tenth section focuses on HIV related
stigma and discrimination; and the eleventh section that ends the sections describes the social
support networks to access healthcare services. The following section provides the profile

and the living conditions of Congolese in Johannesburg, South Africa.
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2.2 Profile and the living conditions of Congolese in Johannesburg, South

Africa

In the City of Johannesburg, Yeoville; Congolese community constitutes the largest portion
of Congolese men (Mavungu, 2007). There is a saying among Congolese community living
in Yeoville: “Oyo eza mboka ya bana na bana” meaning that “there are no fathers around us,
the fathers are left at home”; is a popular saying among Congolese which shows that Yeoville
constitutes of young men (Mavungu, 2007:18). Amisi and Ballard (2005:1) argue that
Congolese’s community in South Africa constitutes the largest group of refugees who have
fled what has become known as “Africa war”, that is the cause of deaths of around three

million people”.

In South Africa, there is way to identify Congolese community members with their traits.
These traits include Congolese’s languages, accent and poor English, clothing that is button
up on their own style, appearance, hairstyles that are differently from citizens and way of
walking (Amisi, 2006). Most Congolese community’s members have high levels education
but they struggle to find jobs corresponding to their qualifications, like some other non-
citizens who struggle for their daily socio-economic living conditions (Lakika, 2011). In
addition, many Congolese are found in informal activities that includes cutting hair and
hairdressing in salons, trading and hawking, shoemaking and repairing, security industry and
car guarding and the provision of transport services such as taxis, as well as productive
activities like manufacturing (Lakika, 2011). In informal activities, many Congolese work
under conditions that disregard the South African labour law in terms of contract and working
conditions (Amisi, 2006). For this reason, both Congolese employed and employers have the
benefit of not making complaint (Amisi, 2006). In formal activities Congolese’s community
face problem with documentation and they need like some non-citizens to conform to the
South African’s law that requires people to produce first proper documentation to access
public services that many non-citizens struggle to get from the Department of Home Affairs
in South Africa ( Landau, 2005).
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According to Lakika (2011), the Congolese community in Johannesburg lives in difficult
conditions. They face the same suffering as other non-citizens in South Africa with limited
livelihood opportunities, incapacity to access services such as health, poor provision of
documentation from the Department of Home Affairs and everyday xenophobia experienced
in institutions and public sectors (Amisi and Ballard, 2005). Like other non-citizens living in
Johannesburg, Congolese’s community experience everyday xenophobia. Crush and
Tawodzera notice that in public healthcare sectors, healthcare providers need a patient to
produce identification whenever she/he seeks healthcare. In this, they ask for identification,
not in order to see the name or the address of the patient but with the purpose of knowing the
patient’s national origins, whether is eligible to the treatment or the patient has the legal right
of staying in the country (Crush and Tawodzera, 2011). Despite, in the City of Johannesburg
many Congolese prefer to access free healthcare in the public healthcare facilities as they
cannot find money for the private’s clinics that are expensive as they are living under harsh
socio-economic conditions (Lakika, 2011). Many Congolese like other non-citizens rely on
private’s landlords for their accommodation as most have refugee’s status or asylum seekers
paper that are sometimes ignored in the public sectors, the Department of Housing
(Greenburg and Polzer 2008). In the City of Johannesburg, many Congolese live in Yeoville
where accommodation is affordable for many of them as they can share a flat or a room with
their fellow Congolese. In addition, Congolese who come for the first time with less financial
resources or without any resources at all can easily find themselves in security with their
familiar community to kick start their new lives (Mavungu, 2007). The following section

presents migration and HIV history in South Africa.

2.3 Migration and HIV history in South Africa

About migration and HIV history, Anarti, (2005); MacPherson & Gushulak, (2001) state that
migration is a central determinant of health. Lurie continues that in South Africa, the
growing of HIV epidemic is associated with the role of the migration in the spread of HIV is
that migrant men become infected away and return to infect their rural partner back home
(Lurie, 2006). There is a number of different reasons are found on this growing of HIV
epidemic in South Africa that include poverty ( Peberdy and Dina, 2011). However, non-
citizens are often blamed by citizens as being carriers of diseases, including HIV from home

to their country of destination (Harper & Raman, 2008).
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In addition, non-citizens are perceived by citizens as an additional burden for healthcare
services in South Africa (Southern African HIV Clinicians Society and UNHCR, 2007 in
Vearey, 2011). As a result, non-citizens may be denied healthcare, including antiretroviral
therapy services in South Africa (CORMSA, 2008; McCarthy et al., 2009). Yet, research
conducted in the City of Johannesburg suggests that non-citizens leave to the country of
destination healthy and no one comes in urban areas for healthcare seeking; they come for
other reasons than health (Vearey, 2011). Also, 2008 findings from a cross-sectional
household survey conducted in Johannesburg revealed that non-citizens prefer to go back
home when they are too sick to be looked by their relatives and less than 5% of non-citizens
would not prefer to bring a sick relative to join them in the city (Carrasco, Vearey, & Drimie,

2011). The following section describes migration in Johannesburg.

2.4 Migration in Johannesburg

Migration in the City of Johannesburg, South Africa is “circular" or “oscillating” migration’s
between rural to urban areas or vice versa and the movement of across borders that is
illustrated as seeking livelihood opportunity in the urban areas (Vearey, 2011). The City of
Johannesburg is characterized as a reservoir for many non-citizens who are refugees and
asylum seekers (Vearey, 2008). The City of Johannesburg has increased in urban poverty
within the rise in unemployment since the post-apartheid period that poor survive through
both economic and non-economic strategies (Beall et al. 2000). Many non-citizens have the
skills and have the willingness to work in the City of Johannesburg but they are
systematically excluded from the jobs and income generating opportunities in formal and
informal mechanisms (Landau, 2007). With limited and exclusion job opportunities for many
non-citizens; they accept jobs that are below the minimum wage or in inhumane conditions as
some employers do not recognize their papers or their professionals’ qualifications (Landau,
2007). Migration in the City of Johannesburg, South Africa is livelihood-seeking strategy for
many poor households (Vearey, 2011) and access public healthcare services for non-citizens
is limited by the lack of proper documentation from the Department of Home Affairs known
as “ one of the most corrupt Departments during the apartheid period under Minister

Buthelezi ( Landau 2007: 66). The following section introduces access to healthcare services.
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2.5 Access to healthcare services

The right to access the healthcare system for non- citizens are provided on a certain number
of legislative guidelines and frameworks in South Africa. In South Africa, there are still
considerable inequities in access to healthcare services (Harris et al., 2011). The concept of
access to healthcare services is itself complex. Some authors refer to the concept of access to
healthcare services as the entry point into or use of the healthcare system, while others
believe that the concept of access to healthcare services describes factors influencing entry or

use of the healthcare system (Penchansky & Thomas, 1981).

Within this, access to healthcare services is socially constructed, as people are surrounded
within social, political, and economic systems that shape behaviours and access to resources
necessary to maintain health (Israel et al. 1998). From the constructivist paradigm’s view,
there is multiple; socially constructed realities that are influenced by social, cultural, and
historical contexts that individuals are connected in such a way that the findings are

inseparable from their relationship (Israel et al. 1998).

The concept of access to healthcare services is a multidimensional concept (Mclintyre,
Thiede, & Birch, 2009); this refers to “the degree of fit between the clients and healthcare
system” (Penchansky and Thomas 1981: 128). The concept of access to healthcare can be
summarized into more specific areas of fit between the healthcare system and the clients
(Penchansky & Thomas, 1981). These are what Penchansky and Thomas called the specific
areas, dimensions of access that include availability, acceptability and affordability
(Penchansky & Thomas, 1981). These three dimensions of access to healthcare are similar to
the three points of the triangle that shapes the concept of access to healthcare services that
MclIntyre and colleagues called “A-frame” (Mcintyre et al., 2009). Access to healthcare
services is not achievable without its three dimensions that address the healthcare system and
the individual perspective (Mcintyre et al., 2009). Once the concept of access is understood
in this way, access allows people to be in command of appropriate healthcare services that
improve their health (Gulliford et al., 2002). The three dimensions of access to healthcare

services have different meanings in the healthcare system.
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Availability refers to as an appropriate healthcare service available in the right place and at
the time that it is needed. In addition, healthcare system factors such as location of healthcare
facilities, readiness to provide mobile services or carry out home visits to the clients’ place,
degree of fit between the hours of opening the clinics (Mclintyre et al., 2009). In this study,
availability refers to as opening and closing hours, documentation, services available and
human resources at the two healthcare facilities — the government primary healthcare clinic
and the non-government clinic. Availability means clients may have access to services
(Gulliford et al., 2002).

Acceptability refers to as the reasons for provider choice, clients’ satisfaction and health
system perception (Penchansky & Thomas, 1981). This dimension of healthcare access looks
at the relationships between the expectations of the healthcare providers and the clients at the
clinics. The focus is placed on providers’ expectations that the clients should have respect for
their professional status and comply with their prescribed treatment (Mclintyre et al, 2009). In
return, the clients expectations that the healthcare providers should treat them with respect,
listen to their symptom description carefully; and expectation that the clients should have
access to receive the treatment needed (Mclntyre et al., 2009). In this study, it looks at the
healthcare providers and clients attitudes towards respect and expectations at the clinics.

Affordability refers to as the financial aspect of access to healthcare, whether the health
service is properly charged to match the individual’s capacity to pay for it (Mclintyre et al.,
2009). This dimension of access to healthcare looks at the degree of fit between the costs
used at the clinics and the ability of the clients to pay (Mclintyre et al., 2009). It looks at
activities that require out of pocket money of the clients for their healthcare services (Harris
et al., 2011). Affordability to healthcare system looks at the relationship of prices of services,
income, and ability to pay the services (Penchansky & Thomas, 1981). In this study,
affordability refers to the distance and the travel mode of the clients to the healthcare
facilities and the duration of time spent at the clinic. The following section describes access
to public healthcare system in South Africa.
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2.6 Access to public healthcare system in South Africa

South African’s healthcare system has two challenges that overburden its public healthcare
services. These are the massive shortages of healthcare staff and the struggle to deal with the
HIV/AIDS epidemic (Cullinan, 2006). Massive shortages of healthcare staff still persevere
within the public healthcare system (Coovadia, Jewkes, Barron, Sanders, & and Mclntyre,
2009). All patients who are using the public healthcare system are now only able to access
higher levels of care once they have assessed and referred upward by healthcare providers
(Cullinan, 2006). At a lower level, the exemption is made to medical emergencies as it is the
first point of entry for people who need to access public healthcare service in the primary
healthcare at local clinics and community healthcare centers (Cullinan, 2006). The two
healthcare facilities at the primary level treat what healthcare providers call ambulatory
patients, or people who are to walk and do not need to be confined to bed (Cullinan, 2006).
Cullinan states that since April 1996, access to public healthcare services at the first level is

free of charge (Cullinan, 2006). It constitutes:

%+ A Clinic that is defined as a facility at and from which a range of Primary Health Care
(PHC) services are provided, but that is normally open only 8 hours a day. Certain staff
may, however, be required to sleep at or near the clinic so that they are available on call
in case of emergency (Cullinan, 2006).

s A Community Health Centre that is defined as a facility that, in addition to a range of
other PHC services, normally provides 24 hours maternity and accident and emergency
services, and up to 30 beds where patients can be observed for a maximum of 48 hours.
There are procedure rooms but not an operating theatre, patients are given general
anesthetics, and they are admitted as inpatients in the community health centers (Cullinan,
2006).

According to Cullinan (2006), the primary level services are supposed to cover a

comprehensive range of preventive, promotional, curative and rehabilitation services. Both

clinics and health centres are to offer services such as mother and child care, immunization,
family planning, treatment for sexually transmitted infection (STIs), minor trauma and care
for those with chronic illnesses. In South Africa the Primary Health Care services are run by

nurses, although doctors visit many clinics regularly.
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When a more specialized level of care is needed, patients have to be referred to secondary
level or hospital or by clinic staff (Cullinan, 2006). The following section presents access to

the documentation and treatment in South Africa.

2.7 Access to the documentation and treatment in South Africa

A lack of documentation constitutes an obstacle for non-citizens to access public services
including healthcare services in South Africa (CoRMSA, 2009). Without proper
documentation in public healthcare services, hospital or clinic staff members are not available
to provide treatment to those who need it (Landau, 2005). This situation is not what the South
African law says but a situation creates by the healthcare providers who do not respect legal
legislations of access healthcare services in the public healthcare in South Africa. Yet, legal
legislations in South Africa - including a memo from the Department of Health - provide the
right to healthcare services and to antiretroviral therapy to everyone without producing South
African documentation (DOH [South Africa], 2006). The South African Constitution
provides on section 27(3)(RSA., 1996: 27(3)) that no one may be refused emergency medical
treatment (South Africa Constitution, 1996). The National Health Act (2003) and the
Constitution guarantees everyone in the country, without any discrimination, the right to
health; The National Department of Health confirms that patient do not need South African
ID, to access healthcare services and antiretroviral therapy (NDOH, 2006); the refugee act
that gives the same right to healthcare to all migrants with refugee status in South Africa; the
refugees Act (1998). While, rights to healthcare system in South Africa for non-citizens are
developed and ensured, the practice on the ground does not follow (Vearey, 2011). Many
non-citizens continue to face challenges in accessing the healthcare system, some healthcare
facilities continue to request ID books for access to public healthcare; others refused to give
antiretroviral therapy to non-citizens (McCarthy et al., 2009; Vearey, 2008). However, the
South African’s government fails to give to its policies effective protection as the practice on
the ground, at clinic level, does not follow the legal legislations (Landau, 2006). In the public
healthcare facilities, frontline healthcare providers make the own decisions regardless the
legal policies handled down by the hierarchy to respect the legislative guidelines and
frameworks (Moyo, 2010). In the private clinics or non-government clinics healthcare
providers are not strict to documentation as they are interested to have money or to provide
charitable healthcare services. The following section presents access to housing in South
Africa.
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2.8 Access to housing in South Africa

In South Africa, the Department of Housing does not offer accommodation to non-citizens
(CoRMSA 2009; Greenburg and Polzer 2008). Access to housing is one of the main
concerns of many non-citizens (Landau, 2005). Many non-citizens live in conditions of
overcrowding and share their accommodation with other family members (Mpedi & Smit,
2011). In addition, non-citizen migrants have a tendency to move from one accommodation
to another (Mpedi & Smit, 2011). Most non-citizens cannot afford safe accommodation
because they do not have good jobs and proper documentation to support them (Landau,
2005). They live in overcrowded accommodation that is a risk for many communicable
diseases (Ahmed, Arabi, & Memish, 2006). In fact, there is epidemic of cholera in
accommodation associated with crowded living conditions that limited sanitation
(Zuckerman, Rombo, & Fisch, 2007). Despite, many non-citizens lack the ability to become
self-sufficient to afford safe and secure accommodation with good conditions of sanitation
(Landau, 2005). As a result, many renters rely on private landlords who overcharge them
because of overcrowding people and taking opportunity of their inability to be landlords due
to a lack of proper documentation (Landau, 2005). The following section describes men and

access to healthcare services.

2.9 Men and access to healthcare services

Traditionally, men and women access healthcare services differently (Galdas, Cheater, &
Marshall, 2005). Within gender inequality in access to healthcare services, men are taking the
risks by being unconcerned about their health (Galdas, Cheater, & Marshall, 2005). Men
consider going to the healthcare services when their body can no longer hold out or when
they are convinced that they are no longer in control of their health ( Mavhu et al., 2010).
Contrary to Banks who argues that men do care about their health issues but they often find it
difficult to express their fears that are the cause for them to tend their healthcare services later
than their counterpart women. In addition, this phenomenon is made worse by social class
inequalities (Banks, 2001).

According to UNAIDS (2010), men have their socio-economic role as household providers
and with their masculinity they do not want to leave to work for treatment out of fear of

losing their job or income.
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In addition, they prefer to look for money first as their responsibility to the family is often
perceived as connected with financial support instead of staying in the queue in the clinic for
their own health problem. The following section highlights issue of HIV-related stigma and

discrimination.

2.10 HIV-related Stigma and discrimination

HIV-related stigma and discrimination limit people living with HIV/AIDS to access to HIV
related services and to good adherence of antiretroviral therapy services (Skinner and
Mfecane, 2005). People living with HIV/AIDS avoid rumors, social rejection and people to
know that they access healthcare facilities; even if these healthcare facilities have other
specialized services then HIV/AIDS services by the community members (Marinankunda,
Loos, & Alou, 2009). Patients living with HIV/AIDS find themselves comfortable when they
disclosed at least to one person whom they trust and they do not want to disclose to the larger
members of their community that they belong (Daftary, Padayatchi, & Padilla, 2007). For
example, married men insist to their spouses to keep confidential of their HIV positive to
avoid discrimination (Daftary et al., 2007). They avoid potential social reactions of others
when they talk about their HIV status in their community (Kalichman et al., 2007).
Sometimes, people of the community have strong negative judgmental attitudes on people
living with HIV (Cloete, Simbayi, Kalichman, Strebel, & Henda, 2008). With this, they are
isolated as their family members or community members distance themselves from them
because of their HIV status (Mitchell, Kelly, K.J.M., Potgieter, & Moon, 2007). They are
themselves stigmatized because of other members of the community attitudes (Mbonu, Van
den Borne, & De Vries, 2009). They are stigmatized to take their ARVs when they do not
have anything in their stomach that affects their adherence to the treatment (Unge et al.,
2008). The following last section underlines social support networks to access antiretroviral

therapy services.
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2.11 Social support networks to access antiretroviral therapy services

Social support networks are generally seen as an enabling factor for engagement in healthcare
services, including access to antiretroviral treatment services (Mkant, 2005). The sources and
types of support are most effective in specific situations and most effective when offered by
specific types of people for successful engagement in healthcare services (Gigliotti, 2002;
Hamilton, Razzano, & Martin, 2007). There are two categories of sources of social support
networks—formal and informal; the former consists of professional support systems
(healthcare and social service providers) and the latter of family, friends, and other
community organizations such as church (Waddell & Messeri, 2006). In managing most
chronic diseases such as HIV/AIDS, informal social support networks, particularly relatives,
are acknowledged as critical sources of social support (Berkman & T., 2000; Hamilton et al.,
2007; Kaplan & Toshima, 1990). Availability of support from family members improves the
probability of people living with HIV to access healthcare services; regardless of whether
they were already receiving or not receiving support from supplementary HIV services
(Waddell & Messeri, 2006). However, in the case of HIV treatment with patients who are
non-citizens, such relationships often become more complex, and both relatives and non-
relatives may be part of the informal support systems involved in HIV/AIDS care giving
(Johnston D, Stall R, & K., 1995; Knowlton, Hua W, & C., 2005). For example, a 2007
access study highlighted the role of the family members and friends in directing non-citizens
to access antiretroviral therapy services in Johannesburg, South Africa (Vearey, 2008). The
following section is chapter three that gives essential tools that guide the research report.
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Chapter three: Theoretical framework: Access and other factors

3.1 Introduction

The review of the literature outlines substantial theoretical resources centered on the issue of
access dimensions and other factors. The literature builds on the conceptual framework on

access theory and the social constructionist theory.

The access theory to healthcare provides three dimensions of access healthcare availability,
acceptability and affordability (Schneider, Mcintyre, Birch and Eyles, 2006) that form the
key concept and discussion of this theoretical framework ( see figure 1 below). Without these
three dimensions to healthcare services, it is difficult to evaluate the perspective of individual
who needs to access healthcare services (Mclintyre et al., 2009). Availability of services in
this study refers to as opening and closing hours, documentation, services available and
human resources at the two healthcare facilities. Information on availability of services is a
key issue when individual needs to access to healthcare services; individual’s decision to go
the clinic healthcare services depends on whether the services are available or not (Mcintyre
et al., 2009). Opening and closing hours refer to the time that the healthcare facilities and
client are available to access healthcare services at the clinic. Documentation refers to as the

documents which clients are required to possess or present in order to be seen for care.

Human resources refer to as different staff members available at the clinic who facilitate the
client to access services needed. Acceptability of services refers to as respect and
expectations between the healthcare providers at the clinic. MclIntyre and colleagues indicate
acceptability as attitudes of the healthcare providers towards the clients and the clients
towards the healthcare provides (Mcintyre et al., 2009). Respect looks at the considerations
that healthcare providers give to the clients when they come to access healthcare services and
clients’ considerations to the healthcare providers. Expectations refer to as the way clients
need to be receiving the treatment from the healthcare providers and the healthcare providers
need the clients to comply with what the requirements of the treatment are. Affordability
relates to as the mode of transport to the clinic and time spends at the clinic. Mode of
transport refers to public or private vehicles that clients use to access to healthcare facilities.
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Time spent at the clinic refers to as the duration that takes for a client to be assisted by the
healthcare providers when s/he is at the healthcare facilities. These three dimensions form the
concept of access relies on “the degree of fit between the clients and healthcare system”
(Penchansky and Thomas 1981: 128) at the healthcare facilities.

Figure 3.1.1: Access dimensions to healthcare services in the healthcare

system

Affordability

Availability Acceptability

CCESS

Demand-side factors

Supply-side factors

Conceptual framework on access to healthcare (Schneider, Mcintyre, Birch and Eyles (2006:5)

The figure above shows how the healthcare system is accessible and illustrates the three
dimensions that address the healthcare system and build individual confidence in the health
system (Mclntyre et al., 2009). With this conceptual framework on access to healthcare
system, individuals with seeking behaviours are connected with multiple realities that are
socially constructed and influenced by social, cultural, and historical contexts that the

findings cannot be disconnted from their relationship (Israel et al. 1998).
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The social constructionist theory perceives the discourse about the world not as a reflection
of the world but as an object of mutual exchange. In Addition, Social Constructionist review
is primarily about clarifying the processes by which people come to describe, explain, or
otherwise account in the world they belong themselves (Gergen, 1985). An effective access
healthcare services in the healthcare system is perceived by individual as a common

exchange between access dimensions and other factors.

Other factors include support networks, secrecy and stigma; and survivalist livelihoods that
form the understanding of the treatment experiences of Congolese men on the antiretroviral
therapy services in the healthcare system. The support networks are important factors that
affect people on antiretroviral therapy services within its role of engaging them in healthcare
services (Mkant, 2005). Secrecy and stigma are factors that affect people on antiretroviral
services with limitation and good adherence of antiretroviral therapy services (Skinner and
Mfecane, 2005). The survivalist livelihoods that affect people on antiretroviral therapy
services to cope with their daily living situation in the healthcare services for example, when
they do not have anything in their stomach that affects their adherence to the treatment (Unge
et al., 2008) or where there is an epidemic of cholera in accommodation associated with
crowded living conditions that affects their sanitation (Zuckerman, Rombo, & Fisch, 2007).

The following section concludes the chapter three.

3.2 Conclusion

The research report provides the literature on treatment experiences of non-citizen men on
antiretroviral therapy servives in the healthcare system in the context of South Africa. To
frame this study to make the sense of the findings, a range of literature selected provides this
study with the rich theorical frameworks on access dimensions theory and social
constructionist theory. Access dimensions theory looks at the three dimensions of access to
healthcare availability, acceptability and affordability in the healthcare system (Schneider,
Mclintyre, Birch and Eyles, 2006). Social constructionist theory builds on other factors that
affect people to access heathcare services. Social constructionist theory looks at the way
people construct support networks, secrecy and stigma; and survivalist livelihoods in the
healthcare system that form their confidence on effective access healthcare services in the

healtcare sytem.
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There is not a clear understanding of the experiences of Congolese men receiving
antiretroviral therapy services at the clinic without these two theories access dimensions
theory and other factors, social constructionist theory in South African healthcare services.
The following section introduces chapter four, reseach methodology.
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Chapter Four: Research methodology

4.1 Introduction

In this chapter, the methodology used to collect data from different participants to understand
the experiences of Congolese men on antiretroviral therapy is discussed. Congolese men on
antiretroviral therapy and healthcare providers were the target population for this study. The
chapter comprises eleven sections. The first section introduces the chapter; the second section
gives snapshot of the participants; the third second presents the sites of the study; the fourth
gives the research design; the fifth describes the population, sample, choice of the
participants and the scope of the study; the sixth section describes the language used during
the interview process; the seventh section highlights interpretative thematic analysis and
comparative analysis; the eighth section presents ethical considerations; the tenth section
presents limitation of the study and the eleventh section is the conclusion and ends the
chapter. The following section gives the sites of the study.
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4.1 Sites of the study

4.1.1 Yeoville Map
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This study takes in Yeoville, Johannesburg situates in the Central Johannesburg, South
Africa. Yeoville is Central Business District (CBD) also called a central activities district. In

Yeoville, there is a non-government clinic, the Nazareth House Clinic and a government

Primary Healthcare Clinic (PHC), the Yeoville clinic where by the study takes place.
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4.1.1.1 Nazareth House HIV clinic

Nazareth House HIV clinic is a charity non-government clinic situates on corner Webb and
Grafton in the suburbs of Yeoville. Nazareth House HIV clinic days and Hours are: Mondays
to Fridays from 8:00 am to 5:00 pm. It provides antiretroviral therapy services and HIV
counseling and Testing (HCT) for people who are in need of it. It has an Outreach
Programme and hospice. The Outreach Programme provides food parcels, closing, and
blankets and counseling to AIDS patients. The hospice provides healthcare to some patients
on antiretroviral therapy who do not have their relatives in Johannesburg, South Africa. Since
1894, Nazareth House was established in Johannesburg, Gauteng with the first objective that
was to care for orphans during the period of the 19™ century rush. Over the time, Nazareth
House has become clinic for HIV/AIDS patients that 80 per cent are non-South African
(Nunez and Wheeler, 2012). The Southern African Catholic Bishops’ Conference (SACBC)
AIDS Office that began its ARV treatment programme in 2003 with the funding from
CORDAID which laid the foundation for the PEPFAR funded programme begun in 2004 that
ends its funded programme in May 2013. Over 45.000 patients have been initiated on
treatment, with most of them now having been captivated by the clinics under the Department
of Health (SACBS report, Dec. 2012).

4.1.1.1.2 The Primary Healthcare Clinic (PHC): The Yeoville clinic

The Primary Healthcare Clinic, the Yeoville clinic is a government clinic in the Central
Johannesburg, South Africa. It is one of the region F clinics in the city of Johannesburg. It is
situated on corner Kenmere and Hoskins street in the suburbs of Yeoville. Yeoville Clinic
days and hours are: Mondays to Fridays: 8:00 am to 4:00 pm. The clinic has a range of
services: Family planning, Tuberculosis (TB), HIV Counselling and Testing (HCT), Health
for men, Chronic services, Sexual Transmitted Infections (STI), Post exposure prophylaxis
(PEP), Curative services, Trauma and Emergencies, Vitamin a supplement, Child health that
includes immunisation, antenatal services, prevention of Mother to Child Transmission and
Woman ‘health. In the city of Johannesburg region F clinics; the Primary Healthcare Clinic is

supported by nongovernment.
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In the Yeoville clinic, there is a project called ANOVA that provides HIV related services for
men. This project belongs to Health Institute that works with South African’s Department of
Health to extend free services for men who have sex with men (MSM), addresses the sexual
health needs of men in general, gay, bisexual men and other men who have sex with men in
South Africa; it also provides the STIs management and antiretroviral therapy to only patient

men. The following section presents the research design of the study.

4.2 Research design

The research methodology used in this research is qualitative. Being qualitative in nature, this
study sought to bring new insights on treatment experiences of Congolese men on ART
services in South Africa’s government and non-government clinics. Attitudes, interests,
personal problems, mood, motivations, frustration, experiences are comparatively complex
and therefore more difficult to capture quantitatively hence the study used a qualitative
approach (Baumgartner & Clinton, 1998). The choice of qualitative approach is made
because it permits to study in depth and details (Patton, 1987), the experiences of Congolese
men who access antiretroviral therapy services. There are many challenges in accessing
Congolese men on antiretroviral therapy services under this study. | predict some challenges
that mat happen in accessing Congolese men on ART under this study. First, it is difficult to
know when a Congolese man on ART comes at the clinic to collect his medication or see the
healthcare providers as each patient on ART has his own date to collect the medication or
consult with the healthcare providers. Second, it is difficult at the clinic to know who
Congolese man is and who is not, although Congolese men have some traits (Amisi, 2006).
Sometimes, it is confusing to approach a man who is not a fellow Congolese man like people
may bear a resemblance to many ways. Third, it is difficult for a patient man to open up at the
first contact with a stranger or a person he sees for the first time. Four, most men in general,
Congolese men seem to be busy due to the responsibility they have in the households. They
prefer to leave the clinic as soon as possible when they are done with the clinic. They can

avoid somebody to delay their time for what they did not plan.
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4.2.1 Interviews

Face to face in-depth interviews with participants were used to explore their experiences
regarding access to antiretroviral therapy services at a government and at a non-government
clinic in Yeoville. Participants expressed themselves “in a way ordinary life rarely affords
them” (Family Health International et al., 2005: 29). The questions were asked in following
the order of the respondent’s narratives with sufficient flexibility to enable the interviewer to
probe responses where relevant. A semi-structured interview schedule was used during the
month of November, 2012 and January, 2013 (see attached semi-structured interviews in the
appendix). Open-ended questions were also utilized to investigate and encourage detailed
response from participants instead of “Yes” or “no”. Also, the open ended questions
examined whether Congolese men experienced HIV/AIDS stigma. My first contact and the
rest of the time of the interviews with the participants, | was well dressed my cell phone was
off and placed out of the view of the participants. All these variety of factors used in order to
establish a good relationship with the participants. 18 in-depth interviews were conducted
with the staff members and clients at the clinic settings, in a private room. The average

duration of my interviews was 30 minutes.

4.2.2 Observation

Observation is interested both in knowing what those diverse perspectives are and in
exploring the interaction among them. “Observation is the empirical research method
available because it allow us, first-hand, what people do, think, and believe, in their group”
(Alder and alder, 2003:42). People in a group do not behave on the same way; they act and
react differently (Family Health International, Mack, & Woodsong, 2005). | used observation
in this study not as part of the methods of ethnographic, participant observation but as non-
participant observation techniques. This non participant observation technique (Fabian, 2008;
Hammersley & Atkinson, 2007) involves that researcher observes the participants without
being involved in their activity. At clinics, | used to come before their opening time; | stood
up near the gate as all patients who need access to services till they open then | entered and
continued my observation. | observed at the clinics, the wearing of the hat was frequent for
men in general, in particular Congolese men who come to collect drugs. Also, the throwing
away of the package that contains the drugs in the dustbin before they leave the premises of

the clinics.
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4.2.3 Field notes

The field notes are way to manuscript certain participant observations activities such as
casual or unprompted interviews and observation; it is taken directly into the field notes book
(Family Health International et al., 2005). Some informal conversations with some
participants at the premises of the clinics are important for the researcher to get insight of the
treatment experiences of Congolese men on ART under this study. Some informal
observations activities were written in the field notes book in order to strengthen the research
report. Family Health International et al., (2005), state that field notes are handwritten notes
that later the researcher changes it into computer files. A field note is a diary of the research
report. Being aware of the importance of the field notes on the research, | created the list of
things that | focused on and what information was important to match the objectives of my
study.

4.3 SNAPSHOT OF PARTICIPANTS

The snapshot of participants is presented in two tables below. The first table gives the profile
of each staff at the two clinics and the second tables, the profile of each client, Congolese
men on ART at the two clinics. To keep their identification protected, a pseudonym is

allocated to each of the participants on this research report.
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Table 1: STAFF AT NAZARETH HOUSE AND AT THE YEOVILLE CLINIC

Staff members from different African countries women and men working at the two clinics

participated in this study. Their profiles are given in this table below:

STAFF MEMBERS AT NAZARETH HOUSE AND AT THE YEOVILLE CLINIC

Name Sex | Age | Origin Reason/Migration | Length | Role at | Legal Status in
Country | in JHB,RSA of time | the clinic | RSA
at
clinic

Mpumi (NH) | F 43 Zambia | Job 9 years | Nurse Residence in

RSA
Helene (NH) | F 45 RSA Job 8 years | Counselor | South African
Posha (NH) | F Job 6 years | ---
Henrietta F 39 DRC War 7 years | Nurse Refugee status
(NH)
Precious F 36 DRC Job 3 years | Facilitator | Asylum seeker
(NH) Support

gp

Ngoyi (NH) | M 46 DRC Job 4 years | Doctor Residence in

RSA
Lebo (PHC) |F 40 RSA Job 7 years | Nurse South African
Rita (PHC) F 38 RSA Job 4 years | Counselor | South African
Sipho (PHC) | M 39 RSA Job 4 years | Adm. South African

Ass

Kweto (PHC) | M 36 RSA Job 1year | Doctor South African
Maria (PHC) | F 45 RSA Job 3 years | Counselor | South African
Justice (PHC) | M 25 RSA Job lyear | Clerk

38




Source: Fieldwork

The table 1 above reveals that there are twelve staff who participated in this study at the two
clinics, six at a non-government clinic, Nazareth House and six at a government clinic, the
primary healthcare clinic, the Yeoville clinic. The oldest staff member was 45 years and the
youngest was 25 years old though, one staff member did not want to reveal her age. She had
the right to refuse to respond on this question as it was written on participant information
sheet that “participation in the study is voluntary, the participant has the right to refuse to
respond to the question that she/he feels uncomfortable ”. However, she did not look to be
less than 18 years old. The findings reveal that all participants in this study fit to the
exclusion and inclusion criteria fixed under the study that says: “Only a staff member/or

client at the clinic over 18 years who is allowed to participate in this study”.

The table 1 shows that at the two clinics, staff members who work at the two clinics in
Johannesburg come from different African countries. Findings support the argument that
migration in the City of Johannesburg, South Africa is “circular" or “oscillating” migration’s
between rural to urban areas or vice versa and the movement of across borders that is

illustrated as seeking livelihood opportunity in the urban areas (Vearey, 2011).

The reasons of migration in the City of Johannesburg the table reveals, that all staff members
at the two clinics stated that they have migrated in Johannesburg for job opportunities, except
one staff member from the Democratic Republic of Congo stated that she came in
Johannesburg for another reason than Job. Findings support the argument that in-migration in
South Africa is a livelihood-seeking strategy for many poor households (Vearey, 2011).

Concerning the length of time working at the clinic, the longest length of time working at the
two clinics was nine years and the shortest was one year. None of the participants was less
than 3 months by the time this study was conducting. Findings support the argument this
study fixed for selecting participants: “Only a staff member who has been at the clinic for
more than 3 months was eligible to participate in this study”.
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The table 1 also reveals that between the two clinics, at the government clinic all staff are

South Africans compared to Nazareth House, there are different staff members from other

African countries who are working. Findings reveal that in South Africa, there are limited

and exclusion job opportunities for many non-citizens in public sectors that many non-

citizens accept jobs in informal sectors whereby their professionals’ qualifications are taken

in considerations by the employers (Landau, 2007).

Table 2: CONGOLESE MEN AT NAZARETH HOUSE AND AT THE YEOVILLE

CLINIC

Some Congolese men on antiretroviral therapy services who are living in Yeoville,

Johannesburg accepted to participate in this study. Their characteristics are provided in this

table below.

CONGOLESE MEN AT NAZARETH HOUSE AND THE YEOVILLE CLINIC

Name | Age Origin | Reason of | Year | When | Where Reason | How | Legal
) ) tested for | for HIV | long | status in
Migration | of found _
) ) HIV for | testing | on RSA
into South | arrival | HIV _
) ) . the first ART
Africa in positive |
time
RSA
Antoine | 32 DRC | Job 2008 2008 RSA/NH | Rash 4 Asylum
ears
(NH) ’
Paul 48 DRC | War 2003 | 2008 RSA/JHB | TB 4 Refuge
(NH) years
Jeremy | 42 DRC | Human right | 2001 2009 RSA/NH | Weight | 3 Refuge
(NH) loss years
Marcel | 38 DRC |Job 2007 | 2010 RSA/NH | Hepatitis | 2 Undo.
(NH) years
Eric 49 DRC | Job 2006 2010 RSA/PHC | TB 2 Refuge
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(PHC) years
Edo 31 DRC |HR 2007 | 2010 RSA/PHC | TB 2 Refuge
(PHC) years

Source: Fieldwork

The above table 2 reveals that there are six Congolese men who participated in this study at
the two clinics, four at a non-government clinic, Nazareth House and two at a government
clinic, the primary healthcare clinic, the Yeoville clinic. This study targets only client men
from the Democratic Republic of Congo (DRC) receiving antiretroviral therapy services and
living in Yeoville, Johannesburg at these two clinics. The study wants to understand the
cultural dimensions of Congolese non-citizen men accessing antiretroviral therapy services at
the two clinics. As the literature informs that men do not have the same health seeking
behavior as women - who routinely access healthcare services (Galdas, Cheater, & Marshall,
2005). The oldest Congolese man was 49 years and the youngest was 31 years old. Findings
support the criteria of the study that says: “Only a Congolese man on antiretroviral therapy
living in Yeoville and receiving ART services at the clinic over 18 years who is allowed to

participate in this study”.

There are some reasons that some Congolese men under this study fled their countries and
come to South Africa. Some Congolese men said they fled their country to South Africa
because of searching for jobs opportunities, others said for searching protection as they run
war and human right abused. Findings support argument that some migrants in South Africa
have come searching for protection and others have migrated for economic opportunities
(Landau & Wa Kabwe-Segatti, 2009). Also, a largest group of Congolese who have fled their
country is because of what has become known as “Africa war”, that is the cause of deaths of

around three million people” (Amisi and Ballard 2005:1).

Many Congolese men in this study have come to South Africa between 2001 and 2008.
Findings reveal that in-migration of Congolese in South Africa has started for a long time as
South Africa has become for a long time a preferred country of transit to Western Europe and

North America for some Congolese middle class (Steinberg, 2005).
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To the question to find out when, where and for what reason Congolese men on ART under
this study found that they are HIV positive? The table shows that Congolese men under this
study found that they are HIV positive between 2008 and 2010 that falls between two and
four years, before this study to be conducted. Findings reveal that Congolese men on ART
found out that they are HIV positive when they are in South Africa and they tested for
different reasons when they were sick with TB (Tuberculosis), weight loss, rash, and
hepatitis. No Congolese man tested before outside of South Africa, they know that they are
HIV positive when they are in South Africa like many non-citizens who do not test at home
they test when they come in South Africa (Vearey, 2008). Congolese men on ART, like
other men sick come to access healthcare services when it is late and while they are already
sick (Banks, 2001). Congolese men like other men come to access healthcare services when
their body can no longer hold out or when they are convinced that they are no longer in
control of their health ( Mavhu et al., 2010).

To the question to legal status in South Africa, many Congolese men reported holding
refugee status, asylum seeker and some Congolese men reported being undocumented.
Findings support the argument that South Africa has different categories of migrants (
Landau & A. Wa Kabwe-Segatti, 2009). Also, the table shows that none Congolese man
interviewed reported having South African’s residence permit while some Congolese men
interviewed have been in South Africa for more than eight years. Findings support the
argument that the challenge to get South African’s residence permit or proper documentation
comes from the Department of Home Affairs known as “ one of the most corrupt departments
during the apartheid period under Minister Buthelezi ( Landau 2007: 66). The following

section gives the population, sample, choice of the participants and scope of the study.

4.4 Population, sample, choice of the participants and scope of the study

The focus on Congolese men aimed at contributing to the literature on non-citizen men and
their experiences of access antiretroviral therapy services in urban areas, in Johannesburg
inner city. The choice of Congolese men on ART and the suburbs of Yeoville in this study
were based on some reasons. First, Congolese men are taken as a case study of non-citizen
men in South Africa whom treatment sometimes are denied in public sectors. Second, most
Congolese who have migrated into South Africa are men and a large number of them live in
Yeoville, Johannesburg (Mavungu, 2007; Steinberg, 2005).
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Third, Yeoville, in Johannesburg is where adult HIV prevalence is highest in urban areas:
9% in formal urban areas and 18% in informal urban(Shisana et al., 2005). Fourth, Congolese
men who live Yeoville and are in antiretroviral therapy services have two alternatives to
access healthcare services; either Nazareth House HIV Clinic or the Yeoville Primary

Healthcare Clinic that are located in Yeoville.

Fifth, McCarthy and colleagues who conducted a clinical study among South African and
non-citizens on antiretroviral therapy used a non-government clinic: Nazareth House HIV
Clinic that is located in Yeoville (McCarthy et al., 2009).

| intended to interview at the clinics 10 Congolese men on antiretroviral therapy services (5
Congolese men in Nazareth House and 5 Congolese men in Yeoville primary health care), it
was difficult to access them. | interviewed 6 Congolese men (2 Congolese men at the

Yeoville clinic and 4 Congolese men at Nazareth House).

In order to know more on the experiences of Congolese men who access antiretroviral
therapy at the clinics; | interviewed 12 healthcare providers (6 healthcare providers at
Nazareth House and 6 healthcare providers at the Yeoville clinic). Exclusion and inclusion
criteria for all the participants under the study were that, only Congolese men or staff at the
clinic over 18 years who has been receiving/providing antiretroviral therapy for more than 3
months was eligible to participate in the research study. The research participants were
recruited using purposive and snowball sampling methods as | knew the population that fits
the criteria of my study was difficult find (Penrod, Preston, Cain, & Starks, 2003). | had the
first contact with the staff in order to establish a good relationship. I had help from the staff in
the clinic to identify and to be introduced to the first patients. The stigma surrounding HIV
sometimes makes difficult for people to come out openly and declare their status to people
they are meeting for the first time. Participants, who are identified using purposive sampling
at first contact, were requested to identify others who fit into research criteria. At this point, it
was sometimes difficult for the participants identified at the first contact to introduce me to
their colleagues as each of participants has his day of the appointment at the clinics and
comes on his time that the first participants ignored. At all the time it happened, | stood up in
queue and | was attempting to approach kindly all men till 1 find a man who suited to the
criteria of the study and I invited him to voluntary in-depth interviews. There is a need to
indicate that the result from the current study cannot be generalized due to the small size of

this sample.
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However, the results of this study contribute and add to others to understand the experiences
of men who access to antiretroviral therapy services in the urban space. The following section

presents the languages used during the interviews process.

4.5 Language used during the interviews process

English is recommended and is an official language that is used in all public sectors in South
Africa. Interviews were conducted in three languages English, French and Lingala that is a
vernacular language spoken by majority of provinces in Democratic Republic of Congo
(DRC). English was used for staff members who do not speak French and Lingala. At
Nazareth House, some of the staff members are from DR Congo interviews were in French
and Lingala. At home, the two languages are often mixed for those of the Congolese
community members who speak them. In South Africa, majority of Congolese mix English,
French and Lingala when they are speaking among fellow’s Congolese. It was a privilege for

me to meet some of the staff members who speaks Lingala at Nazareth House.

It allowed me to collect rich data as Congolese staff members master Lingala. Congolese
men preferred French and Lingala during the interviews as they could feel comfortable with
the two languages. Some of Congolese men could speak in English since they are living in
South Africa but the flow of the words could not follow as in their home languages. After
interviews, of those in French and Lingala were transcribed within 24 hours into English.
Some of the direct quotations are left in French and Lingala but explained in English for the
better understandings of the readers who do not have a background in French or Lingala. |
would like to indicate that some Congolese community members mixed French, Lingala and
English in the same sentence during the interviews. With my background in the three
languages, | can capture what is important for the study. The following section describes the
interpretative thematic analysis and comparative analysis.
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4.6 Interpretative thematic analysis and comparative analysis

Interviews were analyzed by the means of interpretative thematic analysis (Vicsek, 2007).
Themes from interviews were analyzed to shed light on experiences of access ART services
of Congolese men at the clinics. Given that different individuals during interviews
contributed differently, analysis included a valuation of the comparative inputs that different
participants made to the overall responses and the social changes likely impacted upon levels
of the participation (Parker & Tritter, 2006). Resemblances and differences on the
participants’ responses were identified at the courses of interviews. Through which key

themes were identified.

Evaluation of resemblances and differences of the experiences of participants were analyzed
and compared regarding interpretative thematic analysis and comparative analysis. First,
responses from the participants were gathered and secondly, divided into different key
themes that emerged. The unit of analysis was the individual as the study’s primary focus was
to explore the treatment experiences of Congolese men on antiretroviral therapy services.
Each of the staff members and the clients owned particularities through the interview that
other participants did not have. The following section gives the roles of the researcher in the

study.

4.7 Reflexivity: Roles of the researcher

Being outsider and insider in the study is complex and difficult to manage. I looked at myself
as a member of Yeoville’s community, Congolese, man, non-citizen, facilitator of a big
Congolese community organization in South Africa: Forum of Congolese Organization in
South Africa (FOCAS) and researcher.

My different roles in the research could change the way data was collected. According to
Gray (2009: 498), “reflexivity involves the realization that the researcher is not a neutral

observer, and is implicated in the constructed of the knowledge”.

In this regard, what to do and not do during all the process of the research report was

carefully explored.
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Being a member of Yeoville’s community, | was aware of the living conditions of Congolese
in this community. The networks among Congolese in Yeoville are very strong, the more
participants stay in this community, the most the networks are developed and expanded.
Information share in the Yeoville’s community does not take long to be shared among other
Congolese community’s members. It is easy to find a next-of-kin, a relative from Congo who
comes to stay in this community. In Yeoville, most Congolese share rooms or dwellings. In
this case, English is not fluently spoken among Congolese who are sharing the same
accommodation. Those of Congolese, who stay with only Congolese in this community, face
a lot of difficult to communicate with other members of the community who do not share the

home language spoken in Congo.

Being a Congolese in this community, most of the Congolese were curious to see me at the
clinics. Participants wanted to know the reason of my presence in the clinics. Some of the
Congolese on antiretroviral therapy wanted to know about my presence at the clinic I
explained to those Congolese who approached me the reason of my presence of being at the
clinics, of the researcher. Many of women who were under treatment seem to be curious on
the nature of the research, some Congolese men came themselves to be interviewed. But the
criteria did not allow to some of them to participate to the research. Some of the women
promised me to be introduced to their husbands who were also under antiretroviral therapy.
For my first time at the clinic, few patients were men and none of the patient men was a

Congolese. | wondered where to get patient men from Congo in this study.

Being a man and non-citizen, I was affected by participants’ experiences on the antiretroviral
therapy. Congolese men have to take ARVs for the rest of their life, in host country; it is
difficult for them. However, | could only contain my feelings and emotions to continue with

the process of collecting data.

Being a facilitator of a big Congolese community organization in South Africa, | was
attempting to construct participants’ experiences on antiretroviral therapy as everlasting pains

away from their home.

As a researcher, | have trusted scientific, researchers and scholars in the domain of health;
they all could help participants to cope with their status of HIV positive and to continue to

live their normal lives through the improvement of the science.
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All these different roles taken in the study, could affect the data collected in this study.
Nevertheless, these weaknesses are insignificant and cannot challenge the validity of the
findings of this study because the study aimed to give new insights on the experiences of
access antiretroviral therapy of Congolese men on antiretroviral therapy services at the clinics
in Yeoville, Johannesburg. The following section presents the ethical considerations of this

study.

4.8 Ethical considerations

The study received an ethical clearance from the University of Witwatersrand Medical Ethics
Research Committee (HREC-Medical), this in order to comply with the university’s
requirements. Firstly, the application to the Human Research Ethics Committee (HREC-
Medical) was submitted and the Ethical approval was obtained from the University of
Witwatersrand Medical Ethics Research Committee (protocol M120849, see attached in
appendix). Secondly, the researcher obtained the permission from the City of Johannesburg
and Gauteng province to conduct the research at the Yeoville Primary Health Care (see
attached in the appendix) and also, permission has been obtained from Nazareth House (see
attached in appendix). It was important that the rights of the participants are respected. | took

the following ethical issues into consideration:

4.8 .1 Confidentiality and anonymity of participants

Confidentiality and anonymity of the participants were guaranteed to individuals who
participate in the study. All activities done during all the process of data collection at the

clinics remained secret between me and the participants who completed interviews.

At less, | recognized that it difficult to assure the guarantee of individuals in group settings

for example, in the case of focus group discussions.

But for this study, only one-on-one interviews were conducted in a private location. This

private space was given to me by the staff members in charge of the room at the clinic.

There were not a lot of rooms at the clinics, anytime that | had a Congolese man who accepts
to complete the interview | asked the permission to use one of the rooms at the clinic that was
not occupied. In the private room, | could assure the confidentiality and anonymity for

individuals who completed the interviews.
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A pseudonym was assigned to each of the participants during the interviews. | asked the
participants to state their pseudonym if possible each time that they responded to the
interviews. This is in order to protect them against potential harm action at the clinic. This
aspect of ethics was made clear in the information sheet and consent form as attached in the

appendix of this study.

4..8.2 Informed consent

Within the informed consent, all the participants understood what participating in this
research meant for them. Participants decided in a conscious, deliberate way whether they
wanted to participate. Informed consent was used as a tool in order to ensure respect to all the
participants during the process of the research (Family Health International et al., 2005). |
ensured that for face-to-face interviews with the participants, each participant obtained
(written or verbal) consent to ensure that their participation was of a voluntary nature. The
written consent form was transcribed from English to Lingala and French languages spoken
for all Congolese staff member and Congolese men. At home Congolese do not speak
English; most of them find it a difficult language. This way, | ensured that their participation
was voluntary. Then, the researcher requested permission to record interviews. Separate
consent for recording was obtained from participants. All was written on the information
sheet that participants kept with them. Information such as: the tapes will be kept for 2 years
after the publication is done or for 6 years if no publication results are available. Some people
could not read and write what was on the consent form. The informal (verbal) consent from
the participants was obtained to ensure that their participation in the study was of a voluntary

nature.

By October 2012, | received my Ethical approval from the University of Witwatersrand
Medical Ethics Research Committee and | started my data collection in November because |

was waiting permission from the two healthcare facilities before | start my field work.

The time | started, |1 was using informal (verbal) consent to the participants to ensure that
their participation in the study was of a voluntary nature. There was not a problem while |

was using this verbal consent form to the participants.
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In November, one month after starting my field work; the Medical Ethics Research
Committee required me to use logged verbal consent to all participants and to stop with the
informal (verbal) consent. On the logged verbal consent form introduced by the Medical
Ethics Research Committee, it was mentioned that two witnesses have to sign to valid that a
participant has accepted to complete the interview. This new logged verbal consent form was
not accepted by the participants; most Congolese men rejected this new form and they simply

preferred to walk out of the room that was available for the interview.

Yet, many Congolese men were willing to participate in this study after introducing myself to
them, they gave their informal consent but discouraged by the logged verbal consent. Most
Congolese men if not all, were not favorable to see two persons to sign on their form for them

to participate in interview. This is how a Congolese man rejected logged form consent:

“When you explain to me that you are doing your research about Congolese men in ART |
accepted to participate to because I am one of Congolese men on ART in this clinic [The
Yeoville Clinic] I always come alone; People around do not know that I am HIV positive and
| am on ART; Why do you plan to expose me to people who do not know my HIV status and
respect me? [He stood up and shut the door.../ (Field notes of Thursday 8" November,
2012).

The findings illustrate the difficulties that I was going through all the time that a participant
accepts to complete the interview and refuses to see other people to sign on his form for him
to participate in interview. Most Congolese men did not want more than two people in the
room that was allocated for the interview. Some Congolese men interrupted their
conversation when they feel that a staff member wants to get into the room for other purpose

than to hear what was going on in the private room.

The logged consent form delayed my time of data collection at the clinics and confused most

Congolese men who were contacted at the clinic.

During this time of refusal of logged consent form by most Congolese men at the clinics; my
supervisor, Dr. Joanna Vearey was informed time to time on what was going on the fieldwork
and she was promising me to find the solution for it. It seemed to me that the University of
Witwatersrand Medical Ethics Research Committee (HREC-Medical) kept on pushing

researchers to use logged consent form, as it took some times for this situation be solved.
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With informed consent form, participants were informed of the objectives of the study; no
one was remunerated in any manner to participate in the research. Participants were free to
withdraw at any stage of the research or to refuse to answer a specific question. It is
important to mention that all Congolese men with whom | approached for interviews were
received of R30. This money came from the African Initiative Award of GIGI, Canada that
funded this research report. This reimbursement is recognized that | have taken of their time
while they could be doing something else; it is not “payment” or “incentive” (Family Health
International et al., 2005: 36).

The reimbursement was given to 3 Congolese men who chose not to complete the interviews;
two Congolese men who decided to withdraw the interviews before or after they had
completed the interview and even to Congolese men who turned out because they did not

have knowledge about the interview topic or they heard about logged consent form.

In the course of the research, prevention of any harmful act and protection was considered.
After the research report is completed and the degree is awarded, the copies of interview will
be stored in a locked file cabinet. Also, digital voice recorder files data will be stored on a
computer and protected with a password known only by researcher. The completed report
will be placed in the library for the community use. In case, participants may have potential
health problems such as symptoms of psychological distress that will be referred to relevant
service providers for therapeutic interventions. | had a list of referrals to free health and
psycho-social support services that could be offered to all participants needing them. This is
also in line with ensuring no harm and protection principles agreed with participants at the
beginning of the interviews as mentioned on the information sheet. The following section

presents the limitations of the study.
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4.9 Limitation of the study

I would have conducted interviews with more than six Congolese men on antiretroviral
therapy services at Nazareth House and the Yeoville clinic. It was not possible because of the
logged consent form introduced by University of Witwatersrand Medical Ethics Research
Committee (HREC-Medical), majority of Congolese men refused to accept to see two
witnesses signed their logged consent form before they complete the interviews. HIV/AIDS
is stigmatized diseases; majority of Congolese men did not want to see more than two people
in the room that interviews were taking place; they seem to feel uncomfortable. Logged

consent was disincentive to participants.

HIV/AIDS is a sensitive issue, surrounded with stigma. Some of the Congolese men could
not trust me due to this stigma around HIV when it comes to disclosure, accessing them it
was difficult. Many Congolese in Johannesburg, South Africa are undocumented for one
reason or other; they feared to be arrested by South African authorities. They could avoid to
divulgate any information about their legal status to the individual they meet for the first

time. So this means, finding them and opening up for interviews could be difficult.

To manage this situation, | used my nationality status as Congolese to approach and build
rapport with the selected participants. Also, | used other existing Congolese networks such as
the name of the well-known Congolese Organization (FOCAS) to approach the selected
Congolese men.

In this research report, I have looked at a small number of Congolese men who access to
antiretroviral therapy services at the clinics in Yeoville; to generalize these results to all
Congolese men will require other researchers to elaborate on a larger sample of Congolese
men who access antiretroviral therapy services at the clinics. Also, by looking only at
Congolese men could be a limitation to the results as their counterpart Congolese women
access to antiretroviral therapy services at the two clinics in Yeoville. The fact that I did not
compare Congolese men with other nationalities or with South African could be a limitation

to the results. The following section concludes this chapter.
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4.10 Conclusion

This chapter has presented the different methods used to collect data at the field work; I made
a choice of in-depth interviews to collect data at the field work. In —depth interviews was the
unique qualitative method instrument used to collect data from participants in this research
report. The research report targets Congolese men on antiretroviral therapy and healthcare
providers at the government and at a non-government clinic. Three languages were used
English, French and Lingala for data collection at the field work. Interpretative thematic

analysis and comparative analysis were used.

Reflexivity as the role of the researcher at the field work was difficult to manage with
different challenges that Congolese men on antiretroviral face at the clinics could affect data
collection of this research. Ethical consideration, logged consent form was a discouragement
to participants to complete interviews as it requires two witnesses to sign on the consent of
Congolese man who is willing to participate but does not want to sign. This was one of the
limitations that affected this research report more and causes this study to have the small
sample size. The following section presents the findings and discussions of the research

report.

52



Chapter Five: Findings and discussions

5.1 Introduction

This chapter presents and discusses the findings from my fieldwork; it describes largely the
date from in-depth interviews conducted at a government clinic: Primary healthcare clinic
(PHC), the Yeoville clinic and at a non-government clinic: Nazareth House HIV Clinic. To
reveal the respondents’ arguments, their quotations are cited word for word but their
identities are protected by the use of pseudonyms to ensure their confidentiality and respect.
All questions asked on treatment experiences of Congolese men on antiretroviral therapy
services at the two healthcare facilities are discussed in this chapter. The chapter comprises

seven sections.

The first section is the introduction, the second section is a table with access dimensions and
other factors of Congolese men on ART; the third section presents the participants; the fourth
section presents access dimensions to healthcare services; the fifth section gives additional
factors affecting Congolese men on ART at the clinics; the sixth section presents Nazareth
House compared to the Yeoville clinic and the seventh section is conclusion of the chapter.
The following section presents access dimensions and other factors of Congolese men on

ART services at the clinics.

5.2 ACCESS DIMENSIONS AND OTHER FACTORS OF CONGOLESE MEN ON

ART SERVICES AT THE CLINICS

In this table 2 below, there are two key themes access dimensions and other factors that
outline this study to understand the treatment experiences of Congolese men on antiretroviral
therapy services at the two healthcare facilities in Yeoville, Johannesburg. Some example of
quotes selected from participants interviews serve to reveal how participants experience the
treatment of Congolese men on ART at the two healthcare services. PHC means primary
healthcare clinic that is the Yeoville clinic, a government clinic and NH means Nazareth
House, a non-government clinic that provides ARVs on patients as an act of charity in

Yeoville, Johannesburg.
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ACCESS DIMENSIONS AND OTHER FACTORS

ACCESS There are three dimensions of access to EXAMPLE OF QUOTES
DIMENSIONS healthcare services: Availability,
acceptability and affordability
(Mclintyre et al., 2009)

Availability Availability refers to as opening and closing

hours, documentation, services available and

human resources at the two healthcare facilities

— the government primary healthcare clinic and

the non-governmental clinic.
Opening and Staff: “....at 4:00pm patients are

closing hours of the
clinic

Documentation

Services available

Human resources

This dimension of access to healthcare services
is experienced differently by Congolese men
and healthcare providers at the two healthcare
facilities.

coming with excuses while we are
closing... ”(PHC)

Client: “...at 4:00 pm I am still at my
work | cannot see the
doctor...”(PHC)

Staff: “...for the first time at the clinic
a patient need to have SA’s valid
permit, proof of address, cell number
or referral letter... "(PHC)

Client: “...I showed them my status of
refugee when | came for the first time
at the clinic... ”(PHC)

Staff: “...no document is requested
from the patient.... ”(NH)
Client: “...I am undocumented my visa

from Congo expired when I1...” (NH)

Staff: “...patients with TB are
referred...”(NH)

Client: “...firstI had HIV and
TB...”(PHC)

Staff: “...patients are too many I am
alone....” (PHC)

Acceptability Acceptability refers to as respect and
expectations between the healthcare providers
and Congolese men at the two healthcare
providers.
Respect This dimension of access to healthcare services | Staff: “...7 observe PATO

Expectations

between the healthcare providers and
Congolese men is experienced the same at the
two healthcare facilities.

PELE...meaning people first...”
(PHC)

Sttaff:: “...Congolese men comply
with ARVs...” (PHC)

Mode of transport
to the clinic

This dimension of access to healthcare services
Is not experienced the same by Congolese men
on the aspect of time spends at the clinic.

Client: “...I always walk to the
clinic...(PHC)

Client: “...I do not use transport, I live
here...”(NH)
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Time spends at the Client: “...this clinic take me all my
clinic time..."(PHC)
OTHER There are factors that affect the three
FACTORS dimensions of access to healthcare services of
Congolese men at the two healthcare facilities.
Support networks | Support networks are referred to as different

people who help the Congolese men receiving
ART. This includes family members in
Johannesburg, co-workers and friends in
Johannesburg; at the clinic in accessing to
healthcare services at the two healthcare
facilities

Family members in
Johannesburg

People in JHB: Co-
workers, church
mates, Congolese
friends

This factor is different at the level of the two
healthcare facilities. At the government clinic,
Congolese men are not connected to the clinic
when the leave. They do not have support
networks from the clinic at their home place
unlike at the nongovernment clinic

Client: “...wife, brother,
sister...”(NH)

Client: “...co-worker, boss, church
mate...”(PHC)

At the clinic

Back home: Family
and Friends

Disclosure

ARVs are secret

This factor negatively affects the Congolese
men in accessing healthcare services at the two
healthcare facilities. Congolese men take ARVs
in solitude and do not disclose to their relative
that they are in ARVSs services at the clinic.

Client: “...clerk, counselor, doctor,
... (NH)

Client: “...brother, friends,
mother...”(NH)

Client: “..my parents, brothes and
sisters, friends...”"(PHC)

Client: “...I do not tell them about my
ARVs...”(NH)

Client: “...they will say naza na
nyama ...meaning [ am HIV...”(PHC)

Client: “...I take my ARVs in the
bathroom where I am alone...(NH)
Client: “...at 5:00 am and 5 pm when
my phone alarm rings... ”(PHC)

Survivalist
livelihoods

A survivalist livelihood refers to as struggles in
accessing jobs and an income, accommodation
and food security for clients at the two
healthcare facilities.

Job and income

Accommodation

Food security

This factor impacts negatively on Congolese
men who access healthcare services at the two
healthcare facilities. The living conditions for
Congolese men on ART services are difficult.
Congolese men work hard and earn a little
income that they cannot provide food for full
month to help them take the ARVs and sleep
safely without living in overcrowd conditions.

Client: “...at home I was a nurse but I
become a haircutter...”(NH)

Client: “...I share a room with five
other Congolese men...” " (NH)

Client: “...when I take my ARV
without eating all my body is
shaking... ”(NH)
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Source: Fieldwork data

The table 2 above presents access dimensions and other factors that are key themes this study
focuses on to understand the experiences of Congolese men on antiretroviral therapy services.
Access dimensions include availability, acceptability and affordability of healthcare services
at the clinics (Mcintyre et al., 2009). Each three dimension aspects has its meaning
availability refers to as opening and closing hours, documentation, services available and
human resources at the two healthcare facilities; acceptability refers to as respect and
expectation between the healthcare providers and Congolese men on ART at the two clinics;
affordability refers as mode of transport to the clinic and time spent at the two healthcare
facilities.

Other factors are aspects that affect the three access dimensions of Congolese men on ART
services. They are support group networks that refer to as different people who help
Congolese men on ART services receive antiretroviral therapy family members in
Johannesburg, people in Johannesburg, family member’s back home and people at the clinics;
secrecy and stigma refer to as lack of disclosure of HIV status and keeping ARVs a secret for
Congolese men on ART; survivalist livelihoods refers to struggles in accessing jobs and an
income, accommodation and food security for Congolese men on ART services at the two

healthcare facilities.

The general view of the table shows that without these two key themes in the healthcare
system the treatment experiences of Congolese men on ART cannot be understood at the two
clinics in Yeoville, Johannesburg. The following section presents the participants in this

study.

5.3 PRESENTATION OF THE PARTICIPANTS

Healthcare providers and Congolese men on antiretroviral therapy services at a government
and at a nongovernment clinic are presented in the following sections. Each of the

participants gave an input that was different or similar to others. The following section

presents participants at a government clinic, the Yeoville clinic.
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5.3.1 GOVERNMENT CLINIC IN YEOVILLE: THE PRIMARY HEALTHCARE CLINIC: The Yeoville Clinic

5.3.1.1 CLIENTS

ED

Edo is 31 years old. He came from Kinshasa in the Democratic Republic of Congo. Edo is
not married. Edo arrived in South Africa in 2007 and he reported holding status of refugee.
He is a painter in a private company in Johannesburg. He shares a room with some other
Congolese men in Yeoville. In 2007, Edo came in South Africa with the aim of to travel to
France. He got arrested with improper travel documents by the immigration services at Or
Tambo airport in Johannesburg and he was deported to Lindela® for one year. In 2008, he was
discharged from Lindela and he soon got his first asylum seeker that later on he received a
status of refugee. In 2010, he was not feeling well. He was weak, coughing, having diarrhea
and losing weight. With diarrhea he could not go to his work. His uncle told him to see the
doctor at the Yeoville clinic. In 2010, at the Yeoville Clinic he diagnosed HIV positive and
he was also found with TB. Edo has been on antiretroviral therapy services for one year and
six months after first completing TB treatment for six months at the Yeoville Clinic. Edo has
lived in South Africa for 3 years before he became sick and diagnosed with TB and HIV.

ERIC

Eric is 49 years old. He came from Lubumbashi in the province of Katanga, in the
Democratic Republic of Congo. Eric is married and has lived in Johannesburg with his three
children (Son of 10 years old, two daughters of 8 years old and 6 years old). Eric came to
South Africa in 2006; he is a French teacher in a private school in Johannesburg. He shares a
room in a flat. Eric left the Democratic Republic of Congo because of the abuse of human
rights. At Lubumbashi he worked for a long time as a principal in the public school. He was
arrested and persecuted for leading a protest march against bad conditions of teachers in
Katanga, DRC in 2005. He passed two years in jail in DRC with some of the teachers. When
they discharged them; he lost his position of a principal and became a simple French teacher
at the same school. He left that French position after 6 months of hard teaching conditions at
the same school because his salary was not respectable anymore and the overcrowded

conditions of pupils in his classroom.

! Lindela repatriation centre : Is a detention centre for illegal foreigners in South Africa
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In 2006, he came to South Africa alone leaving behind him his family which joined him in
2008. Eric shares a room in a flat in Yeoville and Eric’s family is well known because his
wife is an interpreter of Swahili and English in one of the Courts in Johannesburg and many
of pupils’ parents where Eric is teaching live around Yeoville. In 2010, Eric was coughing
and vomiting blood. He decided to go to the Yeoville Clinic where he tested for his first
time. Eric was found with HIV and TB. Eric has been on antiretroviral therapy services for
one year and six months after first completing TB treatment for six months at the Yeoville
Clinic. Eric has been in South Africa for 4 years before getting, tested for TB and HIV

positive.

5.3.1.2 STAFF MEMBERS

KWETO

Kweto is 36 years old. He is South African from Gauteng province. He is doctor employed by
ANOVA at the Primary Healthcare Clinic’s buildings. Kweto has been practicing as a doctor
since he graduated in 2010 from the University of the Witwatersrand. He worked at the
public institutions hospital like Johannesburg hospital, Baragwanath hospital, and in some
rural hospital and clinic. Kweto has worked for one year as a clinic manager in a programme
called Health4 Men that is a project of ANOVA Health Institute. Health 4 men works with
South African’s Department of Health to extend free services for men who have sex with
men (MSM). ANOVA? Health Institute addresses the sexual health needs of men in general,
gay, bisexual men and other men who have sex with men in South Africa; it also provides the

STIs management and antiretroviral therapy to only patient men.

SIPHO

Sipho is 39 years old. He is a South African from Limpopo province. He is an Administrator
Assistant. He has worked at the Yeoville primary healthcare clinic for 4 years. Sipho has
been working at clinics and hospitals of the region F in the city of Johannesburg for a long

time where he learnt many things from patients of different countries.

He can greet some of Congolese patients who access healthcare services at the Yeoville clinic

in their home language Lingala and French because of his experiences at the clinic.

> ANOVAisa project of Health Institute that provides HIV related services for men.
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JUSTICE

Justice is 25 years old. He is a South African from Gauteng province. He is a clerk. He has
worked at the Yeoville clinic on his learner-ship for one year. Justice works at the entrance
point of the primary healthcare clinic at the help desk. Justice reported to have some difficult
with some patients who cannot speak or understand English as some patients at the Yeoville
clinic are not South Africans; they are patients from other parts of African countries. He said
at the Yeoville primary healthcare clinic; they used to have interpreters who helped staff

members to understand the need of the clients at the time they are at the clinic.
MARIA

Maria is 45 years. She is South African from Gauteng. She is a HIV counsellor. She has
worked at the Yeoville clinic for 3 years with contract of six months all the time. She is
employed at the Yeoville primary healthcare under a nongovernment organization that she
did not want to reveal the name of the organisation which she was working with. She
reported having some Congolese patients in her room for HIV counselling; some Congolese

patients do not want to accept their HIV positive result when announced to them.
LEBO

Lebo is 40 years old. She is South African from Gauteng province. She is a nurse. She has
worked at the primary healthcare clinic for 7 years. She is in charge of providing
antiretroviral therapy services to patients since 2009. She reported that in the past years, she
was proving antiretroviral therapy services to Congolese men on antiretroviral therapy
services. Since there is a men health services at the clinic, all men who found with HIV and
need to access to antiretroviral therapy services are referred to ANOVA. However, Congolese
men can start TB treatment at the primary healthcare clinic.

RITA

Rita is 38 years old. She is a South African from Limpopo. She is a HIV counsellor. She has
worked at the Yeoville primary healthcare clinic for 4 years. She worked with other public

healthcare services in the rural areas before she comes at the Yeoville clinic.

She reported that Congolese patients who found HIV positive can understand and speak
English; they often do not want interpreters to assist them as many other patients from other

countries who diagnosed HIV positive at the Yeoville primary healthcare clinic.
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She reported that at the Yeoville clinic, there are more Congolese women who are diagnosed
HIV positive than Congolese men. The following section presents participants on a non-

government clinic, Nazareth House.

5.3.2 NON-GOVERNMENT CLINIC IN YEOVILLE: NAZARETH HOUSE HIV
CLINIC

5.3.2.1 CLIENTS

ANTOINE

Antoine is 32 years old. He is from Kinshasa, in the Democratic Republic of Congo. He is not
married. He came to South Africa in June 2008. He reported using South African’s asylum
seeker. He is unemployed. He shares a room with some fellow’s Congolese. In June 2008,
he came to South Africa via Lubumbashi, Zambia and Zimbabwe. In South Africa, before he
became unemployed, Antoine was working as car guard security at East Gate Mall in
Johannesburg. He lost that job when he became sick. Since he was in Kinshasa he was
suffering from his skin complications.

Many people told him that it was a rash. Periodically, his skin had some lesions that did not
allow him to sleep as he often scratched all body at night. He did not know what the reason
his skin complications were. All the family’s members at home said to him that it was
witchcraft. Antoine came to South Africa without solving the problem of his illness. At the
flat where he is sharing with others, a South African woman told him about Nazareth House
if he wants to know about his skin complications. In December 2008; Antoine went at
Nazareth House after severe skin complications and after a HIV test, Antoine diagnosed HIV
positive. Antoine reported that despite all the skin complications, in DRC he did not test for
HIV.

PAUL

Paul is 48 years old. He is from Goma in the province of Kivu in the Democratic Republic of
Congo. He is married and lives with his two children (10 years and 8 years) in Yeoville,

Johannesburg.

Paul came to South Africa in 2003 and reported that he holds the status of refugee. He works
as a security guard in Johannesburg. He rents a cottage on the 5™ floor of a building in

Yeoville.
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In Goma, he was a soldier in the national army. He left DRC when he resigned from the
national army. In 2007, Paul became sick with his glands that were swollen in his neck. He
thought that it was simple infection and it will pass. For three days he was not going to work
and his situation was becoming worse and worse. Some of his colleagues from where he was
working advised him to see the doctor, but Paul preferred to drink hot water mixed with salt
and lemons. After one week, Paul could not speak properly due to his glands that were
swollen. Finally, he decided to see the doctor at Johannesburg Hospital because he knew that
doctors at Johannesburg Hospital are more permanent than in the clinics. At the help desk in
Johannesburg; the lady asked him a referral letter from the clinic. The lady at the help desk
asked him why he did not go to Hillbrow clinic where he could first start his services. Paul
kept quiet he made her a sign to show her the neck that was swollen. He gave the lady at the
help desk his refugee status and his brother’s proof address that he took one day before he
visited the Hospital. The doctor took his blood and his saliva; the doctor prescribed some
medications for him and fixed him another appointment after one week. On the day of his
appointment with the doctor; Paul was told by the doctor that he was HIV positive and he
had TB. He completed his TB treatment after six months at the Johannesburg Hospital. Paul
knew about Nazareth House that provides patients with antiretroviral therapy as he has been
living in Yeoville for 9 years. From Johannesburg Hospital he was aware of his HIV positive
status but he was afraid to tell his wife about it. Paul managed to ask his wife to see him off at
Nazareth House for TB checkup. At Nazareth House they told them about HIV test instead of
TB checkup. After a session of HIV counseling, they both accepted to come to collect their
HIV result after one week. On the day of the appointment they told them that they were HIV
positive; Paul knew his HIV status since Johannesburg Hospital but he could not tell his wife.
He wanted the healthcare providers at the clinic to tell her reason why he wanted his wife to
see him off at the clinic. Paul came in South Africa in 2003; he started to access to

antiretroviral therapy in 2008 at Nazareth House.
JEREMY

Jeremy is 42 years old. He is from Goma in the Democratic Republic of Congo. He is a
widower and lives with his daughter of 16 years old. Jeremy came in South Africa in 2001.

He worked as nurse at home in the DRC.
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In South Africa, Jeremy reported that he holds a status of refugee. Jeremy is haircutter in his
own barbershop in Berea, Johannesburg. He shares a room in a flat where he stays with his
daughter in Yeoville. In August 1996; Jeremy’s wife was kidnapped by Mayi-Mayi® soldiers
in a village called Hombo in South Kivu. After these Mayi-Mayi soldiers failed to occupy the
village of Hombo; they kidnapped girls and women of that village. Jeremy*‘s wife was one of
the women kidnapped among other women. Since August 1996; Jeremy did not have any
news about his wife. He left DRC to South Africa in 2001 without any hope to see his loved
wife. In 2009, Jeremy noticed that he was losing weight and he was feeling very weak. By
the time went on, he was unable to eat. He had thrush and oral herpes which were sore. Some
of his cousins, friends and colleagues told him to see the doctor about his health. The
Yeoville clinic is two streets from his place and it takes him less than 15 minutes’ walk. But
the problem with the Yeoville clinic for him is that people are in queue along the street where
everybody who lives Yeoville can pass and see him in the queue. He did not have enough
energy to be early at Yeoville clinic’s in queue. He walked to Nazareth House that is about
20 minutes from his place; they told him about HIV and Jeremy was found with HIV
positive. He has lived in South Africa for 11 years before became sick and diagnosed with

HIV positive.
MARCEL

Marcel is 38 years old. He is from Matadi town in the province of Bas Congo in the
Democratic Republic of Congo. He is not married. He came in South Africa in 2007. He is
unemployed. Marcel lives under his cousin’s place who shares with some Congolese men in

Yeoville. At home, Marcel was a professional football player.

In 2007; his club came to Durban, South Africa for football competition versus some of the
South African’s clubs. The duration of the competition was one month. All the Congolese
team members had a visa permit of South Africa for three months. After one month the

competition was over, Congolese’s club members were preparing to go back home.

Marcel left the Hotel where the entire club’s members were living he went to hide to one of
his relatives at place called Umlazi* in Durban where his cousin had married a South African

woman.

3 Mayi-Mayi: Malicious group in the Easter part of the Democratic Republic of Congo
* Umlaziis a township on the East coast of KwaZulu-Natal in South Africa
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Marcel’s visa permit was expired in that township. Before his visa expired, he spoke to his
cousin that he wanted to join Johannesburg in order to look for money to renew his visa.
Marcel came to Yeoville where he has some of his relatives. In Umlazi in Durban; Marcel
could make good sentences in Zulu and he is better in Zulu than in English. Since the time he
was living in Umlazi the color of his eyes changed, people were telling him that it was
hepatitis. Marcel could not go to the clinic because he was afraid as he did not have South
Africa legal status of staying in the country. He was all the time indoors vomiting and lack of
appetite for several months. In 2010; in Yeoville, Johannesburg he met one lady from
Kwazulu Natal, South African by the shop. He spoke to her with his Zulu that he learnt when
he was in Umlazi and he told her that he was from Congo DRC. She could not believe it and
she was curious to know how Marcel knows Zulu. She told her that his Zulu was good.
Marcel got used to see her and speak Zulu with her whenever they meet. The South African’s
lady became his girlfriend. One day Marcel told her that he was not feeling well and he was
afraid to go to the clinic because he did not have South Africa paper. The lady told him about
Nazareth House where he can know about his health and at Nazareth House they do not ask
paper. In February 2010; Marcel’s girlfriend took him to Nazareth House for checkup. He
was diagnosed HIV positive and started to access antiretroviral therapy. The girlfriend knew
the place because she was HIV positive but she did not tell Marcel; only later on she told him

the entire story of her HIV positive.

5.3.2.2 Staff

MPUMI

Mpumi is 43 years old. She is from Zambia. She is a nurse in charge at Nazareth House HIV
clinic. She has worked for 9 years at Nazareth House HIV clinic. She worked at Nazareth
House’s hospice before they transferred her to Nazareth House HIV clinic. She can speak
some of the South African languages. She reported holding resident South African permit and
has come to South Africa because of job opportunity. Since she has been working at
Nazareth House HIV clinic; she reported that many patients who come to access to healthcare
services are not South African and there are more women than men. She said that Nazareth
House HIV clinic has 22 staff members who speak most of the languages that patients at
Nazareth House HIV clinic speak. About Congolese men, she reported that Congolese men
are very secretive when they come to access to healthcare services at the clinic and there are

more Congolese women than men.
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HELENE

Helene is 45 years old. She is South African from Cape Town. She is a counsellor. She
worked in Zimbabwe for three years before. She speaks some languages of other countries
such as Shona, Ndebele and Nyanja. She has worked for 9 years at Nazareth House HIV
clinic. Helene reported that many Congolese men come for HIV counselling session when
sick. Often when they come to collect their HIV test result, many Congolese men diagnosed
HIV positive. The problem with Congolese men they do not accept the HIV positive result

when announced to them.
PRECIOUS

Precious is 36 years old. She is from Kinshasa in DRC. She is a support group facilitator.
Precious speaks English, French and Lingala. She has worked at Nazareth House for 3 years.

She reported that she holds South African’s asylum seeker permit.

She assists many Congolese who come at Nazareth House HIV clinic’s support group. She
reported that many Congolese patients have problem to communicate with other patients in
the support group because of English that is used as a language of communication for all
patients. Among Congolese patients, few Congolese men come on Fridays at Nazareth House
HIV clinic’s support group to share their experiences. Many Congolese men who work do not

regularly come for support group’s meetings.
HENRIETTA

Henrietta is 39 years old. She is from Bukavu in the eastern part of the DRC. She is a HIV
counselor but sometimes she provides also ARVs to the patients with French background.
She reported that she is holds a South African’s refugee status. She has worked for 7 years at
Nazareth House HIV clinic. She speaks several languages of Congo Lingala, French, Swahili
and Kikongo. She came in South Africa because of the political situation in the Eastern part
of DRC. She reported that Congolese men who access to healthcare services at Nazareth
House HIV clinic avoid other people who are not Nazareth House HIV clinic’s staff members
to know that they are on antiretroviral therapy. On the street, many Congolese men on

treatment ignore them completely.
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NGOYI

Ngoyi is 46 years old. He is from Katanga in DRC. He is a doctor. He has worked for 4 years
at Nazareth House HIV clinic. He speaks most of the Congolese languages from home
Lingala, Swahili and French. He reported that in South Africa he holds South African’s
residence permit. He reported that he can make some good sentences in some of the South
African’s languages such as Zulu and Xhosa because he worked in some of public clinics and
hospitals in the rural areas of South Africa. He reported that most Congolese men do jobs that
require them a lot energy, when they come for consultation some ask for their treatment’s
regime to change They prefer to have one dose a day instead of two times a day.

POSHA

Posha refused to give her age, country of origin and profession at Nazareth House HIV clinic.
She mentioned that she is a staff at Nazareth House. She speaks some of the South African’s
languages Zulu, Xhosa and Tshwadi. She has worked for 6 years at Nazareth House. She
reported that there are many challenges for men in general who access to healthcare at
Nazareth House. Some men are ignoring and shouting on healthcare providers during home
visit. Many men come sick at the clinic, the time they start taking their treatment they become
healthy they forget that they have to take their ARVs for the rest of their life. Some men
default because as they do not continue to take their medication because they look healthy. It
is in this particular time that healthcare providers’ team who visit patients at home face
challenges on address and cell phone numbers given by the patients that are not correct. She
said that it is more difficult to work with patient men than women for most of the time. The
following section presents access dimensions to healthcare services at the two clinics. The

following section presents access dimensions to healthcare services.

5.4 ACCESS DIMENSIONS TO HEALTHCARE SERVICES

In order to understand the treatment experiences of Congolese men on antiretroviral therapy
services at a non-government clinic and at a government clinic, there is a need to understand

how participants perceive availability, acceptability and affordability that build individual

confidence in the healthcare system (Mclntyre et al., 2009).
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In another way, how participants experience opening and closing hours, documentation,
services available and human resources at the clinics. The following findings and discussions
on access dimensions to healthcare services give the light on treatment experiences of
Congolese men at a non-government clinic and at a government clinic in Yeoville,

Johannesburg.

5.4.1 AVAILABILITY

Availability of services is referred to as opening and closing hours, documentation, services
available and human resources at the two healthcare facilities — the government primary
healthcare clinic and the non-governmental clinic. This dimension is found to be a key issue
when exploring the treatment experiences of Congolese men on ART services at the two

healthcare facilities.

5.4.1.1 Opening and closing hours of the clinic

Staff: “...the Yeoville clinic hours: 7:30 am to 4 pm Mondays to Fridays-some of the
patients are coming with excuses while we are closing at 4:00 ...” (PHC)
Client: “... at 4:00 pm I am still at my work I cannot see the doctor because the clinic is
closed...” (PHC)
Client “...for my first visit I came at 5:00 am when you come at 7:30 am the queue is too long
on the street you cannot see who the last patient is...” (PHC)
Staff: “...at Nazareth House HIV clinic we open from Mondays to Fridays, at 8:00 am to
5:00 pm-patients are welcome at Spm ...”" (NH)
Client: “...at 8:00 am I can collect my ARVs when I will work night shift and at 5:00 pm |
can pass by the clinic before I go to my work...” (NH)

The quotes above illustrate that the opening and the closing time at the two healthcare
services facilities are experienced differently by Congolese men on ART and healthcare
providers and the challenges on hours of the clinics are not the same between Congolese men
on ART at Yeoville and Congolese men at Nazareth house. Officially, the opening at the two

clinics is the same time but they do not close at the same time.
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Findings on opening and closing time of clinic at the Yeoville primary healthcare supports
the argument that official working hours of the public clinics in South Africa are 8 hours a
day from 8:00 am to 4:00 pm from Mondays to Fridays (Cullinan, 2006); Nazareth House
HIV clinic is a non-government clinic that depends on their funders rules and regulations, its
longer opening hours offer greater access and convenience to clients to have access to
healthcare services (Huff Rouselle & Pickering, 2001).

5.4.1.2 Documentation

Staff: “...I know that patients with ARVs have to access to healthcare services without
South African’s ID but how should I know?-patients on ARVs do not tell anyone
about their HIV status...” (PHC)

Staff: “...for the first time at the clinic a patient needs to have South African’s valid
permit, proof of address, cell phone number or a referral letter if he/she is referred
tous...”(PHC)

Client: “...I showed them my status of refugee when I came for the first time at the clinic ...”

(PHC)

Staff: “...no document is requested from a patient to access to healthcare here we only
need them to accept our conditions on ARVs to respond to all appointments dates
of the clinic...”(NH)

Client: “...I am undocumented my visa from Congolese expired when I was at

Umlazi in Durban...” (NH)

The quotes above illustrate that documentation to access healthcare services is experienced
differently by healthcare providers and Congolese men on antiretroviral therapy services at
the two healthcare facilities. Findings from the Yeoville clinic show that with inappropriate
identification documents, it is difficult for Congolese men to access healthcare services,
antiretroviral treatment. The findings oppose what is legally known by the South African
laws that documents should not be required at the public healthcare clinic to everyone who

needs to access to healthcare services (NDOH, 2006).
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The quotes support what Crush and Tawodzera state that staff members in the public
healthcare services are strict to all of those people who need to have access to treatment to
produce the documentation before the access to healthcare services (Crush & Tawodzera,
2011). At Nazareth House HIV clinic, documentation is not important to whomever needs to
access to healthcare services at their clinic. The Nazareth House HIV clinic is non-
government clinic staff members are not strict as they provide charitable healthcare services

to everyone who needs to access healthcare services.

5.4.1.3 Services available

The two healthcare services have different services that they offer to Yeoville’s community.
There are a range of services at the government clinic, the Yeoville clinic including Family
planning, Tuberculosis (TB), HIV Counselling and Testing (HCT), Health for men, Chronic
services, Sexual Transmitted Infections (STI), Post exposure prophylaxis (PEP), Curative
services, Trauma and Emergencies, Vitamin a supplement, Child health that includes
immunisation, antenatal services, prevention of Mother to Child Transmission and Woman
‘health. Nazareth House HIV clinic offers few services on HIV patients including
antiretroviral therapy services and HIV counseling and Testing (HCT) and Outreach
Programme that provides food parcels, clothes and blankets. (Field notes of Tuesday 6"
November, 2012).

Staff: “...all our patients with TB are referred to other clinics or hospitals because we only
have specific service on HIV that is ARVs service...” (NH)

Client: “... I knew that Nazareth House is only for HIV people but I trusted the service to

help me to know about my rash after a check-up...” (NH)

Client: “...I was coughing too much and vomiting blood and I decided to come here at the
clinic. They found me with TB and HIV | was told to start with TB treatment | am
now on ARVs at health for men service...” (PHC)

Staff: “...1 am assisting only men on ART services in this room. Many patient men are
referred to me from some services here[the Yeoville clinic] or other patient men
come outside the Yeoville clinic... ... " (PHC)
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As the quotes above illustrate that different services are offered at two healthcare facilities
and they are experienced differently by Congolese men and staff. At the Yeoville clinic,
there are a range of services on HIV related diseases that Congolese men benefit from. One
of the staff members at the Yeoville primary healthcare clinic acknowledged that there is a
specific service for men that the clinic has; health for men. One Congolese man came to the
clinic because he was coughing and vomiting blood; at the clinic he was found with HIV and
TB. He started with TB treatment first before he could be accepted to access to ART services
at the clinic. Finding from the Yeoville clinic supports the argument that the public clinics in
South Africa have a range of services for many ambulatory patients who need more services

available for the community that they belong (Cullinan, 2006).

Findings from Nazareth House show that the clinic offers few services to Yeoville’s
community members. Services offered by Nazareth House HIV clinic are specific to patients
with HIV. As a staff member indicated that patients with TB treatment are referred to other
clinics because of the lack of the service. The findings above illustrate the argument that the
availability of services concerns with whether the services need by the client is appropriate at

the right place and at the right time (Mclintyre et al., 2009).

5.4.1.4 Human resources

Staff: “... we are only two and we overwork every day because there are many
patients in the queue | book some of the patients for the next day... ”(PHC)
Staff: “... I work every day 8 hours alone with a short time of break I advise patients 10
come on their day of appointment...” (PHC)
Client: “...the doctor assists all of us but the problem is that he is alone and it takes us a lot of
time as we are received one after one...”(PHC)

Staff: “... we are all comfortable because we have 22 staff members who come every day
to assist the patients...” (NH)
Staff: “...healthcare provides come to help after a short time I am at the clinic...”(NH)

The quotes above show that Congolese men on ART services and healthcare providers
experienced differently the human resources at the clinics. Finding from the Yeoville clinic
indicates that there is a shortage of human resources at the clinic. Staff members overwork

because they are a lot of patients but there is a few number of staff members who assist.
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Congolese men have to wait for too long before they can be assisted because there is one
healthcare provider for all the patients at the clinic. This finding from the Yeoville clinic
supports the argument that there is still massive shortage of healthcare staff members at the
public healthcare system sector in South Africa (Coovadia et al. 2009). This situation is what
the post-apartheid government of South Africa inherited at public healthcare system (Benatar,
2004).

Findings from Nazareth House indicate that there are a lot of staff members at the clinic that
Congolese men on ART benefit from. This supports the argument that shortage of staff
members is the result of long waiting of patients at the public healthcare compare to non-
government organization (Nuwaha, 2006). My own experience, the Yeoville clinic is closer
to me and where my family and | access healthcare services; it happens sometimes that
healthcare providers take a longtime talking about their private issues during the lunch-time,
they can stay talking longer than the time set for them to take lunch.

5.4.2 ACCEPTABILITY

Acceptability refers to respect and expectations between the healthcare providers and
Congolese men at the two healthcare providers. This dimension of access to healthcare
services between the healthcare providers and Congolese men is experienced between

Congolese men and healthcare providers at the two healthcare facilities.

5.4.2.1 Respect

Staff: “... | respect all the patients the same | observe PATO PELE ...meaning people
first...”(PHC)
Client: “... when I see the first day came for the first time and now I respect them too much,
they know what they are doing to us /patients on ARVs] ...”(PHC)
Client: “....there | respect. | am attracted when doctor greets me in French or Lingala
before he gives me ARVs ...” (NH)
Staff: “...patients on ARVs are human beings they did not apply to be HIV we all do not
know who will be the next patient on ARVs? Our respect is mutual ...” (NH)
Client: “...but the problem with the Yeoville clinic for me is that people are in
queue along the street where everybody who lives Yeoville can pass and see me in the

queue. It is disrespect to me...” (NH)
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The above quotes illustrate that respect is not experienced the same by healthcare providers
and Congolese men on ART at the two healthcare facilities. At the Yeoville primary
healthcare clinic, some Congolese men found that by the fact that they are in queue on the

street waiting to access to healthcare services it not respect for them.

Findings reveal that respect is not about the staff talk to them but the way they treat them at
the clinic. This joins what Mclntyre and colleagues state, respect concerns the relationship
between the attitudes and the expectation of the patients towards the healthcare providers
(Mclntyre et al., 2009). However, Congolese men on ART services indicated respect when
they compare their first day at the clinic and their current situation that they find a change on
their health; they consider the profession of their healthcare providers. Healthcare providers
consider patients in observing the principle of PATO PELE meaning people first when
Congolese men are coming for the treatment. Nazareth House, Congolese men on ART
services are attracted by the healthcare providers as they can greet them with their home

language; it is a respect for some of them.

5.4.2.2 Expectations

Staff “...Congolese men comply with ARVs; they are willing to hear when I explain them
after their complaints...” (PHC)

Client: “...1 would like to take every days my ARVs to live a normal life as other people as |
am still not married [laughed] ... ”(PHC)

Staff: «...Congolese men come and collect their ARVs on the days of appointment; they do

not stress as other patients who do not come for many days...” " (NH)

Client: “...my doctor listens to me carefully all the time that | have my appointment

here [Nazareth House] ...” (NH)

The quotes above show different expectations between Congolese men and healthcare
providers at the two healthcare facilities. At the Yeoville primary healthcare clinic and
Nazareth House HIV clinic, the expectations of Congolese men on ART services are to take
ARVs with the aim to live normal life while healthcare providers expect Congolese men

comply with the medication.
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There are some good reasons that Congolese men on ART services at the two healthcare
facilities do well on antiretroviral therapy services, quotes such as follow explain their

decision on antiretroviral therapy:

Client: “...1 did not come sick to South Africa and my family in DRC does not know that I am
now HIV positive...all | can do for my current situation is to take seriously my medication to
live as everybody in here... [Johannesburg, South Africa] (PHC)

Client: “...1 do not want to miss to take my medication any single day; I live with my family
here [Johannesburg, South Africa] without any relative who can support my family when I die
here...” [Johannesburg, South Africa] ... (NH)

At the two healthcare facilities, Congolese men on ART services want to conform first on
their treatment prescribed by the healthcare providers. This determination of taking care of
themselves is the expectation of their healthcare providers since they have been on the
antiretroviral treatment at the clinics. The findings support the argument that there are
expectations when the patients get what they expected from the healthcare providers and
when healthcare providers see that patients respect what they want from them (Mclintyre et
al., 2009). However, this finding challenges the argument that men do not take care of their

health because of the socio-economic role of men in the household (UNAIDS, 2010).

5.4.3 AFFORDABILITY

Affordability was found to relate to the mode of transport to the clinic and time spent at the

clinic at the two healthcare facilities.

5.4.3.1 Mode of transport to the clinic

Client: “...for all my appointments to the clinic, I always walk because I live two streets from
here [The Yeoville clinic]...”(PHC)
Staff: “... many of the patients at the Yeoville clinic live around Yeoville... ”(PHC)
Staff: “...to visit some of the patients; we walk to their place because many live in
Yeoville...” (NH)
Client: “....I really do not need a transport; J habite juste ici... meaning French....1 live just
here [ in Yeoville]... "(NH)
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The quotes above illustrate that the mode of transportation to the clinic is experienced the
same for Congolese men on ART services at the two healthcare facilities. The findings
support the argument that the two healthcare services are located in Yeoville where they are
large number of Congolese who are men and share flat or rooms (Mavungu, 2007).

My non participant observation, on Friday 9" November, 2012 one of the Congolese men
who participated on this research report was called on the phone by a Congolese healthcare
provider to contribute on this study. It did not take time for that Congolese man to access the
premises of the clinic (Nazareth House HIV clinic) and see me. This could be difficult for me
if this fellow Congolese could live where he could pay for transportation to come to the clinic

to participate on this research report.

5.4.3.2 Time spends at the clinic

Staff: “...the Yeoville clinic opens at 7:30; some patients are still at the clinic till 4 pm; we
wait for them to go out before we close....”(PHC)

Client:: “...at 5:00 am I am at the clinic I am not sure at what time I will go out of the clinic
when the queue is too long in the morning...”(PHC)
on the street you cannot see who the last patient is...” (PHC)

Client: “...at 8:00 am I can collect my ARV, I am done after 30-40 minutes when | do not see
the doctor for my personal complaints...” (NH)

Staff: “...we open from Mondays to Fridays at 8:00 am to 5:00 pm. At 5:00 many patents
are gone; we wait patients who come late...” (NH)

The quotes above illustrate that time spent at the clinic is not experienced the same by

Congolese men and healthcare at the two healthcare facilities. At the Yeoville clinic

Congolese men on ART services spent more time at the clinic compared to Congolese men

on ART services at Nazareth House.

The findings support the argument that there is a different between government and non-
government clinics with shortage of staff members and long waiting hours, patients spend
more time at a government clinic than at a non-government clinic. This impacts to the lack of
opportunity to patients on convenience access (Huff Rousselle & Pickering, 2001). The
following section looks at the additional factors affecting Congolese men on ART services at
the clinics. The following section presents additional factors affecting Congolese men on

ART services at the clinics.
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5.5 ADDITIONAL FACTORS AFFECTING CONGOLESE MEN ON ART SERVICES
AT THE CLINICS

There are three additional factors that have an effect on Congolese men on ART services at
the two healthcare services facilities: Support networks, secrecy and stigma; and survivalist
livelihoods.

5.5.1 SUPPORT NETWORKS

Support networks are referred to as different people who help the Congolese men receiving
ART. This includes include social support networks from family members in Johannesburg,
people in Johannesburg, family member’s back home and people at the clinics. The following
quote from a client at Nazareth House HIV clinic illustrates how some Congolese men on
ART services experienced the support networks:

Client: “....wherever | stand up for my first time is my place and whoever kindly approaches
me for help is my brother or my sister because we are all foreigners in the world and | have

got the same ancestors .... ”(NH)

The quote illustrates that some Congolese men on ART services at the clinics trust on a wide
range of people who can contribute to their access to healthcare services, antiretroviral
therapy services. They trust people who voluntary come closer to them for assistance. The
findings support the argument that in accessing healthcare services, antiretroviral treatment
the two categories of social support networks formal and informal help patients to access
healthcare services, antiretroviral therapy, the former consists of professional support systems
(healthcare and social service providers) and the latter of family, friends, and other
community organizations such as church (Waddell & Messeri, 2006).

Though, in most chronic diseases such as HIV/AIDS, informal social support networks,
particularly relatives, are acknowledged as critical sources of social support (Berkman & T.,
2000; Hamilton et al., 2007; Kaplan & Toshima, 1990). Between the two categories of social
support networks formal and informal there is not one that can be neglected as both of them

play an important role of enabling patients on ART services to access their treatment.
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5.5.1.1 Family members in South Africa

Client: “...wife, brother, sister, sisters in law & children advised me for a check-up... ”(PHC);,

Staff: “... brothers, sisters, mothers let’s me say their relatives come to book the place in
queue for them because they cannot walk, stand or come early at 5:00 am
because they are sick as we open at 7:30, the queue is too long ...” (PHC)

Staff. “...some patients come with their brothers, sisters and children who accompany
them here [Nazareth House] ...” (NH)

Client: “...uncle, aunt & cousins provide me with foods...” (NH)

The quotes above illustrate that different relatives come to assist Congolese men on ART
services at the clinics; each of the members of the family plays a role to help Congolese men
on ART services. The findings support the argument that the family members enable people

on ART services to be engaged in accessing healthcare services (Mkant, 2005).

At the Yeoville clinic, staff members recognized the role of the family members who come to
help patients who cannot come early at the clinic at 5:00 am because they are sick. Brothers,
sisters and other members of the family who care for the patients come at the clinic to book
the place for the patients to access to the services at the correct time. Otherwise, the patients
will have access to healthcare services late because the queue is too long. The same kind of
support is observed at Nazareth House; some Congolese men on ART services come to see

their relatives off at the clinic.

5.5.1.2 People in Johannesburg

Client: “...here [In Johannesburg], you hear all the time people saying “I am busy”, even
your own brothers or sisters of the family-my next door friend is from Zimbabwe sometimes
he helps me on the dates of consultation with the doctor when | cannot walk and when he is

available at his place...”(NH)

Client: “...my co-workers at the school, boss, church mates, neighbours...” (PHC)

Client: “...my girlfriend, church mates, fellow’ Congolese in Johannesburg...” (NH)
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The above quotes show how different people who are not directly members of the family
sometimes helps Congolese men on ART services to access antiretroviral services at the
healthcare facilities. The findings support the argument that regardless of the support people
living with HIV have, the availability of support from other networks improves their
probability to access healthcare services (Waddell and Messeri, 2006). To illustrate the above

quotes, comments from some Congolese men such as:

Client: “...my church’s mates visit me when they do not see me at the church for a month-

they sometimes come with money or foods... ” (NH)

Client: “... I did not work for the all month of December, 2010 but my boss helped me pay the
rent with my full salary...” (PHC)

The above quotes illustrate how people from outside of Congolese men’s family in
Johanneshburg contribute as a social network to help them access healthcare services. To
access healthcare services in Johannesburg, Congolese men on ART services are connected
with different social networks that support them to access antiretroviral therapy services at

the two healthcare facilities.

5.5.1.3 At the clinic

At the level of the two clinics, the experiences of healthcare providers and Congolese men on
ART services are different. To the question to know who helps Congolese men at the clinic
to access to ART services and how do they get help? The following quotes illustrate their

experiences at the clinics:

Client “...clerks, counsellors, doctor, interpreters...” (PHC)

Staff: “...we do not have a social worker here [the Yeoville clinic] and we do not follow
patients on ART services at their home...” (PHC)

Client: “...doctors, nurses, counsellors, social workers, security officers...” (NH)

Staff: “...with home base team & support group patients remain on ART; we visit all patients

within 14 days of absence at the clinic...” (NH)
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The quotes above illustrate that this factor is differently experienced by Congolese men on
ART services and healthcare providers at the two clinics. At the government clinic, the
Yeoville clinic Congolese men on ART services get the help of the interpreters who facilitate
the communication between the healthcare providers and the Congolese men on ART
services at the clinic. As all the healthcare providers at the Yeoville’s clinic are from South
Africa. Contrary, at Nazareth House, Congolese men on ART services do not need
interpreters because some of the healthcare providers are from the Democratic Republic of
Congo and they speak some of the home language of Congolese men on ART services. The
findings support the argument that communication in healthcare is tool for a good adherence
to healthcare services (Crush & Tawodzera, 2011). The quotes also show that at the
government clinic, the Yeoville clinic Congolese men on ART services do not benefit from

the services of the healthcare providers when they leave the clinic’s premises.

A staff member at the clinic recognized that Yeoville clinic does not have a social worker
available for patients on ART services who can liaise with patients when they are outside of
the clinic. Yet, at Nazareth House Congolese men on ART services benefit from the
healthcare providers outside of the clinic’s premises, there is a follow up of patients on ART
services. The clinic has home base team and support group that look at the patients on ART.
All patients within 14 days of absence at the clinic are followed up at their place by members

of home base team and support group.

The findings from the two healthcare services support the argument that patients on HIV
face challenges to have their family members to support them but formal support that consists
of professional support systems (healthcare and social service providers) encourage patients
to access to healthcare (Waddell and Messeri, 2006) and also, these findings support the
argument that there is successful engagement in healthcare services when the support
networks in given by a specific type of people at the healthcare facilities (Hamilton et al.,
2007). The lack of services outside of the clinic at the Yeoville clinic for Congolese men on
ART services impacts a lot on their access to healthcare services, antiretroviral therapy

services at this clinic.
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5.5.1.4 Back home

Client: “...when | was not working because | was very sick my brothers and sisters helped me
sell some items that I was sending back home...” (NH)
Client: “...often on the phone my family was telling me to keep on going to the treatment of
flu as I did not tell them the truth that I am HIV positive here [ South Africa]...” (PHC)

The above quotes reveal that this factor is differently experienced by Congolese men on ART
services and healthcare providers at the two clinics. Some Congolese men on ART services
at the Nazareth House HIV clinic get the support from their family back home through
remittances of some items that members of the family back home sell for them. Other
Congolese men on ART services at the Yeoville clinic get supports from their family
members back home from the connection that they often have on the phone that allows them

to access healthcare services.

5.5.2 SECRECY AND STIGMA

Secrecy and Stigma are referred to as (lack of) disclosure of HIV status and keeping ARVs a
secret for clients at the two healthcare facilities. This factor negatively affects the Congolese
men in accessing healthcare services at the two healthcare facilities. Congolese men take
ARVs in solitude and do not disclose to their relative that they are in ARVSs services at the
clinic. The following quote from a patient from the Yeoville clinic shows in which level
Congolese men on ART services fear community’s members to know that they are HIV
positive and on ART services:

Client: “...gossiping when | am walking on the streets of Yeoville I do not like; it is better not

to disclose my HIV status and | discipline myself to keep quite on my medication...”
(PHC)
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The quote above illustrates how some Congolese men on ART services experience secrecy
and stigma in their community, Yeoville. Some Congolese men on ART services prefer to

keep quite on the way they are HIV positive and access ART.

The findings support the argument that patients on ART services avoid potential social
reactions of others when they talk about their HIV status in their community (Kalichman et
al., 2007). As in their community people have strong negative judgmental attitudes on them
(Cloete, Simbayi, Kalichman, Strebel, & Henda, 2008). With this, they are isolated (Mitchell,
Kelly, K.J.M., Potgieter, & Moon, 2007).

5.5.2.1 Disclosure

Client: “...I will not tell fellow Congolese otherwise they will be saying everywhere: “na

na nyama’...meaning “...Iam HIV...” (NH)

Staff: “...Congolese men do not disclose their HIV status because at home [DRC]
speaking about HIV in the public place or in the family is taboo and disrespect to
other people who are around...” (NH)

Staff: “... it is difficult for Congolese to disclose their HIV status here in South Africa;

since home [DRC] when people know that you are HIV positive they will point
you fingers saying: ; akota ndako meaning in English “She/he is indoors”;
afandeli pot meaning in English *“ She/he is sitting on toilet...”(PHC)

Staff: “...I only disclosed to my HIV status to my wife and she knows all about my ARTSs at

the clinic; I told her to keep it very secret for her...”(PHC)
Client: “...it is better for me to keep quiet to make sure that | am safe with my ARVs in the
room ... (PHC)

The quotes above at the two healthcare facilities indicate that Congolese men on ART
services do not disclose their HIV status to the people whom they do not trust as they avoid
other people to show them fingers on the street. The findings support the argument that
people living with HIV/AIDS avoids rumours, social rejection and other people of the
community to know that they are living with HIV (Manirankunda et al. 2009). There is
contrast among Congolese men on ART services, some Congolese men who are married
indicated that they disclosed to their wives that they are HIV positive and they are on ARVs

programme.
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This supports what Daftary et colleagues said that married men who are living with
HIV/AIDS disclose their HIV status to their wives and insist to their wives to keep the
confidentiality between them to avoid discrimination among other members of the
community they belong (Daftary et al., 2007). Other Congolese men who are not married
indicated that it is better for them to keep quiet about their HIV status. They do not disclose

even to their brothers whom they are sharing the same room.

5.5.2.2 ARVs are secret

Client: “...I take my ARVs at 5:00 am and 5:00 pm when my phone alarm rings...” (PHC)

Staff: “...they pull out ARVs from the wrapper that they leave in dustbin here [the Yeoville
clinic] they put ARVs in their pockets before they leave...” (PHC)

Client: “...I take my ARVs in the bathroom where I am alone...” (NH);

The quotes indicate Congolese men on ART are secretive when they are taking their ARVS.
They avoid their relatives to know that they are on ART. The findings support the argument
that the community within people living with HIV live has strong negative judgmental
attitudes on them that affect their adherence to access healthcare (Cloete et al., 2008).
Congolese men on ART services take their ARVs in solitude that people cannot understand
that they are on ARVs. Some Congolese prefer to take their ARVs at the bathroom where
they feel safe and alone. Others when their cell phone alarm rings they know that it is time
for them to access their ARVs. The findings support the argument that because of the stigma
that patients on ARVs have, they have developed ways to take their medication (Mbonu, Van
den Borne, & De Vries, 2009). The following section presents survivalist livelihoods among

Congolese men in Yeoville, Johannesburg.

5.5.3 SURVIVALIST LIVELIHOODS

A survivalist livelihood refers to as struggles in accessing jobs and an income,
accommodation and food security for clients at the two healthcare facilities (Vearey, 2008).
This factor impacts negatively on Congolese men who access healthcare services at the two
healthcare facilities. The living conditions for Congolese men on ART services are difficult.
Congolese men work hard and earn a little income that they cannot provide food for full

month to help them take the ARVs and sleep safely without overcrowd conditions.
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Client: “...there is not a situation as difficult as living with HIV and family in foreign country
and in the place like Yeoville with fellow Congolese ...” (PHC).

This quote above illustrates how Congolese men on ART services struggle to live with HIV
in South Africa. The finding support the argument that the living conditions of Congolese in
South Africa is difficult (Lakika, 2011).

5.5.3. 1. Jobs and income

Client: “...there are not jobs for us foreigners in this country [South Africa] and money is
difficult to find...” (NH)

The above quotation from a Congolese man at Nazareth House shows how Congolese men on
ART services struggle for their living conditions in the country that they belong. This
supports what Amisi argued that Congolese have challenge with social and economic
conditions in their host country where they are foreigners with poor conditions of life (Amisi,
2006). The following quotes show how Congolese experience survivalist livelihoods in

Johannesburg:

Client: “...at home I was a nurse but here [South Africa] | become a haircutter; my income
from my salon is too little to feed me and my daughter...” (NH)
Client: “...when I work night shift I suffer more as I do not have time to sleep because my
boss is behind me with a little money monthly... ”(NH)
Staff: “...security guards, car wash guards are hard jobs for them they complain too much
when they come to their appointment but in support group there are small jobs for
patients on ARVs... ”(PHC)

Client: “... I am on duty every day from Monday to Sunday; | am changing only shifts.

| am paid by shift I cannot buy food for a full month because my wife does not
Work and I have children...” (PHC)
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The quotes show that Congolese men on ART services at the two healthcare facilities in
South Africa struggle for jobs that most of them do not match to their qualifications or what
they have done in DRC (Lakika, 2010). Some of the Congolese men do not have off-days as
they can work every day in a roster that only shifts change with small earning that they
cannot provide food for a full month. There are some projects that support patients on ART
services at Nazareth House HIV clinic in support group as a staff at Nazareth House
mentioned. These are only projects, patients on ART services can take opportunities but
projects do not guaranty for a full living conditions for them in Johannesburg.

Findings indicate that jobs and income negatively affect the Congolese men on ART services
at the two healthcare facilities as some of them are employed in informal sectors and others
are working in conditions works that are unlawfully ~This supports what Vearey argued that
in Johannesburg, most migrants struggle to find the jobs they are found in informal sectors
(Vearey, 2008), some non-citizens in South Africa have unreliable sources of income in their
households (Mpedi & Smit, 2011).

The support group at Nazareth House HIV clinic is a structure that was created by one of the
patients on ART services at this clinic. This structure operates independently of Nazareth
House HIV clinic with staff members who all access antiretroviral services at Nazareth
House HIV clinic. Some projects of the support group come from Europe, especially from
Holland. One of the projects that often come from Holland is making designs on beats.
Patients who enter this project get paid monthly and they can support themselves to pay the
rent, buy clothes or foods (Field notes: Prompt conversation with the coordinator of support

group, on Friday 7" December, 2012).

5.5.3. Accommodation

Client: “...I share a room with five other Congolese men; it is not easy to take my
ARVs....” (NH);
Staff: “...there is accommodation for patients on ART who do not have family members here
[Johannesburg] or who cannot work because they are seriously sick...”(NH)
Client: “...I live in a cottage on the 5™ floor with all my family in Yeoville it is not safe for my
health and my children who are still small but I cannot afford another cottage now
... (NH)

Client: “...I share a bed with my uncle and another Congolese man; my sleeping conditions
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are difficult... ”(NH)

Staff: “...not having good conditions of sleeping make patients on ARVs suffer more...”
(PHC) Client: “I rent a room in a flat with my family, it is difficult for my privacy ...” (PHC)

The quotes above illustrate that accommodation negatively affects the Congolese men on
ART services at the two healthcare facilities. Some Congolese men on ART services sleep in
overcrowded conditions that affect the way they access antiretroviral therapy, others with bad
conditions of sleeping. This supports the argument that overcrowded conditions is a risk for

other many communicable diseases (Ahmed et al., 2006).

Congolese men on ART services at the two healthcare services suffer of the conditions of
sleeping are not fine. As a Congolese man indicated that they sleep three people on the same
bed. This support what one of the staff members at the clinic said that lack of good sleep for
patients on ARVs make them suffer more. Taking ARVs without a good sleep or bad
conditions of accommodation is difficult for some Congolese men on ART services.
Accommodation is a problem for patients on ART services who are seriously sick and cannot
work, Nazareth House HIV clinic provides for such category of patients a place to sleep for
patients who do not have relatives in Johannesburg as one of the staff members noticed it.

5.5.3 Food security

Client: “...when I take my ARVs without eating all my body is shaking, I suffer
more and stress... ” (NH)
Staff: “... we give foods to patients on ART services with scant...” (NH)
Client: “...food is a problem because it is difficult for me to put food in the fridge for two
months as I do not have enough money I am sometimes stressed ...”" (NH)
Client: “...not all the time that | have money but for my ARVs to be taken I have to make sure

that my two apples are in my bag when | am going to my work (PHC)

The quotes above illustrate that lack of food negatively affects the Congolese men on ART
services to access antiretroviral therapy services at the two healthcare facilities. The food
security is experienced differently between the two healthcare facilities by Congolese on
ART services. At Nazareth House, Congolese men benefit from parcels of food that the clinic
offers to patients on ART services.
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At the Yeoville clinic, Congolese men on ART services do not have this privilege of having
food at the clinic. An availability of food for patients, non-citizens on ART services is
important as most non-citizens do not have enough foods on their households in South Africa
(Mpedi. & Smit, 2011).

My non participant observations: In the morning on their day of appointment at Nazareth
House HIV clinic, some patients, some Congolese men drink coffee or tea. There was in
kitchen some sugar, coffee, tea, some milk for staff, patients, and Congolese men on ART
services. They served themselves as if they were part of the staff members; everybody is in

good mood inside the kitchen while drinking tea or coffee.

The findings support the argument that UNAIDS states, many patients on antiretroviral
therapy services stop taking their pills because they cannot afford food to eat with their
medication; some return the pills to the clinic for the reason that they cannot take them
without food (UNAIDS, 2010). Also, the findings support the argument that lack of food
access affects and creates a persistent shock and stress among many of households’ migrants
is South Africa (Mpedi. & Smit, 2011). Foods affect negatively patients, Congolese who do
not have anything to eat when they are taking their ARVs. The following section presents the
comparison between the primary healthcare clinic, the Yeoville clinic and Nazareth House.

5.6 THE PRIMARY HEALTHCARE CLINIC, THE YEOVILLE CLINIC COMPARED

TO NAZARETH HOUSE HIV CLINIC

Previous sections of this research report show different challenges that Congolese men on
ART are going through at the two healthcare facilities, the Yeoville primary healthcare clinic
(PHC) that is a government clinic and Nazareth House HIV clinic that is a non-government
clinic. This section compares the two clinics and highlights different challenges face by
Congolese men on ART services. The previous sections show that the Yeoville primary
healthcare clinic plays an important role of men health in accessing antiretroviral therapy
services. This makes this clinic a typical primary healthcare clinic on men healthcare

services.
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Patient men on ART, Congolese men on antiretroviral therapy services at the Yeoville clinic
interact with healthcare providers who are men. In this regard patients, Congolese men on
ART may feel free to express their concern to their colleague men. However, there are more
challenges face by Congolese men on ART at the Yeoville clinic than at Nazareth House on

access dimensions and other factors.

Access dimensions include opening and closing hours, documentation, services available and
human resources; non-citizen men on ART, Congolese men on ART struggle more to access
antiretroviral therapy services at this clinic. They have to come at the clinic earlier by 5:00
am the opening time to join the queues the long the street while the official opening time and
closing of the clinic are 8: am and 4:00 pm. At 4:.00 pm, many Congolese men on ART
services are still at their jobs or business that most them close at the same time 4:00 pm,
Congolese men on ART services cannot access antiretroviral therapy services at this clinic.
To access antiretroviral therapy services at this clinic, the frontline healthcare providers,
constitute barriers to patients on ART services, Congolese men on ART access antiretroviral
therapy services as patients on ART have to produce documentation before they access
antiretroviral therapy services. The Yeoville primary healthcare clinic has a range of services
related to HIV, including healthcare services for men. In spite of the fact that the clinic has
an immense shortage of healthcare providers that has a negative impact on patients,

Congolese men on ART services prefer to access antiretroviral therapy at the Yeoville clinic.

Other factors include support networks, secrecy and stigma; and survivalist livelihoods. At
this clinic, these factors affect negatively patients on ART services, Congolese men on ART
to access antiretroviral therapy. Support networks include social support networks from
family members in Johannesburg, people in Johannesburg, family member’s back home and
people at the clinics. The Yeoville clinic does not have healthcare providers (Social worker)
at the clinic that can support patients on ART services, Congolese men on ART services to
maintain the connection with the clinic when they are at their home. There is totally a lack of
visits from healthcare providers to their patients, Congolese men on ART services.
Survivalist livelihoods include job and income, accommodation and food security, the
Yeoville clinic limits its activities in providing antiretroviral therapy services to patients,
Congolese men on ART services without any mechanism of support to improve their access
to antiretroviral therapy services. These aspects affect negatively patients on ART services,

Congolese men on ART services at this clinic compared to Nazareth House HIV clinic.
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Comparatively to the Yeoville primary healthcare clinic that previous sections show more
challenges face by patients on ART, Congolese men on ART services on ART services and it
is a typical primary healthcare clinic for men accessing ART, Nazareth House HIV clinic
plays on charitable role to patients on ART support group with small projects, visits to

patients at their home and cater some tea or coffee in the morning.

CONCLUSION

There are some objectives that the research report fixed. Through findings and discussions of
the treatment experiences of Congolese men on antiretroviral therapy services at a
government clinic, the Yeoville primary healthcare clinic and at a non-government, Nazareth
House HIV clinic all objectives are achieved. The primary objective of this research report is
to explore the treatment experiences of Congolese men in accessing antiretroviral therapy
(ART) services at a government and at non-government clinic in Yeoville, Johannesburg. The
literature review reveals that South Africa has one of the highest rates of HIV infection and
has the largest public sector antiretroviral programme with the health system enrolling a great
number of people living with HIV for antiretroviral therapy (Boulle et al., 2008). There are
many challenges in access antiretroviral treatment for non-citizens at the healthcare facilities
(McCarthy et al., 2009). Findings from this research report reveal that:

There are different treatment experiences with respect to access - opening and closing hours,
documentation, services available; other factors - including support networks, secrecy and
stigma; and, survivalist livelihoods that affect access dimensions of Congolese men on ART
at the two clinics.

Between the two clinics, Congolese men on ART services have more challenges in accessing
antiretroviral therapy services at the government clinic than at the non-government clinic.
However, findings reveal that at the government clinic, the Yeoville clinic is a typical
primary healthcare clinic for the role of health for men on antiretroviral therapy services. The
following section is chapter six that gives conclusion and recommendations of the research

report.
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Chapter Six: Conclusion and recommendations

This research report explored the treatment experiences of six Congolese men who are
accessing antiretroviral therapy services at services at a government clinic, the Yeoville
primary healthcare clinic (PHC) and at a non-government clinic, Nazareth House HIV clinic,
in Yeoville, Johannesburg. The treatment experiences of six Congolese men on ART services
combined with the treatment experiences of twelve healthcare providers who interact daily
with patients, Congolese men on ART services at the two clinics provide the findings of this
study. To understand their treatment experiences, access dimensions and other factors on
antiretroviral therapy services at the two clinics are two aspects that constitute the healthcare
system and allow this study to unpack Congolese men on ART treatment experiences.

Access dimensions to antiretroviral therapy services includes opening and closing hours,
documentation, services available and human resources revealed as a challenge and
experienced differently by non-citizen patients, Congolese men on ART services at the two
clinics. At the Yeoville Primary Healthcare Clinic, Congolese men on ART face more
challenges to access healthcare services than Congolese men on ART at the Nazareth House
HIV clinic. At the opening and closing time, Congolese men on ART have to come earlier at
the clinic by 5:00 am to join long queues that are the long the street before the clinic opens at
its official time at 8:00 am. With long queues, Congolese men on ART services who cannot
come earlier to join the queue experience difficulties to seek the treatment. At the closing
time of the clinic at 4:00 pm, many Congolese men on ART services are still at their work as
most companies in South Africa close their business by 4:00 pm; Congolese men on ART

cannot access healthcare services at this time.

At Nazareth House HIV clinic the opening time is 8:00 am, time that most Congolese men
on ART services come to access antiretroviral therapy services. At this particular time at this
clinic, there is not a queue for Congolese men on ART services to access their antiretroviral
therapy. At the closing time at 5:00 pm, Congolese men on ART services come from their
jobs and they can still find the clinic opens and access their antiretroviral therapy services.
Such closing time at Nazareth House HIV clinic is an opportunity for Congolese men on
ART services to access healthcare services and plan their day. Documentation as findings
revealed is an important aspect in order to access healthcare services at the Yeoville primary

healthcare clinic comparatively to Nazareth House HIV clinic.
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At the Yeoville clinic, Congolese men on ART services require to produce proof of address,
cell phone number or referral letter that gives them the rights to access healthcare at the
clinic. While documentation should not be required to everyone who needs to access
healthcare services, antiretroviral therapy at the clinic in South Africa (NDOH, 2006). Often,
this situation is created by frontline healthcare providers who do not follow the legal
legislation of the country (Moyo, 2010). At Nazareth House HIV clinic, documentation is not
a challenge for Congolese men on ART services. Congolese men on ART services access to
healthcare services without producing any documentation. Nazareth House is a non-profit
clinic it offers antiretroviral treatment to patients, Congolese men as an act of charity. A
service available at the two clinics, the Yeoville Primary Healthcare Clinic has a range of
HIV related services including health for men that makes the Yeoville clinic a typical primary
healthcare clinic. Though, there is an immense shortage of staff members that is common for
many public healthcare services in South Africa (Cullinan, 2006). This situation impacts
negatively to patients, Congolese men on ART services. Contrary to Nazareth House HIV
clinic that offers few specific HIV services antiretroviral therapy services, HIV counseling
and Testing (HCT) and Outreach Programme to HIV patients. The clinic has many staff

members who cover all different services of the clinic.

Other factors include support networks, secrecy and stigma; and survivalist livelihoods for
Congolese men on ART services at the two clinics. These factors negatively affect Congolese
men on ART services to access their antiretroviral therapy services. Support networks include
social support networks from family members in Johannesburg, people in Johannesburg,
family member’s back home and people at the clinics. The findings revealed that the support
networks affect Congolese men on ART services and they experience them differently at the
two healthcare facilities. At the Yeoville primary healthcare clinic, there is not structural
social support networks that connect directly to patients, Congolese men on ART services
outside of the clinic. Congolese men on ART services struggle to get the social support
networks from the healthcare providers when they leave the clinic as the clinic does not have
a follow up to patients, Congolese men on ART services. From the time patients, Congolese
men on ART services are at their home they lose the contacts with the clinic they will come
again on the day of their appointment unless they fall sick and decide to come at the clinic

before the day of their consultation to see the healthcare providers.
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Comparatively to Nazareth House HIV clinic, Congolese men on ART services benefit from
the social support networks support group and home base team’s visits of healthcare
providers. Patients, Congolese men on ART services who have 14 days of absence at the
clinic they see the visits of healthcare providers or support’s group members at their home.
Such supports enable patients, Congolese men on ART services to continue to access
antiretroviral therapy at the clinic. Secrecy and stigma include ARVs are secret and
disclosure: Similarly, at the two healthcare facilities, these factors affect negatively patients,
Congolese men on ART services. Most Congolese men on ART services are secretive in
accessing their antiretroviral therapy and they do not disclosure their HIV status to their
relatives. Some Congolese men who are married disclose to their wives but prevent them not
to inform other relatives. This factor affects negatively the way Congolese men access
antiretroviral therapy services at the two clinics. Survivalist livelihoods include job and
income, accommodation and food security. These factors experienced and affect differently
Congolese men on ART services and at the two healthcare facilities. The Yeoville primary
healthcare clinic does not provide food to patients, Congolese men on ART services. Patients
on ART services come on the day of appointment collect the medication or consult the
healthcare providers then go home. Compare to Nazareth House HIV clinic, patients on ART
services benefit from food, accommodations and small projects from the support group.
Patients, Congolese men on ART services are allowed by the clinic to cater themselves for
breakfast in the morning when they want and patients on ART who are very sick cannot work
or walk are provided by parcels of food; they can also sleep in the hospice of Nazareth House
when their case is serious. There are small projects of the design made by beats that come
from the support group that is not under Nazareth HIV clinic’s supervision. In the projects,
only patients on ART services can work and earn small money monthly. This is a good thing
at Nazareth House HIV clinic for patients, Congolese men on ART services that living
conditions in South Africa are difficult (Lakika, 2011).

In summary, access dimensions and others allow this research to understand the treatment
experiences of Congolese men on ART services at a government clinic and at a non-
government clinic. Treatment experiences of Congolese men on ART reveal more
challenging at a government clinic than at a non-government clinic. However, at a
government clinic, the Yeoville clinic is typical primary healthcare clinic for its role of men’s

health on ART services.
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6.1 Recommendations

The results summarized in the previous section on treatment experiences of Congolese men
on antiretroviral therapy services at the two clinics in Yeoville, Johannesburg show the need
to this study to make some recommendations. These recommendations may change the
different challenges experienced by non-citizen patients, Congolese men on antiretroviral
therapy services at the two levels of the healthcare system access dimensions and other

factors.
At the level of access dimensions:

e Extended opening and closing hours of the clinics.

e Extended number of staff members at the clinics and promoting sleeping with paying
over-time services to healthcare providers on antiretroviral services.

e Training of frontline healthcare providers on the rights of migrants on access to

healthcare services including antiretroviral therapy services.

At the level of other factors:
¢ Providing soup kitchen to patients on antiretroviral therapy services at the clinics
e Providing shelters/or hospice to patients on antiretroviral therapy services.
e Extended campaigns on HIV related services to non-citizen patients on antiretroviral

therapy services at the clinic.
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Appendices

Appendix 1: Healthcare providers’ interview guide

INTERVIEW SCHEDULE FOR HEALTH PROVIDERS

TOWARDS UNDERSTANDING EXPERIENCES OF ACCESSING
ANTIRETROVIRAL TREATMENT SERVICES AMONG CONGOLESE MEN AT
CLINICS IN YEOVILLE, J OHANNESBURG

Demographic information of health provider

-How long have you been working in this healthcare facility?
-How old are you?

-What is your position (function) in this healthcare facility?
-What is the reason for you to come to work in Johannesburg?

-What is your nationality?

1. What do Congolese men experience in governmental and non-governmental

clinics with regards to access to ART at clinics in Yeoville?
-When do you open and close this clinic?

-What is the scale or number of non-citizens/cross-border women and men seeking
medical treatment at this healthcare facility on a daily basis?

- Of these, what proportion are men?

-Of these proportion of men, approximately how many Congolese? Have you ever

been given any training or information on migrant rights to health generally?
-Have you ever been given any training on migrant rights to ART specifically?

-Can you tell me, to the best of your knowledge, what rights migrants have to access
ART?
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-In your opinion what rights should migrants have to access ART?

-How many non-citizens would you say you assist each week at this site?

- Which countries do the non-citizens/cross-borders frequenting this facility come from? Of
these countries, how do you provide drugs/medication to non-citizen/cross-border men
who do not speak English and any of South African language?

- What are the most difficult parts about providing antiretroviral services to men?

- What are the most difficult parts about providing antiretroviral services to women
and men?

-To the best of your knowledge; what rights do non-citizens/cross-borders have to access
healthcare services in this healthcare facility?

- Which health services in particular are they entitled to?

-There have been reports in the media and research reports that cross border migrants are
sometimes denied primary health care services. Does this happen here in this clinic?

- If it happens; what is normally the reason for this?

- Have you ever been in a position where you had to deny treatment to a patient because they
did not have identity documents?

- How often do you find yourself in this position?

- Does this also happen with undocumented South Africans?

- What do you do in the case of South African nationals; do you give them treatment or not?
- How do you differentiate between nationals and non nationals if they both do not have
papers?

-What do the following documents mean to you?

- Do you refer to any of them in the decisions you make regarding the provision of healthcare

to undocumented migrants

-The national department of health directives of 2006 and 2007
- The Gauteng department of health directive of 2008
- The constitution of South Africa.

We are finished with the interview, is there anything you would like to ask or
add?
Thank you
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Appendix 2: Congolese men on ART interview guide

INTERVIEW SCHEDULE FOR CONGOLESE MEN ON ART

TOWARDS UNDERSTANDING EXPERIENCES OF ACCESSING
ANTIRETROVIRAL TREATMENT SERVICES AMONG CONGOLESE MEN AT
CLINICS IN YEOVILLE, JOHANNESBURG

Demographic information of respondent:

-How long have you been in Johannesburg?
-Where do you live here in Johannesburg?
-How old are you?

-What country are you from (home country)
-Where were you born?

-What is your marital status?

-What level of education have you completed?
-Do you have any children?

-If yes, how many children do you have?

-Are you here with your family (wife/husband and children)?
-What is your health status?

-How long have you been taking your medication/drugs (ARVS)?

-What is the name of this clinic?

When does it open and close?

-When did you test for HIV and why did you test?

-When did you start your ART?

-Did you test before you come to South Africa?

-What were the reasons that made you come to this clinic?

-How many public and private clinics are there in your area?

-Have you ever been denied any health services in one of these clinics?
- If yes, what was the problem?

-What is the name of that clinic?

-Where is your nearest primary healthcare clinic?
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-What is its name?

-Compare this clinic (Nazareth House/Yeovillel) to other healthcare clinics, what was
the reason for you to come in this clinic?

What the mode of transport to you use to come in this clinic?

2. What is the acceptability, affordability and availability dimensions of access
ART experienced among Congolese men in governmental and non-governmental

clinics in Yeoville?

- What is that you have to possess with you before you access to the treatment in this
clinic?

-What happens if you do not have it?

- In the last three months, were there times when you were waiting for long time to
collect your medications/drugs (ARVS) in this clinic?

-1f yes, what was the problem?

-In the last three months, have you ever been a victim of assault because of your
nationality in this clinic?

-1f yes, what happened?

-Who did it to you?

- What is your experience in this clinic, do they treat you with respect when you need
your medications/drugs (ARVS)?

-How long does it take to walk to the nearest clinic?

-Are there any transport challenges to get to come here in this clinic?

-If yes, what are these challenges?

- What is the means of transport do you use to get in this clinic?

- In the last three months, how much did you pay for you transport to come here in
this clinic?

-Do you feel safe to collect your medications/drugs (ARVS) in this clinic?

- If no, what is the problem?

-Have you ever been denied access to the public/private health services?

-What were the reasons?

-Do you this you would be denied services if you were to visit public/private health
services?

-If yes, why?

- At what time do you take your medications/drugs (ARVS)?
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- Who chose this time for you?

-1f so, why?

- What was the reason for you to test for HIV in Johannesburg?
-How much time have you tested since you are in Johannesburg?
- Why?

-Did you test where you come from?

-Why?

3. How do the social networks, livelihoods, income, housing and food security
situations contribute to the experiences of access to ART in the lives of the

Congolese men at Yeoville clinics?

-In the last three months, has anyone in your household supported you?
-What is the relationship with you and the person who supported you?
-What kind of support was it?

-Do healthcare providers in this clinic support you?

-Who (doctor, nurse, counsellor) supported?

-What was his/her support to you?

-How often is that support to you?

- Who looks after you when you feel sick?

-How would they look after you?

-Have you disclosed your HIV status to anyone?

-1f so, who and why this person/these people?

-Does anyone know you are on ART?

-1f yes, who and why did you tell this person/these people?

-In last three months, what have you been eating?

-Can you tell me what you have eaten and drank in the last 24 hours?
-Do you think your access to food has changed since you are in ART?
-What has changed?

-In last three months, when food security was poor?

-What do you do when you do not have enough food in your household?
-Does anyone in household help you with food?

-In the last three months, were there times you take medications/drugs without food?
- In the last three months, were there times went out hungry?
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-How many times do you eat day?

-How many times a day do you sleep?

-What do you do to maintain your health good?

-Can you describe the place you are staying?

-Is it a flat or room?

-How many people are you staying within your sleeping room?
-How many people sleep with you on the bed?

-How many are you in your flat or room?

-Do you take your drugs when you are at home/outside?

-1f so, Why?

-What do you do in order to survive?

-How many hours a day do you work?

-What kind of work do you do?

-Are you self employed?

-How would you describe your job?

-Last week, how many hours did you work?

-Are you working according to your training or profession?
- Why not?

2. How is the antiretroviral therapy provided to Congolese men in non-
governmental clinic shed light on the results of a previous research that found
that non-citizens have better antiretroviral treatment outcomes than South
African citizens (McCarthy et al, 2009)?

- In the last three months, have you ever missed to collect your medications/drugs
(ARVs)?

-1f yes, what were the reasons?

-1f no, what do you do to plan your appointment?

-In the last three months, have you had complain about your health?

-1f no, what can be the reasons?

-1f yes, what did you do to solve the problem?

We are finished with the interview, is there anything you would like to ask or add?

Thank you
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Appendix 3: Health Department letter of confirmation for the Yeoville clinic (Region
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Appendix 4: i
ppendix 4: Ethics Clearance Certificate

LIsIYERSILY WE, TRE W THES
i toe gy pegisgar i rﬂmrd&l

Driwpsisn
C¥lAMN RESL ‘H¥
Ty A Arie Frare
CI.EAE.ENS'E CERT L x Hl;l'lﬁ";"il
VR i Fonwards Lpderstan T LspETiEnves wf
Ascams i O e L Trpctmun Sereiyes
almes Cunpolest polen o Feowte CLinies

i TSt iz 11021

(RVESTIGATORS ; M padricn Bazolakio-
Afrig Uen T fr wWhigrENIOL & Focinty L.ECME'J

pELARIMENT :
paTy: CONSDEREN 1042812

TTUE: hp’,‘.‘!:r\f.‘d ur.u.-u:rr-d-i'.'mnn1'._r

. . - | ; Ty,
BATE BRI CLAIEPERSOR oo i Ittt
H ypyolesEnr Pl:(ﬂcﬂm—]unu&]
|
#Gidalines far ATtET ‘irffmm-:d pemserd” pttacted hETs peplcable
o HOpCTEE | P de VRarey
A n Do) Ay ESTIGATORE!
o coripletyd 0 Juplicats matrNE ooy ot nE QL A0 T Secretary 2 R THRR: L4l I
Sanaie kst LniveTsitd-
deerat anl ﬁ:!: s LY which | am'ws &TE yhneizzl o Gy il L ﬂhu\'e\manl.icm:d
e Fracte EdnifELieLE: Llgtald ey ATpETTETE w ko
| the pmlﬂml Lo the

i iy
payearch and LwE Tt T e cram s
cannlerplaess o i TE:.sua:ch e

ot LOgTE
rLEAXE [IRAHH THI-. PRAT rCiL

ceeuze a8 mpprovd Lz nnelertiki o s
A yegT Lk []

ri '
HIWEER ¥ ALL AN RIS

103



Appendix 4: Nazareth House HIV Clinic letter of Confirmation
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Appendix5: Audio-taping Logged Consent form

Aundio-Taping: Logged Corsent Form
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Appendix 6: Audio-Tapping written Consent Form

Audio-Taping: Wrillen Consent Form
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